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Summary

The research, conducted from January to December 2006, investigated the effects
of the HIV epidemic on a Zomba District sample of households that has been studied
since 1986. The sample families follow matrilineal and matrilocal patterns of
organization: descent and inheritance are traced through the mother’s line, and husbands
move to their wives’ village on marriage. Land is inherited by female heirs and sons are
expected to use their wives’ land. The research used multiple methods - ethnography and
questionnaire surveys. Results included that 50% of the sample households had had at
least one death due (certainly to likely) to HIV/AIDS; and 29% were taking care of
orphans during 2006. A central conclusion is that the matrilineal family continues to be
the major, frequently sole, support to bereaved households. Without the mobilizing power
of the matrilineal family, there would be far more homeless orphans, and far more acutely
distressed individual persons and households. That the extended matrilineal family is able
in most cases, so far, to absorb most of the very high costs, material and otherwise, of the
epidemic should not be assumed to be ‘the’ case for all of Malawi, still less for Africa.
Many extended matrilineal families are already very stretched, and, in light of the
increasing numbers of sick and dying people, without improvements in the services to
help them increase their income level, their capacity to care for the increasing numbers of
sick and of orphans, and to gain more equitable access to medical care, some may find it
difficult to maintain their roles as primary caretakers.

The study supports those that have found considerable heterogeneity across
households in terms of their ability to deal with the HIV epidemic, and a very low rate of
household dissolution. The better-off households (with higher levels of resources and
income) have, on average, been more able to absorb the effects of AIDS illness and
deaths. About a quarter of adult deaths attributable to HIV/AIDS were of the principal
couple — the key woman and husband. The immediate impact of such deaths is often
acute, with reduced cultivation time and harvests, loss of other sources of income, and
rising costs, financial and other, in caring for seriously sick people and in organizing
funerals. However, in the large majority of cases, the households did not dissolve and
were taken over either by a surviving wife who often remarried within a few years, or by
adult daughters, sister’s daughters and a few sons. Any orphans were shared out among
relatives and land was taken over by the female heirs. There were no cases of ‘land-
grabbing’. While there was ambivalence and tension around deaths attributable to AIDS,
the study found no evidence that ‘HIV widows’ faced any more ‘stigma’ or suspicion
than any others.

Much of what the Zomba villagers do can be usefully seen as striving for
normality. Rather than denying the abnormal circumstances of the rising toll of HIV-
related illness and death, they might better be seen as trying to control those
circumstances, making huge efforts to channel them into the normal and normative ways
of their society. The ambivalence about naming the disease in relation to relatives, friends
or others well-known to the speaker is better seen in terms of normalization than ‘denial’.
Other efforts to normalize the stressful situation can be seen in the various interpretations
given to illnesses and deaths associated with HIV infection. Some who avoid naming
AIDS quietly accept the cause of the illness and death of a relative as due to the ‘new
disease’ (matenda a tsopano). Other posited causes include the malevolence of others,



glossed as witchcraft, and the identification of a well-known sickness syndrome called
kanyera that long predates the AIDS crisis. Fundamentally, most of the strain caused by
AIDS illness and death, especially in the medium to longer term, is due to the preexisting
and continuing levels of need and poverty at household and family levels and of acute
shortages at institutional level. This conclusion points to the need to forge a stronger link
between HIV/AIDS policy responses and general social and economic policies,
particularly to improve people’s access to food.

There is also evidence of change: while the level of voluntary testing is still
extremely low, there have been increases in the availability of testing in the rural areas;
some people are paying more attention to the known behavior of their spouses, friends,
and neighbors and making changes in their own practices, such as young people not
engaging in sex too early or too often, and adults holding each other to stricter standards
than before.

