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Abstract

Utilising the story of one man suffering from HIV/AIDS, the article explores ethical relationship between researchers and an interlocutor over a two-year period in Okhahlamba, the Drakensberg - a remote region populated by Zulu speakers. Drawing on the philosophical work of Emmanuel Levinas, and Alphonso Lingus, the paper argues for the importance of pre-empting too quick an understanding of illness and suffering, for allowing space for the ill to set the pace and the content of research relationship. Levinas’ insistence on solicitude and responsibility in the presence of the vulnerability of the Other is linked to the ways researchers, in addition to being of practical assistance to an ill man, learnt through mutual interaction how to listen, how to remain silent, and how to suspend a particular approach when surprised by their interlocutor. The case study is placed within a context of widespread mourning and death. 
Introduction

The article is based on twenty-six months of ethnographic research into people’s everyday experiences of living with HIV/AIDS in Okhahlamba, a sub-district of uThukela in the Drakensberg region of South Africa. It forms part of a larger five-year project of qualitative anthropological research into rural people’s experience of HIV/AIDS.
  The research undertaken seeks to trace local repertoires of care within and between homesteads, and in relation to traditional healers and health facilities including the local rural hospital and two of five clinics in the area.   

The article explores ethical considerations in doing ethnographic research amongst afflicted and dying people.  It examines the ethical difficulties faced by one man as he negotiates his was through the illness and his family relationships. As a senior researcher within The Centre for HIV/AIDS Networking (HIVAN), a research and advocacy organisation linked to the University of KwaZulu-Natal undertaking both medical and social research, I and Phumzile Ndlovu, my research assistant, have sought to accompany a number of people whom we have slowly befriended and who are living with HIV/AIDS, in their quest for healing, and sometimes to their deaths. During the course of our work much is learnt about the circumstances of some of the patients of the seventy-two voluntary home-based carers in the region who care for the terminally ill in their homes
. 
Working with a home-based carer, we have set up a support group for HIV-positive widows in a small community in Okhahlamba. During a time when anti-retroviral therapies were unavailable in the district, we arranged for many patients throughout Okhahlamba to travel to Tugela Ferry, and the Church of Scotland Hospital in Msinga, a rural region of KwaZulu-Natal where anti-retroviral rollout was already well underway. The support group has subsequently expanded. Their meetings, which we attend, are convened once a month. We regularly visit support group meetings convened for smaller groupings of the seventy-two home-based carers in four regions in Okhahlamba in which home-based carers speak about their patients and the families whom they serve. 

Phumzile and I meet with the home-based carers at documented monthly meetings. We have undertaken intensive work with ten home-based carers, recording their life stories and accounts of their interactions with patients.   Through ongoing contact with the home-based carers, and through living for weeklong periods in the homestead of one home-based carer, I have gradually come to know some of their patients. Only where patients have befriended me and have invited me into their homes and lives have I found it ethical to visit them regularly. In each case, they are aware that I am writing of the experience of people living with, or alongside HIV/AIDS. We introduce the research to individuals and groups by explaining that I am writing about the circumstances of people living with HIV/AIDS in a rural area so as to share their concerns with South Africa and a wider global audience. We explain that the research will provide a record of the illness, of a time, and of the ways in which death and suffering are navigated and held within a body of cultural repertoires.  

In the presence of death

I wish to briefly sketch the reception of individual deaths in the communities in which I work. Through such intimations I seek to create an awareness of the multiplication of deaths within the society of the living; the ways in which death casts shadows amongst those who survive; the ways in which a preponderance of death is deeply disturbing to people’s sense of worlds and their proper construction. Elsewhere I have dealt with how the particular forms of death attendant upon AIDS - preceded as they are by protracted, corporeal suffering, and attached to notions of shame - realign social relationships.
 In a later, detailed, ethnographic section of the paper, I will explore ethical relationship in relation to one man afflicted with HIV/AIDS, Mandla Shabalala.
 In choosing to relate our on-going interaction with him and his family, I seek to delineate the ways in which questions of ethics, in relation to research and in the face of a particular person’s suffering, emerged through time in careful, mutual creation of co-presence. An ethical thread to our interaction could not be presupposed through an appeal to a pre-given set of rules.  Instead it emerged through sensitivities, including the capacity on our part to suspend a particular approach and to reconfigure how to listen to pain and silence at different moments.  In short, we learned how to accompany a particular person in his or her suffering. It is an ethics of suspending too quick an understanding, of holding off the impulse to intervene, to fill silence with speech, to allow an ill person space in which to engage in ways that they have chosen.

The research, commingling with a certain intimacy, as is the nature of ethnographic work, has been increasingly conducted with a weighty sense of the presence and possibility of death. Phumzile and I frequently attend and hear of funerals. In September 2003, the community home-based carer in one small community in Okhahlamba, comprising a hundred homesteads, mapped out 68 homesteads from memory. She marked a red dot next to 22 homesteads out of the 68 in which no deaths had occurred from the beginning of 2000 to the day on which she drew the map in September 2003. From 2000 to September 2003, a total of 103 people died in the remaining 46 homesteads. They were mostly between sixteen and 57 years old. In 44 homesteads one to three people had died, and in two homesteads, seven each. Subsequent to making the map, I have come to know of ten AIDS related deaths in the same community. Although not all of the above deaths can be unequivocally attributed to HIV/AIDS, many of them can, as the HIV status of patients is in most cases known by the home-based carer. The home-based carer identified three non-HIV-related deaths.  One, she attributed to old age, another to murder, and the third to suicide. While making the map, she recalled stories of each person who had died. There were a number of widows in the community, many of whom were HIV-positive, who shared their HIV test results with her, and subsequently with Phumzile and me. (Fieldnotes: September 2003.)

The way multiple deaths haunt the living and everyday life was marked visibly in one of the widow’s homes. She lived alone in a well-appointed ‘modern’ house roofed with red tiles. Her two daughters and a son had worked to create her home. The woman’s children, together with her son’s spouse and child had died. In addition, two of her brothers who had lived in the same homestead had also died. Altogether seven kin and household residents had died. The woman asked me in anger how it was possible that a house built by her children, a house that marked their effort and success, was now empty, not only of people but of meaning. The beauty of the house, its deceptive solidity, constituted bitter mockery in the wake of their deaths. Her home, although bearing the marks of care, a startling newness, was in reality a sepulchre.

In learning, through two telephone calls, that both an adult son and an adult daughter had died the same day in two different hospitals, a mother collapsed onto the floor of her home rolling from side to side in her grief. The home-based carer had been present in the homestead when the mother received news of the death of her second child. (Fieldnotes, September 2003.) 
In May 2005, a home-based carer arrived at our office in a small district town to ask our advice. (Fieldnotes 11 May 2005.) A woman, frozen in her grief, accompanied her, her body rigid, her speech jagged. Her son had been buried that morning. After the funeral she learnt that her young daughter had died the same day in hospital. 

A grandfather, whom I met in another community where I undertook research with thirty-one children who had lost one or both parents through death, told me that his five grandchildren who lived with him had come to replace five out of six of his own children who had died. One of his sons had died at his place of work from a drowning accident. Four other children, including the mother of a brother and sister with whom I interacted on a regular basis, had died of lesisifo (‘this illness’, an oblique reference to HIV/AIDS).
 The old grandfather had one remaining son living in the homestead with his young bride (makoti). (Interview 20 October 2003.)

