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Edward Thompson, writing about British rule in India, 

says that as the colonisers of India the British had been 

insensitive not only regarding the harm which they had 

done to Indians but also about the harm that the repre-

sentations of that relationship had done to them. That 

is to say, he said, if we continue to represent them (i.e. 

Indians) as savages, as violent, as barbarians in need of 

disciplining and education, we are going to hurt them 

because we have produced a psychological hurt which 

far from being resolved by power, or by understanding 

in a general sense, is going to be increased.1

This AIDS Review, Nostalgia, is concerned with precisely 

those representations with which we are confronted in 

our work in HIV and AIDS, in development studies, in the 

reports of donors and of those who have undertaken 

research, and by people who have responded to being 

the subjects of research. This tension has recently been 

highlighted in the two videos produced by SAIH Norway2 

– in Radi-AID and in Lets Save Africa! Gone wrong. These 

two videos invert the typical view of Africa, the first by 

launching an appeal to send unused and old radiators 

to Norway because of the cold in that country, and the 

second in showing the ways in which donor aid to Africa 

is manipulative, ending with an appeal to put a stop to 

perpetuated stereotypes of Africa.

In this Review the African proverb is cited, that until we 

have the historians of the lion we will only have the story 

of the hunter.3 In this Review we tell the story of both 

‘the hunter’ and ‘the hunted’, or as Gramsci has it – “the 

starting point of critical elaboration in the consciousness 

of what one really is, and is ‘knowing thyself’ as a product 

of the historical process to date which has deposited in 

you an infinity of traces without leaving an inventory”.4

This Review is about nostalgia, but it is also about repre-

sentations. Who is represented, and how, and by whom, 

and to what end? How do those who are represented 

respond? Do they accept these images, and how do 

they respond? This Review is also about representations 

and silences.

Foreword
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Representations have as their counter-aspect resistance. 

Henry Giroux (1981) has asked:

In what ways do specific forms of resistance mani-

fest themselves and what is their relationship to 

determinants in the wider social order? Second, 

how do these forms of resistance often end up 

supporting the modes of domination they at-

tack? Put another way, how do oppositional ele-

ments … do the work in bringing about the fu-

ture that others have mapped for them?5

In what ways do the people who come to South Africa 

and other parts of the world allow the researched their 

own voice, to express their resistance, or are such voices 

taken over and absorbed, so that they end up supporting 

the dominant world-view of the researchers? How do we 

use the symbolic power of being of those studied and re-

searched to create oppositional power, political power and 

equality? Common-sense often dictates that it is easier 

to acquiesce than to challenge. Paraphrasing Giroux, it is 

important that researchers acquire and develop a ”critical 

understanding of the language, modes of experience, and 

cultural forms of those being researched (and indeed 

their own), and that such work needs to be historically 

situated and politically analyzed in connection with wider 

economic and social determinants.”6

Jean and John L Comaroff (2012) have often discussed 

how to get the voice and ‘theory from the South’ to de-

velop with as great a legimacy and a challenge as the voice 

of the North. They ask how we might start to see things 

with theory developed from an ‘ex-centric’ vantage.7

What if, they ask, it is the so-called ‘Global South’ that 

affords privileged insight into the workings of the world 

at large?8, rather than the Global South being treated 

as reservoirs of raw fact: of the minutae from which 

Euromodernity might fashion its testable theories and 

transcendant truths? How does the South free itself from 

the Eurocentric mission to emancipate humankind – to 

bring it to modernity and enlightenment as defined by 

the West (which, as has been pointed out, is itself a term 

of contestation and ambivalence)?9

Richard Rottenburg (2009), in the prologue to his book 

Far-fetched facts, suggests that the key problem in this 

endeavour is the issue of objectivity between different 

frames of reference. Frames of reference of local ways are 

often described as backward. “People”, he said, ”who view 

themselves in these terms are ashamed of their language, 

their dress, their customs and convictions – or at least 

those of their ancestors.”10



There are numerous ways in which whole societies are 

labelled by Northern researchers, donor agencies and 

policy-makers – a global hegemony of the Western world-

view. This world-view often claims that it learns from 

other cultures, whereas in fact describes them, judges 

them, defines them and in the end possibly reproduces 

them by neutralising resistance and by framing them in 

an orthodox world-view of how societies should be man-

aged, conducted and develop, and how culture should 

operate in this unified notion of what it means to be 

developed or to be modern.

From this understanding springs the desire to both under-

stand and to nurture a past that has been stripped and 

taken away. How do we understand where we have come 

from and how the present and future might look, if the 

tools for this understanding and explanation have been 

defined for us and used by others?

This Review confronts the uneasy relationship between 

the North and the South, between those who conceive 

of our problems, who find the funds to conduct research 

on and explain us, and who write us up, and those whose 

lives and experiences are expropriated in this way. 

How do we find the language for the cultural and im-

agined past, the power of tradition and memory, and 

the ways in which belief and belonging shaped who we 

are today, without the legitimacy of this being called 

into question or studied? How do we write about and 

protect indigenous knowledge, beliefs in the mysterious 

powers of ancestors and witchcraft, and merge this with 

a new and vibrant society? Jill Broadbent (2012) suggests 

that “perhaps nostalgia is not so much a longing for the 

way things were, as a longing for futures that never came 

or horizons of possibility that have been foreclosed by 

the unfolding of events. Perhaps nostalgia is the desire 

not to be who we once were but to be once again our 

potential selves (my emphasis)”.11

HIV and AIDS particularly feed into and challenge our 

notions of nostalgia, and of how our societies are shaped 

and have developed. Calls are made to bring back pre-

AIDS, pre-colonial formations that were seen as protec-

tive and as providing social and political stability. However, 

the prepackaged “useable past” may be of no use to us 

it we want to co-create our future.12

This Review looks for ways in which we might tell the 

histories of the lions to the hunters – to challenge their 
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story of the hunt and of the hunters, and to speak with 

a new voice – a voice to give the vision of our world in 

order to make sense of its past, present and future.13
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The past is never dead. It’s not even past

(William Faulkner, 1951). 

Introduction 

In her seminal article entitled ‘Trick or treat? The auto-

biography of the question’, Jane Miller (1995) asks re-

searchers to start their research studies by describing their 

interest in the question they are researching. She asks 

that they do this before mapping out “the relation of 

their own developing sense of the question’s interest to 

the history of more public kinds of attention to it … as a 

way of historicizing the questions they are addressing, 

and of setting their lives … within contexts more capacious 

than their own” (p. 23). 

A key question in this chapter and in this AIDS Review is: 

Why do we conduct social research on HIV and AIDS? While 

this is a rhetorical question on many levels, in the context 

of the prevailing politics of belonging (Yuval-Davis, 2006) 

in South Africa and elsewhere, the question is not insig-

nificant. Ours is a context characterised by dominant public 

discourses marked by nostalgia for a cultural and political 

past (see Moletsane, 2011, 2012). Miller’s question asks us 

to reflect that the ways in which what we do our research 

and interventions and why we do them, impact on the 

relevance and effectiveness of our efforts. As the AIDS 

Review 2012, [B]orders, reminded us, the varied and con-

testing discourses and metaphors for HIV and AIDS tend 

to impact profoundly not only on our understandings 

of the human body and of our sexuality, but also on our 

efforts to curb the spread of HIV, and to treat and care 

for those infected and affected by HIV (Reddy, 2012). 

In particular, an aspect of [B]orders, ‘Words matter’, pro-

vides an entry point to interrogating how local understand-

ings of disease, healing and care generally, and of HIV and 

AIDS in particular, shape individual and community re-

sponses, and how they impact on the failures and/or suc-

cesses of our research and programming efforts. This is 

based on the belief in the significance of local voices and 

CHAPTER 1

NOSTALGIA AND THE POLITICS OF 
BELONGING IN THE AGE OF AIDS
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languages in research, and on the notion that the words 

we use to describe our lives and our experiences of disease, 

do indeed matter. 

This prompts the question: To what extent is our social, 

political and cultural research on HIV and AIDS truly 

informed by the voices of those whose lives and bodies 

we study? 

 

Linked to this question is the notion of nostalgia and 

particularly cultural nostalgia, characterised 

by a form of ‘going back to our roots’ as an 

aspect of troubled and contested knowl-

edge often invoked to address challenging 

phenomena in contemporary society, includ-

ing HIV and AIDS, in South Africa (and else-

where). In this regard, this AIDS Review is 

informed by the notion that our research 

participants’ identities and contexts inform their actions 

and interactions in relation to disease generally, and to HIV 

and AIDS in particular. As such, people in various local con-

texts tend to have particular understandings of disease and 

healing, which in turn influence their actions (for example, 

health-seeking behaviours and rituals around health and 

healing). Yet, available research and indeed, the interven-

tions informed by it, seldom reflect the views of those 

most impacted by the epidemic. We tend to do research 

about/on people, and to implement interventions for 

them. Local understandings of disease and healing seldom 

feature in available research. 

The next section explores the ways in which narrative 

inquiry might be used as a strategy for excavating the 

voices of local people and participants in research on HIV 

and AIDS and related issues in communities. 

Writing lives in the context of HIV and AIDS 

Informed by an earlier analysis of fictional 

accounts of girls’ lives in South African con-

texts and the notion of “writing girlhood in 

the context of AIDS” (Moletsane et. al., 2008, 

65), this section focuses on narratives, and in 

particular, on ‘writing lives’ as an entry point 

to understanding the potential utility of fic-

tionalised and non-fictionalised accounts of individuals’ 

and community experiences of HIV and AIDS, and the 

intersecting socio-cultural factors in contemporary South 

Africa. In particular, these accounts are used to illustrate 

how local understandings of disease, healing and care 

generally, and of HIV and AIDS in particular, shape indi-

vidual and community responses and how they might 

impact on the failure and/or success of our research and 

programming efforts. To do this, excerpts from two fiction-

alised accounts of HIV and AIDS (Powers, 2011; Moele, 

To what extent is our 

social, political and 

cultural research on HIV 

and AIDS truly informed 

by the voices of those 

whose lives and bodies 

we study?
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2009) are used as entry points into understanding how 

individuals and groups in various contexts might experi-

ence disease and seek healing. 

In the first narrative, in her 2011 novel, This thing called 

the future, Powers investigates the ways in which local 

beliefs, religion and science interact to influence how 

individuals, families and communities explain and deal 

with disease, and particularly with HIV and AIDS, and how 

young people’s dreams about the future get entangled 

within these complex and competing be-

liefs, discourses and socio-economic forces, 

including gender violence and rural-urban 

migration in South Africa. 

In the excerpt below, a 14-year-old girl, 

who believes that she has ‘the calling’ to 

become a sangoma (traditional healer), 

consults an older healer to clarify her confusion linked to 

her religion, her ‘cultural’ upbringing and her longing for 

a future. 

The healer’s advice to the girl allows us a glimpse into a 

narrative about disease and healing, one that western 

science and our research often overlooks or dismisses as 

superstition:

When I received my call to be a healer … I became 
very sick, so ill Khosi, that language left me! People 
thought I was mad! ... I left my home and started 
wandering the hills. I did not know where I was 
going or when I would come home, I only knew 
I had to go. I spent all those months hearing the 
voices of the ancestors and gathering herbs. I wan-
dered too close to the Tugela River and a serpent 
sucked me deep beneath the waters. It was no 
ordinary serpent Khosi. It was one of the ancestors … 
I was under water for many, many months … I have 
no idea how long … But when I finally emerged, I 
knew how to honor those before us, the old ones 

who protect us from beyond the 
grave (Powers, 2011, 157-158). 

This is a theme Jonny Steinberg also cap-

tures in his much-acclaimed book, Three-

letter plague (2008). Here, the protago-

nist’s father has also been ‘called’ by the 

ancestors to be an igqira, a diviner, and 

here again, it is a calling that no one can 

refuse or ignore. He and everybody around him believe 

that “he can no longer struggle against it. It is making 

him ill. He will soon be unable to work. He knows that if 

he does nothing about it he will die …” (p. 44). 

Similarly, in the 2009 AIDS Review, Magic, Niehaus and 

Fraser cite Ashforth (2002), who observes that “residents 

of Soweto often interpret the symptoms of HIV and AIDS 

as a type of slow poisoning inflicted by witches, called 

Young people’s dreams about 

the future get entangled 

within complex and 

competing beliefs, discourses 

and socio-economic forces, 

including gender violence and 

rural-urban migration.
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isidliso. Witches allegedly insert isidliso into their victim’s 

gullet in the form of a small creature that slowly devours 

him or her from the inside. Isidliso covers many symptoms 

– literally anything that affects the lungs, stomach and 

digestive tract – and leads to a slow wasting illness” (AIDS 

Review, 2009, 36). 

The second narrative is an excerpt from Kgebetli Moele’s 

(2009) novel, The book of the dead. In this work, Moele 

looks at the socio-economic drivers of HIV and AIDS, again 

focusing on socio-cultural beliefs and practices, and the 

intersection between gender, poverty and HIV. In the ex-

cerpt, informed by local beliefs about disease 

and healing, a mother again, seemingly in 

desperation, takes her son to a sangoma 

(traditional healer) to be ‘cleansed of the bad blood’ that 

is making him ill:

His mother took [him] to another sangoma, one 
who claimed that he could clean the blood and 
who insisted on all patients coming before her to 
be naked (the theory was that if people came 
naked, he would be able to see their problems 
easily because the body exhibits everything that 
has happened to it since the day it was born). So, 
both Nkuleleko and his mother stood naked be-
fore him … Nkululeko’s mother still believed that 
her son was not HIV positive: “We are just here to 
wash his bad blood,” she said to one of the other 
patients … After a week of doing the blood-
cleansing rituals, he couldn’t go on … His mother 

[continued], “Do you know how much I love you? 
... Do you know how much I want you to live?” 
(Moele, 2009, 140-141).

In a similar vein, McNeill and Niehaus recount the expe-

riences of Reggie, who reported that:

In hospital I had this dream of a very large snake 
with seven heads. The snake came to me. It flew 
like a strong wind. The trees blew in the wind and 
the snake was in the trees. The snake said the TB 
tablets won’t help me and that I won’t be healed 
in the hospital. The snake also promised to show 
me a place where there was lots of money (AIDS 

Review, 2009, 44).

Subsequently, Reggie reported that his in-

structor said that:

… other people were against me, and that they 
laid xifulane [a witchcraft potion] on the path I 
used to buy cold drinks at the shop. She lied. The 
spirits now became xifulane. I no longer trusted 
my instructor. She treated me badly. She said that 
because I did not want to dance, I should pay her 
and go home. She still wanted R3 000. She said 
that if I do not pay her, AIDS would attack me. I 
cried when she said those painful words (AIDS 

Review, 2009, 44).

What do these narratives tell us? The next section explores 

this question.

What do these 

narratives tell us?
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Working with local narratives of HIV 
and AIDS

While we as academics and scientists might dismiss these 

narratives as nothing but superstition, and as something 

we need to ‘intervene against’ and eradicate, such under-

standings of disease, care and death are seemingly com-

mon among local communities and the institutions therein. 

More significantly, such understandings influence the 

health-seeking and care practices of those who hold them. 

For example, as illustrated in the report, 

Being a teacher in the age of AIDS (HE-

AIDS, 2010), in which Higher Education 

South Africa (HESA) piloted the integra-

tion of HIV and AIDS into teacher educa-

tion curricula in 21 of the 23 institutions 

in the country, teacher educators participating in the 

project reported such beliefs among pre-service and in-

service teachers whom they were involved in training. In 

addition, a few studies within sociology, gender studies 

and anthropology (see for example LeClerc Madlala, 2001, 

2003; Marcus, 2008; Scorgie, 2008; Scorgie & Parle, 2001; 

Meissner & Buvo, 2007; Vincent, 2008) also explore these 

culturally complex phenomena. These studies, as well as 

the narratives presented above, suggest that in the current 

context, faced with a rapidly changing world and pre-

sented with often overwhelming challenges (such as HIV 

and AIDS), people tend to reach back to what they believe 

worked ‘when things were simpler’. 

Whether it is to explain relatively new phenomena such 

as HIV and AIDS, or people’s desires to re-claim and re-

assert their ‘pride’ in their identities in the post-apartheid 

era, contemporary South Africa is seeing an unprecedent-

ed resurgence of notions of ‘culture’ and tradition as a 

basis for identity construction and performance and for 

addressing modern challenges (see Moletsane, 2011, 2012). 

Reclaiming the various cultural practices and beliefs lost as 

a result of colonial and apartheid laws, 

or those abandoned as our society evolved 

(e.g. beliefs in witchcraft) is viewed as 

appropriate justice and even as ‘revo-

lutionary’ by the proponents of the cul-

tural movement. 

In families and communities, retrieving and reclaiming 

‘our culture’ is evidenced by the revival of old traditional 

practices and beliefs (such as beliefs in traditional healers, 

revival of old traditional practices such as virginity testing 

for girls, and the strengthening of others such as tradi-

tional male circumcision and initiation, and ukuthwala 

or bride abduction). 

In the context of HIV and AIDS in South Africa and else-

where, this ‘going back to our roots’ seems to be hampering 

In families and communities, 

retrieving and reclaiming ‘our 

culture’ is evidenced by the 

revival of old traditional 

practices and beliefs.
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prevention and care efforts. As argued elsewhere (Mole-

tsane, 2011, 2012), this resurgence of ‘culture’ as a basis for 

individuals and groups to construct and perform their 

identities tends to exclude and silence opposing ways of 

being and doing. In the context of the current politics of 

belonging (Yuval-Davis, 2006), debates are prevalent re-

garding, for example, who is ‘African’, particularly whether 

white South Africans can claim this identity, and how 

such an identity may or may not be performed in order 

for one to be considered ‘authentic’. Those individuals 

and groups who hold alternative or oppos-

ing views, or who tend to perform their 

identities differently are often discredit-

ed and relegated to an ‘outsider’ status 

and ‘against our culture’, and are, there-

fore, seen as deserving rejection and/or 

punishment. 