No cases of orphans being put in orphanages arose in the sample and our findings
on the importance of the extended family in taking care of orphans raise questions about
the emphasis placed on orphanages in national and international efforts to date. The study
suggests that a myopic focus on orphans as individuals may displace the efforts needed to
provide aid to families who care for orphans. In spite of the vast amounts of funds
pouring into Malawi for orphans, there are very few services actually reaching orphans
and the families who care for them in the research site. The number of orphan care
groups has proliferated over the past five years as a result of the availability of grants, but
‘on the ground’ delivery of real services to orphans and their families remains tiny. Even
less help is received by families caring for AIDS sufferers. There is also an over-reliance
by donors and government on setting up community organizations to provide voluntary
care and services to those affected by HIV-related illness and death. First, this ignores the
fact that virtually all care and cooperative effort in villages are already (and always have
been) ‘voluntary’, even though they have not been labeled such. Second, the large grants
given to community groups to set up business enterprises intended to provide a
‘sustainable’ source of funds for service delivery are inappropriate for most cases.
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I Introduction

Research site and design

The primary purpose of the research conducted from January to December 2006
was to investigate the ways in which the HIV epidemic was playing out in a Zomba
District sample of households that had been studied since 1986. The single most
important characteristic of this research is that we have information on the same
households for twenty years, a span of time for a longitudinal study that we believe to be
unique in current research in Malawi. After the initial research in 1986, additional full
twelve-month rounds of research were conducted with the same sample in 1990 and
1997, with shorter visits to part of the sample between 1993-6. The data and analysis
provided in this report concentrate on the households who were in both the original 1986
study and in the 2006 study; these are referred to as the ‘core’ households or sample.

The original sample of households was selected in 1986 through a combination of
maps, village lists, and visits to villages to select households. The households were
purposively sampled to include roughly equal proportions of tobacco growers (growing
dark-fired tobacco in 1986 and mostly burley tobacco since 1990), "large" maize
growers, and "small" to "medium" maize growers. Since everyone grows maize, these
last two categories translated into those with relatively large and those with relatively
small land-holdings in the villages.! All households selected also had at least one child
under six years of age because one of the indicators of welfare was anthropometric
measures of young children. The overall outcome of the selection, as expected, was to
over-represent the better-off families. Even though the sample includes very land-short
and poor households, this point needs to be remembered in reading sample averages.

The resulting six village clusters are situated in an area bounded on the west by
the main Zomba-Blantyre tarmac road and, on the east, by the dirt Zomba-Phalombe
road, in an area roughly 25 miles by 15 miles (see Figure 1, next page). A graded dirt
road (of highly variable quality across the seasons and years) runs through the middle of
the research area, linking Thondwe on the tar road with Jali on the Zomba-Phalombe
road. Three main market or trading centers (Thondwe, Dzaone and Mayaka) are found
along this road where there are clusters of stores and where periodic markets meet twice a
week. These and several other smaller village markets were the centers where local
farmers buy and sell farm produce as well as other items. Prices for maize and selected
crops were collected monthly in the three main market centers.

Most of the research area was once part of the huge Bruce estate that from the
1940s was broken up into smaller estates. From the 1950s and 1960s on, most was
converted to ‘customary’ land, with some areas in the western section converted to small
freehold and leasehold estates owned by Malawians. The people now living in the area
describe themselves as descendants of Nyanja, Lomwe (who came in from what was
Portuguese East Africa from the late nineteenth century), and a few Yao. They follow
matrilineal and matrilocal (uxorilocal) patterns of organization; that is, descent and
inheritance are traced through the mother’s line, and husbands are expected to move to
their wives’ village. This is also the reality for most so a child grows up surrounded by

' The aim of the first study was to compare ‘commercial’ or ‘cash-crop’ farmers with others; this was
defined as producers of non-food cash crops, particularly tobacco, (all of whom also grew food crops) with
producers of food crops only.
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his/her mother’s kin, although, since most marriages are between neighboring families,
the father’s family may not be far away. As in most matrilineal societies, the conjugal
bond is generally frailer than the sibling bond so that many marriages end in divorce and
many adults have several partners throughout their lives. There are several implications
of these patterns, the most important of which is that most women are living and working
on their own land and most men are living and working on their wives’ family land.
While this does not mean that men have no incentive to invest in farming (contrary to a
still current prejudice often aired in the literature but also in Malawi itself) it does mean
that women have much greater security over land than in many other areas of Africa.
They also wield considerable authority over family matters within their matrilineage and,
hence, more broadly in the villages, since the chiefship is also inherited through the
matriline.