In February 2005, Phumzile and I came to know Rain, a little girl aged four years who is HIV-positive. In 2004, her mother, an adolescent died of an AIDS related illness. Her mother’s mother and her grandfather had also passed away from the same disease. Rain lived in her mother’s mother’s mother’s homestead. She was so ill that she required anti-retroviral treatment. Her great-grandmother and her mother’s brother’s wife did not want her to take anti-retroviral syrups, as they held store by amakhambi esintu (indigenous herbal medicines). The complexity of administering precise and differing measurements of anti-retroviral syrups to children seemed to defeat Rain’s great-grandmother. A home-based carer offered to house Rain in her own homestead where the syrups could be administered in the correct quantities and at the prescribed times. Rain’s great-grandmother did not want to part with the little girl because she described her as being the belt with which she comforted herself (uyibande lami engiziduduza ngalo). The metaphor described their relationship as one in which the girl’s presence bound and held her stomach, a place in which the great-grandmother felt grief had palpably come to lodge itself.   The metaphor suggests that she sought to shore up, and to hold to herself layer upon layer of grief. (Fieldnotes May 2005.)

While writing this article, I attended the funeral of an HIV-positive woman I had known for two years. There, a grandmother described to me the scale of deaths she had experienced, saying, ‘My child, we are being attacked from the four directions.’ Pointing to each direction, she said, ‘We are being attacked by death from other there, from down below and from both sides’. (‘Sihlaselwe ukufa ngenhla nange zansi nasemaceleni’.) 

People in many parts of Okhahlamba, remark on the increasing number of deaths in their homesteads and neighbourhoods, and note that they are called upon to attend more funerals than other community gatherings. Grandmothers and grandfathers, who bear the brunt of a younger generation’s deaths, in that they share the responsibility of caring for those who remain, often ask the question, ‘Who will bury me when I die?’ Old women recognise the scale of mourning, as they move from homestead to homestead sleeping in the homesteads of the bereaved to offer comfort prior to a burial, sometimes for ten days at a stretch, and for a few days afterwards. Older women relatives, as well as neighbours, are required to support the bereaved in this way. If neighbours do not appear to support homesteads in which a person has died, they may be accused of having an interest in the death, and hence of witchcraft. 

There is an uncanny sense, in this largely impoverished region, that the forward-looking nature of everyday life is being reversed. The young are dying before the old. What then of the continuity of generations, the penultimate consolation in the face of ‘normal’ deaths? Death is compounded by the general fear surrounding AIDS; the sorrow surrounding AIDS that it is issued into being in the most intimate spaces of social life, in the very place where human life is created, where ancestors of both male and female partners are thought to be present in the spurring on of sexual desire, during intercourse itself, and during the conception of each child. (See Bergland, 1976: 117f for an exploration of ideas around sexuality and conception.) All are aware of the fearful attrition in the bodies of those afflicted, and are conscious of the social wounds accompanying the affliction. 

Mam’ Hadebe, the mother of an HIV-positive home-based carer (Interview 16 June 2004) remarked on the layering of deaths in her own extended family in a particularly vivid manner. She is an isangoma esinabalozi, a diviner of the highest order. Here the voice of the ancestral shade who is said to possess the diviner is heard issuing from different parts of the dwelling in which a consultation is taking place.
 Ancestral shades make their presence known to diviners through the air, as is the case with abalozi, through sneezing, and through dreams. In 2002, Mam’ Hadebe’s eldest son died of HIV/AIDS. The only person he told about his illness was one of his HIV-positive sisters. He refused all medication and quickly died. Before his death Mam’ Hadebe attended to her husband’s sick mother who also died. Her husband’s younger sister died following on the death of her son, and one of her own daughters quickly followed. A succession of deaths in her husband’s and her own families meant that she had been in mourning for a period of five years. During the time of mourning, as is typical of women in mourning in the region, she was not allowed to work. She had to abstain from undertaking the work of the abaphansi (those from below), the abalele (those who are sleeping), the shades. Customs pertaining to mourning and the continual mourning brought by the deaths of those close to her meant that she had not been able to gather medicinal herbs from the surrounding hills. Mourning required that she ‘sit down’, her ‘head bowed’. The special house in which her ancestral shades gathered, and in which the umsamo (shelf on which offerings were placed for the ancestors) was built, had disintegrated. When I visited her, she related a dream in which an old man sat shivering and weeping in the wet of the rain-drenched house of ruins. She interpreted her dream as a direct message from her deceased father that the house should be resurrected. The pitiful state of the ancestral shade she had seen in her dream marked the way in which the people’s relation to the shades was being undermined. Mam’ Hadebe then undertook the repairs, despite her still being in mourning, carrying with her the awareness that her remaining daughter, who had recently married, was also HIV-positive. In rebuilding the house of the shades, she symbolically and forcefully tried to reverse the attrition of so many recent deaths in her family. She was able again to ‘lift up her head’ from mourning and to begin reversing the process that rendered her an umphuphe wesangoma, ‘a degenerate isangoma’, someone whose powers had faded, whose intellect had dulled. She maintained that the only valid response in the time of Mashay’ Bhuqe (the Great Annihilator, a ‘praise-name’ for HIV/AIDS) was to approach family members and neighbours with love. Naming is an important part of spoken isiZulu. Praise names, often involving a condensation of imagery, are given to most people including powerful enemies. In the phrase ‘Mashaya-Bhuqe’ HIV/AIDS is constituted as a powerful enemy to be placated and criticised through the giving of a name that underscores its power and devastating effect. (See Dowling 2004 for an exploration of praise naming in relation to HIV/AIDS.)    
What is described here, then, are the sediments of grief laid one on the other caused by death and loss, the effort that goes into attending the dead and those they leave behind, the erosion of work as people hold to customary practices of respecting the dead, and the effort required to repair relations between the living and ancestral shades.

The effects of HIV/AIDS on social and cultural continuity, identity and the creation of homesteads is eloquently captured in the words of a praise poet, Roman Khumalo, a Voluntary Counselling and Testing (VCT) counsellor at an Okhahlamba clinic, with whom I have worked intensively. His words convey the accumulation of grief, the ‘topographical’ way in which sediments of grief attendant upon each death come to augment one another. The poem is a demonstration of Zulu oratory carrying forward the art of praise naming into a relationship with illness, something not unprecedented.       

Maye! Ngalesisifo sengculazi,                            Alas! There is this affliction Ngculazi 

                                                                            (AIDS)
Maye! Mashayabhuqe.                                        Alas! The One that Annihilates All. Uyisifo esinjani kwezinye izifo na?                     What kind of illness are you that you are

                                                                             unlike all others.                                                                                                                
Izifo zonke ziyelapheka wen’awulapheki,           All illnesses have cures, You do not.

Ufun’ ukuqotha imbokodo nesisekelo,                You want to finish the women, the
                                                                             grinding stones, the foundations of the
                                                                             homesteads.

Ufun’ ukugojel’ intsha namaphethelo,                You want to gulp down the youth so that
                                                                             they come to an end.

Ufun’ ukudla silaza udle lufumuka,                    You want to eat yesterdays’ beer, as well
                                                                             as the unfermented beer.

Ufun’ ukudla khaba udle ntshakazo,                   You want to eat young crops, as well as
                                                                             the maize flowers of grown maize.

Hhawu! Maluju Ngculazi sekwanele.                  Oh! Maluju (a) Ngculazi, it is 
                                                                             enough…

Yekanini ngemiqemane yezintombi,                     Oh! The girls’ strength

Imiqemane yezinsizwa,                                         The young men’s strength,

Amabhungu namatshitshi,                                    Boys and girls not yet in love

Avel’ awohloke okwezimba lenzala,                     They just fall down like ears of corn and
                                                                               grass seeds. 