Related and often linked to this ‘cultural’ revival is the 

resurgence of religious fundamentalism in some sectors 

of our society. Not only do some people strive to uphold 

their religious doctrine as a basis for their own identity 

construction and performance, but they may police, con-

demn and exclude those with different beliefs, relegat-

ing such alternative beliefs and ways of being to the 

category of the deviant and immoral, and, therefore, 

warranting punishment or rejection. 

While this Review does not seek to fully explain this phe-

nomenon, the work on nostalgia of Svetlana Boym (2001) 

internationally and of Jacob Dlamini (2009) in South Africa 

seem useful. Thus, the next section explores cultural nos-

talgia in the context of HIV and AIDS and other social 

phenomena in South Africa.

Cultural nostalgia and ‘troubled’ 
knowledge 

The fantasies of the past, determined 

by the needs of the present, have a direct 

impact on the realities of the future 

(Svetlana Boym, 2007).

HIV and AIDS is not the only aspect of South 

African life where many members of our 

society tend to look back to a notion of ‘our culture’ or 

‘in the old days’ to not only explain why things are going 

wrong (e.g. what fuels the spread of HIV), but to also 

inform strategies for addressing these challenges. For 

example, whether it is to explain the increase in violence 

against women, in teenage pregnancy, or in crime, or simply 

a change in the system of government (from the apartheid 

era to the post-1994 dispensation), the refrain is the same: 

‘In the past these things would not be happening, and 

if they did, we would have “our ways” to resolve them. 

The resurgence of ‘culture’ 

as a basis for individuals 

and groups to construct 

and perform their identities 

tends to exclude and 

silence opposing ways of 

being and doing.
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If only we could go back to the way things were, we 

would not be experiencing the challenges we are facing 

(for example, HIV and AIDS, crime, corruption, teenage 

pregnancy, lack of discipline among children in and around 

schools and many others).’ What is clear is that we are 

witnessing more and more cases of people turning to 

the past and, in particular, to their ‘cultural’ past in re-

sponse to challenging modern phenomena or in some 

cases, in defence of sexism, racism, ageism, religious intol-

erance, homophobia and other ‘isms’. 

In her seminal work, The future of nos-

talgia, Boym refers to this ‘going back 

to our roots’ as a kind of nostalgia, “a 

longing for [a way of life] that no longer 

exists [and possibly] has never existed 

... a sentiment of loss and displacement” 

(Boym, 2001, xiii). She distinguishes be-

tween restorative nostalgia and reflective nostalgia. The 

former refers to the need to ‘reclaim our culture’ so as 

to “rebuild the lost home and patch up the memory gaps” 

(p. 41), that relies on a “set of practices, normally governed 

by overtly or tacitly accepted rules [to enforce] certain 

values and norms of behaviour ... which implies continuity 

with the past” (p. 42). (The alternative, reflective nostalgia, 

is discussed later in this chapter.) As Berdahl (2010, 131), 

citing Kathleen Stewart, suggests:

A cultural practice, not a given context …. in posit-
ing a ‘once was’ in relation to a ‘now’ it creates a 
frame for meaning, a means of dramatizing aspects 
of an increasingly fluid and unnamed social life.

Arguably, the need to ‘reclaim our culture’ or to ‘go back 

to our roots’ is an attempt to rebuild or recapture that 

which was lost, for example, as a result of the arrival of 

Christianity and/or colonialism, and in the context of the 

pressures of the present, to which people look back with 

a sense of longing and regret, and a desire to reclaim it. 

The desire to ‘go back to our roots’ 

operates as an effective tool to claim 

and structure an identity that was lost 

or demeaned in the oppressions of the 

past, and to establish an entitlement 

to something that was removed. This 

naming, claiming or re-establishing an 

identity can and does operate on both 

an individual and a collective (or community or racial) level. 

On the other hand, it is not uncommon for the same people 

and/or others in different sectors of our society to invoke 

religious doctrine to discredit the beliefs and behaviours 

of people they regard as different and to exclude and 

marginalise them as immoral or deviant, making religion 

and culture rather strange bedfellows. This has held a 

particular and powerful sway in how AIDS education 

and prevention and religion have operated – in that it 

The desire to ‘go back to our 

roots’ operates as an effective tool 

to claim and structure an identity 

that was lost or demeaned in the 

oppressions of the past, and to 

establish an entitlement to 

something that was removed.
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opened the space to reinforce religious beliefs in the face 

of sexual behaviours that were regarded and described 

as both deviant and of another culture. 

In the context of HIV and AIDS for example, sexuality, 

particularly teenage sexuality and same-sex sexuality, open 

discussions about sex and sexuality, condom use, and other 

alternative expressions of identity are often regarded as 

immoral, against ‘our culture’ , ‘our religion’ or simply our 

ways, and those who exhibit these are regarded as deserv-

ing of condemnation, rejection and pun-

ishment. Robert Mugabe has been able 

to express this quite forcefully in his de-

scriptions of homosexuality as alien to 

Africa. This is mirrored in the more recent 

legislation in Uganda and other countries 

criminalising homosexuality through calls 

to religion or national identity. 

What seems to drive these responses could be that, by 

using the tools and frameworks that are familiar to them 

(including religion and culture), local communities are 

able to derive a sense of control that is often absent in the 

context of current social forces facing them (such as HIV 

and AIDS, gender-based violence, violent crime, loss of 

political power, and others). In the context of prevailing 

politics of belonging, critical engagement generally and 

engagement with new or alternative ideas is discouraged, 

rejected and/or punished, since it is regarded as ‘against 

our culture’ or ‘not in our religion’ and, therefore, immoral. 

“Nostalgia, ‘a structure of feeling’ invokes a positively evalu-

ated past world in response to a deficient present world. 

The nostalgic subject turns to the past to find/construct 

sources of identity, agency, or community that are felt to 

be lacking, blocked, subverted or threatened in the present” 

(Tannock, 1995, 454). 

Turning to, among others, religion and 

a “set of [traditional] practices, normally 

governed by overtly or tacitly accepted 

rules [to enforce] certain values and 

norms of behaviour” (Boym, 2001, 42), 

gives people some control over what 

they often see as an intrusion into their 

lives and communities. For many, long-

ing for and reverting to old traditions and beliefs to explain 

and deal with new phenomena offers a sense of control 

in the face of otherwise unexplainable and devastating 

phenomena, including the AIDS pandemic. 

Boym (2001) suggests that such restorative nostalgia fuels 

and is fuelled by two narratives. As described above, one 

narrative involves ‘going back to our roots’ and the restora-

tion of origins or the ‘good old days’. The second involves 

the conspiracy plot, which entails a feeling of being under 

For many, longing for and 

reverting to old traditions and 

beliefs to explain and deal with 

new phenomena offers a sense 

of control in the face of 

otherwise unexplainable and 

devastating phenomena.
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siege and needing to protect oneself and others who are 

in the same situation (usually those who are like you or 

who have the same beliefs and therefore, who belong) 

against a perceived enemy, resulting in retaliations against 

those who are seen as acting against the collective cul-

ture (for example, outsiders, newcomers, non-believers, 

different racial groups, different religious groups, those 

who perform alternative sexualities and others). 

In South Africa, for example, responses to alternative views 

and critiques of a collective identity or 

what is regarded as ‘our culture’ are often 

perceived as disloyal and, therefore, dis-

couraged and even harshly treated. How, 

for example, can any right-thinking per-

son, particularly an African, be critical of 

or be opposed to efforts aimed at restor-

ing ‘our culture’ which was lost owing to 

racist colonialism or to apartheid laws? 

In this regard, Lewis (2003, 1) concludes that: 

… the naturalized discourses of ‘culture’ in Africa 
have functioned coercively… Such fictions carry a 
charged emotional force because they are linked to 
a sense of loyalty among those with a shared history 
of misrepresentation and cultural marginalization. 

This has often resulted in a sort of ‘if you are not for us, you 

are against us’, with sanctions against those who are seen 

as acting against the (cultural and/or religious) collective. 

Within this context, “’culture’ has become a ubiquitous 

synonym for identity, an identity marker and differen-

tiator” (Benhabib, 2002, 1), and individuals and groups 

define who/what they are (their identities) by what/who 

they are not (TakingItGlobal, 2008), following which those 

who are not are then discredited, punished or rejected 

accordingly. 

How can white people, the oppressors 

and beneficiaries of the apartheid laws, 

ever be part of this culture which they 

colluded to destroy? Is this restoration of 

culture then a necessary step to the crea-

tion of a new, inclusive, modern country 

representative of all as promised by our 

Constitution or is it an act of conservatism? 

Other markers which intersect with, or produce ‘cultural’ 

identities and through which such identities are sanctioned 

or disallowed include race, age, and gender. To illustrate, 

in relation to gender, in our patriarchal society the notion 

of ‘going back to our culture’ is often used to regulate 

girls’ (and women’s) lives, particularly their sexuality. Who 

could ever forget the woman who, in 2007, was stripped 

naked and marched down the streets of Umlazi township 

In South Africa responses to 

alternative views and critiques 

of a collective identity or what 

is regarded as ‘our culture’ are 

often perceived as disloyal 

and, therefore, discouraged 

and even harshly treated. 
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near Durban and beaten as punishment for daring to wear 

pants in defiance of the local ‘culture police’ (a gang of 

men, often supported by some women) who deemed it 

‘un-African’, and in particular, ‘un-Zulu’, for women (and 

girls) to wear pants. Similarly, images of the woman who 

was attacked at the Johannesburg taxi rank for wearing 

a mini-skirt, regarded as ‘disrespectful’ to/by the men at 

the rank, will continue to linger in our memories for a long 

time to come. In the broader society, who can ignore the 

many violent hate crimes (including rape and murder) 

against homosexuals, and particularly 

against black lesbians in communities 

across the country? 

In these and other instances, the notions 

of ‘culture’ and tradition and, often, ‘our 

religion’ are used as explanation and/or 

justification for sexist, homophobic, racist 

(and other) behaviours between and among people. For 

example, the notion of ‘corrective rape’ (rape of lesbians) 

suggests a legitimacy in the behaviour of the rapist. After 

all, a social correction akin to something close to mob or 

community justice is necessary to punish and ‘correct’ the 

sexualities of those who express their sexual identities 

in non-heterosexual ways (Reddy, 2012). 

This was firmly brought home during the rape trial of Jacob 

Zuma (now the South African President) in which he used 

a ‘cultural’ defence to explain having sex with his accuser, 

claiming that, informed by his ‘culture’, the woman’s cloth-

ing and her demeanour had compelled him to have sex 

with her. Support for this ‘cultural’ explanation was illus-

trated by the backing he got from many men and women, 

including members of the ANC Women’s League, who 

held vigils and demonstrations in the streets outside the 

courtroom. In contrast, his accuser, the woman who dared 

to challenge this ‘cultural’ common sense, had to enter the 

court through back doors in order to be shielded from the 

public anger directed against her.

These instances bring to the fore the pre-

ponderance of particular notions of ‘cul-

ture’ and tradition, and or belonging, 

which tend to marginalise alternative 

discourses and identity performance in 

families and communities. More impor-

tantly, they also serve to marginalise social justice and the 

recognition of the rights enshrined in the South African 

Constitution. 

In terms of cultural taboos, age tends to intersect with 

other markers of identity such as gender and race, mostly 

to police the behaviour of girls and women. For example, 

in the context of ‘going back to our roots’, decisions about 

what constitutes ‘our culture’, in terms of which mem-

bers of the community are to perform their identities, 

The notions of ‘culture’ and 

tradition and, often, ‘our 

religion’ are used as 

explanation and/or justification 

for sexist, homophobic, racist 

(and other) behaviours 

between and among people.



|24|

is usually reserved for elders, particularly male elders. 

Here: 

Tacit rules and explicit taboos normalized as custom 
and tradition (and therefore, ‘our culture’) in fami-
lies, communities, and the wider society, often con-
trol and regulate what individuals and groups can 
or cannot do. In particular, these rules and taboos 
regulate what marginalized groups, such as young 
people, girls, and women, can and should do, 
and in what context and situations (Moletsane, 
2011, 202). 

In this context, young people, and 

women in particular, are silenced and 

discouraged, even barred from partici-

pating in decision making and other 

forums where important issues affect-

ing the family or the community are 

discussed. In the context of HIV and 

AIDS, these may include decision making about issues 

that relate specifically to their sexuality and prevention 

programmes. This is based on the ‘cultural’ belief that 

young people cannot talk to elders about such issues or 

that men hold decision-making powers related to sex and 

sexuality in families and communities. 

Similarly, young people are barred from talking about sex 

and, specifically, from speaking to adults, including their 

own parents, about sex and sexuality. Often billed as 

ukuhlonipha (isiZulu for ‘respect’), this taboo requires chil-

dren and women in many communities and in various 

ethnic groups to ‘respect’ their elders and social superiors 

by not speaking about or asking questions related to such 

forbidden issues (see for example, Denis, 2008). 

The nostalgia for and the resurgence of what many regard 

as African cultural values, beliefs, and practices lost during 

colonialism and apartheid has resulted in the silencing of 

alternative youth and women’s voices. In many families and 

communities, the expectation of young 

people to respect their elders and of 

women to bow to their social ‘superiors’ 

(men) is re-emerging and/or being re-

emphasised in many families and com-

munities as culturally as well as religiously 

ordained (see Moletsane, 2011). 

Obviously, such silencing can be detrimental to efforts 

at sexuality programming and HIV prevention. Linked to 

this understanding are questions such as: Are the taboos 

related to age and gender the reason why, for example, 

in the so-called ‘sugar-daddy’ relationships, young women 

are often not able to negotiate safer sex? Could the 

fact that HIV infections remain so much higher among 

poor young (black) women be a function of unequal power 

relations owing to age and gender, and the taboos 

against open communication between young people 

The nostalgia for and the 

resurgence of what many regard as 

African cultural values, beliefs, and 

practices lost during colonialism 

and apartheid has resulted in the 

silencing of alternative youth and 

women’s voices.
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and adults, including teachers, pastors, parents and com-

munity leaders? 

As stated above, this ‘discourse of culture’ and of an 

identified and enclosed past, ironically meshes well with 

modern social and moral sanctions developed largely 

through the entrenchment of Judeo-Christian values in 

the wider society. Here the cultural restraints run parallel 

and complementary to the restrictions imposed through 

modern social norms. Hence the HIV and AIDS messages 

reinforced both the modern and the 

traditional and nostalgic views of so-

ciety prescribing when and how one 

could have sex, who with, where and 

under which conditions. 

In this environment, pre- and extra-

marital sex is frowned upon, as are 

multiple concurrent partners, age differentials and non-

heterosexual identities. In South Africa this should pro-

duce an uncomfortable memory of the Immorality Act 

(Act No. 21 of 1950), which prohibited adultery, attempted 

adultery or related ‘immoral acts’ between races, i.e. be-

tween white and black people. Replacing the Immorality 

Act, the Sexual Offences Act (No. 23 of 1957) also prohib-

ited prostitution, brothels and sex toys, and expanded 

the controls over and prohibitions of ‘gay’ sex. 

Ironically, South Africa’s long history of legislated controls 

over who one could have sex with and where, has laid 

the ground for a conservative sexual and social morality 

to mesh neatly with the forms of cultural nostalgia that 

are developing in the post-apartheid present. In this con-

text, the desire to control and regulate the sexual identity 

and experience of women, and the sexual regulation of 

bodies as the foundation of the modern social order 

(Foucault, 1979) continues unabated. 

International ‘experts’, often with donor 

funding, who have come to Africa to 

help Africans deal with HIV and AIDS 

have all too often fed into both of these 

discourses with equal determination. 

This is especially the case where calls for 

the return to ‘traditional values’ rather 

than the adoption of Western preven-

tion methods (particularly condoms) have been made. To 

illustrate, explaining the much-lauded successes in Uganda’s 

efforts in curbing HIV infections, Edward Green and others 

have argued that:

… a decline in multi-partner sexual behaviour is the 
behavioural change most likely associated with 
HIV decline. It appears that behaviour change pro-
grams, particularly involving extensive promotion of 
“zero grazing” (faithfulness and partner reduction), 
largely developed by the Ugandan government 

South Africa’s long history of 

legislated controls over who one 

could have sex with and where, 

has laid the ground for a 

conservative sexual and social 

morality to mesh neatly with the 

forms of cultural nostalgia.
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and local NGOs including faith-based, women’s, 
people-living-with-AIDS and other community-
based groups, contributed to the early declines 
in casual/multiple sexual partnerships and HIV 
incidence and, along with other factors includ-
ing condom use, to the subsequent sharp decline 
in HIV prevalence (Green et al., 2006, 335). 

This work tends to feed into conservative notions of sex 

and sexuality, where, seemingly backed by ‘science’, ideas 

about when to have sex, where and with whom are insidi-

ously linked to both culture and religion. In this context, 

ideas about what is and is not moral, and 

the punishment and exclusion of people 

and behaviours that fall outside of cul-

turally and religiously set parameters (for 

example, those who use condoms, those 

who express their sexualities differently, 

including by having gay sex, and those 

who have sex outside of marriage, particularly women) 

can be justified. 