Methodology

The methods of the study combined ethnography with repeated questionnaire
surveys, as in all previous years (1986, 1990, 1997). Research assistants lived full-time in
the sample villages and the senior researchers spent part of each week in the villages.”
The 2006 surveys included the following: baseline; a repeated (5 times across 12 months)
survey on expenditures, income sources, food supply, and morbidity; fields and crops
grown; harvest; tobacco club membership and sales; labor/work; and assets. The
ethnography was carried out mainly by Peters and Kambewa though the research
assistants were also trained in basic qualitative methods, including keeping detailed
accounts of observations and conversations in the villages.

The research was designed and conducted on the basis of complementary and
integrated methods of data collection in order to facilitate interpretation and analysis of
the data. While survey methods produce quantitative data that can be statistically
assessed for significance, often the most convincing among competing interpretations of
relationships or their absence cannot be determined from those analytical procedures
alone. Information gathered through ethnographic methods, based on residence and
participation in village life, is essential to guide the appropriate interpretation of
quantitative data. Conversely, an understanding of patterns of social relations in work,
food consumption or marketing derived from the ethnographic analysis is based on
necessarily non-random sets of individuals and families. Therefore, the research was
designed to benefit from multiple methods of data collection and of analysis.

While all the earlier years of research among the Zomba sample families has held
to the importance of including ethnography as a major form of research, the focus on
HIV/AIDS made it even more crucial. Several leading commentators on HIV/AIDS in
African countries have stressed the critical role ethnography can play in documenting the
shape and effects of the pandemic (see Ashforth, de Waal, Fassin). Some stress that
ethnography is especially needed because the bio-medical approach has promoted strictly
behaviorist methods with counter-productive results. As Packard and Epstein say, “The
medical research community expected the social scientist to adhere to the dominant

2 In 1986 and 1990 Peters lived in one of the villages, in 1997 she lived in Thondwe, a few miles from the
nearest sample village, while in 2006 she lived in Zomba town, as did Kambewa. In 1990, Walker lived
part of the time in a sample village, part in Zomba town, and in 1995-6 did part of his doctoral research in
another of the sample villages.



behavioral model. Constructed in this way, the question immediately narrowed the range
of sociological data relevant for the discussion. It became not: “What is the social context
within which HIV transmission occurs in Africa?’ but rather: “What are the patterns of
behavior which are placing the Africans at risk of infection?” While the first construction
would have allowed for open-ended discussion of a wide range of social, political and
economic conditions that might be affecting health levels in Africa, the latter formulation
quickly narrowed discussion to an inquiry into the ‘customs of the natives’” (1992: 354).

The main problem with limiting enquiry to the patterns of risky behavior is that
very often the conclusion is a version of a frustrated complaint of ‘why don’t people
change their behavior?’, so tending to end up, willy-nilly, in ‘blaming the victim’ (Fassin
2006: 25). Some of the most insightful studies of the ways in which people are living and
dying in the HIV/AIDS pandemic ask other questions: why are people saying or doing x
or y? with what effects for themselves and for others? what do people think about the
situation and how do they respond to it? Moreover, detailed and ‘fine-grained’
ethnography is needed to assess the very different situations that are lumped together in
most accounts of ‘the HIV/AIDS pandemic’ or, as de Waal says, “if we are to understand
the scores of subtly different epidemics across Africa” (2006: 19).

The ‘core’ sample of households

From the original sample of 215 households selected in 1986, 174 (80%) were
able to be included in the 2006 research. Of the 41 households no longer in the sample,
we have no information for 14 households who were not found again in 1990°; they
represent 6.5% of the original 1986 sample of 215. Twelve households (5.6%) moved due
to divorce and remarriage, a decision to move to the other spouse’s home, or because of
finding work or land elsewhere. Thirteen households completely dissolved, 6 through a
non-HIV death, and 7 almost certainly due to the effects of HIV/AIDS. This total of 7
constitutes just over 3% of the original sample. It is important to note that five of these
seven were households where the wife lived in her husband’s village, very much a
minority pattern in the research area. On the death of the husband, any surviving wife and
children returned to the wife’s home where the children belonged. Thus, while the
household was recorded as ‘dissolved’ for this study, the surviving members would have
formed (or joined) another household in a different area. Two other households (0.9%)
refused to be included in the 2006 sample.*

Of the 46 households added in 1990 and 1997, ten (22%) were not in the 2006
sample. Three of these had dissolved through death (6.5%), one of them almost certainly
of an HIV-related death (representing 2% of the 46). Two of the other households were
headed by adult daughters who merged with their elderly mothers, also in our sample
(thus they were not ‘lost’ but absorbed into existing households). One family left for the

’ They are evenly distributed across income quartiles and headship types.

