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Abstract

Background:

Recent advances in biomedical HIV prevention highlight the importance of successfully
engaging male participants, yet previous participant engagement methods have had mixed
results. Participatory research and collaborative community development methods of
engagement focus on the importance of culture and community and have been successful for
engaging participants in research. However, these methods have not been used to engage male
participants in biomedical HIV prevention intervention studies in the global south.

Methods:

The Impilo Yamadoda: Men’s Health Study is presented as a case study to explore use of a
“strategic community engagement method” based on theories of participatory research and
collaborative community development to engage young Zulu-speaking men in a multi-phase
HIV prevention intervention in rural KwaZulu-Natal, South Africa. This engagement method
included the identification, recruitment, and training of local volunteers (Research Partners).
Research Partners were responsible for: recruitment and implementation of a brief community-
based men’s health survey; collaborative planning of experimental phase recruitment (N=200)
with researchers. Qualitative interviews with Research Partners (N=6) and participants (N=83; 8
focus groups, 20 interviews) were explored alongside analysis of the design, methods, and
results of the Impilo Yamadoda study.

Results:

Research Partners were expected to collect ~300 (7/day) surveys; N=735 (12.9/day) were
returned. Analysis of questionnaires confirmed data quality. Similar recruitment methods were
used in the biomedical phase; 95.3% (223/234) of participants completed enrolment, including a
behavioural questionnaire, blood sample, and randomisation.

Discussion:

Research Partners discussed the importance of community-level incentives to participants’
decisions to engage in research during their training programme, which was confirmed through
analysis of qualitative interviews and focus groups with participants. These findings suggest
that methods of participant engagement such as the strategic community engagement method
used in the Impilo Yamadoda study could be used to successfully engage participants in future
biomedical HIV prevention studies in the global south.
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Chapter 1: Introduction
I. Introduction

The question of how to involve men in HIV prevention intervention trials has recently
been brought to the forefront of public health research with the anticipation of biomedical
advances that may help prevent the spread of HIV. Less is known about men’s engagement with
health in the developing world than in the global north. Yet nowhere are biomedical advances in
HIV prevention more necessary than sub-Saharan Africa, which with only 12% of the world’s
population accounted for 68% of the world’s people living with HIV/AIDS in 2010 (1).
Southern Africa is disproportionately affected by the HIV epidemic; in 2009, 34% of people
living with HIV globally resided within the ten countries that comprise the Southern Africa
region (Angola, Botswana, Lesotho, Malawi, Mozambique, Namibia, South Africa, Swaziland,
Zambia, and Zimbabwe) (2). The involvement of African men, who account for an HIV
prevalence minority yet are the main source of female infection, is essential to assuring the
success of HIV prevention programmes in Southern Africa (1, 3, 4).

It has been said that men are more difficult to engage in health research then women (5),
a mirror of their comparatively low and/or late uptake of health care services (6). Low
engagement of men in health research is particularly concerning given that men’s involvement
in HIV prevention research in endemic areas such as South Africa has been linked to women’s
adherence in biomedical trials (7), and reductions in partner violence (8, 9). It is becoming clear
that even the success of female-initiated HIV prevention methods is linked to male involvement
(10, 11). Yet there remains little understanding of specific practices that can be employed to
engage men in the global south in biomedical HIV prevention intervention research.

Results from short-term research projects show that community-based male-specific
health programmes work well in garnering the interest of men (12-16). However, the effects of
community-based and peer-led methods for recruiting men into biomedical prevention research
programmes are still unclear.

Participatory methods have been explored for increasing the public’s interest in health

research, and many studies have been implemented with favourable results (17). These studies
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work with members of potential participant and stakeholder groups with the goal of conducting
research that is highly acceptable to researchers and participants alike (17). However, while
participatory research is seen as site-specific and contextual (17), there is little investigation of
the use of participatory methods to inform conduct of biomedical health research in the global
south, and no participatory health research studies involving biomedical design that engage
primarily with male participants.

This thesis seeks to engage with the gaps in the literature regarding use of participatory
methods to engage men in biomedical health research in the global south. To that end, the
design, methods, and implementation of the Impilo Yamadoda: Men’s Health Study, set in rural
KwaZulu-Natal, South Africa, is used in this thesis as a case study.

The Impilo Yamadoda study was part of the African European HIV Vaccine
Preparedness Network (AfrEVacc) of the European Union Developing Countries Clinical Trial
Partnership (EDCTP), a research network focused on engaging people across Southern Africa
with HIV prevention intervention research, and specifically vaccine trial research. Based on the
specific capacity of each site, protocols in the AfrEVacc consortium were developed to increase
the feasibility of successful trial of an HIV vaccine. Based at the Africa Centre for Health and
Population Studies, the Impilo Yamadoda protocol outlined a pragmatic, multi-component,
multi-method study to explore key issues in men’s health and address logistical questions
around the successful engagement and retention of men in biomedical HIV prevention research
studies (18). It should be noted that although the AfrEVacc consortium focused on development
and implementation of vaccine trials, the Impilo Yamadoda study was primarily concerned with
recruitment and retention in biomedical HIV prevention research generally, and so there was no
mention of vaccine trial research in the Impilo Yamadoda study.

In the Impilo Yamadoda study, four research phases follow sequentially: community
familiarisation (phase 1) informs a quantitative survey (phase 2); data, process and
administration outcomes from this survey inform the qualitative component (phase 3). The

fourth phase, an experimental trial of recruitment and retention methods over time, takes into
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account data collected in the first three phases. The four-phase Impilo Yamadoda study will be
discussed as a dataset that allows exploration of the process of research implementation, and
specifically, the effects of “a strategic community engagement method”: working
collaboratively with community members who implemented aspects of the Impilo Yamadoda
research and informed recruitment practices throughout the study.

Due to the iterative nature of this investigation, there are two questions that this research
seeks to answer. The first question this investigation seeks to answer is: “Can participatory
research methods be used to encourage men’s participation in biomedical health research in the
global south?” This question concerns evaluation of the factors contributing to the engagement
of participants in the Impilo Yamadoda study and assessing which, (if any), of the lessons
learned from implementing the “strategic community engagement method” might be applied to
research in similar settings.

The second question this thesis seeks to answer is more specific: “What factors
contributed to the engagement of young men in Kwa-Zulu Natal in the Impilo Yamadoda:
Men’s Health Study?” Data used to investigate this question are comprised of information
collected through the process of implementing the Impilo Yamadoda study, which includes data
on the process of implementing the research as well as survey questionnaire and qualitative
interview data. In addition, interviews were conducted with community members who
implemented Impilo Yamadoda research in order to gain a greater understanding of their
relationship to the researchers, their communities, and the participants they engage with the

Impilo Yamadoda study. (see Figure 1.1, page 14).
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Description of participants
e Survey data (self-report)
o |DIs and FGDs with participants
o IDls with lay community
‘Research Partners’

1. Can participatory research
methods be used to encourage
men’s participation in
biomedical health research in
the global south?

2. What factors contributed to

the engagement of young men

in the Impilo Yamadoda: Men’s
Health Study?

Self-reported views on health Actual participation in Impilo Yamadoda
research participation — > study
¢ Survey data (self-report) ¢ Phase 2 survey implementation
« IDIs and FGDs with participants outcomes
¢ IDIs with lay community « Phase 4 experiment enrollment
‘Research Partners’ outcomes
« IDIs with lay community 'Research

Figure 1.1: Diagram depicting use of data to test the research questions

Investigation of the implementation of the Impilo Yamadoda research protocol is central
to an investigation of the research questions described above. Data from implementation
processes contextualise the findings from the research. Quantitative data collected from Impilo
Yamadoda participants via a brief community-based survey help to inform our understanding of
the participant population. Qualitative data from in-depth interviews and focus groups with
survey participants give depth to the survey data and add insight into participants’ motivations
for engaging with the Impilo Yamadoda study. A second qualitative dataset was then
purposively collected to explore the experiences lay community members had while
implementing Impilo Yamadoda research. Data from the process of implementing the survey
and recruiting participants to the experimental phase of research allow for an evaluation of the
recruitment and implementation process. Combined, these data allow a multi-faceted and rich
description of the factors that contributed to the engagement of young men in Kwa-Zulu Natal
in the Impilo Yamadoda: Men’s Health Study, as well as understand the usefulness this method

may have for encouraging men’s participation in other biomedical health research studies in the
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global south.

1. Thesis Structure

This thesis was conceptualised as a pragmatic social science study, and so topics of
research were structured by the research questions and resulting analyses were directed by what
the participants emphasised (19). The literature reviews in the next three chapters will introduce
key issues framing the research questions.

As was mentioned above, it has been seen that research participation efforts are generally
context-specific (17). With that in mind, geographic and temporal contexts of health shape the
structure of the first literature review chapter: topics are explored on the international to local
scale and through specific important times in historical context. These topics are then brought
into focus with a specific description of the study area.

As this thesis is essentially focused on individual and community change in relation to
health research participation, theories from the fields of social psychology, anthropology, and
community development are reviewed in two theoretical background chapters. The first of these
chapters focuses on research participation and masculinity by initially discussing how ‘men’s
health” came to be of interest in public health and health research, and then moves to a
discussion of the literature on Zulu male identity, which is brought together in a review of
men’s health research in South Africa. Participant engagement in health research is then
discussed, with a focus on ‘willingness to participate’ literature and why these studies cannot
give a more complete understanding of the mechanics of participant engagement. How some of
the most influential biomedical research studies have presented their engagement strategies is
then explored. With this understanding of how participant engagement strategies are
approached, appraised, and reported on in biomedical health research, we can then understand
where the gaps are within these essential stages of research planning and implementation.

Alternative research models are then reviewed in this chapter to gain insight into how these

15
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methods have been used; specific uses of participatory research methods in South Africa allow
an understanding of how these methods have been used in this part of the world.

The main focus of part 2 of the theoretical background to this research (chapter 4) is to
gain an understanding of the theories behind participatory methods of research. In the first
sections of this chapter, concepts of identity, community, and culture are defined. With these
definitions, the discussion moves forward to focus on models of community change and
participatory research methods; these theories are applied to create the “strategic community
engagement method” used to encourage participation in the Impilo Yamadoda study.

The fifth chapter, “Methodology,” outlines the methods and protocol of the research used
in the development of this thesis. All analysis methods and the rationale behind these methods
are described in detail in this chapter. As the thesis focuses on an investigation of a specific
methodological technique and its affects, this chapter is essential to understanding the context in
which the resulting analysis is based.

The first data-driven chapter, chapter 6, brings forward a descriptive statistical analysis of
the men who became participants in the Impilo Yamadoda study via their participation in a brief
community-implemented men’s health survey. Over 700 Zulu-speaking men participated in this
phase of Impilo Yamadoda research, and 81 of these participants formed a sub-sample for the
qualitative research phase. These participants formed the seed sample for the final phase of
Impilo Yamadoda data collection. With this in mind, the descriptive analysis of the survey
participants presented in chapter 6 is essential in framing the picture of who engaged with the
study and why. This chapter will serve as both a descriptive background and to highlight key
issues young men in this cohort engaged with in their decision-making processes to participate
in HIV prevention research.

In chapter 7, “Research Partners part 1: the process of implementing the strategic
community engagement method,” the roles and dynamics of the individuals who were identified
and volunteered to partner with the Impilo Yamadoda study are reported on. The specific

community engagement method that drives the recruitment of the various stages in the Impilo
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Yamadoda study (detailed in the methodology chapter) was contingent on the engagement of
the Research Partner team. It has been recognised that a good rapport between researchers and
participants is essential in implementing social science research effectively (20). The
importance of this dynamic and its impact on participant engagement with Impilo Yamadoda is
explored in chapter 7. Data describing the survey administration process gives insight into the
usefulness of the specific community-based engagement method to engage potential
participants. Formal individual in-depth interviews and informal discussions with volunteer
administrators, as well as field observations and discussions with research team staff, give depth
and meaning to outcomes from the survey administration process; these data are introduced and
discussed in chapter 8: “Research Partners: Part 2: qualitative data exploring the process of a
strategic community engagement method.”

Chapter 9, “Participant recruitment to the Impilo Yamadoda experimental phase” reports
on outcomes from the process of participant recruitment to the Impilo Yamadoda experiment.
These data were gathered during the process of recruiting participants to the experiment phase,
and allows insight into how the strategic community engagement method worked in this
biomedical research setting.

Throughout this thesis voice is given to topics that were introduced by participants as
they reflected on the topic of benefits of and barriers to research participation. In this way topics
were allowed to emerge from the data that were not anticipated yet became central to
exploration of the research questions. For example, during early implementation of the Impilo
Yamadoda study, the importance of the ‘felt needs’ of participants began to present itself;
researchers, community stakeholders, volunteer research administrators, and study participants
all have different needs that must be identified and then met for a project to be successful.
Chapter 10, “Qualitative analysis of participant motives for research engagement,” is focused on
furthering an understanding of the Impilo Yamadoda participants’ motives for engaging with the
study. Descriptive data from in-depth interviews and focus group discussions regarding

participants’ expectations of research engagement are supported by outcomes of the recruitment

17



Sebastian S Fuller

Engaging young men in biomedical HIV prevention research: lessons from a community-based
study in rural KwaZulu-Natal, South Africa

Chapter 1: Introduction

to the Impilo Yamadoda experiment presented in chapter 9. An explanatory analysis of why
these men chose to engage with the research is presented in chapter 10.

In chapter 11, critical concepts and conclusions reached throughout the thesis are
summarised for clarity and then taken further a discussion of the implications of this analysis.
This discussion returns to the review of methods of research engagement discussed in the
literature review and theoretical background chapters of the thesis. Findings in earlier chapters
are reviewed to explore how the strategic community engagement method used in the Impilo

Yamadoda study may work to improve future research programme implementation in similar

resource-poor settings.

I11.  Author’s note: background and premises

The research this thesis encompasses results from my opportunity to direct and critically
reflect on the Impilo Yamadoda: Men’s Health Study. The Impilo Yamadoda study was
community-based, participatory social science research, as was the sub-study that this thesis
reports on. As such, | am aware of the limits of objectivity and the impact of a researchers’
power position on the research he or she undertakes; this can be argued to be essential to
participatory and community-based research (21). It is thus useful to situate myself as both the
director of the main research study and the chief investigator of the research presented in this
thesis.

I come to this research with a varied history in public health, community development,
and social science research. Growing up in an economically deprived area in the diverse urban
landscape of New York City in the 1980s, | had an early interest in the impact of wealth on the
quality of life, and particularly on housing and urban landscapes. As a result, | obtained my first
degree in cultural theory, and soon thereafter, earned a master’s degree in cultural anthropology
with a focus on qualitative methodologies (New School for Social Research, 1999 and 2001,
respectively).

Concurrent to my education | was active in community-based work, which led to my first
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major collaborative, participatory, action-oriented, work as co-founder of the BLANK
collective, a social justice organisation focused on urban gentrification and abandonment. While
active in the community, | gained my first professional research job as a longitudinal qualitative
researcher on a US National Institutes of Health study. Although I did not have any formal post-
secondary public health training at that time, working in public health came naturally to me as
the only-child of a life-long health educator. My emerging health research career then led me to
Philadelphia, PA, where | began to see how my interest in community-based work might have
an outlet in health research; my post leading qualitative research and coordinating the media
campaign for a men’s behavioural HIV prevention intervention merged my skills as an
organiser and as a qualitative researcher.

Desiring more hands-on public health work in areas of the world that needed it most, |
left my emerging career in research to volunteer in Ghana as a health, water, and sanitation
volunteer with the US Peace Corps. In Ghana | continued my education in community
development work, learning through reading and practicing concurrently. In Ghana it was made
clearer than ever to me that the key to community change was through collaborative, multi-
level, community action. While the people in the small village I lived with on the borders of
Ghana and Burkina Faso wanted me to answer to their questions and provide solutions, my
limited local experience left me with more questions than answers. My good friend and local
counterpart and I had long discussions about how to discover what the community needed, and
how | could help with those needs within the two years of my service. There were systemic
barriers that could not be overcome; yet real progress was made in forging partnerships in the
midst of the status and power imbalances between Ghanaian government representatives and the
rural farmers 1 lived and worked with. The realities of doing (performing) community-based
work in the developing world paralleled the theoretical concepts | learned in my university
education and coalesced into something at once theoretical, ideological, and pragmatic.

While there were many fleeting and several tangible victories during that time, the most

meaningful were those that were sustainable: the development of a centralised water and
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sanitation committee for the village, so that needs could be identified, agreed upon, and
actioned; forging ties between the regional health and education authorities and a local youth-
focused community-based organisation. These small changes were achieved through time and
continued dedication to work with people to create real and sustainable change.

It is with this background that | came to the UK to pursue a PhD in sexual health research
at University College London. Here my goal was to complement my pragmatic understanding
of sexual health and community development with a deeper understanding and robust
theoretical basis in public health research. Holding an understanding of social science,
pragmatic health research, and community-based development, | attempt to bridge the divides
between these fields to create a deeper understanding of how to use these diverse

methodological tools to encourage effective methods of community-based research participation

in fixed-design models of health research.
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I. The HIV epidemic in sub-Saharan Africa

An estimated 2.6 million [2.3 million-2.8 million] people became newly infected with
HIV in 2009 (2). While HIV incidence is falling globally, the majority of new infections
continue to occur in sub-Saharan Africa, where an estimated 1.8 million [1.6 — 2.0 million]
people became infected in 2009 (2). Sub-Saharan Africa continues to have the world’s highest
number of people infected with HIV: of 33.3 million [31.4 - 35.3 million] adults and children
living with HIV globally in 2009, an estimated 22.5 million [20.9 — 24.2 million] of those were
in sub-Saharan Africa (2). While the number of new infections in sub-Saharan Africa declined
by almost 26% in 2010, the region accounted for 70% of new HIV infections globally that same
year (1). Deaths from AIDS-related causes have declined 20% (an estimated 320,000 people)
between 2004 - 2009, reflecting the advances in treatment that extend the lives of those infected
(2). Since 2000, the HIV epidemic in sub-Saharan Africa has stabilised, with adult HIV
prevalence on the decline (22).

Within sub-Saharan Africa there are significant sub-regional differences in the HIV
epidemic; while Western Africa has relatively low HIV prevalence rates, Southern Africa
retains the highest prevalence rates for a single sub-region in the world (2). Trends in Eastern
Africa show that this is the only sub-region to see significant declines in prevalence rates over
time, with the mid-to-late 1990s showing an approximate 4% decline from a median prevalence
of 12.9% to 8.5% at the turn of the 21 century (23). HIV prevalence trends in West Africa were
stable with a median prevalence of 3 - 4% between 1997 - 2002 (23). Central African countries
reported a median HIV prevalence of about 5% between 1997/98 and 2001, (with the exceptions
of Central African Republic and Cameroon, which reported higher rates) (23). More recent data
suggest a decrease in 12 countries across the Central and West African sub-regions (Benin,
Burkina Faso, Democratic Republic of Congo, Gambia, Ghana, Guinea, Liberia, Mali,
Mauritania, Niger, Senegal, and Sierra Leone) to HIV prevalence rates at or below 2% (2).

Within Southern Africa, overall median prevalence of HIV infection increased from about 5%
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in 1990 to 21.3% in 1997/98 and 23.8% in 2002 (23). In 2009, Southern Africa accounted for
34% of people living with HIV and 34% of AIDS-related deaths globally, with Swaziland
seeing the world’s highest adult prevalence at 25.9% of the population (2).

The HIV/AIDS epidemic in the Southern African sub-region is quite different to that of
the rest of the world. In the global North, and virtually all areas outside of Southern Africa, HIV
infection is found in specific subsets of the population: men who have sex with men (MSM),
sex workers, and injection drug users are disproportionately affected (2, 22). As seen in the
statistics above, Southern Africa, particularly Swaziland, Lesotho, Botswana, and South Africa,
face the highest numbers of HIV infected people in the world (1, 2). While there are areas where
injection drug use and unprotected anal intercourse between men are key factors in the HIV
epidemic, the high prevalence rates reported in the Southern African region indicate a
generalised HIV epidemic with heterosexual sex as the primary mode of transmission (2, 24).
The use of different research methods, such as sentinel surveillance, and more recently, national

population-based surveys, show that the majority of those infected with HIV are heterosexual

women who have acquired the virus from their primary male sex partner (23).

1. HIV and the South African economy

In 2009, of an estimated 33.3 million HIV infections worldwide, 5.6 million of these
people lived in South Africa, the highest concentration of people infected with HIV worldwide
(2, 25). Trends data estimate that HIV prevalence rates in the nine provinces of South Africa
have differed from that of the rest of Southern Africa. Contrary to the rest of the sub-region’s
high prevalence rates in the early 1990s, prevalence rates remained below 5% in South Africa
until 1994, with the highest increase reported between 1995 and 1996 to about 15%. From 1996,
countrywide HIV prevalence grew to catch up with the trends in the rest of the region; in 2002,

South African and Southern African sub-regional HIV prevalence rates equalised at just under
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24% (23). HIV prevalence rates in South Africa vary widely between provinces, ranging from
just over 15% in the Western Cape to approximately 39% in KwaZulu-Natal (26).

The burden of HIV/AIDS in South Africa is so high that the implications of the epidemic
go beyond the lives of those infected and have become a nationwide economic concern. One of
these nationwide economic concerns is the current national health budget, and other concerns
relate to poverty and unemployment, which correlate with poor health outcomes. If current costs
continue, anti-retroviral treatment (ART) for HIV infection will account for nearly 50% of all
health budget expenditures (27). To economists what is even more worrying is the
unemployment rate — estimated in 2010 as nearly 25%; this means that South Africa has one of
the highest national rates of unemployment in the world (national ranking of 173 of 200) (28).

Approximately 57% of South Africans live in poverty, and KwaZulu-Natal province
accounts for 61% of the nation’s total number of people living under the poverty line (29). The
poverty faced by the majority of South Africans is underlined by the knowledge that South
Africa is one of the most unequal societies in the world. Global estimates of inequality in
distribution of family income are measured by the Gini index (a totally equal society would
measure 0.0% and a totally unequal society measure 100%): South Africa’s Gini index in 2005
was 65% (30). KwaZulu-Natal ranks as the nations’ province with the highest poverty gap, (a
measure of disparity between the wealthiest and poorest residents), at 22.5% (29). KwaZulu-
Natal is the most economically unequal province in one of the most unequal countries in the
world.

In the midst of a global economic recession, South Africa, along with much of the
Southern African region, has grown dependent on an influx of foreign aid to meet the 2015
Millennium Development Goals (MDG) (31). These monies began to scale back in fiscal year
2009/10, continuing a trend since 2008 (32). International donor spending for the AIDS
response dropped from US$8.7 billion in 2009 to US$7.6 billion in 2010 (1). The International

Monetary Fund (IMF) estimates that average economic growth across Africa would show 5.8%

growth in 2012 (33), a figure higher than the bleak 2009 estimate of 1.5% (34), as developing
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country economies gained unexpectedly amidst the continued global recession. Although an
improvement over the 2009 estimate, the current projected slowdown will still affect
development goals across the continent; a 7% economic growth rate is considered the minimum
rate needed to overcome expected population increases (34). Additionally, South Africa’s
current recession (the first in 17 years) is thought to have created ripples across the sub-region’s
smaller economies (34). Regardless of the poor economic climate, increase in access to health
care for the most vulnerable of the population remains essential; it has been argued that today’s

changes in health access for the people of South Africa will determine health and social

economic inequities for future generations to come (1, 27, 35).

I11. Access to health care in the context of HIVV and AIDS in South Africa
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Figure 2.1: Map depicting the nine provinces of South Africa (36)

With the highest number of people living with HIVV worldwide (2), it is indisputable that
all South Africans have been affected by HIV/AIDS in some way. Yet, as Didier Fassin
communicates in the introduction to his formidable work on experiences and politics of AIDS in

this country, it is important to recognise that not all people are affected in quite the same way,
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or for the same reasons (37). Fassin argues that the differing views and experiences of
HIV/AIDS in South Africa

...must be made comprehensible; [HIV/AIDS] must be viewed and

analyzed from the diverse local vantage points, encompassing the

tensions and contradictions of local experiences, in the scientific

arenas as much as the townships, among political leaders as well as

village inhabitants. (37)

Those in the field of social medicine have spent time discussing how economics and the
politicisation of poverty have resulted in real health outcomes around the world, both in the past
and present (38, 39). The dual burdens of poverty and disease have also been connected to
politics in Paul Farmer’s work, primarily in Haiti, and more recently, Elisabeth Pisani’s work on
HIV prevention in Asia (40, 41). The connection between public health and poverty is perhaps
most popularly argued by Paul Farmer, who, as a medical doctor and anthropologist, examines
not only the cause but the perpetuation of disease burden in the developing world (40, 42).
Farmer and others discuss how the relationship between structural violence and health become
biosocial concerns, which must be addressed not only through biomedical solutions, but also
social programmes, in order to create healthy egalitarian societies (42-44). Indeed, few in the
field of health can ignore the link between poverty and disease (38, 42). Those who believe all
medicine is inherently social argue that it is only with an interdisciplinary approach, such as
linking social science and medicine, that we can successfully overcome global inequalities in
health (39, 45, 46). However, as Farmer sates: “this awareness is seldom translated into formal
frameworks that link social analysis to everyday clinical practice” (42). Despite some successes,
(Uganda is the most often cited success story for HIV prevention although even this has been
challenged (47)), the HIV epidemic increases relatively unchecked in the developing world
(22).

In South Africa, Mark Hunter argues for a look at the interplay of the history and present
structural violence of poverty and social divisions in the post-apartheid era of the AIDS

epidemic (48). The political and socio-economic forces of colonialism and apartheid have

shaped current health, demographic, and epidemiological transitions (25, 49, 50). Importantly,
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the people of South Africa have been directly involved in the transition to the current
democratic governance of the country (49, 51, 52). The extraordinarily high burden of disease
faced in the rural KwaZulu-Natal province is part and parcel of the political climate in South
Africa; this is a topic of concern to politicians, doctors and lay people alike (49, 53).

The political history of HIV and AIDS in South Africa, especially regarding treatment,
has been well documented by popular media and scholars (50, 54-57). The history of apartheid
from 1948 to its official dissolution by democratic election in 1994 has been similarly well-
documented, most popularly in personal account of the struggle that has been published since
1994; the impact of apartheid on the people of South Africa has been introduced to the greater
world by these poighant memoires and autobiographies (51, 58, 59).

The damage that the institutionalised discrimination of apartheid has done in relation to
the social determinants of HIV infection in South Africa is ever-present yet remains difficult to
quantify (60). As AIDS began to emerge in the early 1980s, South Africa was entrenched in a
violent upheaval of its government; throughout the 1980s people in segregated townships across
the country resisted apartheid, resulting in a government-declared State of Emergency from
1986 - 1990 (51). By 1988 30,000 South Africans were known to have been detained for
participation in the resistance to overthrow the apartheid system, with the strongest push coming
from the main resistance leadership party, the African National Congress (ANC) (61). Political
pressure by the international community in the form of sanctions is largely thought to have
influenced the fall of apartheid, the laws of which were repealed by 1991 (52). By 1993 a
multiracial, multiparty, transitional government took over, and 1994 saw the election of Nelson
Mandela representing the ANC in the office of president of South Africa (52). By this time
HIV and AIDS were already on the rise in South Africa (50). Nelson Mandela addressed
HIV/AIDS as a problem in 1992, with the intent to start a National Strategic Plan to combat the
virus’ spread; however, it was not until the major restructuring of the institutionally unequal

South African health system began that any real progress could be made (62).
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Health care for the majority of South Africans was severely impacted by decades of

discrimination and oppression enforced under apartheid (63). During apartheid, health centres
were segregated, and the health system itself was fragmented with huge disparities from area to
area across the country (8). In 1997, the publication of the “White Paper for the Transformation
of the Health System in South Africa” sought to equalise health care for all South Africans in
recognition of former apartheid disparities:

Prior to 1994 the South African health system was built on apartheid ideology and

characterised by racial and geographic disparities, fragmentation and duplication

and hospi-centricism [sic] with lip service paid to the primary health care

approach. (64)
In the period between 1994 and 1999 a major restructuring and expansion of the health service
sector took place, resulting in notable changes including a focus on primary health care. During
this time more than 700 new clinics were built and nearly 2300 existing clinics received new
equipment (64). Free antenatal and children’s health care services were also provided, giving
services to people in the poorest parts of the country, notably the so-called Black African
“homelands” of apartheid era, of which the majority of KwaZulu-Natal province is comprised
(63, 65). The result is a more comprehensive national health system: standardised treatment
plans were created, primary health care began to be offered without cost to users, national
immunisation programmes have reduced poliomyelitis and measles, and availability of essential
drugs has increased within the public health system (63). Despite these major improvements,
inequities remain in the South African health care system across the country today; relatively
wealthy provinces such as Western Cape provide services that the poorer province of KwaZulu-
Natal cannot (56). While progress has been made in redistribution of resources (i.e., medicines
and trained health care workers) between geographic areas from a five-fold difference in
1992/93 to a two-fold difference in 2005/6 (63) there are disparities in care across provinces,
and even within districts (56), reflecting heterogeneous family wealth distribution and access to
basic amenities (29).

Echoes of apartheid can also be found in the South African response to the country’s

early HIV epidemic, from the slow response during Nelson Mandela’s presidency to the
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reluctance of President Mbeki to provide his citizens with the globally recognised standard of
care for treatment of HIV and AIDS. It has been said that President Mandela was reluctant to
fully address HIV as a problem because early apartheid government prevention programmes
focused on reducing sexual transmission were initially seen as a weapon to reduce the
population of Black South Africans (52). Treatment with the anti-retroviral drug
Azidothymidine (AZT) to prevent onward transmission from HIV infected mothers to their
newborns was rejected on the basis of its high cost in 1998, and by the time President Mandela
left office in 1999, 4 million South Africans were estimated to be infected with HIV (52).
Newly elected President Mbeki furthered Mandela’s passive response and actively resisted
accepting Western medical treatment for HIV directed at the mostly Black HIV infected
population (66, 67). With an estimated 10% of the population living with HIV, President Mbeki
could no longer ignore the growing epidemic; as a result Minister of Health, Manto Tshabalala-
Msimang, turned to traditional medicines and nutritional supplements for treatment of HIV and
AIDS, leading to the former Minster’s popular nickname “Dr Beetroot” (68). Minister
Tshabalala-Msimang not only questioned the efficacy of anti-retroviral therapy (ART) for HIV
and AIDS but also suggested that their toxicity would lead to further illness on the part of
patients receiving the drug and questioned the scientific evidence that AIDS is caused by HIV;
Mbeki and his administration took the controversial stance that poverty and institutionalised
inequality caused AIDS and refused to take part in provisions for Western medical treatment for
the growing numbers of HIV positive South Africans (49, 52, 67, 69).

It has been suggested that the hope for a Black African traditional medicinal cure for
HIV/AIDS held by many sub-Saharan Africans is the result of a history of oppression of Black
Africans by White settlers that goes beyond the time of institutionalised apartheid; a rich history
of traditional medicine has largely been supplanted by Western medicine (70, 71). In the 1930s
there were fewer than 10 Black doctors in the (formerly named) Union of South Africa and
graduating classes of doctors between 1968 - 1977 show 3% of those graduates to be Black

South Africans (63). Alternatively, a review of the literature on traditional medicine in Southern
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Africa reveals a history of treatment that predates colonial records (72). Indigenous traditional
healers significantly outnumber Western medical doctors in South Africa — in 1995 a study
revealed roughly 200,000 traditional healers compared with 25,000 Western medical doctors,
and estimated that 80% of Black South Africans used the services of these traditional healers,
often as a first effort to remedy illness (73). South African traditional healers known locally as
Inyanga (the Zulu term for “herbalist”), are almost exclusively male (73), and are often
consulted for the treatment of sexually transmitted infections (STIs); in a 1998 study in
KwaZulu-Natal, 14% of patients presenting STIs at a primary care clinic had first consulted an
Inyanga for a cure (74).

Efforts have been made to legitimise traditional medicine in South Africa: since the early
1990s multi-national donor groups such as the joint United Nations programme on HIV/AIDS
(UNAIDS) have recognised that a collaboration between the medical community and traditional
healers would be an important step forward for the national health systems of sub-Saharan
Africa (75). NGO special task groups focused on HIV/AIDS prevention and treatment have
published recommendations for partnerships between traditional and Western medical
establishments (76). Additionally, the South African Department of Health has called for
inclusion of traditional healers as part of the continuum of care programme for HIVV/AIDS care
and treatment (77).

Despite political inroads, collaborative traditional and Western medical treatment of
HIV/AIDS and other chronic infections remains a contentious issue. Western medical and
traditional healing practices are well known to be ideologically dissimilar in their definitions of
illness, treatment, and wellness. Inyanga, for example, are often called to treat underlying
spiritual disturbances as much as cure the resulting physical symptoms, while Western medical
treatment stems from a philosophy of discrete physical and spiritual worlds (70, 72, 75).
Additionally, the majority of traditional treatments are seen by the Western medical
establishment as more detrimental than curative; the common traditional treatment of multiple

enemas, for example, weakens the body of a healthy person and may be quite harmful for a
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person with a weakened immune system (73). On the side of the traditional healers, Inyanga are
resistant to ‘giving away’ the secret treatment plans and medicinal recipes that form the main
source of their livelihoods, yet Western medical establishments deem this transparency essential
in maintaining regulations for its standards of medical care (77). New studies have shown that
the majority of Inyanaga will refer patients with chronic conditions to Western medical doctors,
yet much distrust remains on both sides of these potential collaborations (78).

In 2003, a major victory was scored for groups of people living with HIV/AIDS
(PLWHAS) seeking anti-retroviral treatment (ART) in South Africa. Patients turned activists,
most notably the Treatment Action Campaign (TAC), mounting pressure from the international
scientific community, and international sanctions are thought to have finally led to the
capitulation of President Mbeki’s anti-ART policy (79-81). While the 2007-2011 HIV & AIDS
and STI Strategic Plan for South Africa has been internationally lauded as an example of good
policy (63), the majority of the estimated 5.5 — 5.7 million South Africans currently living with
HIV are still not receiving these life-saving medicines (26, 35, 54, 82). An estimated 330,000
lives between 2000 - 2003 could have been saved but for the anti-treatment policies of President
Mbeki and Minister Tshabalala-Msimang (35).

The reluctance of the Black African population in South Africa to test for HIV is related
to distrust of the Western medical establishment. Rumours of sinister experimentation on Black
Africans by White medical researchers continue in many countries in Africa, linked from the
past to health and health research practices today (83). It is well documented that stigma
surrounding HIV/AIDS infected people leads to low testing rates for HIV (76, 84). While much
is being done to reverse this trend, testing rates for men in South Africa, particularly Black men,

remain low. As a result, unaware of their own status, these men continue to put their partners at

risk of infection.
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IV. The study area: Hlabisa sub-district KwaZulu-Natal
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Figure 2.2: Location of the Hlabisa sub-district in the KwaZulu-Natal province

The research for this thesis was conducted in the Hlabisa health sub-district of KwaZulu-
Natal, South Africa and hosted by the Wellcome Trust funded Africa Centre for Health and
Population Studies. The Hlabisa sub-district is located in the Umkhanyakude district, on the
northern coast of the KwaZulu-Natal province (Figure 2.2, this page). A small section of the
study area is well researched as part of the Africa Centre Demographic Information System
(ACDIS), started in 2000, and monitors longitudinal vital events in a population of about
100,000 residents and non-residents (85). While the Africa Centre demographic surveillance
area (DSA) forms only a portion of the Hlabisa sub-district, demographic data on the study area
reported below are based on Africa Centre ACDIS reports.

The population of KwaZulu-Natal province is young, with nearly half of the population
(46.8%) under the age of 20 years and little over 17% above the age of 44 years (86). Within
Umkhanyakude district 40.6% of the population is under 14, making this district among those
with the highest proportions of young people in KwaZulu-Natal province (87). The mean age

for this district is 23.6 years (87). Population density in the Hlabisa sub-district is varied (20 -
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3000 people/km in the Africa Centre Demographic Surveillance Area) (88), with highest
densities in the three townships under municipal authority and sparsely populated isolated
homesteads in rural areas under ‘traditional” or “tribal” authorities.

Across the Umkhanyakude district in 2007, 33.6% of households had electricity, the
lowest proportion of households with electricity in the province. That same year 31.5% of
households in the Umkhanyakude district had piped water and just under 15% (14.8%) of
households had either flush or chemical toilets (87). Infrastructure is equally heterogeneous
across the study area, with municipally controlled areas experiencing a high quality of facilities,
whilst in the traditionally controlled lands, sometimes just across the road from the municipal
area, access to indoor plumbing and electricity is non-existent or erratic.

The unemployment rate among males in KwaZulu-Natal is 20.4%, only slightly higher
than the national average (19.3%), and unemployment affects a large section of the working age
population (87). The principal sources of income for many households within the Hlabisa sub-
district are waged employment or state-funded social grants. A much lower percentage of
income is generated by (non-industrial) agriculture (88), despite farming and gardening
initiatives of local non-governmental organisations (NGOs). Much of waged employment is
outside of the study area, reflected in the circular migration patterns of the adult workforce;
informal interviews with key informants reveal that most adult men within the sub-district
return to the primary household on a daily basis, commuting from major employers in Richard’s
Bay, just outside the boundaries of the study area (89).

In 2007, KwaZulu-Natal province had the highest proportion of HIV infected antenatal
clinic attendees (39%) as well as the highest number of infected people in the general
population (15.8%) of any province in South Africa (87, 90). HIV prevalence in antenatal clinic
attendees in the Umkhanyakude district was 39.8% in 2007 (87). Population-based HIV testing
within the Africa Centre demographic surveillance area (DSA) started in 2003 (88), allowing
for a more accurate estimate of prevalence in the study area. In 2007, it was reported that HIV

prevalence in residents of the DSA peaked at 51% [95% CI 47-55%] among women aged 25 -
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29 years and 44% [95% CI 38-49%] among men aged 30 - 34 years; overall 21.5% of residents
aged 15 - 49 years were infected in 2007 (91).

With Africa Centre’s demographic surveillance beginning in 2000, and the addition of
HIV surveillance in 2007, the population of the DSA is familiar with health research activity. In
addition to the core demographic surveillance project, Africa Centre has been part of important
biomedical HIV prevention research, such as the recently completed vaginal microbicide Pro
2000 trial to test the safety and effectiveness of this drug in reducing new HIV infections in
women (MDP 301). Larger research studies, such as MDP 301, took place within the entire
Hlabisa sub-district, exposing residents outside of the DSA to research activities. As a result,
these larger research projects broadened DSA residents’ knowledge of research, highlighting
key differences between participation in surveillance type research versus clinical trials. To this
end Africa Centre had developed a well-established and active Community Advisory Board
(CAB). The Africa Centre CAB continues to serve as a community liaison infrastructure for
participants and stakeholders to research activities and provides a model foundation for HIV
prevention research studies.

While Africa Centre has conducted research for 11 years, to date much of this research
has been either surveillance or specifically focused on women and/or children. Although
surveillance research tells us a great deal about the household structure and HIV status of area
residents (and non-residents), little information can be deduced about men’s refusal to take part
in biomedical research activities such as HIV testing as part of research (91), or their low

attendance at local health care facilities.

V. Conclusions
The epidemiological considerations of conducting HIV prevention research in Southern
Africa are many; this region continues to account for the highest prevalence of people living

with HIV in the world (1, 2). It has been said that the extraordinarily high burden of HIV
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disease in South Africa affects the country’s economy, with the high cost of provision of health
care for the infected population accounting for nearly 50% of all health care budget
expenditures (27). This is concerning in this current global economic climate of uncertainty as
South Africa continues to remain dependent on foreign aid to meet its population health care
goals (31). In addition, South Africa faced a 25% unemployment rate in 2010 (28), and the most
recent Gini index ranked the country as having one of the most unequal societies in the world
(30). Further, the province of KwaZulu-Natal, where the Impilo Yamadoda study took place,
ranked as having the nations’ highest disparity between the wealthiest and poorest residents
(29).

While great strides towards restructuring of the South African health care system have
taken place since Nelson Mandela’s democratic election to the office of President of South
Africa in 1994, access to, and quality of, health care remains dependent on factors such as
individual wealth and area of residence (29, 56, 62-64). In addition to structural barriers for
access to health care for poor South Africans, echoes of government-led AIDS denialism have
been thought to fuel ideological barriers to health care uptake, such as the stigma surrounding
HIV/AIDS; it was not until 2003 that South African policies denying anti-retroviral treatment
for people living with HIV were overturned (79-81). The stigma surrounding people living with
HIV/AIDS has been linked to low rates of testing for HIV (76, 84), a trend that continues
among men specifically, despite focused efforts to increase testing in this group (13, 15, 16).

The Impilo Yamadoda study took place in the Hlabisa sub-district in the Umkhanyakude
district of KwaZulu-Natal, South Africa. A small section of the Hlabisa sub-district is well
researched as part of the Africa Centre for Health and Population Studies demographic
surveillance research. Data collected as part of the Africa Centre Demographic Information
System (ACDIS) HIV surveillance research show that a continued very high prevalence of HIV
infection continues in this area (91). In addition to this high burden of HIV disease, residents in
the Umkhanyakude district reported the lowest levels of access to electricity of any district in

KwaZulu-Natal in 2007, a marker of the poverty these residents face (87).
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The historical and present day burdens of poverty and disease faced by the people of the
Hlabisa sub-district are essential factors in understanding the research presented in the thesis; it
was within this historical and epidemiological context that the Impilo Yamadoda: Men’s Health
Study was implemented. With this in mind we move forward in the next chapter to review

theoretical underpinnings of the strategic community engagement method used in this research

study.
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Chapter 3: Theoretical background part 1: research participation and masculinity

I. Introduction

This chapter will begin with a review of the literature consulted during the initial study
design period prior to design of the participant engagement strategy and implementation of the
Impilo Yamadoda study.

The study of potential participant engagement in health research has largely comprised:
descriptive accounts of actual participant engagement techniques used in research studies and
speculative studies where potential participants are asked about their views on health research
engagement. In addition, there is a growing literature on participatory methods of research
implementation, which encourage potential participants to become involved in research by
focusing research programmes on issues that members of the target community have identified
as problematic. As we will see below, there are few studies that describe participant engagement
practices that utilise lessons learned from descriptive accounts of successful engagement,
speculative studies, and participatory research methodology. Even fewer studies use these
lessons to inform biomedical research study engagement.

This thesis utilises both speculative and descriptive techniques to recount and then
explain the decision-making process behind male Zulu-speaking participants’ decisions to
engage with our health research study. To that end, the next sections of this chapter will engage
with a discussion of the field of men’s health. In order to better understand the specific context
of working with Zulu men, Zulu culture and masculinity will be described. This section of the
review will further the pervious chapters’ discussion of the geographic, cultural, and temporal
setting of the research undertaken in this thesis. This is then continued in a review of the current
literature on men’s engagement with health research in South Africa, which then leads us to a
discussion of how men have engaged with biomedical HIV prevention research specifically.

Lastly, examples of how alternative research methods, such as participatory action research
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(PAR), have been utilised in research in South Africa, will lead us to the theoretical discussion

of the next chapter.

I1. The emergence of a focus on men’s health

It was not until the early 1990s that men became a topic of interest for health programme
planners (92-95). In fact, focusing on men’s health seemed to be in opposition to improving
women’s health; it has been suggested that theories of feminism have greatly impacted health
care (92). Yet research in gender dynamics and sexuality has shown that in areas of the world
that bear the heaviest burden of the HIV epidemic men are often the gatekeepers of women’s
sexual health (96-98). Additionally, researchers such as Sternberg and Hubley have shown that
when men are more engaged in health care women’s health improves (99).

On an international scale, it has been reported that men’s engagement with health services
continues to be lower than that of women (100, 101) and as Cameron shows, men’s
disadvantage in health is greater than that of women:

For every age group, male mortality is higher than that of females, life expectancy
is lower for men, men tend to use primary health services less than women, are
more likely to delay help-seeking when ill and are more likely to adopt health
damaging or ‘risky behaviours, for example smoking, drinking, violence, fast-
driving. (92)
As with all forms of identity, masculinity is not biologically determined but socially constructed
and performed (102-104). It is understood that a gendered sense of masculinity, that is, men
behaving in a way that is reflective of a traditional sense of male behaviour, puts them at
increased health-risk: finding it difficult to express health-related fears (6); denial of weakness
or vulnerability; unrelenting interest in sex (105); and health care seen as women’s ‘business
and responsibility’ (106). These stereotypical concepts together place masculinity at odds with
protective health practices and inform the ideological hegemony (107) of masculinity found in

the majority of the world’s populations. As part of an ideological hegemony, men’s risk

increasing practices are seen as normative and static, even as they are fluid in actuality.
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Ideological hegemonies are a set of ideas that become so entrenched in a culture as to be seen as
immutable, which itself both shapes and give credence to practices. This is especially true in
marginalised communities; it is thought that enforcing dominant concepts with overt practice
allies those emulating a practice to those in power. Therefore constructing masculinity,
particularly by men on the margins of society, is equated with construction of an elusive sense
of power (105).

In the global north, the outcome of studies looking to engage men in health have led
health programmes to place a growing emphasis on intercepting men’s ‘lifestyle’-producing risk
factors (106). The resulting programmes focus on men to the exclusion of women, and have
worked to carve a niche for the speciality of men’s health research. In the public health
speciality of HIV prevention, subdividing the field by identity and behaviour has matched well
with a focus on the HIV epidemic in the developed world, which, as noted in the previous
chapter, is highest among certain population sub-groups.

Intercepting ‘lifestyle’-producing risk factors has produced mixed results in the ‘special
populations’ HIV/AIDS health promotion field of the global North, with more success reported
in substantive interventions that have addressed specific segments of the population, such as
men who have sex with men (MSM) (108-110), and Black and Latino men (111). Outside of
MSM-specific HIV prevention programmes few scientific evaluations of health care
programming targeted specifically for men have taken place (95).

Engaging men in constructing positive masculine identities is seen as a foundational step
in encouraging men towards healthy behaviour and positive social interaction (12, 112);
however, a lack of infrastructure for men’s access to continuous and primary health care
remains (113). Throughout sub-Saharan Africa health care is focused on antenatal and child
health, providing women with a clear entry point to the health care system. African men are left
with limited access to male-centred health care (113). As a result of this lack of infrastructure,

health promotion campaigns that seek to focus on men’s behaviour change in the developing

world are left with little recourse but to target their messages to men’s ‘responsibility’, which in
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and of itself is a concept drawn from the ideological hegemony of masculinity (114, 115). This
is particularly true of sexual health and family planning campaigns, which form the bulk of
men’s health programming in the developing world (100, 116). Thus there is minimal focus on
men’s health care access in the developing world while a culture of blame continues to surround
men’s risk-increasing behaviour. Widespread views of men in the public health sector include:
men as perpetrators of violence (especially rape and partner abuse), as practicing patriarchal
behaviours (e.g., lack of autonomy of women in sexual partnerships), as engaging in multiple
and concurrent sexual partnerships, and, as refusing to participate in prevention practices (e.g.,
condom use). This image of the African male is used by the majority of public health campaigns
across sub-Saharan Africa, despite a growing body of masculinities and male-centred health
research providing a much more complex picture (8, 48, 117-120). The section below will focus

on studies of Zulu masculinities in order to deepen our understanding of what it meant to be a

Zulu man at the time of the Impilo Yamadoda study recruitment.

111, Zulu masculinities

Zulu masculinities have been explored from early ethnographic studies (72, 121, 122) to
recent work examining the impact of the current local and global economic situations and the
burden of HIV in South Africa (120, 123). Much of the literature focused on Zulu men is
contextualised by family; historically to be a father and household head is the highest social
status a Zulu man can achieve (72, 121, 124, 125). Thus an essential element in understanding
Zulu masculinities is uncovering the meanings of the historical and contemporary role of the
father in Zulu culture.

Throughout history, warfare, systematised oppression, and poverty have helped to shift
the construct and performance of Zulu masculinity (126). AT Bryant reports that in pre-colonial
times, Zulu boys moved through a strict social system to become men (72). Before the age of 14

— 16, boys took the responsibility of looking after the family’s herd of cattle (72). After this, the
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boys would accompany their father (baba) on journeys; this was traditionally the first time boys
would leave the family homestead (umuzi) (72). Aside from these journeys, the largest amount
of time between boyhood and manhood was spent in the regiments training to become men and
defend the Zulu homelands (72). Along with their age-mates, boys would be sent to one of the
Zulu king’s military homesteads (72). In these regiments boys learned to take up the mantle of
manhood through respect for ones’ elders and hard work (72). These young Zulu men spent
ages 20 — 40 largely in the regiments, with occasional leave to return to the family umuzi
(homestead) (72). After time in the regiments it was expected that young men return to the
family and marry shortly after their return (72).

Today’s young Zulu men no longer travel to the regiments. Nor is it inevitable that these
young men travel to work on migrant contracts throughout the prime years of their early
adulthood, a rite of passage that parallels manhood rites common during much of the nineteenth
and twentieth century (52, 127). However, many young Zulu men see the path to manhood as
involving fathering children and multiple partnerships, a dynamic that is at once complicit with
and in contrast to the traditional role of the Zulu man (72, 123).

It has been said that there is a history of men having multiple sexual partnerships both
prior to and within marriage (i.e., polygamy) in Zulu culture (123). Yet Zulu men who take
multiple partners without intending to marry, or those with multiple wives that cannot be
supported, do not earn respect in Zulu society (123, 124). A young Zulu man must first marry
and set up an independent household to become respected; fathering children outside of
marriage does not make a man baba (father) (124). In fact, even today, if a man impregnates a
woman outside marriage a “penalty” fee (inhlawulo), most usually in cash or cattle, must be
paid to the woman’s family before the child can take his name (124).

In contrast to a man who has fathered children outside of marriage is baba, the respected
man. Eileen Krige reports that baba was “respected and feared and his commands obeyed”
(121). Importantly, baba is meant not only to describe biological parentage but more broadly to

describe the male head of the family unit:
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...baba is a term for an older man (though age need not necessarily be calculated
in years) who is fulfilling, or is called to fulfil, a role of care, protection and
provision in relation to “children’. (Again, a child is not necessarily someone who
is very young). (125)

As seen above, a respected man must be married. However, before marriage can take
place a Zulu man must first pay lobola, (bride price) to the family of his prospective wife (48,
72, 121, 123, 124). Lobola is a significant financial burden, reportedly amounting to up to
£2000 (128). In KwaZulu-Natal the payment of eleven cows (or the cash equivalent) is seen as a
time-honoured Zulu tradition, though earlier accounts report lobola cost as flexible, largely
symbolic, and never amounting to more than 4-5 head of cattle (121, 123). Historical reports
indicate that as the owner of all things in the household, the father of the prospective husband
would normally be responsible for his son’s lobola payments (121). The traditional meaning
behind the practice of lobola is debatable; some view the payment as a symbol of the great
worth of his prospective wife, as a token of friendship between the two families of the
betrothed, or as a reduction of women’s value to that of so many livestock (72, 121, 128). While
views of lobola are important to the perception of women in this society, this traditional
transaction is just as important to how men are perceived. The ability of a man to pay lobola
(either by himself or via his father) proves his ability to provide for his future wife and family
(124, 129). Once married and his separate household set up, the Zulu man is seen as an adult
man and can do as he wishes as he has earned the respect of his own family and that of the
larger community (120).

With costs of lobola far outside the achievable in an economic climate where young
Black African men are disproportionately unemployed, the distance between boyhood and
becoming baba can seem insurmountable (125). Men who are unable to pay lobola due to lack
of economic opportunity continue to have sexual relationships and often produce children, as
being a parent is seen as one of the most important marks of adulthood in South Africa (124,

125). In rural areas such as the Hlabisa sub-district where this research takes place, expectations

of payment of lobola (and, if necessary, inhlawulo) supersede those in urban areas, perhaps for
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the very reason that economic opportunities in rural areas tend to be fewer (124). Paradoxically,
producing children outside marriage can cause more difficultly to a young Zulu man attempting
to become the respected baba in his community; if a man cannot pay lobola it is unlikely he will
be able to afford a penalty fee (inhlawulo) for his illegitimate children, even if he wants to
(124). The inability to pay may lead some men to deny paternity of children, even if others in
the community believe they know who the biological father is (124). Lack of economic
opportunity then leads these young men to a decreased social standing in their communities, a
frustration, anthropologist Mark Hunter has said, which leads to a sense of powerlessness over
this most essential aspect of their lives (124).

This review leads us to understand the history and current context that young Zulu men
found themselves in at the time of the Impilo Yamadoda study and as such will provide
important information during the data analysis process, where we seek to understand the reasons

behind participants and potential participant’s decisions to engage in the Impilo Yamadoda

study.

IV. HIV prevention and men’s health research in South Africa

Following the review of Zulu masculinities, a review of the men’s health research in
South Africa can be better situated. The Zulu tribal group is the largest ethnic group in South
Africa, and so much of the men’s health research literature from South Africa necessarily
involves Zulu men.

Much work has been done to better understand men’s relationship to health seeking
behaviour in South Africa (117, 119, 130). Montgomery’s work in KwaZulu-Natal focused on
men’s involvement in the family and has challenged the image of the Zulu male as uninvolved
with family and care within households affected by HIV/AIDS (117). Rabe’s qualitative work
in the South African coal mining industry gives insights into this population’s perceptions of

masculinity and fatherhood (130). A study examining HIV positive men’s experiences in

42



Sebastian S Fuller

Engaging young men in biomedical HIV prevention research: lessons from a community-based
study in rural KwaZulu-Natal, South Africa

Chapter 3: Theoretical background part 1: research participation and masculinity

accessing ART in KwaZulu-Natal found a complex picture, including men’s awareness of the
risk that attending health care facilities would have on their community and/or family status
(119). This study also found that confidentiality and professionalism was of utmost importance
to these men and determined their actual or desired health seeking activities (119). Contrary to
stereotypical connotations of a so-called “Black African male identity,” these studies show that
men’s desire to engage with health is based on a complex mix of social, historical, and personal
experiences.

A special focus was given to men’s health at the 4™ Southern African AIDS Conference
(Durban, 2009). A review of the conference proceedings exemplifies the variety of recent or on-
going HIV prevention intervention programmes focused specifically on South African men. The
You can count on me campaign (Ruth Becker, presenter) is a grassroots awareness campaign
with a focus on men’s role in prevention of mother to child transmission of HIV (PMTCT) (14).
This campaign found that men responded favourably to the intervention specifically because
community peers recruited them to the programme (14). An additional finding noted that men
who refused to go to clinic, informing the investigators that clinics were “female spaces,” could
be more easily convinced to test for HIV at male-centred mobile Voluntary Counselling and
Testing (VCT) units associated with the campaign (14).

Monde Mgwele of the Olive Leaf Foundation in Cape Town presented similar results
from the male-centred VCT campaign run in the high HIV incidence peri-urban township
Khayelitsha (13). Men responded to questions as to why they refused the offer of clinic
attendance (and subsequent HIV testing) by saying “clinic is for women and babies.” Further
data from this programme revealed that men accounted for only 30% of VCT for HIV in the
area (13). A male sexual health clinic successfully promoted via local radio increased male HIV
testing in the township (13). The Tutu Tester, a mobile men’s health clinic with HIV testing
capacity run by the Desmond Tutu HIV Foundation (also set in the Western Cape), focusing on
asymptomatic testing and risk reduction, also found similar results: men sought health care

more often at this male-centred venue than at standard local clinics (16).
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Helen Struthers presented her male-centred study investigating health seeking behaviour,
again relating specifically to VCT (15). This study of men in Soweto, a high-density township
of Johannesburg, reported barriers to VCT and other health-seeking behaviours on all levels:
personal, community, and systemic (15). On the individual level men said that they believed
that health was important, and told investigators that they engaged whenever possible in the
protective behaviours of good nutrition, exercise and personal hygiene (15). Yet men were
concerned about the possible collapse of their families and community as a result of actual or
possible health-seeking behaviour: “what will others think?” if they were thought of as ill or
went to the clinic (15). Additional community-related barriers included men citing the clinic as
a female space where women “gossip” about the men that they see there (15). Systemic issues
included reports of men feeling disrespected by the predominately female health service staff at
clinics, blamed for the health related problems of women, and aversion to treatment of their
ailments by female nurses (15). Struthers reported that if men get to clinic and receive treatment
they have a higher adherence rate than women; however, if stigmatisation of men persists in the
health sector it only leads to increased secrecy and isolation (15).