What this means then is that, while there exists a tendency 

to construct (at least in the minds of people in communi-

ties) collective identities based on a notion of ‘our culture’, 

‘our ways’ (based on race, religion, ethnic group and other 

identities), the ‘good old days’ or ‘the horrible apartheid 

era’, it is also obvious that there is no one common memo-

ry of the past, nor is there a common ‘culture’ or religion 

to which all belong and to which all must be loyal. Rather, 

various ethnic, racial, religious and other groups claiming 

some cultural space and identity tend to co-exist, and in-

dividuals and groups tend to perform their identities ac-

cording to one or more of these at different times and in 

different contexts in their lives.

Furthermore, even within an identified grouping, individu-

als tend to perform their identities in different ways in 

particular contexts and at particular times. In this context, 

memory and knowledge are contested. Thus, while this 

AIDS Review presents a critique of nos-

talgia, it also explores its possibilities in 

the context of HIV prevention, care and 

health seeking in communities. As Scanlan 

(2009, 3) writes, critiques of nostalgia have 

noted that:

… nostalgia abused individual and collective mem-

ory and nostalgia problematized the relations 

between producers and consumers. Either way, 

nostalgia was simply bad, bad, bad. But nostalgia 

was not, and is not, simple. It can cross several reg-

isters simultaneously. It can be felt culturally or indi-

vidually, directly or indirectly. Indeed, cultural critics 

are beginning to understand that nostalgia is always 

complicated – complicated in what it looks like, how 

it works, upon whom it works, and even who works 

on it. 

There is no one common 

memory of the past, nor is 

there a common ‘culture’ or 

religion to which all belong 

and to which all must be loyal.
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To illustrate, Jacob Dlamini, in his book, Native nostalgia 

(2009), aptly captures the contested knowledge and mem-

ory of South Africa’s troubled apartheid past. Suggesting 

that the past may not always be as ‘rosy’ as some would 

want us to believe or that, contrasting the apartheid system 

and the current democratic dispensation, for some sectors 

of our society it might not have been as bad as is com-

monly believed, in this book he: 

… examines what it means for black South Africans 
to remember their lives under apartheid with fond-
ness [and asks]: What does it mean for a young 
black South African to say of his life under apart-
heid, ‘I had a happy childhood’? … [such] 
sentiments are discomforting, for they 
challenge the neat master narrative of 
redemption and overcoming that is at 
the heart of South Africa’s struggle his-
tory (Back cover). 

Internationally, nostalgia for the cultural past has not only 

meant reaching back for lost memories, it has also involved 

erasing some of the memories of the recent past in order 

create a new and more ‘acceptable’ and inclusive present 

and future. To illustrate, while societies are seemingly 

reaching back to the cultural and religious past to explain 

and address modern phenomena and frame relationships 

and behaviour in the present, they are also seeking to erase 

certain memories and historical moments in order to forge 

a new and ‘acceptable’ future. 

One example is the demolition in 1989 of the Berlin Wall 

in Germany, which symbolised the reunification of East and 

West Germany. Another is the toppling in 2003 of the huge 

statue of Saddam Hussein in Baghdad, which was arguably 

a powerful symbol of his fall from power and grace. Similarly, 

in post-apartheid South Africa, the contested renaming of 

streets, towns and other places of interest is arguably aimed 

at redressing the imbalances of the past by erasing our 

memories of ‘apartheid heroes’, at least symbolically, and 

replacing them with more acceptable ‘struggle heroes’ (at 

least for some sectors of our society). 

Linked to, but also in contrast to yearning 

for the lost past, the present-day removal of 

historical national and community symbols 

seems to signify a desire to forget oppressive 

parts of the past in order to build a more acceptable and 

inclusive present and future. For example, in order to re-

store what was lost (‘our culture’), it is deemed necessary 

to destroy and, therefore, to sometimes forget what had 

replaced it (e.g. colonialism, apartheid, a dictatorship), so 

that a new reality might be built, made up of the previ-

ously lost culture.

However, in some contexts, nostalgia can be empowering. 

As Don Mattera (1987, 151), a South African poet (quoted 

in Worby & Ally, 2013, 463) wrote about the demolition 

The past may not always 

be as ‘rosy’ as some 

would want us to believe.
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of Sophiatown, a racially integrated township in Johan-

nesburg, by the apartheid regime:

Gone. Buried. Covered by the dust of defeat – or 
so the conquerors believed. But there is nothing 
that can be hidden from the mind. Nothing that 
memory cannot reach or touch or call back. Memory 
is a weapon. I knew deep down inside of me, in that 
place where laws and guns cannot reach nor jack-
boots trample, that there had been no defeat.

As the authors (p. 463) note, for Mattera, apartheid and 

the demolition of Sophiatown was:

… not only a war against people, 
but against the memories that peo-
ple hold, both of themselves and 
their emplacement. To remember 
is to fight back … the persistence 
of memory will, of itself, provide a bulwark against 
defeat. As Milan Kundera’s character Mirek famous-
ly declared in The book of laughter and forgetting: 
“The struggle of man against power is the struggle 
of memory against forgetting” (1996, 4). In this 
sense, “weapons of memory,” as Wenzel (2009) calls 
them, invoke the past in the present to redeem the 
future. Or, as Anne McClintock puts it, memory is 
here crafted against the erasure of the past for 
the preservation of the future, a “device against 
oblivion, a strategy for survival” (1990, 207).

Thus, in the creation of and establishment of this ‘culture 

from nostalgia’ the tension with memory is significant. 

How does memory affect understanding of the imagined 

past? Whose memory signifies and how is memory medi-

ated? This is the interesting tension in Dlamini’s work. 

What does one remember? For what is one nostalgic? 

What is the context (social and political and cultural) of 

memory? There is a compelling tension when memory 

and nostalgia operate in the lived and shared past. How-

ever, nostalgia for a past in which no one who is living 

participated is more complex. This is nostalgia mediated 

through colonial texts – missionary records and colonial 

observations, or through stories passed from one genera-

tion to another, with all the pitfalls that this creates. How 

have these stories been embellished 

and romanticised? What is the rela-

tionship between nostalgia, memory 

and the truth? Indeed, what is the re-

lationship between nostalgia, memory, truth and social 

justice? Whose interests are served by attempts at erasing 

our memories of the (bad) past and reviving an imagined 

collective identity? To what extent have these acts ad-

dressed the needs of the oppressed in our society, and 

in what ways have they in fact maintained the status 

quo? In the context of HIV and AIDS, to what do such 

acts contribute? 

There is a compelling tension when 

memory and nostalgia operate in 

the lived and shared past.
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Working with nostalgia in the context of 
HIV and AIDS 

This chapter has argued that people in particular contexts 

tend to understand the body, their sexualities and HIV & 

AIDS in line with the narratives and discourses that are 

familiar to them, giving them some semblance of control 

(in the context of an otherwise devastating and seemingly 

uncontrollable epidemic) and some hope for social change. 

Notwithstanding the work that is beginning to emerge 

focusing on culture and knowledge pro-

duction, several ‘blind spots’ in our re-

search are evident. First, as illustrated by 

the fictional narratives presented above, 

while local communities and individuals 

understand disease, care and healing in 

varied and alternative ways, research has 

paid very little serious attention to such 

local understandings of these phenomena. Instead, re-

search as well as the interventions we implement in lieu 

of prevention and the management of HIV and AIDS in 

communities often dismisses such views as superstition 

and backward, and discredits those who hold them. What 

would happen if, instead of dismissing such views research-

ers asked the question: 

In what ways … do existing notions of culture among 
people (e.g., children, the youth, women and other 

marginalized groups) inform beliefs and ways of 
relating to each other across various boundaries, 
including gender, age, sex, race, ethnicity, and other 
identities? Which ‘culture’ or identities do they 
privilege and which do they ignore, and what are 
the consequences of their choices (Moletsane, 
2011, 197)?

How might our research address the silencing and hegem-

onic impact of restorative nostalgia and the discourse of 

erasure pervasive in various communities in post-apartheid 

South Africa so as to bring other vantage 

points to the fore? 

Boym (2001) offers an alternative to re-

storative nostalgia, arguing that reflec-

tive nostalgia is “more about individual 

and cultural memory” (p. 49), in which, 

while using the same frames of reference 

and triggers of memory and symbols, dif-

ferent stories can be told. According to Boym, reflective 

nostalgia “reveals that longing and critical thinking are 

not opposed to one another, as affective memories do 

not absolve one from compassion, judgment or critical 

reflection” (pp. 49-50, quoted in Moletsane, 2011, 205).

Taking up this challenge, in their book, Reinventing our-

selves as teachers: Beyond nostalgia, Mitchell and Weber 

(1999) assert that some things from the past must remain 

While local communities and 

individuals understand disease, 

care and healing in varied and 

alternative ways, research has 

paid very little serious attention 

to such local understandings of 

these phenomena.
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in the past and are better left there. However, they also 

suggest that, informed by feminist nostalgia and future-

oriented remembering, researchers and development 

workers, including teachers, could use the past to critically 

inform the future. 

Similarly, in their edited book, Back to the future: Produc-

tive remembering in changing times, Mitchell et al. (2011, 2) 

focus on “...[the] interconnections between pedagogy and 

memory in the context of social issues, social inquiry, and 

social change in educational research”, to 

explore remembering as generative, again 

addressing the question: How can we 

bring the past and memory forward so 

as to inform the [present] and future? 

Obviously, this has implications for mem-

ory work in our research, where we might, 

for example, use the very symbols of the culture people 

are seeking to remember and retrieve, or to forget, and 

use them as entry points for critical dialogue about power 

relations and social justice in families and communities. 

Informed by this work, as well as by Boym’s (2001) work 

on nostalgia, arguably, by using remembering or memory 

as an entry point, researchers could help create safe and 

generative spaces for dialogue and critique about the past 

and its influence on the present and the future (Moletsane, 

2012). This could and must be done in ways that lead to the 

development of alternative narratives about issues that 

impact on individuals, families and communities, including 

sex, sexuality, and HIV and AIDS. 

Second, while our research and interventions take into 

consideration issues such as sexual violence and stigma, 

it tends to ignore or to pay scant attention to how local 

understandings of these phenomena intersect with and 

are informed by such issues as local beliefs (including 

witchcraft) and religion. Thus, because we 

tend to dismiss these as superstition, our 

work is devoid of any sort of cultural or 

place-based analysis of the issues we seek 

to address (HEAIDS, 2010). Our work lacks 

any significant engagement with local 

understandings of disease, care and health, 

and how individuals and communities 

make sense of and deal with these in their everyday inter-

actions. For example, in the context of restorative nostalgia 

for the past, overlaid with a desire to erase some aspects 

of that past, people’s understandings of illness and health 

tend to be shaped by an intersection between modernity 

and traditional/indigenous beliefs. This results in a sort of 

hybrid understanding of illness, health, care and death 

that invokes both the modern (for example, the clinic) and 

the traditional (for example, the traditional healer) in health-

seeking behaviour. As such, efforts aimed at addressing 

By using remembering or 

memory as an entry point, 

researchers could help create 

safe and generative spaces for 

dialogue and critique about 

the past and its influence on 

the present and the future.
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the needs of such communities must, of necessity, take 

into consideration such contested and contrasting view 

if they are to be effective. 

Conclusion and implications

If we take seriously the notion that words matter, as the 

2012 AIDS Review suggested, what would our research 

and development efforts in communities look like? How 

might we use the narratives (and other 

stories we collect through our own re-

search in various community settings) to 

develop accounts which we can use to 

better inform our work? In what ways can 

the narratives presented above and others 

similar to them, contribute to our under-

standings of people’s experience of disease 

generally and of HIV and AIDS in particular, and how these 

intersect with local beliefs, gender-based violence and 

other socio-economic factors? 

As Moletsane et al. ask (2008, 74-75):

[How might we, as researchers] “go beyond the 
stories that are actually told … and to consider 
those that are untold, such as the missing charac-
ters [or role players], the alternative viewpoints or 
counter-narratives, and the influence of power 

dynamics, in order to understand [the issues] and 
possibly develop effective ameliorative interven-
tions? What conceptual and methodological im-
plications might the understandings we develop 
from such analysis have for research and inter-
vention, including policy that aims to address the 
[authentic needs of people and communities]?

This 2013 AIDS Review explores the notion of nostalgia in 

the context of knowledge production around HIV and AIDS 

in South Africa. It seeks to examine how research on HIV 

and AIDS might help move communities 

and individuals from restorative nostalgia 

to reflective nostalgia so as to ‘trouble’ the 

researcher’s gaze, as Kumashiro (2002) and 

Zembylas (2013) have suggested, and to 

turn the local gaze on HIV and AIDS in 

ways that might provide interesting but 

largely untapped opportunities for re-

search and development work in the area. 

The next chapter explores the contested and troubled/

troubling nature of knowledge in this area, and makes 

a case for acknowledging and taking the voices of local 

people in research and development efforts focusing on 

HIV and AIDS and related issues. Making a case for par-

ticipatory visual methodology as one approach, Chapter 

3 addresses the question: How do we turn the local gaze 

on HIV and AIDS and research from the inside-out or 

How might we use the 

narratives (and other stories 

we collect through our own 

research in various community 

settings) to develop accounts 

which we can use to better 

inform our work?
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from the ground-up? Chapter 4 explores the significance 

of community participation and engaged scholarship in 

research generally, and in scholarship around HIV and AIDS 

specifically. Chapter 5 concludes the Review with a focus 

on two questions: First, what strategies might work best 

in instituting research and development that take seri-

ously the significance of local participation and voice, 

as well as of the context in which people live, work and 

learn? Second, what difference does turning the local 

gaze on HIV and AIDS make to our research and devel-

opment efforts? 
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Knowledge is never neutral, it never exists in an empiricist, 

objective relationship to the real. Knowledge is power, 

and the circulation of knowledge is part of the social 

distribution of power (John Fiske, 1989, 149-50).

Introduction 

“What knowledge is of most worth?” asked Herbert Spencer 

in his 1860 essay, in relation to what children should be 

taught in school. Not surprisingly, for Spencer, the ‘best’ 

knowledge came from science: 

… science is of chiefest value. In all its effects, learn-
ing the meanings of things, is better than learning 
the meanings of words … Thus to the question we 
set out with – What knowledge is of most worth? 
– the uniform reply is – Science … For direct self-
preservation, or the maintenance of life and health, 
the all-important knowledge is—Science … (Spencer, 
1860, 93-94).

Over the years, curriculum specialists and education planners 

have pondered the same question, often in relation to how 

the knowledge that is taught in school is relevant not only 

to children’s lives, but also in relation to whether such 

knowledge will help them obtain employment and address 

the needs of the labour market (see for example, Zao, 2009). 

Similar questions have been asked in the context of research 

and knowledge production. For example, having debated 

the nature of knowledge to be taught in schools, scholars 

were concerned with the production of such knowledge 

and the methods used for generating it. What methods 

would produce knowledge that was of most worth? Such 

debates can be traced, for example to the paradigm wars 

of the 1980s (Gage, 1989), where the supremacy of quan-

titative research methods (mostly used to generate knowl-

edge in the natural and health sciences) over qualitative 

methods (mostly used to generate knowledge in the social 

sciences and humanities) was debated. A related debate 

which still rages on today, but one that is more subtle, is 

the concern over which research approaches produce the 

CHAPTER 2

WHOSE KNOWLEDGE IS OF MOST 
WORTH IN HIV & AIDS RESEARCH?
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most rigorous research and generate the most robust, 

believable and useful knowledge in current research com-

munities and publishing practices (see for example, Alise 

& Teddlie, 2010). 

Throughout these debates, the refrain has been the same: 

certain kinds of knowledge are valued more than others. 

Such valuing is based not only on the nature of such knowl-

edge, but is also concerned with the methods used to 

generate it, with quantitative, randomised controlled trials 

at the top, and qualitative case-studies 

relegated to the bottom rungs of the 

knowledge pyramid. The paradigm wars 

continue unabated and the research and 

development community tends to priv-

ilege some forms of knowledge over 

others.

Of concern is that this kind of ‘instrumental’ approach to 

knowledge and learning, which is often concerned with 

what is useful for employment and the economy, can lead 

to a population that is devoid of the tools for critical 

thought. While employment and the economy are im-

portant aspects of our lives in the twenty-first century, 

in the context of the many complex social, political and 

economic issues that confront us, what are needed are 

skills, understandings and values that foster the ability to 

critically engage with and assess these from an informed 

standpoint rather than from the more emotional, often 

nostalgic ways that tend to dominate in societies where 

critique and debate are not fostered and taught (see 

Giroux, 1990). 

This is even more critical in a context that is currently wit-

nessing the complex twins of nostalgia (longing for the 

past) and a desire to erase some aspects of painful history 

(such as apartheid), in order to develop a more inclusive 

future. As discussed in the previous chapter, these complex 

phenomena are often used to silence criti-

cal reflection and debate by their reliance 

and insistence on loyalty to or ‘respect’ 

for a group or groups. 

Linked to the question of what knowl-

edge is of most worth, is the equally significant issue of 

whose knowledge is of most worth and most valued. In 

this regard, Apple (2000) quotes John Fiske who had earlier 

postulated on the politics of knowledge and its links to 

power, asserting that:

The discursive power to construct a common sense 
reality that can be inserted into cultural and political 
life is central in the social relationship of power … 
Discursive power involves a struggle both to con-
struct (a sense of) reality and to circulate that reality 
as widely and smoothly as possible throughout 
society (quoted in Apple, 2000, 179-180).