Edliwa nguMashayabhuqe,                                   They are eaten by the great destroyer. 

Wo! Lihlasele leligciwane,                                    Oh! The virus is attacking.
Lihlasela omame lihlasela’obaba,                        It attacks the mothers, it attacks the
                                                                               fathers.
Lihlasela uwonkewonke,                                        It is attacking everyone.
Hhawu! Maluju  Ngculazi sekwanele.                   Oh! Maluju. It is enough Ngculazi
                                                                                It is enough.                                                                           
Maye! Ngentsha ngekusasa lalelizwe,                   Alas! Young people, the future of this
                                                                               nation,

Maye! Ngamagugu alelizwe,                                 Oh! The treasures of the nation,

Awu! Ngiyazazisa ngezingane zethu,                     I know our children,

Ezigojelwa nguMashay’aBhuqe,                            they are gulped down by the
                                                                                Annihilator.
Awu! Ngezimbali zezwe,                                         Oh the flowers of the nation,

Esiqhol’umhlaba ngensada namakha,                   They perfume the earth with their
                                                                                abundance. 

Namhla zibunile kusel’izintandane,                       Today they droop, orphans remain.

Ezikhihl’isililo sikaNandi zingenambheki,             They weep Nandi’s tears without a
                                                                                Guardian (b).  
Hhawu! Maluju Ngculazi sekwanele.                    Oh! Maluju! Ngculazi, it is  
                                                                               enough…

a. Maluju is an exclamation when disengaging from a fight.
b. Nandi, the mother of the Zulu king, Shaka, together with the little Shaka, were chased from the homestead of his father, Senzangakhona, back to her family at eLangeni. Shaka was therefore abandoned by his father and was hence without a guardian (see du Preez 2004:94). Similarly the poet implies that children who have lost their parents to HIV/AIDS are without guardians. 
(Extracts from the poem, Ibhekiswe Kwi HIV/AIDS, performed at the Durban City Hall HIVAN AIDS Exhibition, 5th August 2003, recorded and translated by Patricia Henderson).

Theoretical pathways

The vulnerability of the Other 
In considering ethical questions in research concerning the experience of people living with HIV/AIDS, I draw on the work of Emmanuel Levinas and others. Levinas of all the philosophers of the late twentieth century has, perhaps, talked to us most clearly about the ethical responsibility we carry for each other in the aftermath of numerous, and sometimes unprecedented social evils, in particular the death camps of Nazi Germany. (See Levinas 1999, 1991, 1985:83-92, 2001.) Levinas suggests that violence exists in every political system but that the evil it infers is unable to destroy ‘senseless, incidental goodness in the human, the compassion proceeding from one private man to the other…outside all redemptive institutions, political or religious’ (2001: 120). Levinas characterises vulnerability in terms of what he calls ‘the face of the other’.  In his view, the face divests a person of social roles, confronting the onlooker with the other’s mortality and that it is in being confronted by mortality that goodness and the human emerge (2001: 56-111.) Levinas is insistent that solicitude for the other person precedes the creation of knowledge. In his words, solicitude ‘precedes a manner of speaking of thinking, precedes the desire to know, precedes objective thematization’ (ibid.).
Solicitude linked to responsibility in relation to the other is not divorced from a welling up of affection and warmth. Levinas speaks of the importance of responsiveness to the other, and an apprehension of their uniqueness ‘isolated from all multiplicity and outside collective necessities’ (2001:108). Such a relation points to transcendence of circumstance; ‘grace’ as it has been named in religious discourse, and to which Levinas also refers (2001:111). It is a relation that refuses to place an individual within a common genus, and that consequently leads to a ‘newness of rapport’ between two persons interacting in the face of their mutual vulnerabilities.
  Levinas points out, that two persons are never alone in the world because there is always a third to be considered. In incorporating the third ‘the necessity of comparing what is incomparable’ arises. The incorporation of a third is the first violence in that individuals are now compared, judged, and, although unique, are ‘restituted to their genera’ (2001: 116). 
As anthropologists we seek understandings of the world in terms larger than the individual and thus tell stories of more general pertinence. However, in an attention to detail we hold the tension of the ways in which individual stories may disrupt our search for some kind of generality. In coming to meet the individual with whom we interact with respect we attempt to suspend preconceptions we may have concerning the cultural context in which our interlocutor is living. In our conversations with individuals there is always a space in which they may surprise us. 

A point arising out of Levinas’ thinking that has particular bearing on the work I have done with the dying and those who have died has to do with suffering. Levinas suggests that suffering connotes a state of solitude cut off from sociality. In this respect, his idea has echoes in Elaine Scarry’s (1985) notions to do with the dissolution of language by pain.  She argues that pain (inflicted by torture) divests the sufferer of meaningful language, and hence of the ability to communicate or give meaning to their pain. Here torture implies the literal and figurative dismemberment of a self, as well as a person’s separation from a shared world. Levinas (2001: 57) states that, ‘Suffering is being closed up within oneself, this superlatively passive suffering is like the impossibility of getting out of it’.  Certainly the suffering of those afflicted with HIV/AIDS is corporeally excruciating. It is often accompanied by a diminishing sense of sociality in that social bonds - often of the most intimate kind within immediate family groupings - are in many cases radically altered.
 People suffering from AIDS are sometimes isolated within their families, and at times even hidden from neighbours.
 AIDS is seldom mentioned as the cause of death at funerals in Okhahlamba, even though it is usual to announce the cause of death. In families where those afflicted by the disease are not rejected, an individual’s self-worth may yet implode through the effects of self-disgust and shame and in the presence of the general circulation of pernicious forms of speech.
 

To draw together some of the threads: Levinas’ concerns that resonate with our work of attending to the afflicted and the dying point to the importance of: compassion, responsibility, solicitation, warmth and affection, ‘rapport from the unique to the unique’, and an appreciation of the isolation caused by suffering. They are important to bear in mind when reading about Mandla Shabalala later in the article.

On accompanying the dying

Alphonso Lingus writes that meaningful conversation between individuals is ‘subversive of some established order, some established set of values, or some vested interests’ (1994: 72). He argues that in significant conversation there is always the risk that people approach edges that may be sensitive, difficult, and may even transgress what is considered normative. It is my contention that within a relationship emerging from paying attention to the extremely ill who may face death, we sometimes approach such an edge. The manner of approach, however, should always be set by one’s interlocutor. Ethical relationship evolves and is modified through time by allowing one’s interlocutor to set the pace of exchanges.

In taking up a theme of pace in exchange, Lingus writes: ‘To enter conversation with another is to ‘lay oneself open to surprises, contestation, and inculpation’ (ibid: 88). He insists that the meaning and significance of what is communicated is not merely contained in spoken words. What is equally significant is ‘the rhythm, the tone, the periodicity, the stammerings, and the silences of communication’ (ibid: 90). Certainly, in relation to the work I have done with people who are dying, or with the relatives of those who have died, pace and timing have been of seminal importance, as has been allowing space for silence. The haste with which one may attempt to fill silence indicates, in my view, a researcher’s own fear in the presence of the gravity of affliction, as well as a desire to do something where there may, on a level, be nothing that can be done. 

Because language is a means of sociality, it always holds the possibility that something new or significant can be said that outstrips numbing clichés that come inevitably to describe the world.
 In paying attention to the dying, one hopes that in acknowledging and accepting their HIV status, the silencing involved in a widespread suppression of the cause of their illness will be, at least for the person concerned, reversed. When meeting a person about whom one is to write, one does not begin from a position of understanding. Rather, understanding unfolds through time, and with the way in which one’s interlocutors, and oneself, rise up to challenge or surprise. Of equal importance here, is not only how to elicit free forms of speech but how to learn how to listen to silence and the halting nature of speech, and how to witness corporeal presence in all its agony in ways that do justice to the sufferer.