Studies involving South African men in relation to the high rate of violence — one of the
highest national rates of violence in the world — have also taken place. Catherine Campbell’s
study on violence and the family amongst her study group in Durban linked high rates of
violence to gender inequality, race and class oppression (131). Continued male violence
perpetrated towards women in South Africa, and specifically the high rate of rape and its effect
on the spread of HIV, has led to deserved attention by health researchers; a recent study of rape
and men’s health in South Africa reported that 27.6% of the men in the study group had raped a
woman or girl over the course of their lifetime (112). The same study found that 42.4% of the
men in the study group had been physically violent to an intimate partner (as defined as a

current or ex-girlfriend or wife) and there was a significant relationship between men who had

been physically violent to a partner more than once and having HIV (112).
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As a consequence of this research, there are a number of interventions focused on
lessening sexual violence in South Africa. These programmes have achieved some success;
Sonke Gender Justice Network is working to encourage men to take an active role in the lives of
orphans and vulnerable children and in so doing hopes to reduce the influence of male
stereotypes of promiscuity, dominance and risk-taking (132). The Network’s “One Man Can”
campaign, an intervention across South Africa focused on lessening male perpetuated violence,
builds on correlations between violence and civil rights and found that once men felt that their
rights were protected, their rates of HIV testing increased (133). EngenderHealth’s
implementation of the “Men As Partners” programme works with the understanding of the
historically patriarchal system in South Africa, the limits of women’s power in sexual health
decisions, and the challenges traditional constructions of masculinity pose for HIV prevention.
“Men As Partners” thus uses existing masculinities research to inform what is essentially an
HIV prevention-via-behaviour-change programme (134).

With this understanding of the research conducted currently in South Africa our picture
of the geographic, cultural, and temporal context of the Impilo Yamadoda study is complete.
The following sections focus on a review of the theoretical considerations of the participant
engagement method of the Impilo Yamadoda study, and in so doing allow us to gain contextual

understanding of how researchers have previously approached the polemic of participant

engagement.

V. Participant engagement in health research in the global North
A review of literature on increasing participation in research yields similar results to the
emergence of the men’s health field; the literature on participation focuses on studies in the
global North. Many of these studies, largely from the United States, are in response to minority
groups’ under-representation in health-related research (135-139). While it is debated that

minorities are in fact under-represented in health research studies (140), there is an undeniable
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history of exploitation of African Americans in the United States in health research, specifically
in reference to the Tuskegee syphilis study, which took place between 1932-72. Although the
specific impact the Tuskegee syphilis study had on minorities participation in health research is
debated, it is agreed that at the very least the Tuskegee syphilis study built on and reinforced
mistrust of the medical establishment among minority groups in the United States (141-144).

Unpacking minorities mistrust of health research, Hussain-Gambles’ review of the
literature focused on ethnic minority representation in biomedical trial research discusses how
views of research and racism contribute to barriers to trial participation (135). This thematic
review was based mainly on literature from the United States and United Kingdom and found
that minorities, and specifically south Asian ethnic groups, were under-represented in the
reviewed trials (135). Multiple factors, from financial (increased trial costs are associated with
minority inclusion in RCTs) to social-cultural and language barriers, were found to influence
minority inclusion in the reviewed trials (135). Financial cost estimates were based on
assumptions about the need for specific and multi-tiered recruitment to encourage minority
participation, the extra cost of hiring staff with appropriate cultural and linguistic competencies,
and the need for translation of participant information sheets and other trial documents into
languages other than English (135, 145). The assumptions of the extraordinary costs associated
with including women and minorities in biomedical trials, (as are cited above), have been
challenged, yet it remains clear that special effort is needed to include minorities who are not
fluent English speakers in trials taking place in the US and UK (145, 146).

Language barriers and socio-cultural factors were described by health-providers as
leading to misconceptions about potential minority participants (135). Additionally, health-
providers described discomfort with explaining complex trial procedures to patients whose first
language is not English, and this was linked to patients mistrust of health professionals,
especially during the consent process prior to trial enrolment (135). Importantly, Hussain-
Gambles states that the lack of inclusion of ethnic minorities in biomedical trials is reflective of

inequalities elsewhere in health, as well as on a larger socio-economic scale (135).
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Recommendations within the literature to facilitate minority inclusion in biomedical research
range from pragmatic ways to exhibit cultural sensitivity such as not using gel-caps (which
contain gelatine and thus are unlikely to be Halal) when attempting to include south Asian
populations in medical RCTs, to increasing health providers’ training in order to overcome
common cultural misconceptions and feel more comfortable explaining trial procedures to
minorities who may be eligible to participate in clinical research (135).

As was mentioned above, published investigations into the inclusion of minorities in
biomedical research in the global North have mainly come from the United States. In addition to
the investigations into the Tuskegee syphilis study noted above, this special interest may be due
in part to the United States National Institutes of Health (NIH) Revitalization Act of 1993,
which focused on the inclusion of women and minorities in clinical research (147-150). The
NIH Revitalisation Act of 1993 sought to increase the participation of women and minorities in
clinical research, based on the premise that medical research should include an understanding of
the variability of human physiology by gender and ethnicity, and so stated:

In the case of any clinical trial in which women or members of minority groups will
be included as subjects, the Director of NIH shall ensure that the trial is designed
and carried out in a manner sufficient to provide for valid analysis of whether the
variables being studied in the trial affect women or members of minority groups, as
the case may be, differently than other subjects in the trial. (147, 148)
This act, additional legislation clarifying and enforcing the act, and the ensuing discussion by
scholars and clinical researchers, allowed for significant change to the design and
implementation of health research in the United States reflective of the active recruitment of
women and minorities into clinical trials (147-150).

In the United Kingdom, the issue of equal representation in clinical research has
historically been less attended to. However, in recent years the United Kingdom National Health
Service (NHS), the Research Councils UK (RCUK), the UK National Research Ethics Service
(NRES) and the UK National Institute of Health Research (NIHR), have supported an increased

focus on including patient and public involvement (PPI) in research (17, 151). With this change

of focus in mind, a systematic review was recently carried out by the INVOLVE project team,
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which is a UK-based national advisory group that supports greater public involvement in NHS
public health and social care research (152). INVOLVE is funded by and part of the United
Kingdom National Institute of Health Research (NIHR) (152). The INVOLVE systematic
review investigated the evidence of the impact of public involvement of health and social care
research.

A major finding from the INVOLVE review was that the evidence for the effectiveness of
engagement methods can be subjective, as the impact of these methods are often difficult to
measure because of the site-specific nature of the methods of engagement used (17). Yet despite
the variation in robustness of reporting procedures and variable evidence of impact, many of the
studies reviewed found the same results of involvement: “the benefits and costs [of patient and
public involvement in research] are being consistently reported [across trials]” (17). The
benefits of participant engagement that many studies reported was: improved clinical trial
design, and a sense of increased confidence in the use of relevant outcome measures (17). These
benefits were further seen to result in an increase of the scientific validity of results, patient
satisfaction, and an improved understanding and view of research among participants (17).

Challenges the author's noted in conducting the systematic review were: that the terms
researchers used in reporting their participant/patient engagement programmes were diverse,
which made systematic reviewing more difficult, and that reporting of engagement methods
were similarly inconsistent (17). Additionally, when reviewing the literature it became clear
that some researchers feel that pre-clinical research such as qualitative interviews and focus
groups should be included as part of their participant engagement plan, while others feel that
these activities should be classified as research and so should not be considered an engagement
activity (17).

One study from the United Kingdom discussed how use of qualitative research embedded
in a randomised trial of prostate testing for cancer and treatment improved patient consent to

randomisation over time (153). Donovan et al outline not only increases in consent to

randomisation but also the specific changes made to achieve the increase: changes in the order
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that treatment arms were presented to patients, changes in terminology to describe treatment
arms to avoid misconceptions, and changes in how equipoise and randomisation was presented
to patients (153). This study is a good example of how qualitative research can be seen as a

bridge between patient engagement and research, as it gives pragmatic advice on how patient

information was received before and after the suggested changes were implemented (153).

VI. Engaging men in biomedical health research

The above review of how Donovan et al used qualitative research to inform RCT
procedures moves our discussion from a general look at participation in health research to that
of participant engagement in biomedical research specifically; we can see in the discussion
above that the field of biomedical health research has specific concerns for potential participants
(153). One of the most important considerations of biomedical health research, and particularly
research focused on evaluation of interventions, is that it is recommended to follow a fixed
design (154). While some debate the usefulness of the model, the widely recognised ‘gold
standard’ of biomedical intervention research evaluation is the randomised control trial (RCT)
design (154-157). Therefore, the literature discussing potential problems with participant
engagement in this research focuses on the procedures consistent with most biomedical RCT
designs.

In the sub-field of biomedical HIV prevention intervention research, participant concerns
may be centred on procedures during enrolment and throughout the research (158, 159).
Enrolment to biomedical HIV prevention intervention research includes procedures such as
provision of blood for HIV testing (e.g., vaccine trials and circumcision trials), which may
include the enrolee receiving their HIV and other sensitive medical test results. Continued
participation in these trials may mean undergoing medical procedures involving multiple
follow-ups in clinical settings (e.g., medical male circumcision), injection or other use of

experimental medicines (e.g., HIV vaccine research; microbicide research; pre-exposure
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prophylaxis for HIV [i.e., PreP]; and test-and-treat trials [i.e., TasP]), and/or detailed
investigations of participants’ sexual networks, partnerships and practices (160-162). While this
investigation is primarily concerned with participant enrolment, during recruitment is the time
when potential participants would usually be informed about the procedures necessary for
continued engagement in the research, and thus these procedures would be a consideration in
potential participants’ decision to enrol in research. Any or all of the above-mentioned
procedures necessary for engagement with biomedical HIV prevention intervention research
may be cause for potential participant concern.

With that in mind, various studies have examined reasons surrounding the difficulty of
engaging with men in health-related research (5, 163-166). Most of these studies have
concentrated on the social cultural reasons behind low recruitment to short term and qualitative
projects. As we have seen above, biomedical health research has specific factors that may
concern potential participants, and so research into men’s barriers to participation in short term
and qualitative research may not be applicable to the biomedical research setting. Less is known
about men’s motivations to participate in biomedical HIV prevention research.

The Impilo Yamadoda study sits between biomedical and non-clinical models of health
research. The literature on participant engagement in biomedical health research was consulted
chiefly because the Impilo Yamadoda study aims included testing different incentives to retain
participants in the study’s experimental phase; because of the inclusion of this biomedical
aspect, potential participants may view the study to be clinical in nature. The research for this
thesis focuses specifically on the enrolment of participants into the Impilo Yamadoda
experimental phase. As the Impilo Yamadoda experimental phase was constructed as a
simplified version of a full-scale biomedical HIV prevention intervention study, investigating
which procedures have been found to be successful in generating potential participant interest in
enrolling in the study was an important factor in the decisions to employ particular methods for
this research. It should be noted here that the Impilo Yamadoda study did not have complex

requirements for participant enrolment or continued engagement with the study. The Impilo
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Yamadoda study instead focused on two aspects of biomedical research participation: blood
sample taking, and sharing of personal sexual history.
Trials of biomedical modes of HIV prevention are essential to developing new tools to
prevent HIV infection. Yet research into HIV acquisition often faces difficulty with acceptance
rates due to conflict between research needs and the target population’s understanding of, and
ability to adhere to, research procedures (167). Transferring what we know from studies on
participation in biomedical research in the global North to that of studies conducted in the
global south, we might expect that researchers and potential participants face similar problems.
Yet publications of biomedical HIV prevention research conducted in the global south show us
that engagement of participants is often based on ad-hoc methods, if it is reported on at all.
The relatively recent findings of the protective effects of medical male circumcision
(MMC) on HIV acquisition have resulted in several clinical research studies in the Southern
African region. In areas such as KwaZulu-Natal, where the practice of circumcision is not
currently practiced as part of the Zulu cultural heritage, investigation of male acceptability of
this practice has taken place (168). A literature review of publications on MMC research
programmes does not reveal in-depth discussion of sampling methods, results of community
acceptability of the research campaign, or reports of the acceptance rates of participants.
Auvert’s detailed publication reporting on the success of MMC as a biomedical mode of HIV
prevention in Orange Farm, South Africa includes the following regarding the recruitment of
research participants:
The recruitment of participants took place in the general population from July
2002 to February 2004. Information about the trial was disseminated in the
community through meetings during the recruitment period. Precise oral and
written information was delivered at the investigation centre to potential
participants during a pre-screen visit. Participants were then informed that the
impact of MC on the acquisition of sexually transmitted infections (STIs), including
HIV, is not known. (169)

While we assume that, as per biomedical HIV prevention research ethical protocols (170, 171),

preliminary community education or engagement was conducted prior to recruitment, no

information was provided on these activities. While it is true that the article was not focused on
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recruitment methods, the limited information above cannot be considered advice future research
teams engaging men in biomedical HIV prevention interventions could reproduce.

The acceptability of MMC has been studied fairly extensively with predictive uptake of
treatment in mind (172). However, this should not be confused with community and potential
participant acceptability of biomedical HIV prevention research projects; aside from a few well
noted failures (173, 174), acceptability of research has garnered little attention. Bailey’s well-
known article (175) on the MMC randomised controlled trial (RCT) in Kisumu, Kenya offers
insight into study recruitment methods but lacks information on response rate:

Participants were recruited via local newspapers, radio, fliers, and street shows by
drama and musical groups. Recruitment began on Feb 4, 2002, and enrolment was
completed on Sept 6, 2005. Public and private clinics were enlisted to refer
patients with sexually transmitted infections, and peer outreach workers recruited
participants from local youth organisations. Enrolled participants were each given
up to three coupons valued at US$1-25 for every peer they recruited for initial
screening. (175)
It is useful to have the recruitment process explained, and detailed attrition rate data for the
study is available (175). However, the article does not give insight into the acceptability of the
research project from either the potential participant base or the larger communities affected.
The lack of reporting on participant engagement methods in publications of trial results is
worrying; as many researchers do not see the importance of robust engagement programmes it
may be unlikely that they look for specific information on how to engage with participants
when writing trial protocol.

If biomedical researchers do investigate barriers and facilitators to participant
engagement, the literature on willingness to participate in biomedical HIV vaccine research
gives a somewhat limited insight into participant concerns. A review of willingness to
participate in HIV vaccine research showed that altruism is a major motivator, while testing
HIV positive during pre-trial procedures is a major barrier to research participation in both
South Africa and Uganda (176). In addition, a study in South Africa showed that an increased

knowledge of the test vaccine and study procedures was correlated with willingness to

participate (177). Another report from Uganda also cites increased knowledge as positively
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correlated with willingness to participate in HIV vaccine research, but also that men were less
likely to feel vaccination was important for them than for women and children (178). None of
the willingness to participate in research literature has focused specifically on young men in
sub-Saharan Africa.

It is important for researchers to be able to accurately predict realistic recruitment
timelines and attrition rates to meet study goals (154). Low community-level acceptability has
been linked to high levels of participant attrition while comprehensive community engagement
programmes foster good will in the community increasing research project acceptability (171,
179). Without clear and rigorous processes to rely on, researchers often begin a rigorous
scientific trial by guessing at recruitment (180). As a result it is unclear how to successfully

recruit men to biomedical research, and it has been assumed that men will be resistant to

engaging with such research.

VII. Participation in Africa Centre HIV surveillance research

At the time the Impilo Yamadoda study was being implemented (2007-10), refusal to give
blood specimens as part of research was a concern for the on-going Africa Centre HIV
surveillance research. Due to steadily declining acceptance rates of HIV testing (particularly
among men (91)), which is considered an integral part of the surveillance project, a reflexive
practice study was undertaken (181) with the aim of understanding and then reversing this
trend. After extensive qualitative research was undertaken as part of the reflexive practice to
elucidate the reasons behind low acceptance rates, an unexpected deterrent was uncovered
(181).

In the HIV surveillance project’s inception, researchers attempted to provide a service in
connection with the surveillance. In so doing participants were given the option to receive a
named HIV test (VCT) concurrent with their participation in the surveillance project. During the

reflexive practice study it became clear that men had been refusing to give blood because of a
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widely held belief that HIV test results cannot remain confidential. In addition, community
members did not understand that they could give blood as part of research and opt out of
receiving their HIV test results.

In part due to recommendations from Cousins’ social science study, the protocol to
participate in Africa Centre HIV surveillance research was changed during the time of Impilo
Yamadoda study implementation to de-link individual participant blood samples to their HIV
test results. This meant that HIV surveillance participants were no longer able to receive their
HIV test results. Preliminary statistics support this method to increase men’s participation in
biomedical research in the Africa Centre Demographic Surveillance Area: comparing
participation of individual resident 18-35 year old males in the same time periods (week blocks
01-25) in 2009 and 2010, a 5% increase in participation was evidenced after the protocol
change®. While limitations exist [for example, during this time the blood collection method
changed from dried blood spots (DBS) to micro-capillary samples], this increase in participation

suggests that application of results from a targeted social science study could help to improve

rates of uptake of the offer to participate in biomedical research in this population.

VIII. Collaborative and participatory research methods

As an alternative to methods to increase participation in biomedical research as described
above, there is a large body of literature describing research enacted and/or designed with
community members’ active input (182-187). The methods of these research studies rely on a
nuanced view of community development and work with community members to design with
the goal of implementing research programmes of high interest to all who are involved. The
methods and theoretical underpinnings of participatory and collaborative research are of central
concern to the methodology for the research for this thesis, and so will be explained in detail in

the next chapter. The review below discusses how participatory research models have been

! personal correspondence, Dr Abraham Malaza, Epidemiologist, Africa Centre for Health and
Population Studies, 2010.
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implemented in South Africa and in so doing highlights the ideological and methodological
contrast from the biomedical research models described above.

A literature review shows that there are many examples of use of collaborative,
participatory, and action-based research methods in health related research. There have been
numerous studies using participatory methods in South Africa; it could be argued that this
methodology is particularly well suited to the country, as the socio-political history of South
Africa has roots in community-based action (49, 51, 52, 188). Penzhorn’s study of the
feasibility of using a participatory research approach in a suburb of Pretoria, South Africa, for
determining Coloured women’s issues and concerns found that the approach was useful for
identifying participants’ needs and recommends that this approach be used more universally in
research (183).

Mosavel discusses how their community-based participatory research study, which took
place on the outskirts of Cape Town, South Africa, helped to re-define the research focus from
cervical cancer to that of ‘cervical health,” a term that was found to be not only more
understandable, but also to encompass issues that were more relevant to local women (188).
This reframing of their research was seen as a “vital first step in gaining the interest and trust
needed to conduct successful community-based participatory health interventions” (188).

Ansari discusses how community partnerships with outside ‘experts’ must be built on
mutual appreciation of the diversity of the groups’ skills and assets (189). In his examination of
five community partnerships for health in South Africa he finds that while community members
had great appreciation of the technical experts’ knowledge and skills, that respect was not
always reciprocated, resulting in lost opportunities for knowledge transfer as well as dissipating
enthusiasm for the programmes on the part of local participants (189).

In a later publication, Ansari discusses the specific challenges to community partnerships
for health and their solutions, such as the differing values of the researchers and the community

members, and how an iterative process of partner identification, and the researcher’s immersion

in the culture helped to foster communication and mutual understanding (190). Ansari states
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that “Participation is about moving away from a ‘us and them’ mentality towards a partnership
of mutual benefits” and his research has found that when this is more fully realised, community
partnerships can be most effective (189).

These studies importantly show that participatory methods of research are both feasible

and acceptable in South Africa, and it is important to investigate how lessons from these studies

can be used for the Impilo Yamadoda study participant engagement plan.

IX. Conclusions

When exploring a research question the first step is to understand the context in which it
arises. The topic of this research is the investigation of how young Zulu men were engaged in
the Impilo Yamadoda: Men’s Health Study in rural KwaZulu-Natal, South Africa. Compared to
other countries in sub-Saharan Africa, the wealth of scholarship contextualising research in
South Africa is both a blessing and a curse, as it is only with a broad review that the nuances in
this investigation can be understood. The young Zulu-speaking men who make up the potential
participant group for this study may base their decisions to participate in the Impilo Yamadoda
study on the social, temporal, cultural and geographically specific contexts reviewed here. It is
important to place participants’ decisions to enrol in HIV research within a setting that has seen
the meteoric rise of an HIV epidemic in a political atmosphere of denial and lack of life saving
treatment (2, 66, 67). Understanding that South Africa is a country with one of the world’s
greatest disparities between rich and poor (191) gives meaning to the setting in which a young
Zulu man living in the Hlabisa sub-district finds himself, struggling to become a respected baba
within his family and his community (124).

How the Impilo Yamadoda study participant engagement strategy fits into this context is
examined through a review of men’s engagement in health service provision and research. The
idea that men should be recruited into research through a gendered engagement programme is

brought forward with the field of men’s health research. How this field has emerged from its
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Western origins to engage men in the global south is reported through an exploration of
biomedical HIV prevention research participation in sub-Saharan Africa. Advancements in the
field of biomedical HIV prevention research are slowly moving forward in the battle against
HIV infection [e.g. (169, 175)] and much is known about the potential acceptability of these
prevention methods (168, 172).

The research described in this thesis uses a community-based engagement method
involving genuine partnerships between members of community organisations and the research
team to engage participants in the Impilo Yamadoda study. While the reviews in this and the
previous chapter elucidate many factors that contribute to our knowledge of the setting in which
the Impilo Yamadoda study, and the research into its engagement strategy that this thesis
undertakes, the theoretical concepts framing this participant engagement strategy have yet to be
explored. The next chapter will explore these theoretical concepts, moving between discussions

of individual and community change and collaborative research engagement, in order to more

fully describe the theoretical underpinnings of this work.

57



Sebastian S Fuller

Engaging young men in biomedical HIV prevention research: lessons from a community-based
study in rural KwaZulu-Natal, South Africa

Chapter 4: Theoretical background part 2: culture, identity, and creating change

Chapter 4: Theoretical background part 2: culture, identity, and creating change

. Introduction

In the previous chapter the existing literature on men’s health research, Zulu
masculinities, men’s health research in South Africa, and potential participants’ willingness to
engage with health research was explored. While that literature is important to frame the
research presented in this thesis, there remain gaps in the understanding of community change
and social and individual identity that this thesis engages with. This chapter focuses on
exploring the theories that inform the participant engagement strategies of the Impilo Yamadoda
study. For example, key concepts such as “culture” and “community” are defined in the context
of an explanation of change and creation of change in communities. These theoretical
considerations include the reasons behind the change | made in the Impilo Yamadoda protocol
from focusing on large employer organisations to small community-based organisations. In this
chapter, the theory behind use of the researcher/participant ‘Research Partners,” as well as the
more traditionally defined participants in the Impilo Yamadoda survey (phase 2), qualitative

interviews (phase 3), and experimental phase (phase 4) is explored.

Il.  Defining community

Ethicists and researchers agree that area-specific health research and local knowledge are
necessary to meet participants’ needs and researchers’ goals, (170, 192). The introduction of
small-scale pilot studies to precede the development of large research projects seeks to test the
scientific feasibility of conducting research in specific locations (154). In addition, these pilot
studies serve to increase the research teams’ knowledge of potential participants and how to best
recruit them (154). While these pilot studies are outlined as necessary by ethical research
standards (170), and recent work has shown that researchers are increasingly looking to find

new ways to engage participants in research (17), rarely do the results of social science studies
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directly inform the structure and function of the community engagement protocol for
biomedical research studies (193, 194).

When looking at biomedical health research participant engagement programmes and
early top-down models of community development a similarity can be found: in these top down
models of development, a problem is identified by professionals outside of the community who
then import resources to “solve” that problem (195, 196). In international development work,
top-down models of community development have been criticised for being based on
“community problems” identified by well-meaning poverty experts in the First World and
imported whole-scale to the heterogeneous populations of the Third World, creating
programmes of limited relevance to the populations they are meant to serve (40, 196, 197).
These types of programmes, however well-meaning, perpetuate existing imbalances in power
rather than engaging communities in productive and meaningful change (198, 199). To
counterbalance these issues, it is advised that external professionals work with communities to
identify a problem, and then reassess the practical application of the programme at multiple
points to ensure it is meeting the needs of all those involved (196, 200). This collaborative and
iterative process also ensures that those outside of the community are not directing the process
but rather working collaboratively to shape change (196, 200).

The problem of outside influences directing (rather than collaboratively developing)
community-based projects becomes even more complex in research settings. Power imbalances
and differences of class, race, and cultural identity between researchers and the researched have
been well documented by social scientists (201-203). These studies show that perceived or
actual differences between researchers and participants gender, ethnicity, class, and age, can
lead potential participants to make decisions on what and how to disclose to researchers (201,
203). In addition to these potentially divisive differences, there are often conflicting objectives

between the research team and the host community; research endpoints do not always match the

needs of potential participants (200).
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Without careful consideration of the abovementioned concerns, health research
programmes, particularly those in the developing world, can fall short of community
engagement goals: in both community development and research implementation, the best
engagement plans are constructed with knowledge of the wants and needs of targeted
communities (192, 204). To this end, researchers are expected to identify and liaise with leaders
of the communities affected by research study implementation (170, 171, 179, 204, 205).
However, without understanding our assumptions of how communities are formed there is no
way that stakeholders’ and potential participants’ voices within research protocol design can be
heard:

...if we use our own wants and values as the basis for determining what is
universally needed by others, we reduce our effectiveness... We will be more likely
to attribute such cooperation as we get to motives that our clients do not have, and
will tend to have false expectations about the things that will interest them. (206)

Central to these false expectations are poorly imagined community needs created by those
outside the community working within an erroneous framework delineating global communities
of “the poor.” A homogeneous notion of the needs of “poor communities” in today’s world of
migration, dislocation, and discordance in educational and socio-economic capital hardly rings
true; if we cannot imagine a singular homogenous “poor community” in the global North, why
should this exist elsewhere? Collaborative community development models attempt to redefine
community in geographic and cultural-specific contexts of shared consciousness: “There is no
‘poor community’ outside of poor persons coming together to share their experience and act
upon transforming it” (198). If our premise of community is incorrect our models of
engagement suffer from lack of participant ownership (207).

A true collaboration of technical experts and lay people, such as is ideal in both the
collaborative method of community development and the stakeholder-investigator relationship
in research, can only be created from a contextualised understanding of fluidity in the formation
of communities. With this understanding community becomes “any group that has something in

common and the potential for acting together” (196). This definition, both broad and purpose-

based, is the definition of community this thesis employs.
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I11.  Defining individual and cultural identity

With community defined as a group of similar people with the potential to work together,
there comes the question: “what makes these people similar or, identify in much the same
way?” Before answering the question of how to engage with people, we must understand how
people see themselves. Sociologists, psychologists, and anthropologists have contributed to a
vast literature on how people see themselves, or “identity”. These three disciplines each come to
the discussion with a different premise: psychologists start from the premise of the individual,
while anthropologists and sociologists believe that culture or society must be the starting point
for any study into human behaviour (208-210). Identity, or how a person views him or herself,
(self-identity), and how people view others, can be thought of as the starting point into the
discourse of why people do what they do; it has been said that who or what a person believes
they are can begin to explain their actions (104, 206). It must be said that this premise should be
treated with caution: it is understood that people do not always do what they think they will do,
or should do (104). It is, however, the presumption of this thesis that people generally behave
predictably; the more complete the understanding of a person or group of people the more
reliable the prediction.

The choices we make as individuals have to do with who we perceive ourselves to be
(104). This self-reflective identity can be influenced by a complex combination of factors:
where we are from (geographically and biologically), where we are now, what we believe is
expected of us, and what we expect from others similar to ourselves (104, 211). Those in the
fields of social and cultural enquiry believe that who we are (and in turn, the choices we make)
are influenced strongly by our cultural environment (208). In its most simple definition, culture
is “the totality of ideas, skills, and objects shared by a community or society” (208). It then
follows that much of what makes up who an individual is has a lot to do with what is considered

appropriate/inappropriate amongst the people he/she lives and how he/she acts/reacts to those

beliefs (104, 206, 211, 212).
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It is understood that culture can no longer be thought of as situated geographically; with
the modern concept of cultural diaspora, culture can become detached from the geographic
homeland and based largely upon an imagined identity of a people (213, 214). Allowing these
complexities in our understanding of geographic bounding of the social permits the inclusion of
migrants who are away, rather than simply including those members of who have returned to or
never left the community. This results in a working definition of culture that is temporal and
geographic as well as dynamic in that it allows for influences of other cultures (cultural shifts of
modernity) that alter a “traditional” way of life. The working definition that this thesis employs
is that: culture is both shared and individual, with aspects that change in a dynamic process
based on the time and place of those who identify with it. While this means that no two people
ascribing to the same cultural identity can describe their culture in exactly the same way, the
premise above still applies: there are necessarily agreed upon and shared aspects of identity
within cultures. This is important to understand moving forward, as the concept of cultural
identity defined here is utilised in the analysis of data collected as part of the Impilo Yamadoda
study; the men who become participants in the Impilo Yamadoda study choose to do this as
Zulu men. To take this point even further: the participants of Impilo Yamadoda are Zulu men
living within the Hlabisa sub-district where there is a very high incidence of HIV infection, and
high levels of unemployment. The care taken in the previous chapters to describe the context of
the study area, the HIV epidemic, and Zulu masculinity, is reflective of the importance of these
aspects of our theoretical understanding of cultural identity.

A geographic and culturally specific context situates an awareness of identity that is at
once communal and individual (206, 207). This communal/individual aspect of identity can also
been seen as performative: people act and react to situations based on how others in their social
sphere expect them to act and react (103, 104, 206). What people believe others think of their
social identity causes people to perform identity in ways that either complement those beliefs or
go against them (103, 104, 206). Importantly, regardless if people are reacting against their

perceived social identity, there is no escape from the social world; people remain actors
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performing their identity in relation to how the larger social group sees them (103, 104, 206).
The individual thus becomes inextricable from the social/community.

The performative view of acting identity defined above can also be understood as not
only in relation to the individual within a social group, but as actions of social groups within a
larger society. In this way, the successful influence of social groups creates dominant
viewpoints: the “common sense” or implicit norms of a society, such as discussed in the
previous chapter as relating to masculine norms (107).

Antonio Gramsci defines the concept of implicit or dominant norms in society as cultural
hegemony (107). In Gramsci’s cultural hegemony, norms are created by dominant groups and
then spontaneously agreed to or coercively enforced (or a more subtle combination of the two)
by subordinate groups (107). Importantly, this process is also defined as dynamic; implicit
norms change in society, and this is made possible because no dominant group ever holds
complete control within society, but only a series of dominant viewpoints that the majority
adhere to (107). Taking this theory further, change can be viewed as an inherent part of society;
social groups’ constant struggle for the dominant or agreed upon viewpoints of a society create
periodic social change (107).

Understanding how hegemony and struggles for dominance in society create change is
important because it has been reported that a way subordinate group seek to gain power is
through performing actions reinforcing the dominant viewpoints (hegemonic concepts) in
society (105). Thus one way that power is thought to be obtained by those with less power is
through emulation of these hegemonic or dominant viewpoints, regardless of the actual effect of
these performances (105). For example, Courtenay discusses how “Men and adolescent males
who adopt traditional or stereotypic beliefs about masculinity have greater health risks than their
peers with less traditional beliefs” (105). While enforcing “traditional” or dominant concepts of
masculinity, these men are seen by society as “independent, self-reliant, strong, robust, and
tough” yet also become at increased risk of a variety of health problems (105). Thus any

changes proposed to reduce men’s risky behaviours must incorporate an understanding that an
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underlying rationale for performing risky behaviour is to gain greater access to the positive,

power-increasing aspects of hegemonic masculinity.

IV. Creation of change in communities

In the last section culture was defined as a shared and individually defined self-identity of
a people in a dynamic process based on the time and place. In addition, we saw that while
change is a natural part of the formation/re-formation of cultures and communities, this does not
mean that all change is purposive or positive. The creation of change thus becomes a topic of
consideration as we seek to understand and create effective models of research engagement. It is
to this end that the following section focuses: the creation of change from the viewpoint of
individuals within communities.

The concept of creation of change moves us from a general understanding of change in
communities towards knowledge of how to purposefully shift power dynamics in communities
(197). Cooperative work towards change necessarily involves an acknowledgement of need for
improvement of a situation by and for the individuals that are affected (196, 199). In this
dynamic process of change, shifting an individual’s representation within society changes the
individual. Thus increasing an individual’s status, or worth in the eyes of the larger community,
becomes paramount in the process of creating community change (206). An individual’s status
must then change through a dynamic process involving individual action, shifting social norms,
and the view of the social group (104, 206).

It is at this point worth mentioning studies on social status and social capital in health.
The relationship between social capital and health has been studied in order to gain a deeper
understanding of the links between social inequality and health (215-217). Social capital has
been defined as the transactional relationship between individuals within a specific social group
(216, 218). The value of social capital includes both social and material transaction within the

group as well as with those outside of the group (216). The study of social status has brought
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forward consideration of the role of social and economic transaction to the study of community
participation in health service provision (215, 216). Some criticise social capital theory for its
narrow focus on the social group; these critics argue that the theory neglects the influence of the
larger social sphere on the internal dynamics of the communities under investigation (215, 219).
This criticism seeks to polarise the microelements of community-based change and systemic
and macro shifts, focused mainly on political will for change (217). However, as the larger
context of political boundaries of cultural identity is simply one layer in a complex
understanding of culture, community, and self-identity, this is largely a specious distinction.
The more important criticism of the theory is that it does not take into context the informal and
fluid dynamics of community formation that this thesis argues is essential to an understanding
of the process of creation of change (215).

Creation of change often cannot simply be brought about by the will to change on the part
of individual’s alone, but also requires a collaborative effort between those inside and outside of
the community (200, 206). Collaborative methods of community change, such as Taylor-lde’s
SEED-SCALE approach, and Goodenough’s cooperation-based approach, stress the dynamic
quality of community change, where change is not effected through a series of isolated incidents
but created out of an interlinked process of collaboration between experts, lay people, and larger
level societal influences (196, 206). The SEED-SCALE approach describes the community
growth process as “a complex process, requiring a three-way partnership of top-down support
from government, outside-in innovation from experts, and bottom-up hard work from local
people” (196). This essential three-way partnership has been described as the most effective
way to produce change in individuals as well as communities, and it is with this understanding

of creation of change that this thesis moves forward (196).
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V. Participatory research models

Action-oriented, participatory-based research, and, participatory action research methods
are firmly rooted in the philosophy of the collaborative community development model, linking
real-world communities with researchers for the specific goal of creating research that
empowers and changes the people it investigates (182). While there are noted differences
between the three methods, all of these approaches to research allow for collective enquiry by
both those who would traditionally be called ‘researchers’ and ‘research subjects’ (182-186).

Participatory and action research models challenge the traditional understanding of
knowledge; rather than an empirical concept, knowledge is understood as socially constructed
(185). Participatory research comes from a premise that “science is socially constructed ...
subject to reinterpretation, revision, and enrichment,” meaning that different ways of knowing
are equally valued (185). Reason and Bradbury state that conventional academic research has a
different purpose as there are “different ways of conceiving knowledge and its relation to
practice” (185). Therefore the process of research, which is traditionally thought of as gathering
empirical knowledge, becomes refocused on exploring ways of knowing and how this
knowledge can be used to create positive change (182, 185). Participatory research relies on a
bottom-up approach, much like the method of community development this thesis adopts, and
understands that development best works in collaboration with the people who are most affected
by the issues the programme addresses (108, 196).

Cornwall and Jewkes further define participatory research with this statement: “The key
difference between participatory and conventional methodology lies in the location of power in
the research process” (182). Thought by some to be a founding father of participatory research
models, WH Goodenough brings an anthropological perspective to these methods (220).
Goodenough’s theory involves a spiralling series of actions to encourage shared ownership by
participants of a project, with each act of participatory action creating a greater sense of

collaboration and thus ownership of the project (206, 220).
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Budd Hall discusses a distinction between two definitions of participatory action research
(PAR), one which mirrors Cornwall and Jewkes’ statement that the core of the method is a
stance on power and its relationship to knowledge, and another, authored by Whyte in 1991
(187), which Hall states “portrays a depoliticised process” (184). While Whyte does not state
linkages between his version of PAR with that of socio-political action theory, it can be argued
that any social science research that aims to change participants is inherently political; the
balance of power necessarily shifts within a collaborative process to create change (182, 196,
206).

While his processes are criticised, Whyte engages in a nuanced discussion of the
distinctions between participatory research and participatory action research (186, 221). Whyte
uses an example early in his career to differentiate these methods; participatory research is when
“...the professional researcher invites one or more members of the organisation studied to play
more active roles than simply those of passive informants” (187). Whyte then continues,
discussing how the latter can be distinguished from participatory action research: “... in these
projects | had not visualised the possibility of establishing more direct linkages between
research and action. | therefore refer to them simply as participatory research” (186). For
Whyte, it is the important addition of a stated premise of action, or change, that distinguishes
participatory action research from participatory research. A further distinction Whyte makes is
that action research (as opposed to PAR) may be designed without any participatory methods
(221). With an understanding that participatory action research is forming research with action
in mind, compared to participatory research that is designed to engage participants but with no
overt goal of ‘action’ or societal change, we now have useful definitions of these models of
research. These definitions are important to our understanding of the perspective methods and
their distinct purposes; in practice both may more accurately be described as being on a

continuum. Research using participatory methods describes a process, rather than a static

methodology (222).
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VI. Towards a strategic community engagement method

However robust the theory, it must be practically applied in order to understand its
feasibility for use in different circumstances. The review of studies that used participatory and
patient involved research in the previous chapter showed us that these models of research are
feasible and acceptable in many areas of the world, including South Africa. Yet following the
review we can see that there is little understanding of how these methods might be applied to
recruitment methods for biomedical health research studies. Of specific concern to us is whether
using the lessons learned in participatory methodologies as well as those from collaborative
community development can lead to a “successful” participant engagement study as part of a
biomedical health research design, such as was adopted for phase 4 of the Impilo Yamadoda
study.

The participatory methods of research and community development reviewed above rely
on flexibility in both research focus and approach; the Impilo Yamadoda study was modelled on
a fixed randomised control trial (RCT) design. For the purposes of engagement this fixed design
has limitation; RCTs are designed to limit external factors that might distort our understanding
of the impact of the intervention (154, 155), and as such little can be done within this model to
allow stakeholders or others any input into how the research is conducted. Yet, as was discussed
in the previous chapter (Chapter 3, section 6), the RCT is still considered by many the highest
standard evaluation methodology for health interventions (154, 155).

Drawing from theories of community change described above, the ‘strategic community
engagement technique’ for the Impilo Yamadoda research utilises social and collaborative
theories of community change, as well as lessons from participatory methods in research. With
the understanding that collaborative efforts serve to create change, and that these theories, used
in participatory research, work to encourage community and potential participant ownership in
research, it becomes of interest to see if these concepts can help to bridge the gap between

researchers’ and participants’ goals in experimental intervention research.
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VIl. Conclusions

This chapter began by explaining that while the previous two chapters contextualised
this research within the sphere of health and specifically HIV prevention intervention research,
as well as within a geographic, historic and cultural context, there remained a gap in
understanding why this level of review is essential in this investigation. To that end, the
theoretical premise that underlies the methodological decisions taken in both the
implementation and analysis of this study has been examined in this chapter.

The concept of community was first explored here in the context of models of
community development. The definition of community arising from this discussion is a
pragmatic one, both broad and purpose-based: community is any group that has something in
common and the potential for acting together. We then moved forward to explore how this
definition can be utilised towards an understanding of culture. A simplistic definition of culture
as geographically bound and static is essentialist and highly problematic when taking into
account diaspora, fluidity, and multiplicity in the performance of identity formation. Thus the
working definition that this thesis employs is that culture is at once a shared and individual self-
defined identity with aspects that change as part of a dynamic process based on the time and
place of those who identify with it. Communities can be seen as micro-elements of cultures and
thus can be created within a geographic and cultural context to suit a specific purpose. With this
understanding we can understand how change is a natural part of the formation and re-formation
of communities and the individuals within them. Creation of change is purposeful direction of
the naturally occurring process of community change.

With the premise that change is part of the natural fluid process of cultural, community,
and identity formation, we then moved forward to examine models of change from the
perspective of individuals within communities. This allowed for an explanation of how
community change is used in this thesis: creation of change centres on shifting power dynamics
in communities, and thus can only be achieved through cooperative work. We have reviewed

cooperative change models that recommend work with local people who are aware of the local
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situation alongside technical experts (206). In addition to this 2-way cooperation model, we
have seen that some theorists noted a need to bring forth advocacy on the extra-community level
to address systemic processes that impede change (196). With this addition, we can move
forward with the definition of community change used in this thesis: a three-way cooperation
including “top-down support from government, outside-in innovation from experts, and bottom-
up hard work from local people” (196). With this understanding of effective community change
we can begin to re-focus this approach to see how it could be applied for use in research
participation.

Participatory action research (PAR) follows models of bottom-up community
development work that follow on the multi-tiered collaborative approaches that have been
shown to be effective when implemented (196, 223). As can be expected, there are many
studies that have shown research models of participatory research and participatory action
research applied effectively; for our purposes it is particularly important that these approaches
were found effective for research conducted in South Africa (183, 188-190, 221).

As PAR starts with the premise of collaboration, it follows that this type of research
would start from a proactive approach to community engagement strategies rather than a
problem-solving approach: rather than asking “what keeps men from participating in this
study,” the question becomes “what study could be done that people would find meaningful and
want to participate in?” It is important to reiterate here that Impilo Yamadoda is not PAR: there
is no goal of action resulting from the research; the project cannot be seen as service delivery in
addition to research; the researcher’s perceptions on study design and, ultimately, the major
decisions of the project are still seen as central (187, 188, 221, 224). Yet the role of community
collaborators is essential to the success of the Impilo Yamadoda study. We have found that the
absence of “action” described above defines this more as a type of participatory research than
participatory action research (PAR).

Using participatory practices, such as PAR models use, would necessitate a degree of

flexibility in the experimental model that would not be possible in the implementation of
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randomised control trials (RCT) and similar models, such as the Impilo Yamadoda study
experimental phase used. The premise of the strategic community engagement method
developed for the Impilo Yamadoda study was that using the community change theory outlined
in this chapter would allow us to build on the lessons from community development and
participatory research models to encourage the participation of young Zulu men in the research
study. This is of particular relevance to those researchers designing experimental studies of
interventions with fixed designs (i.e. RCTs), as the literature review of the previous chapter has
shown that collaborative and participatory methods have not previously been formally used as
an engagement strategy for biomedical research studies based in the global south. Importantly,
this uncovered the secondary research question of this thesis: “Can participatory research
methods be used to encourage men’s participation in biomedical health research in the global
south?”

The next chapter, focused on the methods used in the Impilo Yamadoda study, describes
the how the strategic community engagement method was used to encourage participation in the
study. This methodological discussion will describe the methods undertaken in the Impilo

Yamadoda study, in order to gain a more full understanding of the factors contributing to the

engagement of young men in Kwa-Zulu Natal in the Impilo Yamadoda: Men’s Health Study.
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Chapter 5: Methodology

. Introduction

This thesis explores two research questions: 1. What factors contributed to the
engagement of young men in KwaZulu-Natal in the Impilo Yamadoda: Men’s Health Study,
and, 2. Can participatory research methods be used to encourage men’s participation in
biomedical health research in the global south? With that in mind, two main areas within this
dataset are explored: the structure and implementation of the Impilo Yamadoda study
community engagement strategy, and the data collected as part of the Impilo Yamadoda study.

In order to fully understand a target population (who and where), their actions (what), and
motivations (why), researchers must use all available tools of investigation (224, 225). At the
risk of sounding overly simplistic, the ‘who, what, where, and why’ of social research can be
pieced into parts: demographic and behavioural surveys may answer ‘who’ ‘where’ and ‘what’,
while qualitative methods such as ethnographic fieldwork, individual interviews and focus
groups, can add depth to ‘what’ is being studied and answer the elusive ‘why’ questions. | see
these methods not as discrete nor as necessarily feeding into a hierarchical order, either
chronologically or philosophically, but as best used when interwoven, with one piece of data
explaining and supporting the analysis of another. The protocol, as well as the structure of
reporting in this thesis, is reflective of this theoretical viewpoint.

Unless noted, the University of KwaZulu-Natal Humanities and Social Science Ethics
Committee and the University College London Ethical Review Board approved all study
protocol and measures (Appendix 1.1, 1.2 and 1.3) prior to data collection. All names of
individuals quoted in this work are pseudonyms as a reflection of best practice social science

reporting procedure.
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Il. Theoretical considerations to the protocol

As can be seen from the preceding chapter, there are lessons to be learned from
participatory research models that can be incorporated into Impilo Yamadoda; for example, we
know that the premise that a project starts with can lead to quite different effects (196). With
this in mind, the first stages of the Impilo Yamadoda study were designed not as participatory
research with the premise of community collaboration, but as a community-based project;
researchers from outside of the community have defined the problem to be addressed and then
consult the community in how it might be solved (198). The Impilo Yamadoda participant
engagement methods can be seen as straddling the line between a participatory research study
and a conventional health research study. This was done purposely, as participatory research
design does not fit well with the methods used to trial biomedical HIV prevention interventions.
As described in the two chapters preceding this, these studies use empirical designs (e.g.,
randomised controlled trials) and it may not be possible to alter them as would be necessary
using a pure participatory research design when collaborating with community members and
other stakeholders. Thus, a strategic community engagement method was used: working

collaboratively with community members to implement research and encourage participation in

the Impilo Yamadoda study.

I11.  Impilo Yamadoda: Men’s Health Study

The Impilo Yamadoda: Men’s Health Study was part of the African European Vaccine
HIV preparedness network (AfrEVacc) and the main study aim was to inform biomedical
researchers how to best prepare for randomised control trials (RCT) of possible HIV vaccines in
sub-Saharan Africa. The multi-method study designed to investigate this included four phases
of research that followed consecutively (see Figure 5.1, page 74). Phase 1, or the community
engagement phase, identified and engaged with community-based and employer organisations

that were interested in partnering with the research project. The results of this engagement phase
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informed phase 2: a short survey of the target population’s health and health research beliefs
that was implemented by volunteer Research Partners from identified organisations. Phase 3
was a qualitative research phase derived from a small purposively sampled subset of the phase 2
survey participants. Phase 4 then assimilated the lessons learned in the initial phases of
community-engaged social science research; 200 young men in the community were recruited

to take part in an experiment modelled to reflect essential elements of a full-scale biomedical

HIV prevention RCT.

Phase 3:

Phase 1: Phase 2: Qualitative Phase 4:
Community Brief health data Experirpental
Engagement survey collection dESIgn

Figure 5.1: Impilo Yamadoda phases of implementation

IV. Analytical protocol

The protocol choices presented in this thesis were reflective of both the choice to base the
strategic community engagement method for the Impilo Yamadoda study on theories of
collaborative community development and participatory research, and that the main aim of this
investigation was to analyse the results of that process. With this in mind, the protocol of this
investigation closely matched that of the Impilo Yamadoda study.

This investigation followed an additive approach, with the results of one analysis
informing the next. The process of implementing each of the phases during the Impilo
Yamadoda study were analysed directly with the dataset they accompanied. For example: the
phase 2 survey was analysed first as a quantitative dataset with the view to gather essential
participant demographics; the analysis of these data is presented in chapter 6. The 7" chapter
focuses on the data resulting from the process and effects of implementing the survey, in order
to gain a better understanding of how the volunteer survey administrators (“Research Partners”)
engaged with survey participants, and to evaluate the feasibility of using this method of data

collection. The 8" chapter is an analysis of qualitative data collected to better understand the
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motivations the volunteer survey administrators Research Partners had for engaging with the
Impilo Yamadoda study, and contributes to an analysis of the feasibility of the Research
Partner-led survey administration. An understanding of the target population (initially presented
through survey data in chapter 6) is deepened through data from individual and focus group
interviews with Impilo Yamadoda participants in chapter 9. Process outcomes from recruitment
and enrolment in the Impilo Yamadoda phase 4 experiment frame the analysis of qualitative
interviews with the participants that is reported in chapter 9. Together, these data allow for
investigation of the factors that contributed to the engagement of young men in the Impilo
Yamadoda: Men’s Health Study (research question 1, above).

While | oversaw all data collection during both the Impilo Yamadoda study (as Project
Leader), and that of the data collected for the purposes of the investigation reported in this
thesis, | was not always present during data collection activities. This decision was taken during
specific data collection periods and will be noted in the appropriate sections below.

There are a variety of researchers, participants, and partners in the Impilo Yamadoda

study; for easy reference, Table 5.1 (page 76) identifies the main individuals involved, their

affiliations, and their role(s) in the research.
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Individual(s)
involved

Affiliation(s)

Role(s) in the study

Impilo Yamadoda
Project Leader and
PhD student

o University College London PhD
student

o Contract with Africa Centre for
Health and Population Studies
for the duration of the Impilo
Yamadoda study

¢ Input into the Impilo Yamadoda
study protocol

e Coordinate and direct the Impilo
Yamadoda study

¢ Analyse data for Impilo
Yamadoda study objectives

o Collect and analyse data to meet
the objectives outlined in the
thesis

Impilo Yamadoda
Research Assistant

o Employee of Africa Centre for
Health and Population Studies

o Liaise between Research
Partners and Project Leader

o Administer qualitative
interviews and focus groups with
participants

¢ Oversee data collection for the
Impilo Yamadoda study
experimental phase (phase 4)

Impilo Yamadoda
Community
Liaison Officer

o Employee of Africa Centre for
Health and Population Studies

o Liaise between Project Leader
and Africa Centre Community
Liaison Office

o Liaise between Project Leader
and Africa Centre Community
Advisory Board (CAB)

Impilo Yamadoda
Research Partners

¢ VVolunteers or employees of
community-based organisations,
employer organisations, non-
governmental organisations, or
faith-based organisations

* No contractual obligation to
Africa Centre

o Administer survey
guestionnaires and contact sheets

e Advise on participant enrolment
locations for the Impilo
Yamadoda study experimental
phase (phase 4)

Tale 5.1: Researchers, participants, and partners in the Impilo Yamadoda study

V. Phase 2 survey implementation

As stated above, data used in the first of the data-driven chapters was based on phase 2 of
the Impilo Yamadoda: Men’s Health Study. Phase 2 of the Impilo Yamadoda study took place
between October 2009 and January 2010 with a convenience sample of Zulu-speaking men ages
16 or above in the Hlabisa health sub-district. These data were used to highlight essential social
and demographic information of the participants. Survey data are brought forward on their own

in chapter 6, as the process of implementing the survey is analysed in the proceeding chapter in
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relation to the role of the volunteer survey administrators, called “Research Partners,” who
implemented this phase of research.

The questionnaire used in phase 2 was a short pen-and-paper health survey (see English
version: Appendix 2.2) and was administered orally to participants by a trained interviewer in
Zulu. Areas where survey administration took place were limited to communities in the Hlabisa
sub-district where volunteer Research Partners lived and worked. As Research Partners
administered the majority of these surveys in their own time, | was not present when those
surveys were administered. However | observed all survey administration events used as
practical training (see Chapter 6, which focuses on process analysis of the Research Partner
team), and larger events where Africa Centre fieldwork staff were employed.

There was no eligibility restriction for participation in the survey phase beyond ability to
provide verbal consent to the study and being a Zulu-speaking male with self-reported age >16
years at the time of data collection. Consent was taken verbally as the survey questionnaire
contained no sensitive questions and any identifying data was kept separate from questionnaire
responses. All consenting participants to the phase 2 research were given a study information
sheet in Zulu explaining the study and their rights as a participant in the survey project (see
English version, Appendix 2.1). As respondents were not asked to travel to survey sites and it
took participants minimal time to take part in the survey, there was no reimbursement for
participation in this phase.

Upon completing the questionnaire, all survey participants were given opportunity to
provide the interviewer information with which to contact him for possible inclusion in future
stages of the Impilo Yamadoda project. This contact sheet (Appendix 2.3) consisted of 18 items
designed to gather age of the participant, mobile phone/landline telephone contact information,
and primary locations where the participant socialised. Demographic information (age and
location) was gathered specifically for use in purposive sampling for phase 3 interviews and

was unlinked to the survey questionnaire in order to preserve participant anonymity.
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a. Questionnaire construction and analysis

The survey questionnaire consisted of 35 demographic, health, and research interest
questions. These questions were chosen specifically so that participants’ basic demographic
information could be assessed, and their interests in specific health-related topics and feelings
about research could be identified. Basic demographic questions were complied using questions
validated in the Africa Centre Household Socio-Economic (HSE) demographic survey. All
other questions we considered experimental, as they had not been validated in this context.

The Likert-type scale (questions 24-35; see Appendix 2.2) was based on Zagumny and
Brady’s AIDS Health Belief Scale (AHBS) (226) and sought to measure participants’ interest
and motivations for involvement in health research. Scale questions used three of the four
measures of the AHBS indicators for behaviour change: perceived susceptibility (to HIV
acquisition), benefits (of protective behaviour), and perceived barriers (to protective behaviour).
The fourth category, severity, was not used in this survey as Zagumny’s original study found
that male participants showed no change in behaviour correlated to a self-reported
understanding of the severity of the consequence of HIV acquisition (226). In the case of this
survey, where participants’ interest in health related research was being measured, categorical
guestions on benefits were constructed as ‘benefits to engagement with research’, and questions
on perceived barriers were constructed as ‘perceived barriers to engagement with research’. The
category of perceived susceptibility remained as the original version of the AHBS as it was of
interest to cross-analyse self-report of susceptibility to HIV acquisition against reports of
interest in research engagement.

In preparing questionnaire data for analysis, the project research assistant entered each
survey questionnaire into an Access database once. As a quality control measure, a random
sample of questionnaires was entered into the database to cross check for data entry accuracy.
As few errors were found it was determined that there was no need to double enter the entire
dataset. Raw data from Access was then imported into STATA (version 11.1) where the data

was then cleaned by checking for missing entries and labelling variables appropriately.
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The initial method used in this thesis to assess association between variables was the
Pearson’s Chi Square test. One-way tables were used for a basic descriptive analysis of the
sample and two-way tables assessed associations between variables. Likert-type scale data were
first tested for inter-scale reliability using Cronbach’s Alpha test and then analysed in STATA
(version 11.1) using logistic regression. Logistic regression is a regression model used for
categorical variables to investigate the relationship between outcome and explanatory variables.
As all of the variables of interest are categorical or categorised, logistic regression is the most
appropriate method to analyse them. Both saturated as well as stepwise regression models were
used to determine which variable, if any, was most strongly associated with the outcome
variable in these cases.

All figures reported, with the exception of “p values,” are given to up to one decimal

point.

VI. Research Partner involvement

The second data-driven chapter in this thesis is focused on the role of volunteers in
organisations who were identified to partner with the Impilo Yamadoda study: the Research
Partner team. Chapter 7, Research Partners: Part 1: the process of implementing a strategic
community engagement technique, will describe the methods of Research Partner identification
and selection as this aspect of the research is essential to an understanding of the feasibility of
this method of research implementation. The following sub-section will instead focus on how
the survey implementation was evaluated.

Sub-sections b and ¢ will focus on the methods used in collection, preparation, and
analysis of in-depth interviews with the Research Partners. In-depth interviews with Research
Partners are analysed in chapter 8, Research Partners: Part 2: qualitative data exploring the

process of a strategic community engagement method.
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a. Survey implementation evaluation (chapter 7)

In order to evaluate the effectiveness of Research Partners to implement the phase 2
survey, both quantitative and qualitative data were used to describe this process. Survey
participant contact sheets were entered in an Excel worksheet. A separate Excel worksheet was
created to record Research Partner and Africa Centre fieldworker participation rates using data
from completed participant follow-up logs (Appendix 2.4). Surveys analysed in STATA
(version 11.1) and the two Excel worksheets described above comprise the total quantitative
data collected for phase 2 of the research project.