* Both refused during the course of a preliminary round of visits in 2005 prior to the beginning of the
research in January 2006. In one, the key woman was extremely angry about the fact that a few weeks
earlier, her husband of many years had left her, and she said she was ‘tired’ of being questioned (her
neighbors told us about her anger and distress over her husband). In the other, the key woman, who had
often been rather difficult in previous years, merely said she did not want to participate any more.



spouse’s village, one left because of a change in job, one refused to continue as a
respondent °, and we had no information on two households (4.3% of the 46).

Of the 174 households who were in the 1986, 1990 and 2006 studies, 8 were not
available in the 1997 study: seven due to absence from the villages (usually due to
change of marriage or job), while one household on the death of the key woman (mother)
merged with another sample household (mother’s sister) but then separated again in
2006.

For the purposes of quantitative analysis, these 174 households were reduced to
171 because of insufficient survey data for 3 households, two because of death of the key
person during 2006 (one certainly of HIV/AIDS, the other probably so), and one because
of repeated absences from the village.

Units of analysis and social dynamics

A key unit of analysis in this research is the household (banja). This is for two
reasons: the household is a key unit in the social organization of life in Malawian
villages, and it is the unit used in all the quantitative data deployed by government,
donor, NGO and research centers in the country. The majority of the information,
quantitative and qualitative, on which this report is based comes from the sample
households.® But it is essential to emphasize that these households are embedded in
broader networks. They form part of clusters of households who are connected by
relations of kinship, marriage, neighborhood, village, and friendship. The matrilineal-
matrilocal pattern dominating in the research area means that the ‘key woman’ in a
household is living near sisters, mother’s sisters’ daughters, and mother’s mother’s
sisters’ daughters (cousins of various degrees according to the European system but
referred to as sisters). The clusters are not identical with the matrilineal groups because
not every sister or cousin within a group interacts with every other relative. Sister A
might interact mostly with sisters B and E and cousins R and S but only periodically or
rarely with sisters C and D and cousins T and V. Male siblings and cousins usually leave
for their wives’ village on marriage though some marry within the village and most retain
contact with their sisters. They also return home to live between marriages or, as we shall
see, during serious sickness. Throughout life, matrikin provide the surest support and the
closest ties to a person, though they are also the main rivals in competition over land,
wealth, and status and, therefore, among the suspected purveyors of sorcery and
witchcraft.

Children move across households for play and for food as well as to give help (a
child may be sent to accompany his/her grandmother to the market or to draw water, for
example). There is both a positive value given to having a viable, independent household
(visually marked by a separate granary, kitchen, basic tools and utensils, and food
supply), and a great deal of cooperation among these independent units. The cooperation

> The husband in 2006 told us half way through the year that he was tired of participating because he was
not receiving any benefits. A long conversation with him revealed that he was angry at the fact that several
(un-named) organizations had come to their compound, taking the details of the polio-crippled daughter of
his wife. Despite our protestations that we had nothing to do with these groups, he was insistent that
without specific material benefits from us, he would not participate. His wife remained silent during this
conversation.

® The household is based on a ‘key woman’ since the large majority of women are living on their own
matrilineal land; a married key woman and husband = a joint-headed household.
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takes place in routine tasks such as women relatives and friends taking turns to brew and
sell beer (so as not to compete for the same clientele) or to process crops; and
particularly in times of crisis or need, such as births, illness, and death. Individual
households are also involved in collective activities such as the yearly grave-yard
cleaning, funerals, memorial feasts, projects of road building or boreholes, and in cases in
the chief’s court. In short, the ability of a household to be ‘independent’ depends not only
on the key members (key woman and husband usually) but also on the supportive
relations with other households. While most of these are nearby, some are the households
of adult children or siblings who live and work in towns. People, goods and information
flow between these connected households and may be seen as the ‘lifeblood’ of social
organization in Malawian villages.