Describing the pain of accompanying his mother as she died, of offering her his presence, Lingis shows the way in which language fails in the face of death. Although it is difficult to say anything, as all language seems inadequate in the face of death, it still remains important to say something. Lingus describes how it is not what is said that becomes important but that something in all its inadequacy is said. It is at death that a ‘rift opens up’ between the saying and the said. In giving support to the dying one should not seek through a misdirected solicitude to take over the tasks of the dying person (ibid: 118). 

In a moving passage describing the touch of consolation, Lingus (ibid: 178-179) points to many things that I think important in learning to sit with the extremely ill, in learning to allow space for jagged speech from one’s interlocutor, in learning how not to come to a too rapid understanding of what it may be like to be dying in a particular context, and in upholding courtesy in the face of a dying person. He writes:

The touch of consolation is not itself a medication or a protection; it is a solicitude that has no idea of what to do or how to escape. Its movement is nowise a project; one goes where one cannot go, where nothing is offered and nothing is promised. The touch of consolation is an accompaniment, by one mortal and susceptible to suffering, of the other as he sinks into the time that goes nowhere, not even into nothingness. The touch of consolation opens the path, in time of endurance and suffering, to an accompaniment of dying and finds brotherhood with the other in the last limit of his or her destitution.

He insists that the dying person’s corporeal substance and suffering cannot be thought of as so much data for interpretation or intervention (ibid: 177). One cannot substitute one’s own powers for those of the dying person. Corporeal or carnal suffering lies exposed and can only call forth one’s tenderness. 

On writing and speaking of the dead

Before his own death, philosopher Jacques Derrida came to speak and write of many of his illustrious friends in the wake of their deaths. In the collected obituaries (2001), he, like Lingus, expresses the impossibility of speaking in the face of a friend’s death, but also insists that ‘silence, absence or a refusal to share one’s sadness would be equally impossible’ (Derrida 1989: xvi). He outlines the dangers in speaking of the dead, dangers that are not easily circumvented. These include ‘using the dead…despite one’s own best intentions, for one’s own purposes (ibid: 6). He insists that tact and taste are required in writing of the dead. Yet Derrida knows that it is always a struggle to avoid bad taste, just as there is always the danger of narcissism or self-pity in the face of the death of a friend (ibid: 6-8). Even though each death is unique (ibid: 193), Derrida insists that every time we mourn ‘we add another name to the series of singular mournings’ committing a kind of ‘posthumous infidelity’ (ibid: 16). Not only is the singular death taken up in the rituals and codes of mourning - codes that might deflect attention from the particularities of certain kinds of death - but the reiteration of death (and especially, I would add, the multiple deaths attendant upon AIDS in a remote rural region) leads to a situation in which we can never be sure of the object of our mourning. In other words, a ‘slippage from one death to another’ occurs, implying a transfer of the sentiments of mourning (ibid: 8).     

In ‘Lyotard and Us’, Derrida (ibid: 235) describes how Lyotard juxtaposes ‘the beautiful death’ as outlined in ancient philosophy to the exception of Auschwitz where ever since, to borrow Theodore Adorno’s (2003: 428) phrase, ‘fearing death means fearing something worse than death’ (Lyotard 1988: 88). The way in which people’s deaths, and hence their erstwhile existences, were obliterated in the camps is born out by Lyotard, who writes, ‘[I]f death itself can be exterminated, it is because there is nothing to kill. Not even the name Jew’ (ibid: 101). In the beautiful death, death is rendered meaningful because it is preferable to life. The authority of the family, the state or religion gives the individual the order to prefer death. In both the beautiful death and its opposite, mourning is outlawed, in one case, because the former is the fulfilment of a life full of meaning, and in the other, because the very names of individuals are murdered (Derrida 2001: 127).    

Of what relevance are Lyotard’s notions concerning a prohibition or erasure of mourning to the particular deaths and ways of living and dying of those afflicted with HIV/AIDS in Okhahlamba and South Africa as a whole? In alluding to extreme cases in which prohibition of mourning is evident, I do not wish to draw an exact comparison between the Holocaust and other forms of genocide, for example, and the mounting deaths of many people suffering from AIDS in southern Africa. However, there are ways in which public mourning of such deaths is muted. At a local level in Okhahlamba, the cause of death is rarely made explicit at funerals. Many individuals withhold the exact nature of their affliction from neighbours and family. They carry their pain in solitude. There is an unspoken prohibition of speaking of some experience. At a national level state policy towards HIV/AIDS patients has been ambivalent at best.
 The disaster facing South Africa in the face of multiple deaths has been obscured. Bar a few exceptions, little or nothing has been done in relation to acknowledging on a national the layering of grief within families and communities.  

In a lecture entitled ‘The Liquidation of the Self’ delivered on the 15th of July 1965, Adorno (2003:430-431), like Derrida, draws our attention to different kinds of death. When Adorno declared that there was something worse than death to fear, he was suggesting that the latter fear lay in not only the obliteration of a person’s physical existence, but of all traces of their having had a claim to a place or a name. Here the metaphysical consolation of death as the culmination of a rounded life is no longer possible to uphold. He writes: ‘[T]he reconciliation of life, as something rounded and closed in itself, with death, a reconciliation that was always questionable and precarious and, if it existed at all, was probably a happy exception – that reconciliation is out of the question today’ (ibid.). In the face of the specificity of death consequent upon HIV/AIDS, Adorno’s insistence on the disappearance of a rounded life is especially apt.

The treatment of death in anthropology

In their accounts of society, many early anthropologists sought to show how death was contained within an overall social structure.  The effect was to domesticate it.

In her study of death rituals of Inner Mani, Nadia Seremetakis (1991) challenges the ways in which many anthropologists (for example, Durkheim 1947 & Radcliffe-Brown 1933) contained death within presumed, formalistic structures of particular societies. In many anthropological explanations, death rituals were viewed as one of a set of important life course rituals, including birth, coming of age and marriage. Death rituals were described as separating the dead from the living, with the aim of reintegrating those in mourning back into everyday life.  In spite of how the latter accounts shored off the effects of death in reshaping the everyday, some of the ways in which death may unravel social order were intimated in a variety of symbolic inversions still present in many death rituals (for material on Zulu-speakers, see Bergland 1957: 364-81, Bleek 1952, Holleman 1940, Krige 1936, & Tyler 1891. See also Jeffreys 1951). Although, Van Gennup (1960), in his famous formulation of rites of passage, suggested that space was invariably created for liminality, or in-betweeness, in passing from one social state to another, he concluded that rituals to do with rites of passage, including those of death, ended with the reintegration of the living into social worlds.  In contrast to accounts of death rituals that bear the consolation of a return to social cohesion, Seremetakis asks us to consider mourning

which acknowledge[s] the problematic nature of discrete beginnings and endings [where] there is never full restoration of social stability; that death, its representation, its discourses, and its performative elaboration can haunt society and become an essential collective metaphor of social experience beyond the margins of ceremonial performance (1991: 48).