Qualitative descriptions of the survey implementation process were derived in part from
field notes. Informal interviews with Research Partners and Africa Centre fieldworkers during
and after survey events, and when Research Partners turned in and collected survey materials,
yielded further qualitative data. Informal discussions with project staff, and formal structured

in-depth interviews with Research Partners (described below), completed the qualitative dataset

used in this analysis.

b. Purposive sampling of Research Partners to in-depth interviews (chapter 8)

Research Partners were invited to take part in an in-depth interview to capture their range
of experiences with survey administration. The University College London Research Ethics
Committee and the University of KwaZulu-Natal Social Sciences and Humanities Research
Ethics Committee granted approval for these interviews as an addendum to the main
application, which centred on the first three phases of Impilo Yamadoda research (Appendix
4.10; 4.11). The selection for Research Partner invitation to interview was based on a purposive
sampling framework (Appendix 3.3), which I created using participant acceptance rates of both
the questionnaire and contact sheet components of the Impilo Yamadoda survey. Ten categories
were generated to capture the variability of Research Partners’ acceptance rates (see Table 5.2,

page 81).
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The acceptance of questionnaire and contact sheet completion by participants was
67.36% and 74.22% respectively. These acceptance rates were calculated dividing the sum of
the questionnaires completed by the number of potential participants approached multiplied by
100 (%=547/812*100). The proportion of Research Partner contact sheets was similarly
calculated; the number of contact sheets over the number of questionnaires completed
multiplied by 100 (%=406/547*100). Where there are blank cells there were no Research
Partners who fit the criteria (e.g., an above average questionnaire and an average contact sheet
response). The one Research Partner with a below average questionnaire response rate and an
above average contact sheet response rate was not available to interview. Twelve Research

Partners were selected as appropriate to interview, with a minimum of 7 completing the

purposive sample.

Category
Contact

Questionnaire | sheet Available to interview Interviewed
AA BA RP2, RP13 (n=2) n=1
AA A 0

RP1, RP6, RP9, RP10,

RP11 (n=5; n=4
AA AA available) n=2
BA BA RP5, RP7 (n=2 available) | 0
BA A RP4 (n=1) n=1
BA AA 0 (RP12 not avail)
A BA RP8 (n=1) n=1
A A RP3 (n=1)
A AA 0
None None RP15 - RP22 (n=8) n=1

Key: AA= above average percentage; A= within 5% of average; BA= below average
percentage

Table 5.2: Research Partner IDI purposive sampling

Eligible Research Partners were invited to interview at Africa Centre offices. Before
arriving for the interview, the content and purpose of the interviews was explained to each
potential participant in order to gain verbal assent. Special care was taken to ensure Research

Partners understood that taking part in the interview was voluntary and their decision would not
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carry any negative consequence or affect their involvement with the remainder of the research
project. Prior to the interview, ability and understanding of consent was assessed using a short
true/false quiz in Zulu (see English version: Appendix 3.4). Those participants willing and able
to consent then signed a copy of the consent sheet. All participants in this phase of research

were given an information sheet in Zulu explaining the research content and aims, as well as

their rights as a research participant (see English version: Appendix 3.5).

C. Research Partner in-depth interview implementation (chapter 8)

I conducted individual in-depth interviews with Research Partners in cooperation with the
lead Impilo Yamadoda research assistant. Interviews were conducted in both English and Zulu,
with the dominant language being set by the comfort level of the participant. All interviews
were taped and then uploaded as mp3 files. Interviews were transcribed (and translated where
necessary), directly into English by a bilingual trained native Zulu-speaking transcriptionist.

Research Partners participating in these interviews received R100.00 (approximately
£8.00) in the form of a store voucher. This reimbursement amounts to the cost of a return
journey to Africa Centre for the furthest participant and is the same reimbursement participants
in the phase 3 qualitative data component of the study received.

All digital recordings were deleted from tape recorders after being uploaded onto the
Impilo Yamadoda study password protected folder on the share drive at Africa Centre, as per

proper data protection protocol.

d. Analysis of Research Partner interviews (chapters 7 and 8)
Data collection and analysis of Research Partner IDIs was conducted myself using a
grounded theory approach (227). The grounded theory technique necessitates preliminary
analysis concurrent to data collection (227); after each interview field notes were reviewed for a

preliminary analysis. Based on this preliminary analysis questions were adjusted within the
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general topic guide (Appendix 3.6) in subsequent interviews to gain further insight into areas
that had not been adequately addressed, or to explore key concepts that had arisen in earlier
interviews. The first section of the topic guide, which was used as an informal demographics
assessment, remained the same throughout the Research Partner IDIs. The questions under this
section match those of the phase 3 participant IDIs, in order to allow cross analysis of day-to-
day activities between the two groups. After the preliminary coding of field notes, interview
transcripts were coded alongside field notes | collected during interviews and at survey
implementation events. Categories were developed through open coding of field notes and in
vivo transcript codes.

In translation from Zulu to English, as well as in the case of those Research Partners who
spoke English during interviews, linguistic subtleties are lost; coding is therefore concept-based
rather than based on word use or word repetition (227). These categories were linked in a
secondary coding stage to contextualise the data. The full list of codes found in this dataset can
be found in the Chapter 8 introduction. Finally, key concepts in the data are reported in this
thesis based on a case study approach.

The grounded theory approach uses a data-driven analysis approach, where it is possible
to yield rich analyses through an in-depth investigation into a specific topic using a relatively
small number of interviews (224, 227). This approach allowed interviews with a small sample
of Research Partners (N=6) to create an accurate portrayal of their experiences with the survey
project during a time period limited by on-going Impilo Yamadoda study activities. The
resulting case studies contextualise the outcomes from the process of implementing the first two

phases of the Impilo Yamadoda project, and so these data are presented in chapter 7 and 8,

which analyse the involvement of Research Partners in the Impilo Yamadoda study.

VII. Participant motives for research engagement (chapter 9)

a. Individual and focus group interviews with survey participants
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Potential Phase 3 Participants

4.1%
11.4%

<16y.o0.
/45.3% Y
>35y.0.

® no phone listed

79.2% m eligible participants

Figure 5.2: Inclusion criteria for participants to phase 3 interview

Inclusion criteria for the phase 3 qualitative component of the Impilo Yamadoda study
was completion of the survey phase questionnaire, contact sheet, and being between the ages of
18 and 35, inclusive. As shown in Figure 5.2 (this page), a large portion (79%) of survey
respondents who consented to leave contact information were considered eligible for
participation in the qualitative phase. The purposive sampling framework for all IDIs and FGDs
was directed by myself and administrated by the Impilo Yamadoda research assistant. The phase
2 contact sheet recorded age, socialisation area, and in several cases, social club name (reported
spontaneously by participants). As a result, the purposive sampling framework was based on
age, primary socialisation area, and social group membership (where noted). Ages were divided
into age-range groups based on equal number of years in each group: 18-23, 24-29, and 30-35.

Participants for IDIs (n=20) were sampled for representation of the various age and
socialisation locations of the participants. Wherever possible, potential participants were
sampled for IDI so that each geographic location where men reportedly socialised with their
peers was represented. Focus group discussions (FGDs) were also sampled to represent various
ages and social locations of participants with sampling led by contact sheet data. Eight focus
group designations were set: 25-35 year old men from the same geographic area; 21-24 year old
men from the same geographic area; 18-21 year old men from mixed areas; 22-29 year old men
from mixed areas; 30-35 year old men from mixed areas; mixed ages and mixed locations;

mixed ages from the same location; and finally, as a result of a group of men spontaneously
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reporting the same social club, we sampled a group of 18-20 year old men in the same social
club.

The research assistant used phone numbers listed on the contact sheet to call eligible men
selected for invitation to participate in a qualitative interview. Potential participants were invited
to either an IDI or a FGD. All IDIs were held at Africa Centre offices, as were 7 of 8 FGDs; one
FGD, held with members of the same social group, was held at a community location
convenient to the participants. The Impilo Yamadoda research assistant conducted all FGDs and
IDIs with Impilo Yamadoda participants in Zulu. In the majority of cases | directly observed the
consent process for FGDs, where this was not possible the Impilo Yamadoda Community
Liaison Officer, who was previously trained in obtaining consent, was present. | was not present
for interviews and focus groups past the consent process as it was thought that my presence as
an observer might inhibit participant responses, and was also largely unnecessary as my Zulu
language proficiency was not sufficient to allow for understanding of the majority of the
interview.

Two FGDs and 8 IDIs were completed in November 2009. The remaining interviews
were completed between March and June 2010. Participants were not permitted to interview in
both an IDI and an FGD. In total 8 focus groups and 20 in-depth interviews were completed
between November 2009 and June 2010.

Each interview participant was given both oral explanation of study procedures
(presented one-on-one for IDIs and to groups for FGDs) and a study information sheet in Zulu
(see English versions: Appendices 4.1 and 4.2 respectively). Ability to consent was assessed via
a short true/false quiz (see English versions: Appendices 4.3 and 4.4) administered in Zulu;
potential participants were not permitted to take part in an FGD or IDI until all the questions in
the quiz were answered correctly and the consent form was signed. The Impilo Yamadoda
Community Liaison Officer observed all study information and consent sessions. All FGDs and

IDIs were audio recorded, with recordings deleted once they were uploaded to the secure access

Impilo Yamadoda study folder at Africa Centre.
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In-depth interview and focus group discussion topic guides were similar in nature
(Appendices 4.5 and 4.6, respectively). Both topic guides were semi-structured and included the
same themes of discussion, moving from a general discussion of daily activities (warm-up
questions) to health and experiences with health care towards a focused discussion on health
research. Additionally, both topic guides included two vignettes that were used to contextualise
specific scenarios involving decisions to participate in research (see topic guides, Appendices
4.5 and 4.6). These vignettes provided the participants with a safe space in which to explore
personal and complex decision-making; it was hypothesised that these vignettes would reduce
social acceptability bias in the data (228). Topic guides were structured to reflect that focus
groups are most useful in gaining knowledge about socially normative behaviour and beliefs
while individual interviews are more successful at gathering outliers (224, 229, 230). IDI topic
guides differed from FGD guides in that with IDIs personal experiences were sought, while in
FGDs participants were treated as ‘community experts’ where we asked opinions arising not

necessarily from personal experiences but from observations of their peers, social groups, and

communities.

b. In-depth interview and focus group analysis

Audio mp3 files from all phase 3 interviews were transcribed verbatim into Zulu and then
translated into English by bilingual native Zulu speaking project staff. Transcripts were kept
bilingual to allow for mistranslations to be easily spotted. Once translated, English language
portions of the transcripts were further edited for English language clarity in order to improve
on readability. This process was done by me using MS Word track changes for transparency in
the editing process. Two native Zulu speakers in the project team then reviewed these additional
changes for translation accuracy and then these were reconciled in project team meetings (see

Figure 5.3, this page).
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Figure 5.3: Transcription and translation process to prepare IDI and FGD data for analysis

While the above translation and reconciliation process was time consuming it allowed for
both accuracy and consistency in translation and subsequent analysis of this rich dataset. These
team reviews were also seen as a first analysis meeting where concepts that could not be
directly translated into English were explained and noted and resulted in a greater practical
understanding of Zulu cultural norms on the part of the lead analyst (myself).

Speech patterns during in-depth interviews often rely on the clarity of thought of the
speaker; often interviewees struggle with topics that might not be thought of prior to the
interview. This can lead to incomplete thoughts that are finished or brought back again in
different sections of the interview. This is highly applicable in the Zulu language, where
meaning is ascribed to many words based purely on context. For example, the word impilo in
Zulu can be translated as “health” or “life,” depending on the context in which the word is used.
In addition, common sayings were explained in team review sessions, allowing the richness of
explanation to be brought forward in the resulting contextual analysis.

The resulting “clean” transcripts were prepared for analysis by me, using Excel
worksheets to construct matrix style charts for analysis (231). FGDs and IDIs were analysed

separately to reflect the different levels of questioning and differing question styles in the two
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data collection methods; however, the themes identified were quite similar as can be expected
from the similarity in the topics covered in both types of interviews (see Appendix 4.7).

As is typical in this type of analysis, an iterative process was used to construct the data
matrix (231). Staff read the prepared transcripts individually to identify substantive concepts in
the interviews. In addition, an Africa Centre researcher with qualitative expertise was brought
into the analysis process, as he was thought to add valuable insight and verification of themes as
a person unfamiliar with the research. All themes identified by each researcher were all spoken
aloud and then written down individually, in order to allow transparent review of all views of
the dataset to come forward. Duplication of similar themes was reduced via examples of themes
read from transcripts by the person who identified them, and then discussed to determine
overlap. After this reduction of duplication process was complete, common “themes” were
agreed upon as a group. Individual staff members were then given a small portion of transcripts
(n=4) to assign themes to the appropriate sections of data, or “index.” These indexed transcripts
were reviewed and verified in a team meeting with project staff to assure consistency of
indexing. Disagreements in indexing were discussed and then agreed upon. The remaining
transcripts were apportioned and indexed. I then reviewed all transcripts for consistency of
indexing. For data management and quality control assisting analysis, indexed transcripts were
synthesised and then grouped in a matrix chart by theme by me (please see Appendix 4.7 for the
full list of themes found in these datasets). The process of analysis for these data is further
explained in Figure 5.4 (page 89). This matrix allowed interviews to be read across the chart by
case, or vertically by theme across all interviews. Using the matrix as a guide, descriptive
accounts of the data were identified and verified in a team analysis meeting. Explanatory

analyses to detect patterns and associations in the dataset were conducted at the final stage of

data analysis.
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Figure 5.4: Analysis process for IDI & FGD data

While it is unusual to use two different styles of qualitative analysis in one investigation,
the different circumstances and use of the two qualitative datasets under investigation here
necessitated different analytical approaches. Grounded theory is best suited to small datasets
with a focused area of investigation, such as the Research Partner interviews (227), while a
matrix style analysis is best used when looking for common themes across larger bodies of data,
and data that needs to be used for analysis in multiple investigations, such as the data from the
Impilo Yamadoda phase 3 IDIs and FGDs (19, 224, 227). The matrix style suits this dataset as
the topic guide for these interviews is complex and investigates a variety of themes. The
resulting analysis across the IDI and FGD datasets allows easy recognition and reporting of

common themes in multiple areas of inquiry.
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C. Phase 4: experimental study

Recruitment of participants to the phase 4 experiment of the Impilo Yamadoda study
began in July 2010. The aim of this phase of the Impilo Yamadoda study was to create an HIV
prevention intervention experiment designed to approximate a full-scale randomised controlled
trial (RCT), such as would be needed for an HIV vaccine trial. The Impilo Yamadoda study
experimental phase specifically tested the feasibility and acceptability of two different types of
blood collection (micro-capillary samples collected in the community and venepuncture
collected at clinic), and two types of follow-up methods for questionnaire data collection (face-

to-face versus mobile phone).

Baseline
Enrolment N=300
Face-to-face interview
at 2
Baseline Micro-capillary
Blood collection
Health Fair
=200 ted
“Men’s Health " (expected)
Fair” &
Randomisation |
1-4 weeks post l l 1
baseline
Arm 1 Arm 2 Arm 3 Arm 4
n=50 n=50 n=50 n=50
Follow-up 1
12 weeks i Face-to-face Face-to-face Cell phone Cell phone
post-baseline interview interview interview interview
Face-to-face Face-to-face Cell phone Cell phone
Follow-up 2 interview interview interview interview
24 weeks & & & &
post-baseline Micro-capillary Venepuncture Micro-capillary Venepuncture
Blood Collection Blood Collection Blood Collection Blood Collection
|
|
- Individual In-Depth
'Quallt'atlve Interviews
interviews n=20
28 weeks (10% of enrolled sample)
post-baseline

Figure 5.5: Phase 4 experiment design
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It should be emphasised at the outset that this phase of the study was not a full-scale randomised
controlled trial. Nevertheless, the participants who enrolled in the phase 4 experiment consented
to health research involving sensitive behavioural questionnaires and blood collection at
baseline and during multiple follow-ups. The experiment followed a two-stage randomised
design: participants completed a baseline self-reported behavioural questionnaire and blood
specimen collection, followed by an intervention and three follow-ups (Figure 5.5, page 90).

As the main aim of the Impilo Yamadoda phase 4 experiment was to explore the
feasibility and acceptability of different blood collection and interview methods, the actual
“intervention” in this study was the method of blood collection and interview technique. The
Men’s Health Fair (discussed later) was an event that all participants were engaged in and did
not differ based on random study arm allocation, and as such was not an intervention in the
epidemiological meaning of the term as applied to RCTs (154).

As this phase of research included collection of bio-specimens, a separate ethics
application was made to the University of KwaZulu-Natal Biomedical Research Ethics
Committee. Ethical approval was granted by the University of KwaZulu-Natal Biomedical
Research Ethics Committee before data collection took place (Appendix 1.6).

Participants were followed up either via face-to-face or mobile phone interview at 3, 6,
and 12-month follow-up points. Blood specimens were collected for HIV testing at baseline and
at both 6 and 12-month follow-ups. During the 6 and 12-month follow-ups, the second
randomisation, that of blood specimen collection, came into play with half of the sample
assigned to attend one of two designated local clinics for venepuncture sample collection and
half having a micro-capillary sample collected in the community location of the participant’s
choosing. Four weeks after the 6-month follow-up, a subsample of participants was invited to

participate in an individual in-depth interview (Figure 5.5, page 90).
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d. Baseline recruitment and enrolment

Impilo Yamadoda experiment eligibility requirements were open: any Zulu speaking male
resident in the Hlabisa sub-district between aged 18-35 years inclusive at baseline, with a valid
South African identity book (confirming their age and identity), and the ability and desire to
consent to participation, was considered eligible. It should be noted that the original protocol
included two follow-ups; the 3 follow-up at 12-months post-baseline was added after
additional funding was provided by the Impilo Yamadoda study funding body (EDCTP). While
consent was originally planned for up to 8 months of participation, (reflected in consent sheets),
participants were asked to re-consent prior to follow-up 3. Additional ethical approval from the
University of KwaZulu-Natal Biomedical Research Ethics Committee was granted before
follow-up 3 data collection began.

Recruitment to the phase 4 experiment was based on the methods of recruitment to the
phase 2 survey; Research Partners worked in collaboration with the study team to secure
appropriate times and locations for ‘enrolment events.” These enrolment events were held at
predesigned times and locations within the target communities. | was present at all enrolment
events. The goal of these events was to have local spaces for potential participants to be
screened, and if willing and eligible, to complete baseline questionnaire and blood specimen
collection. Enrolment events played an important function to both inform community members
that this last phase of Impilo Yamadoda was beginning and to provide “seed” participants to
form the base of our enrolment group.

The phase 4 enrolment team consisted of two full time project research assistants and five
part-time fieldworkers. All part-time fieldworkers were identified through the Africa Centre
demographic surveillance team trained fieldworker reserves; these fieldworkers were not and
had not previously been employed as Africa Centre surveillance staff at the time of phase 4
experiment recruitment. Fieldworkers were Zulu speaking males to match with the overall
directive that Impilo Yamadoda be seen as ‘for and about’ Zulu speaking men. ldentified

fieldworkers were trained in the project baseline enrolment Standard Operating Procedure
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(SOP) (Appendix 5.2) and randomisation and intervention SOP (Appendix 5.3). Fieldworkers
attended three half-day trainings, which | developed and were implemented in collaboration
with field experts and Zulu-speaking members of the Impilo Yamadoda research team. One
training day each was dedicated to baseline enrolment, micro-capillary blood collection
(Appendix 5.4), and randomisation and intervention event procedures, respectively. Baseline
enrolment procedure training included time for fieldworkers to practice implementing the
consent and questionnaire forms. This training also included basics such as ethical treatment of
research subjects, including informed consent and confidentiality. Micro-capillary blood
collection training was conducted by a trained technician from Adcock Ingram, the company
who supplies Africa Centre with blood collection equipment for many of the research projects
conducted there. All fieldworkers were taught universal precautions for handling bio-specimens
and practiced micro-capillary blood draw during this training. The Impilo Yamadoda project
staff and | were also trained by the Africa Centre laboratory expert in the procedure for
temporary storage and processing of micro-capillary specimens (Appendix 5.5).

After the formal training was complete, an informal on-the-job training was scheduled;
the first ‘enrolment event’ was held at Africa Centre with ten potential participants identified
from phase 2 survey contact sheets. This enrolment event was directly observed by me and held
in-house in order to ensure all procedures were conducted correctly before launching these
events in target communities.

Each potential participant completed the first stage of enrolment (baseline questionnaire
and blood sample) in the same way. Potential participants were given study information sheets
to read in Zulu (see English version, Appendix 5.6) and had that information explained aloud in
groups. After all their questions were answered, interested individuals were directed to
fieldworkers to begin the one-on-one enrolment process. Ability to provide consent was tested
with a true/false quiz to assess their understanding of the study information that had been
presented to them in groups a few minutes prior. After informed consent was obtained,

participants continued on to complete a fieldworker-administrated pen-and-paper questionnaire.
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Participants were then directed to a second fieldworker who collected each participant’s blood
sample in one 600 ul micro-capillary tube. Study ID codes were given to participants and
recorded on individuals consent forms (see English version Appendix 5.7) and questionnaires
(see English version Appendix 5.8). Questionnaires and blood samples were linked with a
unique identifier (Appendix 5.9)

All initial participants enrolled in baseline were given two referral tickets, with a unique
identifier linked to their Study ID code (see Appendix 5.10). Participants were instructed that
they could give this ticket to a peer to aid their recruitment into the experiment; all participants
who referred men that completed baseline enrolment received a study t-shirt as an incentive.
Potential participants referred to the study through this method were asked to call or text

message one of the two project research assistants for information on community enrolment

events or to schedule an appointment to enrol at Africa Centre offices.

e. Randomisation

Participants completing baseline were informed that they could not be considered fully
enrolled until they had been randomised to one of four study arms and participated in a “Men’s
Health Fair” organised by Impilo Yamadoda. The Men’s Health Fair was planned to take place
in two parts, with all participants attending one of the two identical fairs. Participant attendance
at the first Men’s Health Fair allowed us to predict how many additional individuals would need
to be recruited in order to meet our target of 200 participants in this phase. The first of the two
Men’s Health Fairs took place after the first month of baseline enrolment. The second fair was
scheduled to take place eight weeks after the after the start of baseline enrolment, however,
attendance at the first fair was high (85%; 130/149) and baseline enrolment following the fair
was fast enough to warrant scheduling the second health fair two weeks earlier than anticipated.

Men’s Health Fairs were one-day events organised to deliver education on men’s health
topics that were identified by Research Partners and participants in the first phases of Impilo

Yamadoda and familiarise participants with various organisations that provide health protective
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services to young Zulu-speaking men. To this end, organisations identified in phase 1 were
contacted to provide us with volunteers to present the services their organisations provide.
Research Partner organisations as well as stakeholder organisations and traditional and
municipal authorities were contacted to lend support. Organisations were asked by the research
assistant to send up to two volunteers each, one of whom would be asked to give a brief (up to
ten minute) oral presentation about the services their organisation could provide to the
participants. All organisational representatives were asked to stay for the duration of the event
so that participants could visit their tables and speak with them one-on-one. The premise of the
Men’s Health Fair was to provide a space for and about men’s health where men would feel
comfortable asking questions and speaking about health related issues.

Aside from providing an educational programme for participants, the aim of the Men’s
Health Fairs was to randomise and then un-blind participants to their mode of participation in
the experiment. | was present to observe and oversee each of the two Men’s Health Fair events.

Upon arrival participants were individually randomised and then un-blinded. Participants
were given study information packets that corresponded to their specific study arm (see English
versions: Appendix 5.11 - 5.14). After participants received randomisation allocation
information, a fieldworker then directed the participants to receive their Impilo Yamadoda study
mobile phone. All mobile phones were registered to participants’ Study ID code and given with
activated SIM cards and R50.00 (approximately £4) call credit pre-loaded. Basic operations of
the study mobile phone (e.g., checking call credit balances and sending text messages) were
demonstrated. Participants were then required to speak to a designated fieldworker who then
explained the study arm allocation information inside their study packets.

After each Men’s Health Fair, | cross-checked participant check-in logs (at entry point)
against randomisation and mobile phone registry log to ensure quality control of data. Pen and
paper participation logs recording dates and locations of participant recruitment to the Phase 4

experiment were transferred into Excel worksheets. Outcomes of participation rates to baseline
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and attendance at the intervention and randomisation events were analysed using the
aforementioned Health Fair attendance logs and Excel worksheets.

As this research is focused on participant engagement in HIV prevention intervention

research rather than participant retention in research, this investigation does not include data

from the Phase 4 experiment beyond enrolment.

VIII.  Conclusions

The methodological considerations in this investigation are many; a multiple method
protocol necessitated careful consideration of which analytical tools can be most effectively
combined to result in robust analysis of the questions under investigation. Initially following the
Impilo Yamadoda: Men’s Health Study protocol as a loose guide in the protocol for this
investigation, the research under investigation in this thesis necessitated some deviation from
that protocol to more fully explore not only the actions of participants towards the research
study but also their thoughts and motivations. The additional piece of data collected, in-depth
interviews with a purposive sample of Research Partners, aids in our understanding of why

these men decided to engage in the Impilo Yamadoda study.
This thesis uses outcomes from Impilo Yamadoda study implementation in addition to
guantitative data collected from survey questionnaires, and qualitative data from individual in-
depth interviews, focus group discussions, and field notes. The triangulated use of these data

provide for the rich analytical framework presented in the following chapters.
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Chapter 6:
Survey data: descriptive analysis of Impilo Yamadoda participants

. Introduction

Survey data from the Impilo Yamadoda study were collected mainly as an experiment to
observe the efficacy of community-based volunteer-led data collection. However, these data
also provide good information on the demographic details and health research beliefs of the
participant population of Impilo Yamadoda. These data serve to contextualise as well as aid our
investigation of the factors that contributed to the engagement of young men in Kwa-Zulu Natal
in the Impilo Yamadoda: Men’s Health Study.

We must know the characteristics of the population under investigation to understand the
factors that contributed to the engagement of Impilo Yamadoda study participants. Because a
geographic subset of the Impilo Yamadoda study area is well researched as part of the Africa
Centre demographic surveillance area, it would be remiss if these data were not discussed as the
closest possible comparison group to the participants under discussion here. To that end, data
collected via the 2010 Africa Centre Household Socio-Economic (HSE) questionnaire are
presented here. The Africa Centre HSE is a subset of the main Africa Centre Demographic
Information Systems (ACDIS) surveillance project; the ACDIS and HSE data collection
processes are discussed below.

Several questions in the Impilo Yamadoda survey were designed to capture participants’
willingness to take part in future men’s health research studies. Questions were asked
specifically addressing participants’ desire to take part in HIV prevention education research, as
well as HIV prevention research including the collection of blood samples. These questions
were formulated after consulting the literature on potential facilitators and barriers to
participating in biomedical research (discussed in chapter 3 [e.g. (176, 193, 232-234)]). For
example, it has been found that potential biomedical research participants have indicated greater
interest in engaging in research if they receive benefits for themselves or benefits for their

community as part of their involvement (176, 234). Another topic of interest in the literature is
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the concept of social stigma related to research involvement, or the perception that participation
in HIV-related research would be viewed negatively within the community where research was
taking place (233). In addition, several studies have cited that fear of personal harm resulting
from research participation is a deterrent to study engagement (232, 233). Potential participants’
knowledge of the effectiveness HIV-related research studies have for reducing HIV infection in
individual participants (193) and/or for communities (234) have also been shown as
determinants of research participation. These factors are explored for relevance within the
Impilo Yamadoda survey sample by our construction of targeted questions about participants’
attitudes, interest and knowledge of HIV related research. Variables such as pragmatic obstacles
to participation, i.e. being too busy with work, school, or other commitments, are investigated
via demographic data collected in the survey questionnaire (233). Other factors cited as
important to participants’ decision making process, such as correct understanding of study
procedures (235), and mistrust of researchers or research aims (233), are investigated using an
exploratory questioning technique more suitable to qualitative data collection and so will be
discussed in later chapters of this thesis.

The Impilo Yamadoda survey data explore some aspects of inquiry that, although
important to the aims of that larger study, are not central to the theme of this investigation. For
example, questions 5-8 of the survey questionnaire (Appendix 2.2) are focused on participants’
access to mobile phones. The responses to these questions were important for planning the
phase 4 experiment of Impilo Yamadoda where mobile phones were used to contact
participants, but are not relevant to this investigation. The discussion in this chapter is limited to
analysis of data that allows an understanding of the Impilo Yamadoda participants and their

possible motivations and barriers to engaging in later stages of the study.
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Il. Africa Centre Demographic Surveillance Data
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Figure 6.1: Impilo Yamadoda study area, Africa Centre ACDIS surveillance area depicted
in grey?

The Africa Centre Demographic Information Systems (ACDIS) surveillance area is
situated within the larger Impilo Yamadoda study area; Figure 6.1 (this page) is a map of the
entire Impilo Yamadoda study area with the Africa Centre Demographic Surveillance Area
depicted in grey. Fieldworker teams collecting Africa Centre demographic data visit households
within the Demographic Surveillance Area (DSA) three times per year; HIV surveillance is
collected once per year and household socio-economic (HSE) data twice per year (88). As with
other Africa Centre surveillance data, HSE data is collected by proxy respondent, (i.e., a
volunteer member from each household). Individuals’ demographic information is collected by
noting responses from the proxy respondent for each member of the household; fieldworkers
arrive at the household with pre-populated information collected in the previous HSE round,
and this is updated in each new data collection round. New members of the household (birth or

in-migration) are recorded separately and added to the database. Deaths and out-migrations are

2 Map courtesy of Africa Centre for Health and Population Studies, via personal correspondence, 2009.
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noted and recorded similarly. All individuals in the household are thus accounted for under the
surveillance project.

As per the ACDIS eligibility requirements “all households with current residency who
resided in a bounded structure are considered eligible for the HSE questionnaires” (236). For the
purposes of ACDIS, a bounded structure “is a building, or a group of buildings, on land
belonging to a single person or organisation, and used for one main purpose” (85). Individuals’
current residency is determined by the individual in question, or if s/he is not there the proxy
respondents’ belief that the individual in question normally lives within the bounded structure at
the time of the questionnaire implementation (85).

Data used from the HSE refer to the “individual information” categories that were
collected on male members of household within the Africa Centre DSA. HSE data presented
here are a portion of the total number of records for males from the 2010 (Jan-June) HSE round
and were provided specifically for the purpose of this thesis by Colin Newell, Senior Database
Scientist at Africa Centre. As with the Impilo Yamadoda survey data, | analysed all data from
the Africa Centre HSE in STATA version 11.1. In most cases, in order to provide direct
comparison with the Impilo Yamadoda survey data variables, | generated new categorical
variables in the original HSE dataset. In all HSE variables, with the exception of marital status,

the missing value is defined; the marital status variable has no missing but includes a “not

applicable” value.
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I1l.  General demographic characteristics

Characteristics | N (%)
Age
16-17 26 (3.5)
18-23 341 (46.4)
24-29 196 (26.7)
30-35 79 (10.7)
36+ 87 (11.8)
Missing 6 (0.8)
Martial Status
Married 49 (6.7)
Engaged/not yet married 25 (3.4)
Single 644 (87.6)
Widowed 5(0.7)
Divorced 5(0.7)
Missing 7(0.9)
Highest education grade completed
Grade 1-6 46 (6.3)
Grade 7-12 631 (85.8)
Tertiary 15 (2.0)
None 19 (2.6)
Missing 24 (3.3)
Currently employed
Yes 152 (20.7)
No 574 (87.1)
Missing 9(1.2)

Table 6.1: Phase 2 survey population (N=735) demographics
When looking specifically at the demographic make-up of the phase 2 survey population,
we can see that there are several distinct characteristics. These characteristics are discussed in
detail below, in the respective subsections. Table 6.1 (this page) outlines the basic descriptive

demographics of the Impilo Yamadoda survey participants.

a. Age
It is clear that a high percentage of men in the survey population were under the age of
36. In comparison, 2011 provincial estimates place 39.30% (2027882/5159983) of the male
population in KwaZulu-Natal between 15-34 (237), while 88.1% of the Impilo Yamadoda
survey population was between 16-35 years old at the time of data collection.

The Impilo Yamadoda protocol stipulates that a main aim of the study was to “develop
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guidance and recommendations ... regarding recruitment and retention for community samples
of young adult men for biomedical, vaccine and behavioural HIV prevention trials from rural
and peri-urban settings in South Africa” (18). With this in mind, the target group of interest was
Zulu-speaking men between the ages of 18-35. It was for that reason that the research team
explained to the Research Partners that although all Zulu-speaking men over the age of 16 were
welcome to participate in the survey, we were particularly interested in the responses of young
adult men between ages 18-35. As a main indicator of potential eligibility to biomedical

research was age, we can see in Figure 6.2, (this page), that Research Partners were successful

in targeting this demographic.

0.89
15.4% %

m18-35y.o.
participants

m16-18 & 35+
participants

H missing

Figure 6.2: Percentage of age-eligible potential participants to phase 4 experiment
(N=735)

b. Education and employment status
A first look at the categories of education in Table 6.1 shows that 85.8% (631/735) have
completed grades 7-12. Although age may not always relate to education year, as students may
enrol late and/or may not remain in school continuously, 2007 national data report that >95% of
South Africans remain in school until age 16 (238). Investigating the association between age
and highest education grade completed among our survey participants (Table 6.2, page 103),

establishes a valid association (P<0.001).
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[ Education grade completed
Age None Primary Secondary | Tertiary | Missing | Total
category (grade 1-7) | (grade 8-
12)
16-17 0(0.00) |4 (15.4) 22 (84.6) 0 (0.0 0(0.0) | 26(100.0)
18-23 7(15.8) |9(2.7) 311 (91.2) | 2(0.6) 12 (3.5) | 341 (100.0)
24-29 5(2.5) 11 (5.6) 167 (85.2) | 7(3.6) 6 (3.1) 196 (100.0)
30-35 4(5.1) |7(.9 63 (79.7) 5 (6.3) 0(0.0) | 79(100.0)
36+ 2(2.3) |34(39.1) 45 (51.7) 1(1.1) 5(5.7) | 87(100.0)
Missing | 1 (16.7) | 0(0.00) 4 (66.7) 0 (0.00) 1(16.7) | 6(100.0)
Total 19 (2.6) | 65(8.8) 612 (83.3) | 15(2.0) 24 (3.3) | 735 (100.0)
Pearson chi2(20) = 152.1831 P=<0.001

Table 6.2: Two-way contingency table for age and education grade completed

In 2009, KwaZulu-Natal province accounted for 23.1% of the national total of enrolled learners
and the highest number of ordinary public (state-funded) schools in South Africa (239). In
addition, in 2009 the province had a 99% gross enrolment ratio of males enrolled in primary
level (grades 1-7) and 82% in secondary level (grades 8-12) (239). With this in mind, it can be
expected that within a large population of school-age men in KwaZulu-Natal, many will be
enrolled in school. It should also be noted that it is generally recognised that Black South
Africans gained a higher access to both primary and tertiary education after the abolishment of
the apartheid school system (240). The changes in education for Black South Africans after
1994 are reflected in the survey data; the oldest survey respondents were most commonly
associated with the lowest education grade completion (grades 1-7) (52.3%; 34/65) and the
highest percentages of respondents completing at least one year of tertiary education are those
in the 22-29 (53.3%; 8/15) and 30-35 (33.3%; 5/15) age ranges.

When comparing the survey item regarding participant employment status to Africa
Centre HSE data, it is evident that employment status of the survey participants differs from the
general population of the sub-district, (see Figure 6.3, page 104). While a portion of those

survey participants reporting unemployment may be explained as due to the larger overall
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unemployment rate of rural (57.1%) versus urban (37.8%) residents of KwaZulu-Natal (240), it

does not explain that nearly 90% of the survey participants reported unemployment.

/ N
B P2 survey participants (N=735) m Males in ACDIS data (N=500)

Unemployed w 87.1%
20.79
Employed NS00y o) oo
o 1.29
Missing o 3424
- J
Figure 6.3: Employment status of phase 2 survey participants compared to men within the
Africa Centre HSE Jan-Jun 2010 round

[ Education Status (grade completed)
Employment None | Primary | Secondary | Tertiary | Missing | Total
Status (grade 1-7) | (grade 8-12) (grade 13+)
Employed 7 14 120 9 2 152
(4.6) (9.2) (78.9) (5.9) (1.3) (100.0)
Unemployed | 12 50 485 6 21 574
(2.1) (8.7) (84.5) (1.0) (3.7) (100.0)
Missing 0 1 7 0 1 9
(0.0) (11.1) (77.8) (0.0) (11.1) (100.0)
Total 19 65 612 15 24 735
(2.6) (8.8) (83.3) (2.0) (3.3) (100.0)
Pearson chi2 (8) =21.6620 Pr =0.006

Table 6.3: Two-way contingency table between employment and education status

There is a statistically significant association (P=0.006) between employment and education
status, (Table 6.3, this page). While it could be expected that a higher percentage of unemployed
participants might report completing less education, this does not bear out in the analysis.
Instead, we see that those in the secondary education status category have the highest rate of
unemployment (84.5% 485/735). While there is, unfortunately, no item on this questionnaire
that directly asked participants if they are still enrolled in school, it is possible that a large
percentage of those participants were currently in school. In this way education status could be
presenting as a confounder to employment status. As it was not explicitly asked of participants
to report current attendance in school there is no obvious way to control for this. However, item

15 asks those participants reporting unemployment to describe what they do during the time
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while others are at work (Appendix 2.2); a percentage here report current school attendance.
The resulting responses for this item were separated into 5 categories: unemployed (n=273),
underemployed (n=90), looking for work (n=60), schooling (n=149), and missing (n=14).
Separating those men who report that they have some type of work they do (‘underemployed:’
defined here as sporadic waged employment, piecework, or unwaged work such as cattle
herding or ploughing fields), and those reporting full-time education (as explained above), from
our percentage of unemployed participants, drops the figure to 37.1% (273/735), as shown in
Figure 6.4 (this page). It should be noted that the ‘underemployed’ category was included here
as our participants were specific in differentiating waged employment from sporadic income
generating activities; those participants who reported that they were ‘employed’ referred only to
regular waged employment. While the adjusted unemployment percentage for the phase 2
survey demographic matches the Africa Centre HSE unemployment percentage more closely

(phase 2 survey: 37.1%; HSE: 33.2%), the employment rates remain disparate (phase 2 survey

participants: 20.3%; HSE: 32.6%).

Unemployed 37.0%
Underemployed
Student

Looking for work

Missing

0.0% 25.0% 50.0% 75.0% 100.0%

m % (N=735)

Figure 6.4: Adjusted employment status of phase 2 survey participants

c. Marital Status
As can be seen in Figure 6.5 (page 106) there was a significantly (p<0.001) greater
percentage of unmarried respondents in the survey (using ‘single’ and ‘engaged’ variables

669/735; 91.0%) as compared to the HSE data of the same period (299/500; 59.8%).
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Married .
Single or Engaged | —

Widowed or Divorced l

Missing or Not Applicable _

0.0% 20.0% 40.0% 60.0% 80.0%  100.0%

W Survey cohort ™ ACDIS HSE data

Figure 6.5: Marital status of P2 survey participants compared to men within the Africa Centre
HSE Jan-Jun 2010 round

The high percentage of men reporting that they are unmarried (single or engaged) can be
seen as validating the survey data. It would be expected that the age and employment status of
the respondents would correspond to marital status; marriage among people within Zulu
traditional areas, such as this study area, occurs later into adulthood than is true of many
cultures in the global North. This is partially reflective of the large financial burden of the
lobola (“bride price’), which, as explained in the literature review, can cost the prospective
husband up to £2000 (128). With a participant group including a large percentage of
unemployed young Zulu speaking men it would be surprising to find that a high percentage
were married. Testing the association between age and marital status shows this hypothesis
bears out (Table 6.4, page 107), the majority of married respondents (61.2%; 30/49) correlate

with the 36+ year-old age category.
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| Marital Status

Age Married Single or Divorced or Missing Total
category Engaged Widowed
16-17 0 (0.0 26 (100.0) 0 (0.0 0 (0.0 26 (100.0)
18-23 2 (0.6) 338 (99.1) 0 (0.0 1(0.3) 253 (100.0)
24-29 2 (1.0 191 (97.4) 0 (0.0 3(1.5) 284 (100.0)
30-35 15 (19.0) 62 (78.5) 2(2.5) 0 (0.0 79 (100.0)
36+ 30 (34.5) 48 (55.2) 8(9.2) 1(1.1) 87 (100.0)
Missing 0 (0.0 4 (66.7) 0 (0.0 6 (33.3) 6 (100.0)
Total 49 (6.7) 669 (91.0) 10 (1.4) 7 (0.9) 735 (100.0)
Pearson chi2(15) = 284.1197 P =0.000

Table 6.4: Two-way contingency table between age groups and marital status

IV. Social group membership

During survey implementation planning, Research Partners suggested several ways that

they might encourage young men to participate. During that discussion, sport, and particularly

football, was mentioned. This led to one of the Research Partners working with the study team

to organise a two-day football playoff match in his area. The resulting match generated 17.4%

(121/735) of the total collected questionnaires. Data from the survey reflect the recruitment

methods used. This is particularly evident in the variable on community organisation

involvement, where 56.3% (n=414) report belonging to a sports group (see Table 6.5, page

108); unsurprising when considering the large percentage of surveys collected during a sporting

event. In effect, the survey data on men’s organisational involvement both reflect and validate

the process data from the survey implementation, (discussed in detail in the next chapter).
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Social group | Yes (%)
membership N=735
Sports group 414 (56.3)
Church group 142 (19.3)
Youth group 106 (14.4)
Choir or music group 95 (12.9)
Study group 72 (9.8)
Burial society 71 (9.7)
School committee 47 (6.4)
Other 46 (6.3)
Missing 40 (5.4)
Water committee 36 (4.9)
Community garden | 33 (4.5)
group

Traditional authority 32 (4.3)
Farmer’s association 27 (3.7)
Community policing | 28 (3.8)
forum

Stokvel® 28 (3.8)
Development committee | 24 (3.3)
Men’s association 22 (3.0)
Informal traders group 20 (2.7)
Community health | 17 (2.3)
worker

Table 6.5: Phase 2 survey participants’ organisational membership

There is a small group of survey respondents who do not fall within the 18-35 year old
age group (15.4%), and although this unequal distribution may skew the results, this is
nonetheless an important group to look at as it was of primary concern to understand how to
engage those young men that would be considered eligible to join the Impilo Yamadoda phase 4
experiment. Knowledge of the social affiliations of this population were thought to help to
locate prospective phase 4 participants as well as give insight to the interests of this sub-group
of participants. To that end, a variable was created that separates the small percentage of men
who, at the time of data collection, reported their age as below 18 years and above 35 (‘not
eligible”) from those respondents whose reported age fell between 18-35 years (“eligible’).

Using a chi square test, it was found that there is a statistically significant difference in

3 Stokvel in this case refers to informal or semi-formal savings or investment scheme, where money is
collected from a group of individuals on a regular basis and from which they receive a lump sum
payment.

108



Sebastian S Fuller

Engaging young men in biomedical HIV prevention research: lessons from a community-based
study in rural KwaZulu-Natal, South Africa

Chapter 6: Survey data: descriptive analysis of Impilo Yamadoda participants

distribution between the eligible and not eligible participants in the majority (12/17) of social
groups that were asked about (Table 6.6, this page), which serves to inform us that the “eligible’

participant sub-group are likely to be found in different social groupings than those 16-17 or 36

years and above.

Social group membership Eligible Not eligible P Value
(%) (%)
Sports group 46 (40.7) 364 (59.1) p<0.001
Church group 31 (27.4) 111 (18.0) p=0.020
School committee 23 (20.3) 24 (3.9) p<0.001
Study group 19 (16.8) 51 (8.3) p=0.005
Water committee 18 (15.9) 18 (2.9) p<0.001
Tribal authority 15 (13.3) 17 (2.8) p<0.001
Community garden group 14 (12.4) 19 (3.1) p<0.001
Community policing forum 14 (12.4) 14 (2.3) p<0.001
Farmer’s association 10 (8.8) 17 (2.3) p=0.002
Youth group 9 (8.0 97 (15.7) p=0.031
Men’s association 7 (6.2) 15 (2.4) p=0.032
Stokvel 9 (8.0) 19 (3.1) p=0.013

Table 6.6: Significant variables in phase 2 survey participants’ organisational membership,
eligible versus not eligible

In order to gain further information about the difference in social group membership and
‘eligible’ participants, a parsimonious model of forward logistic regression was used to
determine which social groups were most strongly associated with the 18-35 year old ‘eligible’
respondents (Table 6.7, page 110). The results from this test show that ‘eligible’ respondents
were more likely to be involved in sport and youth groups (P=0.001, OR 2.15, 95% CI 1.37 —
3.38; P=0.002, OR 3.33, 95% CI 1.53 — 7.24, respectively). Membership in a school governing
body (P<0.001, OR .19, 95% CI .087 - .40), community garden group (P<0.001, OR .20, 95%
Cl .09 - .43), and study group (P=0.004, OR .39, 95% CI .21 - .74), was highly associated with
those respondents outside of the ‘eligible’ age group, while membership in a community
policing forum (P=0.071, OR .40, 95% CI .15 — 1.08), and church group (P=0.08, OR .63, 95%
Cl .38 — 1.05), was less so, but still kept within the P<0.1 regression model. The high
association of youth and sports group membership with “eligible’ participants is not particularly

surprising considering that within the ‘not-eligible’ group there is a higher percentage of men 36
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years and above (77%; 87/113) than those in the 16-17 year age group (23%; 26/113). However,
it is of interest to note that study group membership was associated with the older (‘not

eligible”) subset of the population.

Odds | P>z 95% Conf.
School governing body 0.19 0.000 |0.09-0.40
Community garden group 0.20 0.000 | 0.09-0.43
Sports group 2.15 0.001 | 1.37-3.38
Youth group 3.33 0.002 | 153-7.24
Study group 0.39 0.004 |0.21-0.74
Community policing forum | 0.40 0.071 |0.15-1.08
Church group 0.63 0.078 |0.38 1.05

Table 6.7: Odds ratio between eligibility to phase 4 experiment and non-eligible, by social
group membership

V. General Health, HIV/AIDS and Interest in Health

Other variables that are useful to investigate are centred on participants’ interest in health.
Exploring what topics of health these men were interested in gives greater understanding of the
types of health research programmes they might be willing to engage with, as well as insight
into who they are as individuals beyond their basic demographic profile.

Survey question 18 asks participants to indicate which ‘aspects of health’ they are
interested in learning about (Appendix 2.2); administrators were instructed to read each item
and ask if the participant was interested in learning more about it, (i.e., “Are you interested in
learning about diabetes?” and so on). Participants thus answered each question with either an
affirmative or negative answer. Due to this, each variable is treated as a dichotomous ‘yes/no’
response. The percentages listed in Table 6.8 (page 111) assume every variable was asked of

each participant and boxes left un-ticked are thus considered ‘no/not interested’.
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Health topic Yes (%)
HIV/AIDS 501 (68.2)
STI (other than HIV) 408 (55.5)
Alcohol use 308 (41.9)
Using traditional & western medicine | 231 (41.4)
together
Tobacco use 275 (37.3)
Diabetes 268 (36.5)
Blood pressure 239 (32.5)
Heart disease 225 (30.6)
Violence 173 (23.5)
Mental health issues 172 (23.4)
Male circumcision 169 (23.0)
Vehicle safety 167 (22.7)
Physical or sexual abuse 154 (20.9)
Men’s nutrition & fitness 153 (20.8)
Other 42 (5.7)

Table 6.8: Survey respondent interest in health education programmes

As is shown in Table 6.8 (this page), participants indicated interest in the variables
HIV/AIDS (68.2% 501/735) and STIs other than HIV (55.5 408/735) more than any others. High
reported interest in receiving this information may be due to social desirability bias, or
participants’ desire to report interest in education about HIV and other STIs because it is
expected of them to do so. Despite the best efforts of the research team to portray the Impilo
Yamadoda study as general men’s health research, Africa Centre’s association with HIV
research and AIDS service delivery is very well known in the community. This is especially
true as information publicised to the target communities indicated our interest in the topic of
HIV as an aspect of the research. It is thus likely that this study was discussed in the community
as focused on HIV/AIDS research, and together with the well-known high HIV prevalence in
this area, may explain why men interested in this study reported being particularly interested in
receiving education on HIV and other STIs. This reported high interest in receiving information
about HIV and other STIs will be cross analysed with qualitative data from in-depth interviews
and focus group discussions among Impilo Yamadoda participants in phase 3 (discussed in
detail in Chapter 9).
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Other education programmes of high interest to men were alcohol use (41.9% 308/735)
and tobacco use (37.3% 275/735). In addition, the variable regarding education in the use of
traditional and Western medicine together was not only chosen by a high percentage of
participants (41.4% 231/735), but also reported by survey administrators as the most discussed
item during informal reporting sessions.

The use of traditional medicine (muthi, in Zulu) plays an important role in Zulu culture; a
dialogue of health cannot be had without engaging with the topic of traditional healing and
traditional medicines (241). While modern Zulu culture often faces a push/pull dynamic in
relation to health, the much-publicised “traditional Zulu beliefs” of South African President
Jacob Zuma (49) have highlighted the friction within Zulu communities between the need for
both modern responses to health care and validation of traditional practices. As a result, it is not
surprising that a subsection of young Zulu speaking men in rural KwaZulu-Natal would be
interested in a way to pursue traditional responses to illness whilst seeking the health care of
Western medicine; this participant group may have a vested interest in the topic of using
Western and traditional medicine together.

When participants were asked to self-report their general health status, 54.42% (400/735)
chose the option excellent/very good/good. With the remaining choices, fair received the second
highest percentage (32.9%; 242/735) while only 7.9% (58/735) reported their health status as
poor. Interestingly, while we might expect younger participants to report better health status,
there was no statistical significance between reported health status and respondent’s age
(P=0.09). Just over half of the survey respondents knew someone who had tested for HIV
(55.1%; 405/735, Figure 6.6, page 113). Additionally, 51.0% (375/735) reported that they

voluntarily tested for HIV at some point prior to survey completion (Figure 6.6, page 113).
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Yes _
No — B Know anyone who has
tested for HIV
Don't know F B Voluntarily received an HIV
test
Missing l
0.0% 25.0% 50.0% 75.0% 100.0%

Figure 6.6: Survey participants and voluntary HIV testing

The South African National Communication Survey 2009 reports that 52% of “African” men
between 25-49 years had received an HIV test in the last 12 months and know their status; it is
unclear how many of these include voluntary HIV tests (31). National survey statistics for South
Africa (2005) report that among males respondents 15 and above who consented to be tested for
HIV as part of the survey, 26.4% (N=11938) self-report previous volunteer testing for HIV
(242). Reported voluntary HIV testing rates among men in this study area are higher; among all
those accessing VCT services at home or through mobile testing units in the Hlabisa sub-district
between November 2010 and January 2011, 37% of the monthly average (N=720) were males
16 years and above®. Although more recent national and KwaZulu-Natal specific data on
voluntary HIV testing were not available at the time of this submission, analyses of similar high
HIV prevalence provinces in South Africa indicate that voluntary testing is likely to have
increased in recent years (243). However, the available data show continued under-utilisation of
voluntary HIV testing among males in South Africa (242, 243), making Impilo Yamadoda
survey participants report of nearly double the percentage of the 2005 national testing figures
surprising. It is also interesting that these participants reported voluntary HIV testing at a 15%
higher rate than the adult men over the entire Hlabisa sub-district. High rate of previous VCT

for HIV among the survey participants may indicate that our recruitment methods may be

4 Personal communication, Lungile Makhonza, Coordinator: Home and Mobile HCT Programme, Africa
Centre for Health & Population Studies, February 2011.
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reaching a participant base that is more involved in their own health care, and thus may be more

likely to join health research than the general population.

VI. Willingness to Participate in Health Research

21. We are interested in developing programmes that give information to men on the
different ways that help to prevent the spread of HIV. Would you be willing to be a
research participant in a HIV prevention education programme for men?

[] Yes
[] No* Q.24
[ ] Don’t know/Undecided
22. If the following programmes to learn about HIV prevention were to take place,
which would you be willing to participate in?
Tick all that apply
[ ] Condom use education
[ ] Men’s discussion group on health & sexuality
[ ] Circumcision education
[ ] Other (indicate which)

23. In a future part of the Impilo Yamadoda study we will be asking men if they will
give us a blood sample, so we can estimate how many men that participate in Impilo
Yamadoda have HIV. The person taking the blood samples will not be able to tell if
a man has HIV, they will not do a test for HIV or be able give you a test result. The
blood samples will go to a laboratory where they are checked to see if any are HIV-
positive. This will be done by someone with special training, who will also not be
able to tell who the blood samples belong to. To be clear, this is not an HIV test
where you can find out the result and learn if you have HIV. We are not asking you
to give a sample now. However, if you would like to know where you can get an
HIV test and learn the result (VCT), we can tell you places to go after this interview.
Knowing this, would you be willing to give a blood sample as part of research to
help identify more effective HIV interventions for men?

[] Yes
[ ] No
[ ] Undecided

Figure 6.7: Impilo Yamadoda phase 2 survey questions focused on willingness to take part

in health research

Willingness to participate in health research was analysed first by exploring the responses
to the question “would you be willing to be a research participant in a HIV prevention education
programme for men?” (Figure 6.7, this page, question 21). Possible responses were yes, no, or
don’t know/not sure. Among the entire survey population (N=735), 60.95% (n=448) indicated

yes; 17.8% (n=131) indicated no; and 7.5% (n=55) indicated don’t know/not sure (13.7%
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responses were missing). There was no statistically significant difference (P=0.178) in
willingness to participate in research between the overall survey population and those who were
age-eligible to participate in the phase 4 experiment. A relatively large percentage, 13.7%
(n=101), did not answer the question and so are considered missing. When testing a
dichotomous missing/not-missing variable for willingness to participate against age, along with
the variable as categorised (described above) there was no statistically significant difference
between the two results. In addition, when looking at the effect of the missing values on the
Likert scale analysis, the missing values did not alter the results significantly. As was discussed
above, 54.4% reported their current health status as excellent/very good/good and 60.9%
reported that they would join a future health research study. There was an increasing percentage

of participants willing to participate correlated with decreasing reported health status, as can be

seen in Table 6.9, (this page).

[ Health Status
Willing to Excellent/Very | Fair Poor Missing | Total
Participate | Good/Good
Yes 214 171 44 19 448
(53.5) (70.7) | (75.9) | (54.3) (60.9)
No 76 38 8 9 131
(19.0) (15.7) | (13.8) | (25.7) (17.8)
Undecided | 22 24 5 4 55
(5.5) (9.9) (8.6) (11.4) (7.5)
Missing 88 9 1 3 101
(22.0) (3.7) (1.7) (8.6) (13.7)
Total 400 242 58 35 735
(100.0) (100.0) | (100.0) | (100.0) | (100.0)
Pearson chi2(9) =61.5970 P=>0.000

Table 6.9: Two-way contingency table between reported health status and willingness to
participate in research
This finding indicates that participation in research among the survey population is significantly
associated with a connection between personal health needs and participation in health research.
The association between research and health care might be expected as previous research

studies [e.g., (244)] have provided free health care as part of a benefit package to participation;
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many of the men in the survey population would have been aware of the health care benefits to
past research studies in this area. This potential motivator for participants to engage in research
will be explored further in the qualitative analysis presented in later chapters of this thesis.

A subset of participants who indicated yes or don’t know/not sure to Question 21,
(“would you be willing to be a research participant in a HIV prevention education programme
for men?”) was asked to choose one or more from a list of hypothetical HIV prevention
education programmes; 73.3% (423/577) indicated interest in condom use education; 50.6%
(281/555) indicated interest in men’s discussion group on health and sexuality; 30.2%
(163/539) indicated interest in circumcision education; and a small percentage (6.4%; 34/518)
chose other and wrote-in answers such as “ARV [use]”, “abstinence”, “TB education”,
“importance of knowing HIV status”, and “seeking medical care”.

Those participants who answered yes or don’t know/not sure to question 21 were given a
scenario in question 23 where participants in a hypothetical research programme were asked to
give blood for anonymous HIV testing in a scenario where they would not get their test results
(see Figure 6.7, page 114). The item then asked if this was a research programme they would be
willing to take part in: “...would you be willing to give an anonymous blood sample as part of
research?” (Appendix 2.2, Question 23). While n=680 were eligible to respond, 594 participants
(87%) answered this question, and 86 (13%) were considered missing. Of those who responded,
72.0% (428/594) indicated yes, 13.0% (77/594) indicated no, and 15.0% (89/594) indicated that
they were undecided. As might be expect from the response to Question 21, there was no
statistically significant difference (P=0.674) between the overall survey population and those
eligible to participate in the Impilo Yamadoda phase 4 experiment. The high percentage of
survey participants indicating willingness to give blood as part of research may be due to the

prospective nature of these questions; intent to participate may not indicate future participation.