The paradigm wars continue 

unabated and the research and 

development community tends 

to privilege some forms of 

knowledge over others.
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Elaborating on Fiske’s ideas, in his book, Official knowl-

edge, Apple (2000) suggests that there exists a relationship 

between what is seen as legitimate knowledge, who has 

power in society and how the powerful exercise such 

power over others. The author further reminds us that 

knowledge, like all phenomena, is socially constructed, 

emphatically arguing that “what counts as legitimate 

knowledge is the result of complex power relations among 

identifiable class, race, gender and religious groups” (p. 181). 

Within these power relations and groups, the coercive 

default position is where the status quo is maintained and 

oppositional thought is rejected as both 

wrong and dangerous. What this means 

is that in any society, the more power-

ful tend to determine the nature and 

content of knowledge and the public 

discourses used to communicate it, mar-

ginalising any alternative or opposing views as illegitimate 

and immoral and therefore, to be discredited and rejected. 

According to Michael Apple in Ideology and power, among 

the many social institutions in which knowledge is created, 

re-created and utilised, educational institutions (including 

schools) offer spaces for the reproduction of and resistance 

to unequal power relations. It is in these institutions where 

race-gender-class dynamics are embedded in, and reflected 

through, curricular issues. In this regard, Brown (2011, 5) 

quotes Apple’s (1986, 9) assertion that: 

Schools are an important part of a complex struc-
ture through which social groups are given legiti-
macy and through which social and cultural ideolo-
gies are re-created, maintained, and continuously 
built.

According to Brown (2011), through this dominant power, 

the education system imposes what Bourdieu and (1977) 

refers to as ‘symbolic violence’ on already marginalised 

youth. Symbolic violence refers to “the violence which is 

exercised upon a social agent with his or her complicity” 

(Bourdieu & Wacquant 1992, 167). Put differently, symbolic 

violence is similar to the Marxist idea of 

‘false consciousness’, symbolic violence 

in which people internalise the discours-

es of the dominant, meaning that “the 

most intolerable conditions of existence 

can so often be perceived as acceptable 

and even natural” (Bourdieu, cited in Emirbayer & Johnson, 

2008, 44). In essence, symbolic violence represents the ways 

in which oppressed people play a role in their own sub-

ordination by internalising and accepting those structures 

and ideas that are used to subordinate them (Connolly 

& Healy, 2004). According to Connolly and Healy, symbolic 

violence subordinates and oppresses the less powerful, 

and achieves this without overt force or coercion. In this 

way, it buttresses the status quo and makes questioning the 

dominant world-view and the dominant explanations 

There exists a relationship between 

what is seen as legitimate 

knowledge, who has power in 

society and how the powerful 

exercise such power over others.
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for the position of the less powerful in society (including 

young people and women) difficult. 

Scholars and activists from the global South have often 

argued that knowledge production, even when it focuses 

on issues pertaining to the lives of people in the South, 

including HIV and AIDS, generally tends to be dominated 

by scholars and institutions from the academic ‘global 

North’ (especially those from Europe and North America) 

(see Adams, King & Hook, 2010). This is supported by the 

unexamined assumptions of ‘whiteness’, 

that the North defines accepted norms 

and standards, and that people outside of 

this framework inhabit an ‘outside’ world-

view. From this perspective, those who 

inhabit alternative world-views at best 

need to be ‘taught’ the dominant view, 

and if all else fails, they need to be per-

suaded (often coerced) to accept it or to face exclusion. As 

some scholars from the South have claimed (see Fallabela 

et al., 2009), to achieve this complex gatekeeping strat-

egies, for example, through the peer review process in 

academic journal publishing, are used to marginalise and 

exclude such views.

This would support Bourdieu’s views of the power of ‘social 

capital’ – researchers from the North assume a world-view 

and have the strength of cultural capital to dictate how 

research should be conducted, who should do this and 

what they need to demonstrate.

While this AIDS Review does not seek to dismiss scholar-

ship from the global North that focuses on issues of the 

South, it is important that we consider that: 

… analyses of issues and the underpinning debates 
are often, and understandably so, informed by [such] 
scholars’ Western epistemologies and ontologies. 
Furthermore, even though such publications might 

be presenting legitimate and even 
useful arguments, African voices (while 
growing, albeit slowly) tend to be 
muted within the global arena with 
its power imbalances regarding access 
to funding and knowledge generation 
(and publishing) (Moletsane, 2012, 2). 

Research elsewhere has also noted this 

inequality in knowledge generation and 

dissemination. For example, a study conducted by a Chilean 

NGO (Luco, 2009) found that scholars from the South tend 

to be sidelined from knowledge production and dissemi-

nation in key platforms, including academic journals. Reasons 

for this include language barriers (with English being the 

dominant language of research and publication), the com-

plex nature of the academic discourses needed to generate 

and communicate knowledge, and the general marginali-

sation of knowledge produced by local southern communi-

ties, (Fallabela, Missana, Marilef & Maurizi, 2009, 1). The 

Researchers from the North 

assume a world-view and 

have the strength of cultural 

capital to dictate how research 

should be conducted, who 

should do this and what they 

need to demonstrate.
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study also found that even when issues in Southern 

countries, such as sexuality and gender, are studied, the 

authorship in high-impact peer-reviewed journals tends 

to be skewed in favour of the North. 

This is reinforced by an increasing trend in which, when 

young ‘Northern’ scholars are placed in ‘Southern’ contexts 

to study particular cultures and behaviours, this is accepted 

as legitimate and even ‘groundbreaking’, whereas it is hard 

to imagine a young African scholar being legitimised to 

study the sexual behaviour trends of a 

London or New York suburb. In addition, 

such Northern researchers are often de-

scribed as being ‘from the South’ or ‘from 

Africa’ for regional representation require-

ments at conferences or UN-sponsored 

events.

This tends to skew debates and knowledge and constructs 

local people, who are often the subjects of such knowl-

edge, as inferior, poor, disadvantaged, (lacking in educa-

tion and theoretical understanding) and, therefore, in need 

of assistance or intervention from the more powerful and 

more knowledgeable (Moletsane, 2012). 

How is this relevant in the context of research about HIV 

and AIDS in South Africa and elsewhere? To address this 

question, consider the common knowledge that HIV and 

AIDS disproportionately affect young, poor, black African 

women. In particular, while some of the most recent statis-

tics for youth show that HIV infection rates have dropped 

by 25% in 16 of the hardest-hit countries, including South 

Africa (UNAIDS, 2010), high rates of infection amongst girls 

and young women are still reported in some rural districts 

of South Africa, including in the provinces of KwaZulu-

Natal, the Eastern Cape and Limpopo (Mitchell, de Lange, 

Moletsane & Stuart, 2013). 

For example, according to estimates report-

ed in the South African national HIV prev-

alence, incidence and behaviour survey of 

2012 (Shisana et al., 2014), while HIV pre-

valence in the total population stands at 

around 11%, such prevalence tends to be 

highly gendered, 2.7 times higher among 

females in the 15-19 year old age group 

than among their male counterparts and peaking at 32.7% 

among females aged 25-29 years, and at 25.8% among 

those aged 30-34 years. This suggests that HIV prevalence 

is gendered and localised in particular geographic locations 

and among particular racial and social class groupings. 

This was emphasised by the survey, which showed high 

infection rates among women, and a decline in condom 

usage – highlighting the errors of the concentration on 

biomedical rather than on educational interventions – i.e. 

test, treat and cut (Ibid). 

When issues in Southern 

countries, such as sexuality 

and gender, are studied, the 

authorship in high-impact 

peer-reviewed journals 

tends to be skewed in 

favour of the North.
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In terms of knowledge generation then, it is not unreason-

able to expect that knowledge aimed at understanding this 

phenomenon and developing strategies for addressing it 

would originate among the mostly affected population, or 

at the very least, from people most familiar with the context. 

Yet, it has become evident that such published knowledge, 

like most knowledge, tends to originate outside these com-

munities and groups, and that its production and dissemi-

nation are dominated by scholars from elsewhere.

It is for this reason that this AIDS Review reflects on Herbert 

Spencer’s (1859) question: What knowledge 

is of most worth? However, the Review also 

argues that it is counterproductive to ponder 

the hierarchy of knowledge in the context 

of HIV and AIDS. One form of knowledge, 

whether quantitative or qualitative, does not provide an 

adequate response to the spiralling infections and the 

ravaging effects of the pandemic on individuals, families 

and communities. 

As Cram, Chilisa and Mertens (2013), citing the work of 

Ormond, Cramand and Carter (2006), assert:

Research and the contestation over what counts as 
knowledge are just as implicated in the margin-
alisation of Indigenous peoples as are Christianity, 
disease, warfare, and constitutional manoeuvring 
(p. 17). 

Thus, in response to Spencer’s question, Michael Apple 

(2000) and others have added: Whose knowledge is of 

most worth? In spite of the international scholarly calls for 

the acknowledgement and utilisation of context-based/

authentic knowledge and community assets and resources 

in developing interventions (see for example, Gruenewald, 

2003; Budge, 2005; HSRC-EPC, 2005), many of these studies 

tend to “position researchers (mostly outsiders) as always 

the more knowledgeable, the more skilled, the more re-

sourced and the more powerful benefactors, and the re-

searched as deficient beneficiaries of ‘development’ or 

‘empowerment’ efforts, and as such, always 

the objects of our research gaze” (Moletsane, 

2012, 3). The researched may be explained 

and described, but are they understood? 

Outside researchers also operate through 

“contacts and stakeholders”, i.e. people who are able to 

grant access to research communities and who very often 

determine the terrain for the interactions. Their ideological 

position and their knowledge are seldom interrogated 

as part of the research.

This leads to the development of what Vanderstraten and 

Biesta (n.d) have called inert knowledge – which can only 

be accessed and used in particular/restricted contexts by 

those familiar with and fluent in the discourse used. This 

may be particularly the case when research aims to influ-

ence policy or interventions. Explanations and descriptions 

It is counterproductive to 

ponder the hierarchy of 

knowledge in the context 

of HIV and AIDS. 
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seldom lead to genuine and sustainable interventions, or 

to real challenges to the status quo.

It has become evident that what we desire and need, if 

we, together with the communities we research, are to 

achieve sustainable success, is co-created context-specific 

knowledge that identifies the issues affecting local people 

from their own perspectives and that uses such knowledge 

to inform programming to address those issues. Why and 

how such knowledge is to be co-created is the focus of 

this AIDS Review. 

The next section explores the nature of 

knowledge in the context of HIV and AIDS. 

Troubled/troubling knowledge in the 
context of HIV and AIDS 

There are many maps of one place and many histories of 

one time (Julie Frederiekse, quoted in McClintock, 1995, 1). 

The current age of HIV and AIDS can arguably be described 

in Worsham’s (2006) terms as a traumatic and post-traumatic 

cultural moment (cited in Zembylas, 2013), with concomitant 

feelings of pain, anger, loss, shame, guilt, discrimination, 

stigma, neglect and other emotions for those individuals 

and groups who are affected. HIV and AIDS knowledge is, 

by its very nature, troubled and contested knowledge or, 

what Jansen (2011) has called, bitter knowledge. 

Like all troubled knowledge, for various reasons, knowl-

edge about HIV and AIDS tends to be contested. To illus-

trate, due to stigma, those who are infected as well as their 

significant others suffer not only the burden of illness itself 

and the need for care linked to it, but also the pain, loss, 

shame and guilt associated with being infected or ‘knowing’ 

someone who is, in a context of HIV-related stigma. The 

traumatic impacts this has on those who 

are infected and on significant others in 

the family and the community (family 

and friends) tend to produce negative 

emotions. It is for this reason, as described 

in Chapter 1, that nostalgia, a longing 

for a lost past, becomes useful, and why communities and 

individuals increasingly turn to the past, their ‘cultural’ 

past, to explain and address contemporary phenomena 

such as HIV and AIDS. 

Scholarship that focuses on HIV and AIDS and related issues 

(such as sexuality, gender-based violence, sexual identity 

and preferences, gender inequality, poverty, etc.) is, as John 

Fiske suggested in 1989, never neutral. Such scholarship is 

as much about the unequal power relations that manifest 

in among others, gender-based violence, gendered poverty, 

The current age of HIV and AIDS 

can arguably be described in 
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traumatic and post-traumatic 
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HIV and AIDS and HIV-related stigma in families and com-

munities, as it is about the unequal power of those who 

are researched and those who conduct the research. 

To illustrate, Brown (2011, 9) notes that in the context of 

the new sociology of education, Giroux and Apple:

… examined the demystification and deconstruction 
of power, as critical educators were encouraged to 
avoid a simplistic and politically incorrect notion 
of audience in favour of a theoretic acknowledging 
difference in histories, languages, cultures, or every-
day experiences.

Quoting Giroux (1990, 375), Brown 

argues that:

A radical theory of voice represents 
neither a unitary subject position un-
related to wider social formations nor the unique 
expression of the creative and unfettered bourgeois 
subject. Both positions remove voice from the arena 
of power, difference, and struggle. A radical theory 
of voice signifies the social and political formations 
providing students with the experiences, language, 
histories, and stories that construct the subject 
positions they use to give meaning to their lives (p. 9).

At all levels, knowing what, who, where and why about 

the epidemic produces significant emotional investments 

among those involved. Yet, our research tends to ignore 

or at the most, downplay the emotional investments of this 

contested knowledge. It is for this reason that this AIDS 

Review interrogates the power relations inherent in knowl-

edge production about the pandemic and the factors that 

help sustain them, and explores the significance of putting 

the very people most impacted at the centre of the scholar-

ship, from its conceptualisation to its implementation 

and dissemination. 

The Review is premised on the notion that it is only when 

we ‘know’ from the perspectives of those who are most 

affected by the phenomenon of our investigations that we 

can hope for the authentic knowledge 

necessary for developing relevant and 

effective programming (including policy 

and practice). Although many research-

ers would claim that this is ‘obvious’ and 

this is exactly what they do in their re-

search, their own world-view (cultural capital) means that 

they fail to see and more critically to understand just how 

‘outside’ they are.

However, this does not mean that all knowledge produced 

from insider perspectives is and must be accepted and legiti-

mised without challenge. This is because, even within these 

communities, there exist unequal power relations that result 

in some members of the communities exercising power over 

others (for example, men exercising power over women) 

in ways that result in the marginalisation of the perspectives 

At all levels, knowing what, 

who, where and why about the 

epidemic produces significant 

emotional investments among 

those involved. 
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of those who are powerless in the community. For example, 

public discourse, relying as it often does on power relations 

and privileging knowledge of the more powerful in society, 

renders particular forms of knowledge more legitimate 

than others. In the context of the cultural nostalgia in Chapter 

1, often knowledge that legitimates what particular groups 

regard as ‘our culture’ or ‘our ways’ is privileged and that 

which deviates from this ‘accepted’ knowledge is discred-

ited and marginalised. 

In this context, critical debate is silenced 

and those who attempt to voice alterna-

tive views are punished and marginalised. 

As such, there are also a great many myths 

and beliefs that circulate in society and 

over time these myths tend to take on the 

status of fact – this phenomenon needs to 

be critically recognised. Interesting exam-

ples here include the ‘facts’ that sex with a virgin will cure 

HIV, that ‘blood oranges’ contained HIV-contaminated 

blood, that showering after sex will reduce the risk of 

HIV infection, as well as the issues of bewitchment dis-

cussed earlier.

Deciding what perspectives become legitimised and utilised 

in our research and programming must be informed by an 

analysis of such power relations, the socio-cultural factors 

that produce them, as well as the actions and interactions 

they support or constrain among the various members of 

the community. 

How might this work in practice? 

How might scholars and activists generally, and those in 

the global South in particular, work with the troubled and 

troubling HIV and AIDS knowledge? Borrowing from Ann 

Oakley’s (1994, 25) question about the significance of chil-

dren’s perspectives in research, we might 

ask: What would it really mean to study the 

world from the standpoint of people living 

in contexts of HIV and AIDS both as know-

ers and as actors? 

The discussion above suggests three pos-

sibilities for working with the troubled HIV 

and AIDS knowledge in the South African context and else-

where in the global South. 

First, as Balfour, Mitchell and Moletsane (2008) have writ-

ten in relation to research on/in rural communities, what 

is needed here is a generative theory of families and com-

munities impacted by the pandemic. This means engaging 

in scholarship that views such families and communities not 

only as subjects and contexts for our research, but as dy-

namic, generative spaces and lived experiences, where 

Public discourse, relying as it 

often does on power relations 

and privileging knowledge of 

the more powerful in society, 

renders particular forms of 

knowledge more legitimate 
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|45|



|46|

the people themselves are capable of understanding and 

articulating challenges as well as possible solutions for 

their own issues in search of authentic knowledge and 

social change. It would also require that the impact of 

migrant labour and absent men is fully understood, and 

how this has influenced the construction of identities of 

the women, men and their children, and the intergenera-

tional consequences in families and communities. 

Second, many scholars have suggested that critical theory 

(and in development contexts, critical pedagogy) is useful 

for identifying, explaining and challenging 

the various practices that tend to legitimise 

particular emotions and knowledges, ren-

dering them of most worth (Zembylas, 2012). 

As Steinberg and Kincheloe, (2010, 140) 

attest, “critical theory, if nothing else, is a 

moral construct designed to reduce human suffering in 

the world. In the critical theoretical context, every indi-

vidual is granted dignity regardless of his or her location 

in the web of reality. Thus, the continuation of human 

suffering by conscious human decision is a morally un-

acceptable behaviour that must be analysed, interpreted 

and changed”.