With the accumulation of attempts to write about social suffering and terror (See Das et al 1997, de Boeck 1998, Ross 2003,Valentine Daniel 1996) there is a growing body of anthropological work that acknowledges the eruption of the past into the present, the carrying of death and mourning into the ragged fabric of everyday life.  It is a like process that I now turn, offering an extended description of Mandla Shabalala’s illness and the ethical responses it enjoined.
 Accompanying  Mandla Shabalala in his illness

First meeting: October 2003

On the 7th of October 2003, on a hot day, Sizakele Mdunge, the home-based carer from Ogade, Okhahlamba, accompanied Phumzile and me to the home of a very ill man. We entered a small homestead through the kitchen where we met the man’s kindly mother and a young woman, Vuyiswa, his girlfriend. Vuyiswa was thin, her arms covered in scars from local wounds. She abruptly beckoned us saying, ‘Here is the man who is sick’. The young man lay on a mattress in the adjoining room.  His head was wrapped in an orange cloth, his body draped in an eiderdown. He greeted us in a strong voice, unexpected given his extreme physical condition. He seemed wracked with pain, his words punctuated by rasping breaths, his head rolling from side to side, his body shaking with cold despite the heat. He wanted us to assist him in obtaining the pension due to him from his place of work in far-away Johannesburg, and perhaps a disability grant that could contribute to living costs within the homestead. He described his symptoms, telling us of the searing pains over the surface of his skin and of sores that covered his body. His girlfriend drew back the eiderdown revealing his shoulder. It was hugely swollen, the armpit a dry white, the skin stretched to capacity, an insistent watery protrusion.  He did not want to go to hospital. In his view, hospitals did nothing for one - perhaps a small bottle of ointment would be given for his suppurating skin, a bottle that might last one week. 

Like many others in his position, he had returned home when already very ill. Unusually, his girlfriend accompanied him. It was she who took out his identity document and his payslip to show us where he worked.  Out of respect I did not open his payslip to see his wage, although his girlfriend later suggested that I do so. It seemed shameless to me. I had already been invited to look at Mandla’s swollen shoulder. I preferred to hear his strong, yet pain-filled voice. What was the best way of witnessing a man’s pain and his simultaneous resistance to the state in which he found himself, of acknowledging the corrosive effects of his flesh? 

Phumzile and I offered to try to get a doctor to visit him in his mother’s homestead the following week. (Over-stretched doctors at Emmaus Hospital, the rural sub-district, state hospital do not visit patients in their homesteads.) We offered to assist Mdunge to obtain a basic set of medicines for Mandla from the clinic.
 

Mandla’s quest for money was not simply a preoccupation with immediate survival. It had to do with upholding relationships, with the ideals and expectations of a migrant son strongly felt, even in the face of death. Like so many other young men, Mandla had found work in the city and had failed to send money home to his mother. Now, in extremis, he had returned. He initially expressed guilt at coming home incapacitated without anything to show for his time in the city. His mother had received him without recriminations, unlike others who made clear their rejection of children who had not shared their gains from employment.

Although we were successful in arranging for a doctor to visit Mandla in his homestead, his family organised transport for him at a cost of R100 to the nearest clinic the following Tuesday. The urgency of the situation spurred them on to make their own arrangements before hearing whether we had been successful in persuading a doctor to do a home-visit. Mandla told the clinic sister on his arrival that he was HIV-positive. The doctor in attendance placed him on a drip and began procedures necessary for his application for a disability grant.
 The doctor was also asked to write a letter to Mandla’s employers about his illness and the necessity for sick leave. In the late afternoon, Mandla was admitted to Emmaus Hospital so that the abscess in his armpit could be surgically drained. 

The following month, the family were forced to make another trip to the clinic, again hiring a car, as the doctor had forgotten to write the letter to Mandla’s employers. It was subsequently prepared. Phumzile suggested that she fax it directly to Johannesburg to circumvent the need for Mandla and his girlfriend having to travel all the way there as they had initially suggested. Later, she followed up the letter that she had faxed to Mandla’s workplace by telephoning and speaking to the personnel manager. She was informed that as Mandla had written a resignation letter, he was only entitled to monies accumulated in a pension provident fund, and that these would be made available to him within three months. After the latter communication, however, many interactions with the company ensued on Phumzile’s and my part involving letters, telephone calls and a memorandum of all of our interactions, in an attempt to secure Mandla’s pension money. These efforts at the time proved to be of no avail. 

Speaking of HIV status, affliction and relationship: February 2004

We visited Mandla again in February 2004. On that day, he sat upright in the shade of a tree, an astonishing change for the better from the time when we had first visited him. We offered him a small gift of fruit and yogurt. After initial greetings in which we had expressed our happiness at seeing his improvement, he told us for the first time, and without solicitation, that he was HIV-positive. His was not a new illness, he said. He had begun to get ill in 1998. He visited several Johannesburg hospitals, including Hillbrow, the Johannesburg General, and Baragwanath. He had undertaken a further HIV test at the Oliviershoek Clinic where he had gone to visit the doctor after our initial visit. The young woman, who had tested him there, had been gentle and kind.  Although declaring his HIV status to us openly, Mandla insisted that he first became ill due to witchcraft at his place of work where, he said, an ill-wisher had placed harmful medicine on the steering wheel of his forklift.   

During the visit – a visit close to Valentine’s Day to which Mandla referred – he said that he would never have survived without his ‘darling’, Vuyiswa, who had accompanied him home. They had met in Johannesburg. She was from emaXhoseni (the Transkei) in the Eastern Cape. When he became so ill that it was time for him to go home, her friends had said to her, ‘Why are you following a grave?’ (Yini indaba ulandela ithuna?) They thought it best for her to abandon him to his fate. But she said that her ancestors had given him to her, and would not be happy if she did so. She encouraged Mandla to walk everyday and gradually he built up strength to walk to his grandmother’s, and sister’s houses. She taught him how to slowly lift his arm so that he could wash his own body. This she felt would build up his strength and it also gave him dignity. 

As we left the Shabalala homestead, Mandla walked slowly towards the gate to shut it. Although he could walk, he did so as an extremely old man would - his hands shook, and he shuffled unable to hold his back upright. Yet through the gesture of closing the gate, he marked his presence as one who could still perform a useful task. The slow pace with which the task was accomplished had the effect of making it writ large, a visible act of importance. His old mother made way for him to complete the task, although she was more dexterous than her son. Her holding back became a subtle courtesy, and an act of generosity.     

Withdrawal from the outside world: May 2004

We next visited Mandla in May 2004. He was clearly in pain, his body covered with inflamed, perforated skin. Every position seemed to cause supreme discomfort. He angrily told Phumzile not to touch him. His anger indicated that he was in physical pain, but also that social niceties had become unbearable. He laboured to rise to his feet insisting on standing on his own, and staggered around the house into the shade of a rondavel. We asked Vuyiswa, for a pillow onto which he could place his head on the raised clay lip that surrounded the house, as the effort of sitting up proved too onerous. 

We were joined in the shade by Vuyiswa and Mandla’s mother who had been repairing the homestead by smearing its walls with mud, a common activity in the dry, winter months. Vuyiswa ate a bowl of food that had been grown in the grandmother’s fields; pumpkin, beans and maize meal. Phumzile then asked Mandla if he would like to tell the story of his illness into a tape-recorder. I sensed that it was not appropriate given Mandla’s obvious discomfort, and I indicated this to Phumzile.  I felt it would be more respectful to simply sit with Mandla and speak gently about whatever he chose. My intuitions proved correct, as Mandla adroitly avoided speaking the ‘story of his illness’ saying that he would prefer to get Vuyiswa to write it down. The effort of dictating a narrative to be written down, however, seemed beyond reach. Perhaps the anger, pain, and dis-ease generated by the illness could not be coherently rendered in words. 