116



Sebastian S Fuller

Engaging young men in biomedical HIV prevention research: lessons from a community-based
study in rural KwaZulu-Natal, South Africa

Chapter 6: Survey data: descriptive analysis of Impilo Yamadoda participants

a. Likert-type scale

24. My participation in HIV prevention research helps to improve the health of my
community
OStrongly agree  OAgree  ONeutral ODisagree  OStrongly Disagree

25. 1 am more likely to participate in HIV prevention research if | am paid for my
participation
OStrongly agree  OAgree  ONeutral ODisagree  OStrongly Disagree

26. 1 am more likely to participate in HIV prevention research if | receive information
about how to maintain good health as part of my participation
OStrongly agree  OAgree  ONeutral ODisagree  OStrongly Disagree

27. 1 am more likely to participate in HIV prevention research if | receive health care as
part of my participation
OStrongly agree  OAgree  ONeutral ODisagree  OStrongly Disagree

28. | amtoo busy to take part in HIV prevention research
OStrongly agree  OAgree  ONeutral ODisagree  OStrongly Disagree

29. | do not know other men who participate in HIV prevention research
OStrongly agree  OAgree  ONeutral ODisagree  OStrongly Disagree

30. I think I will enjoy participating in HIV prevention research
OStrongly agree  OAgree  OINeutral ODisagree  OStrongly Disagree

31. There are ways to prevent becoming infected with HIV
OStrongly agree OAgree  ONeutral ODisagree  OStrongly Disagree

32. If I participate in HIV prevention research it is possible that people will think | have
HIV.
OStrongly agree  OAgree  ONeutral ODisagree  OStrongly Disagree

33. People in my community would like it if | participated in HIV prevention research
OStrongly agree  OAgree  ONeutral ODisagree  OStrongly Disagree

34. Some people claim that giving a blood sample as part of research can give you HIV.
| believe this is true.
OStrongly agree  OAgree  ONeutral ODisagree  OStrongly Disagree

35. | believe that only traditional medicine can effectively prevent HIV
OStrongly agree  OAgree  ONeutral ODisagree  OStrongly Disagree

Figure 6.8: Impilo Yamadoda phase 2 survey Likert-type scale questions

A Zulu language version of the 12-item Likert-type scale questions shown in Figure 6.8
(this page), was used to understand the motivations behind a respondent’s indication of

willingness to participate in research (or not). Likert-type scale data were analysed with the
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underlying premise that the four variables in each measure were similar enough to concepts in
the validated AIDS Health Belief Scale (AHBS) model that it was not necessary to retest
validity of each question within the measures separately (226). As discussed more fully in
methods chapter (section V a) the Zagumny and Brady AHBS sought to measure participants’
indicators for behaviour change in preventing HIV acquisition. The focus of the revised scale in
this study was on interest and motivations for involvement in health research, however the
structure and, to a lesser extent, the wording of the items used remained true to the original
scale. Testing the validity of these questions, and thus the validity of the overall scale, is beyond
the scope and purpose of this thesis, and so is a limitation of this analysis. However, a
Cronbach’s alpha test was conducted to assess the reliability of the scale, the results of which
are examined in this section.

Participants were asked to respond to each item on a scale from strongly agree to strongly
disagree, depending on how he felt about the statement (see Appendix 2.2, preamble to Likert-
type scale). Each of the 12 questions was scored between 1-5, with 1 the lowest and 5 the
highest correlation with the predicted response. The 12-items were then collapsed into three
measures: Perceived Individual and Community Level Benefits to Research Engagement
(hereafter, perceived benefits); Perceived Barriers to Research Engagement (hereafter,
perceived barriers); and Perceived Susceptibility to Acquire HIV Infection as a Result of
Research Engagement (hereafter, perceived susceptibility). Each of these measures was
comprised of four questions that sought to show different aspects of respondents’ perceptions
towards participation in HIV prevention intervention research. The resulting score of each
measure fell between 4-20 (as each question would have a score between 1-5), with 4 indicating
least and 20 indicating most agreement with the measure. A response of strongly agree to the
individual question “My participation in HIV research helps to improve my health in the
community” would be given a score of 5 in the perceived benefits measure, and so on. An
individual’s combined score of 20 in the 4-question perceived benefits measure would indicate

high importance of this measure in the decision to engage with research.
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In order to check the reliability of the scale, each item was inputted into a Cronbach’s
Alpha test. First including missing values and then excluding them tested the impact of missing
values on the analysis. There was no significant difference between the two tests. The results
shown in Table 6.10 (this page) use the Cronbach’s Alpha with missing values excluded from
the analysis. As can be seen, the test shows that the changes made to the scale, including

changes in the individual items and translation from English to Zulu, proved that this complete

scale is not reliably testing perceptions towards HIV research in this population.

Average inter-
Item-test Item-rest item

Item Observations | Sign | correlation | correlation | covariance Alpha
Q.24 624 + 0.60 0.50 0.14 0.58
Q.25 624 + 0.53 0.38 0.14 0.59
Q.26 624 + 0.66 0.56 0.13 0.57
Q.27 624 + 0.58 0.47 0.14 0.58
Q.28 624 - 0.35 0.15 0.16 0.64
Q.29 624 + 0.26 0.05 0.17 0.66
Q.30 624 - 0.59 0.46 0.14 0.58
Q.31 624 - 0.39 0.24 0.16 0.62
Q.32 624 - 0.27 0.05 0.17 0.66
Q.33 624 - 0.50 0.37 0.15 0.60
Q.34 624 - 0.43 0.23 0.15 0.62
Q.35 624 - 0.44 0.24 0.15 0.62
Test

scale 0.15 0.63

Table 6.10: Cronbach’s Alpha test for reliability of Likert scale, missing values excluded

While the entire scale is not reliable, questions 24-27, and questions 30 and 33 (see Figure 6.8,
page 117) show higher reliability than other questions (item test >0.5). Questions 24-27 were
originally conceived to form the previously defined measure perceived individual and
community level benefits to research participation; questions 30 (I think | will enjoy
participating in HIV prevention research) and 33 (People in my community would like it if |
participated in HIV prevention research) are, on face value, reasonable items to collapse with
the perceived benefits measure into one revised scale. When these six questions are used

together, the resulting scale scores acceptably high on the Cronbach’s Alpha test (Alpha, 0.76;
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see Table 6.11, this page). This revised scale was then used to measure participants perceived
individual and community-level benefits to engagement with HIV prevention research (Figure

6.9, this page).

Av. inter-
Item-test Item-rest item

Item | Observations | Sign | correlation | correlation | covariance | Alpha
Q.24 | 705 + 0.67 0.52 0.33 0.73
Q.25 | 705 + 0.67 0.47 0.31 0.74
Q.26 | 705 + 0.76 0.64 0.30 0.70
Q.27 | 705 + 0.70 0.55 0.32 0.72
Q.30 | 705 - 0.70 0.52 0.31 0.73
Q.33 | 705 - 0.59 0.38 0.35 0.76
Test

scale 0.32 0.76

Table 6.11: Cronbach’s Alpha test for reliability of Likert scale; high item correlations
including missing values

24. My participation in HIV prevention research helps to improve the health of my
community
OStrongly agree OAgree  ONeutral ODisagree  OStrongly Disagree

25. | am more likely to participate in HIV prevention research if | am paid for my
participation
OStrongly agree  OAgree  ONeutral ODisagree  OStrongly Disagree

26. 1 am more likely to participate in HIV prevention research if | receive information
about how to maintain good health as part of my participation
OStrongly agree  OAgree  ONeutral ODisagree  OStrongly Disagree

27. 1 am more likely to participate in HIV prevention research if | receive health care as
part of my participation
OStrongly agree OAgree  ONeutral ODisagree  OStrongly Disagree

30. I think I will enjoy participating in HIV prevention research
OStrongly agree OAgree  ONeutral ODisagree  OStrongly Disagree

33. People in my community would like it if | participated in HIV prevention research
OStrongly agree OAgree  ONeutral ODisagree  OStrongly Disagree

Figure 6.9: Revised Impilo Yamadoda phase 2 survey likert-type scale questions

Question 21, “would you be willing to take part in future HIV prevention education
research programmes for men?” was then used as an outcome variable to determine the effect of

the scale. As iterated above, this outcome variable was multivariate, and so a sensitivity analysis
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was conducted to determine treatment of don’t know/not sure responses. In addition, the
outcome variable contained a relatively large missing percentage (13.7%); a sensitivity analysis
was performed in order to test treatment of these missing values. These sensitivity analyses
consisted of implementing a logistic regression model against all variations in the outcome
variable (randomly assigning “don’t know” and/or “missing” to either ‘yes’ or ‘no’ responses);
there was no change in statistical significance between the models. After this sensitivity analysis
| determined that there was no strong benefit to using one version of the outcome measure
against the other. Because there was no significant difference randomly assigning ‘missing’ and
‘don’t know’ values in the models, the model was fitted with the original outcome measure,
which drops missing and don’t know values.

Logistic regression was used to determine if the outcome willingness to participate was
predictable using the reliable scale. The results of the logistic regression test on the revised scale
show that the scale is a statistically significant predictor (OR 1.18, P<0.001, CI 1.09 — 1.29).

STATA models of logistic regression exclude all cases where missing values are present
and the Cronbach’s Alpha test was run to exclude cases with missing values in the scale items
without accounting for missing values in the outcome variable. With this in mind, the new
scale’s reliability with the missing values in both the outcome variable and the scale items
(n=555) was tested to check if missing cases were skewing the results. As the outcome variable
was tested excluding missing values this is unlikely to be skewing the results of this test,
however, missing cases in the likert-type scale items may affect the results if they were not
missing randomly. The Cronbach’s Alpha test in Table 6.12, (page 122) shows a small but
likely insignificant difference (Alpha=0.75) when compared with the test excluding only the
scale missing cases (Alpha=0.76). Therefore we can be confident that excluding missing values
did not significantly alter the results and that the likert-type scale is an accurate predictor of

willingness to participate in research.
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Average
Item-test Item-rest | inter-item

Item Observations | Sign | correlation | correlation | covariance Alpha
Q.24 555 + 0.62 0.45 0.29 0.72
Q.25 555 + 0.68 0.46 0.26 0.72
Q.26 555 + 0.74 0.60 0.25 0.68
Q.27 555 + 0.67 0.52 0.28 0.70
Q.30 555 - 0.69 0.52 0.26 0.70
Q.33 555 - 0.60 0.39 0.29 0.74
Test

scale 0.27 0.75

Table 6.12: Cronbach’s Alpha test for reliability of Likert scale; high item correlations
excluding missing cases in scale and outcome variables

VII. Limitations

It should be noted that all completed questionnaires collected as part of the Impilo
Yamadoda survey phase (N=735) are included for this statistical analysis, while in calculating
process indicators such as acceptance rates they are not (n=709). Quality control checks were
done as survey administrators turned in the phase 2 survey forms; participation rate logs were
checked against the actual numbers of returned questionnaire and contact sheet forms. As a
result, reporting on the questionnaire and contact sheet participation rates was good overall:
questionnaire reported returns matched actual returns (96.5%, 709/735), and contact sheets were
even more accurately reported (99.0%, 538/543). However, the inconsistencies in reporting
resulted in 3.5% (709/735) of completed questionnaires excluded from the process analysis.
There was no discernable pattern to the inconsistencies in reporting participation rates so it is
likely that this is due to human error rather than purposeful false reporting.

Although all survey administrators were trained, they were still volunteers and so they
exhibited limitations that might not exist if professional research staff were used exclusively for
the survey administration. While several items show our data on the whole to be reliable and
valid, slight inconsistencies in administration (i.e., mistakenly skipping over items in the
guestionnaire) should be noted as a limitation of this dataset. With this in mind, wherever a

large percentage of missing values in a variable of interest were found, a sensitivity analysis

122



Sebastian S Fuller

Engaging young men in biomedical HIV prevention research: lessons from a community-based
study in rural KwaZulu-Natal, South Africa

Chapter 6: Survey data: descriptive analysis of Impilo Yamadoda participants

using a Chi Square test was implemented with a variable with few missing values (e.g., age) in
order to check against the possibility of skewed results. Wherever these missing values proved
problematic they have been presented previously in the chapter.

The use of a convenience sample for quantitative data collection and the reliability of the
resulting analysis of these results has been debated (245). However, the decision was taken
during Impilo Yamadoda protocol design that a participant sample recruited via community
volunteers providing valid findings for this exercise was more important than generalisable
findings (246). The results of the analyses show that the use of these data to describe this
particular population of participants is not compromised, although the purpose and limitations
of the generalisability of these data must be kept in mind. As this was not a random sample, the
findings may not be generalisable to the larger population (155, 246). The sample created here
was a convenience sample constructed purposely to recruit men who might be suitable
candidates for a biomedical HIV prevention intervention, and with the intention of knowing
more about those men specifically. As is demonstrated by this analysis, this aim was likely met
and the men in this community-based study may be unique to that of the general population of
men in the Hlabisa sub-district. Rather than describe the population of men in this area, which is
done more accurately with surveillance data such as that provided by the Africa Centre HSE,
data provided in this chapter provides insight to the population of men included in this research
study.

After a brief pilot of the survey, there were small changes made to the questionnaire.
These changes were mainly to the style and format of the questionnaire, however, the wording
of some items was also altered for clarity in Zulu. Several scale questions were reversed to read
as positive statements rather than negative ones (i.e., “l will not enjoy participation in HIV
prevention research” was changed to “I will enjoy participation in HIV prevention research”).
These changes were not seen to affect the validity of the earlier questionnaire and so were
included in the dataset and largely accounted for when entering the forms into the Access

database.
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VIIIl. Conclusions

The data presented in this chapter indicate that the survey population represents a subset
of the population of men within the study area. These men, mostly young, single, and un/under-
employed, may be more interested in health and health research engagement than that of the
general population. Men taking part in this survey indicated their interest in health education
and, in particular, HIV and STI education (68% and 55% respectively). Their interest in health
education is linked to their willingness to take part in HIV research via the strong associations
found in the Likert-type scale analysis. Willingness to participate was strongly associated with
perceived individual and community level benefits, including receipt of health education and
health care, as well as the belief that participation in research improves community health.

It is useful in the interpretation of these results to return to the context mapped out in the
chapters 2 and 3. The survey data shows that the men who form this survey participant group
are disenfranchised: economically and socially disadvantaged with low percentages of waged
employment and marriage. Being a ‘youth’ in South African demographic definitions ranges
from ages 16-35, well into the years that European and North American cultures would describe
as early adulthood. This is partially reflective of Zulu culture in modern society; for Zulu men
in particular, adulthood is an increasingly difficult status to obtain, with ownership of cattle,
one’s own home, and marriage, traditionally recognised as chief indicators of adulthood (124).
While the traditional societies within the Zulu homeland are changing, an idealised male
identity represented by baba still carries weight, as in many cases these men are the literal
fathers and grandfathers of our participants.

Social disenfranchisement is indicated not only through basic indicators of age, marital,
and employment status, but throughout the survey data. While many of the men in our
participant group report membership in social groups, more than half of them report

membership in a sports group, the social group associated with youth (247). In contrast, groups
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associated with men in higher status indicated by community law and disciplinary
administration such as the Traditional authorities was indicated by 4.3% of respondents. It is
telling that of those men who are unemployed, when asked what they do all day the largest
category of response was stay at home (45.8%; 125/273). More men indicated that they
disagreed or strongly disagreed with the statement that they were too busy to take part in health
research (43.2%; 307/711) than indicated the reverse (30.9%; 220/711).

The question could be asked as to whether it is surprising that these young men are
reporting interest in health research. These outcomes indicate that participants’ interest in health
and health research is related to their desire to make positive impact on themselves and their
community. Most men (88.8%; 642/723) indicated that they agree or strongly agree that
participation in health research improves the health of their community — the highest percentage
of agreement of any item in the Likert-type scale for perceived individual and community-level
benefits to research participation. It is of note that the items measuring individual and
community level benefits were the only ones to reliably measure participant views on HIV
research participation. This indicates that men may be interested in taking part in something that
has potential to improve their communities. What is not clear are the reasons these men have for
their interest in improving their communities. The Impilo Yamadoda phase 2 survey offered no
form of reimbursement for participation and still the majority of men indicated willingness to
participate in future health research studies. The question remains what personal stake men had
for involving themselves in a research project, beyond their beliefs that their engagement would
have positive impact on their communities.

At the beginning of this chapter it was proposed that the data from this survey analysis
will contextualise as well as aid our investigation of the factors that contributed to the
engagement of young men in Kwa-Zulu Natal in the Impilo Yamadoda: Men’s Health Study.
While the data presented here are not sufficient to fully explain these participants’ motivations
for engagement in health research, they do provide a foundation with which to outline this

investigation. With the descriptive analysis from this dataset we have found that these
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participants may be engaging in the Impilo Yamadoda study to have an opportunity to be
involved in something that will be helpful to their communities. These data show that it may be
important to focus specifically on community, rather than individual level benefits to research
participation, and to investigate which of these might factor strongly in the decision to engage
with research. The next chapter focuses on how the Impilo Yamadoda Research Partners
encouraged the men in their local areas to participate in the survey and furthers our investigation

of the factors contributing to the engagement of young men in Kwa-Zulu Natal in the Impilo

Yamadoda: Men’s Health Study.
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Chapter 7:
Research Partners: the process of implementing a strategic community engagement
method

. Introduction
This chapter focuses on the process of the strategic community engagement method to
encourage participation in the Impilo Yamadoda study. Investigation of what happened during
the Impilo Yamadoda survey implementation is central to the exploration of factors that
contributed to the engagement of young men in Kwa-Zulu Natal in the Impilo Yamadoda:

Men’s Health Study.

Il.  Methods

It has been said that studying process can shape a qualitative analysis (227), and this is
the case with the dataset presented below. This chapter will fully explicate the process of
research implementation that led to the data collected and analysed in the survey chapter
presented prior to this. This analysis will frame the next chapter, which focuses on Research
Partners’ experiences with implementing the Impilo Yamadoda survey explored in qualitative
interviews with Research Partners. Together chapters 7 and 8 will build a more complete
understanding of both the process and implications of working with lay community people to
engage young Zulu speaking men in rural KwaZulu-Natal, South Africa in the Impilo
Yamadoda: Men’s Health Study.

Two elements of the Impilo Yamadoda study are explored in this chapter: 1. a detailed
explanation of how Research Partner organisations and the volunteer Research Partners were
identified and recruited into the Impilo Yamadoda study, and 2. response rates of the Impilo

Yamadoda survey questionnaire and contact sheet.
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I1l. Identification and recruitment of potential Research Partner organisations

Potential partner organisations were identified using a variety of social science
community identification methods. The initial core project team: one Community Liaison
Officer, one research assistant, and the Project Leader (myself), worked with both internal
Africa Centre departments and external organisations to locate potential research partner
organisations. Oversight of this process was given by the Principle Investigator. Internal
departments: the External Relations, Community Liaison, and Research Support Unit, all
provided the project team with information that was used as a foundation for our identification
process. Africa Centre resources also included various previous and on-going research
programmes [e.g., Microbicides Development Programme (MDP 301); Africa Centre Youth
Engagement Programme (YEP)], and the Africa Centre Community Advisory Board (CAB), all
of which provided insight into potential organisations’ suitability. External organisations
consulted during this process chiefly comprised local South African government offices, such as
the Mtubatuba and Hlabisa Municipality offices, and the local Department of Social
Development. Formal and informal meetings and programme presentations by the Impilo
Yamadoda research team to individuals within these stakeholder organisations led to
identification of several organisations that were contacted for possible research partnership.

As the Impilo Yamadoda study protocol stipulated that the research study was primarily
interested in the process of engaging men in biomedical research the protocol did not stipulate
the necessity of a representative sample of partner organisations from within the geographic
bounds of the study area (18, 154, 246, 248). However, the locations of potential partner
organisations were mapped out by the research team and special effort was made to seek out
organisations in under-represented areas within the sub-district. This was done primarily
because inclusiveness in partnering organisations was theorised to foster good will towards the
study within the targeted communities, and so was part of the strategic community involvement

method developed for the study (196, 223).
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The Impilo Yamadoda protocol delineated that the initial goal for the project was to
identify local organisations and then assess willingness and capacity to partner with the research
project. Of particular interest was to find if there were local organisations with the capacity to
recruit volunteers who could administer a short health survey with their male colleagues and
peers. Further, the identified organisations would be expected to host aspects of the
experimental phase, including bio-specimen (blood) collection.

As large employer organisations have pre-existing infrastructure including occupational
health offices, the principle investigator theorised that our research would intersect with large
organisations’ health-related needs and thus these employers would welcome partnership. This
theory was informed by the knowledge that at the time of the start-up for the project (early
2009) several local employment organisations had recently approached Africa Centre seeking
assistance in the form of HIV prevention education programming for their employees®.

Excluding Africa Centre, there are six major industry employers, [agriculture (n=3),
energy (n=1), and mining (n=2)], in and around the Hlabisa health sub-district, four of which
house workers within the study area. Additionally, there are two large provincial wildlife
reserves, a World-Heritage Wetlands site, and dozens of small private game lodges, all of which
employ a variety of skilled and semi-skilled staff within the study area and or the near-
surrounds. All of these large organisations and many of the smaller employer organisations
were identified at the outset as potential partner organisations.

With the understanding that smaller organisations have access and insight to the Impilo
Yamadoda target population, we did not fail to seek these organisations out. The literature
reviews in chapters 3 and 4 show that community based organisations have often factored in
community development work because of their interest and involvement on the local level (196,

223).

% Personal correspondence, Rhana Nackier, Head of Research Support Unit, and Mbongiseni Buthelezi,
Head of External Relations, Africa Centre for Health and Population Studies, 2009.
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Potential partnering organisations were identified as eligible if they had a strong
connection or constituency with young Zulu speaking men; however, Research Partner
organisations did not have to be led by members of the target population (i.e., Zulu-speaking
men aged 18-35) in order to be considered eligible. Implied within the project protocol was that
Research Partners, who comprised volunteers from within the partnering organisations, should
be as close to being members of the target population as possible. This followed as we were
interested in an engagement process mirroring collaborative community development practice;
as Goodenough states, the more activities that are engaged in collaboratively, the better a sense

of ownership the participants have over the project they are working towards (206).

a. Contact with potential Research Partner organisations

After the initial identification process, the study team worked to establish contact with
potential Research Partner organisations. The process used to contact these organisations was
systematic in order to ensure that the research team employed every possible method of contact
to include interested organisations. Contact with organisations was on going through a four-
month period, with most Research Partner organisations identified by the end of the third
month. The results of the attempts of the research team to maintain on-going contact with
organisations were varied. However, there was no organisation contacted that explicitly refused
to participate in the research project. Passive refusal was determined as failure to return or re-
establish contact. If it was determined that the organisation was not interested there was a last
attempt to contact, (via voice message, email, or letter), with the message that we would no
longer attempt to contact their organisation but remained open to contact by them, should they

decide to contact the research team for further information.

b. Capacity assessment of potential Research Partner organisations
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After initial contact had been made to assure organisational interest in the research
programme, capacity for partnership was assessed via questionnaire (Appendix 3.1). The
capacity assessment questionnaire sought to record number, gender, and age composition of
personnel. In addition, operating hours of the potential partner organisation was collected, as
was their previous experience collaborating with other agencies and previous experience with
research. The study research assistant spoke either in person or over the phone with a
representative from each potential Research Partner organisation to administer this assessment
and gauge their level of interest in partnering with the Impilo Yamadoda study. Most potential
partners noted little or no organisational or personal experience working with researchers and
had few personnel within the organisation.

Through our fieldwork we found that the dozens of small community based organisations
(CBOs) within the study area were often managed and facilitated by a small number of highly
motivated individuals, most of who have a fundamental interest in improving their
communities. Despite their lack of research experience these organisations can be seen as
having ideal members to partner with as they are already working to motivate their peers in the
communities they live and work within. As a result, rather than using the assessment
guestionnaire results as an inclusion/exclusion tool these data were used to assess the baseline
training requirements for the volunteer team. As a result the principle investigator and | decided
to work with all previously contacted organisations that sent volunteers to the Research Partner

training; this became the new inclusion criteria for partnership.

€. Research Partner training
All Research Partner organisations that were identified and assessed in the initial
community engagement phase were asked to provide 2-4 volunteers as representatives to
become Research Partners. The number of volunteers was determined by the size of the

organisation; larger organisations were requested to have up to 4 representatives, smaller
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organisations a maximum of two. The smallest CBOs had one representative each due to the
fact that these individuals are, in many cases, the main catalysts of their organisations and/or
there were no other eligible members to send. Volunteers were invited to Africa Centre for
training; it was after this training that the Research Partner identification was complete and the
study team knew for certain who the team of volunteers was.

Impilo Yamadoda is not the first research project to use lay community members to
administer research. It must be recognised that while the topics of the training offered to our
volunteers were considered best practice recommendations for training of lay community
members in research administration and research literacy, the length of the training was not
(224, 249, 250). While it was intended that | oversee the training programme and its adherence
to best practice recommendations, | was unable to return to South Africa to oversee Research
Partner training due to visa processing delays. The principle investigator then remodelled the
Research Partner formal training programme to meet the project’s budgetary and time
constraints. As a result, formal Impilo Yamadoda Research Partner fieldwork training was a 6-
hour training that included a basic overview of the purpose of the study, ethics of recruitment,
confidentiality, and training survey instruments (questionnaire and contact sheet). In addition, as
was requested by the participants, a basic HIV education component was added to the training.
The training was delivered by the Impilo Yamadoda research assistant and community liaison
officer. After the training programme all Research Partners completed an evaluation form. The
form used was supplied by the Africa Centre community liaison office and has been used in
trainings at Africa Centre.

While the formal training was limited, there were several opportunities to provide
Research Partners with informal training throughout phase 2 survey implementation. Initial
informal trainings were participatory sessions where the research team led discussions of project
goals and Research Partners came forward with spontaneous suggestions to locate and recruit

men to the research. In addition, each time the survey was administrated in collaboration with
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the study team or completed survey instruments were returned, the project research assistant
met with Research Partners to provide practical advice and correction.

The Research Partner training sessions were assessed by me through use of qualitative
data collected through informal interviews with the Impilo Yamadoda study staff, completed
training evaluation forms (Appendix 3.2), and formal Research Partner in-depth interviews

(IDIs).

IV. Results of Research Partner organisation recruitment
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Figure 7.1: Partnership comparison, by types of organisations approached

As we have seen from the discussion in chapter 4, communities are made from dynamic
networks of individuals and membership in a community is dependent on shared activity, or, the
process of ‘doing’ (performing) culture at a specific point in time (104, 206, 211). The more
often activities are shared, the deeper a sense of identity those participants will feel towards
others in their group (206). From this premise it was clear that the organisations partnered with
the research study must be integrated within local communities of men. More than 48% (n=12)
of organisations identified as potential Research Partners were small CBOs: six private
employers, two public sector employers, one faith based organisation (FBO), and three non-
governmental organisations (NGO) were identified (Figure 7.1, page 133). In comparison, those

organisations that showed willingness to participate, as assessed by sending representatives to
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the training, were comprised of 80% CBOs (n=12). One FBO, one public sector employer, and
one private sector employer were also included (Figure 7.1, page 133).

Slow start-up with larger organisations was mostly a result of strict hierarchy within the
organisations and our own lack of familiarity with their processes of communication. Heads of
organisations were typically difficult to reach yet essential to ensuring long-term success; heads
of organisations acted as gatekeepers for the people who would be working with us directly on
the project. Securing partnership with large organisations involved numerous meetings: a
typical structural example was with the local branch of the South African Democratic Teacher’s

Union (SADTU) (see Figure 7.2, this page).

SADTU
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Figure 7.2: Example of Informal Contact method: South African Democratic Teacher’s Union
(SADTU) contact flow
In the case of SADTU (Figure 7.2, this page) informal contact was first made with a
young man in the organisation who was interested in our project. This contact then worked to
secure a meeting for the research team with the local executive branch of the organisation. After
the research assistant presented to the executive branch and was given a favourable response we

presented the project at another meeting to the members. Finally, the most interested members

134



Sebastian S Fuller

Engaging young men in biomedical HIV prevention research: lessons from a community-based
study in rural KwaZulu-Natal, South Africa

Chapter 7: Research Partners: the process of implementing a strategic community engagement
method

in the executive branch worked to identify and contact men who were willing and able to work
with the Impilo Yamadoda team. This process was very time consuming considering that each
step took one week or more to complete; the SATDU contact process took 5 weeks. Added
missteps such as necessary rescheduling or adverse events happening within the partner
organisation (e.g., personnel or familial deaths, holidays, changes in organisation leadership)
and time spent in recruitment can become even further extended.

Conversely, smaller organisations with fewer personnel, and thus less structure, were
substantially easier to establish working partnerships with. With small organisations we often
met with the leaders of the organisations directly. In nearly every case, these same men were
willing and eligible to work with us as Research Partners themselves. Contact with these

organisations was followed up via direct calls to the men who became our Research Partners.

V. Research Partner training outcomes

Men that were identified as volunteers by the Research Partner organisations were invited
to participate in one of two identical Research Partner trainings. The methodology behind that
training programme is described above (section IlI, c).

At the end of these training sessions, assessment forms designed by the Africa Centre
training team were given to Research Partners (see Appendix 3.2) Analysis of these forms
provides limited data: most Research Partners reported that they “greatly enjoyed” the training
and the few that responded to the “suggested improvement” section asked for a longer training
session. In addition to the probable acceptability bias of these reports, the training was
conducted entirely in Zulu, yet the assessment forms were designed and completed in English.
The limited English literacy of the Research Partners may undermine the reliability of the
assessment forms.

Directly following the formal Research Partner training sessions, | returned to South

Africa and the core research team contacted the volunteers to begin planning survey
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implementation. In order to compensate for the majority of volunteers with no previous
experience in research administration and limited formal training session, I planned in-service
training and direct observation sessions of survey implementation. Research Partners were first
instructed that they must come to the research team with their ideas for when, where, and how
gatherings of men could be arranged for survey administration. Research Partners planned these
survey administration events in collaboration with Impilo Yamadoda staff. As part of this
collaboration, it was expected that the study grant would provide a small amount of resources if
any were needed to assist the process. In turn, the Research Partners were expected to provide a
community space and potential participants for these events. At this time there was no monetary
payment planned for the Research Partner volunteers or their organisations.

It was required that all Research Partners be observed administering the survey before
they would be given a packet of questionnaires and contact sheets to administer to men on their
own. Acknowledging the limits of the formal training programme and relative inexperience of
the Research Partners, the intent of this direct observation was to provide a slow start-up to
increase the volunteers’ capacity and competence with the work. The research team attended
subsequent and larger survey events in order to assist with survey implementation on a case-by-
case basis.

Initially the research team found it necessary to provide potential dates for all observed
survey events. In a few cases, Research Partners told the team to come at “any time” to meet
with men in their communities only to find poor turn-out on arrival; after probing the
circumstances around the issue it was found that the volunteers had felt reticent to impose on
the researchers’ schedules. Despite this, in most cases Research Partners were able to
successfully organise a small group of his constituents as potential participants. At these initial
events Research Partners both participated and observed the research assistant as he informed
the small gathering about the project, and administered the survey and contact sheet to those
who were willing to participate. After all participants were attended to, the research assistant sat

with the Research Partner and checked the survey and contact sheet forms he administered.
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During these quality control checks the research assistant initiated informal discussion about the
event itself; how did the Research Partner feel about administering the survey? Recruiting the
participants? Was there anything that he felt could be improved upon? These informal feedback
sessions were primarily meant to increase Research Partners’ self-efficacy in research
administration. In addition, the research assistant and community liaison officer listened to
Research Partners’ setbacks and successes, as part of an iterative process to improve the quality
and delivery of research training to the Research Partners.

Research Partners who participated in the observed survey administration exercise were
considered “active’ while those who did not, ‘inactive’. More than half of the trained Research
Partners were active during the research collection (54.5%). In all cases Research Partners who
were inactive were unable to meet the requirement of a directly observed survey implementation
event. It is unclear if these volunteers would have found time to administer the survey at their
leisure if this requirement was lifted; however, it was felt that the in-service training made
possible via the observed survey event would improve data quality significantly enough to
warrant this as an exclusion criteria.

When analysing the breakdown of active versus inactive Research Partners in survey
administration (Figure 7.3 page 139), the only public sector employer Research Partner
organisation was eliminated from the group. The private sector employer who sent four
volunteers to the training was reduced by 50% as only two were active, while 3 of 4 volunteers
the faith-based organisation (FBO) sent were active; nine of 12 volunteers based in community-
based organisations (CBOs) were active in survey administration. It is highly likely that this
self-selection process allowed the research to move forward with a volunteer team who were
both willing and able to administer the survey, and so was a key factor in the success of the

Impilo Yamadoda survey.
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V1. Phase 2: survey administration process outcomes

Survey implementation was conducted between October 2009 and February 2010 with a
two-month break in-between while changes were made to the survey instrument. During this
break there was also a key staff change; the lead research assistant left the project and a new
research assistant was recruited and trained.

Phase 2 survey implementation took twice as long as anticipated due to these delays;
however, in actual days/returns, the results exceeded expectations. The Impilo Yamadoda
protocol delineated an expected n=300 (< 6 weeks; 7/day) while N=735 (8.14 weeks; 12.9/day)
were returned; 74% (543/735) of survey respondents agreed to leave contact information for
inclusion in future research. There were several times where Africa Centre fieldwork staff
and/or the research assistant were called in to assist the Research Partners with survey
administration. Specific times when Africa Centre fieldwork staff were employed were times
when there was a survey event where not enough Research Partners were able to come to the
event to handle potential participant demand (e.g., a football match). The Impilo Yamadoda
research assistant administered surveys alongside a Research Partner during the observed survey
administration exercises. Research Partners collected the majority of survey questionnaires and
contact sheets (Figure 7.3, page 139), and more importantly, were the only individuals

responsible for bringing potential participants to survey events.
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Figure 7.3: Comparison of recorded questionnaire (N=709) and contact sheet (N=538) returns
by Research Partners and Africa Centre fieldwork staff
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As can be seen in Figure 7.3 (this page), in comparison to Research Partners (RPs), Africa
Centre fieldworker staff (FWs) had higher rates of acceptance to both the questionnaire (RPs:
66.3%; FWs: 82.5%) and the contact sheet (RPs: 74%; FWSs 91.2%). It is unclear if these results
are correlated with the higher level of training and experience the Africa Centre fieldworkers
had, or if this indicates that community members have lower acceptance of peer-led health
related research administration as compared to professionally trained fieldworkers. In order to
uncover the effect of Research Partner training on Impilo Yamadoda survey acceptance,
participation rates over time are juxtaposed with the amount of training Research Partners
received.

During the survey administration process Research Partners returned completed survey
materials to the research centre. While the Research Partners were at Africa Centre with their
survey materials, the data was checked for consistency and the Research Partners were
informally given further training. Those Research Partners whose participation rate logs
indicated low levels of acceptance (below 70%) of the survey and or the contact sheet were
asked about their contact methods and given advice by the project research assistant. Thus in
examining survey acceptance in relation to Research Partner training, it could be expected that
an increase in training over time would be correlated with an increase in participant survey
acceptance. However, just as the data from training sessions are not valuable assessment tools,
process outcome analyses from in-service training give unclear results. Participant acceptance
of the questionnaire and contact sheet shows no clear trend over time. These results suggest that
there was no correlation between participant acceptance of the survey and increased Research
Partner training over time. As Research Partner administration training may not have influenced
survey returns, further review of this process data may hold insight to influences on participant
acceptance.

As has been discussed in the survey data chapter, geographic location may influence
participant involvement. Therefore it is important to review the survey process data to see if

there are correlations between geographic distribution of recruitment and participant acceptance.
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When looking at the geographic distribution of phase 2 survey data collection, we can see that

there are variations in acceptance rates among different geographic area types (Figure 7.4, this

page).
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Figure 7.4: Geographic distribution of survey acceptance rates overall using unadjusted
participation rate log

Looking at questionnaire acceptance rates, those working in the sparsely populated ‘rural’ areas
had a higher overall acceptance rate (78.45; 335/427) than those in “peri-urban’ townships or the
‘urban’ town centre. This might be expected as a high percentage of rural areas covered in the
survey implementation are outside of the Africa Centre Demographic Surveillance Area (DSA);
men in the sub-district outside of the DSA have had little opportunity for inclusion in Africa
Centre research activities and so might be more enthusiastic to become involved.

Another point to be made is the response rate in peri-urban areas: while participation rate
to the questionnaire was lowest overall in peri-urban areas (54.90%; 185/337), those that did
agree to participate were most likely to agree to complete the contact sheet (85.95%; 159/185).
This may indicate different tactics for recruitment being used by survey administrators in peri-
urban areas, or, it may suggest that differences in geographic areas within the male population

of the sub-district may necessitate different recruitment techniques. This will be explored
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further in the next chapter, which presents qualitative data from interviews with the Research
Partners.

While most Research Partners decided to administer their allotted surveys alone, during
work or personal time, there was one notable exception. One Research Partner, Njabulo,
decided to organise a community football tournament in collaboration with the research team.
This community survey event was originally planned as a one-day event with four teams and
became a two-day event with 16 teams. This two-day event resulted in 17.4% of the total
completed questionnaires and 19% of the total completed contact sheets during the survey
period. Four Research Partners, five Africa Centre fieldworkers, and the project research

assistant administered the survey to men observing and participating in the tournament.

VII. Conclusions
This chapter focused on the process of the strategic community engagement method to
encourage participation in the Impilo Yamadoda study. In order to frame this process we began
with an overview of how the Research Partner organisations were identified, as well as the
training protocol for the individuals who became the Impilo Yamadoda Research Partner team.
The cyclical process described as part of the Research Partner organisation identification
exercise helped to give as much variability as possible in partner organisation selection.
Although this was not necessary as part of the Impilo Yamadoda protocol, it was important in
order to remain in keeping with the theoretical underpinnings of this strategy: inclusiveness in
identifying and approaching partnering organisations was thought to foster good will towards
the study within the targeted communities. This was the first formal move towards the iterative
creation of the strategic community engagement method utilised in the Impilo Yamadoda study.
All organisations that accepted the offer of partnership were invited to send

representatives to a formal training meeting at the Africa Centre site. Many organisations that
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accepted the offer of partnering with the Impilo Yamadoda study were small community-based
organisations (48%). Those that were able to send representatives formally became Research
Partner organisations. Most of these (80%) were CBOs, which was initially surprising given
larger organisations’ prior requests for training and other non-monetary resources from Africa
Centre.

After an organisational assessment it became clear that most Research Partner
organisations and their representatives had very little, if any, experience with research. No
volunteer had previous experience of research implementation. To meet the needs of the
Research Partners, and to improve the quality of research collected, it was decided that
volunteers be directly observed administrating the survey with participants prior to being given
packets of surveys to implement on their own. The intent of this direct observation was to
provide a slow start-up to increase the volunteers’ capacity and competence with the work. This
shared activity between the Research Partners and the core project team allowed the partnership
between researchers and the volunteer team to have meaning, and as such was essential to the
strategic community engagement method (206).

In order to better understand the survey uptake data from the phase 2 survey
implementation were presented, including recorded returns of the survey questionnaire and
contact sheets. While Research Partners were able to recruit large numbers of participants to the
Impilo Yamadoda survey phase, in comparison to Africa Centre fieldworker staff (FWSs), the
FWs had higher rates of acceptance to both the questionnaire (RPs: 66.3%; FWs: 82.5%) and
the contact sheet (RPs: 74%; FWs 91.2%). After analysing these data to uncover potential
correlations between acceptance rates and training time and location, no clear correlation with
either of these was found.

Despite the higher uptake of survey questionnaires and contact sheets by Africa Centre
fieldworkers, it is clear that the strategic community engagement method used to involve men in

the Hlabisa sub-district to the Impilo Yamadoda study encouraged the engagement of men in the
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survey phase. The next chapter will present and discuss qualitative interviews with a sub-set of

the Research Partner volunteer team in order to more fully explore the findings presented here.
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Chapter 8:
Research Partners part 2: qualitative data exploring the process of a strategic community
engagement technique

l. Introduction

The decisions the Research Partners made when implementing the Impilo Yamadoda
survey form one set of data, and how they discuss their involvement form another. Further
deepening these data are field notes: a classic ethnographic technique with the researcher as
participant observer. While these data are useful to look at independently, when analysed
together these data serve to create rich description of an event. The data presented in the
previous chapter will help to contextualise the qualitative data presented in this chapter. While
the interview data presented here serves more to describe the Research Partners and their
organisations, rather than the participants, when looked at empirically participants and Research
Partners share many of the same characteristics. This is neither accidental nor incidental:
Research Partners were recruited based on their associations with the target community (i.e.,
Zulu-speaking men aged 18-35). This relates back directly to the theoretical premises described
in chapters 3 and 4, and specifically to the theories of Goffman and Goodenough, where the
emphasis is on performed behaviour and how it relates to identity, and behaviour change as an
activity performed by communities (104, 206).

In chapter 7 we discussed how an essential aspect of the strategic community
engagement method was working with small community based organisations which were
connected to communities of young men in their communities. In addition, the shared activity of
directly observed survey implementation strengthened the feeling of partnership between the
Impilo Yamadoda research team and the Research Partners. These aspects of the strategic
community engagement method are further examined for their importance in their contribution
to the engagement of young men in Kwa-Zulu Natal in the Impilo Yamadoda: Men’s Health

Study.
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Il.  Methods
Main themes Sub themes
Perception of self in relation to | Work, volunteering & Family life: how spend time
others Same/different than others
Research Literacy (Research Perceptions of research
Partners) Experiences with Impilo Yamadoda study
Research engagement Barriers to recruitment
(participants) Ideas of how to increase participation in research

Table 8.1: Main and sub themes across Research Partner interviews

A grounded theoretical framework shapes this analysis through an examination of the
biographical, social, and practical experiences of the Research Partner team, as described in
interviews and field notes. The theory used here is rooted in the specific definitions of culture
and community discussed in Chapter 4.

Analysis of the qualitative interviews has formed the way this chapter is presented. Field
notes from survey implementation events and data from in-depth interviews are compared with
the empirical outcomes described in the previous chapter and Research Partners’ own reflection
of events.

Data from 6 in-depth interviews with Research Partners were conducted. | took all field
notes during directly observed survey implementation events and in-depth interviews. In-depth
interview transcripts were treated first as individual case studies and then categorised and coded
to interpret themes between cases. Field notes were matched to specific Research Partner
interviews as a supplemental dataset. After individual interviews and field notes were analysed,
transcripts and field notes were re-read and further coded to bring forward similarities and
differences running through the entire dataset (see Table 8.1, this page, for list of themes found
between cases).

In the main body of this text, Research Partners and whom they represent will be

presented through qualitative data consisting of in-depth interviews and field notes collected
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during participant observation. The resulting qualitative analysis describes the Research
Partners’ motivations and experiences with the implementation of the Impilo Yamadoda project.

All pseudonyms are unique to the individuals they represent; i.e. the Research Partner
“Njabulo” quoted here is referring to the same Research Partner “Njabulo” described in the

previous chapter.

I1l. Descriptions of Research Partners
The importance of shared activity to a feeling of community is clear on the individual
level when examining Research Partners’ self-description of their daily activities. Knowing
whom he shared his daily life with and what activities he partook in results in an understanding
of the Research Partners’ point of reference within his community. It is then of little surprise
that data from in-depth interviews uncovered deep descriptions of self. Research Partners wove
descriptions of themselves by aligning or opposing themselves to the men in the communities
they were researching; personal identity was illustrated by placement of the self into the social
sphere.
Many Research Partners who were interviewed choose to explain their own identity by
explicitly describing themselves as different, or implicitly as superior, to other men in their
communities.
What was striking in Simphiwe’s interview was the passion with which he spoke
about his role in educating his peers. Simphiwe’s story of being orphaned at a
young age and subsequently taking on the responsibilities of head of household
seems to feed into his narrative of himself as caregiver to the larger community of
his peers.
— Field notes, interview with Simphiwe

Research Partners such as Simphiwe, above, clearly delineated themselves as different from

their peers, explaining this through a dialogue of not only doing more than others to help their

communities, but also through descriptions of what they “do not” do. These men discussed not
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participating in what they describe as popular but destructive activities, and not understanding
the actions and/or motivations that leads their peers to engage in problematic behaviours:
They are not really interested in things that concern their health, they prefer

nightlife and going to taverns, | don’t know what causes that.
—  Simphiwe

You see there was a time when one of the [men | work with] said he wanted to visit

me, and then | said, “Besides work, what else would we talk about if you visit me?”

Because | know that | do not - | do not drink, | do not smoke...

- Mbongiseni
By placing the behaviours of smoking, drinking and going to taverns in the context of
something they do not do, these Research Partners place their own behaviours implicitly as
healthy and/or health promoting. Rather than looking at these statements simply as a dialogue of
being out of place in the peer group, when looked at with the lens of this specific cultural
context in this point in time, they become value-laden descriptions of the participants. In
particular Mbongiseni’s statement: “I do not drink, | do not smoke...” works to embed meaning

into his deeper dialogue later in the interview, in his discussion of why he does not consider

himself to have friends:

No, it’s not that I feel no need to have a friend or it’s just because I’m too busy. Let
me say ... at work, you don’t have to trust anybody, you see? ... So now, eh, you
see sometimes people let you down... for many reasons that are not known to you.
— Mbongiseni

Failing to have a complex support network of extended family and friends is virtually unspoken,

yet Mbongiseni is forthright about explaining his lack of friends during his interview.
[The research assistant] seemed shocked by Mbongiseni’s declaration that he does
not have friends. His inability to hide a reaction to this statement leads me to think
that this is something a Zulu man would not normally admit to. At two separate
points after this [statement] Mbongiseni again took up the topic of friends,
discussing how many people consider him a friend, telling him their troubles, but
again he emphasised that he does not share those same feelings for them.
- Field notes, interview with Mbongiseni

When examining his interview further, the emphasis Mbongiseni placed on his status as both

married and a waged employee stands out. As explained in the previous chapter, having waged
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employment placed him in a different and implicitly higher social status than the majority of the
survey participants. Describing his peer group as ‘less-than’ explains away his lack of a peer
network: one cannot be a peer if one is not equal. Additionally, his self-description as a
teetotaller combines with his reference to himself as a member of his church’s elite, both of
which are valued cultural currency in this area. All of these combine to form his self-depiction,
serve to countermand his lack of friends, and in total place him above other men of his age
within his community’s hierarchy.

In contrast to those exemplified above, some Research Partners wove images of
themselves as similar to their peers when discussing one topic, and then different in other
instances. These interviews illustrate the fluidity of Research Partners’ views of themselves in
relation to others, depending on the given social circumstances. These men are depicting their
identities as part of a dynamic process within the communities they reside in. If personal
identity is internalisation of a reflected social identity, then identity is necessarily fluid; social
identity is conditioned on action and those actions are valued in the reflections of the
individuals who witness or perform them, (or choose not to) (104, 206). Simphiwe illustrates
this dynamic process in his description of his peers as “clueless” and inexplicable in some
sections of the interview, while describing these same peers as capable of making rational
decisions based on information in other sections.

I saw when | was still at school, the people who were and still are supported by
their parents... the majority of them are excessive drinkers and don’t like going to
school. These people get everything they want, and yet they are wasting their lives

on useless things. ... Just looking at what happens, they are clueless about a lot of
things.

I think if you told them beforehand, how the research will benefit them and their
communities, and that it will be passed to the government to help them, then they
will be more willing to take part in research programmes.
- Simphiwe

Community members are thus able to take on a multi-dimensional role, much the same as

Njabulo describes himself below as both ‘involved/different’ and ‘uninvolved/the same’ at
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different times with the same social group. In the first excerpt (below), Njabulo describes
himself as much the same as his peers:

...because I’'m unemployed, | just sit around with the other guys from my

neighbourhood, my friends. We just sit around doing nothing much, those are the

people that | spend most of my time with.

- Njabulo
In this instance “doing nothing much” is a shared activity. Yet, when pressed to describe his
daily activities, we find that Njabulo volunteers in several organisations within his community.
He describes multiple attempts to start youth projects, specifically to curb their temptations to
turn to crime amidst an atmosphere of boredom and apathy. Njabulo is a local football coach,
and while he did not generate the highest approval rating for the survey implementation itself,
he did manage to organize a football tournament that generated the most questionnaires and
contact sheets of any Research Partner during this phase. In his in-depth interview he describes
how he was able organise this event as well as to have 81% of the men he asked complete the
guestionnaire and 67% of men asked complete the contact sheet:

...maybe that’s why most of the people found it easy to fill in these forms with me,

because I’m usually involved with some community project.

- Njabulo
Comparing his reported level of activity with that of the survey participants described in chapter
6, it is clear that he is not the same as many of the men in his community: Njabulo’s
membership in multiple community groups focused on community development activities sets
him apart. Field notes from the football tournament corroborate the disjuncture between his
actual activities and his self-description:

Njabulo seems both active and aloof... while he doesn’t seem to have a designated

job in his role of tournament organiser and coach [his team is not playing], he

chooses to mingle with the coaches rather than the Impilo Yamadoda study team,
which other Research Partners are doing.

Others have chosen to work in teams while Njabulo seems to focus more on the
event and the community members as friends rather than as potential survey
participants. ... Njabulo disappeared during the closing remarks, even after | had
asked him to stand up to acknowledge his role as organiser.

— Field notes at football tournament
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Regardless of the incongruence between described self-identity and observed social identity,
like the rest of the Research Partners, Njabulo’s influence within his community is undoubted.
The football tournament would not have been a success without Njabulo’s knowledge of the
men in the community he lives and works in. As Njabulo says, his involvement in community
activities itself generates trust in him.

All Research Partners that were interviewed either explicitly or implicitly emphasised
their influence in their communities. Several Research Partners highlighted their influence
through a dialogue of the importance of being ‘known’ and trusted in the community to
facilitate participant acceptance to the research:

I think what helped, in most cases, to get people to take part in the research, was
that they knew us as part of the community ... which made it easier for me to talk to
some people, you see?
—  Simphiwe
Yes, | saw that | was skilled enough to go out, and also | am used to dealing with
and mobilising the youth. So that is why | didn’t have any difficulties.
- Sipho
In addition, Research Partners discussed that their role in their organisations facilitated this trust
and gave opportunity to recruit men to the survey.
... my bag was always with me because | used to go survey with it at work. So after
work my bag also goes with me so... there and there | get the men.
- Richman
Ya, sometimes some of them they go to my office to visit some of the — to ask
something, and then we ask about the survey... They go straight to me to ask
something, and then in that time | use the chance to ask [if they will participate in
the] Impilo Yamadoda survey.
- Armstrong
In these interviews, ‘work’ is mostly described through descriptions of the survey process

as well as through the duties they perform for their organisation, while ‘trust’ is described as

earned through previous work on community development projects.

First of all... if you are working with the community, or you are working with
somebody, first they are going to trust you. If they trust you, it is so easy [for them]
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to do something for you. If they never trust you... then nobody will be a part of

what you are doing.

- Armstrong
In the above quote, the concept of shared activity denoting membership in community is
deepened to include a sense of trust. According to Goodenough, work in groups creates the
sense of trust and shared values that community affiliation is based upon: “By working in
groups, even on tasks that require no cooperation, they reinforce in one another the values they
individually associate with their work” (206). Conversely, an unknown person is not to be
trusted, as his/her motivations cannot be predicted:

I’m just a guy who enjoys talking with different people, because you never know if

you’ll need help from a person. In Zulu they say unyawo alunankumbulo, which

means you can meet up with a person anywhere your feet take you. Since we are

men we travel a lot and you never know one day | might end up being your brother

in law... and | know that I won’t have any problems because we have already met.

- Njabulo
Trust is inherently earned through observable practice; the level of trust achieved in the
community does not seem to be contingent on whether the man himself feels different or similar
to his peers but rather his actions towards others. These individuals have high potential for
influencing social change through their trusted status in their communities, which, in this case
translated to creating positive impressions of research within their communities.

If community change comes about partially via individuals with high levels of trust and
knowledge of their communities, then the success generated by the Research Partners in survey
administration, in retrospect, is expected. However, as we discussed earlier, (chapter 4) trust in
individuals alone is not sufficient to create social change (196, 206). We have learned from
collaborative community development work that successful collaboration between supporting
partners and key community members is necessary to create a dynamic of change within a
community (196, 198, 199, 206). In the role of the supporting partner, the research team was

tasked with creating a platform for the needs of both the research team and the Research Partner

volunteers’ needs to be heard and addressed. The way this was done during the Impilo
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Yamadoda project was first through a formalised Research Partner training session, as discussed
in the previous chapter.

The lack of experience on the part of Research Partner organisations, particularly small
CBOs, was reflected in in-depth interviews; only one Research Partner interviewed discussed
previous involvement with an “Africa Centre project”. This Research Partner reflected
positively on his prior experience and cited it as a reason for his involvement with the Impilo
Yamadoda study:

Impilo Yamadoda was not the first project which Africa Centre wanted to engage
the community in ... Africa Centre ran a project similar to Impilo Yamadoda
...that project concentrated on men who played soccer, you see. ... It taught us
about life, and how we should behave ourselves as soccer players, [and taught us
about] alcohol, and also about health. So when Impilo Yamadoda started |
realised that this project was similar to the previous one | had done, and so | was
interested in continuing being a part of it.
— Njabulo
However, the project that is mentioned above was not actually a research project but a project
that Africa Centre has run as part of the institutions’ core community engagement
programming.

As can be shown from the example above, Research Partners held varied understandings
of research. The dual aims of the Impilo Yamadoda study: to learn more about men’s interest
and motivations for engaging in research as well as young men’s health interests, were
discussed with both Research Partners and potential participants. However, the difference
between research and direct service provision was particularly difficult for Research Partners to
distinguish. Research Partners were told during training sessions, and in printed materials, that
the main aim of the study was to inform researchers about what aspect of health research
encouraged young men to become involved in health research. Yet this was clearly translated by
Research Partners to be an interest in how to improve the health of men in the community; the

line between interest in improving research practice and interest in improving service provision

was blurred.
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Although the Impilo Yamadoda study was a research project with the aim of improving
participant engagement with research, this study shares important similarities with participatory
research in that a central goal is to understand a practice in order to improve upon it (182, 221,
224). This is underlined by the knowledge that Research Partners, in their role as research
administrators, share the belief that their involvement with the project improves the health of
their communities. Thus the line between research and service provision is blurred. While seen
as disparate during topic guide construction, the theme of research literacy was informed by a
discussion of the expectations Research Partners had of outcomes of the Impilo Yamadoda
study. Few Research Partners could clearly articulate the process of how research would help to
improve their communities yet all expressed a certainty that it would do so.

...l think this research is very helpful to people, especially the men, since it teaches
them about life and how they must live it positively.
- Richman
Ok, from working with Impilo Yamadoda and seeing what the project is about I’ve
discovered that the main reason behind it is to help men, you see? ...they are the
ones who infect women with HIV. ... We at the [CBOQO] are left with their Kkids,
which we need to help. The research on the other hand is able to help educate this
man, and if he is informed about his health and HIV he will also protect his wife,
and this will, in the long run, prevent having children left without parents. Those
orphans will now be [the CBO’s] responsibility.
— Simphiwe
This concept was further developed through questioning what methods Research Partners
suggested could be used to increase the engagement of potential male participants to the study:
| think if you told them beforehand how the research will benefit them and their
communities, that it will be passed to the government to help them, then they will
be more willing to take part in the research programmes.
- Simphiwe
The definitions of research above have imbedded deeper meanings of the purpose of research,
and this purpose is directly linked to a definition of service provision.