Literature also suggests strategies for how we might create 

safe spaces in our research and development projects for 

local people whose lives are impacted by HIV and AIDS 

and related issues, to engage in critical dialogue aimed at 

understanding their situation, and identifying and devel-

oping strategies for addressing the challenges that face 

them. However, if the dominant education world-view is 

about practical knowledge, communities need to have ex-

perience in engaging in critical and contested debates 

– they are as much ‘victims’ of the educational system as 

they are of outside researchers and the epidemic. As stated 

above, power relations within these communities, related 

to social inequalities (based on gender, race, social class, 

religion and other markers of identity) and linked to cultural 

nostalgia and the desire to erase painful 

memories have often stifled such debate. 

Unequal power relations between commu-

nities and outside researchers also limit or 

entirely discredit alternative views. Research 

in communities where access to education is limited or 

weak disallows ‘voice(s)’ (vide Giroux) to be legitimated 

or heard. In addition, communities with limited access 

to education may also lack confidence to challenge, to 

debate and to dissent.

Informed by the reconceptualised critical theory of Stein-

berg and Kinchoele (2010) and Schratz and Walker’s (1995) 

view of research as social change, this requires shifting our 

views about the people and contexts we do research on/

in, from needy diseased and deceased subjects of our 

Unequal power relations 

between communities and 

outside researchers also 

limit or entirely discredit 

alternative views.



|47|

research gaze, to dynamic individuals and groups capable 

of understanding and articulating challenges, and able to 

identify local solutions for local issues. It means we have 

to understand and develop a different kind of language 

and a different relation to the world. 

Third, our search for context-specific knowledge that is 

necessary for informing our research, policy and practice 

in working with troubled HIV and AIDS knowledge responds 

to questions about what knowledge is produced, how 

and where it is produced, who produces it, and under what 

socio-cultural conditions it is produced. 

Such questions help us to challenge what 

are often for local people colonising and 

marginalising knowledge production and 

dissemination processes that are informed 

by world-views foreign to the individuals 

and communities who are studied, but which nevertheless 

dominate scholarship. 

The dominant knowledge production and dissemination 

produce and are produced by what Spivak (1988) and oth-

ers have called epistemic violence. From Khatun’s (1999) 

understanding of epistemology as the theory of the origin, 

nature and limits of knowledge: 

Epistemological violence refers to the interpreta-
tion of social-scientific data on the Other and is 

produced when empirical data are interpreted as 
showing the inferiority of or problematizes the 
Other, even when data allow for equally viable al-
ternative interpretations. Interpretations of inferi-
ority or problematisations are understood as actions 
that have a negative impact on the Other. Because 
the interpretations of data emerge from an aca-
demic context and thus are presented as knowledge, 
they are defined as epistemologically violent actions 
(Teo, 2010, 295). 

So, epistemic violence is related to who produces knowledge, 

or how power appropriates and conditions the production of 

knowledge (Khatun, 1999). In the context 

of post-colonial and post-apartheid South 

Africa, Gayatvi Spivak argues, epistemic vio-

lence results when in (post-)colonial dis-

course, the subaltern is silenced by both 

the colonial and indigenous patriarchal 

power (see for example, Spivak, 1988). In the context of 

the cultural and religious nostalgia discussed in Chapter 1, 

such epistemic violence legitimates particular forms knowl-

edge and identity performance, and marginalises those 

that express alternative understandings. As such, it is often 

the case that as a consequence of both symbolic and 

epistemic violence the researched (communities, people 

living with HIV (PLHIV), women, young people and others) 

are thought of and positioned as, the Other.

Epistemic violence is related 

to who produces knowledge, 

or how power appropriates 

and conditions the 

production of knowledge.
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According to Briggs and Sharp (2004), in doing research 

in the South, Western explanations and understandings 

need to be shifted from their assumed universal position. 

They too need to become but one of a range of compet-

ing and contested knowledge systems. According to the 

authors, in some contexts, Western knowledge can be re-

garded as local or indigenous knowledges, “localised in the 

institutions of the West and [which has] gained its apparent 

universality by being projected throughout the world through 

the formation of colonial and neocolonial power relations” 

(Briggs & Sharp, 2004, 663). Citing Escobar (1995), they con-

clude that “the domination of Western 

knowledge is explained not through a 

privileged proximity to the truth, but as a 

set of historico-geographical conditions 

tied up with the geopolitics of power“ 

(p. 663). 

This AIDS Review argues that it is not enough to simply 

seek the experiences of the marginalised people and com-

munities we study. This chapter has addressed not only the 

question of what knowledge is of most worth in the era 

of HIV and AIDS, but also whose knowledge is most valued. 

The discussion suggests that the nature of knowledge tends 

to interact in very significant ways with power relations 

between those who claim the position of ‘knowers’ and 

those whose lives form the basis of that knowledge. It is 

only when we have adequately interrogated such power 

relations and their impact, that we are able to hear not 

only the experiences of those whose lives and bodies we 

study, but their voices as well. This has implications for 

indigenous knowledge systems (IKS), and in particular, 

Smith’s (1999) notion of ‘decolonizing methodologies’ and 

Chilisa’s (2008) indigenous methodologies. (Chapter 3 

returns to IKS in more detail.) 

In this regard, recognising the significance of the differen-

tial power relations inherent in knowledge production and 

dissemination, Briggs and Sharp (2004) conclude that: 

Indigenous knowledges all over the 

world are malleable, changing in re-

sponse to Western ideas and practic-

es, but also to an ever-changing array 

of other ways of knowing and doing 

… Thus we must not underestimate 

the significance of material conditions 

which influence the need for different knowledges. 

Indigenous knowledge cannot ever be understood 

in isolation of the critical analysis of economic, social, 

cultural and political conditions. As Agrawal argues, 

indigenous knowledge is not simply about language 

and expression, but about these material condi-

tions through which people must survive (p. 17).

It is with these economic, social, cultural and political condi-

tions in which individuals and communities experience 

HIV and AIDS that this AIDS Review is concerned. Using 

the notion of nostalgia, with its inherently gendered power 

In doing research in the South, 
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dynamics, the Review ponders how local communities 

and individuals affected by the HIV and AIDS epidemic 

negotiate and inform knowledge creation and dissemi-

nation about their lived experiences. 

The next chapter focuses on turning the local gaze on HIV 

and AIDS and its influence on people’s lives in families and 

communities. It examines strategies for encouraging critical 

debate, a form of ‘speaking back to the masters’, i.e. a dia-

logue between the research communities and the local 

communities they study, as well as within the communi-

ties themselves. 
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… if we are not only to analyse the world but to change it, 

then the easiest way to imagine the shifts in the relation-

ships between race/ethnicity and gender is to imagine the 

roads being moved to form new intersections (Bhavnani, 

2007, 640-1). 

Introduction

While we have made great strides in social sciences and 

humanities research in terms of understanding the complex 

and dynamic aspects of HIV and AIDS, what is often miss-

ing are studies which ask, like Treichler’s (1999, 5) question: 

“How do ordinary people make sense of a novel cultural 

phenomenon that is complicated and unpredictable (such 

as HIV and AIDS)?” As discussed in previous chapters, a 

default approach involves framing the new phenomenon 

within familiar narratives (see also Reddy, 2011, 12). This 

can also involve a ‘looking back and going back to our roots’ 

approach, a nostalgia for the past, which seeks to restore 

what was lost (Boym, 2001) as people grapple with the 

new and often daunting phenomena. In particular, two key 

questions emerge for scholarship in the field. 

First, in thinking about work on HIV and the increasingly 

loud chorus regarding the significance of local voices in our 

research and development efforts, this AIDS Review seeks 

to explore whether, and to what extent the participation 

of local people as ‘indigenous knowledge holders’ might 

make a difference in deepening our understanding of the 

social and human aspects of HIV and AIDS, the human 

body, and of sexuality and the performance thereof among 

those in particular local contexts. Heeding its own caution 

regarding the dangers of uncritically accepting any or all 

views of local people as legitimate, this AIDS Review ex-

plores the possibility of adopting approaches for encourag-

ing critical debate within communities and between the 

research communities and the local communities they study. 

Such approaches might include the use of Boym’s (2001) 

reflective nostalgia, feminist nostalgia (Mitchell & Weber, 

1999) and Steinberg & Kincheloe’s (2010) and Zembylas’ 

(2013) critical pedagogy. Informed by the above, the Review 

CHAPTER 3

TURNING THE LOCAL GAZE ON 
HIV AND AIDS
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explores the ways in which such meanings might be trans-

lated into more nuanced and critical understandings of 

social issues in community-based programmes and policy 

related to prevention, care and treatment. 

Second, the Review focuses on the question: What method-

ologies might we use to obtain the voices of local people 

so that they become more central to meaning making in 

identifying and addressing critical issues surrounding 

HIV and AIDS and disease more generally? In essence, this 

chapter asks: How do we turn the local gaze on HIV and 

AIDS and research from the inside out or from 

the ground up? 

While Chapter 1 made a case for narrative in-

quiry (to address the need for infusing the views 

of local participants in our research), and in 

particular, analysis of text (published works of fiction and 

others), this chapter makes a case for the use of among others, 

participatory visual methodologies to generate such narra-

tives and accounts in research and development projects.

 

‘Indigenous’ knowledge, critical debate 
in HIV and AIDS research

A paradox seems to exist between the need for authentic 

local voices to inform our research and development efforts 

in the context of HIV and AIDS, and the need for critical 

debate to infuse rigour in our work. Of particular concern 

is the ways in which the ‘cultural nostalgia’ that currently 

pervades public imagination in South Africa resonates – in 

the minds of those who are looking to the past (to the 

way things were) – to address challenges in a twenty-first 

century globalising and transforming landscape, with 

the ‘back-to-basics’ or ‘back-to-our-roots’ knowledge base 

and indigenous knowledge. 

In this regard, as discussed in the previous chapter, the 

argument is often that the failure of research 

and interventions informed by it is a function 

of the Eurocentricism endemic in social science 

research and interventions, and that infusing 

indigenous knowledge systems (IKS) or local 

knowledge and going back to the basics would 

address these problems. However, such endeavours may 

merely seek loyalty from those who ‘belong’ to the group 

and critical debate or dialogue may be discouraged or 

regarded as disloyal. 

As suggested elsewhere (Moletsane, 2010, 2011), too often 

indigenous knowledge tends to be framed in an uncritical 

or non-reflexive way, often as a panacea for the many com-

plex challenges in society. Furthermore, the very people who 

are the indigenous knowledge holders in communities 

and the social systems therein are often overlooked and 

How do we turn the 

local gaze on HIV and 

AIDS and research from 

the inside out or from 

the ground up?
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their views marginalised by mainstream research. As bell 

hooks (1990) observed, often researchers in their actions and 

words tend to view local voices merely as data for their re-

search, which, they, as ‘experts’, will then analyse and inter-

pret (Briggs & Sharp, 2004). In essence, as hooks charged, 

what they are saying to the participants in their research is: 

No need to hear your voice when I can talk about 
you better than you can speak about yourself. No 
need to hear your voice. Only tell me about your 
pain. I want to know your story. And then I will tell 
it back to you in a new way (hooks, 
1990, 343).

This often ends up as ‘colonising’ and mar-

ginalising in and of itself, and local knowl-

edges, theories and explanations remain 

marginalised/excluded.

To address this, our research (and interven-

tions) could ask: How might the voices of community mem-

bers (individually and collectively) become more central 

to meaning making in identifying and addressing critical 

issues surrounding HIV and AIDS? What difference might 

the participation of local people as indigenous knowledge 

holders make in deepening an understanding of challenges 

to HIV prevention and how can these meanings be trans-

lated into more nuanced understandings of critical so-

cial and health issues in community-based programmes 

and policy? 

Addressing these questions in the context of IKS, Smith’s 

(1999) idea of ‘decolonizing methodologies’ and Chilisa’s 

(2012) work on indigenous methodologies are pertinent. 

This work considers the how and where of knowledge 

production (community based, insider and so on), and the 

significance of the local, particularly in relation to rural and 

cultural contexts. Along these lines, looking to make nos-

talgia and memory useful as suggested above, an IKS re-

search approach would seek to critically look back at what 

was, as well as at what currently exists, in order to imagine a 

more inclusive future and a better life for all. 

Such an approach to IKS research would 

allow individuals and groups time and space 

for memory and remembering, but would 

do so in a reflexive manner that allows for 

a critical engagement with the diverse and 

conflicting memories that would emerge 

from individuals and groups in such spaces. 

Looking back and looking forward: Using 
nostalgia to facilitate critical debate

As argued in Chapter 1 (see also, Moletsane, 2011), Boym’s 

(2001) notion of restorative nostalgia (‘going back to 

our culture or roots’), which has become pervasive in post-

apartheid South Africa, has had a silencing and hegemonic 

An IKS research approach 

would seek to critically look 

back at what was, as well 

as at what currently exists, 

in order to imagine a more 

inclusive future and a 

better life for all. 
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impact on women, as well as on those men who do not 

conform to accepted notions of ‘our culture’. To illustrate, 

Desire Lewis (2003) writes: 

[The] selective lauding of certain institutions, cus-
toms or values lays bare the spuriousness of dis-
courses that claim to speak in the name of a culture. 
Particular notions of authenticity have dominated 
the public sphere, with the hegemony of certain 
views becoming an obstacle to thinking critically 
about how these views ultimately serve certain 
groups’ interests, or how beliefs that dominate public 
debate suppress the vantage points 
and experiences of certain members 
of a culture (p. 2). 

In various communities, men and women, 

girls and boys who do not conform to 

these dominant views are often margin-

alised and punished, and their views dis-

credited as deviant and immoral and, 

therefore, seen as illegitimate. Such marginalisation has 

had negative impacts not only on critical debate in various 

social spaces, but the silencing of such debate has often 

hampered HIV prevention and care efforts in various socio-

cultural spaces in the country.

To respond to this silencing and exclusion and to bring 

alternative viewpoints and experiences to the fore (par-

ticularly in the context of HIV and AIDS), there is need to 

move from what bell hooks (1994) and others have called 

useless longing for things from the past (‘our culture’, real 

or imagined) to what Boym (2001) refers to as reflective 

nostalgia. Boym (2001) views reflective nostalgia as “more 

about individual and cultural memory”, in which, while 

using the same frames of reference and triggers of memory 

and symbols, different stories can be told (p. 49). According 

to her, reflective nostalgia “reveals that longing and critical 

thinking are not opposed to one another, as affective mem-

ories do not absolve one from compassion, judgment or 

critical reflection” (pp. 49-50). 

Similarly, the notion of feminist nostalgia 

and a ‘back-to-the-future’ approach as-

serts that, there are, or ought to be, “alter-

native readings of nostalgia, which place 

it in the context of looking ahead and 

imagining particular scenarios for the 

future” (Mitchell & Weber, 1999, 221). 

Using the notion of nostalgia this way, it is possible to 

legitimise people’s need to ‘go back to the past’, but also 

to view that ‘past’ critically, and to make it ‘usable’. 

This approach might involve using remembering and the 

diverse memories that arise with remembering to inform 

and critique what could/should have been, critique and 

work towards transforming what currently prevails in soci-

ety, including unequal gender and social relations, as well 

as to imagine alternatives for social change which move 

In various communities, men 

and women, girls and boys 

who do not conform to these 

dominant views are often 

marginalised and punished, 

and their views discredited as 

deviant and immoral.
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towards a more inclusive alternative future (Mitchell & 

Weber, 1999). 

This calls for a re-imagined agenda that utilises the con-

tradictions and ambivalences of past and contemporary 

South Africa (see Dlamini, 2009). Such an agenda must 

creatively and critically look ahead, “beyond nostalgia” 

(see Mitchell & Webber, 1999), towards alternative view-

points and perspectives of local people, and how these 

might develop interventions informed by the views of 

those they target. 

How might this be achieved? One pos-

sibility involves the use of participatory 

methodologies in our research and inter-

ventions.

The case for participatory visual 
methodologies in HIV and AIDS research

Many of us have and continue to claim that our research 

is either collaborative and/or participatory, and that our 

research participants are key to decision-making during 

the planning, development and implementation of the 

research and development projects in which we involve 

them (after all, most funders/donors now demand that we 

do this). However, as Michele Ivanitz (1998) aptly observed, 

very often, control of the research process and products 

(the dissemination and ‘ownership’ of the knowledge pro-

duced) does not rest with the research participants or 

their communities. 

Instead:

… we ... have tended to mainstream the trendy 
rhetoric of participation, while letting the more 
difficult reality of participation practice lag far be-
hind. This confusion of a desired result with a facile 
strategy inevitably leads to the diminishment of 

participatory development’s real po-
tential ... it conversely strengthens 
the perceptions of the donor ... that 
substantive participation practice is 
actually taking place. But this sub-
stitution of rhetoric for reality is now 
playing out the dangerous shell game 
that allows us to continue business 

as usual while widening the gap between rich 
and poor [and the researcher and the researched] 
(Donnelly-Roark 1996, 1, cited by Ivanitz, 1998, 10).

Over the years, feminist research has been concerned with 

addressing these very issues. For example, informed by the 

work of sociologist Ann Oakley (1994), who called for 

studying the world from the child’s perspective, we might 

ask: What would it mean to really study HIV and AIDS from 

the perspectives of those who live in the families and com-

munities most ravaged by the pandemic? From this per-

spective, how might our research look differently at the 

Such an agenda must creatively 

and critically look ahead, 

“beyond nostalgia”, towards 

alternative viewpoints and 

perspectives of local people.
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issues, the spaces and the people we focus our research 

gaze on? 