So we sat. Since we had last seen him, Mandla had travelled to Ladysmith where a doctor asked him to return regularly every month to receive new medication. However, Mandla informed us that he no longer wanted to travel long distances because the journey by crowded taxi was too painful. The pain was both physical and social, as his affliction was written across the surface of his body. Another reason he did not want to go to the doctor was that the effort of getting there required a painful walk up a steep incline to the main road in order to get transport. 

Mandla informed us that he and Vuyiswa had lived a ‘fast’ life in Johannesburg.  Brawls were not uncommon in the hostel in which they lived and where entertainment often revolved around the consumption of alcohol. At one time, Mandla fought brutally with a young man from his home area, nearly killing him. The man had recently returned to Mandla’s neighbourhood after a long absence as a migrant worker in Johannesburg. Mandla no longer wanted to make his way outside the homestead because he was worried that the man might encounter him in his weakness and attack him. In his current state it would be easy for another to end his life. And for his life to end in such a way, without being able to put up a good fight, would be ignominious. Rather, Mandla wanted Vuyiswa to be given money by his mother to go and fetch the medicine on his behalf. 

Although Phumzile offered to take Mandla to Ladysmith to get his medication, on the day arranged he did not arrive at the main road. She walked down to the homestead, the road being impassable due to the rains. Mandla seemed to be withdrawing increasingly from the outside world. Even though his mother and several older women in the neighbourhood implored him to go, it seemed he had reached a point of refusal. He would not go. He was too ill. He insisted that Vuyiswa go on his behalf. It was as if Mandla had come to a point where he would no longer travel the painful roads beyond the homestead. Some said that through his refusals he was indicating his wish to die.

On this occasion Mandla’s mother informed Phumzile that she had been forced to ask neighbours to make wide detours around the homestead because at times Mandla walked around the yard unclothed. In part Mandla walked unclothed because clothing caused extreme discomfort to his burning and itching skin, but it can be read, too, as a form of social protest in a cultural context in which exposing private parts of one’s body publicly has at times indicated extreme disgust at a social or political state of affairs.

In May, during conversations with Mandla’s home-based carer, Mam’ Mdunge, we began to learn more about the state of play within Mandla’s family relations. Despite the apparent closeness between himself and Vuyiswa during some of the visits we had made, Vuyiswa had on occasion taken money from Mandla’s mother ostensibly to go and get medication for him. Instead she went drinking and ‘wandering about the roads’ (ezula emgwaqeni). Wandering was a metaphor for indiscriminate sexual encounters. Mdunge was concerned that she would ‘bring the illness to the young men of the neighbourhood.’ Mandla’s state became difficult for Vuyiswa to bear, as, according to Mdunge, she was increasingly reluctant to wash his blankets onto which he had shed copious skin. She told Mdunge that it was all becoming too difficult for her. She wanted to run away but she did not have the means to do so. She had suggested that perhaps she should stand on the highway asking for a lift from truck drivers back to Johannesburg. When Mdunge spoke to Vuyiswa about the possibility of her being HIV-positive too, she vehemently insisted that she did not have the illness. 

On a subsequent visit, Mandla complained to Phumzile and me about his neighbour, a young woman who claimed to have borne his child many years ago. The boy, now an adolescent, was behaving in unacceptable ways in the neighbourhood, at times stealing from homesteads and being extremely rude to older people. Mandla’s sister, a woman who worked as a teacher, insisted that Mandla was the boy’s father, but he denied it. His heart was unsettled, he claimed, because it felt as though someone had ‘sold [him] a field’ without his knowledge. Speaking metaphorically he suggested that had he indeed been sold a field he would have claimed it by ploughing it. He insisted that he had not done so. The above ideas are condensed into the Zulu phrase, ‘ungi dayisela insimu enginga yilimanga’ (you have sold me a field without my having ploughed it). There is a set of metaphors common in isiZulu where female fertility is linked to passivity, and the womb to the idea of earth. In relation to these ideas, male sexuality is linked to an active principle, to images of working and fertilising the land. Mandla did not want ‘the produce of this field’, a son. His mother and sister were insistent upon including the boy within the family, and on recognising him ritually. They had recently performed rituals introducing him to his father’s shades, as the reason for his bad behaviour was attributed to the fact that he had not been properly ‘seen’ by his true ancestors. Throughout the boy’s childhood, Mandla’s sister had bought clothing for the boy. Mandla was adamant in distancing himself from the kinship claims. 

Phumzile informed him that his grant application was going through, and that he could receive food vouchers prior to the actual issuing of the grant money, as the value of the vouchers would be deducted from the eventual grant payment. He refused to take the vouchers suggesting that this was another way in which the outside world sought to cheat him.

Hospitals, humiliation and moments of joy: July 2004

In a letter dated the 5 July 2004, and hand delivered by her daughter to our office in Bergville, the home-based carer addressed Phumzile: 

My daughter, …We are not well. Here I still have a problem with Mandla who does not want to go to hospital, and he says he does not want to be seen by people, because he says he would rather die than be seen by people. Phumzile, it is now very difficult with Mandla because when he scratches himself he cries. He is short tempered and he does not have mercy… 

All these concerns about Mandla pointed to his increasing withdrawal from the wider world, as well as a partial setting of himself against the expectations of family. Not only did he view institutional domains outside the homestead with suspicion but also relations within his family. 

Phumzile and I went to visit Mandla the following day. At this point it seemed we were the only people outside the family Mandla was prepared to see. He told us of his anger at the unexpected visit of another researcher a few days previously who had accompanied a group of home-based carers in the distribution of food to different households including his own. He insisted that we were the only outsiders he was prepared to see as we were ‘used to’ one another and had known one another for a long time. We had slowly built our relationship and had learnt how not to ask painful questions, allowing what ever he chose to speak about to unfold. 

Despite the sadness expressed in the letter, our visit in response to it proved to be one of the most happy. When we arrived at the homestead, Mandla lay outside on his back on the sunny side of the house, covered in a shawl. A small fire had been made in an enamel dish to keep him warm. Phumzile and I walked up to him and announced our presence by making the onomatopoeic sound for knocking on a door. He slowly sat up and greeted us. I offered him a bag of apples and Phumzile a two-litre bottle of sour milk (amasi) and several bags of enriched porridge made available by the state for AIDS patients. Mandla’s mother was happy to see us. I thanked her for the delicious pumpkin she had given me on my previous visit. It had been a moving gift, firstly because she had grown it, and because she supported her ailing family on a meagre old-age pension. Soon she emerged from her kitchen carrying the last pumpkin of her harvest as a gift for Phumzile and me. She brought it out of the house to the accompaniment of a lovely song, a hymn: her body swaying to its rhythm. She said that she did not have the mouth with which to thank us, as her son was still alive because of us. Mdunge agreed, saying that when Mandla had come home in September 2003 he had refused to go to both clinic and hospital. It was only with our visit that he had had the abscess under his arm drained. 

The first payout of Mandla’s disability grant was imminent, and he happily discussed his desire for fresh vegetables and how he would buy them with his money. Vuyiswa asked him if he would buy her a new pair of shoes out of this first grant money. She pointed to her plastic sandals and laughed. The sandals were not suitable footwear for the extreme cold. She asked, after a pause, whether she would have to pay back the money for the grant in the event of his death. This was the only occasion on which the possibility of Mandla’s death was overtly mentioned in our mutual presence.