This is relationship can be seen as complex when exploring data from the IDIs;

Research Partners who were situated within the Africa Centre Demographic Surveillance Area
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(DSA) reported potential participants’ reluctance to take part in an Africa Centre research
project as a result of their previous experiences with the DSS research:
...they didn’t like to take part because, | don’t know. They don’t like doing the
research from Africa Centre. ... Um, they say they ask — eh, they don’t ask good
questions. ... they are not talking about [Impilo Yamadoda] questions, they are
talking about the [DSS] research... ya.
- Richman
They just see that you come from Africa Centre and don’t want to talk to you. ... |
don’t think that many of them refused to give their contact details because it was
asked by Impilo Yamadoda, because they have no issue with this research.
- Simphwe
In contrast, as seen in the quote from the Research Partner below, potential participants outside
the DSA were reported to view the Africa Centre favourably:

Research Assistant: With people knowing that the research was done by Africa
Centre... how do people in your community feel about Africa Centre?

Research Partner: They don’t have a problem with Africa Centre because they have

mobile houses [HIV testing and ART clinics] in the area...

- Njabulo
The service provision referred to in the above interview excerpt is a joint partnership between
the KwaZulu-Natal Department of Health and the Africa Centre, called the Hlabisa HIV
Treatment and Care Programme. This programme was established in 2004 to aid the South
African government initiative in rapidly rolling out ART drugs to eligible individuals. The
Hlabisa HIV Treatment and Care Programme is comprehensive throughout the sub-district and
so eligible members include people Impilo Yamadoda participants know in their communities,
and may directly include a portion of our participant base. Because of the very high HIV
prevalence in this area, even those that are not infected are affected by HIV; after years of
government-led denialism keeping ART treatment from those that needed it [e.g., (49, 52, 53)],
the ART programme in the Hlabisa sub-district has reason to be well received. That Research
Partners outside of the Africa Centre DSA mention this service provision while those within it

do not may be due to pure chance, however it is worthy of note that the dialogues chosen by

these Research Partners are thus dichotomised.
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No matter what the location of the Research Partner, or the stated barrier they faced, all
discussed strategies of how they were able to overcome these barriers, as is seen in the quotes
below:

Eh, when they don’t want to fill the forms | said, “So you don’t want to be a part of
this thing” [but] others came and said, “Let’s do this.”” And then if they feel they
want to fill the form, they came to me and said, ““Hey now | have changed my mind
and we want to fill in that thing you were talking about the other day.” So they
came and said, “Ok™, then | say, “Ok let’s do it.”” Even now others are asking,
even now...

- Sipho

Yes | do think that there is something | could say to them [to encourage them to
take part in research]. ... Just to encourage them to engage themselves in research
projects because it involves their lives you see... because | think this research is
very helpful to people, especially the men, since it teaches them about life and how
they must live it positively.

— Njabulo

... | told them a little, eh, this is the first eh, project that set to talk about men’s
health. Then [some men] changed their minds and said ‘Yes, we will give you a
chance, just explain.” And then | explained it to them.
- Richman
The majority of active Research Partners chose to administer research at their leisure,
without planning events in collaboration with Impilo Yamadoda staff. In-Depth Interviews and
informal conversations with Research Partners reveal that many volunteers decided to
administer the survey either house-to-house or in the workplace. Several Research Partners
implemented the survey in different geographical area types. One Research Partner reported to
us that he had spread the word about the survey during the implementation period to the extent
where men were coming to his home in order to participate in the research. During his IDI this
Research Partner described his survey administration technique:
...I believe if you want to trace or you want to [find] something, you go from house
to house... and then if you go house to house you will find out something. ...first |
started with the youth, so | [went] to the sports field and then I got the people. And
then | went to the church — so then | go to church when my organisation — because
I do two things, I will go for Impilo Yamadoda and sometimes | am working with
my organisation. When | go to do my duty for my organisation, | will carry the

questionnaire of Impilo Yamadoda.
- Armstrong
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In the above quote we can see that Armstrong used both his personal and organisational
connections to recruit potential survey participants. It is with these supports that Armstrong
became one of the Research Partners with the highest rates of acceptance to both the
questionnaire (adjusted rate: 100%; 37/37) and contact sheet (adjusted rate: 97.30%; 36/37).
Research Partner organisational support allowed Research Partners like Armstrong the time and

occasionally the physical space, to administer research.

IV. Research Partner motivations to participate
Where the line between research and service provision is blurred, so too is the role of the
Research Partner as researcher and participant. As individuals in relation to their respective
communities, Research Partners shared the dual role of researcher and participant within the
Impilo Yamadoda project. They were researchers in the sense that they recruited and then
administered a survey to their peers; they were participants inasmuch as they themselves were
participating in a research experiment to test the efficacy of this engagement technique. While
the Research Partners and the rest of the project team saw this duality, it is unlikely that the men
and women within the communities targeted by the research held the same views. As
administrators of the survey, Research Partners were seen as affiliated with Africa Centre as
well as the community:
...50 they end up saying, “Eyi you come with this Africa Centre of yours, hey don’t
do that to me because | don’t want to be involved with Africa Centre.”
- Sipho
As is beginning to be uncovered, the relationships and beliefs community members hold
with Africa Centre were variable. Research Partners freely discussed the feelings of
trust/mistrust and respect/derision that the institution evokes for potential participants. While it
is not appropriate or feasible that the impact of the whole of Africa Centre research to the
community is explored here, it should not go without mention. Social science studies have

discussed the impact of repeated research on the communities being studied; research fatigue, or
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as the name implies, community members’ rejection of research engagement after being
repeatedly targeted for investigation, has been explored within vulnerable and minority
populations (251).

As was discussed in chapter 3, during the first month of the Impilo Yamadoda project
(February 2009), Africa Centre began a year-long reflective practice exercise to investigate
community resistance to the HIV surveillance programme (181). This report discussed the
difficultly fieldworkers had in explaining the difference between the HIV surveillance as a
research programme and direct service provision. As Cousins notes, it is important to
acknowledge that an element of the misunderstanding between service provision and research in
this area is a linguistic one: the Zulu term ucwaningo can be used for both research and service
provision (181). However, while this is important to note, because Zulu is an essentially
contextual language if the speaker takes care, specific meanings can be conveyed.

With receipt of HIV testing results being seen as an unacceptable benefit to participants
of the Africa Centre HIV surveillance research (as discussed in chapter 3), fieldworkers
struggled to find acceptable ways to engage participants. Benefits to the Africa Centre HIV
surveillance research are largely on the population level and concern influence of strategic
planning and implementation of health services in the area. However, population-level benefits
may be a difficult concept to convey as a benefit received by individuals who are asked to
participate in research. Research Partners reported their observations of dissatisfaction with
“Africa Centre research;” community members felt that they should receive specific and
individual benefits from research participation. In the quote below Simphiwe explains that
Africa Centre surveillance research participants see the questions asked as a direct and concrete
way to improve their circumstances:

So if people from Africa Centre ask some people what they use to cook their food,
they immediately assume that they will be provided with electrical stoves, [but

instead] Africa Centre staff will return and ask the same questions.
- Simphiwe
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Akin to these findings, Cousins’ report states that Africa Centre fieldworkers were voicing
community members’ feelings of “not getting anything” as a result of their participation in
research (181). As a result, fieldworkers felt the need to couch an agreement to participate in
research with an improved health outcome on the part of the participant (181).

A complex relationship forms when the decision to participate in research comes from the
implicit benefit of service provision. Participant’s expectations may have been unrealistic for
the research institute to meet; certainly expectations of health service provision, and to a lesser
part, comprehensive health education, are unrealistic for a small-scale research project such as
Impilo Yamadoda. As was discussed above in relation to Africa Centre HIV surveillance
research, the primary goal of much health research is for long-term benefit to the communities
where research takes place, yet the form these benefits take is often intangible and difficult to
convey to potential participants. Both Africa Centre fieldworkers and Research Partner
volunteers conveyed messages stressing the importance of participation in research and the
implicit message that this participation would result in improved health outcomes for both
individuals and the community:

Ya, | think there is something I told them that help them to agree [to participate].
Like when they — they disagree, | sit down with them and say, “Hey guys in these
days people are dying. So what you have to do is to, is to check, you know, know
your [HIV] status.” And when they are — when he thinks about that, he ends up
agreeing.
- Sipho

What comes to mind for investigators when the term ‘benefits of engagement’ is used is
not the same as what is meant by the Research Partners of the Impilo Yamadoda study (nor to
the larger DSA population, as can be extrapolated from Cousins’ report). Research Partners
discuss appropriate potential benefits exclusively in non-cash forms: electrical appliances,
transport expenses, health services, and health information are all directly discussed as expected
benefits to engagement with research. Research Partners’ own motivations, directly shaped by

Impilo Yamadoda study staffs’ explanations of how they would benefit, (chiefly in the form of

organisational assistance), were also discussed.
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While the research project did eventually give small payments to the Research Partners
who administrated the surveys, none were told at the beginning of this exercise that they would
receive any monetary benefit. All Research Partners were told they would receive
reimbursement in cash for transport expenses if there was need to travel for project related
duties. Those that could not outlay their own funds were given the option of having an Impilo
Yamadoda research associate come to them. Benefits of their engagement were stated at the
outset of the project as being principally non-monetary in nature; an on-going dialogue
regarding what form of assistance the project could give to the partner organisation would
continue throughout the partnership. None of the volunteers or partner organisations asked for
remuneration in any tangible way; the most concrete form of exchange asked for by one
organisation was to provide plastic sheet protectors for key organisational documents. Because
of this it was decided by the principle investigator and me that it was unethical to give nothing
back to the Research Partners and their organisations. Therefore, at the end of the survey
implementation period Research Partners were reimbursed for their time based on the amount of
time they contributed in the survey implementation period. Matching funds were given to the
Research Partner’s organisation.

After Research Partners and their organisations were given cash reimbursement for their
time, the benefit from participation that was most discussed by Research Partners during in-
depth interviews was to pass along health education to their peers and others in their
communities. The promise of getting assistance: with HIV testing, with material items, or
simply with a more detailed knowledge of positive health practice, was noted by Research
Partners as instrumental in not only obtaining potential participant acceptance but also to their
own motivations for participation. During the topic of personal motivations for volunteering for
the research project, knowledge and education gained often came to the fore, as is highlighted in
the quotes below.

| decided to work with Africa Centre on Impilo Yamadoda because, as | said, |

love to work with the people here. It gives me the knowledge to — how to talk with
the people, how to hold [knowledge] which is for the people.
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- Sipho

That is probably one of the reasons | decided to take part in this research, so that

men can also start changing and be able to get more information about HIV/AIDS.

- Simphiwe

Ya, | decided to come because what is interesting [for] myself is to see one day the

HIV and AIDS needs to be conquered. That is what | want. If somebody says that

we are trying prevention of the HIV/AIDS | can’t not get in there. Because | am

looking sometimes for a new generation without HIV/AIDS.

- Armstrong
Gaining knowledge and spreading education to others should not simply be seen as an aspect of
altruism, or be dismissed as an ideal held solely by these individuals. In the specific context of
this study, for these communities with very high HIV prevalence, knowledge, and particularly
the ability to effectively convey that knowledge to others in the community, can be seen as a
way to increase personal social standing, or social status. As social status can be a driver of
change (206), for these men social status increases via empowerment from the receipt and
subsequent dissemination of knowledge. The Research Partners are trusted and respected men in
their communities and, as they self-report, this is based at least partially on their work in
community development activities. The social standing of Research Partners in their
communities was effectively shown in their ability to influence potential participants to engage
in the research project. Affiliation with Africa Centre furthers this social standing by giving
Research Partners direct access to a source of reliable knowledge to impart to the community. In
this way Research Partners see their participation as a way to gain access to an important benefit
of research engagement: the knowledge that community members need in order to live healthier
lives. This knowledge, along with the proven role of these volunteers as community educators
and change agents, served to enhance the Research Partners’ social statuses within their
communities. In a social setting where attaining status through normative methods, e.g.
attaining waged employment and marriage, is increasingly difficult (120, 124), gaining access
to alternate methods of social mobility is an attractive benefit of engagement among these

participants. Additionally, performing actions for the improvement of others is a culturally

acceptable method to increase individual social status in traditional Zulu society. These combine
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to form an appropriate incentive for young Zulu speaking men to participate as active partners

in health research programmes such as Impilo Yamadoda.

V. Conclusions

While it is clear that the strategic community engagement method used to involve men in
the Hlabisa sub-district to the Impilo Yamadoda study was successful in that the target number
of men participated in all phases of the study (as seen in the previous chapter), the reasons
behind that success are less easily delineated. To analyse the context in which these men
volunteered to participate came about, several layers of complexity must be defined. What
explicit and implicit expectations participants had for engaging with this health research study
must be investigated in relation to the specific context of the target population.

When the philosophy behind a research protocol of community engagement is explicitly
focused on practical partnership this informs both the direction of research and the process that
will bring it about. In the Impilo Yamadoda study, the research protocol was designed long
before the key players in its implementation were known. However, the above investigation
shows that the flexibility of this design allowed for a process that gave Research Partners an
opportunity to provide essential input into project implementation, such as might be used in
participatory research models, (i.e., PAR, and participatory research as defined in theoretical
chapter 4), without changing the fixed research protocol. This is an important finding in our
investigation of if participatory research methods can be used to encourage men’s participation
in biomedical health research in the global south. The strategic community engagement method
may therefore provide a needed middle ground between the flexible participatory research
design, and the ad-hoc participant engagement methods that are often used for fixed design
research. This potential benefit will continue to be discussed throughout the remaining chapters

of this thesis.
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In this chapter we have found that the dialogue between the research team and the
Research Partners worked to promote the study with participants and facilitate the data
collection process within the research project. The sense of ownership of the research on the
part of the target community also correlated with practical implementation of the survey project
by the Research Partner team.

Once identified, potential Research Partner organisations, and then individuals within
those organisations, largely self-selected into the research study. The simple inclusion criteria in
this study relied heavily on self-selection for organisations and individuals within them. It was
made explicit from the outset that Research Partner organisations would need to support their
volunteer administrators by giving them time, and in some cases, space to administer the
research. Volunteers themselves were selected by the organisations; however, the process of
attending first training and then in-service training reduced the number of men who would
eventually implement the survey. In this way a very specific group of men were brought
forward, men who were shown to have the support of their host organisations, the motivation,
and time, to implement the survey. It is likely that the process of identifying the Research
Partner organisations, which in turn identified individual volunteers, was a key factor in the
success of the strategic community engagement method.

In addition, data indicate that individual Research Partners, either personally or as proxy
representatives of their organisations, held high enough status and trust within their
communities to effectively convey good will towards Impilo Yamadoda research. Analysis of
process outcomes and IDIs show that it is likely that the location of implementation and level of
training were less important to potential participants’ decision to engage with the survey than
who the men implementing the survey were. Interestingly, Research Partners who met with
potential participants’ feelings of negativity towards the host institution were able to overcome
this obstacle by focusing on their own trusted status and relationships with members of the

target community.
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The individual motivations Research Partners held for engaging in the Impilo Yamadoda
study are then examined. While trusted and respected in their communities, by comparing
descriptions of their daily lives with the demographic data gathered from survey participants,
we see that the Research Partners are also part of this group of largely disenfranchised men.
Research Partner motivations for increasing their social standing in their communities through
improving the health knowledge of their peers can easily be seen as a mutually beneficial
relationship. Analysis of individual interviews with Research Partners, along with a contextual
understanding of the cultural mores of this society, provides insight into this dynamic process.
In a community where mutual reciprocity is implicit, engaging in ‘something for nothing’ is
unacceptable. This investigation shows that creating a research environment where reciprocity
is integral involves implementing a flexible design allowing for continual dialogue with the
target communities. Through this direct community member engagement with the research

process, the trust necessary to gain access to the participant base is achieved.
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Chapter 9:
Participant recruitment to the Impilo Yamadoda experimental phase
. Introduction

This chapter explores implementation of the strategic community engagement technique
as it was applied to engage young Zulu-speaking men in the biomedical HIV prevention
intervention phase of the Impilo Yamadoda study. Outcomes from the implementation of phase
4 recruitment are derived from participant recruitment logs, participant observation, and attrition
logs from the intervention and randomisation events.

The analysis presented here will assist our understanding of the acceptability of the
participant recruitment practices of the experimental phase of the Impilo Yamadoda study. As
this phase of the study is modelled after a RCT research deign, the analysis presented in this
chapter will continue in our in our investigation of our second research question: “Can
participatory research methods be used to encourage men’s participation in biomedical health
research in the global south?”

In addition, these data will be used to contextualise the participants’ self-reported
motivations to participate in Impilo Yamadoda presented in the next chapter and thus will
enable us to further understand the factors that contributed to the engagement of young men in

Kwa-Zulu Natal in the Impilo Yamadoda: Men’s Health Study.

I1.  Outcomes from the phase 4 experiment recruitment and enrolment
In the phase 4 experiment of the Impilo Yamadoda study it was expected that
approximately 300 >18 to <35 Zulu-speaking men would need to enrol at baseline to reach the
recruitment goal of N=200. This figure assumed an approximate 30% attrition rate between
baseline and enrolment completion for a total of N=200 participants. Recruitment to phase 4

baseline was scheduled to take place 30 July — 30 September 2010, inclusive.
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As was discussed in the methodological chapter, a main source of recruitment for the
phase 4 experiment was via participants electing to leave contact information during the phase 2
survey. These potential participants were only contacted if they were age-eligible to enrol in the
experiment, therefore the same criteria for eligibility in the phase 3 qualitative component were
used: all Zulu-speaking male contact sheet respondents >18 to <35 who had valid telephone
contact information were informed of phase 4 community enrolment events. These eligible
potential participants were called by the lead research assistant to be informed about the start of
the experiment and were given information on how to enrol.

Research Partners who elected to continue their involvement with the study were also
asked to help advertise the start of the experiment. These Research Partners were given basic
information about the procedures and goals of the experiment, and enrolment eligibility
requirements were emphasised. Research Partners then promoted the start of the experimental
phase within their communities via word of mouth, in the ways that they best saw fit. Most
Research Partners told us that they promoted the experimental phase either informally, i.e. when
they saw a peer or potential eligible participant that they knew in passing, or formally, i.e. in
announcement at church service or at their organisations’ meeting. In addition, posters and
flyers were distributed to Research Partners for them to post in shops and community
organisations. These promotional materials detailed the dates, times, and locations of the events
and included basic study information in Zulu (see English versions, Appendices 5.1 and 5.2).
We expected that the Research Partners’ communications to potential participants by word of

mouth together with the printed information they were given would assist in pre-screening

potential participants for the enrolment events.
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Figure 9.1: Five targeted community enrolment locations (phase 4)

In selecting locations for community enrolment events, five areas were identified that
men throughout the sub-district would have access to. Anticipating the possibility that our target
number of enrolled participants in this phase (N=200) was well below the number of eligible
men leaving contact information in phase 2 (n=430), and that our target might well be reached
before all recruitment events took place, it was necessary to prescribe the order that enrolment
events were held. Potential community locations and dates of enrolment events were identified
using phase 2 survey participation logs. Community locations were grouped geographically to
encompass all phase 2 survey administration locations; five geographic areas were identified as
potential recruitment sites for the experiment (Figure 9.1, this page). Four of these locations
encompassed survey recruitment sites while the fifth was to be held in town, a central location
that the majority of the population had easy and regular access to (see yellow area in Figure 9.1,
this page). Response rates to the phase 2 survey were seen as potential determinants of phase 4

enrolment interest; areas with higher survey response rate were prioritised to hold enrolment
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events first. The resulting potential enrolment event dates and locations were discussed and
agreed upon by the research team prior to contacting Research Partners. These locations and
dates were seen as parameters to provide Research Partners with guidance in planning the
events: Research Partners planned all specific community locales and times of events and were
given information to distribute in their communities advertising the start of the experiment.

Anticipating that participant referral would be key to recruitment of participants, a
snowball referral system was set up. Participants who enrolled were given two tickets with a
unique number that was linked to their participant ID. Participants could then give these tickets
to peers, and if successfully enrolled, this referral would entitle him to an Impilo Yamadoda t-
shirt. There was a maximum of one t-shirt per participant, so those who referred more than one
person who enrolled would not receive any additional incentive. These t-shirts were thought to
serve as both an incentive and advertising for the study, allowing links between each phase of
the study to become more apparent through study name and logo recognition.

All potential participants, regardless of how they were referred to the study, were given
information on the theory, design, and practice of the experimental study before baseline
enrolment. It was fully explained to all potential participants that the consent they were
considering giving was for their involvement in a study lasting a minimum of nine months,
required answering sensitive sexual and health related questions, and provision of blood
samples at baseline and multiple follow up points. Randomisation was also explained at this
time. In these information sessions potential participants were told that they would be randomly
assigned follow-up procedures: they would be allocated to either face-to-face or mobile phone
interviews, and their blood would be collected either via micro-capillary in their community or
venepuncture at clinic. All willing participants were quizzed on their understanding of the study
requirements and ability to consent prior to their enrolment to the phase 4 experiment baseline
procedures (see Appendix 5.7 for phase 4 experiment consent form).

While it was explained that participation would necessitate mobile phone use, potential

participants were not explicitly told that they would receive a mobile phone during enrolment.
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Nevertheless, at one of the enrolment events a potential participant asked if he would be given a
phone to use for the research; he was told that all participants would be given a mobile phone to
use throughout the study. It is likely that this led to more potential participants knowing that
they would be receiving a mobile phone if they were to complete phase 4 enrolment.

Non-cash incentives in the form of local store vouchers were given to participants upon
completion of each study procedure. The amount of reimbursement, approximately £8.00°
(R100.00), was in line with recommendations of the South African Medical Research Council
(179), and ultimately calculated to be equivalent to transport expenses participants in the
farthest communities in the study area would incur in a return trip to Africa Centre. As
monetary reimbursement has been discussed elsewhere as integral in the decision making
process for participation in research (252-254), monetary reimbursements given during this
phase will be discussed in detail in section V below, which focuses on the role and definition of
incentives during this phase of Impilo Yamadoda research.

While participants had the option to enrol at baseline in community venues, interestingly,
76% (178/234) of participants who enrolled did so at Africa Centre. The chart below (Figure
9.2, page 169) shows the actual number of participants enrolled per day over the recruitment
period. The enrolment event referred to above, where the receipt of mobile phones for use in the
study was elucidated, was held on 15 August 2010. In the below chart we can see that there is

no difference in the pattern of enrolment after this date. The target number of participants was

reached on 9 September 2010, which allowed recruitment to end two weeks ahead of schedule.

® Currency exchange rates from http://www.xe.com, site accessed 16 December 2011
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Figure 9.2: Daily participant enrolment in phase 4

It should be noted that the last day of recruitment is not shown on Figure 9.2 (this page).
On 7™ September 2010 sixty potential participants came to Africa Centre to enrol in the
experiment. This number of potential participants was greater than anticipated and therefore not
all eligible men could be enrolled that day. Men who could not be enrolled that day were pre-
screened for eligibility and then given the option to return to Africa Centre to complete
enrolment on either 8" or 9" September. As there was no further space for participants beyond
those pre-screened on 7" September, and therefore new potential participants were turned away
following this date, 7" September can be considered the last official day of recruitment to the
Impilo Yamadoda experiment. All those who expressed interest in enrolment after this date were
placed on a waiting list. There was no sign that recruitment would have slowed had there been
capacity to enrol more participants.

Recruitment was held in two stages in order to correctly estimate the number of
participants necessary to fulfil the enrolment target. Approximately 150 participants, or half of
the anticipated N=300, were enrolled at baseline and then invited to attend the intervention and
randomisation event to complete their enrolment. The first of two intervention and
randomisation events was held at the end of the first month of enrolment. After this event a
second group of participants was recruited in order to complete the experiment enrolment target.

The first recruitment stage, 30 July — 24 August inclusive, included three community
events and 11 days of Africa Centre enrolment. A total of 149 participants completed a baseline
guestionnaire and gave a (micro-capillary) blood sample during this initial enrolment period.
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All of these men were invited to the intervention event (‘Men’s Health Fair’) to complete
enrolment. As was fully discussed in the methodology chapter of this thesis (chapter 5, section 6
c-e), during the Men’s Health Fair all participants were given information specific to men’s
health concerns, randomised to one of four follow-up arms, and given a mobile phone for use
throughout the study. Of those invited to the first health fair, 87.25% (130/149) attended.

Using the first health fair attendance rate as a predictive estimate for attendance to the
second fair, we concluded that rather than the initially expected 30% attrition we could
anticipate approximately 15% attrition. With this in mind, 85 new participants were enrolled. In
addition, all participants enrolled at baseline that did not attend the first fair (n=19) were invited
to the second health fair. As can be seen from the upward trend in Figure 9.2 (page 169) after 29
August, (the date of the first health fair), interest in the study accelerated. The 85 new
participants recruited during the second period enrolled at Africa Centre during four recruitment
days. In total, 104 participants were invited to the second health fair. Attrition continued to be
low at the second health fair, with 89.42% (93/104) of participants attending. Figure 9.3 (this
page) shows the number of participants at both Men’s Health Fairs as well as the overall

number of participants who attended. In total, 95.3% (223/234) of participants enrolled at

baseline attended one of the two health fairs and thus completed enrolment.

4 N
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Figure 9.3: Participation at Men’s Health Fairs

170



Sebastian S Fuller
Engaging young men in biomedical HIV prevention research: lessons from a community-based
study in rural KwaZulu-Natal, South Africa
Chapter 9: Participant recruitment to the Impilo Yamadoda experimental phase

As phase 4 was modelled after a randomised control trial (RCT) yet was not the same as a
full-scale trial, it is important to be clear about what procedures potential participants were
expected to adhere to. The flow chart shown in Figure 9.4, (this page) reviews the eligibility

requirements and procedures that were required of potential participants in order to completely

enrol in the Impilo Yamadoda phase 4 experiment.

—
Eligibility requirements:
* Age >18 to <35(assessed by valid SA ID)
*Resident in the Hlabisa sub-District

*Willing & able to follow study protocol
o

Baseline:

*Micro-capillary blood sample
«Face-to-face questionnaire

Attendance at Men's Health Fair:
*Randomised to study arm (enrolment completed)

Follow-up 1:
«Face-to-face or mobile phone interview

Follow-up 2 & 3:

«Face-to-face or mobile phone interview

*Venous blood sample at clinic or micro-capillary blood
sample in community

Figure 9.4: Phase 4 participant requirements

All baseline and all follow-up questionnaires contained sensitive sexual and health-
related questions. The confidentiality of all participant materials, via use of individual
participant ID numbers linking all a participants’ materials, as per standard human subjects
research procedure, was fully explained at information sessions during baseline enrolment. In

addition to this verbal explanation, all phase 4 experiment procedures, including participant
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rights and responsibilities, were given to participants in written form in Zulu at baseline
enrolment (see Appendix 5.6 for the English version).

Procedures for the experimental study were standardised as much as possible in order to
make transparent comparison with similar health research projects involving the collection of
blood and behavioural data during multiple follow-ups (154, 155). Figure 9.5 (this page) details
the (actual and anticipated) number of participants at the start of each stage of the phase 4
experiment. As this thesis is focused on the initial engagement of men into health research,

while the number of participants eligible to participate in each follow-up are given, data for the

retention of participants at the completion of the follow-up stages are not given.

Baseline
N=234 enrolled
(300 expected)

Men's Health Fair
N=223 attended
(234 expected)

Follow-up 1 Follow-up 1

mobile phone interview face-to-face interview

n=113 n=110
Follow-up 2 Follow-up 2 Follow-up 2 Follow-up 2
mobile phone interview mobile phone interview face-to-faceinterview face-to-face interview
micro-capillary sample venepuncture sample micro-capillary sample venepuncture sample
n=55 n=58 n=56 n=54
Follow-up 3 Follow-up 2 Follow-up 3 Follow-up 3
mobile phone interview mobile phone interview face-to-face interview face-to-face interview
micro-capillary sample venepuncture sample micro-capillary sample venepuncture sample
n=55 n=58 n=56 n=54

Figure 9.5: Phase 4 experiment design, showing numbers of participants eligible at each stage

It has been shown throughout the last two chapters that the initial phases of the Impilo
Yamadoda study were acceptable to participants. It is clear from the outcomes presented here
that the Impilo Yamadoda phase 4 experiment recruitment was not an exception to this trend; in
the Impilo Yamadoda study we saw high levels of engagement throughout all phases of

research.
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I11. Conclusions

This chapter followed the participation of young men in the Impilo Yamadoda study
experimental phase. It is clear from the recruitment and enrolment data that young Zulu men
found the Impilo Yamadoda study experiment acceptable. Recruitment was ended 2 weeks
ahead of schedule in phase 4, and more than 95% of those participants completed their
enrolment via attendance at the Men’s Health Fair intervention and randomisation events. This
shows that the strategic community engagement method, which detailed collaboration between
the Research Partners and the Impilo Yamadoda research team, was able to successfully
encourage the target population to enrol in our randomised trial including provision of blood
samples and sensitive behavioural information. These data are useful in our investigation of
whether participatory research methods can be used to encourage men’s participation in
biomedical health research in the global south. While we can see that the participatory method
used in the Impilo Yamadoda study was useful in encouraging participation in the phase 4
experiment, we cannot fully answer this question until all the data are explored. Therefore this
question will be fully addressed in the final conclusions of this thesis (chapter 11).

So far we have discovered several factors to further our understanding of what
contributed to the engagement of young men in Kwa-Zulu Natal in the Impilo Yamadoda:
Men’s Health Study. In the last several chapters we have seen that the strategic community
engagement method relied on collaboration between the Research Partners and the Impilo
Yamadoda study researchers. Research Partner Organisations and the volunteer team who
became Research Partners were identified in phase 1 of the Impilo Yamadoda study. Leaders of
smaller organisations were more interested in joining in collaboration with the research team.
We explored interviews with the men who became Research Partners in the previous chapter.
This analysis led us to the understanding that Research Partners may be able to increase their
social standing in their communities through improving the health knowledge of their peers via
the training in health they accessed as part of their engagement in the Impilo Yamadoda study.

Meanwhile, the involvement of Research Partners from smaller community-based organisations

173



Sebastian S Fuller

Engaging young men in biomedical HIV prevention research: lessons from a community-based
study in rural KwaZulu-Natal, South Africa

Chapter 9: Participant recruitment to the Impilo Yamadoda experimental phase

was seen as beneficial to the research study: Research Partners’ knowledge of the local
community could be transferred to the Impilo Yamadoda study researchers.

In addition, we saw that during Phase 1, the Research Partners were given formal and
informal training in research methods by Impilo Yamadoda researchers. These training sessions
allowed for an increase in the understanding of research (research literacy) on the part of
Research Partners. This element of knowledge transfer was important in facilitating the
competent collection of survey questionnaire data. Through the analysis of survey data
presented in chapter 6, we have seen that this was successfully accomplished. However, what
was important to the implementation of the strategic community engagement method was that
the shared activity of these training exercises (at both Africa Centre and in the local
communities) may have led to an increased sense of ownership of the research study on the part
of the Research Partners. Through the previous chapter we saw that Research Partners saw
Impilo Yamadoda as distinct from other Africa Centre research studies. The Research Partners
also discussed how they portrayed the Impilo Yamadoda study as different than other Africa
Centre studies. In the next chapter we will explore how the Impilo Yamadoda participants view

themselves and their prospective participation in the phase 4 experiment, through an analysis of

in-depth interviews and focus groups collected in phase 3.
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Chapter 10: Qualitative analysis of participant motives for research engagement

. Introduction

Throughout this thesis we have explored the findings of the Impilo Yamadoda: Men’s
Health Study in order to answer two research questions: 1. What factors contributed to the
engagement of young men in Kwa-Zulu Natal in the Impilo Yamadoda: Men’s Health Study?,
and 2. Can participatory research methods be used to encourage men’s participation in
biomedical health research in the global south? In this chapter, we will examine the thoughts
and motivations young men in the Hlabisa sub-district have when deciding to participate in
biomedical HIV prevention research. Here men’s self-reported motivations for their prospective
decisions to engage with biomedical research are analysed and compared with the actual process
of enrolment of men in the experimental phase of the study reported on in the previous chapter.

Data from this chapter are largely drawn from qualitative individual in-depth interviews
and focus group discussions collected as part of the Impilo Yamadoda phase 3 qualitative study.
These interviews and focus groups were held with a sub-set of Impilo Yamadoda phase 2 survey
participants. To a lesser extent, field notes | collected are also reported on here. These field
notes were taken during informal interviews with staff during enrolment events and invited
guests at the intervention.

Analysis of qualitative interviews has formed the way this chapter is presented. Field
notes compiled from experimental phase recruitment events and in-depth interviews are
compared with the empirical outcomes presented in the previous chapter. In-depth interview and
focus group discussion transcripts were transcribed, translated, and checked for accuracy prior
to analysis (please see chapter 5, section 7 for the full discussion of data preparation methods).
After the data were prepared, transcripts were re-read and further thematically coded to bring
forward similarities and differences running through the entire dataset. As these interviews were
used in analysis for the Impilo Yamadoda research objectives as well as for this study, there

were several common themes found that were not seen to be of relevance to this investigation,
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and so were not followed up in this discussion. For the full list of themes found in the phase 3
participant IDI and FGD dataset please see Appendix 4.7.

The link between the phases of the Impilo Yamadoda study allow analysis between an
exploration of what phase 3 participants discussed as their motivations for participating and
actual participation in the phase 4 experimental phase. In addition, due to the methodological
decisions made in recruiting participants, it is highly likely that many of the men who elected to
participate in phase 4 had participated in earlier stages of the study. This  chapter  will
contribute to our understanding of the factors that contributed to the engagement of young men
in Kwa-Zulu Natal in the Impilo Yamadoda: Men’s Health Study by presenting an in-depth

analysis of what the young men involved in phase 3 in-depth interviews and focus group

discussions stated as their motivations for joining the study.

I1.  Umahlalela, (if you are just sitting): self-descriptions and daily life

A total of 81 men took part in 20 individual in-depth interviews and 8 focus group
discussions in the third phase of the Impilo Yamadoda study. These men described themselves
through personal experience and in relation to their family, friends, and larger community.
Personal philosophies and everyday experiences were described via explicit and implicit
explanations of common versus ideal behaviours. Participants’ social position and identity came
through clearly in explanations of expectations and feelings of responsibility towards, and
inversely, of dependency upon family, friends, and community.

Throughout individual interviews and focus groups participants gave clear description of
their concepts of Zulu masculinity. Descriptions of what it meant to be a “right” man, or “how it
is to live as a man” were given in dichotomies of expectations: men who are “right” go to clinic
yet their peers do not go to clinic; men should be monogamous and use “caution,” yet
participants’ peers are not cautious and have multiple girlfriends; men should “know where they

stand” with regard to HIV status, yet their peers are afraid to test for HIV. In the first of two
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interview excerpts below, Jabulani talks about how he feels men behave, whilst in the second
section the same participant discusses what beliefs and behaviours he believes young people

must adhere to in order to “remain healthy and live for a long time”:

...[men] do many things and usually return home after dark, they sleep around and
have many girlfriends, and spread their diseases to every person.

| actually [want] to be able give people advice on taking care of themselves and

not to engage in sex. ... they must get married first. For girls too, to be disciplined,

and attend the Reed Dance and [have their virginity tested]. This will make boys to

also look after themselves because that helps them in the long run. They will

remain healthy and live for a long time.

- Jabulani, IDI
It is clear to this participant that two dominant concepts of Zulu masculinity: having many
girlfriends, and being married and looking after oneself, are at odds and that he feels
responsibility for giving “people advice on taking care.” These contradictions of masculinity
and feelings of responsibility are echoed throughout participants’ interviews. Ideal concepts of
masculinity highlighted in interviews with participants were to get tested for HIV regularly, pay
lobola and get married, use condoms with non-primary partners, strengthen the homestead
through waged employment, and educate their peers on the “right” way to be a man.

...we men are not cautious if we sleep with women. That thing worries me.

Especially for those who drink liquor. ... When one is drunk he doesn’t think that

life doesn’t end here. ... Forgetting that there is someone left behind and his

children watching him. If it was [up to] me, we as men should be listening; should

really be listening and do what is being said.

- Mandla, IDI
Ideals of Zulu masculinity that have been found by other researchers, specifically those
involving expectations of family and fatherhood, unsurprisingly come through strongly in these
accounts as well (117, 119, 124). Unpacking the above quote we see a complex picture of men’s
behaviours and responsibilities. “Forgetting that there is someone left behind” refers to a man’s
wife or primary partner, and goes on explicitly to state that drinking and lack of “caution” (a

term repeatedly referred to in interviews to mean lack of condom use) is worrying behaviour,

particularly in light of the perpetrators’ “children watching him.” This “forgetting” is attributed
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to alcohol use, commonly described through this dataset as an encouragement for men to
participate in risk-increasing behaviour, such as unprotected sexual intercourse with casual
partners. “If it was [up to] me, we as men should be listening; should really be listening and do
what is being said,” implicitly refers to both the HIV prevention information that is nearly
ubiquitous in this area of very high HIV prevalence, and an acknowledgment that his peers are
not following this advice. Also implicit is that Mandla himself is following this advice, or if he
is not, that he should be. This telling excerpt portrays the hegemonic view of Zulu masculinity
along with all of its obligations and responsibilities.

More surprisingly is the emphasis that these participants made with regard to their
commitment to the larger community outside of the family and homestead. Interviewees wove
descriptions of themselves and their peers through these two main concepts: a Zulu man must
sacrifice his time and material goods for both family and community; through these acts he
becomes the respected baba. In the following quote, Zakes, a member of focus group discussion
2, comprised of 18-20 year old men from a rural part of the sub-district, reveals the respect that
baba (“fathers”) have earned by being resourceful and providing for their families.

Ya fathers from my area are doing things, like fishing; | see it as a big thing
because we are able to feed ourselves by doing that. ... people from the community,
men, they are able to group together, and share ideas... They would group together
and talk about maybe getting something to transport what they have planted and
take it to the companies, things like sugarcane. They are able to contribute and
raise the money to buy their transport that will transport those things. ... they also
get money to support their families...

- Zakes, FGD 2

As community affiliation is based on shared activity, practice and discussion of
masculinity by the men in this context continues to shape and define those behaviours that are
“right” from those that are “not right;” abafana (boys) cannot become amadoda (men), much
less the respected baba, except through community acknowledged recognition (104, 107, 196,
200, 206). Throughout the interviews, as the majority of participants described their lives in

contrast to the ideal Zulu man, it becomes apparent that the young men engaged in the Impilo

Yamadoda study feel they are not yet amadoda. A defining theme in this dataset is the tension
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between participants’ acknowledgement of their poor social standing and their desire to prove
themselves worthy of respect.

The tension between the spoken or explicitly expected behaviour for men versus what
men are actually doing is particularly evident during the initial section of the individual
interview. Under the first topic of the interview participants were asked how they spend their
time and, (if this did not arise spontaneously), were then prompted to speak about income
generation, family and friends. During individual interviews, two men discussed holding full-
time waged employment, several were full-time students, and the majority were men who
described themselves as looking for work. Those who held waged employment or were full-
time students described themselves quite differently than those who were not employed or in
school. Students described spending their time both at school or revising, and as spending free
time helping with family chores and playing football:

During weekdays normally I wake up in the morning and prepare for going to

school. Eh, when coming back from school, | do the washing if | have to. If there is

any work that needs to be done, | do it, and then | go to the [sports] grounds. | go

to play football until the sunset and then come back in the evening to bathe, and do

the schoolwork, if there is any. If there is [no school work] I go to study alone and

[then] sleep.

- Sithembiso, IDI
Similarly, participants who held waged employment discussed work and social activities. Men
who were not employed or enrolled in school spent time in interviews describing their
involvement in income generating activity, spending time with family, and socialising with
friends. At face value, these activities are not vastly different from the activities students and
employed participants described; however, the manner in which their time was spoken about
reveals the difference. In the excerpt below, one participant describes his daily life:

Research Assistant: ... How do you spend most of your time?

Participant: Ok, just wait, I’ll introduce myself. My name is Jabulani Ndebele from

Mtubabtuba municipality, and | work at the Hlabisa Municipal Development

office.

- Jabulani, IDI

Jabulani, who held full-time waged employment at the time of interview, literally defined

himself through a statement of his location and activities. In contrast, the unemployed
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participant below entered into a long discussion where he described his daily situation as
problematic.
Research Assistant; ...What | want you to tell me right now, please tell me about
your normal day, how is it like, from the morning you wake up, what are the things
you become busy with till sunset?
Participant: Most of the time | stay at home, but it sometimes differs, in that when |
wake up in the morning | sometimes have a problem as to where to go, in the first
instance... Yes. If it happens that my friends are there... | maybe go out or walk
around by the road and see who can | get and how. ... It can also happen that
others come as well; also the ones who are like me, who are lonely.
- Bongi, IDI
While Jabulani and Bongi both define themselves through their activities, the participant who is
unemployed signifies that he is not in an ideal situation. Additionally, Bongi’s acknowledgment

of “others,” “the ones that are like me,” gives the interviewer information that his situation is
not unique. By telling us that there are others like him, his problem of where to go or what to do
with his time expands to include a group of “lonely” peers and allows us contextualisation of
the situation on a larger level. Bongi’s problem then can be seen as a problem within the
community, or a systemic issue. Not only is the tone of this interview in contrast with the
excerpt from the employed participant, the unemployed participant defines himself in relation to
the problem of unemployment within his community rather than as an individual, as was shown
in the first excerpt from Jabulani, above. The employed participant describes himself as an
individual through his actions, while the unemployed participant describes lack of action and his
social group.

Many unemployed participants discussed income generation as a process rather than a set
activity. The process of generating income was described as cyclical and seemingly without
end: community projects fail when key people are offered steady employment; work such as
selling foodstuff and charcoal by the side of road is dependent on season and weather; and
piecework repairing neighbours houses, cars, and/or cell phones, does not guarantee direct

monetary compensation. Steady employment was depicted as ideal but ephemeral, a good time

between the times “when there are no jobs [and] things go badly.” Self-directed or self-
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organised employment was more prevalent among participants; small projects were described as
keeping men busy and sometimes even generated cash or in-kind income.
...We had a poultry project where we were buying chicks, raising and selling them.
That’s the job | was keeping myself busy with all the time. So as time went on the
situation changes. ... It then ended; our project wasn’t going anywhere and we had

a halt, you see? It is something | was keeping myself busy with.
- Pnhilani, IDI

...If there are no opportunities we make employment opportunities. ... So right now
we have a garden we usually take the members to. We have it because we are not
working and we just stay even during the weekdays [doing nothing]. It is better
that we work in the garden, and what we get [from the garden] we sell it to get
what we can eat.
- Dumisani, IDI
Keeping busy can be seen as essential in forming the line between social activity towards an
idealised masculinity and sitting around without responsibilities.

Umabhlalela, or literally from the Zulu, “if you are just sitting,” describes being stuck in
the liminal space between boyhood and manhood. Umahlalela is an on-going state of inactivity;
people who are amahlalela (plural) are seen as not only unemployed but also unemployable,
and akin to the concept of umngolo South African anthropologist Mark Hunter describes as “an
unmasculine rural man so timid he won’t even herd cattle” (120). In vernacular, to call someone
umabhlalela is an insult, connoting that this person holds limited respect due to laziness and
questionable intellect. As a theoretical category, umahlalela can be seen as useful in describing
the struggle many of our participants faced on a daily basis. The difficulty to gain respect
without a source of income leaves Zulu men struggling against being seen as amahlalela.
Interview narratives, specifically individual interviews, show this struggle acutely as men
alternately weave descriptions of themselves in congruence and opposition to those who are
amabhlalela. The below set of quotes are taken from Philani’s individual in-depth interview and
show the struggle between his circumstance and his struggle against becoming umahlalela. In
the first excerpt the participant is responding to what he does during weekdays, while in the

second he is being prompted to discuss what he does to earn money:

Eh, for me, as someone who is always at home, | would put it like, that as someone
not working, | usually wake up and do what | can, like household chores. ... If
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there is nothing to be done there, sometimes | help by accompanying [my] child to
school.

Right now I would say | just do anything that is at home. Whatever needs doing at
home. Or with my other brothers, it can be friends or people we live with, just help
with that. It is just helping one another, we usually help one another when someone
asks, like asking me to help when building a house; I usually do that freely.
- Philani, IDI
The expectation from the community towards able-bodied young men is that upon request they
will use their time to do housework or anything to assist family, friends, and neighbours. It is in
this act of “keeping busy” or, as the participant above puts it, “I just do anything,” that allows
these men to differentiate themselves from amahlalela. Below, VVusimuzi describes his activities
during the week as different from the weekend, not incidentally describing his schedule akin to
that of a waged employee.
What | normally wake up to during weekdays, as someone who is not employed... |
stay at home, you see? | take the working tool, spades, picks, | do the flower
garden and remove the grass from the premises. | do that from Monday till Friday,
and during weekends I’m able to stretch my legs by visiting friends, you see, and
go to see people in town.
- Vusimuzi, IDI
The negative impact unemployment or underemployment has on men’s social standing is richly
described in these interviews. One participant discusses how his economic dependence on
others destroyed the respect his family members had for him:
It is not as it was... | once worked. It is not the same; | used to see things
happening. | was taken as the big brother before but now | am just like everyone
there: all [of us are] children in the household.
- Bongi, IDI
The path from boyhood to manhood in traditional Zulu culture is via socially recognised actions
(72, 121, 123, 124). A boy becomes a man through his daily actions, showing his responsibility
towards himself, his family, friends, and larger community. Masculinity is performed by an
individual and assessed by the community. In the economic sphere, underemployment has
limited the viability of performing status-increasing actions in rural KwaZulu-Natal. Men
struggle as they gain years without work, marriage, or legitimate children (124). As outlined in

the literature review of this thesis (Chapter 3, section 3), much has been written about the

effects of economic conditions on modern Zulu men, such as discussions on the impact of
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lobola on social recognition and internalisation of masculinity (128). These concepts are
essential in framing this discussion, yet there has been little investigation to date of the impact
of these on participation outside of the family and sexuality. As we turn to examine what these
men have said motivates them to participate in research, it will be essential to keep in mind the

underlying concept of umahlalela and the importance of performing actions connoting social

responsibility.

I11.  Self-reported motivations for study engagement

Participants in individual and focus group interviews were asked about their views and
interest in health research. The questions men were asked varied from asking about their actual
decision to participate in Impilo Yamadoda, to presentation of a vignette where a fictitious
potential participant was asked to enrol in a biomedical health research study. Vignettes were
given in interviews in order to allow men who were not comfortable discussing their personal
opinions of research within a research context. By placing their own opinions as those of the
fictional protagonist, participants would ostensibly feel at liberty to discuss potential barriers to
research engagement (228). With that said, nearly all participants indicated they felt free to
discuss their personal feelings about health research participation; while the vignettes provided
important context to participants whereby they could discuss the polemic, participants were
articulate in indicating where they agreed or disagreed with the protagonists’ choices and what
choices they themselves would make. The following set of excerpts was taken from focus group
6, 21-24 year old men from the same area. Prior to these comments the research assistant read
aloud one of the two vignettes and asked men if what they would do if they were placed in a
similar situation to the protagonist (Thabani) who was offered short-term employment in
Johannesburg whilst he was enrolled in a long-term research study. It was implied that choosing
the job could mean discontinuing participation in the study while choosing the study meant

Thabani’s lobola payment could be delayed.
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Xolani: Personally, for me, I would have to [decide] just how important it is for me
to be part of this research. Also [I must] look at the difficulties I’ll come across
once this research is over, and if | see that it will benefit me, then I’ll continue. If |
don’t see the importance of being in the research | must then go to Johannesburg
for the job.

Lucky: Personally the one that | see as most important is to continue with the
research.

Zakhele: 1 also think that it’s important for [Thabani] to pay lobola except if the
researchers will give him enough vouchers to pay his lobola. If in the end he will
get [no money] for taking part then I think it’s only right that goes for the job
before he loses it.
- FGD6
As is exemplified above, participants were comfortable talking about the reasons they would or
would not continue with research when faced with other options. It is important to keep the
openness exemplified by these participants in mind as we move forward with this analysis.

During the code generation stage of analysis it was determined that one of the main
themes in this dataset was “research”. Eight individual sub-themes fell under this heading: study
compliance, research interest, importance of incentives, form of incentive, value of
participation, expectations from research participation (non-monetary), research involvement,
and, willingness to provide blood (as part of research participation). It is largely from these sub-
themes that the analysis below is based (for the full list of themes and sub-themes please see
Appendix 4.7).

In interviews and focus groups, participants discussed what their reasons for participating
in research were: interest in the topic of health, gathering together with other men, and being
involved in something positive for the community.

I can say that what I like in the Impilo Yamadoda study is, it is where we share
health knowledge among men. And another thing is that I like to volunteer in

taking part in the community that | love and live in.
- Lungani, FGD 7

... had a look and saw that maybe sometimes you take things for granted but it
might happen that this is the opportunity ... that one day you [can] work with
people and will be able to tell them about something that you see as a problem.
Maybe one day ... you will find yourself in front of the people explaining to them
about the problem of this disease.

- Sifiso, IDI
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Research Assistant: ...what made you end up deciding to enrol in the Impilo
Yamadoda study?

Participant: ...the brother who was asking me questions, the way he asked the
questions, | saw that it is important to me and to my area community. Eh, it seems
as if my area community is - | could say that they need health awareness very
much.
- Sithembiso, IDI
Incentives to join research, and the form that these take, were discussed as part of the probed
topics prescribed in the interview guide but were not expanded on by participants who generally
stated they were secondary to their decision making process. The majority of men stated their
belief that participation in the Impilo Yamadoda study would help to improve their lives and the
lives of others in the community, and importantly, that this was central in their decision to
participate.
I would have participated even if the [store] voucher was not there, because |
would have got some knowledge which | can share with my community, | would
have found what | don’t know and go back to my community and plough that back.
- Thulani, IDI
| can say to number one, maybe so that the community gets educated | must first
come forward. Me first, so that the community will be able to be educated as well...
besides that, | wouldn’t want to get the community educated whereas | am busy
being scared...
- Mdu, FDG 7
Specifically how participation in research would benefit their communities was explored in
individual interviews and focus groups. The majority of participants discussed how
“knowledge” gained from health research participation would be the main benefit they would

gain.

Research Assistant: Eh, do you think it has some impact on you to know that you
are going to get [a store voucher]?

Participant: Eh, | would say it didn’t have any impact on me because for me
coming here, | came just to discuss about men’s health. I didn’t know that maybe
[the voucher] might come up.

Research Assistant: Um, by the time you heard that [the voucher] might come up,

is there any difference it made to your mind or it just became the same as the time
you left home not knowing that you might get something?
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Participant: Yeah, it [was] the same because the things that | wanted to - of
importance to me is that I will make it [here], to know about life and discuss
about men’s health.
- Nkululeko, IDI (Emphasis, mine)
The process of gaining knowledge, or more specifically, positive health and life skills for men,
and “ploughing that back” to the community was the most often mentioned incentive to join
health research. Precisely how knowledge would help the community was sometimes not
understood by participants, yet the sense that it would help was still strong. However, the
majority of participants stated clear links between knowledge acquisitions via research
engagement, bringing the information they would learn to their larger peer group, and the result
of an educated community that has the ability to lead healthier lives.
What is important is knowledge and empowering your mind and knowing about
health, especially as we are talking about health here. Do you see that health is
important? If you are going to leave [research], we won’t know many things, we
will loose it and find ourselves getting into a big problem while if we knew, no, this
would not have happened. ... | think the community can benefit with information so
that it can be able to educate the kids, imparting knowledge to those still growing
up so as to have a healthy nation, healthy generations to come, not a sick

generation.
- Philani, IDI

| saw that by joining [Impilo Yamadoda] | might play a role in changing people’s
lives. The HIV statistics are high and because at the end of the day someone can be
helped by the knowledge that | have, which | may also pass to them.
- Ayanda, IDI
The process of gaining knowledge from research involvement is seen as important not only in
allowing the participant to engage in healthier behaviours on an individual level, but also as it
allows the participant to become a community educator. Becoming a community educator is
seen as another pathway towards performing actions connoting social responsibility in the
community.
An important aspect of this process is that participants see themselves as not only given

valuable information on how to live as a man that they can then pass on to others, but as given

this knowledge from a legitimate source. While HIV prevention education is ubiquitous the
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quality of that education is questionable; misinformation and feelings of conspiracy around HIV
infection were common throughout the interviews.
Can | ask brother, is it true that [you can prevent HIV] even if you sleep with
another positive person maybe with a condom or if you don’t use it but maybe
[make] sure if you are done you quickly go for washing?
- Phila, FGD 1
And the condom as well, it happens that you go there, but the condom is broken...
ehm, it really happens, | have proven this. ... | do not know what causes this, just
open it and pour water inside. You see those found in the clinic...? | am [one of
those] who does not use them.
- Mandoza, FGD 6
As has been shown in chapter 8 (section 3) in regard to motivations of the Research Partners to
participate, while the role and expectations of Africa Centre in the communities it works within
is complex, the institution is nonetheless thought of as a source of reliable and important health
knowledge. It is with this validated knowledge gained from Africa Centre that the research
participant is able to educate his peers:
If we are sitting chatting | tell them some things saying, “hey guys do you know
how this happened?” They would be able to listen to me. Why? Because they

always see me, maybe, they know that I go regularly to Africa Centre.
- Innocent, IDI

IV. The role of incentives and reimbursements

As was mentioned above, non-cash reimbursements, in the form of store vouchers and
mobile phone airtime credit, were given to participants for their time and transport expenses.
Non-cash reimbursements were used in lieu of cash primarily for the safety of research staff and
participants; research staff carrying large amounts of cash for distribution to participants was
seen to be a safety risk for participants and researchers alike in this high-crime area (255, 256).
In the above analysis the importance of voucher reimbursements was noted as secondary to
participant motivations to engage in the Impilo Yamadoda study. As was noted above, during
interviews the research assistant posed hypothetical situations (vignettes) that might influence

participants to engage in biomedical health research or not, and voucher reimbursement was a
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part of this discussion. All participants in individual and focus group interviews discussed the
importance of voucher reimbursement for expenses incurred as a result of their participation.
Interestingly, the majority of participants stated that zero personal cost for participation was of
more importance to them than material gain. Many participants, such as those quoted below,
explained how they had to borrow money for transport to get to the interview, and that reducing
this “burden” for others, or alleviating this situation all together, was the main importance in
receiving voucher reimbursement for participation.

Yes | see that there is [a difference] for me. Because | am not working just staying
at home, so | even requested the transport fee from my mother. ... So if I tell her
that there is a little that | got to take transport back home, | think that reduces the
burden from her.

- Sifiso, IDI

It will be difficult [to participate without reimbursement] but you can do it ... But it
may be limited by that maybe you’d like to go there but you don’t have time or you
don’t have the transport fee to get there. ...it is easy to sacrifice your time because
you are helping the community, not because there is a benefit you want to get. It is
that everyone must end up knowing about this research or be part that this thing he
wishes for his locality.

- Dumisani, IDI

However, when asked how much importance their peers might place on receiving a voucher
reimbursement, many participants stated that this would help to encourage men to engage with
the research:
No, [the voucher] is just to put pressure to the people, you see, for them to be
courageous [and participate in research].
- Vusimuzi, IDI
Eh, discontinuation of the voucher sometimes hinders one who wants information.
Let me make an example, just like me, as | am not working, you find that | don’t
have money but am really interested to meet with people. According to my opinion
I think that, 1 would say that ... if there is no voucher - the voucher is also
important because as | am here, | have learnt a lot that | will be able to tell
someone.
- Mandla, IDI
Some participants explained that potential participants would be more encouraged to join a

research project with monetary reimbursement versus one without it, because people should not

be expected to work without earning something:
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I think [men would rather join research] that is giving the reimbursement because
sometimes people like to work and earn. So now if they do not earn, some ... say
you work backward like a chicken you see. So sometimes they want to look at,
“what am | getting at the end of the day?”
- Sakhile, IDI
In the above quote Sakhile references a Zulu saying where “working backward like a chicken”
discusses a person who scratches in the dirt to get little or no reward. Sakhile seems to
contradict the participants above who play down the importance of voucher reimbursement;
however, if looked at from a view of reciprocation the meaning this participant places on
reimbursement can be better understood. As is literally expressed above, reciprocity for work
separates humans from lower level animals; the importance of reciprocation should not be
understated in this context. As has been discussed throughout in this thesis, providing
something for nothing is anathema. However, monetary gain is one of a variety of
reimbursements that is of value here. If reimbursement is looked at from these men’s
perspectives we can see that while monetary gain is important, it is not the only or even the
usual method of reimbursement for ones time.