How do we deal with what Zembylas (2013) and others 

have referred to as discomforting, or troubled and troubling 

knowledge? Premised on Steinberg and Kinchoele’s (2010, 

149) reconceptualised critical theory, we might on one 

hand, engage “with the suffering of the people of the 

lived world, with the moral dilemmas that face us in the 

complexity of everyday life … [but on the other hand 

also] disrupt, challenge and promote moral 

action” among researchers and individuals 

and communities. 

According to Boym (2001), this is possible even 

in the context of what we might see as 

troubled and contested knowledge, which 

is not usually acceptable to science, such as 

local beliefs and practices that look to and reclaim the 

past to deal with the socio-economic forces of the pre-

sent (see the fictionalised accounts of these beliefs and 

practices in Moele (2009) and Powers (2011), discussed 

in Chapter 1). For Boym, this is because “… longing and 

critical thinking are not opposed to one another, as af-

fective memories do not absolve one from compassion, 

judgment or critical reflection” (pp. 49-50). What might 

this look like in practice? 

This AIDS Review argues that one approach that might 

help us to develop authentic knowledge of individuals’ and 

community experiences and meaning-making in the con-

text of HIV and AIDS, is participatory research, and specifi-

cally participatory visual research (e.g. writing, drawing, 

visual mapping, participatory video, photography, dress 

studies). Such an approach seeks the genuine participation 

of the people whose lives are the object of our gaze, from 

planning to development, implementation and institution-

alisation of the interventions that emerge from our work. 

Concurring, Bergold and Thomas (2012) posit 

that:

Participatory research methods are geared 
towards planning and conducting the re-
search process with those people whose 
life-world and meaningful actions are 
under study. Consequently, this means 
that the aim of the inquiry and the research 

questions develop out of the convergence of two 
perspectives – that of science and of practice.

These methodologies with their built-in orientation to re-

search as social change (Schratz & Walker, 1995) and their 

intention to engage participants as active agents of change 

in their own lives also provide opportunities for research 

and interventions informed by a view that local communi-

ties and families have particular strengths and assets which 

might be useful in addressing issues that negatively impact 

Longing and critical 

thinking are not 

opposed to one another, 

as affective memories do 

not absolve one from 

compassion, judgment 

or critical reflection.
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on them. Thus, these methods help to engage and mobi-

lise people at grassroots level during the research process 

itself (de Lange et al., 2010). 

These methods tend to democratise the research process, 

particularly for participants who often find themselves on 

the margins of society and research (Mitchell, 2008). They 

have the potential to be transformative and to assist local 

communities to not only to understand their own situation, 

but also to develop strategies for addressing the challenges 

that confront them. 

To illustrate how these methods might 

work in HIV and AIDS and sexuality 

research, the section below provides 

two exemplars. 

Dress as material culture 

The first method involves dress as material culture (see 

for example, Taylor, 2002; Allman, 2004; Kuchler & Miller, 

2005; Moletsane, Mitchell & Smith, 2012). For example, 

in their co-edited book, Moletsane, Mitchell and Smith ask 

a pertinent question, one which many women have, in 

their lifetimes, asked themselves, particularly in the con-

text of gender-based violence and its links to HIV infection. 

The title of the book, Was it something I wore? Gender, 

dress and material culture in social research, captures the 

essence of the complete gender-based violence and its 

intersection with sexuality and HIV and AIDS. 

The project uses the notion of dress as material culture, 

drawing on memory work, autobiography, popular culture, 

feminist theory and image-based research as an entry point 

to exploring these various social issues in our communities. 

Specifically, in relation to HIV and AIDS, the project asked: 

How does dress become newly and visually configured in 

the age of HIV prevalence? To illustrate, in South Africa, the 

policing of women’s dress and bodies 

has been increasingly prominent, public 

and often violent. With the resurgence 

– and sometimes reinvention – of con-

servative patriarchal values and norms 

and the concomitant hetero-normative 

discourses governing sex and sexuality, girls and women 

have been at the receiving end of the wrath of some of the 

self-appointed guardians of ‘culture’ in our society (see 

also Moletsane, 2011). 

These ‘cultural’ police – women and men – often use dress 

as the reason for censoring women’s and girls’ expressions 

of their identity, by publicly policing and punishing those 

who are seen to be defying ‘cultural’ norms through what 

they wear or do not wear in public.

These methods tend to 

democratise the research process, 

particularly for participants who 

often find themselves on the 

margins of society and research.
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To illustrate this, Khau (2012) explores ‘Gender and the 

politics of the Basotho blanket’. Here she contemplates the 

blanket as a very important and treasured accessory among 

the Basotho people, as evidenced in the use of the word 

‘blanket’ in everyday discourse. The peculiarity of the Basotho 

blanket, she writes, is that it is often used within sexuality 

discourse and as such has deep sexual connotations. Khau 

explores the gendered symbolism of the blanket and the 

sexual expectations of Basotho society for women and men, 

with particular emphasis on the gendered negotiations of 

being and becoming a woman. 

In a different context, playing on the image 

and symbolism of the condom dress, which 

has been a feature of international AIDS 

conferences for many years, the project by 

Ran Tao and Claudia Mitchell (2012), ‘Dress-

ing sex/wearing a condom’, is organised 

around HIV prevalence, and explores questions such as 

wearing a condom, the controversy and contestations 

around condoms and other issues. The work explores sexu-

ality as a social construction in Chinese contexts through 

accessing social memory in relation to sex and sexuality 

among young Chinese women and men. 

Presenting a chronological narrative of Chinese sexuality, 

the condom is also used as “a semiotic sign of changing 

sexual culture that signifies transforming sexual notions 

and perceptions, and sexual subjectivities in Chinese so-

cieties” (Mitchell, Moletsane & Pithouse, 2012, 11), pre-

sented from an insider Chinese perspective in the context 

of HIV and AIDS.

Thabo Msibi (2012) examines the perceived relationship 

between dress and sexuality among specific young Afri-

can men studying to become teachers at a university in 

KwaZulu-Natal. Msibi argues that certain forms of dress can 

be used, either consciously or unconsciously, to destabilise 

hetero-normative discourses about mascu-

linity and manhood among young people. 

Reporting on a study with African male 

student teachers on a university campus, 

he explores some of the complexities sur-

rounding gender performance and hetero-

sexual relationships, illustrating the complex 

ways in which men’s (and women’s) dress, 

as a symbol of manhood, intersects in complex ways with 

the commodification of women in and around the univer-

sity campus. 

From this work, Msibi tackles the issues of gender-based 

violence and homophobia, concluding that owing to the 

stigma attached to being gay on campus, some of the 

young men chose to dress in ways that would be regarded 

as ‘not gay’. Like other gender regimes, the men’s dress 

was arranged hierarchically, from dress styles that are 

Certain forms of dress can 

be used, either consciously 

or unconsciously, to 

destabilise hetero-

normative discourses about 

masculinity and manhood 

among young people.



|61|

privileged through hegemonic masculinity, to those that are 

marginalised and ridiculed owing to perceived femininity.

Participatory video 

A second approach to participatory research involves the 

use of participatory video. Work involving participatory 

research generally, and participatory video in particular, is 

arguably informed by Jan Egeland’s foreword to Broken 

bodies, broken dreams: Violence against 

women exposed, in which she admonishes: 

When images of the world’s disasters flash 
across television screens, more often than 
not, we are presented with a rough sketch 
of the humanitarian crisis. Rarely do the 
cameras venture beneath the surface to 
look at the hidden impact of a humani-
tarian crisis on affected communities. If 
they did they would find that virtually without ex-
ception, it is women and children who are the most 
vulnerable (Egeland, 2005, 1). 

To this we might add: Even more rarely are the cameras 

that venture beneath the surface controlled by the very 

people who are most affected to map out the issues that 

impact on their lives, including HIV, poverty, GBV and others 

(see for example, Moletsane et al., 2009). One of the 

strategies for achieving this is the use of participatory video 

(PV) with affected communities. 

Sarah Kindon (2003, 142) defines PV as:

… a methodology increasingly used in community 
development and anthropological research [and 
which enables] a feminist practice of looking which 
does not perpetuate hierarchical power relations 
and create voyeuristic, distanced and disembodied 
claims to knowledge … if used within carefully nego-
tiated relationships, [it] has potential to destabilize 

hierarchical power relations and create 
spaces for transformation by providing a 
practice of looking ‘alongside’ rather than 
‘at’ research subjects.

PV involves the study of the participatory 

process, involving participants whose voices 

are often marginalised in mainstream re-

search in using video cameras to contribute 

to developing authentic knowledge about and to address 

social issues affecting them, their families and the com-

munities they live in. According to Milne, Mitchell and de 

Lange (2012), who cite the work of Touraine (1981), PV 

seeks to interrogate “hidden social relations and provoke 

collective action [and as such], may be regarded as a socio-

logical intervention … [and as an action-oriented meth-

odology], may be regarded as a methodology for action 

research” (p. 1).

Rarely are the cameras 

that venture beneath 

the surface controlled by 

the very people who are 

most affected to map 

out the issues that 

impact on their lives.
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The authors argue that, in terms of knowledge production 

and dissemination, a key focus in this AIDS Review, PV 

enables what has been referred to as ‘from-the-ground-

up’ processes, including mutual learning. These enable 

local communities to shape the policies and practices that 

actually impact on their lives. 

How might such a ‘from-the-ground-up’ learning and de-

velopment work in the context of research on HIV and 

AIDS? Our research group’s work with participatory video 

in rural KwaZulu-Natal illustrates this 

process. In an effort to turn the female 

gaze on poverty and HIV and AIDS in a 

rural South African community, informed 

by the work of Spence and Solomon 

(1995), our research in rural KwaZulu-

Natal re-asked their question: What can 

a woman do with a camera? 

Addressing the question with which this AIDS Review is 

concerned, the significance of authentic knowledge about 

HIV and AIDS that is informed by the experiences and per-

spectives of those most affected, Spence and Solomon 

ask: “How can we as women tell stories that eradicate 

the disparity between how we are seen and what we feel? 

How do we present who we really are in terms of images? 

And why does it matter that we do?” (Spence & Solomon, 

1995, 9). Similarly, in our project, we worked with three 

groups of women: community Heath care workers, parents 

and teachers in two rural schools to identify and interro-

gate the issues that face their schools and communities 

in the context of poverty and HIV and AIDS, and to docu-

ment these process and the dialogues through PV. Locating 

our analysis of the PV sessions within the study of feminist 

visual culture and the notion of the female gaze, and using 

textual analysis to work with the participatory videos pro-

duced by the groups, we concluded that:

… working with video offers a critical 
way to engage more broadly with 
texts within qualitative research in 
education, to engage women in ex-
amining their everyday lives, and to 
make visible new possibilities for 
addressing the problems of AIDS and 
poverty (Moletsane et al., 2009, 315).

It also offers the means to identify and 

address symbolic and epistemic violence, and to create 

space for the development and the hearing of ‘the voice’.

Other participatory visual methodologies that have been 

used in HV and AIDS research include photo-voice, involv-

ing handing cameras to participants so that they can docu-

ment, through photographs, issues that affect them in 

their environment (see for example, Wang, Burris & Xiang, 

1996), drawing as a medium for participants to express 

viewpoints and to represent the issues that affect them 

PV enables what has been 

referred to as ‘from-the-ground-

up’ processes, including mutual 

learning. These enable local 

communities to shape the 

policies and practices that 

actually impact on their lives.
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(see Theron, Mitchell, Smith & Stuart, 2011), story-board-

ing (Labacher et al., 2013), cellphilms (Mitchell, de Lange, 

Moletsane & Stuart, 2013), digital storytelling (de Tolly, 

2007) and others (see Mitchell, 2011). All of these processes 

allow for critique, explanation and understanding, a differ-

ent relation and response to the material conditions and 

the lived reality of the participants, and also develop no-

tions of a critical cultural and social capital. 

What difference does this 
make? 

This chapter has focused on the ways 

in which people make sense of novel, 

complicated and unpredictable cultural 

phenomena such as HIV and AIDS af-

fecting local communities. Using the 

notion of nostalgia, the chapter has argued that such 

phenomena often compel people to revert to and reclaim 

old beliefs and traditions in making sense of such phenom-

ena. Informed by old traditional beliefs (real or imagined), 

such meanings are often marginalised in mainstream 

research, and are relegated to the status of superstition, 

and therefore, are not seen as real robust knowledge 

worthy of scientific value and use in developing strate-

gies to address factors that negatively impact individuals 

and communities. 

This leaves a gap in knowledge production, with the per-

spectives of local people affected by HIV and AIDS often 

not making it into new knowledge and in particular, not 

being valued or accepted in peer reviewed and/or peer 

sanctioned academic platforms locally and internationally 

and therefore, in policy making and project development. 

While participatory methodologies are varied, both in 

what they involve and how and where they work best, 

is that turning the local gaze on HIV and AIDS and doing 

research and development work from 

the inside out or from the ground up 

promises to unearth the often silenced 

voices of individuals and communities 

most affected by the pandemic. 

Having then done this, it is critical and 

crucial that this work is put into the 

public domain to challenge the existing hegemonies of 

power and control that orthodox views of knowledge 

and experience hold.

Turning the local gaze on HIV and 

AIDS and doing research and 

development work from the inside 

out or from the ground up promises 

to unearth the often silenced voices 

of individuals and communities 

most affected by the pandemic.
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It is not enough for researchers to study [people] and their 

lives, [the people] themselves must study their own lives 

and work (Stenhouse, 1975).

As argued throughout this AIDS Review, the terrain in 

which social sciences and humanities research takes place, 

particularly in relation to HIV prevention, treatment and 

care, is fraught with unequal power relations between the 

researched and the researchers, as well as inequality based 

on gender, race, social class, religion and other markers of 

identity in communities. In particular, informed by a form 

of restorative nostalgia (Boym, 2001), individuals and 

groups look to the past to construct and perform their 

identities. Often, such identities are constructed as collec-

tive and notions of ‘our culture’ or ‘our ways’ define them. 

In this context, the public discourse is dictated by the voices 

of the more powerful, while the marginalised are silenced 

and their views discredited as disloyal and as a betrayal 

of ‘our culture’. 

To excavate these silences, available literature increasingly 

calls for the recognition and use of authentic knowledge 

in research and development, taking seriously the views and 

perspectives of the people and communities we research. 

To do this, work on HIV and AIDS must involve genuine 

participation of the individuals and groups most impacted 

by the pandemic in the research and development projects 

we implement. Yet, as is evident in much of the available 

literature, such participation remains elusive and when 

it occurs, it continues to be marginalised, and knowledge 

informed by community perspectives continues to be 

ignored (see for example, Chazan, Brklacich & Whiteside, 

2009). When participation does make it into research, often 

it is the views of the most powerful in communities, only 

a small subset of the community, that are reflected, while 

the majority remain silenced. 

CHAPTER 4

IN SEARCH OF PARTICIPATION 
IN PARTICIPATORY HIV AND AIDS 
RESEARCH
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 This chapter focuses on analysing and addressing the 

question: How can we as researchers ensure that partici-

patory practice results in genuine power sharing between 

researchers and the communities affected by HIV and AIDS, 

so as to develop authentic knowledge necessary for in-

forming intervention? 

The case for community participation in 
HIV and AIDS research

Emerging out of the work related to 

confronting and combating HIV and 

AIDS is the recognition that it is im-

portant to have the participation of 

those most affected in mapping out 

the issues that impact their lives and 

from such mapping, to develop strat-

egies for addressing the challenges that face them.

Instead of positioning researchers and development work-

ers (outsiders) as ‘saviours’ of affected communities, it is 

these local groups and communities that must be posi-

tioned as protagonists in taking action in their everyday 

lives (Balfour, Mitchell & Moletsane, 2009). These individu-

als and groups, with their first-hand experiences of the 

phenomena under study, are best positioned to map, 

recognise and understand the issues that face them, and 

are also best placed to identify and/or contribute to the 

development of ameliorative strategies. 

As one research participant in the 2005 HSRC-EPC study, 

Emerging voices, commented on life in rural contexts and 

what it is like for those who live it:

Being there is different. Being there is not romantic. 
To be there is to be engaged in a struggle to live, 
and to hope. Money and jobs are scarce, the land 
itself is harsh and demanding … Rural people know 

this. This, then, is what being there 
is like (p. 2).

 

In relation to work in the social and 

human aspects of HIV and AIDS, it is 

the people ‘living the epidemic’ who 

tend to bear the brunt of marginalisa-

tion and the negative impacts of this 

social crisis. Turning their gaze on the 

epidemic, and the challenges affecting them, as well as 

working with them to address these, is likely to yield more 

positive fruit than doing research on and for them (Moletsane 

et al., 2009). 

Thinking about such a research approach is not only to 

acknowledge the challenges that people ‘living the epi-

demic’ are confronted with, but more importantly, to also 

accept that the people and communities do have particular 

experiences, knowledges or understandings and skills, if 

Instead of positioning researchers 

and development workers 

(outsiders) as ‘saviours’ of affected 

communities, it is these local groups 

and communities that must be 

positioned as protagonists in taking 

action in their everyday lives.



|67|

not the material resources, to develop ameliorative pro-

cesses for lasting social change that our research needs to 

take seriously (Moletsane, 2012). 

Such a paradigm is encapsulated in Richard Maclure’s (1990, 

2) assertion that: 

For marginal groups to improve their positions in 
society, the struggle is not restricted to economic 
and political spheres, but encompasses as well the 
realm of ideas [my emphasis]. This ideational dimen-
sion has produced a novel responsi-
bility for social scientists: that is, if their 
research is to contribute to the social 
and economic advancement of mar-
ginal people, they must attempt to de-
velop new paradigms of inquiry and 
explanation. But they cannot do so 
within the circumscribed parameters 
of professional positivist science. In-
stead, the insights and aptitudes of local 
people must be enlisted and brought 
to bear on the research process itself. 