Without our asking any questions, Mandla began to speak of his medical treatment.  He told us about his use of Zulu medicines in conjunction with pills issued by the clinic and Ladysmith Hospital: the local inyanga who sold him izimbiza (herbal medicines) had told him that it was altogether in order for him to take infusions of his medicine together with pills from the hospital.

He also told us about his fear of hospitals and of what he perceived as doctors’ fear in relation to his illness. Sitting on a grass embankment to which he had slowly walked when he became too hot from the fire, he described what he saw as the doctor’s disgust at his changing body. The word he used for disgust in isiZulu was ‘ukunyanya’ a powerful term denoting visceral rejection. 
Mandla explained that he would not want to be in a hospital if he could no longer walk properly to the bathrooms to relieve himself or wash himself. Vuyiswa said that when he had gone to hospital to have the abscess removed, she had found him unwashed because the nurses would not bathe him or change him.  Mandla recalled the humiliation of crying with pain when a drip was inserted. A woman who came around the ward to place plates of food next to the beds chastised him asking loudly, ‘How can a man be a coward?’ Although the Sister in charge of the ward had in turn chastised the woman telling her not to say such things, Mandla had felt the disgrace of this taunt. Lack of control over bodily processes and an inability to move and cleanse his own body called into sharpness the shame and exposure Mandla felt at the hands of medical personnel. 

As a counter-balance to his declarations of unease and lack of dignity, Mandla related a trickster-like tale describing a sojourn in Baragwanath Hospital where he was admitted in 1998 for tuberculosis. Whilst in hospital, he remembered that he had left R1200 in the migrant workers’ hostel in which he was living in Johannesburg. He attempted to ‘escape’ the hospital by putting on a male nurse’s uniform and making his way through what he described as security checkpoints. There had been many gates through which he passed. It was only at the taxi rank that an official from the hospital recognised him as a patient, and sent him back. When Mandla was discharged, he was pleased to find that his money had not been stolen.

Both Phumzile and I were moved by Mandla’s stories and his openness in tracing particular vulnerabilities in relation to hospital care and how they intertwined with the intimate comportment of his body and sense of self. In the midst of the silent pause following on the telling of his stories, Phumzile, with perfect timing, greeted Mandla with his clan name and the beginning line of the Shabalala praises ‘Mshengu Shabalala (the clan name), Dongwa LaMavuso’(meaning that the wall of the house of the Mavuso’s - a clan related to the Shabalala’s - is being built), which seemed to restore Mandla’s sense of dignity.  

Mandla asked for uphutu (maize porridge) and amasi, and ate in a stance frequently adopted by local men whilst eating – legs spread wide and bent at the knees eating from a bowl of food on the ground between them. Vuyiswa served him and sat next to him. Whilst he ate, we asked her how she was. She replied that she had not been well and that she was experiencing pain in her upper back. It struck me then with conscious force that she, too, was ill. Although she was stronger than Mandla, the signs of her illness had been visible from the start – she, too, was thin and her arms were covered in scars. Throughout our interaction with Mandla our focus had remained on him - his illness, his preoccupations. Vuyiswa had been positioned as the one who took care of Mandla. She was the one who washed his blankets and his clothes, who brought him food, who travelled distances to fetch his medicine, and who lit the fire in an old enamel dish outside of the house to keep him warm in the winter sun. The moment in which Vuyiswa first mentioned her own pain seemed a profound point of rupture in which her suffering suddenly became foregrounded. It was a moment in which the ethics of paying attention were tested, and where, to use Levinas’ phrase, the ‘third’ entered forcibly into ‘the society of two’. 

Despite my feeling of dis-ease at the discovery of my own lack of attention to Vuyiswa, the afternoon turned out to be one of joy. Mandla’s mother had bought a plucky little puppy from a neighbourhood family for R5 a month previously. Mandla and Vuyiswa named him Honey. Mandla described him as an inkhunsi (an ox) because of his strength and persistence. Honey clearly recognised Mandla as the human to whom he owed allegiance.  His antics made us laugh: undeniably, he brought lightness and joy to the homestead. 

A few days after this visit, Mam’ Mdunge came to see us in the office. Mandla’s mother was very happy about the way in which her son had spoken so openly with us and that he had even been able to laugh.

Mandla soon received his disability grant. We were to learn, however, that he did not share any of the money with his mother who was understandably hurt. Rather, he and Vuyiswa began to cook separately from the rest of the household, an expression of autonomy for one whose dignity had been sorely undermined, but an act that hurt his mother.

A windfall and instructions in anti-retroviral treatment   
In February 2005, Phumzile received an unexpected telephone call from a new personnel officer from the company for which Mandla had worked in Johannesburg who explained that he had found all our correspondence in the files and that he had a cheque made out for R32 000 for Mandla; his long-overdue pension payout. It was with joy that we related to Mandla, his sister, and mother that he was at last to receive the money owed to him. He travelled up to Johannesburg with a friend to receive the cheque. Phumzile helped him to open a bank account. On his return the first things he purchased with his money were a double bed and a television set. Mandla said that he would assist his mother in repairing her house. He sent Vuyiswa home to the Transkei giving her R3000. It was not clear whether she would return to the homestead. He subsequently gave his mother R1000, an amount that seems extremely small given her support of him. He also wanted to give Phumzile and me some money for helping him get his pension. We refused.
In March 2005 anti-retrovirals therapies began to be issued at the local Emmaus Hospital. At the time of writing, only 35 residents of Okhahlamba are receiving treatment. Mandla’s CD 4 count is now below 200 and he is therefore ready to begin anti-retroviral treatment.
 He has taken three out of four orientation lessons at the hospital that try to explain the importance of life-long adherence to the medication, as well as the importance of regular communication with a doctor from the hospital from which one obtains medication. 
Mandla agreed that we could tell his story but he did not want it reflected back at him in written form because it would be too painful for him to be confronted with a ‘picture’ of himself.   

Drawing together threads from Mandla’s story

At certain points in our ongoing interaction, we saw Mandla taking up some attributes an anti-hero might assume. Alongside overt defiance, he carried a degree of self-disgust that surfaced intermittently, folding into an experience of horror at the disintegration of his body – in particular, his skin – and his loss of control over bodily functions. In the midst of our interaction with Mandla, he refused to recognise his son; he would not share food with his mother, although she had supported him when he was empty handed and incapacitated on his return to the homestead; he refused for the time being to go to hospitals; his irritability could no longer be contained. He had had enough of a pain-wracked body and wore his defiance by appearing without clothing in his mother’s yard.  Running alongside these responses was Mandla’s fear of going beyond the homestead. We recall that he felt he would rather have died than be seen by people.  

On one level, he became a stranger to himself not only through corporeal suffering but through the anger directed at his own family. It cannot be claimed that Mandla came to behave in an ethical way towards his mother or his son, for example. Yet through a reiteration of physical gestures he insisted on claiming adult humanity. Examples of the latter insistence are born out in a set of everyday embodied gestures that, in the course of daily life, become transparent because they are taken for granted. The gestures were Mandla’s insistence on getting up from the ground unassisted, the manly and powerful stance he took in eating, an insistence on being cared for in many ways by his girlfriend, the deliberate closing of the gate to the homestead, and the way in which he pushed his voice strongly out of his body when we first met him in a way that defied his physical condition. 

Mandla seemed consumed with anger about the failure of the wider world, or at least the propensity of the wider world to ‘cheat’ him. His fears were compounded on many levels: the ‘white man’s economy’ had failed him; his health had slowly imploded due to witchcraft; his ‘double’, in the form of a healthy young man whom he had at one point nearly killed in a fight, had returned to haunt him not only with a mirroring of his erstwhile health and belligerence, but with the possibility of a swift death in contrast to the death that seemed to be steadily approaching through his long illness. 