In the section above, we have seen that majority of men interviewed are happy to invest
their time in any activity that will set themselves apart from those of their peers who are
amabhlalela. It is this combination of community expectations towards self-motivated work and
lack of opportunity that makes volunteering one’s time so appealing. When discussing income-
generating activities, the participant below discussed why he finds odd jobs helping neighbours
as it is often without the expectation of direct payment:

Sometimes it is just helping one another, seeing that 1 am not doing anything,
sometimes you need to move your body rather than not doing anything. | also just
help not expecting to get [money] in return.
- Pnhilani, IDI
While payment is not expected quid pro quo, there is an expectation of generalised reciprocity,
in other words, Philani believed that his actions will be reciprocated or appropriately reimbursed

in the future (218). In the excerpt below, Philani continues, explaining that payment for his

work was gaining knowledge as well as a small monetary token:

189



Sebastian S Fuller

Engaging young men in biomedical HIV prevention research: lessons from a community-based
study in rural KwaZulu-Natal, South Africa

Chapter 10: Qualitative analysis of participant motives for research engagement

| just say, “no, what | am doing I know it helps me somewhere, it empowers and
educates me with certain things because | am also growing,” you see? ... What |
also get, it would be that someone saw that because of what we did for him, *“just
take this little thing for yourself,”” without me saying that I want money or | want
something for doing this job.
- Philani, IDI
Central to Philani’s statement is that he is being educated about new things which he feels will
be helpful to him in the future; while he does not expect payment per se he does expect that he
will learn something through his efforts. Another participant made the connection between
research engagement and his participation in community-building activities. In the quote below
Bongi discusses why he does not expect monetary reimbursement for his participation in
research:
...like football, just like me because | have a team I’'m the coach of, | don’t get
anything, 1 also don’t get even a cent, it is just that | like football. Also in research,
even if I don’t get any [money] - but somewhere | will benefit if | don’t have the
virus.
- Bongi, IDI
By participating in these activities for very little (if any) monetary gain, these men are able to

continue to gain new knowledge believing that it will protect them from HIV, and have an

acceptable place within the community, rather than be seen in the perpetual state of just sitting.

V. Conclusions

In order to make sense of what participants are discussing as their motivations to
participate in the study, it is essential to place these data within a specific context. The male
participants of the Impilo Yamadoda study are largely disenfranchised and see themselves as
having few opportunities to change their social and economic position. Participants struggle to
place themselves apart from their peers who are considered umabhlalela, in a continuing state of
social and economic disenfranchisement.

Africa Centre for Health and Population Studies is a well-known institution in the

community; what Africa Centre is known for however, is highly dependent on the direct
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experiences the particular individual has with the institution and the resulting overall
community views. The dynamic shown in the chapter 8 (section 3) in regard to Research Partner
engagement, where affiliation with Africa Centre was rife with complexity, was not as strong a
theme in this dataset. Several participants acknowledged that as Impilo Yamadoda was an Africa
Centre project this might be a potential barrier to their peers’ engagement. More prevalent was
that participants expressed that their own engagement with research was an opportunity to
receive essential information that will help to bring forward “a healthy generation” in their
communities.

Participants discuss the importance of knowledge, a non-cash benefit to participation, as
being more important than material gain. Understanding this in the study’s context, education is
seen as an appropriate reciprocation for participation, on the same par as other community-
engaged activities such as football coaching and assisting neighbours with small jobs.
Participants saw receipt of knowledge, made legitimate by affiliation with the research institute,
as a pathway towards peer health education, an activity important for individual and community
development. Voucher reimbursement was seen as important as an encouragement for potential
participants as well as to enable the engagement of men who cannot afford transport costs
associated with research participation.

The importance of research participation as a legitimate community development activity
is explained through the expectations of reciprocation within this context. Reciprocation is not
expected quid pro quo but rather as a process of developing the self and community through
shared knowledge and experience. It is essential that the research institute, and by extension the
research programme, be seen by the target communities as a part of this reciprocal exchange.
The development and use of appropriate incentives in the Impilo Yamadoda study is an
important contributing factor in the engagement of young men in Kwa-Zulu Natal in the Impilo
Yamadoda: Men’s Health Study.

In the next and final chapter of this thesis the findings from this chapter, as well as the

previous results chapters (6-10) will be brought together to fully answer our research questions.
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l. Introduction
Throughout this thesis we have investigated how the young men engaged in the Impilo
Yamadoda: Men’s Health Study viewed and experienced participation in the research in order to
investigate two research questions:
1. Can participatory research methods be used to encourage men’s participation in
biomedical health research in the global south?
2. What factors contributed to the engagement of young men in Kwa-Zulu Natal in the
Impilo Yamadoda: Men’s Health Study?
This chapter will summarise key results from this investigation and examine the resulting

analyses towards provision of pragmatic suggestions for future researchers in similar settings.

Il. Contextualising methods of collaborative community engagement

In chapters 2, 3, and 4 it was posited that situating this investigation within what is
already known about the setting in which it takes place provides important contextual insight to
our outcomes. This investigation took place in South Africa, which is known to be one of the
countries in the world with the highest prevalence of HIV infection (1). The epidemic in South
Africa is considered to be a generalised one, where infection is primarily through heterosexual
sex (1).

Further, the study area itself, the Hlabisa sub-district of rural KwaZulu-Natal, is an area
that is known to have a population with very high HIV prevalence (91). HIV prevalence rates
are known in this population as a result of the Africa Centre for Health and Population Studies
longitudinal HIV surveillance of a small section of the Impilo Yamadoda study area (88). Africa

Centre is a well-established research institute with a pre-existing community advisory board,
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among other important structural elements that allow research to progress along a cost-effective
timeline. In addition, demographic surveillance shows that the need for development of new
modalities of HIV prevention is pressing in this area (91). These factors situate the Impilo
Yamadoda study area as one that is ideal for a biomedical HIV prevention intervention study:
structural capacity and the demonstrated need for new prevention technologies are key factors in
biomedical HIV prevention trial site selection (257). However, it is of equal importance to
select a research site where community acceptability of HIV prevention intervention research is
high, and thus a base of potential participants can be reached (257).

In our further investigation of this area, we have seen that this area of South Africa has a
unique history; from early ethnographic accounts “before the White man” to the more recent
history of the rise and eventual fall of the apartheid government, KwaZulu-Natal and the Zulu
people have a rich and extensively documented history (52, 72, 121). Zulu men in particular
have been the subjects of research focused primarily on the family and sexuality; several of
these studies have shown that violence has become a dominant form of sexual expression
among men (97, 112, 258, 259). Several studies have hypothesised that the place of Zulu men in
society has been undergoing change related to the difficult social and economic trials of the
twentieth and twenty-first centuries (48, 120, 124, 125, 129). For example, long term and recent
economic privation has been linked to a social shift in Zulu men’s ability to achieve a traditional
ideal of Zulu masculinity (124).

Looking at the historical context of South Africa and specifically Zulu men, we can see
that there may be specific concerns related to engaging with this population. However, through
a review of clinical trial and men’s health research literature we find that it is not well
understood how to best engage men in resource-poor settings in biomedical HIV prevention
research. When reviewing the literature on published biomedical HIV prevention trials
specifically engaging men, such as the literature on circumcision, we find that little has been
reported on the engagement methods used or the development of appropriate engagement

methods (168, 169, 172, 175). What can be learned from this literature is focused on specific
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techniques that can be used in pragmatic ways, such as placing emphasis in trial promotion
materials of the potential benefits and harm that might be experienced as part of research
participation (176). These findings allow researchers to better communicate the aims of the
investigation to potential participants, and may increase the good will of members of the target
communities towards the trial (171, 176).

In a somewhat parallel exercise, there is a large literature on participatory methods of
research implementation. Yet these methods have very different aims: the willingness to
participate studies in biomedical research direct researchers to investigate potential participant
facilitators and barriers for enrolling and adhering to a fixed protocol, whilst participatory
research methods work with members of the community to define methods of investigation that
are feasible and acceptable within that specific context (182, 220). From theories of individual,
community, and cultural change we can recognise it is essential to understand the context that
one is working within (104, 107, 187, 196, 206, 207).

The theoretical basis for this investigation required a thorough understanding of cultural,
community and individual paradigms. In the theory this investigation moved forward with,
individual identity is based on communal identity (104). This dynamic process of change works
on both the individual and collective level as there is no personal identity without community; it
is through the community that individuals create identity. Identity is necessarily fluid, as how
we see ourselves in relation to others changes when we perceive how others see us (104). It is
the doing of identity that forms identity; personal identity is never static (104, 206). Change is a
natural part of the dynamic process of individual and communal identity formation. If we think
of culture as a macro version of community, cultures are also formed through this process of
reflexivity. The geographic (e.g., land), structural (e.g., political structures), and temporal
elements, combined with the complex imaginings and identities of the people who share it, form
cultures (206, 211, 213). Culture and community are thus essential elements of the fluid process
of individual identity formation. Individual identification with the community is enhanced

through collaborative action (104, 206). Collaborative action helps to promote not only
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identification (or, ownership), with a community, but ownership of the action itself (196, 199,
206). In other words, when we work collectively we form bonds with the people we are working
amongst (shared identities), the place we are working in (communities), and the project we are
working towards (change). This process then has the potential for sustainability, as identity with
and ownership of the project has been formed on multiple levels. When we view culture and
community as an essential part of individual identity we can begin to understand why
programmes focused on the individual level are rarely sufficient to create change (196, 206).

This thesis focuses on what happens when we apply this theory of community change to

a community-based engagement strategy in rural KwaZulu-Natal, South Africa.

I1l.  Theory of the strategic community engagement method

This investigation takes into account social science theory and methodology as well as
empirical public health evaluation science. Drawn from the gaps in the biomedical evaluation
research literature, and incorporating the fluid methods of participatory research, the strategic
community engagement method encouraged participation in the Impilo Yamadoda study
through collaborative work with community-based volunteers from existing local organisations.

Grassroots collaborative community development theory informed the initial step in the
strategic community engagement method, that of identifying existing local organisations who
might be interested in partnering with the research study. While the research team did not
necessarily approach a representative group of all organisations in the area, attempt was made to
contact all listed employer, community, non-governmental, and faith based organisations that
worked with men in the Hlabisa sub-district. This was thought to foster inclusiveness (rather
than exclusiveness) and allow the research programme to be seen as a collaborative effort with
(rather than for) the community. Collaborative community development theories posit that

collaboration creates a support structure that fosters behaviour change (196, 206).
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Although the focus of the Impilo Yamadoda study was predetermined, the exact structure
and mechanisms of the strategic community engagement method were not. The theory behind
the engagement method encouraged active collaboration between Impilo Yamadoda researchers,
and members of the community (206, 223). In addition, gatekeeper organisations, such as
governmental bodies and regulating officials were consulted to allow for a further three-way
partnership as suggested by community development theorists (196, 198). The essential
elements of “active collaboration,” especially between Research Partners and Impilo Yamadoda
researchers were delineated as: communication throughout the project, and continuous work on
shared activities (196, 206).

What the Research Partners and partnering organisations received as a result of their
participation was not decided beforehand. In other words, organisations were told that Africa
Centre would assist in non-monetary ways to develop their organisation or members in their
organisations. While the Impilo Yamadoda study’s scope to provide assistance was somewhat
limited, organisations were supplied with examples of how this could be done. Africa Centre
provided parameters to the Impilo Yamadoda study researchers at the start of the study.
Examples of potential assistance included: computer classes, HIV education seminars, and,
assistance with grant applications. This (although limited) level of agency Research Partner
organisations had for determining the direction of their partnership with the research was
theorised to create a sense of interdependency (rather than dependency) and create links with
Africa Centre as an institution to foster strength within the Research Partner organisations
(196).

Training Research Partner volunteers to implement the survey with members of their
communities was theorised as participatory research practice. This aspect of the strategic
community engagement method was thought to encourage identification with the research, first
amongst the Research Partners, and then by diffusion, to the potential participants in the
research. The theoretical background for this aspect of the method comes from the theory that

participatory action creates investment (ownership) in the project undertaken (196, 199, 206).
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The final step was then to encourage community members who were not Research Partners
to take part in the study. This was thought to create a ‘diffusion effect’. It was theorised that if
community members (in this case, potential participants), saw their community leaders
(Research Partners) and local organisations (Research Partner organisations) invest in the
project (i.e., Impilo Yamadoda) they would be more likely to want to take part themselves.

The next section will discuss what the main findings from this investigation were, as a
summary of chapters 6-10 of this thesis. It is only after this discussion that we can fully

understand the benefits and drawbacks of use of the strategic community engagement method

described here.

IV. Study findings

The young Zulu-speaking male participants of the Impilo Yamadoda study were first
described in chapter 6 through a statistical analysis of their demographic profile and responses
to a brief men’s health survey. Somewhat unsurprisingly, we found that this group of survey
participants’ demographic indicators were fairly homogeneous. After adjusting for potential
confounders, participants in the Impilo Yamadoda survey were less likely to be employed than
men of similar ages in the Africa Centre Demographic Surveillance Area (DSA); the percentage
of survey participants employed was 20.27% while Africa Centre Household Socio-Economic
Surveillance (HSE) data from the same time period reports 32.60% employment. The majority
of survey participants were unmarried (93.27% 679/728), and had completed grade 7 or above
(90.86% 646/711). Our understanding of this group of semi-educated, unmarried, unemployed
or under-employed men was furthered through additional survey data specifying social group
membership. The majority of survey participants (56.33%) were involved in sports groups, and
logistic regression confirms that this was strongly correlated with those survey participants who
were eligible for the phase 4 experiment (men 18-35 years inclusive). Social group membership

and marital status, alongside indicators of economic disenfranchisement, was hypothesised as

197



Sebastian S Fuller

Engaging young men in biomedical HIV prevention research: lessons from a community-based
study in rural KwaZulu-Natal, South Africa

Chapter 11: Conclusions and implications

correlating with the majority of these participants’ indication of willingness to participate in
future HIV prevention research (60.95%; 448/735). Interestingly, health education interest was
linked to participants’ willingness to take part in HIV research through the strong associations
found in the Likert-type scale analysis between willingness to participate and perceived
individual and community level benefits.

The analysis of individual interviews and focus groups with Impilo Yamadoda phase 3
participants presented in chapter 10 furthered our understanding of the participants. As found in
analysis of the survey questionnaire, participants in individual interviews and focus groups also
indicated willingness to participate in future biomedical HIV prevention research. When
presented with vignettes describing a hypothetical research study including the collection of
blood samples (see Appendices 4.3 and 4.4 for vignettes), participants were overwhelmingly
positive about their potential participation. In addition, process data from the actual recruitment
of similar participants (and possibly in some cases, the same participants) to the Impilo
Yamadoda phase 4 experiment support these reports of willingness to provide blood samples as
part of research; the enrolment target for the experiment was reached two weeks ahead of
schedule.

Why these men decided to participate in the study was analysed using in-depth interviews
and focus groups with Impilo Yamadoda phase 3 qualitative study participants. In partial answer
to this question participants reported that receipt of health education, and specific interest in
receipt of men’s health and HIV prevention education, was the most important benefit they
could receive for their health research participation. Participants spontaneously indicated their
desire to distribute the benefits from research to their communities via peer education. Further
analysis of these data point to participants’ new role as peer educators as an important
individual-level benefit to their engagement with research. Interestingly, as these men reported
their desire to become peer educators, their self-descriptions included low levels of participation

in activities they saw as beneficial to themselves or their larger community.
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To answer why Research Partners participated, individual interviews with a purposive
sub-set of volunteer Research Partners were analysed. In contrast to interviews with
participants, individual interviews with Research Partners portray this group as involved with
the community via the organisations they represent. As representatives of local community-
based organisations, or to a lesser extent, employer organisations, these men reported a sense of
inclusiveness in their communities. This is unsurprising as the volunteers were recruited by their
host organisations (or in some cases volunteered themselves) precisely because of their
inclusion within the community of men they live and/or work amongst. Pragmatically, Research
Partner volunteers worked primarily as a bridge between the Africa Centre researchers and
members of target communities. Potential participants were introduced to the Impilo Yamadoda
study during the phase 2 survey by the Research Partner volunteer team. In addition, Research
Partners saw themselves as both representatives and participants in the study. Striking a balance
between participant and researcher allowed Research Partners to be seen as both trusted
community members via their association with their parent organisation and holding legitimate
knowledge via their association with Africa Centre. Research Partners, as examples of
responsible men in their communities, portrayed participation in the Impilo Yamadoda study as
a way for their peers to be involved in something that would help the health and development of
their communities. As represented by the return of more than double the amount of
guestionnaires and contact sheets expected in the phase 2 survey, this peer education effect was
highly influential in engaging young men with the Impilo Yamadoda study during its initial
phases.

Just as in-depth interviews with Research Partners began to unpack the reasons behind
their success in engaging participants, individual and focus group interviews with survey
participants brought forward the reasons for their enthusiasm for the study. During analysis of
in-depth interviews with a sub-set of survey participants, social status once again came to the
fore via analysis of participants’ decision to engage with Impilo Yamadoda research.

Participants in individual interviews and focus groups expressed their struggle against the label
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of umahlalela, or the continuous state of “just sitting,” by describing their willingness to “keep
busy” with anything that was seen as helpful to themselves or their communities. Among the
range of activities these men were eager to partake in was the Impilo Yamadoda: Men’s Health
Study.

Motivations for willingness to participate in the study only became clear when related
back to the specific context of this investigation: lack of opportunity and disenfranchisement
combined with the belief that their participation would enable them to contribute to the
community motivated men to engage with the study. Individual gain from participation in
Impilo Yamadoda was reported by participants to be weighted towards receipt of knowledge
rather than monetary reimbursements. This was explained through examination of systems of
reciprocity that participants described being involved with: piecework for family, friends, and
other community members was not reimbursed quid pro quo but rather through receipt of new
knowledge (via learning a new trade or practicing a known one) and secondary to this, a small
monetary payment. In addition, the receipt of HIV prevention knowledge from Africa Centre
allowed information gained via research engagement to be legitimised. As holders of this
valuable knowledge the participants were thus enabled to become peer educators, a far cry from
the do-nothing umahlalela. With the increase in social status via their new role as community

educators these participants move away from their amahlalela peers and closer to the respected

status of baba, a father and provider in the community.
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V. Study findings in relation to the main research questions

Can participatory research methods be used to encourage men’s participation in biomedical
health research in the global south?
Findings Feasibility/ Chapter
Acceptability in thesis
Validation of data through survey analysis indicates good Feasibility of preclinical Chapter 6
quality of the data research method
The return of more than double the amount of Acceptability of preclinical | Chapter 7
questionnaires and contact sheets expected in the phase 2 phase recruitment and
survey implementation method
Analysis of the survey process indicates that collaborative Feasibility of preclinical Chapter 7
work with the Research Partner team was sufficient to research method
recruit participants to the survey phase in the allotted time.
Phase 3 qualitative study participants indicate (prospective) | Acceptability of blood- Chapter
interest in taking part in HIV prevention intervention taking for biomedical 10
research including provision of blood samples research
Phase 4 enrolment target reached two weeks ahead of Acceptability of Chapter 9
schedule indicates participants’ willingness to provide blood | biomedical research:
samples as part of research blood-taking and
recruitment methods
95.3% (223/234) of participants enrolled at baseline Acceptability of Chapter 9
attended one of the two health fairs (completed enrolment) randomisation in
biomedical research

Table 11.1: Feasibility and acceptability of elements of the strategic community
engagement method

Our first research question explores elements of the strategic community engagement
method used in the Impilo Yamadoda study in order to better understand their potential
feasibility and acceptability for use in future research studies in the global south. Table 11.1
(this page), lists each of the elements of the strategic community engagement method, their
feasibility and acceptability, and where these findings are discussed in the thesis.

In chapter 6, we found through validation of elements within the dataset that the data that
Research Partners collected through their implementation of the phase 2 survey was of a good
standard. This indicates that it is feasible to work collaboratively with lay community volunteers
to implement unnamed survey research among their community members, despite the limited
time and scope of the formal Research Partner training programme. In chapter 7 we found that
not only was the quality of the data collected good, but also that the Research Partners were able
to gather more questionnaires and contact sheets than was originally anticipated. This high rate
of returns indicates that Research Partners were effective in engaging young men in the Impilo

Yamadoda study to the survey phase.
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In chapter 10 we learned that phase 3 qualitative study participants indicated interest in
taking part in HIV prevention intervention research including provision of blood samples. The
interviews and focus groups with phase 3 participants was prospective to their enrolment in the
study, however, these data were confirmed in chapter 9, where the recruitment of participants to
the Impilo Yamadoda phase 4 experiment was presented. In chapter 9 we found that the phase 4
enrolment target was reached two weeks ahead of schedule. Together these reports indicate
participants’ acceptability of provision of micro-capillary blood samples as part of the Impilo
Yamadoda experimental phase. In chapter 9 we also found that 95.3% (223/234) of participants
that enrolled at baseline also completed their enrolment by attending one of the two “Men’s
Health Fairs”. As these health fairs were also randomisation events, this indicates Impilo
Yamadoda experimental phase participants’ acceptability of randomisation to one of the three
study arms.

While these data indicate the feasibility and acceptability of use of the strategic
community engagement method to encourage participation in biomedical research in the global
south, there are some important limitations of this research. Importantly, as was shown in
chapter 3 (section 6), there are specific concerns potential participants may have when deciding
to enrol in biomedical HIV prevention intervention research. For example, not all of the
elements of a full scale biomedical trial were tested in this study: there was no administration of
experimental medicines in any of the study arms, no participants received their HIV test results
during any phase of the research, and randomisation did not mean postponement of treatments
or allocation of a placebo. The Impilo Yamadoda study experimental phase randomised
participants to two different modalities of blood taking (venepuncture at clinic versus micro-
capillary sample in a community setting), and two different types of follow-up method (mobile
phone interview versus face-to-face). Randomisation may thus have been more acceptable than

might be during a full-scale biomedical trial.
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Figure 11.1: Findings from investigation of main research question and the effect on the
phase 4 biomedical experiment design

The main study findings in response to our second research question and how they
affected the design of the Impilo Yamadoda experimental phase can be seen in Figure 11.1,(this
page). In chapter 6 we found that men indicated interest in participating in HIV prevention
research. Through further analysis we found that this interest was linked to participants’ interest
in health education. During individual interviews and focus group discussions with a subset of
survey participants we found a strong theme of health education as the most important benefit
participants’ could receive from their involvement in health research. Directly related to this
was the finding during in-depth interviews with Research Partners, who believed that
participation in the Impilo Yamadoda study would lead to “healthier communities.” We found
that Research Partners also described this as an important incentive to participation in the Impilo
Yamadoda study. While this did not allow us to understand the complex dynamics around
participation in the research study, we felt that this evidence was sufficient to justify assuring
that an element of the phase 4 experiment include health education. Although a “health fair”
was part of the original protocol design, when the importance of this as a benefit to participation

was seen we decided to give men more than the informational sessions planned; stakeholder
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partners (i.e., Hlabisa hospital and the Department of Social Development) were consulted in
collaboration with Research Partner organisations in the design and implementation of the
“Men’s Health Fair” held during the phase 4 biomedical experiment randomisation event.

The section below will further our understanding of the usefulness of the strategic

community engagement method by focusing on specific benefits and drawbacks of the strategic

community engagement method.

V1. Benefits and drawbacks of the strategic community engagement method
From this analysis we have seen that the strategic community engagement method
developed for use in the Impilo Yamadoda: Men’s Health Study was a feasible and acceptable
tool to encourage young Zulu-speaking men to take part in all phases of the study. Moving
beyond feasibility and acceptability in this specific context, this section will discuss the
potential benefits and drawbacks of using the strategic community engagement method.
Working collaboratively with the Research Partner volunteers allowed for identification
of common goals for the research team and potential participants of the Impilo Yamadoda study.
When we examine this further we can see that the most important common goal identified in the
initial collaborative process between the research and Research Partner team was to work
towards better health for young men in the sub-district. However, better health for men was not
a primary goal of the Impilo Yamadoda study. While understanding how to best engage
potential participants in a large-scale HIV prevention intervention study can be seen as a long-
term effect resulting in better health, particularly if the methods identified can be generalised to
other settings, the short-term gains by the individuals within this study (both Research Partners
and participants) was minimal. After the goal of better health for men was determined, the
Research Partner team was given information on basic HIV prevention by the Impilo Yamadoda
team as part of their research training. The study participants’ HIV prevention and health-

increasing education was limited to the ‘interventions’ at the Men’s Health Fair (Impilo
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Yamadoda experimental phase). Yet participants and Research Partners alike agreed that they
had been given valuable health information that could be passed on to others, and this was seen
as a main incentive to their continued participation in Impilo Yamadoda. Participants and
Research Partners reported that speaking one-on-one to study staff and having increased
opportunities to speak with their peers about men’s health and HIV prevention was a valuable
way to increase both their health education and their social standing. This was most apparent
among focus group participants; however, the theme of “coming together in groups” to talk
about sex, health, and disease was prevalent throughout qualitative data collected from
participants and Research Partners.

Direct involvement of the Research Partners from the initial stages of the study allowed
potential participants to view engagement with the Impilo Yamadoda study as potentially
positive for the community. Analysing interviews with Research Partners we can see that this
was likely due to the way they encouraged participation in the study. As discussed in chapter 8,
Research Partners told participants that Impilo Yamadoda was a research study to encourage
men’s health:

I think if you told them beforehand, how the research will benefit them and their
communities, and that it will be passed to the government to help them, then they
will be more willing to take part in research programmes.

- Simphiwe (Research Partner)

The above quote is instructive not only to see how Research Partners described Impilo
Yamadoda to participants, but as insight into how the structure of change is understood. If
following the theoretical guidelines of a collaborative community development project, or that
of a participatory action research study, there would necessarily be a component of this method
that encouraged sustainable change (184, 196, 199). Taylor-Ide’s theory of sustainable change
creation includes a three-way partnership for top-down, bottom-up, and outside-in
collaboration. We can see that in this engagement method, Africa Centre can be seen as the

‘outside-in’, and the Research Partners’ the ‘bottom-up’, but the top-down element was limited

to consultation with stakeholder organisations during the Research Partner organisation
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identification period (early phase 1) and the planning and implementation of the “Men’s Health
Fair” (prior to phase 4 randomisation). Simphiwe discusses the role of government in creation
of sustainable change, yet there is only a token element of how sustainable change could be
produced in the strategic community engagement method: reports and publications arising from
this research will be funnelled to individuals in government agencies that decide on the structure
and function of the health education programmes in the area. This model may thus suffer from
the lack of a true three-way partnership.

Yet there were benefits of the strategic community engagement method that might be
considered sustainable. The Research Partner training programme, including the direct practice
of administering the phase 2 survey, increased research literacy on the part of the Research
Partners. Increased research literacy on the part of these community-based volunteers can be
seen as an important long-term effect of this collaboration: the Research Partner organisations
identified in this process have continued to volunteer their time with Africa Centre and are
providing important insight and collaborative direction in community engagement with the
upcoming Treatment as Prevention (TasP) study in the sub-district’ (260). In this way the
Research Partner team has moved beyond a consultancy position, such as in the standard
Community Advisory Boards that are often research institutes’” main point of community
contact, to an active role in the research planning and implementation process. This is an
important element in the sustainability of the strategic community engagement method,
particularly in areas where there are on-going studies (i.e., demographic surveillance), and other
sites where large-scale biomedical research is likely to take place.

To further the sustainability of the lessons learned in this investigation, please see Appendix
6 for suggestions for Principle Investigators, Project Leaders, and Trial Coordinators to use in

the design and implementation of community-based HIV prevention intervention research in the

global south.

7 Personal correspondence, John Imrie, Assistant Director and Social Science Lead, Africa Centre for
Health and Population Studies, 2012.
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VII. Implications

We have seen throughout this thesis that the participants of the Impilo Yamadoda study
based their decision to enrol on factors that had not been considered as being influential by the
research team during the study design period. Receipt of knowledge about “men’s health”
including HIV prevention, and increased social standing on the part of the participant, were seen
to be more influential to participant willingness to engage with Impilo Yamadoda than material
reimbursements such as store vouchers. That these incentives were discussed as early on as
during the Research Partner training programme shows that this method was effective at
identifying the wants and needs of potential participants in the Impilo Yamadoda study. This
was later confirmed through in-depth interviews and focus groups with participants, and thus
shows one of the values of using this collaborative approach to participant engagement in
research.

HIV service provision in the developing world is undergoing an ideological shift towards
an interdependent view of how to tackle the epidemic: treatment, testing, care and support are
being seen as parts of a whole package in preventing new infections and care for the infected
(261). This change in planning for service provision necessitates an important shift in viewing
people not only as vulnerable but also as actively engaged with the world; individuals’
adherence to treatment is now seen to be based on a variety of individual and social factors
(261). It is currently acknowledged that variables that may not be readily and empirically
measurable in their direct impact on behaviour, such as social and economic capital, are
essential considerations when designing service provision (215, 216). HIV research is likewise
shifting; since 2005 there has been a growing literature towards understanding the impact that
community dynamics and economic statuses of target populations have on participant
engagement with biomedical research (173, 174).

In chapter 4 (section 2) of this thesis it was posited that while researchers are increasingly
looking to new ways to engage potential participants in research, rarely are community

engagement methods based on robust social science findings (180, 194). When looking at
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biomedical health research participant engagement programmes and early top-down models of
community development a similarity can be found: in these top down models of development, a
problem is identified by professionals outside of the community who then import resources to
“solve” that problem (195, 196). These models of development perpetuate existing power
imbalances rather than shape positive community change (198-200), a dynamic that can be seen
as influencing the past failures of biomedical trials to engage communities in research (173,
174).

The recommendation that target communities be consulted prior to biomedical HIV
prevention research implementation is not new; social scientists and ethicists agree that
community involvement is essential to the success of a research study (170, 171, 179, 192, 204).
Yet while researchers attempt to identify and liaise with leaders of the communities affected by
research prior to study implementation (170, 171, 179, 204, 205), community engagement is
rarely directed by evidence or robust theory (17, 180). Although encouraging high levels of
research engagement among target populations is essentially a behaviour change activity,
community change theories have not yet been considered in relation to creation of community
engagement methods for biomedical research in the global south. The results of this
investigation suggest that community-based engagement methods can be constructed using
theories of participatory research and collaborative community development to encourage
participant engagement in HIV prevention intervention research in the global south.
Additionally, the application of this practice may further target communities’ good will towards
biomedical HIV prevention research, improving research results for both participants and

researchers alike.
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given. Ethical approi}al is specific to this project and must not be treated as applicable to research of a
similar nature. Each research project is reviewed separately and if there are significant changss to the
research protocol you should seek confirmation of continued ethical approval by completing the
‘Amendment Approval Request Form',

The form identified above can be accessed by IOgging‘ on to the ethics website homepage:
http://www.grad.ucl.ac.uk/ethics/ and clicking on the button marked ‘Key Responsibilities of the Researcher

Following Approval'.

2.

It is your respensibility to report to the Committee any unanticipated problems or adverse events involving
risks to participants or others. Both non-serious and serious adverse events must be reported.

Reporting Non-Serious Adverse Evenis,

For non-serious adverse events you will need to inform Ms Helen Dougal, Ethics Committee Administrator
(h.dougal@ucl.ac.uk), within ten days of an adverse incident occurring and provide a full written report that
should include any amendments to the participant information sheet and study protocol. The Chair or
Vice-Chair of the Ethics Committee will confirm that the incident is non-serious and report to the Committee
at the next meeting. The final view of the Committee will be communicated to you.

Reporting Serious Adverse Evenis
The Ethics Committee should be notified of all serious: adverse events via the Ethics Committee

Administrator immediately the incident occurs. Where the adverse incident is unexpected and serious, the
Chair or Vice-Chair will decide whether the study should be terminated pending the opinion of an
independent expert. The adverse event will be considered at the next Committee meeting and a decision
will be made on the need to change the information leaflet and/or study protocol.
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On completion of the research you must submit a brief report (@ maximum of two sides of A4) of your
findings/concluding comments to the Committee, which includes in particular issues relating to the ethical
implications of the research.

Yours sincerely

-

Sir John Birch
Chair of the UCL Research Ethics Committee

Cc: Sebastian Fuller

UCL Research Ethics Committee, c/o The Graduate School, North Cloisters, Wilkins Building
University College Londen Gower Street London WC1E 6BT

Tel: +44 (0)20 7679 7844 Fax: +44 (0)20 7679 7043

h.dougal@ucl.ac.uk

www.ucl.ac.uk/gradschool
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UCL RESEARCH ETHICS COMMITTEE

{UKCIL

Annual Continuing Review Approval Form

it is a requirement of the UCL Research Ethics Committee that research projects which have received ethical
approval by the Committee are monitored annually. Therefore, this form must be completed and returned
PRIOR to the date that the current approval expires. If your project has ceased or was never initiated, it is
still important that you complete this form so that we can ensure that cur records are updated accordingly.

Principal Investigator: Prof. Marie-Louise Newell
4 | ID Number: Application T65E1954

|‘|“>LHOGI

2 | Project Title: Impilo Yamadoda: Men's Health Study

3 ’ Current Approval Expires: 1 August 2010

4 | Project Status: (please tick relevant box)

X | Active Terminated

5 I Current Status of Human Participant Use:

Beginning date: 1/09/09 Date completed (if applicable).
Total Number enrolled to date: 720

6 | Human participants will no longer be used. Please explain:

7 If funded study, please indicate: Agency: European and Developing Countries
Clinical Trial Partnership

Project Period:
Agency Award Number:

8 | Number of participants who withdrew from the project: NONE
Please provide reasons for withdrawal: N/A
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9 | Have you modified your research since your last review? Yes E No

If so, you are required to submit a revised application form to the Committee for review.

10

Piease provide with this form a brief report describing the progress of your study thus far.

Include a description of any adverse or unforeseen circumstances arising out of the research project
(e.g. a complaint by a patticipant, an incident endangering a research worker taking a questionnaire out
to a population study, etc) together with a surnmary of any recent literature, findings, or other relevant
information associated with your study.

There have been no adverse events in this research project.

In the initial phase of the project we completed identification of volunteers (‘Research Partners’) to
administer a short survey to men over 16 years of age in their home or work communities. Survey data
collection exceeded expectations (n=300 expected) with 978 men approached and 696 agreeing to take
part. Of those men who agreed to complete the survey 543 consented to leave their contact information
with us for participation in later stages of data collection. This survey phase ended 1% February 2010. Al
survey data are currently being analysed and once completed, will be reported back to the community
and stakeholders via survey administrators and Africa Centre Community Advisory Board updates.

Survey participants consenting to survey foilow-up were purposively sampled by age and location to
participate in either an individual In-Depth Interview (IDI) or a Focus Group Discussion (FGD). 20 [Dls
and eight FGDs were undertaken from November 2009 to June 2010. Data from this qualitative phase is
currently being prepared for analysis.

All Research Partners agreed to be contacted for follow-up using IDI; 12 were identified as suitable to
represent the sample of 24. Six IDIs of survey administrators took place in March 2010. We are
currently completing a primary analysis of this data before completing the 6 outstanding interviews,
which follows the grounded theory analysis technique detailed in our application.

We expect to terminate the project following the collection of the remaining IDIs with survey
administrators, which is expected to be early September 2010.

Print Name: Signature: Date:

Sebastian S Fuller &ZQL 8 July 2010

FOR OFFICE USE ONLY: Y

Approval

The continuing monitoring of this protocol has been reviewed and approved by the Committee. The re-

approval date is O'}\)(élel\)(d and is valid fer-4-yearfrom this date. LN L Ol[ )

defued). /vamq \?M wold  (Secnolen o€ re LG &;CJ

Please return completed form to: O34 ]r)%/}u)ol 8)

Secretary of the UCL Research Ethics Committee
Graduate School

North Cloisters, Wilkins Building

Gower Street

London

WC1E 6BT
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UNIVERSITY OF
KWAZULU-NATAL

RESEARCH QFFICE (GOVAN MBEKI CENTRE)
WESTVILLE CAMPUS

. TELEPHONE NO.: 031 - 2603587
EMAIL :ximbap@ukzn.ac.za

20 GCTOBER 2009

MR. §S FULLER
CENTRE FOR SEXUAL HEALTH & HIV RESEARCH
{(AFRICA CENTRE FOR HEALTH & POPULATION STUDIES

Dear Mr. Fuller

ETHICAL CLEARANCE APPROVAL NUMBER: HS8/0252/09

| wish to inform you that your application for ethical clearance has been granted fuil approval for
the following project:

“Impilo Yamadoda (Men’s Health)”

PLEASE NOTE: Research data should be securely stored in the school/department for a
period of 5 years

| take this opportunity of wishing you everything of the best with your study.

Yours faithfully

.................................................................................

PROFESSOR STEVEN COLLINGS (CHAIR)
HUMANITIES & SOCIAL SCIENCES ETHICS COMMITTEE

cc. Prof. M Newell
cc. Prof. J Imrie
cc. Prof. G Hart
cc. Ms. S Grobler

Founding Campuses: == Edgewood Howard College zz Medical School ==z Piefermariizburg wgs\l\éesfvi”e



UCL GRADUATE SCHOOL A
UCL RESEARCH ETHICS COMMITTEE m

Mr Sebastian Fuller

Research Department of Infection & Population Health
Centre for Sexual Health & HIV Research

Mortimer Market

Capper Street

London

WC1E 6JB

16 February 2010

Dear Mr Fuller

Re: Ethics Application: 1934/001: Impilo Yamadoda: Men’s Health Study

Further to your email of 3 February, | am pleased to confirm that the Vice-Chair has approved your request to
include an additional set of in-depth interviews with community leaders who have been involved in the research
project as organisers and survey administrators to the above study.

As always, please notify the Administrator of the Ethics Committee if you propose to make any further
amendments.

It is also your responsibility to report to the Committee any unanticipated problems or adverse events involving
risks to participants or others.

On completion of the research you must submit a brief report (a maximum of two sides of A4) of your
findings/concluding comments to the Committee, which includes in particular issues relating to the ethical
implications of the research.

With best wishes

Yours sincerely

Sir John Birch
Chair of the UCL Research Ethics Committee

Cc. Professor Marie-Louise Newell
Professor Graham Hart

UCL Research Ethics Committee
c/o Graduate School

North Cloisters

Wilkins Building

Gower Street

London WC1E 6BT

Tel: 020 7679 7844
Fax: 020 7679 7043

Email: ethics@ucl.ac.uk
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RESEARCH OFFICE (GOVAN MBEKI CENTRE) UNIVERSITY OF
WESTVILLE CAMPUS

TELEPHONE NO.: 031 - 2603587 KWAZU LU-NATAL

EMAIL :sshrec@ukzn.ac.za

9 DECEMBER 2009

MR. 88 FULLER
CENTRE FOR SEXUAL HEALTH & HIV RESEARCH
AFRICA CENTRE FOR HEALTH & POPULATION STUDIES

Dear Mr. Fuller

PROTOCOL REFERENCE NUMBER: HS5/0252/09
PROJECT TITLE: “IMPILO YAMODDA (MEN'S HEALTH STUDYY"

FULL APPROVAL NOTIFICAITON — AMENDMENT
This letter serves to notify you that your application for an amendment has been granted full approval through an expedited review
procedure:

Any alterations to the approved research protocol i.e. Questionnairefinterview Schedule, Informed Consent Form, Title of the
Project, Location of the Study must be reviewed and approved through an amendment Imodification prior to its
implementation. Please quote the above reference number for all queries relating to this study.

PLEASE NOTE: Research data should be securely stored in the schoolldepartment for a period of 5 years
Best wishes for the successful completion of your research protocol.

Yours faithfully

SOCIAL SCIENCES & HUMANITIES RESEARCH ETHICS COMIMITTEE

cc. Newell M Prof.
ce. Imrie J Prof.
cc. Hart G Prof.
cc. Grobler S Ms.

Founding Campuses: == Edgewood == Howard College == Medical School \— Pietermaritzburg =8 Westville




UNIVERSITY OF
KWAZULU-NATAL

RESEARCH OFFICE

Biomedical Research Ethics Administration
Westville Campus, Govan Mbeki Building

Private Bag X 54001

Durban

4000

KwaZulu-Natal, SOUTH AFRICA

Tel: 27 31 2604769 - Fax: 27 31 2604609

Email: BREC@ukzn.ac.za

Website: http://research.ukzn.ac.za/ResearchEthics/ BiomedicatResearchEthics. aspx
27 July 2010

Prof. J Imrie

Africa Centre for Health and Population Studies
Mtubatuba

3935

KwaZulu- Natat

Dear Prof Imrie

PROTOCOL: Impilo Yamadoda: Men's Health Study. REF: BE0O57/010

EXPEDITED APPLICATION

A sub-committee of the Biomedical Research Ethics Committee has considered and
noted your application dated 08 March 2010.

The study was approved pending appropriate responses to queries raised. Your
responses dated 19 June 2010 to queries raised on 20 May 2010 have been noted by
a sub-committee of the Biomedical Research Ethics Committee. The conditions
have now been met and the study is given full ethics approval and may begin as
from 27 July 2010.

This approval is valid for one year from 27 July 2010. To ensure uninterrupted
approval of this study beyond the approval expiry date, an application for
recertification must be submitted to BREC on the appropriate BREC form 2-3
months before the expiry date.

Any amendments to this study, unless urgently required to ensure safety of
participants, must be approved by BREC prior to implementation.

Your acceptance of this approval denotes your compliance with South African
National Research Ethics Guidelines (2004), South African National Good Clinical
Practice Guidelines (2006) (if applicable) and with UKZN BREC ethics requirements
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as contained in the UKZN BREC Terms of Reference and Standard Operating
Procedures, all available at http://research.ukzn.ac.za/ResearchEthics11415.aspx.

BREC is registered with the South African National Health Research Ethics Council
(REC-290408-009). BREC has US Office for Human Research Protections (OHRP)
Federal-wide Assurance (FWA 678).

The sub-committee’s decision will be RATIFIED at a full sitting of the Biomedical
Research Ethics Committee meeting to be held on 10 August 2010,

We wish you well with this study. We would appreciate receiving copies of all

publications arising out of this study.

Yours sincerely

Y S

— -

Professor D.R Wassenaar
Chair; Biomedical Research Ethics Committee
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Appendix 2: Phase 2 survey

Appendix 2: Phase 2 survey

2.1 Phase 2 survey: Information Sheet
2.2 Phase 2 survey: Questionnaire
2.3 Phase 2 survey: Contact Sheet

2.4 Phase 2 survey: Participation rate log
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Impilo Yamadoda: Survey Information Sheet

What is this study about?

Africa Centre researchers have gathered a great deal of information about the lives and living conditions of people and
households in the Hlabisa sub-district. In a number of other studies we have also learned a great deal about HIV/AIDS
and women and children. However, over the yeats, very little has been recorded about the health needs, beliefs, and
practices of Zulu men in the Hlabisa sub-district. Africa Centre researchers are currently conducting a study in this area
that is specifically focused on men to try to gain an understanding from Zulu men about your own views on health needs
and practices. By increasing our understanding of men’s health needs and beliefs we can make the prospect of
participating in health research an attractive one for you.

If more men participate in health research, researchers are able to understand how to ensure health care improvement
initiatives specifically include men. We believe that if there are better health opportunities for men, then men will become
more engaged, and that positively engaged men will be able to live healthier lives. When men are healthier it helps to
create a healthier community overall.

What is my role in the study?

We would like you to complete a short anonymous survey questionnaire. The survey asks you about where you spend
your time, if you have access to a cell phone, your employment status and membership in community
groups/otrganisations, your general health and HIV specific health concerns, attitudes to HIV prevention, and your
interest in various parts of health research. There are no elements to this phase where we will ask you to provide biological
specimens (such as blood).

Once you have finished the survey we will ask you if you are interested in helping us further with our research by
participating in an individual interview or a group discussion. In these discussions we would like to ask you in a bit more
detail about your own or your community’s health beliefs and concerns and why men do or do not participate in HIV
related research. In order to participate further in the study you will need to provide us with some contact information so
we can get in touch and arrange a time to meet again. You are under no obligation to give us you contact information,
even if you decide to complete the survey questionnaire. If you do decide to give us your contact information you are
under no obligation to continue with the research and may withdraw from the study at any time. If you change your
mind after completing the contact sheet and no longer wish to be involved please inform our study representatives (named
below) and we will cease future contact with you. There will be no negative consequence to you if you decide not to give
your contact information or if you withdraw your involvement in future research at a later date.

How will my confidentiality be protected?
This survey is anonymous; there is nowhere on this form where your name or contact information will be recorded.

Submission of a completed questionnaire implies consent to participate. As participation is anonymous it will not be
possible for us to withdraw your completed questionnaire once you have returned it to us.

If you choose to keep in contact with us please complete the contact form with the person administering your
questionnaire. Your Impilo Yamadoda research representative should keep your questionnaire and contact form in separate
envelopes once they have been completed. If you have any questions or concerns about this process please contact the
study staff using the contact information below.

Sebastian Fuller, Project Leader; Contact number: 035 550 7670; Cell: 076 408 8160
Nkululeko Mngomezulu, Research Assistant; Contact number: 035 550 7614; Cell: 079 851 1427

If you would like to speak to someone outside the research team for any reason relating to your participation in this project, please
contact: Mduduzi Mahlinza, Community Liaison Office; Contact number: 035 550 7500

Physical address: Africa Centre for Health & Population Studies, R618 en route to Hlabisa, Somkhele.

The University KwaZnln-Natal Human & Social Sciences Ethics Board has approved this study
This study has been approved by the University College Iondon Ethics Board Project ID# 1934/001

Impilo Yamadoda Phase 2 Information Sheet

241



HiE NN

Impilo Yamadoda: Men’s Health Survey
Questionnaire

Administrator read aloud: Thank you for agreeing to take part in this important research on men'’s health. This survey is
anonymous, which means that we will not collect your name or contact details on this form. Please answer the questions
as honestly as possible.

You do not have to provide contact information in order to take part in this survey. However, if you would like to be involved
with further research conducted by Africa Centre you can provide us with your contact details after the interview is
completed. Your contact details will be kept separate from your completed questionnaire in order to make sure that your
identity is not matched to your answers to these questions.

1. Demographics

1. What is your current age? Years

2. Whatis your current marital status?
[] Married
[] Engaged/not yet married
[] Single
[] Widowed
[] Divorced

3. How many people are current residents of your household? (Interviewer - Current residents are people that live in your
house at this time.)

4. What is the highest education grade you have completed?

II. Cell Phone Data

5. Do you own a cell phone?
[] Yes—Q.6
[] No—Q.9

6. Do you share this cell phone with anyone else? [Interviewer - By sharing a phone we mean that you and one or more other
people use the phone at different times as a main source of telephone contact.]

[] VYes
[] No—Q.9

7. Do you share your cell phone number with anyone? [Interviewer - By sharing a number we mean that you and one or more
other people use the same number at different times as a main source of telephone contact.]

[] VYes
[] No—Q.9
8. Who do you share your cell phone number with?
Tick all that apply
] Wwife
[] Girlfriend
[] Bother/sister
[] Children
[] Friend
[] Other (name relationship)

lll. Daily Activities, Work, and Community Involvement

9. Are you currently employed?
[] Yes—Q.10
[] No— Q.15

Impilo Yamadoda: P2 1
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10.

1.

In a typical working day, how many hours do you work? Hours

In a typical working week how many days do you work? Days

12. What mode of transport do you use to get to work?
Tick all that apply

I

Taxi

Driving own car

Carpool/ Lift club [joining a car with others going to the same place]
Car lift from employer

Bicycle

Walking/By foot

Other

None [for example: working at home]

How long does it take you to travel to work each day (one way)? Minutes

When you have completed work where do you spend your time?

— Q.16

If you are currently unemployed, what do you do in the time that others are working?

Do you belong to any of the following organizations?
Tick all that apply

O

Burial Society
Community garden group
Farmer’s Association

Sports group (indicate which sport)
Study group

Choir or music group

Youth group

Informal trader’s group

Men'’s association

Church group

Stokvel

School committee

Water committee

Policing forum

Development committee

Tribal authority (chief, induna, councillor)
Community health worker

Other (please indicate)

IV. (General) Health/ Health Interests:

17. How would you describe your general health at present?

0
0
0

Excellent/ Very good/ Good
Fair
Poor

Impilo Yamadoda: P2
English Questionnaire
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18.  We are interested in knowing what aspects of health are of concern to men. Please indicate if you are interested in learning
about the following: Tick all that apply

Diabetes

Blood pressure

Heart disease

HIVIAIDS

Sexually transmitted infections (other than HIV)

Men'’s nutrition & fitness

Mental health issues

Alcohol use

Tobacco use

Male circumcision

Using traditional medicines and Western medicines together

Violence

Physical or sexual abuse

Vehicle Safety

Other (please indicate)

I

V. HIV/AIDS specific:

19. Do you know anyone who has tested for HIV?
[] VYes

[] No
[] Don't know

20. Have you ever requested and had an HIV test?

[] VYes
[] No
[] Don't know

VI. Health Research

21. We are interested in developing programmes that give information to men on the different ways that help to prevent the
spread of HIV. Would you be willing to be a research participant in a HIV prevention education programme for men?
[] VYes
[] No—Q.24
[] Don't know/Undecided

22. If the following programmes to learn about HIV prevention were to take place, which would you be willing to participate in?
Tick all that apply
[] Condom use education
[] Men’s discussion group on health & sexuality
[] Circumcision education
[] Other (indicate which)

23. Inafuture part of the Impilo Yamadoda study we will be asking men if they will give us a blood sample, so we can estimate
how many men that participate in Impilo Yamadoda have HIV. The person taking the blood samples will not be able to tell if a
man has HIV, they will not do a test for HIV or be able give you a test result. The blood samples will go to a laboratory where
they are checked to see if any are HIV-positive. This will be done by someone with special training, who will also not be able
to tell who the blood samples belong to. To be clear, this is not an HIV test where you can find out the result and learn if you
have HIV. We are not asking you to give a sample now. However, if you would like to know where you can get an HIV test
and learn the result (VCT), we can tell you places to go after this interview.

Knowing this, would you be willing to give a blood sample as part of research to help identify more effective HIV interventions
for men?

[] VYes
[] No
[] Undecided

Impilo Yamadoda: P2 3
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Administrator Instructions for questions 23-34:

Read the statement and also read the options to the respondent so that he will know the way in which he has to answer the questions
(i.e. “I do not have a problem with my daughter dating an immigrant. Do you strongly agree, agree, neutral, disagree, or strongly
disagree?’) Tick only one box per question.

Read aloud to participant:

The rest of this survey is a series of statements that you may or may not agree with. These statements are opinions (not
facts). Please respond to the following statements on a scale from strongly agree to strongly disagree, depending on how
you feel about the statement.

24. My participation in HIV prevention research helps to improve the health of my community
DStroneg agree DAgree ONeutral DDisagree DStroneg Disagree

25. 1 am more likely to participate in HIV prevention research if | am paid for my participation
DStroneg agree DAgree ONeutral DDisagree DStroneg Disagree

26. 1am more likely to participate in HIV prevention research if | receive information about how to maintain good health as part of
my participation

DStronegagree DAgree Oneutral DDisagree DStroneg Disagree

27. 1 am more likely to participate in HIV prevention research if | receive health care as part of my participation
DStroneg agree DAgree ONeutral DDisagree DStroneg Disagree

28. lam too busy to take part in HIV prevention research
DStroneg agree DAgree ONeutral DDisagree DStroneg Disagree

29. 1do not know other men who participate in HIV prevention research
DStroneg agree DAgree ONeutral DDisagree DStroneg Disagree

30. Ithink I will enjoy participating in HIV prevention research
DStroneg agree DAgree ONeutral DDisagree DStroneg Disagree

31. There are ways to prevent becoming infected with HIV
DStroneg agree DAgree ONeutral DDisagree DStroneg Disagree

32. If | participate in HIV prevention research it is possible that people will think | have HIV.
DStroneg agree DAgree ONeutral DDisagree DStroneg Disagree

33. People in my community would like it if | participated in HIV prevention research
DStroneg agree DAgree ONeutral DDisagree DStroneg Disagree

34.  Some people claim that giving a blood sample as part of research can give you HIV. | believe this is true.
DStroneg agree DAgree ONeutral DDisagree DStroneg Disagree

35. | believe that only traditional medicine can effectively prevent HIV
DStroneg agree DAgree ONeutral DDisagree DStroneg Disagree

Impilo Yamadoda: P2 4
English Questionnaire 245



Survey Participant Contact Sheet

Rec. Loc code

Administrator read aloud: By giving us the information on this contact sheet you agree to have employees from the Africa
Centre attempt to contact you for the purpose of inviting you to participate in further research. You do not need to provide us with any
information you do not wish to. There are no negative consequences if you choose not to provide us with this information. Your contact
information will be kept confidential (will not be shown to the public) and will only be used for the purpose of Africa Centre research
projects. You are under no obligation to participate in further research by providing this information and may ask us to stop contacting
you at any time without any negative consequences.

1. Are You willing for us to contact you for further research, if need be by calling any of the numbers you provide
ot visiting you at the location you list here? ~ Yes d No U (If ‘NO”’ do not continue form.)
2a. First Name(s): 2b. Surname(s):

2c¢. Any other name(s) you are commonly known as:

3. What is your current age? yrs

4a. Do you have a phone number we can contact you with? Yes Q No d Refused d

4b. Main Phone number: (check that there are ten digits to the number)
4c. Best time to call: (day of week) (time of day)

4d. Whose phone number is this?

Own Q Partner Q Family Member Q Other Q, specify relationship:
4e. May we leave a message here? (tick all that apply): SMS U Voice A Refused 1

5a. If you have another phone number we can call in order to reach you we can collect this number here. We will
ask for you by name and say we are calling from the Africa Centre.
Do you have another phone number we can contact you with? Yes Q No d Refused d

5b. Secondary Phone number: (check that there are ten digits 1o the number)

5c. Whose phone number is this?
Own [ Partner Q Family Member Q Other Q, specify relationship:

5e. May we leave a message hete? (tick all that apply): SMS Q Voice d Refused

6a. Is there any place that we may visit to be able to find you (social or community group, taxi rank, church, etc.)?
Yes d No U Refused 4

Location (name and/ot type: ex, shop, chutch)

6b. Area (of location):

6¢. Directions (note where directions start, any major roads and landmarks like large trees, or stores, note colour of buildings, anything
that will help to direct us to the location):

6d. Best time to visit: (day of week) (time of day)

6e. If we do not find you here may we ask for you by name? (We will identify ourselves as Africa Centre
employees.) Yes 1 No U

Tmpilo Y amadoda P21.oc 1
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Thank you for agreeing to provide us with your contact details!
An Impilo Yamadoda researcher will be in contact with you soon for an opportunity to involve you
in future research.

Signature of Administrator: Date of signature:

Print name and surname:

The University KwaZnln-Natal Human & Social Sciences Ethics Board has approved this study
This study has been approved by the University College ondon Ethics Board Project ID# 1934/001

Tmpilo Y amadoda P21.oc
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Appendix 3: Research Partner involvement

Appendix 3: Research Partner involvement

3.1 Research Partner organisation assessment

3.2 Research Partner survey administration training feedback form
3.3 Research Partner interview purposive sampling framework

3.4 Research Partner interview consent form

3.5 Research Partner interview information sheet

3.6 Research Partner interview topic guide
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Community Organisation Research Partnership
Assessment Guidelines

I. Organisation details

1. Name of organisation

2. Organisation location

3. Primary contact member details
a. Name (first, last)
b. Title

c. Tel. number (primary)

d. Tel number (secondary)

e. Best mode of contact

f. Best time to contact

4. How many people are employed/members of this organisation?

5. What is the (approximate) ratio of men to women in this organisation? % M %F
6. What is the average age of employees/members in this organisation? years
7. What are the normal hours of work/meeting here? Time Day(s) per

week (ex: every Monday, every second Tuesday and Friday, M-F every week

P1 RPA 1
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II. Community & Partnership Experience
8. Has this organisation ever partnered with another agency before?
If yes, please answer question 6, if not skip to question 7

[ ] Yes
[ ] No
[ ] Don’t know

9. Is the above partnership still in effect?
[ ] Yes
[ ] No
[ ] Don’t know

10. Has this organisation ever hosted a community event?

[ ] Yes
[

No
[ ] Don’t Know

III. Research Knowledge & Experience

11. Has this organisation been involved with any research projects before?

[ ] Yes
[ ] No

[ ] Don’t Know

a. Ifyes, please list all names & topics

12. Are you aware of any health research projects currently going on in this area?

[ ] Yes
[ ] No

a. Ifyes, please list all names & topics

P1 RPA
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IV. Interest

Please answer as a representative of your organisation.