As suggested in previous chapters, while it is imperative to 

have the views of the local people to inform our research 

and interventions, doing so without facilitating critical 

engagement with such ideas among participants (com-

munity members from all walks of life) and between 

researchers and community members would be futile. 

This Review is premised on the notion that such critical 

engagement could include, among others, the use of 

nostalgia and memory work and the symbols and ideas 

they produce to not only look back critically to what was 

and what could have been, but to also look forward to 

what could be. Such reflexive engagement with these 

symbols and ideas could facilitate an understanding of 

‘imagined future(s)’ where participants and researchers 

together imagine a future that will be seriously affected 

by HIV and AIDS but also one where individuals and com-

munities can take control of how a post-AIDS society 

will look and what it might develop into.

For this to happen, individuals and com-

munities must participate in meaningful 

ways aimed at understanding the issues, as 

well as in developing programming aimed 

at addressing them. More importantly, in 

this context, as researchers we must be able 

to think outside of the taken-for-granted realities that 

we all inhabit, and to use ideas from the community to 

radically challenge how we construct and manage par-

ticipatory research.

For marginal groups to 

improve their positions in 

society, the struggle is not 

restricted to economic and 

political spheres, but 

encompasses as well the 

realm of ideas.
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What is ‘participatory’ in participatory 
research?
 

Many researchers identify their projects as ‘participatory’ 

in their approach and the processes they implement. Some 

scholars, however, have criticised such research as mostly 

consultative at best, insofar as some sectors of commu-

nities are simply consulted about the project for their ‘buy 

in’ or for their permission as gatekeepers, for the research 

to go ahead. Seldom are individuals and groups from these 

communities meaningfully engaged in such research (Burns 

et al., 2004). 

So what does meaningful participation, a 

valued aspect of development internation-

ally, mean or look like in research generally, 

and in HIV and AIDS research in particular? 

Among the various scholars who have theorised about 

participation is Arnstein (1969), whose seminal work has 

focused on what is referred to as the ladder of participa-

tion. The model describes different levels of participation as 

moving from manipulation to therapy, informing, consulta-

tion, placation, partnership, delegation of power and ulti-

mately, citizen control. 

While research that claims to be participatory might fall 

into any of the levels described by Arnstein, implementing 

projects that are characterised by citizen control has proven 

difficult to implement and is, therefore, rare. This might be 

so because researchers continue to use paradigms that view 

the citizens and communities they study as deficient or 

passive, and in need of outside intervention (theirs), and 

their genuine participation as unnecessary, and as even 

detrimental (Moletsane, 2012). A further question to pon-

der in this regard relates to whether a contributing factor 

is the fact that researchers and participants alike tend not 

to pay enough attention to notions of citizenship, and in 

particular, active citizenship, and instead often inhabit 

a passive citizenship devoid of critical en-

gagement with issues and ideas. 

Could a focus on citizenship and notions of 

citizenship at the personal, community, social 

or political level in participatory research 

address these concerns? 

Arnstein’s model has been critiqued for its linear and 

hierarchical representation of participation, and modified 

by, for example, Burns, Hambleton and Hoggett (1994) 

through their ladder of citizen power, where they iden-

tified participation as moving from non-participation 

through to participation and ultimately, to control. 

Implementing projects that 

are characterised by citizen 

control has proven difficult 

to implement and is, 

therefore, rare.
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For in the end:

Citizenship concerns more than rights to partici-
pate in politics. It also includes other kinds of rights 
in the public sphere, namely, civil, socio-economic, 
and cultural. Moreover, in addition to the legal, it 
concerns the moral and imperative dimensions of 
membership which define the meanings and prac-
tices of belonging in society (Berdahl, 2010, 88). 

Citizenship, continues Berhadl (2010), “may thus be under-

stood as an ongoing process, a social practice and a cul-

tural performance rather than a static cate-

gory. It entails complex and often contradic-

tory struggles over the definition of social 

membership, over categories and practices of 

inclusion and exclusion, over different forms 

of participation in public life” (p. 88). 

However, often citizens who wish to partici-

pate actively in research end up becoming subjects (rather 

than participants) of investigations by outside research-

ers. In this context, citizenship is often reduced by such 

research, which tends to subjugate or subject locals to a 

lessor status. And through this citizens lose their agency.

Two bodies of literature are useful in understanding this 

dynamic. The first is Gramsci’s (1971) notion of the organic 

and traditional intellectual, and the second is Gallagher’s 

(2008) use of Foucault’s notion of power.

 For Gramsci, being an intellectual is generated by the 

‘complex or structure of social relations’ at a historical mo-

ment, within which some practices are privileged as being 

intellectual, while others are relegated to the status of 

common sense or practical knowledge. Notably, his concern 

with intellectuals is related to who is seen as entitled to 

speak and think on behalf of a particular constituency 

(Jones, 2006). In this regard, Gramsci distinguishes between 

organic and traditional intellectuals. Organic intellectuals 

might be seen as “activist figures” who emerge “from a 

rising class, [and who] would work to tease 

out those progressive elements contained 

within that class’s common sense” (Jones, 

2006, 10). Jones notes that “it is insufficient 

… for organic intellectuals to only have tech-

nical knowledge. They must be willing to 

participate in the struggle for hegemony, 

to be ‘directive’ as well as ‘specialized’. To 

achieve this, the organic intellectual must be able to elabo-

rate their specialist knowledge into political knowledge. 

The organic intellectual must actively participate in prac-

tical life, ‘as constructor, organizer, “permanent persuader” 

and not just a simple orator’ (Ibid). This is in agreement 

with Stuart Hall’s (1996, 268) assertion that “… it is the job 

of the organic intellectual to know more than the tra-

ditional intellectuals do: really know, not just pretend 

to know … to know deeply and profoundly.” As such, 

However, often citizens 

who wish to participate 

actively in research end 

up becoming subjects 

(rather than participants) 

of investigations by 

outside researchers.
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the organic intellectual is “engaged with the messy com-

plexity of social life” (Jones, 2006, 87). 

In contrast, traditional intellectuals tend to remain aloof 

and less concerned about social transformation. These 

‘intellectuals’ have “pre-existent structural ties to the 

dominant group; they are essentially the social glue, which 

holds together the ideological world view of the domi-

nant class with the ‘common sense’ of the subordinate 

class” (D’Attoma, 2011, 3). Moreover, they see themselves 

“continuing uninterruptedly through his-

tory and thus independent of the struggle 

of groups” (Gramsci, 1971, 452). It is for 

this reason that Gramsci concluded that 

while ‘organic intellectuals’ would seek 

active engagement with ‘the people’, tra-

ditional intellectuals would rather adopt 

a supposedly disinterested pose. According 

to him:

The popular element ‘feels’ but does not always 
know or understand; the intellectual element ‘knows’ 
but does not always understand and in particular 
does not always feel (Gramsci, 1971, 418). 

Using Gramsci’s notion of the intellectuals, how might 

we view researchers from outside (for example, those 

from the West) conducting research in local communi-

ties (in the South)? Might such researchers be viewed as 

hegemonic ‘traditional intellectuals’, and the communi-

ties in which they are doing research and upon whom they 

are dependant for results as the ‘organic intellectuals’? 

This tension between the ‘traditional intellectuals’ doing 

the research and the ‘organic intellectuals’ posing alterna-

tive realities is also to some degree a class division. From this 

perspective, western researchers from the well-resourced 

North co-operate with colleagues with educational back-

grounds and experiences of the South, which are fre-

quently undervalued. 

Of course this is not an absolute binary 

opposition. Researchers are a complex group 

who can shift between positions of engage-

ment and disengagement. It is impossible 

to think of traditional and organic intel-

lectuals “as entirely discreet phenomena. 

Instead, ‘traditional’ and ‘organic’ are porous to each other 

and force us to pay close attention to the production of 

knowledge in any period and its shifting links with social 

groups” (Jones, 2006, 93). For example, as scholars have 

observed, traditional intellectuals were once organic to a 

class in its ascendency but appear over time to be autono-

mous of that class (see for example, Jones, 2006, 89).

Paulo Freire (1998) reminds us that the power of knowl-

edge and ideas has the possibility of either reducing us 

While ‘organic intellectuals’ 

would seek active 

engagement with ‘the 

people’, traditional 

intellectuals would rather 

adopt a supposedly 

disinterested pose.
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to objects in our own history or freeing us as subjects, 

curious, creative and engaged in our world. For Freire, 

without a critical relation and analysis, ideas and action 

are trapped within the dominant ideology rather than 

being able to rearticulate a future through conscientisation 

and dialogue. “Without dialogue there is no communi-

cation, and without communication, there can be no true 

education”(p. 73). If we fail to address the role of authority 

in relation to power, hierarchy and culture, we will be in 

danger of being driven by hope rather than by reality. 

Hope is not a critical transformative activity – it is a critical 

engagement with reality and people’s 

lived reality, and it is how they construct 

their identity and explain their worlds 

that allow us to be able to think of the 

world not as it is but as it might be. 

The skilled use of problematising, described by Freire, 

offers the possibility of new ways of seeing the world 

– the role of the researcher is to skilfully pose questions 

rather than give answers, and to allow for critical con-

nections to emerge from the dialogue. Through critical 

engagement, dialogue can be generated moving from 

the concrete situation, making connections across dif-

ference, time and space. In this manner, new ways of 

knowing are explored, social relations are transformed 

and there is a move towards critical thought for trans-

formative action. 

We can explain the world and describe it. But explanations 

and descriptions do not equate with understanding. Our 

real role and function then, is to understand the world and 

through this critical understanding, to transform it.

Equally useful is Gallagher’s (2008) use of Foucault’s notion 

of power, first as distributed throughout the whole society 

(and not just in the hands of a few), and exercised through 

a variety of acts and practices. Informed by this, Gallagher, 

writing on work with children, argues that to think of 

participation as the ‘empowerment’ of one individual or 

group by another is counterproductive. 

Rather, according to him, it is more use-

ful to interrogate the interactions among 

various actors vis-à-vis how they exercise 

power and what actions and strategies 

they used to do so. Using Foucault’s 

work, Gallagher conceptualises power as relational and 

where, therefore, no one person or group possesses or 

owns power. Rather, one person or group exercises power 

over the other. 

Informed by this conception, therefore, an approach to 

research that takes an examination of the nature of rela-

tionships that exist between groups, and the resources 

available to one group and not to another as its starting 

point might be more useful. So, in the context of the inter-

section of poverty, HIV and gender-based violence, we 

The role of the researcher is to 

skilfully pose questions rather 

than give answers, and to allow 

for critical connections to 

emerge from the dialogue. 
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might focus on the nature of relationships between men 

and women, and the resources (cultural, social, economic, 

material) available (or not) to them that influence the 

ways in which men exercise power over women, or the 

rich over the poor, and so on. 

Gallagher’s third conceptualisation is the notion of power 

existing at different scales, and from a Foucauldian per-

spective, a view of such scales as ‘nested’. This means that 

the ways in which power is exercised at the individual level 

influences and is influenced by the ways in which it is ex-

ercised at the institutional or societal 

level. So for example, how teachers 

exercise power over learners is often 

supported by school and education 

system policies. 

Gallagher also uses Foucault’s notion of power as govern-

mentality, where individual agency is seen as interacting 

with and dependent on social structures (see also Lemke, 

2007). Here, as Gallagher suggests, we might think of the 

ways in which our projects, informed by a moral impera-

tive, address power relations in ways that enable or facili-

tate activities in which local communities ‘voice’ their 

concerns where they have otherwise been silenced. 

A third understanding of participation relates to Briggs’ (1989) 

notion of ‘nodes of participation’, discussed in Cornwall 

and Jewkes (1995, 1669). The first node in the ladder in-

volves contractual participation, where people are con-

tracted into the projects of researchers to take part in their 

enquiries or experiments. Obviously, the power to make 

decisions in such an arrangement lies solely in the hands 

of the researcher. 

The second node involves consultative participation, in 

which people are asked for their opinions and consulted 

by researchers before interventions are made. This implies 

that such opinions might be rejected or ignored, since the 

power still lies with the researcher. 

The third node is collaborative partici-

pation, where researchers and local 

people work together on projects de-

signed, initiated and managed by re-

searchers. While there is a level of collaboration between 

the parties, because the decision-making powers still reside 

with the researchers, the views of and issues raised by 

participants might not be taken seriously. 

The fourth node, collegiate participation, involves research-

ers and local people working together as colleagues with 

different skills to offer, in a process of mutual learning 

where local people have control over the process. 

The ways in which power is 

exercised at the individual level 

influences and is influenced by the 

ways in which it is exercised at the 

institutional or societal level.



|74|

As this discussion illustrates, genuine participation is (or 

should be) an ideal which every researcher aims for. Yet, 

research and experience suggests that the ideals espoused 

by these theories remain just that: ideals that are very 

different from the reality of our scholarship. Arguably, our 

‘participatory’ practices often involve us going into com-

munities, consulting them to hear their views and expe-

riences about HIV and AIDS and related socio-economic 

issues, placating them when they challenge us and the 

projects we implement, but in the main, hanging on to our 

power and perspectives, and merely taking 

on board only those views which we like 

or those that confirm or are in agreement 

with our paradigmatic locations.

This is not to say that participatory re-

search in the field of HIV and AIDS is im-

possible or that work using this approach 

does not exist. However, the discussion above suggests that 

participation is implemented, understood, experienced, and 

performed differently by the various actors in research, and 

that this is dependent on the manner in which power is 

distributed between and among individuals and groups. 

Michele Ivanitz put it aptly when she asserted that:

Participation is not a stand-alone, instrumental pro-
cess, but is conceptually and operationally inter-
active with power and culture. Participation is only 

effective when power and culture are balanced 
through a research process that enables equitable 
power sharing between the researcher and the par-
ticipants. At one extreme, participatory research 
amounts to little more than token involvement, 
while at the opposite extreme it refers to genuine 
power sharing. Between these two ends is a range 
of processes resulting in decisions and actions that 
reflect the perspectives of local people … (Ivanitz, 
1998, 10). 

Genuine participation is an ideal which can only happen 

when researchers view participants as equals 

and as knowing people, with ideas worthy 

of taking seriously in informing research 

and development. 

So, what is ‘participatory’ 
research and practice? 

Cornwall and Jewkes asked this question in their 1995 

article of the same title, arguing that participatory research 

was becoming an increasingly common feature of scholar-

ship in the health sciences, as it was in other disciplines. 

Seeing the emerging shift to participatory research among 

scholars in the field, the authors observed: 

Breaking the linear mould of conventional research, 
participatory research focuses on a process of sequen-
tial reflection and action, earned out with and by 

Participation is only effective 

when power and culture are 

balanced through a research 

process that enables 

equitable power sharing 

between the researcher and 

the participants.
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local people rather than on them. Local knowledge 
and perspectives are not only acknowledged but 
form the basis for research and planning (Cornwall 
& Jewkes, 1995, 1667).

As the authors argue, this kind of research differs from 

conventional research based on the ways in which and 

where power is aligned within the research process. As sug-

gested by the theories discussed above, genuine par-

ticipation and participatory research happens when, for 

example, “researchers and local people work together as 

colleagues with different skills to offer, in a process of mutual 

learning where local people have con-

trol over the process” (Biggs, 1989, 

cited by Cornwall Jewkes, 1995, 1669). 

It also happens when our projects 

address the unequal power relations 

in families and communities in ways that enable the less 

powerful (for example, women, children, lesbians, migrants 

and others) to ‘voice’ their concerns where they have 

otherwise been silenced (Gallagher, 2008), and in ways 

that do not allow the more powerful to take back their 

power and silence the voices after the project has ended.

Specifically, Burns et al. (2004, 2) argue that genuine com-

munity participation involves the “engagement of indi-

viduals and communities in decisions about things that 

affect their lives”. This must be a significant requirement 

for any development effort (including work on/about HIV 

and AIDS) because, among others, it promotes democratic 

processes in the community, where every voice counts; it 

enables the development of policy that is relevant to local 

communities; and facilitates the “effectiveness of inter-

ventions as communities bring understanding, knowledge 

and experience essential to the regeneration process. 

Community definitions of need, problems and solutions 

are different from those put forward by [researchers], 

service planners and providers” (Burns et al., 2004, 2). 

Yet, often in our ‘participatory’ pro-

jects the genuine participation of the 

local communities, the subjects of 

our research, remains an ideal, and 

the reality continues to reflect un-

equal power relations and skewed 

interactions between our participants and us as researchers 

(Gallagher, 2008). Indeed, without heeding the slogan, 

Nothing about us without us, the research and develop-

ment projects we develop and implement will fail to chal-

lenge and transform such unequal power relations and 

their findings will yield only partial or skewed knowledge 

at best, or irrelevant perspectives that miss the target in 

terms of informing policy and programming. 

While it may be true that significant advances have been 

made in the various research communities vis-à-vis 

Without heeding the slogan, Nothing 

about us without us, the research and 

development projects we develop and 

implement will fail to challenge and 

transform unequal power relations.
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participatory research and the nature and levels of par-

ticipation desired, we are still far from the genuine par-

ticipation that is desired for social change generally and 

specifically, for addressing the negative impacts of HIV and 

AIDS on families and communities. Moreover, we need 

to remind ourselves of the cautionary note offered by 

Michelle Ivanitz (1998), that questions about power rela-

tions between the researcher and the researched, and in 

particular, about who controls the research process, con-

tinue to underlie the current work in the research field. 