The crafting of ethical relationships

Apart from the practical ways in which we assisted Mandla – through facilitating a disability grant, liaising with his former employer with eventual success, helping to monitor and facilitate his treatment at the local clinic and hospital – Phumzile and I visited Mandla frequently over time. During visits he began to share some of his experience of being ill, as well as other concerns of importance in his life. Both Mandla and his mother came to express appreciation of our visits, of our coming to a place where Mandla chose to speak and to laugh.

 There were two points in our ongoing interaction when we, as researchers, were challenged ethically. The first arose from the skilful way in which Mandla side-stepped the request to tape-record the story of his illness; the second was the realisation that, in paying attention to Mandla, I had neglected his girlfriend, Vuyiswa. As can be seen from the above example, paying attention is not an easy thing to do. On the one hand attention may be intrusive and one must remain alert to the ways in which an interlocutor may steer one’s attention away from certain things. Thus Mandla chose not to relate the whole story of his illness.His refusal that was gracefully tendered. On the other hand, too close attention to one person may displace recognition of others’ suffering, as was the case in relation to Vuyiswa and Mandla’s mother. In subsequent visits it may be incumbent upon us to gently persuade Mandla to give his mother more money than he has to date given her. 
Another memorable moment in our time together had to do with pace – the perfect timing of the moment in which Phumzile called out Mandla’s clan name and praises - a human interchange that granted Mandla his dignity in the aftermath of shared vulnerabilities. This moment was important in relation to ethical considerations in that it constituted a point in time at which trust was expanded. In telling us of his vulnerabilities, Mandla was met with a response that acknowledged them and that simultaneously affirmed that their disclosure had not diminished his dignity in our eyes.

Although these moments were particularly powerful, Phumzile and I came to realise that our unfolding interaction with Mandla enjoined learning to listen, bearing witness to Mandla’s corporeal suffering.  Paying attention involved not pressurising him with questions when he was in pain, allowing him to set the pace and content of our exchanges, allowing ourselves to feel compassion, warmth and affection for him.  We learned to sit with discomfort, including our own.  In so far as we allowed Mandla space in which, as Lingis (1994: 88) puts it, to surprise, contest and inculpate our understandings, ethical ways of interaction emerged in the give and take of relationship and intimacy. We became aware of a process of reconfiguring ethical ground through time. It is also through time that we have come to see our collusion in a failure of ethics in relation to Mandla’s mother.
Conclusion

I end on a cautionary note. Adam Philips (2002:xi) draws our attention to the ways in which care for the other is not always unequivocally moral. He suggests that there may be unconscious ways in which our care is threaded through with more dubious aims. He writes:

If the best thing we do is look after each other, then the worst thing we do is pretend to look after each other when in fact we are doing something else…[T]his distinction, upon which most of our morality depends, is often spurious because we are always likely to be doing both things at once (ibid.)

As Derrida maintains, there are aspects of social life, including writing about and bearing witness to the lives of others that may at times come close to breaching taste and tact. Yet I have taken this risk in order to write of the weight of death attendant upon HIV/AIDS in a remote region of South Africa, and about a particular individual whose story, as I have told it, may enable readers to begin thinking about ethics in relation to intimacy, compassion and attention; an ethics unfolding in the open horizons of a relationship.  

Levinas’ insistence that we have a responsibility to the Other when faced with their mortality is particularly apt in the context of widespread suffering due to HIV/AIDS. Apart from any practical assistance Phumzile and I may have given Mandla, part of our responsibility towards him involved a complex process of paying attention. The kind of attention paid required flexibility in the face of pitfalls where too much of a focus would become intrusive or where too singular an attention to an individual obscured another’s pain. Learning sensitivity to subtleties required solicitude. Part of solicitude involves an appreciation of an individual’s uniqueness. Yet in the context of anthropological research attention must move from the particular to the shared. Although the details of Mandla’s story are his alone, many of the emotions he expressed, his struggle with health institutions, with his family and with the outside world are shared by many others. In ‘accompanying’ the ill, researchers may provide a space in which those who suffer find relief in sharing what is not easily shared with family or community members. It is also incumbent upon researchers to find ways of writing about the areas of social life that are rendered inaccessible by taboo and about spheres of intimacy.    
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� Home-based carers frequently share the news of their patients with Phumzile and me, because she, in addition to undertaking research, is involved in the intervention work co-ordinating the activities of all the home-based carers of the region.


� See Henderson 2004.


� In order to protect individuals, I use pseudonyms, and in the case of the detailed ethnographic account, some of the details of Mandla Shabalala’s life have been changed. 


� The reason HIV/AIDS is not referred to directly in spoken isiZulu is that as a devastating illness it has taken on the attributes of a powerful presence or personage. It is therefore treated with respect and avoidance, as are other social relationships in which differences of status are manifest. In naming AIDS directly one would be calling upon oneself the ‘attention’ of the illness. For the intricacies of certain forms of avoidance in spoken isiZulu, as well as in relation to the disease, see Dowling, 2004.


� See Hunter 1979: 340. 


� In anthropological writings, Johannes Fabian (1983) echoes some of the characteristics of responsibility between two persons in relationship as described by Levinas in writing of the ideal of an ‘I and Thou’ relationship between coeval researchers and interlocutors in ethnographic research, a relationship said to facilitate mutual respect and influence, a formulation taken from the work of Martin Buber (1996). For an account of how Levinas’ thought differs from that of Buber’s in relation to the latter’s coeval formulation of the I/Thou relationship, see Levinas 2001: 72-73.


� See Henderson 2004 for an exploration of some of the ways in which the presence of HIV/AIDS affects intimate familial relations.


� Home-based carers have reported three stories concerning patients in which neighbours have been prevented from visiting them by the patients’ relatives who claim that they are somewhere else when visitors come to call.  


� See Edwin Cameron’s (2005:42-74) book for an examination of the ways those afflicted with AIDS sometimes contribute to their own isolation because of internalised shame. See Austin 1962; Butler 1997; Matsuda et al, 1993 for theoretical accounts of the pernicious effects of speech.


� For an example of the way in which language reaches beyond already established codes, see Maurice Merleau-Ponty 1964: 84-97, 1974: 36-94.


� Much has been written about the South African state’s response to the HIV/AIDS epidemic. See Posel (2004) and Cameron (2005) for particularly insightful contributions.


� The home-based care kit available at the local clinic contained aqueous cream to soothe dry skin; two disinfectant sprays to clean the floor and room in which the ill person lay; cotton wool and Betadine antiseptic for swabbing wounds; elastoplasts; gauze; gloves to protect the carer from direct contact with faeces and body fluids; a mask to shield the carer from the smell of decay; a rubbish bag in which to place discarded swabs; an apron to protect the carer’s clothes; napkins to contain the ill person’s body waste; gentian violet to ease sores in a person’s mouth; antiseptic soap to wash the hands of the carer and the body of the afflicted.


� See Henderson 2004.


� Placing critically ill patients on a drip was common practice at the local clinic and seemed to revive patients who had lost much of their body fluid through diarrhoea. 


� The HIV virus destroys a type of white blood cell in the body known as CD4+ cells. CD4 or helper T cells defend the body against disease. As the virus destroys more and more CD4 cells so the immune system becomes weaker and weaker. When a CD4 Count is taken - a blood test administered to gauge the number of CD4 cells remaining in the body – and the results are below 200 the body’s immune system is severely compromised. It is at this point that anti-retroviral therapy is advised.
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