13. As we have spoken about, the first project we are working on is a survey project. We would like
our partner organisations to help us with this by distributing and implementing a short survey
questionnaire with men in your organisation. Would you be willing to be involved with the survey
project as a research administrator yourself?

[ ] Very interested

[ ] Interested

[ ] Indifferent

[ ] Somewhat interested
[ ] Not interested

14. Do you know other men in this organisation who would be willing to be involved with the survey

project?
[ ] Yes
[ ] Not sure/Maybe
[ ] No
a. Ifyes, can we have the contact details of this man?

[ ] Yes

[ ] Not sure/Maybe

[ ] No

b. Secondary contact member details:

1. Name (first, last)
Title

Tel. number (primary)

Best mode of contact

2
3
4. Tel number (secondary)
5
6

Best time to contact

P1 RPA 3
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Survey administration training - Impilo Yamadoda

Date of Training:

Topic of the training

Content:

Trainer:

Circle a number from 1 to 5 below that best describes the training
today, where 1=not at all and 5=definitely

Did the training session meet your training needs?
1 2 3 4 5

Was the content understandable? 1 P 3 4 5

Was the delivery of the training appropriate?
1 2 3 4 5

Answer the questions below:

What was the most important thing you learnt from this training?

What was the least important thing you learnt from this training?

How could the training have been improved?

Do you feel any of the content of the fraining today needs to be repeated or
clarified further? If so what, how and when?
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Impilo Yamadoda: Informed Consent

Individual In-Depth Interview

Impilo Yamadoda is a bealth research study conducted by the Africa Centre for Health and Population Studies concerning men’s health and
HIV/AIDS.

Administrator: This consent form quiz is meant to be an assurance that the participant has a good
understanding of the research study and their role in it. Only after the information sheet has been fully
explained to the participant is this form to be completed. If the participant has any remaining questions or
cannot answer this sheet correctly the information must be clarified before the interview begins.

Please read all questions carefully and tick as True | False
appropriate
1. The information sheet about the Impilo Yamadoda study and my part
in it has been read to me.

2. Some of the topics of this interview are about my experiences as a
Research Partner.

3. For my participation in this interview I will be given a ZAR100.00
voucher for either store credit or cell phone airtime.

4. No one can become upset as a result of this interview.

5. I cannot refuse to speak about any of the topics discussed once the
interview has begun.

6. I can withdraw from this research study at any time without negative
consequence.

7. ‘'This interview will be audio-recorded and transcribed into a written
account.

8. My name will be used in reports and publications from this study,
and any identifying information will not be removed from written
transcripts.

9. All audio recordings and written transcripts resulting from this
interview will be kept on password-protected computers that only
authorised research staff have access to.

10. This consent form, which has both my name and study identification
code, will be kept in a locked file cabinet only accessible to
authorized Afiica Centre reseatrch staff.

11. If I become upset as a result of this interview there is a counsellor I
can speak to.

12. 1 agree to participate in this interview of my own free will.

Postal : PO Box 198, Mtubatuba 3935, South Africa

Physical : Africa Centre, R618 en route to Hlabisa, Somkhele

Tel. . +27 (0)35 550 7500 t t

Fax 427 (0)35 550 7565 wellcomelrus
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Signature of volunteer:

Date of signature

Print name and surname

Time of Signature (24 hour clock): __ :

Signature of Study Staff taking consent

Date of signature

Print name and surname:

Voucher #

Receipt #

Participant Study Identification Code
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Impilo Yamadoda: Research Partner In-Depth Interview Information Sheet

What is this interview about?

You were asked to take part in this interview as a result of your role as Research Partner and survey
administrator with the Impilo Yamadoda project. Your contribution to this project has been very
valuable to us. As part of understanding how we can engage with young men in health research we
would like to ask you some questions about your views of how the research process has gone. Some of
the topics we will discuss with you will be personal because we would like to know some more about
what your life is like outside of being a research partner. Finally, we will be asking you to speak freely
during the interview about what it is you recommend health research with young men be like in the
communities you are involved with. There are no right or wrong answers to the topics that we will
discuss; this interview is about you.

This interview is part of a qualitative social science study. This involves taking part in an individual in-
depth interview. There are no elements to this phase where we will ask you to provide biological
specimens (such as blood).

We expect your individual interview to be about one hour in duration. We will audiotape your interview
so that we can be sure to accurately describe your thoughts later on. A written transcript of your
interview will also be produced for the same purpose.

How will my confidentiality be protected?

If you agree to participate in this interview, instead of recording your name you will be given a number
code (study identification code) that is unique to you. The audio recording and transcript of your
interview will be identified by your study identification code in order to keep your identity confidential.
All names (your own or any one else’s) referred to during the interview will be deleted to protect your
confidentiality.

The audio recording and written transcripts of your interview will be kept on password-protected
computers that only the researchers involved in this study have access to. Consent forms with your
name, signature, and study identification code will be kept at the Africa Centre for Health and
Population Studies, in a locked file cabinet that only the researchers involved in this study have access
to. All data will be collected and stored in a way that protects your confidentiality.

We may use some of what you say in your interview to give voice to your beliefs or concerns when we
write publications about this study. Any publications using your words will not identify you as the
speaker. Instead we will use pseudonyms (a made-up name different from your own) and all details that
might identify you will be changed in order to protect your confidentiality.

What are my potential risks for participating?

You will also be asked to openly discuss what the value of research is and what motivations you have to
participate in research. Discussing this in a research setting may cause you to become uncomfortable or
embarrassed.

A few people may become distressed as a result of this interview. If you should become distressed at
any time during or after your discussion group you may ask to speak to a counsellor who can help you.

Postal : PO Box 198, Mtubatuba 3935, South Africa

Physical : Africa Centre, R618 en route to Hlabisa, Somkhele
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If you wish to speak to a counsellor please use the contact information below to contact us so that we
may help you access our counsellor.

What are my benefits for participating?

Many people enjoy the opportunity to discuss their lives with others; we hope that you find your
experience enjoyable. We will compensate you for your personal costs of attending with an R100.00
Boxer store voucher. Beyond this, we expect that the information we gather will be very helpful in
informing our understanding of health beliefs, practices, and the role of health research for Zulu men.
With this information the research team intends to make recommendations for and produce health
research that is suited to Zulu men’s lives.

What are my rights as a research participant?

At any point during the interview you have the right to refuse to answer any question or discontinue the
interview entirely and there will be no negative consequence if you choose to do so. You can withdraw
your participation in the study up to two weeks after your interview. If you choose to withdraw during
this period we will destroy all recordings and any transcripts that have been produced as a result of your
interview. If the two-week period has past please understand that we cannot withdraw your interview but
that you still have the right to refuse to be contacted further by our study staff.

Thank you for taking the time to read this!

Sebastian Fuller, Project Leader; Contact number: 035 550 7670; Cell: 076 408 8160
Mlungisi Zungu, Research Assistant; Contact number: 035 550 7614; Cell: 079 851 1427

Physical address: Africa Centre for Health and Population Studies, R618 en route to Hlabisa,
Somkhele. Contact number: 035 550 7500

If you would like to speak to someone outside the research team for any reason relating to your
participation in this project, please contact:
Mduduzi Mahlinza, Community Liaison Office; Contact number: 035 550 7500

The University KwaZulu-Natal Human & Social Sciences Ethics Board has approved this study
This study has been approved by the University College London Ethics Board Project ID# 1934/001

258



Impilo
Yalr:"nac]oc]a

—

Individual In-Depth Interview — Research Partners
Topic Guide

I. Warm up & framing

First, I want to ask you some questions about yourself:
A. What is a normal weekday for you? Please describe a typical weekday from the time
you get up in the morning until you go to sleep in the evening.

B. Is a typical weekend day different that a day during the week? What are the different
things you do on the weekend?

Probes:
*  What do you do to get money?
* Are you in school?
*  When do you spend time with family? Friends?
*  What community groups do you spend time with?

II. Inmitial involvement with the project

Now that we have some understanding of who you are, I'd like to ask some questions about your
experiences with the research project:
A. In relation to your role on the IY project, which organisation(s) are you affiliated with?

B. How did you come to work with us on the Impilo Yamadoda project?
*  Who contacted you about the project?

C. Please tell me what made you decide to become a research partner for [Y.
* What is it that made you decide to come to the first meeting we had?
* What is it that helped you decide to continue to be involved with the project?

III. Survey recruitment & participation rate
A. For those who were active:

How did you recruit men to the survey?
* Were there specific places you went to find men?

What was the reaction to the questionnaire?

How did you feel about asking men to leave their contact information with us?
* Any things you did that worked? Did not work?

What did you find the most unexpected about administering the survey?

Postal : PO Box 198, Mtubatuba 3935, South Africa

Physical : Africa Centre, R618 en route to Hlabisa, Somkhele

Tel. 1 +27 (0)35 550 7500 t t
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B. For those that were NOT active:
Have you spoken to people about the research project? If yes, what was their response?
What do you feel was your biggest barrier in taking a larger part in this project?
IV. Research Literacy
What do you think is the difference between a research study (eg Impilo Yamadoda) and a community
development project (like your NGO/community group)?
Do you think men in your community share this view?

What do you suggest researchers do in order to involve more young men in research?

Now I'd like to give you some time to talk about anything you think is important for us to understand
about young (Zulu) men and health research. Please speak use this opportunity to speak freely.
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Sebastian S Fuller

Engaging young men in biomedical HIV prevention research: lessons from a community-based
study in rural KwaZulu-Natal, South Africa

Appendix 4: Phase 3 qualitative interviews with participants

Appendix 4: Phase 3 qualitative interviews with participants

4.1 Phase 3 IDI information sheet
4.2 Phase 3 FGD information sheet
4.3 Phase 3 IDI consent form

4.4 Phase 3 FGD consent form

4.5 Phase 3 IDI topic guide

4.6 Phase 3 FGD topic guide

4.7 Phase 3 IDI and FGD thematic chart
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Impilo Yamadoda: In-Depth Interview Information Sheet

What is this study about?

Africa Centre researchers have gathered a great deal of information about the lives and living conditions of people
and households in the Hlabisa sub-district. In a number of other studies we have also learned a great deal about
HIV/AIDS and women and children. However, over the years, very little has been recorded about the health
needs, beliefs, and practices of Zulu men in the Hlabisa sub-district. Africa Centre researchers are currently
conducting a study in this area that is specifically focused on Zulu men to gain an understanding about your own
views on health needs and practices. By increasing our understanding of men’s health needs and beliefs we can
make the prospect of participating in health research an attractive one for you.

If more men participate in health research, researchers are able to understand how to ensure health care
improvement initiatives specifically include men. We believe that if there are better health opportunities for men,
then men will become more engaged, and that positively engaged men will be able to live healthier lives. When
men are healthier it helps to create a healthier community overall.

What is my role in the study?

The phase of the research study Impilo Yamadoda that you have been invited to become involved with is
a qualitative social science study. This involves taking part in an individual in-depth interview. There are no
elements to this phase where we will ask you to provide biological specimens (such as blood).

There are no right or wrong answers to the topics that we will discuss; this interview is about you. Some
of the topics we will discuss with you will be personal, and on the topic of your health and cultural beliefs about
health and health care. While we will not ask you to disclose any specific illnesses to us we will be asking about
your personal health in general terms. We will also be talking about the attitudes you have about Western and
traditional medical care and HIV/AIDS specifically. Another topic is based on how health, and HIV research in
specific, is conducted. We will discuss the benefits and drawbacks to being a part of HIV prevention research. As
part of the interview we will be exploring new ideas of what may motivate men like you to become involved —
and stay involved — with health research. It is important that you feel comfortable in discussing these topics as
honestly as possible.

We expect your individual interview to be about one hour in duration.

We will audiotape your interview so that we can be sure to accurately describe your thoughts later on. A written
transcript of your interview will also be produced for the same purpose.

How will my confidentiality be protected?

If you agree to participate in this interview, instead of recording your name you will be given a number code
(study identification code) that is unique to you. The audio recording and transcript of your interview will be
identified by your study identification code in order to keep your identity confidential. All names (your own or
any one else’s) referred to during the interview will be deleted to protect your confidentiality.

The audio recording and written transcripts of your interview will be kept on password-protected computers that
only the researchers involved in this study have access to. Consent forms with your name, signature, and study
identification code will be kept at the Africa Centre for Health and Population Studies, in a locked file cabinet
that only the researchers involved in this study have access to. All data will be collected and stored in accordance
with the Data Protection Act 1998.

Postal : PO Box 198, Mtubatuba 3935, South Africa
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We may use some of what you say in your interview to give voice to your beliefs or concerns when we write
publications about this study. Any publications using your words will not identify you as the speaker. Instead we
will use pseudonyms (a made-up name different from your own) and all details that might identify you will be
changed in order to protect your confidentiality.

What are my potential risks for participating?

The interview you have been invited to participate in has been designed in part to increase understanding of your
health needs, beliefs, and practices. To this end, you will be asked some personal questions on the topic of your
cultural health beliefs and practices that may cause you to feel uncomfortable or embarrassed. You will also be
asked to openly discuss what the value of research is and what motivations you have to participate in research.
Discussing this in a research setting may cause you to become uncomfortable.

A few people may become distressed as a result of discussing the topics of this interview. If you should become
distressed at any time during or after your discussion group you may ask to speak to a counsellor who can help
you. If you wish to speak to a counsellor please use the contact information below to contact us so that we may

help you access our counsellor.

What are my benefits for participating?

Many people enjoy the opportunity to discuss their lives with others; we hope that you find your experience
enjoyable. We will compensate you for your personal costs of attending with your choice of either store vouchers
(Boxer) or cell phone airtime to the value of ZAR100.00. Beyond this, we expect that the information we gather
will be very helpful in informing our understanding of health beliefs, practices, and the role of health research for
Zulu men. With this information the research team intends to: make recommendations to health professionals
about the types of health care the men in this area need; create health research that is suited to Zulu men’s lives.

What are my rights as a research participant?

At any point during the interview you have the right to refuse to answer any question or discontinue the interview
entirely and there will be no negative consequence if you choose to do so. You can withdraw your participation
in the study up to two weeks after your interview. If you choose to withdraw during this period we will destroy all
recordings and any transcripts that have been produced as a result of your interview. If the two-week period has
past please understand that we cannot withdraw your interview but that you still have the right to refuse to be
contacted further by our study staff.

Thank you for taking the time to read this!

Sebastian Fuller, Project Leader; Contact number: 035 550 7670; Cell: 076 408 8160
Nkululeko Mngomezulu, Research Assistant; Contact number: 035 550 7614; Cell: 079 851 1427

Physical address: Africa Centre for Health and Population Studies, R618 en route to Hlabisa, Somkhele.
Contact number: 035 550 7500

If you would like to speak to someone outside the research team for any reason relating to your participation in
this project, please contact:
Mduduzi Mahlinza, Community Liaison Office; Contact number: 035 550 7500

The University KwaZulu-Natal Human & Social Sciences Ethics Board has approved this study
This study has been approved by the University College London Ethics Board Project ID# 1934/001
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Impilo Yamadoda: Focus Group Discussion Information Sheet

What is this study about?

Africa Centre researchers have gathered a great deal of information about the lives and living conditions of people
and households in the Hlabisa sub-district. In a number of other studies we have also learned a great deal about
HIV/AIDS and women and children. However, over the years, very little has been recorded about the health
needs, beliefs, and practices of Zulu men in the Hlabisa sub-district. Africa Centre researchers are currently
conducting a study in this area that is specifically focused on men to try to gain an understanding from Zulu men
about your own views on health needs and practices. By increasing our understanding of men’s health needs and
beliefs we can make the prospect of participating in health research an attractive one for you.

If more men participate in health research, researchers are able to understand how to ensure health care
improvement initiatives specifically include men. We believe that if there are better health opportunities for men,
then men will become more engaged, and that positively engaged men will be able to live healthier lives. When
men are healthier it helps to create a healthier community overall.

What is my role in the study?

The phase of the research study Impilo Yamadoda that we would like to invite you to become involved with is a
qualitative social science study. This involves taking part in a focus group discussion. There are no elements to
this phase where we will ask you to provide biological specimens (such as blood).

Some of the topics we will discuss with you will be personal, and on the topic of men’s health and your cultural
beliefs about health and health care. We will be talking about the attitudes men have about Western and
traditional medical care and HIV/AIDS specifically. Another topic is based on how health, and HIV research in
specific, is conducted. We will discuss the benefits and drawbacks to being a part of HIV prevention research. As
part of the group discussion we will be exploring new ideas of what may motivate men to become involved — and
stay involved — with health research.

There are no right or wrong answers to the topics that we will discuss; this discussion group is about you and your
community. Some of the men who speak up may have different opinions about what is going on in the
community. While you may disagree with some group members please remember that in this discussion all
viewpoints are valuable. It is very important that everyone taking part feel comfortable speaking about these
topics as honestly as possible.

We expect your focus group discussion to be between 1 and 2 hours in duration.

We will audiotape your discussion group so that we can be sure to accurately describe your thoughts later on. A
written transcript of your group discussion will also be produced for the same purpose.

How will my confidentiality be protected?

If you agree to participate in this focus group discussion, instead of recording your name your group will be given
a number code (study identification code) that is unique to the group you participate in. The audio recording and
written record of your discussion group will be identified by your study identification code in order to keep your
identity confidential. All names (your own or any one else’s) referred to during the discussion group will be
deleted. Individuals in the group will be assigned a letter code (for example: “Person A”, “Person B”’) and not by
name.

The audio recording and written transcripts of your discussion group will be kept on password-protected
computers that only the researchers involved in this study have access to. Consent forms with your name,
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signature, and study identification code will be kept at the Africa Centre for Health and Population Studies, in a
locked file cabinet that only the researchers involved in this study have access to. All data will be collected and
stored in accordance with the UK Data Protection Act, 1998.

We may use some of what you say in your discussion group to give voice to your ideas, beliefs, or concerns when
we write publications about this study. Any publications using your words will not identify you as the speaker.
Instead we will use pseudonyms (a made-up name different from your own) and all details that might identify you
will be changed in order to protect your confidentiality.

What are my potential risks for participating?

The discussion group you have been invited to participate in has been designed in part to increase understanding
of your health needs, beliefs, and practices. To this end, you will be asked some personal questions on the topic of
your cultural health beliefs and practices that may cause you to feel uncomfortable or embarrassed. You will also
be asked to openly discuss what the value of research is and what motivations men have to participate in research.
Discussing this in a research setting may cause you to become uncomfortable.

A few people may become distressed as a result of discussing the topics of this focus group discussion. If you
should become distressed at any time during or after your discussion group you may ask to speak to a counsellor
who can help you. If you wish to speak to a counsellor please use the contact information below to contact us so
that we may help you access our counsellor.

What are my benefits for participating?

We expect that you will find this discussion group informative; many people enjoy the opportunity to discuss their
community with others. We will compensate you for your personal costs of attending with your choice of either
store vouchers (Boxer) or cell phone airtime to the value of ZAR100.00. Beyond this, we expect that the
information we gather will be very helpful in informing our understanding of health beliefs, practices, and the role
of health research for Zulu men. With this information the research team intends to: make recommendations to
health professionals about the types of health care the men in this area need; create health research that is suited to
Zulu men’s lives.

What are my rights as a research participant?

At any point during the discussion group you have the right to refuse to answer any question or discontinue your
involvement entirely and there will be no negative consequence if you choose to do so. Please note that once you
agree to participate in a discussion group we cannot withdraw your taped involvement afterward but that you still
have the right to refuse to answer any questions, to leave the group, and to not be contacted further by our study
staff once you have requested this.

Thank you for taking the time to read this!

Sebastian Fuller, Project Leader; Contact number: 035 550 7670
Nkululeko Mngomezulu, Research Assistant; Contact number: 035 550 7614

Physical address: Africa Centre for Health and Population Studies, R618 en route to Hlabisa, Somkhele.
Contact number: 035 550 7500

If you would like to speak to someone outside the research team for any reason relating to your participation in

this project, please contact:
Mduduzi Mahlinza, Community Liaison Office; Contact number: 035 550 7500

The University KwaZulu-Natal Human & Social Sciences Ethics Board has approved this study
This study has been approved by the University College London Ethics Board Project ID# 1934/001
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Impilo Yamadoda: Informed Consent
Individual In-Depth Interview

Impilo Yamadoda is a health research study conducted by the Africa Centre for Health and Population Studies concerning
men’s health and HIV/AIDS.

Administrator: This consent form quiz is meant to be an assurance that the participant has a good
understanding of the research study and their role in it. Only after the information sheet has been fully
explained to the participant is this form to be completed. If the participant has any remaining questions
or cannot answer this sheet correctly the information must be clarified before the interview begins.

Please read all questions carefully and tick as True | False
appropriate
1. The information sheet about the Impilo Yamadoda study and my
part in it has been read to me.

2. Some of the topics of this interview are on the topic of health and
sexuality.

3. For my participation in this interview I will be given a ZAR100.00
voucher for either store credit or cell phone airtime.

4. No one can become upset as a result of this interview.

5. Icannot refuse to speak about any of the topics discussed once the
interview has begun.

6. I can withdraw from this research study at any time without
negative consequence.

7. This interview will be audio-recorded and transcribed into a written
account.

8. My name will be used in reports and publications from this study,
and any identifying information will not be removed from written
transcripts.

9. All audio recordings and written transcripts resulting from this
interview will be kept on password-protected computers that only
authorised research staff have access to.

10. This consent form, which has both my name and study
identification code, will be kept in a locked file cabinet only
accessible to authorized Africa Centre research staff.

11. If I become upset as a result of this interview there is a counsellor I
can speak to.
12. I agree to participate in this interview of my own free will.
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Signature/Thumbprint of volunteer:

Date of signature

Print name and surname

Time of Signature or thumb print (24 hour clock): __ :

Signature of Study Staff taking consent

Date of signature

Print name and surname:

Voucher #

Receipt #

Phase3: Informed Consent: IDI

Participant Study Identification Code
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Impilo Yamadoda: Informed Consent
Focus Group Discussion

Impilo Yamadoda is a health research study conducted by the Africa Centre for Health and Population Studies
concerning men’s health and HIV/AIDS.

Administrator: This consent form quiz is meant to be an assurance that the participant has a good
understanding of the research study and their role in it. Only after the information sheet has been fully
explained to the participant is this form to be completed. If the participant has any remaining questions
or cannot answer this sheet correctly the information must be clarified before the focus group
discussion begins.

Please read all questions carefully and tick as True | False
appropriate
1. The information sheet about the Impilo Yamadoda study and my
part in it has been read to me.

2. Some of the topics of this focus group discussion are on the topic of
health and sexuality.

3. For my participation in this focus group discussion I will be given a
ZAR100.00 voucher for either store credit or cell phone airtime.

4. No one can become upset as a result of this focus group discussion.

5. Icannot refuse to speak about any of the topics discussed once the
focus group discussion has begun.

6. I can withdraw from this research study at any time without
negative consequence.

7. This focus group discussion will be audio-recorded and transcribed
into a written account.

8. My name will be used in any reports and publications from this
study, and any identifying information will not be removed from
written transcripts.

9. All audio recordings and written transcripts resulting from this
focus group discussion will be kept on password-protected
computers that only authorised research staff have access to.

10. This consent form, which has both my name and study
identification code, will be kept in a locked file cabinet only
accessible to authorized Africa Centre research staff.

11. If I become upset as a result of this focus group discussion there is a
counsellor I can speak to.

12. I agree to participate in this focus group discussion of my own free
will.
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Signature/Thumbprint of volunteer:

Date of signature

Print name and surname

Time of Signature or thumb print (24 hour clock): __ :

Signature of Study Staff taking consent

Date of signature

Print name and surname:

Voucher #

Receipt #

Phase3: Informed Consent: FGD

Participant Study Identification Code
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Individual In-Depth Interview Topic Guide

Daily Activities, Work, and Community Involvement

Please describe to me how a typical weekday goes for you; tell me the details of where you go,
what you do, and the people you may see from when you wake up in the morning to when you
go to sleep.

Now, please describe a typical weekend day, again, please go into detail of what you do, who
you meet, etc, from when you wake up in the morning to when you go to sleep. Also, describe
the difference between Saturday and Sunday, if any.

Probes:

What do you do to get money? (Formal jobs, informal jobs, pension, etc)

Are there any activities/organisations in the community you belong to? If so, what are they?
How often do you spend time on these activities?

Are you in school? If so, how much time do you spend in school?

How much time do you spend with family? When do you get time to spend with family?

General Health/Health History

While the following topics we will be discussing in this section relate to your personal health bistory, you are not
being asked to disclose any diagnosis of illness bere. If you choose to disclose personal medical information you are
welcome to do so, and all such information will be kept in confidence (accessible only to study staff). However, you
may discuss your history of health and/ or illness without disclosure of medical diagnosis.

Please describe how your health has been throughout your life.

Probes:

Have you ever been very sick? How old were you at that time?

Do you consider yourself to have had a healthy childhood?

Were you healthy as a young adult?

How would you desctibe your health currently?

Please discuss any health related concerns you have (eg., HIV, heart disease, epilepsy, diabetes).
This includes illness that you may not have but are concerned you may have in the future.

If you were offered any information or education on the health concern you mentioned above,
would you be interested to receive such information?

What would be the best way for you to become educated on your health concerns? (For
example, would you be willing to go to a discussion group made up of other men your age and
doctors?)

Health beliefs and practices

Have you ever been to your area hospital? If so, please describe a situation where you sought
help from the hospital (for yourself or someone else). If you have not been, what is the reason?
Probes:

How do you feel about your area hospital (positive, negative, indifferent)?

How was the cure you were seeking helped (or not) by your visit to the hospital?

Have you ever been to your local clinic? If so, please describe a situation where you sought help
from the clinic (for yourself or someone else). If you have not been, what is the reason?

Probes:

How do you feel about your local clinic (positive, negative, indifferent)?

How was the cure you were seeking helped (or not) by your visit to the clinic?
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Sometimes people would rather seek a traditional cure than Western medicine. Please describe a
situation when you have sought help from a traditional healer.

Probes:

How do you feel about visiting a traditional healer or herbalist?

What was the cure you were seeking? How was this helped by the healer/herbalist?

HIV/AIDS

The next topic we will discuss is about HIV and AIDS specifically. Understand that yon are not
being asked to disclose your HIV status to us. Although we believe your input is very important to this
study, as with the rest of the interview, you can choose not to answer any question you are not comfortable
with.

Have you ever tested for HIV?

If yes: Please describe to me the last time you tested for HIV: what type of place did you test at
(hospital, clinic, mobile test site, etc), how did you feel going for the test, how long did it take,
etc.?

We understand that not everyone wants to be tested for HIV. What was it about this time or
setting (place) that made you want to test for HIV?

Did you receive your test results?

Probes:

If you did not receive your test results, what is the reason?
Did you feel fear about obtaining your results?

If never tested: Have you been given the opportunity to test for HIV?
If yes: Please describe to me a situation when you were offered an HIV test and refused.

Please desctibe a situation where you feel your life has been impacted by HIV/AIDS.
Probes:

Do you know anyone who has died from AIDS related illness?

Have you cared for anyone living with HIV/AIDS?

Do you fear yourself or a loved one may become infected with HIV?

Blood Sample as part of Research

In the next phase of the Impilo Yamadoda study we will be asking men if they will give us a blood
sample, so we can estimate how many men that participate in Impilo Yamadoda have HIV. The
person taking the blood samples will not be able to tell if a man has HIV, they will not do a test
for HIV or be able give you a test result. The blood samples will go to a laboratory where they
are checked to see if any are HIV-positive. This will be done by someone with special training,
who will also not be able to tell who the blood samples belong to. To be clear, this is not an HIV
test where you can find out the result and learn if you have HIV. We are not asking you to give a
sample now. However, if you would like to know where you can get an HIV test and learn the
result (VCT), we can tell you places to go after this interview.

Knowing this, describe how you would feel if you were asked to give a blood sample as part
of research to help identify more effective HIV interventions for men?

Health Research Interest

Why did you decide to be involved with the Imiplo Yamadoda study?
Probes:

Does the subject matter of this research study interest you?
Would you be interested in similar studies in the future?
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Would you have chosen to participate if this research was not specifically for men?
Would you have chosen to participate in the study if it was not on the subject of health?

Researchers try and make sure that the people who participate in research projects are
compensated in various ways for their participation. Before you agreed to participate you
engaged in a discussion about what benefits you would receive by taking part in this research. As
you may recall one of the benefits you will receive as reimbursement for your time and expense is
a ZAR100.00 voucher. Please discuss what impact knowing that you would receive this voucher
had on your decision to participate.

Probes:

Would you have decided to participate in this interview if you were not compensated in this way?
Do you feel that the voucher is something that encourages men to participate?

If the voucher was for ZAR50.00 would you have still decided to participate?

Some of the benefits that participants receive when they take part in health research are not
material and/or short term but long term and/or educational. Examples of short term ot
material benefits are the vouchers for cell airtime that we just discussed. An example of a long
term or educational benefit is when participants take part in a discussion group that is designed
to teach people how to prevent HIV. What are some long term or educational benefits you
might be interested in receiving as part of participation in health research?

Probes:

Are the examples you mentioned something you think other men might be interested in?

Some health research studies are short term, for example, a short questionnaire that we ask
participants to complete, or a single interview, like this one. Other health research projects are
long term, meaning that researchers ask participants to keep in contact with us every few months
over a period of a year or longer. The following story is an example of a man who has chosen to
participate in such a project.

Several months ago Thabani enrolled in a one year HIV prevention research study. As part of bis participation
requirement be must keep in touch with the research team every four months for an interview and take a blood test
Sor HIV. Thabani understands that if be misses his appointments be can no longer participate. He is interested in
the study and bas so far kept all of his appointments; Thabani feels that the benefits to remaining involved are
good. He believes that the information sessions he took part in gave him good health information, and while he is
still not sure which ways of prevention are right for him he feels that talking in the interviews has helped him to
think abont the ways be can protect himself from HIV, and now looks forward to the sessions. Recently Thabani
has had a change in bis situation whereby his uncle has found him work in Jobannesburg for two months. Thabani
has been saving for lobola for some time and until now has not been able to collect enough; with this short-term job
in Jobannesburg he wonld have enough to pay. Thabani also believes that if he is away during this time be will
miss his appointment and have to drop ont of the project.

What are some challenges Thabani faces as part of participating in a long-term research project
such as the one that was discussed? What are the benefits?

What, if anything, could the research team do to keep Thabani involved?

Probes:

Would it be easier for someone like Thabani to use SMS to keep in touch with the researchers
than to come in for face-to-face interviews? Would this be something that might be helpful to
you?

Recruitment & Retention Recommendations

There are many different reasons why people decide if they want to take part in health research
or not. The following story is an example of a situation that one man is in while he decides if he
wants to be a participant in a health research study.

Impilo Yamadoda P3 IDI TG
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Njabulo is a father of three and lives with his partner, the mother of his children. He and his partner also care for
the young child of bis recently deceased sister. He is unemployed but does odd jobs in order to get money. Sometimes
Njabulo finds work as far as Richard’s Bay, and in order to save money he stays with some family in Empangeni
while be is working in that area. He doesn’t enjoy being away from bis housebold, but if an opportunity comes for
work be feels be must go. Recently Njabulo was approached by a friend of his who is active in his church, asking if
he was interested in participating in a new research study that looks at how to prevent spread of HIV. He is
interested in the information on HIV prevention becanse be is worried that his sister, whose child he now cares for,
was HIV infected, so be decides to call the research team to find out more. When Njabulo calls the study team he
learns that bis participation in the research visits to a local clinic every four months for a year in order to take part
in a one-on-one interview and get a health check-up. While the research tells him that bis participation will not be
shared by anyone but the research team, the health check-up includes taking an HIV test and the interview is very
personal, asking questions about his sex life and relationship with bis partner. The researcher also tells Njabulo
that it is important that e go to every appointment and so if he misses one appointment he can no longer be a part
of the study. He also learns that he will be given a small amount of money for bis participation, reimbursement for
his travel cost to clinic, free health check-ups for the year and a chance to get his HIV test results as well, if be
would like them.

Please discuss if this type of research project is something you would be interested in
participating in.

Probes:

What do you think makes men like Njabulo want to be involved in health research (benefits)?
What discouraged Njabulo from being involved in health research?

What do you feel Njabulo feels is the purpose of health research? Do you agree with Njabulo?
What value does health research hold for you personally?

In what ways do you think Njabulo’s community would benefit from his participation in health
research? Is Njabulo’s community similar to yours?

We understand that different men have different interests and priorities in their lives. Some men
may like to join sports teams and some men may like to join political groups while others would
rather stay at home with family. We have spent some time today discussing the reasons why men
might want to take part in health research studies. Now I would like to discuss where we may
find these men who would like a chance to participate in health research.

Where would you suggest we find men who might be interested in participating in health
research?

Probes:

Do you think that men who are involved in other community activities may want to participate in
health research?

Do you think thete are certain characteristics/traits of men who want to take part in health
research? If so, what are those characteristics?
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Focus Group Discussion Topic Guide

Some of the topics that we will discuss today are very personal. Please understand that in discussion you are
requested to talk about how you feel the community of men you belong to sees these issues. If you would like to
answer from your personal experience or share personal stories you are welcome to do so, however, please
understand that you are not required to share your own personal experiences in order to participate in this
discussion group.

Daily Activities, Work and Community Involvement
What do most of the men you know for work or some type of activity to get money? This may
include formal or informal jobs.

What do men your age do during the day/work time if they ate not working or trying to get
money?

How do you know your male friends?

Probes:

Did you grow up together (same location)?

Did you attend the same school(s)?

Does your family (brother, sister, mother, father, etc) know each other?

Do you belong to the same community groups (church, other social groups, etc)?
Do you frequent the same shops, restaurants, shebeens, etc.?

Health beliefs and practices

What is the difference between seeking help from a doctor at hospital and a doctor at clinic?
Probes:

When does one go to each? How often?

Tell me some examples of illness that might bring you to hospital.

What is the difference between secking help from a Western doctor and a traditional healer or
herbalist?

Probes:

Tell me an example of a time you would choose to seek help from a Western doctor.

What is an example of a time you would choose to visit a traditional healer (or herbalist)?

Is there a difference in cost between going to a hospital, clinic, and traditional healer/herbalist?
Probes:

Tell me what the cost is for each. Do you think the cost determines when men seek help from these
places/people?

HIV/AIDS & VCT

How has HIV/AIDS affected your community?
Probes:

Have you seen people die of AIDS related causes?
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How can you know if someone is infected with HIV/AIDS?

Probes:

Is it clear/obvious to you who is infected with HIV/AIDS by looking at them?
Are there rumours of who is infected in your community?

What does it mean for a (Zulu) man to get tested for HIV?

Probes:

How will the community view a man who gets tested for HIV?

Please describe the positive and negative effects from being tested for HIV.
What are some reasons a man would go to get tested for HIV?

Blood Sample as part of Research

In the next phase of the Impilo Yamadoda study we will be asking men if they will give us a blood
sample, so we can estimate how many men that participate in Impilo Yamadoda have HIV. The person
taking the blood samples will not be able to tell if a man has HIV, they will not do a test for HIV ot
be able give you a test result. The blood samples will go to a laboratory where they are checked to see
if any are HIV-positive. This will be done by someone with special training, who will also not be able
to tell who the blood samples belong to. To be clear, this is not an HIV test where you can find out
the result and learn if you have HIV. We are not asking you to give a sample now. However, if you
would like to know where you can get an HIV test and learn the result (VCT), we can tell you places
to go after this interview.

Knowing this, describe how you would feel if you were asked to give a blood sample as part of
research to help identify more effective HIV interventions for men?

Health Research Interest

Why do you think men might decide to be involved with the [miplo Yamadoda study?

Probes:

Does the subject matter of this research study interest men?

Do you think men might be interested in similar studies in the future?

Do you think men might like to participate because this research is specifically for men?
Do you think men might like to participate because this research is on the subject of health?

Researchers try and make sure that the people who participate in research projects are compensated
in various ways for their participation. Before you all agreed to patticipate we engaged in a discussion
about what benefits you would receive by taking part in this research. As you may recall one of the
benefits you will receive as reimbursement for your time and expense is a ZAR100.00 voucher.
Please discuss what you think that the impact knowing that men would receive this type of
compensation might have on their decision to participate.

Probes:

Do you think men might decide to participate in groups like this one if they were not compensated in
this way?

If the voucher was for ZAR50.00 do you think men would still like to participate?

Some of the benefits that participants receive when they take part in health research are not material
and/or short term but long term and/or educational. Examples of short term or material benefits are
the vouchers for cell airtime that we just discussed. An example of a long term or educational benefit
is when participants take part in a training group that is designed to teach people how to prevent
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HIV. What are some long term or educational benefits you think men might be interested in
receiving as part of participation in health research?

Probes:

For example, might men be interested in learning about nutrition and fitness?

Would men be more interested in taking basic computer education classes?

What are some other educational benefits might men be interested in receiving?

Some health research studies are short term, for example, a short questionnaire that we ask
participants to complete, or a single focus group discussion, like this one. Other health research
projects are long term, meaning that researchers ask participants to keep in contact with us every few
months over a period of a year or longer. The following story is an example of a man who has
decided to participate in such a project.

Several months ago Thabani enrolled in a one year HIV prevention research study. As part of bis participation
requirement be must keep in touch with the research team every four months for an interview and take a blood test for
HIV. Thabani understands that if he misses bis appointments he can no longer participate. He is interested in the
study and bas so far kept all of his appointments; Thabani feels that the benefits to remaining involved are good. He
believes that the information sessions he took part in gave him good health information, and while be is still not sure
which ways of prevention are right for him he feels that talking in the interviews has helped him to think about the ways
be can protect himself from HIV, and now looks forward to the sessions. Recently Thabani bas had a change in his
situation whereby his uncle bas found him work in Johannesburg for two months. Thabani has been saving for lobola
Sfor some time and until now bas not been able to collect enoughy with this short-term job in Johannesburg he wonld have
enough to pay. Thabani also believes that if e is away during this time he will miss his appointment and have to drop
out of the project.

What are some challenges Thabani faces as part of participating in a long-term research project such
as the one that was discussed?
What are the benefits for participating in a project such as this?

What, if anything, could the research team do to keep Thabani involved?

Probes: Would it be easier for someone like Thabani to use SMS to keep in touch with the
researchers than to come in for face-to-face interviews? Would this be something that men you know
might be interested in?

Recruitment & Retention Recommendations

There are many different reasons why people decide if they want to take part in health research or
not. The following story is an example of a situation that one man is in while he decides if he wants
to be a participant in a health research study.

Njabulo is a father of three and lives with his partner, the mother of his children. He and bis partner also care for the
_young child of his recently deceased sister. He is unemployed but does odd jobs in order to get money. Sometimes
Njabulo finds work as far as Richard’s Bay, and in order to save money he stays with some family in Empangeni
while be is working in that area. He doesn’t enjoy being away from bis household, but if an opportunity comes for work
be feels he must go. Recently Njabulo was approached by a friend of his who is active in his church, asking if be was
interested in participating in a new research study that looks at how to prevent spread of HIV'. He is interested in the
information on HIV prevention because be is worried that bis sister, whose child be now cares for, was HIV infected,
50 he decides 1o call the research team to find out more. When Njabulo calls the study team he learns that bis
participation in the research visits to a local clinic every four months for a year in order to take part in a one-on-one
interview and get a health check-up. While the research tells him that bis participation will not be shared by anyone but
the research team, the health check-up includes taking an HIV test and the interview is very personal, asking questions
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about his sex life and relationship with bis partner. The researcher also tells Njabulo that it is important that be go to
every appointment and so if be misses one appointment he can no longer be a part of the study. He also learns that he
will be given a small amount of money for his participation, reimbursement for bis travel cost to clinic, free health checte-
ups for the year and a chance to get his HIV test results as well, if he wonld like them.

Please discuss if this type of research project is something you think men like you would be
interested in participating in.

Probes:

What do you think makes young men like Njabulo want to be involved in health research (benefits)?
What discouraged Njabulo from being involved in health research?

What do you feel Njabulo feels is the purpose of health research? Do you feel most men would agree
with Njabulo?

In what ways do you think Njabulo’s community would benefit from his participation in health
research? Is Njabulo’s community similar to yours?

We understand that different men have different interests and priorities in their lives. Some men may
like to join sports teams and some men may like to join political groups while others would rather
stay at home with family. We have spent some time today discussing the reasons why men might
want to take part in health research studies. Now I would like to discuss where we might find these
men who would like a chance to participate in health research.

Where would you suggest we find men who might be interested in participating in health research?
Probes:

Do you think that men who are involved in other community activities may want to participate in
health research?

Do you think thete are cettain characteristics/traits of men who want to take part in health research?
If so, what are those characteristics?
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Impilo Yamadoda (phase 3) participant IDI & FGD main and sub-themes:

Main theme IDI Sub-themes FGD sub-themes
Background 1. Income generation 1. Living conditions (own)
2. Living conditions 2. Living conditions
3. [Educational experience (others)
4. Housing 3. Family structure
5. Family structure 4. Friendships
5. How men generate
income
Health 1. Visit to traditional 1. Visit to traditional
history healers healers
(personal) 2. Visit to clinic 2. Visit to clinic
3. Visit to hospital 3. Visit to hospital
4. Visit to private
healthcare
5. Health general
Health 1. Diseases of concern 1. Diseases of concern
Beliefs and 2. [Illness severity 2. [Illness severity
practices 3. Reasons to seek 3. Reasons to seek
traditional medicine traditional medicine
4. Manifestations of illness 4. What it is to be healthy
5. What it is to be healthy 5. What is illness
6. What is illness 6. Barriers to treatment
7. Treatment pathways 7. Treatment pathways
8. Men in caring roles 8. Men in caring roles
Social 1. Socialising 1. Socialising
position and 2. Community 2. Community
identity involvement involvement
3. Expectations and 3. Expectations of
community masculinity
4. Expectations of 4. Expectations to family
masculinity 5. Feelings of
5. Expectations to family responsibility
6. Feelings of 6. Dependency/governmen
responsibility t grants
7. Dependency 7. Umahlalela
8. Umahlalela 8. Thieves, robbery, and
9. Personal identity theft
HIV (not 1. Getting test results 1. HIV status disclosure
prevention) 2. HIV status disclosure 2. Experiences of
3. Experiences of HIV/proximity
HIV/proximity 3. How you know
4. HIV knowledge someone is HIV+
5. Experiences of caring
/death due to HIV
6. HIV testing
Research 1. Study compliance 1. Research interest
2. Research interest 2. Importance of
3. Importance of incentives
incentives 3. Forms of incentives
4. Forms of incentives 4. Value of participation
5. Value of participation 5. Non-monetary research
6. Non-monetary research incentives
incentives 6. Willingness to provide
7. Research involvement blood
(personal)
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Willingness to provide
blood

9. Myths in research

literature
Prevention 1. Condom use/no condom 1. Condom use/no condom

use use

2. Sexual behaviour 2. Sexual behaviour

3. HIV prevention 3. HIV prevention

4. Sexual partnerships 4. Expectations of

5. General illness sexuality
prevention (not HIV) 5. Expectations of HIV

6. Expectations of prevention
sexuality

7. Expectations of HIV
prevention

Education 1. Peer education 1. Attitudes toward

2. Community education education

3. Attitudes toward 2. Discussion group as
education educational forum

4. Community 3. Knowledge
participation dissemination

5. Role of community

educator
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Sebastian S Fuller

Engaging young men in biomedical HIV prevention research: lessons from a community-based
study in rural KwaZulu-Natal, South Africa

Appendix 5: Phase 4 experiment

Appendix 5: Phase 4 experiment

5.1 Phase 4 tri-fold promotional brochure

5.2 Phase 4 baseline enrolment SOP

5.3 Phase 4 intervention and randomisation SOP
5.4 Phase 4 micro-capillary collection SOP

5.5 Phase 4 temporary storage and processing of micro-capillary specimen SOP
5.6 Phase 4 baseline information sheet

5.7 Phase 4 baseline consent form

5.8 Phase 4 baseline questionnaire

5.9 Phase 4 barcode and study ID card

5.10 Phase 4 snowball referral ticket

5.11 Phase 4 information sheet: study arm A
5.12 Phase 4 information sheet: study arm B
5.13 Phase 4 information sheet: study arm C

5.14 Phase 4 information sheet: study arm D
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Implio Yamadoda Trial SOP: Enrolment event protocol for fieldworkers

Purpose: To outline protocol of implementation of recruitment events for AftEVacc Impilo Yamadoda
experimental trial field staff

Scope: Enrolment events for AftEVacc Impilo Yamadoda experimental trial

Goal: 5 events over 2 months; recruit (average) 30 ppl/event = minimum total 150 participants.

Africa Centre staff involved: Five Fieldworkers (FW); Two Research Assistants (MZ & LM);
Community Liaison Officer (NM); Project Coordinator (PC)

1.

During recruitment event
1.1. PC and/or RP will record attendance on the participation rate log throughout the event
1.2. MZ will give all participants an isiZulu version of the 1Y P4 information sheet
1.3. MZ leads short information session to the group of men assembled.
1.4. After info session, participants that are interested will be directed to a FW/LM for enrolment
1.5. LM/FW will pre-screen patticipant for eligibility:
1.5.1. LM/FW will ask to see participant’s SA ID book and check he is male between 18-35 years
old
1.5.2. LM/FW will ask participant if he lives in the Hlabisa sub-district
1.5.2.1. If the patticipant is unsure, LM/FW will ask the participant whete he lives
(ward/atea, etc) to confirm he is a resident of the Hlabisa sub-district
1.5.3. LM/FW will ask participant if he is willing and able to provide consent to 6-8 months of
study participation
1.5.4. If a participant is not eligible to participate he is told he is ineligible and thanked for his
time. Do not continue to enrol participant
1.6. After pre-screening criteria is met, eligible participants will be asked to provide consent
1.7. LM/FW will read aloud consent form quiz: participant must place an X in the box
corresponding to the answer they believe is correct
1.8. All incorrect answers must be gone over with participant by LM/FW until LM/FW believes the
participant understand the correct response or feels he cannot understand
1.8.1. If there is any question that the participant has the ability to consent, the PC will make the
final determination if a participant will be enrolled.
1.8.2. If a participant is not eligible to participate he is told he is ineligible and thanked for his
time. Do not continue to enrol participant
1.9. If participant is eligible to participate then patticipant and LM/FW must sign consent form in
duplicate
1.10. The participant copy of consent form is given to participant
1.11.LM/FW tecotrds SA ID number from participants’ SA ID in marked area on the back of IY
study copy of consent form
1.12.LM/FW tecotds Study ID number from questionnaire onto participant ticket
1.13.LM/FW places barcode sticker on top of questionnaire
1.14.LM/FW tecotds Study ID from questionnaire on the matked space on the back of the IY study
copy of consent form
1.15.LM/FW places study copy of consent form in plastic envelope ‘completed consent forms’
1.16.LM/FW administers questionnaire orally in isiZulu to participant.
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1.17. After questionnaire is complete LM/FW places barcode on ‘registry of completed
questionnaires’ form & records Study ID number in the relevant space

1.18.LM/FW places study copy of consent form in plastic envelope ‘completed questionnaires’

1.19. After questionnaire is complete LM/FW checks that the patticipant now has participant copy
of consent form, one information sheet and one participant ticket

1.19.1. If a participant is missing a form LM/FW will supply him with one.

1.20.LM/FW places completed questionnaire in marked folder (“completed questionnaires™) and
then directs participant to micro-capillary collection table

1.21.LM/FW at micro-capillary sample table takes participant ticket from participant

1.22.LM/FW at micro-capillary sample table captures blood sample from patticipant (see SOP for
baseline micro-capillary blood collection)

1.23.LM/FW at micro-capillary sample table places barcode from participant ticket on mictro-
capillary sample

1.24.LM/FW at micro-capillary sample table places barcode from participant ticket on micro-
capillary sample envelope

1.25.LM/FW at micro-capillary sample table places envelope with micro-capillary sample into ziplock
bag in the cooler (there can be up to

1.26.LM/FW at micro-capillary sample table places barcode on ‘completed micro-capillary’ form

1.27.LM/FW at micro-capillary sample gives participant back his participant ticket

1.28.LM/FW at micro-capillary sample table directs patticipant to NM for their reimbursement and
health fair invitation

1.28.1. NM takes the participant’s participant ticket & checks to make sure there are only 5
barcodes remaining on the card

1.28.2. If there are more than 5 barcodes remaining on the card NM will direct participant to
micro-capillary blood sample table. No reimbursement is given at this time.

1.28.3. If the participant refuses to give a blood sample he will no longer be eligible to
participate in the study. The participant will not be given a Boxer voucher or a Health Fair
invitation.

1.29.1f 3 barcodes are remaining on the card, NM places barcode and records participant ID# from
participant ticket on ‘reimbursement log” form

1.30. Participant is given R100.00 Boxer voucher

1.31. Participant must sign next to his barcode on ‘reimbursement form’ log

1.32. Participant is read and then given invitation to health fair by NM

1.32.1. NM will point out date and time for fair

1.32.2. NM will emphasise importance of bringing ID book and participant ticket to fair

1.32.3. NM will tell participant that health fair is an invitation only event so they must not invite
other people

1.32.4. NM will point out rapid named HIV test referral information

1.33.NM places one barcode each on two snowball referral tickets
1.34.NM gives participant 2 snowball referral tickets
1.35.NM explains the referral process to the participant:

1.35.1. If a participant refers someone who completes enrolment the man who referred him
will receive an IY t-shirt at the health fair

1.35.2. Men who are referred by the participant must give the referral ticket to the fieldworker
who enrols them

1.35.3. Men who are referred must complete enrolment in the I'Y project

1.35.4. All t-shirts will be given out at the health fair

1.36.NM tears referral ticket in half and discards the half where the barcodes were.

1.37.NM gives remaining half of participant ticket back to participant

1.38.NM checks that participant has his participant ticket, information sheet and consent form copy
1.38.1. If participant is missing any forms NM will supply them
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1.39. Participant is thanked for his time
1.40.PC will be on hand to supetvise/coordinate event & answer participant questions
1.41.1f a participant looses his ticket between any of these stages, staff must notify PC

2. After Enrolment event

2.1. MZ collects all completed forms and all other supplies from fieldworkers (unused forms &
micro-capillary collection supplies; pens, clipboards & other supplies)

2.2. LM will collect micro-capillary blood sample coolers from fieldworkers at the event site

2.3. All fieldworkers fill out the time schedule sheet for the day, sign it (record of overtime), and give
it to MZ

2.4. LM gives research partners any extra fliers to hand out in the community

2.5. Upon return to Africa Centre LM processes micro-capillary samples following the correct
micro-capillary handling SOP

2.6. Upon return to Arica Centre MZ will be responsible for correctly filing and entering the data
into the databases set up for this purpose (further outlined in the P4 data management SOP)
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Flowchart and layout
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Implio Yamadoda Trial SOP: Health Fair Protocol
Purpose: To outline protocol during intervention and randomisation events for volunteers, project and field staff

Scope: Health Fair events for AfrEVacc Impilo Yamadoda experimental trial

Africa Centre staff involved: Five Fieldworkers (FW); Two Research Assistants (MZ & LM); Community Liaison
Officer (NM); Project Coordinator (PC)

1. Procedure at entrance to Health Fair

1.1. Participant shows up at event, shows his ID to attendant who checks his name and ID number against a list.

1.2. If he is on the list, attendant ticks a box on the check-in sheet to register his arrival.

1.3. Attendant gives the participant a wrist band which he must not take off until he leaves the event

1.4. Attendant tells participant to see the next attendant

1.5. Next attendant gives the man a sealed envelope with a playing card inside and tells the man to open the
envelope, discards the envelope and keeps the playing card

1.6. Attendant tells the participant to immediately proceed to queue for randomisation table with the matching
suit shown on his playing card.

2. Procedure at Randomisation Table

2.1. Participant queues for the randomisation table where the sign matches the suit on his playing card (i.e.,
queen of clubs for the clubs table, two of diamonds for the diamonds table, etc)

2.2. At randomisation table the participant shows the attendant his playing card, participant ticket and his (SA)
1D

2.3. Attendant checks participant’s Study ID number and/or (SA) ID number against the randomisation table
list.

2.4. If participant is listed to get a t-shirt attendant will give him an IY t-shirt.

2.5. Attendant writes card suit and number on the list next to participants details

2.6. Attendant takes a plastic envelope from the bin and checks to makes sure the suit corresponds to the playing
card the participant has given him.

2.7. Attendant writes Study Group letter (shown on the letters inside the envelope) on the list next to participants
details

2.8. Attendant writes study ID number on the sticker on envelope,

2.9. Attendant takes a new cell phone voucher from the stack of vouchers and writes study 1D number on the
voucher for cell phone.

2.10. Attendant puts the playing card and cell phone voucher in the participant’s plastic envelope.

2.11. Attendant then gives the participant the plastic envelope. This packet must include a cell phone voucher,
lunch ticket, playing card, study group information sheet, cell phone instructions, (and for groups C & D),
cell phone interview instructions.

2.12. Attendant has participant sign that he has received his packet

2.13. Attendant tells participant he must keep the playing card and cell voucher or he will not get his cell phone

2.14. Attendant tells the participant to pick up his cell phone before 14:00.

Postal : PO Box 198, Mtubatuba 3935, South Africa
Physical : Africa Centre, R618 en route to Hlabisa, Somkhele

Tel. : +27 (0)35 550 7500
Fax : +27 (0)35 550 7565
Email
Web
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3. Procedure at Cell Phone Tent

3.1.
3.2.

3.3.
3.4.
3.5.
3.6.

3.7.

3.8.
3.9.

Participant queues to see attendant at the cell phone table

Once at cell phone table participant hands playing card, cell phone voucher, and his SA ID to one of two
attendants seated there.

Attendant checks that the name on the SA ID matches his study number.

After attendant checks, he will take a new cell phone from the bin.

Attendant will open the box, and show the participant the phone, phone number card and charger.
Attendant will dial ¥*100# on the cell phone and show the participant the R50.00 balance and then puts the
phone, charger and phone number card back in the box and hands the box to the participant.

Attendant will record handset number (AFR number), playing card number and suit on sheet next to
participant’s Study ID number and name.

Attendant rips playing card and cell phone voucher in half and puts it in the box next to him

Attendant tells participant to sign for receipt of the cell phone.

3.10. Attendant shows the participant the charger and the card with the cell number on it
3.11. Attendant tells participant to go to the group table corresponding to his study group (as shown on his folder)

where expectations for his participation are explained in further detail.

3.12. At the study group table, once finished explaining the study group participation, attendant will tell the

participant to proceed to the intervention tables, queue for lunch or watch the presentation, whichever is
most appropriate.
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Standard Operating Procedure (SOP) for Preparation, Collection, Handing and

Transport of Micro-capillary Blood Collection for P4 baseline

PURPOSE:

The purpose of this SOP is to provide guidelines for proper and safe collection and handling of
capillary blood specimens, collected into micro-capillary blood tubes, in order to prevent
occupational hazard exposure and to maintain optimal specimen integrity.

SCOPE:

This SOP applies to baseline micro-capillary blood specimen collection for Phase 4 of AfrEVacc
Impilo Y amadoda: Men’s Health Study. This applies to micro-capillary blood collection during
enrolment events and during individual enrolment at Africa Centre.

POLICY AND PROCEDURE: Drawing blood for micro-capillary specimens
Safety

1.

1.1.

1.2.

Wear a new pair of hand-gloves, and ensure that the gloves fit well and have no holes.
Never re-use gloves.

Ensure that you have a sharps bucket for disposal of sharp waste (lancet) and a red bag for
disposal of other non-sharp waste (cotton wool, alcohol swabs, tissues)

Specimen and form labeling

2.1.

2.2.

2.3.

2.4.

2.5.

2.6.

2.7.

Always ensure that a new barcode is used for each individual. Specimen barcodes must be
unique identifiers for the individual giving the specimen. One barcode number should be
used per individual and no two individuals should ever share a barcode.