Research needs to ask questions about 

the extent, nature and influence of power 

relations within and between these com-

munities, and between individuals and 

groups therein. Who, for example, based 

on socio-cultural sensibilities, is usually 

allowed to voice their views freely, and 

whose perspectives get silenced? How do power rela-

tions influence these interactions and how can barriers 

to participation be removed in the context of such ine-

quality? It is only when we have adequately addressed 

such questions about power relations in our research pro-

cesses that we can rightfully claim that our research is truly 

participatory, and only then can we expect a significant 

move towards social change in the context of HIV and AIDS. 

How far are we from achieving this? The answer to this 

lies in whether and how we address several questions vis-

à-vis the nature of participation and the limitations of 

research for and as social change. Michele Ivanitz asked 

this question in 1998, where she called for a critical ex-

amination of the use of participatory research within the 

context of power imbalances in society. 

Still relevant today is whether, in the current context of 

HIV and AIDS, researchers tend to claim ‘participation’ in 

their research as a means of legitimising 

external intervention in communities (to 

the communities, to the donors and to the 

research community) or whether indeed, 

such participation is a reality. 

As has been asked many times before, 

where does control of the research pro-

cess rest? To what extent can we ensure that participa-

tory practice results in genuine power sharing? A second 

question relates to whether in the context of the socio-

cultural realities of society, a balance of power between 

the researcher and participants can be achieved such that 

genuine participation during the research process be-

comes a reality. In particular, what are the mechanisms 

for addressing power imbalances in the production of 

knowledge within resource-poor communities, for ex-

ample, in rural South Africa, where any ‘intervention’ 

Research needs to ask 

questions about the extent, 

nature and influence of power 

relations within and between 

these communities, and 

between individuals and 

groups therein. 
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from outside is often viewed by the locals as a potential 

source of income and relief from the ravages of poverty 

and unemployment? 

Furthermore, if we are serious about power sharing in 

participatory research, might such sharing extend to who 

owns the knowledge collected during the research process? 

What are the ramifications of knowledge appropriation 

by both participants and external agencies, particularly in 

the context of unequal power relations between the two, 

and among the participants themselves? 

Thus, this AIDS Review is premised on the notion that power 

relations between researchers and participants, and among 

participants in families and communities, influence actions 

and interactions not only in these communities, but also in 

the research process. As such, examining how individuals 

and groups experience power in families and communities 

and how they interact and act within these is essential for 

understanding how and from what vantage point they 

come to experience HIV and AIDS and other diseases in 

contemporary society. 

The next chapter concludes this Review, exploring strat-

egies that we might adopt and implement to ‘untrouble’ 

knowledge production and dissemination in the context 

of HIV and AIDS. 
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Until lions have their historians, tales of the hunt shall 

always glorify the hunter (African Proverb). 

Introduction

With the resurgence of what communities are referring to 

as ‘our culture’ and a ‘going back to our roots’, it is increas-

ingly becoming evident that as they confront an unfamiliar 

devastating phenomenon such as the AIDS epidemic which 

seems to baffle modern medicine (at least in their minds), 

they tend to nostalgically revert to and even revive what 

they have known and believed in, in some instances what 

their folklore informs them about the past. In this context, 

through such notions of ‘our culture’ and ‘our religion’, 

society is able to excuse, justify and condone the violation 

of those who choose to perform their identities differ-

ently or those who express alternative views.

Similarly, research and modern science, in particular, tends 

to only accept and legitimise particular forms of knowl-

edge, rejecting others as backward and needing change, 

and viewing local people and communities who subscribe 

to them as ‘diseased and deceased’ and needing to be saved 

and ‘developed’. This might explain the slow progress made 

in eradicating new HIV infections and eliminating stigma 

associated with HIV and AIDS in the families and commu-

nities that we work with. 

To address this, unless we change the paradigms we adopt 

and the epistemologies and tools we use, real social change 

will remain elusive. However, our task is a complex one. 

On one hand, we are increasingly being called upon to 

take the perspectives of our research participants seriously 

in our study of HIV and AIDS, and to use these perspectives 

to inform our analysis and programming. On the other 

hand, knowledge or meanings that people make of a 

CHAPTER 5

‘UNTROUBLING’ KNOWLEDGE 
PRODUCTION AND DISSEMINATION 
IN THE CONTEXT OF HIV AND AIDS: 
A CONCLUSION
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phenomenon are varied and contested. Thus, our research 

must also engage communities in confronting, critiquing 

and sometimes challenging the troubled and troubling 

local, national and international understandings of disease, 

care and death that function as barriers to our work and 

to community wellness, and finding alternatives for ad-

dressing HIV and AIDS. 

Local voices in HIV and AIDS research

Our research and programming in commu-

nities must be informed by our understand-

ings of the challenges resource-poor com-

munities face in the context of HIV and 

AIDS. However, such understandings must 

be premised on the recognition that these 

communities do have the knowledge and skills (if not the 

material resources), and are, therefore, capable of being 

protagonists in identifying and understanding the chal-

lenges that face them, and in contributing towards devel-

oping ameliorative processes for lasting social change. As 

such, the research and development work we engage in 

must be instigated with (if not by) local people themselves, 

addressing questions that are of immediate relevance and 

significance to them. 

As discussed in the preceding chapters, in this regard the 

participation of those directly affected by HIV and AIDS in 

families and communities and their positioning “as pro-

tagonists in taking action in their everyday lives” (Moletsane, 

Mitchell, De Lange, Stuart, Buthelezi & Taylor, 2009, 5), is 

key to mapping out issues that are important to them and 

that can best inform interventions aimed at addressing 

the challenges they face. Hence the Review has made a 

case for participatory research methodologies, including 

narrative inquiry, dress studies and participatory video. 

In essence this argument is informed by the 

notion that participatory research (and de-

velopment), conducted with and from the 

perspectives of those who live and work in 

marginalised contexts, might work better 

to contribute to sustainable social and edu-

cational change. For example, such methodologies, with 

their built-in research-as-a-social-change orientation (Schratz 

& Walker, 1995) and their intention to engage participants 

as active agents of change in their own lives, might be 

better able to provide opportunities for research and inter-

ventions to contribute positively to this agenda. 

Further, the methods might help to engage and mobilise 

people at grassroots level during the research process it-

self (De Lange, Mitchell, Moletsane, Balfour, Wedekind, 

Pillay & Buthelezi, 2010) and, arguably, democratise the 

The research and 

development work we 

engage in must be 

instigated with (if not by) 

local people themselves.
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research process, particularly for participants who often 

find themselves on the margins of society and research 

(Mitchell, 2008), such as the youth, and especially gay 

and lesbian youth. These methods enable participants 

not only to understand their own situation, but also to 

develop strategies for addressing community challenges, 

and therefore, have the potential to be transformative 

(Moletsane, 2012). 

Participation, nostalgia and 
the politics of belonging 

Arguably, nostalgia, particularly Boym’s 

(2001) restorative nostalgia, which currently 

pervades the South African socio-cultural 

landscape, has functioned to silence and 

exclude those individuals and groups who 

perform alternative identities (including social, sexual, 

religious and other identities) and those who express al-

ternative views on issues and ways of being. As Tannock 

(1995), quoting Greene (1991, 305) observes: “In a nostalgic 

mode … the referent is seen as an authentic origin or center 

from which to disparage the degenerate present” (p. 453). 

By discrediting such individuals and groups as well as their 

views as immoral or as illegitimate, since they are against 

‘our culture’ or ‘our religion’, such nostalgia renders these 

people outsiders (not belonging to the collective), and 

their particular forms of knowledge illegitimate and dis-

credited. This potentially excludes other South Africans, 

as well as researchers from the North.

In the context of unequal power relations, in order to exca-

vate these silences and unearth the silenced views, strate-

gies that effectively bring other vantage points and ex-

periences to the fore are needed. Utilising Boyms’ (2001) 

notion of reflective nostalgia, rather than rejecting the kind 

of remembering that is prevalent in the communities we 

work with as backward and as superstition, 

we could, as Tannock (1995, 453) suggests, 

“subvert [such] nostalgic rhetoric by mining 

the past” and use it and the memories and 

views that emanate from it and/or ‘cultural’ 

or religious symbols as an entry point to criti-

cal debate and dialogue about the very 

issues we seek to address. 

Such an approach could help develop what Mitchell and 

Weber (1999) referred to as a ‘pedagogy of possibility’ or 

an ‘energising impulse’ for thinking about and imagining 

and developing interventions that work (see also Moletsane, 

2011). Using memories from the past in such productive 

ways could be useful because: 

The effort to revalue what has been lost can moti-
vate serious historical inquiry [and critique]; it can 
also cast a powerful light on the present. Visions 

In order to excavate these 

silences and unearth the 

silenced views, strategies 

that effectively bring 

other vantage points and 

experiences to the fore 

are needed.



|82|

of the good society can come from fantasies of the 
future (Mitchell & Weber, 1999, 221). 

However, this can only be realised when there is critical 

engagement with the reality of unequal power relations 

that are prevalent in families and communities and that 

function to marginalise the views of those less powerful. 

Jacob Dlamini’s work, Native nostalgia (2009), reminds us 

of the multiplicity of nostalgias about particular moments 

in our history and in particular, the contested knowledge 

and memory of South Africa’s troubled apart-

heid past. To address this, Stuart Tannock’s 

(1995) work is useful. Tannock suggests that 

to facilitate such understanding, first:

… the presence of multiple and differ-
ent nostalgias among individuals and 
communities of social groups throughout 
Western modernity has to be acknowl-
edged. Nostalgia responds to a diversity 
of personal needs and political desires. Nostalgic 
narratives may embody any number of different 
visions, values, and ideals. And, as a cultural resource 
or strategy, nostalgia may be put to use in a variety 
of ways. Once such heterogeneity is recognized, 
critique can then focus on both the openings and 
the limitations that nostalgia, as a general structure 
of feeling, may create for effective historical inter-
pretation and action (p. 454).

For Tannock, “in turning to the past to find sources of, or 

even spaces for, agency, identity, or community”, our role 

as researchers is to avoid glossing “over contradictory or 

negative components that compromise the sense of pos-

sibility found in such spaces and in such sources” or trying 

“to preserve the sense of source found in the nostalgic 

narrative … and taking it to be prescriptive for an historical 

future … Instead, for us as researchers, such narratives must 

be read “as being descriptive of an historical past …”. Such 

a reading would allow us to identify possibilities for read-

ing “the past in new and productive ways, 

and to [acknowledge and integrate] previ-

ously overlooked historical materials and 

practices” (p. 457). 

Informed by the critical reading and use of 

nostalgia suggested here, this AIDS Review 

proposes that this form of engagement might 

involve asking such questions as: 

•  Within the context of power imbalances, how might 

our research critically examine the use of participatory 

research? 

•  What are the consequences of knowledge appropri-

ation and misappropriation by both participants and 

researchers as outsiders? 

The presence of multiple 

and different nostalgias 

among individuals and 

communities of social 

groups throughout 

Western modernity has 

to be acknowledged.
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•  What mechanisms might we employ for addressing such 

inequalities in the production of knowledge within 

resource-poor communities so that the less powerful are 

not marginalised once the ‘project’ comes to an end? 

Addressing these questions might move us a long way 

towards hearing new/alternative voices and understand-

ings and taking the voices of local people seriously in 

our research and interventions. There is a real possibility 

that these voices of the South can start to lead to an under-

standing of new theoretical directions. As Comaroff and 

Comaroff (2012, 113) have written:

‘The Global South’ has become shorthand for the 
world of non-European, postcolonial peoples – it 
is that half of the world about which ‘The Global 
North’ spins theories. Rarely is it seen as a source of 
theory and explanation for world historical events. 

However, as this AIDS Review has asked: what if the global 

South affords the new insights that are needed to shift 

the power and knowledge basis, and creates real rifts and 

shifts in how the world is understood and explained? 

Adapting sociologist Ann Oakley’s (1994) question regard-

ing children: what would happen if we studied the world 

of HIV and AIDS from the perspectives of those who live 

with the epidemic? 
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The Centre for the Study of AIDS (CSA) is located at the 

University of Pretoria. Primarily a ‘stand-alone’ centre, it 

falls under the wider intellectual and research umbrella of 

the Faculty of Humanities. It is responsible for the devel-

opment and co-ordination of a comprehensive university-

wide response to AIDS. The Centre operates in collabo-

ration with the deans of all other faculties and through 

interfaculty committees, to ensure that a professional 

understanding of the epidemic is developed through 

curriculum innovation and through extensive research.

Support for students and staff is provided through peer-

based education and counselling, through support groups 

and through training in HIV/AIDS in the workplace. The 

CSA, in partnership with the Campus Clinic and staff at 

Steve Biko Academic Hospital, offers a full antiretroviral 

rollout with counselling, testing and treatment. A large 

number of student volunteers are involved in the various 

CSA programmes, as are many community groups, ASOs 

and NGOs. The CSA has developed a close collaboration 

with the City of Tshwane.

The CSA operates through a large support network of 

student volunteers who offer support to other students, 

are engaged in developing new ways of working with 

young people, and in creating a university campus where 

sexual diversity is recognised, where young people are 

comfortable to engage with complex and difficult issues, 

where they offer students social and academic support, 

have residence-based networks and an extensive pro-

gramme in the Campus clinic and support services.

To create a climate of debate, research and critique, the 

CSA publishes widely and hosts AIDS and sexuality and 

gender forums and seminars. It has created web and email-

based debate and discussion forums and seeks to find new, 

innovative, creative and effective ways to address HIV/

AIDS in South African society. It has an extensive and 

interactive social media presence.

Together with the Centre for Human Rights and the Law 

Faculty at the University of Pretoria, the Centre has cre-

ated the AIDS and Human Rights Research Unit. This unit 

runs an HIV and AIDS legal advice office at The Place in 
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Hammanskraal, and conducts research in AIDS and sex-

ualities and sexual rights. In collaboration with the Faculty 

of Education, the Education and AIDS Research Unit con-

tinues to research the impact of HIV and AIDS on education.

The AIDS Review, which has been published annually 

since 2000, addresses major aspects of the South African 

response to the HIV/ AIDS epidemic. Review 2000, written 

by Hein Marais and entitled To the edge, addressed the 

complex question of why, despite the comprehensive 

National AIDS Plan adopted in 1994, South Africa had one 

of the fastest growing HIV epidemics in the world. Review 

2001, written by Tim Trengove Jones and entitled Who 

cares?, dealt with the levels of commitment and care – in 

the international community, in Africa and in South Africa. 

Review 2002, written by Chantal Kissoon, Mary Caesar 

and Tashia Jithoo and entitled Whose right?, addressed 

the relationship between AIDS and human rights in eight 

of the SADC countries and how a rights-based or a policy-

based approach has determined the ways in which people 

living with HIV or AIDS have been treated and the rights 

of populations affected.

Review 2003, written by Vanessa Barolsky and entitled 

(Over) extended, evaluated age, demographic changes 

and changing family and community structures. Review 

2004, written by Kgamadi Kometsi and entitled (Un) real, 

looked at the dominant images of men in society and 

focused on masculinities in the South African context. 

Review 2005, written by Jimmy Pieterse and Barry van 

Wyk and entitled What’s cooking?, focused on the impact 

of HIV and AIDS on agriculture, and the politics of food 

access and production. Also in 2005, an extraordinary 

Review, Buckling, written by Hein Marais, and dealing 

with the impact of HIV and AIDS on South Africa, was 

published. Review 2006, written by Jonathan Jansen 

and entitled Bodies count, looked at HIV and AIDS in the 

context of education, race and class. Review 2007, written 

by Patrick Eba and entitled Stigma(ta), addressed the back-

ground to and impact of AIDS-related stigma. Review 

2008, written by Carmel Rickard and entitled Balancing 

acts, looked at the ways in which public health and human 

rights have often been pulled into tension in dealing with 

HIV and AIDS and other related health issues.

AIDS Review 2009, Magic, authored by Isak Niehaus and 

Fraser McNeill, looked at uptake of ARVs and the forces 

that come into play which determine how people and com-

munities respond to the ‘magic’ of treatment – the physical 

effect on the body, as well as ‘supernatural’ effects.
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AIDS Review 2011, (B)order(s), written by Vasu Reddy, 

looked at how sexuality is understood and constructed, and 

the ways in which barriers are erected around people’s 

experience of sexuality, and how sexual identity, preference 

and practices are viewed in the dominant heteronorma-

tive society and how this affects HIV and AIDS work.

In 2012, the second extraordinary AIDS Review, Third 

degree, examined various ways in which tertiary institu-

tions could be, and are, responding to the HIV and AIDS 

epidemics. AIDS Review 2012, Off label, co-authored by 

Jonathan Stadler and Eirik Saethre, looked at the impact 

of microbicide trials on the women participants and how 

their participation in the trials shaped their own under-

standing of the research and the ways in which the re-

search was conducted.

The CSA operates in consultation with an advisory refer-

ence group – TARG – comprised of university staff and 

students from faculties and service groups, as well as com-

munity representation. The CSA has furthermore developed 

a close partnership with a number of Southern and East 

African universities through the Future Leaders @ Work 

Beyond Borders initiative, as well as the Imagined Futures 

programme to develop university-based responses that 

address the needs of students and staff living with HIV 

and AIDS. It is connected to International HIV and AIDS 

research centres through the CHARI initiative with the 

Universities of New South Wales, São Paulo and Toronto.
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