Place a barcode on the micro-capillary blood tube. Barcodes should be put lengthwise i.e.
along the tube, and not across.

Place a matching barcode on the micro-capillary envelope

Each person collecting blood must write a number on the micro-capillary envelope (if it is
the first specimen of the day collected you will number it ‘1’, the second would be
numbered 2’, etc.)

Place another matching barcode on the Received Specimens Log

Write a number matching the one written on the micro-capillary envelope on the Received
Specimens Log

Once this is done you are ready to collect the blood sample

Blood collection

3.1.

3.2.
3.3.
3.4.
3.5.
3.6.
3.7.

3.8.
3.9.

It is preferable to use the middle finger but if the participant is not willing then use the
participant’s preferred finger.

Clean the top part of the finger by wiping with an alcohol swab. Always ensure that the
finger is clean and allow the alcohol to completely evaporate before pricking the finger.
Ensure that the lancet you are about to use is new and has not been used before.

Remove the cap on the lancet and firmly place the lancet on the cleaned tip of the finger.
The activation button should be facing upwards and the needle side in contact with the
finger.

Press down the activation button on the lancet while keeping the lancet firmly pressed onto
the finger as you press.

Do not lift the lancet as you press the activation button because this will make the prick
unsuccessful.

On pressing, the lancet will automatically prick the finger and blood will start flowing.
Position the tube such that the tip/scoop is next to the prick and blood can easily flow from
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the finger prick site into the tube.

3.10.Ensure that the finger is pointing downwards to the ground as you collect the blood drops
into the micro-capillary tube. This will ensure easy flow of the blood into the tube.

3.11.Fill the participant’s first labeled tube and when full lift the finger up to reduce blood flow
and close the tube.

3.12.Give the participant a cotton wool swab to stop the flow while you close the tube.

3.13.To close the tube, simply press down the tube caps. The tube makes a click sound indicating
that it’s firmly closed.

3.14.Ensure that the tube is firmly closed. Never put down a tube without closing it.

3.15.Shake/invert the tubes gently and put the tube in the envelope with matching barcode.

3.16.Seal the envelope and place it in a zip-lock bag.

3.17.You can place up to 10 envelopes in one zip-lock bag but only one tube per participant
should be in one envelope

3.18.Place the zip-lock bag in a cooler bag with ice blocks. Always ensure that the cooler stays
closed at all times to reduce risk of specimens getting lost ot too hot/spoiling.

3.19.Dispose of the lancet in the sharps bucket, the alcohol swab, cotton wool, and the used
gloves in the red bag. Hazardous waste disposal should be in compliance with the Africa
Centre SOP for waste disposal.

4. Submission of Specimens during enrolment events

4.1. LM will collect all blood samples and Received Specimens Logs from all fieldworkers
assigned to blood collection

4.2. LM will add all the barcodes on the Received Specimens Logs together to get a total
number of specimens received, being careful not to mix up which Received Specimens Log
goes with which cooler (this will help with further reconciliation in step 5.4).

4.3. LM will take the total number of specimens received to MZ to check if the total numbers
match. If they match they are reconciled. If they do not match, follow procedures in the
SOP for Receipt and Recording of Questionnaires P4 Baseline for reconciliation of specimens and
questionnaires.

4.4. Once this is done LM will take Received Specimens Logs and place each Log in a ziplock
bag in the cooler that the specimens belong to.

4.5. LM will be responsible for ensuring the safe delivery of all coolers, blood specimens and
Logs to Africa Centre.

5. Quality Control of Specimens collected during enrolment events
5.1. Once back at Africa Centre LM will take the coolers with the Received Specimens Logs to
be reconciled with the questionnaires
5.2. One at a time accepted specimens are to be taken out of the ziplock bag and brown
envelope to check to ensure barcodes on blood specimen tubes and blood specimen
envelopes match.
5.3. If barcodes match, the specimen is successfully reconciled and must be accepted.
5.4. Check that the matching barcodes on specimen and envelope match a corresponding
barcode on the Received Specimen Log. Make a tick next to the barcode on the Log.
5.4.1. If the barcode is not found on the Log carefully write the number in a new line on
the Log
5.5. Tick box next to barcode under the ‘reconciled’ heading of the Received Specimen Log
5.6. Place the specimen on the tube rack

Baseline micro-capillary collection SOP
Version 1.3
21 July 2010
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5.7. Repeat steps 5.1 — 5.4 until all specimens are reconciled

5.8. Return ice blocks used in the field to the freezer and place new, frozen ice blocks in the
coolers

5.9. Place tube rack with the newly collected & recorded micro-capillary samples in the transport
cooler box and firmly shut the lid

5.10.Continue to step 7

6. Submission & Quality Control of Specimens collected at Africa Centre

6.1. Follow protocol in steps 1 -3; do not follow steps 4 & 5 as they are only for specimens
collected during enrolment events.

6.2. After participant has left, ensure barcode on specimen matches barcode on Received
Specimen log

6.3. If barcodes match, the specimen is successfully reconciled and must be accepted.

6.4. Tick box next to barcode under the ‘reconciled’ heading of the Received Specimen Log

6.5. Place the specimen on the tube rack

6.6. Place newly frozen ice blocks in the transport cooler box

6.7. Place the tube rack in the transport cooler box and firmly shut the lid

6.8. Continue to step 7

7. Processing Blood Specimens before Shipping

7.1. All questionnaires with matching blood specimen must be entered into STAR database. To
do this you must scan all barcodes that have been reconciled from the Received Specimen
Log

7.2. Once barcode is scanned tick box next to barcode under ‘scanned’ on Received Specimen
Log

7.3. Blood specimens must be transported to Durban Lab every evening via the AC Durban
shuttle, except when the field team is working /ate affernoon schedule or a Saturday schedule.
Details of how to handle and transport specimens when the field team are working /aze
afternoon and Saturday schedules are contained in the SOP for Temporary Storage and
Processing of Micro-capillary specimen tubes

7.4. Specimens must always be placed on racks that are in turn placed in cooler boxes/bags with
ice until received in the lab.

8. Specimen Transportation to Durban AC Virology Lab

8.1. Place the cooler box with the newly reconciled and recorded specimens in the Durban
shuttle

8.2. Tell the shuttle driver that you have given him a cooler box with blood specimens in it for
delivery to the Durban lab.

8.3. Except for Specimens collected during a Jate afternoon or Saturday schedule, place an “N”” under
the ‘Processed at AC” heading on the Received Specimen Log next to all the barcodes of the
specimens in the cooler box on the shuttle. NOTE: this is only for specimens that not been
spun/processed!

8.4. Except for Specimens collected during a /ate afternoon or Saturday schedule all specimens must
be send to Durban AC Virology Lab on the day they are collected from participants

8.5. Specimens are transported to Durban AC Virology Lab by the daily shuttle, which must not
leave the centre until specimens are fully prepared for transportation.

Baseline micro-capillary collection SOP
Version 1.3
21 July 2010
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Standard Operating Procedure (SOP) for Temporary Storage and Processing of
Capillary Blood Specimens (late afternoon & evening collection)

PURPOSE

This document details the procedures for preparing and storing specimens that cannot be sent to the
Africa Centre Virology laboratory on the day of collection. It documents how the specimens should
be prepared and the storage temperature requirements including the maximum duration of storage.
This SOP ONLY APPLIES to specimens that are collected late or during the weekend. Every effort
should be made to ensure that all specimens collected during normal working hours are sent to the
AC Virology laboratory on the day that they are collected.

SCOPE

This SOP applies to ONLY those specimens collected late in the field and cannot be sent to the AC
virology laboratory on the day of collection. It applies to all specimen reception room- based
specimen preparation activities

1. Specimen quality control

1.1. Specimens should be checked as documented in the SOP for Preparation, Handling and
Processing of Capillary Blood Specimens to ensure that details on the specimens match
details on the specimen envelope.

1.2. There should be 1 micro-capillary blood specimen tube for each participant in each
envelope.

1.3. Once this is checked scan barcodes into Impilo Yamadoda STAR database

1.4. Once this is done, specimens are now ready for prepatation.

2. Safety
2.1. Always ensure that you are wearing a laboratory coat and gloves before you start preparing
specimens.

3. Specimen preparation of Yellow top microcapillary tubes (SST)

3.1. Place all tubes on a rack. Ensure that all tubes are tightly closed. DO NOT open blood
tubes, (tube tops/caps close by pressing them down until you hear a click sound).

3.2. Open the centrifuge and check to see that the reading is set at 3750 rates per minute (rpm).

3.3. Set the time to 10 minutes

3.4. Ensure that you have at least 5 empty micro-capillary tubes next to the centrifuge.

3.5. Put the tubes inside the specimen tube holders/holes in the centrifuge. The tube
holders/holes appear as round holes inside the centrifuge.

3.6. All specimen holders/holes should be filled with micro-capillary tubes.

3.7. If the tubes are not enough to fill the holders then the empty micro-capillary tubes that you
have placed next to the centrifuge should be filled with water. Use these tubes with water to
fill in the holders that do not have anything.

3.8. PLEASE NOTE: IT IS DANGEROUS TO SPIN THE CENTRIFUGE WITH
EMPTY TUBE HOLDERS- THE MICROCAPILLARY BLOOD TUBES INSIDE
MAY BURST OPEN OR THE CENTRIFUGE MAY OPEN AND SPILL BLOOD

3.9. Close the centrifuge tightly. If zhe centrifuge is not closed properly it will not spin!

3.10. Press start on the centrifuge.

3.11. The centrifuge will spin until 10 minutes is over then it will stop. Do not open the
centrifuge until it has written 0. This shows that it is no longer spinning and the pressure
has gone down to zero.
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3.12.NEVER OPEN THE CENTRIFUGE WHILE IT IS SPINNING!

3.13. When the centrifuge has stopped press the open button.

3.14. Take out all the micro-capillary tubes and place only the ones with blood specimens on a
rack.

3.15. Place this rack inside the fridge. Make sure the rack is safe and secure and is sitting flat on
the fridge shelf surface.

3.16.Leave the specimens in the fridge until the following day when they will be sent to AC
virology laboratory with the rest of that day’s specimens.

3.17. Micro-capillary tubes should be transported to AC virology laboratory on the rack, inside a
cooler bag with ice.

4. Notes

4.1. Micro-capillary blood specimens should only be prepared if the specimens are not going to
the AC virology laboratory on the day of collection.

4.2. All specimens prepared should be sent to the AC virology laboratory the following day,
together with the specimens for that day.

4.3. Each day before sending blood specimens check that there are no specimens in the fridge
or on the specimen counter from the previous day.

4.4. Specimens prepared over the weekend should be sent to AC virology laboratory on
Monday.

4.5. ALWAYS REMEMBER: if specimens are kept for too long before they are processed in
the laboratory, they will lose cells and cannot be tested. Thus specimens should not be
forgotten in the specimen reception room.

SOP P4 late afternoon & weekend micro-capillary blood collection 2
V.12
15 July 2010
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Impilo Yamadoda: Trial Information Sheet

What is this trial about?

The Impilo Yamadoda trial is a research project where we are interested in learning more about men and men’s health
needs and finding out what makes it easier for men to participate in health research. Some of the questions we will ask
you are about your health, while others will ask very personal questions about sex and sexuality. These personal
questions will help us to make suggestions to researchers, funding bodies, and health agencies, for what types of health
and research programmes men need in this area. We will also hope to find different ways to help men stay involved in
health research; we can find this out by trying out different ways of doing interviews, giving reimbursement, and
keeping in touch with the men in this study.

About random allocation

The Impilo Yamadoda trial is a research project that will explore different ways of achieving the same goal. One of the
things we are interested in is how men respond to different methods of keeping in touch with researchers during a
long-term study. Another thing we are looking at is how men respond to different ways of collecting blood within a
research study. Because we want to find out the difference between these things, not everyone who participates will
participate in exactly the same way. For example, some men who participate in the trial will be using cell phones to
interview, and some will have face-to-face interviews. Everyone who participates in the health fair will be assigned to a
study group by chance; no one, not even the research team, knows in advance which group you will belong to. It is
important to understand that you cannot change your assigned study group for any reason.

What are the differences between the study groups?

Some men will be doing interviews over a cell phone while other men will have that same interview face-to-face. Some
men will be asked to provide a blood sample via a finger-prick in their community while some men will have their
blood sample collected by a nurse in a clinic. Another difference is that men who participate may receive a Boxer
voucher, or cell airtime for participation reimbursement. There is no way of knowing which study group you will be in,
so it is important to understand that if you agree to be in the study you are agreeing to take part in which ever part of
the research you are assigned to.

What is the same among the study groups?

All of the men in the trial will first take part in an interview and have a finger-prick blood sample taken. Then everyone
will be asked to come to a special Men’s Health Fair. At this fair you will get information on men’s health topics
including HIV, general health, and safety. During the fair you will be asked to select a blank sealed envelope, which will
have your study group assignment. After receiving your study group assignment everyone who takes part in the study
will receive a cell phone with R50.00 airtime credit. After the fair everyone will be asked to follow-up with us again in 3
months for an interview, and then 3 months after that (in six months time) for an interview and a second blood sample
collection. Whichever study group men are allocated, everyone will receive a reimbursement to the value of R100.00 in
the form of a Boxer voucher or airtime for participation during each follow-up visit.

More about blood collection

There are two types of blood collection methods in this study: micro-capillary blood collection and venepuncture blood

draw.

*  Micropillary blood collection is where you will have your finger pricked with a special sterile lancet to draw a
small amount of blood. The Research Assistant will then place the blood into a small tube. The tube of blood will
be placed into a container with a label to show that it comes from the Impilo Yamadoda study. This box will be sent
to a special laboratory with other blood samples.

* A venepuncture blood draw is when a qualified nurse uses a sterile needle to draw a small amount of blood from
a vein in your arm. This blood will be collected in a vial with a label on it that says it comes from the Impilo
Yamadoda study. Directly after your blood is drawn, and in your presence, the nurse will give the vial of your blood
to the Research Assistant. The Research Assistant will bring it to storage until it is sent to a special laboratory with
other blood samples.

Postal: PO Box 198, Mtubatuba 3935, South Africa
Physical: Africa Centre, R618 en route to Hlabisa, Somkhele

Tel.:
Fax:

+27 (0)35 550 7500
+27 (0)35 550 7565

Email:

Web:
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While the collection methods are different, both types of blood collection will be treated in the same way for this trial:
the Research Assistants will never know your HIV status; the blood that is collected will not be given a rapid HIV test
so both you and the Research Assistant will not be able to know if you have HIV. If you would like to have a HIV test
where you learn the result the Research Assistant will tell you where and when you can access an HIV test.

What are my potential risks for participating?

The trial you have been invited to participate in has been designed in part to increase understanding of your health and
sexuality. To this end, you will be asked some personal questions on the topic of your health and sexual practices that
may cause you to feel uncomfortable or embarrassed. While we believe that the answers you give will be helpful, you
are not required to answer questions that you do not wish to.

A few people may become distressed as a result of participating in this trial. If you should become distressed at any
time during or after your participation in this trial you may ask to speak to a counsellor who can help you. If you wish
to speak to a counsellor please use the contact information below to contact us so that we may help you access our
counsellot.

What are the responsibilities of the research staff to participants?

Anyone can stop participating in the Impilo Yamadoda study at any time without any negative consequence. It is the
responsibility of the Impilo Yamadoda research staff to make sure that if participants who wish to end their time in the
trial are able to do so quickly and easily. Once you leave the study you will no longer receive any contact or further
reimbursements from the project or study team. If a participant wishes to withdraw his interview from the study must
do so within two weeks of the interview. Once this period has passed while it is possible to stop participation in further
aspect of the study, please understand that we cannot withdraw interviews you have done. Blood samples cannot be
withdrawn after they are taken because we have no way of linking you to the sample once it has been taken.

Participants have the right to receive their benefits of participation in a timely manner, and it is the responsibility of the
research staff that this happens. If, for any reason, you have not received your compensation as detailed here please
contact us so that we can correct the problem.

The research staff will protect participants’ confidentiality. After participants have been issued a study identification
number this will be the way that individual information for participants is identified. This keeps your name separate
from your interview and blood sample data. The form participants sign agreeing to be a part of the study has both
name and study number, and so are kept in a locked file cabinet that only authorised Impilo Yamadoda trial staff have
access to.

It is important to us that you understand your rights as a participant in this research. If you have questions about

anything here or anything else about the Impilo Yamadoda trial please do not hesitate to contact the staff using the below
information.

Thank you for taking the time to read this!

Professor John Imrie, Principal Investigator; Contact number: 035 550 7640

Sebastian Fuller, Project Leader; Contact number: 035 550 7670

Mlungisi Zungu, Research Assistant; Contact number: 035 550 7614; Cell: 079 851 1427
Lungani Masinga, Research Assistant; Contact number: 035 550 7612; 072 379 7265
Ntombikayise E. Mncwango, Community Liaison Officer; Contact number: 035 550 7601

If you would like to speak to someone outside the research team for any reason relating to your participation in this project,
please contact: Mduduzi Mahlinza, Community Liaison Office; Contact number: 035 550 7500

Physical address: Africa Centre for Health & Population Studies, R618 en route to Hlabisa, Somkhele.

If you have any complaints about this study, or problems with the way that your rights are being protected please
contact:

Biomedical Research Ethics, Research Office, UKZN, Private Bag X54001, Durban 4000
Telephone: 031 260 4769 or 031 260 1074 Fax: 031 260 2384

Administrator: Ms P Ngwenya Email: ngwenyap@ukzn.ac.za
Chair: Prof D R Wassenaar ~ Email: ¢/o ngwenyap@ukzn.ac.za

The University KwaZnln-Natal Human Biomedical Research Ethics Board has approved this study
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Impilo Yamadoda Trial: Informed Consent

Administrator: This consent form is meant to be an assurance that the participant has a good
understanding of the research study and their role in it. Only after the information sheet has been fully
explained to the participant is this form to be completed. If the participant has any remaining questions
or does not answer all the questions on this sheet correctly the information must be clarified

before enrolment.

Please read all questions carefully and tick as appropriate | True | False

1. The information sheet about the Impilo Yamadoda trial and my part in it has
been read to me.

2. DParticipation on this day will enrol me in the Impilo Yamadoda trial for at
least the next six months.

3. After the interview and blood sample collection today I will be given a
R100.00 Boxer voucher.

4. After every time I participate in this research study I will be given
reimbursement to the value of R100.00 in store and/or airtime vouchers,
and/or food parcels.

5. Once I am assigned to a study group I can switch to another group if I
choose.

6. Some of the topics of this interview are on the topic of health and
sexuality.

7. Once I enrol in the Impilo Yamadoda trial 1 cannot leave the study.

8. The blood sample collected from me will not be used for a rapid HIV test.

9. No one will know my HIV status as a result of my participation in this
research.

10. No one can become upset as a result of his participation.

11. This consent form, which has both my name and study identification code,
will be kept in a locked file cabinet only accessible to authorized Inpilo
Yamadoda study staff.

12. If I become upset as a result of my participation there is a counsellor I can
speak to.

13. I agree to participate in the Impilo Yamadoda trial of my own free will.

14. I agree to provide a blood specimen today as part of the Impilo Yamadoda
trial.

Postal: PO Box 198, Mtubatuba 3935, South Africa
Physical: Africa Centre, R618 en route to Hlabisa, Somkhele

Tel.: +27 (0)35 550 7500
Fax: +27 (0)35 550 7565
Email:

Web:
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You have been invited to participate in the Impilo Yamadoda trial. Impilo Yamadoda is a research
project that is seeking to understand the beliefs, needs, and motivations of men to become involved in
health and health research. We are enrolling about 200 men in the Hlabisa sub-district to be a part of
this phase of the Impilo Yamadoda study.

Mlungisi Zungu, Research Assistant, has informed you fully about this study and your responsibilities
and rights as a research participant.

All men who agree and are eligible to participate will complete interviews with a trained study
researcher and provide us with a blood sample on two separate occasions. All men who are part of the
study will also be invited to an Impilo Yamadoda Fair, which will include information on men’s
health. The study involves all men who participate to keep in contact with the research team over a
period of 6-8 months.

If you become upset as a result of your participation, you may contact the below study staff in order to
receive free counselling services at any time.

You may contact the study team or Biomedical Research Ethics Office on 031-260 4769 or 260
1074 if you have questions about your rights as a research participant.

Your participation in this research is voluntary, and you will not be penalized or lose benefits if you
refuse to participate or decide to stop at any time.

If you agree to participate, you will be given a signed copy of this document and the participant
information sheet which is a written summary of the research.

The research study, including the above information, has been described to me orally. I understand
what my involvement in the study means and I voluntarily agree to participate. I have been given an
opportunity to ask any questions that I might have about participation in the study.

Signature/Thumbprint of volunteer: Date of signature

Print name and surname

Time of Signature or thumb print (24 hour clock): ___:

Signature of Study Staff taking consent Date of signature

Print name and surname:

Signature of witness Witness: printed name and surname:
Participant Study Identification Code SA ID#
Voucher # Receipt #
2
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AfrEVacc: Impilo Yamadoda: Men’s Health Trial
Baseline Questionnaire

BARCODE HERE
Participant ID

Administrator read aloud: The following questions are about your health and sexuality. Some of the questions
are very personal. Although we believe these questions are important, | want to remind you can refuse to answer
some or all of the questions here. If you become uncomfortable as a result of this interview please let me know
and | will refer you to a counsellor. Once we have finished the interview | will ask you how you are to make sure
that you feel comfortable with your interview.

Do you still agree to take part in this interview? OYes O No - stop interview

l. Demog

raphics

Q. No.

Question & Response

1.

What is your current age? Years
O  Refused

What is your current marital status?

Married

Engaged/not yet married
Single 2> goto Q. 3
Widowed 2 goto Q. 3
Divorced 2 goto Q. 3
Refused 2 goto Q. 3

OO0O0O00O0

2b. Are you currently living in the same house as your partner?
O Yes

O No

O  Refused

How many people, in total, are current residents of your household?
(Interviewer — current residents are people that live in the same house/bounded structure at this time.)
O Refused 2 goto Q. 4

3b. Of these current residents, how many are children (below 18 years of age)?
O Refused

What is the highest education grade you have completed in school?
Grade (1-12)
O Lessthan1year 2 goto Q. 6
O Never went to school > goto Q. 6
O Refused 2 goto Q. 6

What is the highest grade of education that you completed after school?
Certificate

Diploma

Advanced diploma

Bachelor's Degree

Honours, Masters. Or Higher

None

Refused

OO0OO0O0OO0OO0

Are you currently in full-time or part-time education?
O Yes, full-time
O Yes, part-time
O No
O  Refused

V2.2 edited 14 June 2010
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AfrEVacc: Impilo Yamadoda: Men’s Health Trial
Baseline Questionnaire

7. Are you currently employed?

O Yes, full-time

O Yes, part-time

O No—=>gotoQ.8

O Refused 2 goto Q. 8

7b.

Are you self-employed or an employee?
O  Self-employed
O  Employee
O Refused

Il. General Health

Part A.

8. | How would you describe your general health at present?

O Very good/Good
O  Fair

O  Poor

O Refused

9. | Do you have any long-standing illness, disability or infirmity?

O Yes
O No =gotoQ. 10
O Refused 2 goto Q. 10

9b.

Does your long-standing illness, disability, or infirmity, limit your activity in any way?
O Yes
O No
O Refused

10. | Are you receiving a government disability grant?

O  Yes
O No
O Refused

11. | Inthe past 12 months/year, have you received treatment for any of the following medical conditions?

Tick all that apply

High Blood Pressure
Diabetes
Tuberculosis/TB

Heart Disease

Other > specify which
None = goto Q.12
Refused = goto Q.12

N

11b.

Where have you gone to seek treatment for this condition?
Tick all that apply
[ ] Goverment clinic/hospital
[ ] Private clinic/hospital
[ ] Inyanga/Traditional Healer
[] Refused

12. | Inthe past three months, has there been any change in your health?

O Yes, improved
O No, same

O Yes, worsened
O Refused

V2.2 edited 14 June 2010
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AfrEVacc: Impilo Yamadoda: Men’s Health Trial
Baseline Questionnaire

13. | Have you been newly diagnosed with any of the following medical conditions in the past three months?

Tick all that apply

High Blood Pressure
Diabetes
Tuberculosis/TB

Heart Disease

Other > specify which
None

Refused

N

14. | Are you currently receiving treatments for any of the following medical conditions? (Include treatments that started

long ago.)

Tick all that apply
High Blood Pressure
Diabetes
Tuberculosis/TB
Heart Disease
Epilepsy
None
Refused

N

Administrator: for the following section please mark the box under the respondent’s response with an X

Do you agree, disagree or not have an opinion about the AGREE
following statements:

NEUTRAL

DISAGREE

15. | When | am sick | normally go to clinic

16. | | advise my family (partner, children, etc) and friends to go to clinic
when they are sick

17. | | often visit friends and family at clinic when they are ill

18. | Hospital is for people that are very ill

19. | When I amill, | prefer to go to a traditional healer rather than to
clinic

Il. Part B - Circumcision

20. Have you ever been circumcised?

O Yes

O No—=>gotoQ. 21

O Don'tknow = goto Q. 22
O Refused 2 goto Q. 22

20b. If you have been circumcised, where was this conducted?
Government hospital

Private clinic/hospital
Inyanga/Traditional Healer

Other 2> specify which

Don’t know
Refused

O0O0O00O0

20c. For what reason(s) were you circumcised?
Tick all that apply
[ ] Cultural reasons
[ ] Health reasons
Other > specify which

L]
[ ] Don't know
[] Refused

V2.2 edited 14 June 2010
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AfrEVacc: Impilo Yamadoda: Men’s Health Trial
Baseline Questionnaire

21. If you have not been circumcised, would you consider being circumcised in the future?
O Yes
O No =2gotoQ22
O Don'tknow = gofo Q 22
O Refused 2 gofo Q 22
21b. For what reasons would you agree to become circumcised?
Tick all that apply
[ ] Cultural reasons
[ ] Health reasons
[ ] Other = specify which
[ ] Don't know
[] Refused
lll. HIV Knowledge and Beliefs
22. Where have you learned about how to protect yourself from HIV infection?
Tick all that apply
[] School
[ ] Workplace
[] Clinic
[ ] Hospital
[ ] Friends
[ ] Family
[ ] NGO or Community group (sporting group, men’s association, etc)
[ ] Church
[ ] Other = specify which
[ ] None/Never heard about how to protect myself from HIV infection
[ ] Refused
23. Do you think that your everyday behaviour puts you at risk for HIV infection?
O Yes, | think my behaviour puts me at risk
O No, | do not think my behaviour puts me at risk
O I don’t know/I am not sure
O  Refused

IV. Sexual Behaviour

[Administrator: for this section define sex as either: vaginal sex (when a man puts his penis into his partner’s vagina), anal

sex (when a man puts his penis into his partner’s rectum), thigh sex (when a man puts his penis between his partner’s
thighs), or oral sex (when a person sexually stimulates their partner’s genitals using their mouth)

24, Have you ever had sex?

O Yes

O No =2>gotoQ. 37

O Refused 2 goto Q. 37

25. How old were you when you first had sex?
Age (in years)

O Don’'t remember

O  Refused

26. The first time you had sex, how old was your partner?
_ Age (in years)

O Don’t remember

O  Refused

V2.2 edited 14 June 2010
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AfrEVacc: Impilo Yamadoda: Men’s Health Trial 5
Baseline Questionnaire

21.

How did you meet the person you first had sex with?
Tick all that apply

[ ] We met through a friend of the family
[ ] We live in the same arealisigodi
[ ] We work at the same job

[] We met at school

[ ] We met through a mutual friend
[ ] We met at a party/bash
[ ] Other = specify which
[] Refused

28.

When you had sex for the first time, which one of these descriptions best applies to you and the person you had sex
with?

We had just met for the first time

We had recently met

We had known each other for a while but were not in a steady relationship

We used to be in a steady relationship but were not at the time

We were in a steady relationship

We were living together as a couple and/or married at the time

Other 2> specify which
Refused

O0OO0OO0OO0O0OOO0

29.

Have you ever used a condom during sex?
O Yes
O No
O  Refused

30.

Have you ever given money or possessions in exchange for sex?
O Yes
O No
O  Refused

31.

Have you ever received money or possessions in exchange for sex?
O Yes
O No
O  Refused

32.

How many sexual partners, in total, have you had in the past three months? Please include any casual partners as
well as regular partners. If you don’t know the exact number please answer with your best estimation.
Number of sexual partners
O 0/None =2 go to Q. 37
O Refused

33.

Of your total number of sexual partners in the last three months, how many did you have sex with one time only? If
you don’t know the exact number please answer with your best estimation.
Number of one-time only partners
O  0/None = goto Q. 35
O Refused

33b. | What type of sex did you engage in with these one-time only partners during the last three months?
Tick all that apply

Vaginal sex (when a man puts his penis into his partner’s vagina)

Anal sex (when a man puts his penis into his partner’s rectum)

Thigh sex (when a man puts his penis between his partner’s thighs)

Oral sex (when a person sexually stimulates their partner’s genitals using their mouth)
Other sex = specify which
Refused

N

V2.2 edited 14 June 2010
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AfrEVacc: Impilo Yamadoda: Men’s Health Trial 6
Baseline Questionnaire

33c. | Inthe last three months, how many of these one-time only sexual partners did you use condoms
with? If you don’t remember the exact number please answer with your best estimation.
Number of partners used condoms with

O Refused
34, Did you use a condom the most recent time you had sex with a one-time only partner?
O Yes
O No
O Don’t remember
O Refused
35. Sometimes people have more than one relationship at the same time. How many sexual relationships do you
consider yourself involved in at the moment?
Number of sexual relationships
O 0/None =2 go to Q. 37
O Refused
35b. | In the last three months, what types of sex have you had with the partner(s) you are in a relationship with?
Tick all that apply
[ ] Vaginal sex (when a man puts his penis into his partner’s vagina)
[ ] Analsex (when a man puts his penis into his partner’s rectum)
[ ] Thigh sex (when a man puts his penis between his partner’s thighs)
[ ] Oralsex (when a person sexually stimulates their partner’s genitals using their mouth)
[ ] Othersex = specify which
[ ] Refused
35c. | In the last three months, how often have you used condoms with the person/people you consider
yourself to be in a sexual relationship with?
O Always/Every time
O Usually/More than half the time
O Sometimes/Less than half the time
O Never
O Refused
36. Did you use a condom the most recent time you had sex with someone you consider yourself to be in a relationship
with?
O Yes
O No
O Don’t remember
O Refused
3a7. Have you ever had sex with a man? [Administrator: define sex as either: anal sex (when a man puts his penis into

his partner’s rectum), thigh sex (when a man puts his penis between his partner’s thighs), or oral sex (when a
person sexually stimulates their partner’s genitals using their mouth)]

O Yes

O No—=>gotoQ. 38

O Refused 2 go to Q. 38

37b. | Have you had sex with a man in the last three months?
O Yes

O No

O  Refused

V2.2 edited 14 June 2010
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AfrEVacc: Impilo Yamadoda: Men’s Health Trial
Baseline Questionnaire

38.

stimulates their partner’s genitals using their mouth)]
O Yes
O No —2>gotoQ. 39
O Refused 2 goto Q. 39

Have you ever had sex with someone when you did not want to? [Administrator: define sex as either: vaginal sex
(when a man puts his penis into his partner’s vagina), anal sex (when a man puts his penis into his partner’s
rectum), thigh sex (when a man puts his penis between his partner’s thighs), or oral sex (when a person sexually

38b. | In the last three months, have you had sex with someone when you did not want to?

O  Yes
O No
O Refused

IV. Condom Access

39.

Where have you ever obtained condoms?
Tick all that apply

Clinic/Local health care centre

Hospital

NGO/Community-based organisation

Home-based care nurse

Chemist/Beauty supply shop (e.g., Clicks)

Friend

Family member

Person | have sex with

Other > specify which

Never obtained condoms = go to Q. 40
Refused = go to Q. 40

I

39b. | Where do you go most often to get condoms?
Clinic/Local health care centre
Hospital

Home-based care nurse

Friend

Family member
Person | have sex with
Other > specify which

NGO/Community-based organisation

Chemist/Beauty supply shop (e.g., Clicks)

O0OO0O0OOOOOOO

Refused

Administrator: for the following section please mark the box under the respondent’s response with an X

Do you agree, disagree or not have an opinion about the
following statements:

AGREE

NEUTRAL

DISAGREE

40.

| believe using a condom during sex is an effective way to
prevent HIV infection

41.

If | was asked by my partner to use condoms during sex | would
agree

42.

| use condoms every time | have sex

43.

| use condoms with every sexual partner

44.

| sometimes have difficulty putting a condom on

V2.2 edited 14 June 2010
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AfrEVacc: Impilo Yamadoda: Men’s Health Trial 8
Baseline Questionnaire
V. HIV Testing
45. | There are many places to get an HIV test. Which is the best place for you to get tested?
O  Athome
O Counselling centre
O Atthe clinic
O Mobile testing unit
O  Atthe hospital
O Private Doctor
O Other > specify which
O Don't know
O  Refused
46. | Do you know your HIV status?
O Yes
O No
O  Refused
47. | Have you ever requested and received an HIV test (VCT)?
O Yes
O No—=>gotoQ48
O Refused = go to Q48
47h. | If you have ever requested and received an HIV test (VCT) where did you receive this?
Tick all that apply
[] Athome
[ ] Counselling centre
[] Atthe clinic
[ ] Mobile testing unit
[ ] Atthe hospital
[ ] Private Doctor
[ ] Other = specify which
[ ] Don't know
[] Refused
47c. | Have you requested and received an HIV test (VCT) in the last three months?
O Yes
O No
O  Refused
Administrator: for the following section please mark the box under the respondent’s response with an X
Do you agree, disagree or not have an opinion about the following | AGREE | NEUTRAL | DISAGREE
statements:
48. | ltis important to me to know my HIV status
49. | There is medicine to help people who are HIV positive live long lives
50. | I encourage my (sexual) partner(s) to have an HIV test
51. | There is medicine to prevent an HIV infected mother from passing the
virus to her child
52. | If I get tested for HIV | will be able to control who knows the result of my
test

V2.2 edited 14 June 2010
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AfrEVacc: Impilo Yamadoda: Men’s Health Trial
Baseline Questionnaire

VI. Research

53.

Where did you find out about the Impilo Yamadoda trial?
| was given a referral ticket from someone
| heard about it from someone in my community

| heard about it in clinic/hospital
Other = indicate which

| head about it from the Traditional or Municipal Authorities

O0O0O00O0

Refused

Administrator: for the following section please mark the box under the respondent’s response with an X

Do you agree, disagree or not have an opinion about the following
statements:

AGREE

NEUTRAL DISAGREE

54.

My participation in HIV prevention research helps to improve the health
of my community

55.

| am more likely to participate in HIV prevention research if | am paid for
my participation

56.

| am more likely to participate in HIV prevention research if | receive
information about how to maintain good health as part of my
participation

57.

| am more likely to participate in HIV prevention research if | receive
health care as part of my participation

58.

| believe that what | say in a research setting will remain confidential
(between the research staff and me)

59.

People in my community would like it if | participated in HIV prevention
research

VII. Check-in and follow-up

Administrator read aloud: Thank you for taking part in this interview. | hope that this was an enjoyable
experience for you. Before we go over the paperwork for your reimbursement, | just want to ask you if you are
feeling ok or if you would like me to refer you to a counselor:

Would you like to speak to a counsellor? O Yes O No

Before we started the interview | explained that we would like you to continue with this project for 6-8 months.
I will be giving you an invitation to the men’s health fair, which is the next time we are to see each other.

Do you agree for me to contact you for follow-up in this research? O Yes

Primary Cell number:

O No = end interview

May we leave a message here? (tick all that apply): O Yes, SMS O Yes, Voice

Secondary Cell Number:;

O No

May we leave a message here? (tick all that apply): O Yes, SMS O Yes, Voice

O No

Fieldworker, complete this section:

Date

[Location

Print Name Signature

V2.2 edited 14 June 2010
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P4 - SNOWRALL ' REFERRAL TILRET

ImPilo
vamadoda

Lest isimeno sakho sokun-
genela esigabeni esisha
socwaningo lwe-Tnmpilo

Yamadodal

L esisipaba se-Inmpilo Y amad-
vda siyoba nabantu besilisa
! abangy 300 abaphakathi
Eweminyaka engn 18 Ruyafs:
35 abablala kwisifunda-
nhkantolo sakwaHlabisa

Place barcode here

FRONT

impile
YEIF!:‘IBCIOCIB

Uma ukulungele ukungenela futhi ulun-
genela lolucwaningo, umngani okuni-
keze lelikhadi uyothola isikibha
mahhala-vele ufike nalelikhadi uma
vzongenela ncwaningo!

Ukuhlela isikhathi sakho sokuza ¢-
Africa Centre uzongenela ucwaningo
) lwe-Impilo Yamadoda, fona, thumela
umghafazo noma uthumele u ‘ngicela

ungifonele’ ku:

l
L
. Mlungisi Zungu, Research Assistant \
© 035 550 7614; Cell: 079 851 1427 |
Lungani Masinga, Research Assistant .
035 550 7612; Cell: 072 379 7265 \

T

Reverse
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P4 Snowball Referral Ticket
English text

FRONT:

This is your invitation to enrol in the newest phase of Impilo Yamadoda: Men’s Health Study! This
phase of Impilo Yamadoda will include up to 300 men between the ages of 18-35 who live in the
Hlabisa sub-District.

BACK:

If you are eligible and join the study the friend that gave you this card will receive a free t-shirt — just
bring this card with you when you enrol!

To set up your appointment to come to Africa Centre and enrol in the Impilo Yamadoda: Men’s Health
Study, call, send an SMS, or send a ‘please call me’ to:

Mlungisi Zungu, Research Assistant, 035 550 7614; Cell: 079 851 1427
Lungani Masinga, Research Assistant, 035 550 7612; Cell: 072 379 7265
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You have been assigned to study group A

You will have your follow-up interviews face-to-face with an Impil
Yamadoda researcher.

When it is time for your first follow-up interview you will be called on your
Impilo Yamadoda cell phone by the research assistant to arrange a time and
place for your interview. This interview will be held three months after you
enrolled in Impilo Yamadoda. Your interview will not last more than 30
minutes. When the interview is finished you will receive a R100.00 Boxer
voucher to thank you for your time.

For your second follow-up interview, six months after you enrolled in Impilo
Yamadoda, you will be called to arrange a time to meet for another face-to-
face interview with the Research Assistant. At the time of your interview
you will also be asked to give a second blood sample. The blood sample
collection method is micro-capillary, which is the same way we collected
your blood for enrolment in this study. You will receive one R100.00 Boxer
voucher after completing your interview and one R100.00 Boxer voucher
after completing your blood collection.

For more information on blood collection, your face-to-face interview, the
way you will be reimbursed for participation, or anything else related to this
study please refer to your study information sheet or contact the research
team.

310



Your Impilo Yamadoda cell phone

Important information: Please keep this information sheet in a safe place!

How can I use my cell phone to contact the research team?

You can always use your Impilo Yamadoda issued cell phone to contact the study team by calling directly or sending
an SMS. Please do not use missed calls to contact the research team if you are out of airtime, rather use the free
‘please call me” SMS. To send a free ‘please call me’ SMS to the Research Assistant please enter the following code
into your Impilo Yamadoda issued cell phone: ¥140¥0798511427# and then press ‘send’.

If you wish to send a free message to the Research Assistant you can change your ‘please call me” SMS message to a
message of your choice by entering the following code into your Impilo Yamadoda issued cell phone: ¥*140# pressing
send and choosing ‘answer’ then ‘option 4. The option will then be given for you to change your ‘please call me’
message to one of your choosing. This new message will remain your default ‘please call me’ message for one month
or until you change it again.

Do not use any other cell phone number to contact the study team unless you are calling to report your phone lost
or stolen.

What do I do if my Impilo Yamadoda cell is lost or stolen?

You must report a lost or stolen Impilo Yamadoda cell phone to the research team immediately. To report your cell
lost or stolen, please call the study team directly or send a ‘please call me’ SMS to (the Project Leader): 072 379
7383. If this is not possible, please come to the Africa Centre and ask reception to see an Impilo Yamadoda staft
member. You will receive instructions on what to do next when you contact the study team.

Important numbers

Impilo Yamadoda study staff:

5

%

Professor John Imrie, Principal Investigator: 035 550 7640

Sebastian Fuller, Project Leader: 035 550 7670; Cell: 072 379 7383
Mlungisi Zungu, Research Assistant: 035 550 7614; Cell: 079 851 1427
Ntombikayise E. Mncwango, Community Liaison Officer: 035 550 7601,
Cell: 082 640 4046

5

%

5

%

5

%

If you would like to speak to someone outside of the study team for any reason relating to your
participation in this project, please contact:

% Mduduzi Mahlinza, Community Liaison Office: 035 550 7500

If you have any complaints about this study, or problems with the way that your rights are being
protected please contact:

Biomedical Research Ethics, Research Office, UKZN
Private Bag X54001, Durban 4000

Telephone: 031 260 4769 or 031 260 1074 Fax: 031 260 2384
Administrator: Ms P Ngwenya Email: ngwenyap@ukzn.ac.za
Chair: Prof D R Wassenaar Email: ¢/o ngwenyap@ukzn.ac.za
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You have been assigned to study group B

You will have your follow-up interviews face-to-face with an Impilo
Yamadoda researcher.

When it is time for your first follow-up interview you will be called on your
Impilo Y amadoda study cell phone by the research assistant to arrange a time
and place for your interview. This interview will be held three months after
you enrolled in Impilo Y amadoda. Your interview will not last more than 30
minutes. When the interview is finished you will receive a R100.00 Boxer
voucher to thank you for your time.

For your second follow-up interview, six months after you enrolled in Impilo
Yamadoda, you will be called to arrange a time to meet for another face-to-
face interview with the Research Assistant. When you arrange your
interview you will also be asked to arrange to go to clinic for a second blood
sample. The blood sample collection method is venepuncture, which must
be collected from a nurse at clinic. You will receive one R100.00 Boxer
voucher after completing your interview and R100.00 airtime credit to your
Impilo Y amadoda study cell phone after completing your blood collection.

For more information on blood collection, your face-to-face interview, the
way you will be reimbursed for participation, or anything else related to this
study please refer to your study information sheet or contact the research
team.
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Your Impilo Yamadoda cell phone

Important information: Please keep this information sheet in a safe place!

How can I use my cell phone to contact the research team?

You can always use your Impilo Yamadoda issued cell phone to contact the study team by calling directly or sending
an SMS. Please do not use missed calls to contact the research team if you are out of airtime, rather use the free
‘please call me” SMS. To send a free ‘please call me’ SMS to the Research Assistant please enter the following code
into your Impilo Yamadoda issued cell phone: ¥140¥0798511427# and then press ‘send’.

If you wish to send a free message to the Research Assistant you can change your ‘please call me” SMS message to a
message of your choice by entering the following code into your Impilo Yamadoda issued cell phone: ¥*140# pressing
send and choosing ‘answer’ then ‘option 4. The option will then be given for you to change your ‘please call me’
message to one of your choosing. This new message will remain your default ‘please call me’ message for one month
or until you change it again.

Do not use any other cell phone number to contact the study team unless you are calling to report your phone lost
or stolen.

What do I do if my Impilo Yamadoda cell is lost or stolen?

You must report a lost or stolen Impilo Yamadoda cell phone to the research team immediately. To report your cell
lost or stolen, please call the study team directly or send a ‘please call me’ SMS to (the Project Leader): 072 379
7383. If this is not possible, please come to the Africa Centre and ask reception to see an Impilo Yamadoda staft
member. You will receive instructions on what to do next when you contact the study team.

Important numbers

Impilo Yamadoda study staff:

5

%

Professor John Imrie, Principal Investigator: 035 550 7640

Sebastian Fuller, Project Leader: 035 550 7670; Cell: 072 379 7383
Mlungisi Zungu, Research Assistant: 035 550 7614; Cell: 079 851 1427
Ntombikayise E. Mncwango, Community Liaison Officer: 035 550 7601,
Cell: 082 640 4046

5

%

5

%

5

%

If you would like to speak to someone outside of the study team for any reason relating to your
participation in this project, please contact:

% Mduduzi Mahlinza, Community Liaison Office: 035 550 7500

If you have any complaints about this study, or problems with the way that your rights are being
protected please contact:

Biomedical Research Ethics, Research Office, UKZN
Private Bag X54001, Durban 4000

Telephone: 031 260 4769 or 031 260 1074 Fax: 031 260 2384
Administrator: Ms P Ngwenya Email: ngwenyap@ukzn.ac.za
Chair: Prof D R Wassenaar Email: ¢/o ngwenyap@ukzn.ac.za
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You have been assigned to study group C

You will have your follow-up interviews with an Impilo Y amadoda researcher
using your Impilo Yamadoda cell phone.

When it is time for your first follow-up interview the research assistant will
call you on your Impilo Yamadoda study cell phone to arrange a time for your
interview. This interview will be held three months after you enrolled in
Impilo Y amadoda. Y our interview will not last more than 30 minutes. When
the interview is finished you will receive R100.00 airtime credit.

For your second follow-up interview, six months after you enrolled in Impilo
Yamadoda, you will be called to arrange a time for another cell phone
interview with the Research Assistant. When you arrange your interview
you will also be asked to arrange a time and place to meet with the Research
Assistant for a second blood sample. The blood sample collection method
is micro-capillary, which is the same way we collected your blood for
enrolment in this study. You will receive R100.00 airtime credit to your
Impilo Y amadoda study cell phone after completing your cell phone interview
and one R100.00 Boxer voucher after completing your blood collection.

For more information on blood collection, your face-to-face interview, the
way you will be reimbursed for participation, or anything else related to this
study please refer to your study information sheet or contact the research
team.

3

4
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Your Impilo Yamadoda cell phone

Important information: Please keep this information sheet in a safe place!

How can I use my cell phone to contact the research team?

You can always use your Impilo Yamadoda issued cell phone to contact the study team by calling directly or sending
an SMS. Please do not use missed calls to contact the research team if you are out of airtime, rather use the free
‘please call me” SMS. To send a free ‘please call me’ SMS to the Research Assistant please enter the following code
into your Impilo Yamadoda issued cell phone: ¥140¥0798511427# and then press ‘send’.

If you wish to send a free message to the Research Assistant you can change your ‘please call me” SMS message to a
message of your choice by entering the following code into your Impilo Yamadoda issued cell phone: ¥*140# pressing
send and choosing ‘answer’ then ‘option 4. The option will then be given for you to change your ‘please call me’
message to one of your choosing. This new message will remain your default ‘please call me’ message for one month
or until you change it again.

Do not use any other cell phone number to contact the study team unless you are calling to report your phone lost
or stolen.

What do I do if my Impilo Yamadoda cell is lost or stolen?

You must report a lost or stolen Impilo Yamadoda cell phone to the research team immediately. To report your cell
lost or stolen, please call the study team directly or send a ‘please call me’ SMS to (the Project Leader): 072 379
7383. If this is not possible, please come to the Africa Centre and ask reception to see an Impilo Yamadoda staft
member. You will receive instructions on what to do next when you contact the study team.

Important numbers

Impilo Yamadoda study staff:

5

%

Professor John Imrie, Principal Investigator: 035 550 7640

Sebastian Fuller, Project Leader: 035 550 7670; Cell: 072 379 7383
Mlungisi Zungu, Research Assistant: 035 550 7614; Cell: 079 851 1427
Ntombikayise E. Mncwango, Community Liaison Officer: 035 550 7601,
Cell: 082 640 4046

5

%

5

%

5

%

If you would like to speak to someone outside of the study team for any reason relating to your
participation in this project, please contact:

% Mduduzi Mahlinza, Community Liaison Office: 035 550 7500

If you have any complaints about this study, or problems with the way that your rights are being
protected please contact:

Biomedical Research Ethics, Research Office, UKZN
Private Bag X54001, Durban 4000

Telephone: 031 260 4769 or 031 260 1074 Fax: 031 260 2384
Administrator: Ms P Ngwenya Email: ngwenyap@ukzn.ac.za
Chair: Prof D R Wassenaar Email: ¢/o ngwenyap@ukzn.ac.za
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Groups C & D:

Instructions for cell phone interviews

Before you start your phone interview it is important that
you check:

1. Your cell phone must be fully charged. This will prevent your
interview from being interrupted.

2. You must be in a quiet place where you do not think you will be
disturbed by anyone for the entire time of your interview (approx
30 minutes). This will insure that the Research Assistant
understands you correctly and that you have time to consider
your answers.

3. The place you have chosen to talk to the Research Assistant must
be private. You are in control of your privacy in this type of
interview: please make sure that you are not putting yourself into
a situation where others can overhear your responses.
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You have been assigned to study group D

You will have your follow-up interviews with an Impilo Y amadoda researcher
using your Impilo Yamadoda cell phone.

When it is time for your first follow-up interview the research assistant will
call you on your Impilo Yamadoda study cell phone to arrange a time for your
interview. This interview will be held three months after you enrolled in
Impilo Y amadoda. Y our interview will not last more than 30 minutes. When
the interview is finished you will receive R100.00 airtime credit.

For your second follow-up interview, six months after you enrolled in Impilo
Yamadoda, you will be called to arrange a time for another cell phone
interview with the Research Assistant. When you arrange your interview
you will also be asked to arrange a time to go to clinic for a second blood
sample. The blood sample collection method is venepuncture, which must
be collected from a nurse at clinic. You will receive R100.00 airtime to your
Impilo Y amadoda study cell phone after completing your interview and
R100.00 airtime credit to your Impilo Yamadoda study cell phone after
completing your blood collection.

For more information on blood collection, your face-to-face interview, the
way you will be reimbursed for participation, or anything else related to this
study please refer to your study information sheet or contact the research
team.

i
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Your Impilo Yamadoda cell phone

Important information: Please keep this information sheet in a safe place!

How can I use my cell phone to contact the research team?

You can always use your Impilo Yamadoda issued cell phone to contact the study team by calling directly or sending
an SMS. Please do not use missed calls to contact the research team if you are out of airtime, rather use the free
‘please call me” SMS. To send a free ‘please call me’ SMS to the Research Assistant please enter the following code
into your Impilo Yamadoda issued cell phone: ¥140¥0798511427# and then press ‘send’.

If you wish to send a free message to the Research Assistant you can change your ‘please call me” SMS message to a
message of your choice by entering the following code into your Impilo Yamadoda issued cell phone: ¥*140# pressing
send and choosing ‘answer’ then ‘option 4. The option will then be given for you to change your ‘please call me’
message to one of your choosing. This new message will remain your default ‘please call me’ message for one month
or until you change it again.

Do not use any other cell phone number to contact the study team unless you are calling to report your phone lost
or stolen.

What do I do if my Impilo Yamadoda cell is lost or stolen?

You must report a lost or stolen Impilo Yamadoda cell phone to the research team immediately. To report your cell
lost or stolen, please call the study team directly or send a ‘please call me’ SMS to (the Project Leader): 072 379
7383. If this is not possible, please come to the Africa Centre and ask reception to see an Impilo Yamadoda staft
member. You will receive instructions on what to do next when you contact the study team.

Important numbers

Impilo Yamadoda study staff:

5

%

Professor John Imrie, Principal Investigator: 035 550 7640

Sebastian Fuller, Project Leader: 035 550 7670; Cell: 072 379 7383
Mlungisi Zungu, Research Assistant: 035 550 7614; Cell: 079 851 1427
Ntombikayise E. Mncwango, Community Liaison Officer: 035 550 7601,
Cell: 082 640 4046

5

%

5

%

5

%

If you would like to speak to someone outside of the study team for any reason relating to your
participation in this project, please contact:

% Mduduzi Mahlinza, Community Liaison Office: 035 550 7500

If you have any complaints about this study, or problems with the way that your rights are being
protected please contact:

Biomedical Research Ethics, Research Office, UKZN
Private Bag X54001, Durban 4000

Telephone: 031 260 4769 or 031 260 1074 Fax: 031 260 2384
Administrator: Ms P Ngwenya Email: ngwenyap@ukzn.ac.za
Chair: Prof D R Wassenaar Email: ¢/o ngwenyap@ukzn.ac.za
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Groups C & D:

Instructions for cell phone interviews

Before you start your phone interview it is important that
you check:

1. Your cell phone must be fully charged. This will prevent your
interview from being interrupted.

2. You must be in a quiet place where you do not think you will be
disturbed by anyone for the entire time of your interview (approx
30 minutes). This will insure that the Research Assistant
understands you correctly and that you have time to consider
your answers.

3. The place you have chosen to talk to the Research Assistant must
be private. You are in control of your privacy in this type of
interview: please make sure that you are not putting yourself into
a situation where others can overhear your responses.
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Five steps to support strategic community engagement in research

1. Iterative community consultation:

Community consultation in research must go beyond the formation and use of a Community
Advisory Board (CAB). The CAB is a good starting point, however, the findings discussed in
this thesis suggests that community involvement in research requires an iterative process, where
the CAB is the starting point and not an end in itself. Our experience with Impilo Yamadoda
showed that as the CAB was presented information about the study, they in turn spoke to and
recommended to us other organisations in the community that might wish to be involved. Just as
saturation is reached in qualitative research when repetition of the same themes is shown in new
interviews, saturation in the iterative involvement process suggested here is reached when no
new contacts are suggested. It is also possible to end the consultation recruitment when the
capacity for new organisations has been reached, however this has limitations, as it will be
likely that there will be interested groups that come forward as the research study becomes

visible in the community throughout the implementation process.

2. Self-selected community involvement:

Following on step one, as more groups are approached the more likely it is that those most
interested will be reached. Asking for time commitment, such as attendance in meetings or in
research-related training activities, allows ample time for those who are less interested or have
less time to commit to the research to opt-out of the partnership. In turn, those that are
genuinely interested and have the time to commit to the project build investment through these

joint research-community partner activities.

3. Transparency:

Transparency of partnership requirements and goals of the research itself is not only essential to
meet the requirements of conducting ethical research, but also to build necessary trust in the

project. Potential Research Partners must be able to plan for the responsibilities of their
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involvement, both personally (in terms of individual time commitments) and organisationally
(in terms of organisational resources). While it can be difficult for Research Partners to
understand research protocol, for aspects of the study that cannot be changed (i.e., study arm
randomisation) repeated discussion of the research using consistent terms will in time build a
more complete understanding. For aspects of the study that are more flexible, such as how
unblinding takes place, allowing Research Partners input into the mechanisation of those
activities will both increase research literacy and build cultural competency into the protocol.
The result will not only improve community-based Research Partners’ understanding but also
uncover gaps or misperceptions of the research on the part of the professional researchers. This
collaborative problem-solving process has the added benefit of increasing overall investment in

the research and may also produce a more robust and socio-culturally appropriate study.

4. Community partner participation:
Not all research studies can incorporate Research Partner implementation of research. This is
especially true of medical research studies, including the collection of biological specimens. It
would be inappropriate, for example, to ask lay community members (regardless of research
training) to implement research that includes complex questionnaires, highly sensitive
questions, or biological specimen collection. While there is debate on the acceptability of lay
people such as popular opinion leaders to discuss sensitive issues with participants of health
research or public health promotion, it is ethically irresponsible to place the burden of sensitive
confidential information on volunteers, especially as this information may involve people they
know well. Brief questionnaires containing minimally sensitive questions, such as the
questionnaire implemented in Phase 2 of the Impilo Yamadoda study, pose little risk of harm in
case of accidental disclosure of participant responses. Many major health research studies
require a pre-clinical or pilot stage where this type of research would be appropriate to have

community Research Partners implement among their social and/or professional network. In
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addition, it would be appropriate and advantageous to have community-based research partners

lead research information sessions (both informally and formally) in their communities.

Implementing surveys and/or leading community research information sessions both
necessitates community Research Partners to be trained in general research techniques,
including ethical research practice, and the research study itself. This training will allow
research studies to be presented to potential participants in a way that will be understood more
readily than if professional researchers attempted this themselves. Expanding local research

literacy is a major added benefit of this approach.

5. Continued and consistent dialogue

Dialogue between the research team and the community Research Partners is not something that
ends once participant recruitment ends. Continued dialogue sustains the newly created trust
between the research team and community Research Partners, as well as between the
community Research Partners themselves. This trust is important for sustainability of the
researcher-community dialogue, throughout the study implementation process, dissemination of

results, and for future research studies.
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