Emphasis is placed on this fact — that households are part of larger networks on
which they depend and which they, in turn, sustain — because the effects of HIV/AIDS on
individuals and households cannot be understood without recognizing the importance of
connections between households. In particular, the research shows the resilience and
flexibility of the wider ‘extended’ family which in this area is a matrilineal family.
Without this flexibility and ‘absorptive’ capacity, there would be far more households
that have ‘dissolved’ or ceased to exist, there would be far more child-headed
households, and there would be far more seriously distressed households. While one
cannot underestimate the material losses, let alone the grief, of those directly affected by
HIV/AIDS, the wider family can be seen as the key provider of care for the sick, the
dying and the living survivors, and a bulwark against massive deprivation in this research
site. What this specifically means is that the vast majority of care to the sick, bereaved
and orphaned is given by the wider family; that existing households within a matrilineal
family reorganize themselves in response to the sickness and death of an adult member
and to the needs of orphaned children; and that land is not left unused because its ‘owner’
dies but it is given to another member of the matrilineage, first to the heirs of the
deceased but if they are too young then to a close relative to use until the heirs are of an
age to need the land.

The way in which this population has responded to and is living with the HIV
epidemic has to be understood in the context of a densely populated area, where land is
short and in huge demand. Therefore, our finding that the extended matrilineal family is
able in most cases, so far, to absorb most of the very high costs, material and otherwise,
of the epidemic should not be assumed to be ‘the’ case for all of Malawi, still less for
Africa.

It is also essential that these findings be placed within their real time frame. The
phrase ‘so far’ just used, refers to the fact that many extended matrilineal families are
already very stretched, and without improvements in the services to help them increase
their income level, their capacity to care for the increasing numbers of sick and of
orphans, and to gain more equitable access to medical care, some may find it difficult to
maintain their roles as primary caretakers.

First, there is the obvious fact that chronic illness and deaths continue to rise
(even if the national HIV infection rate, currently at 14%, were to level off) which means
that individuals, households and families are facing a rising burden in terms of costs in
resources and time for caring for the sick, preparing for and attending funerals, taking in
orphans, and so forth. Second, many of the caretakers are people, especially women, in
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their late fifties and older. As these caretakers age, the burdens will also increase for the
next age cohort, which has a much higher rate of HIV infection. It is possible, therefore,
that the current remarkable ability of matrilineal families to manage much of the impact
will be further stretched and undermined.

Moreover, there are cross-household or intra-societal effects at play. As discussed
later, the better-off households (those with higher levels of resources and income) have,
on average, been more able to absorb the effects of AIDS illness and deaths. But if an
increasing proportion of these households lose people, cash and time to HIV/AIDS, then
not only are the households themselves affected, and not only are the households related
to them through the matrilineage affected. Their losses have broader implications because
these better off households play important roles in local relations of production,
distribution and consumption. It is precisely the better-off households who are the
producers of true ‘surplus’ maize which they store and sell in much bigger quantities than
the majority of sample households; they are also the larger-scale producers of burley
tobacco and other cash crops. Declines in their ability to produce large surpluses may
reduce local supplies of maize; and will reduce the likelihood of their hiring people for
food in the deficit season (which, while not equitable, nevertheless serves as a resource
for some of the poorer). Additionally, their reduced overall income level will necessarily
cut their expenditures, many of which have been for local products (furniture, beer, mats,
baskets, pots, store goods, etc) and services (building, well-digging, tailoring, carpentry,
etc). In short, the socio-economic links between the better-off households and others
mean that major losses among the better-off minority do not augur well for the poorer.

The obvious conclusion is that the continuing ability of the extended family to
take on responsibility for caring for increasing numbers of sick and dying people and for
orphaned children is not guaranteed and requires more effective socio-economic
development to improve their access to food, income, and public services.
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II Striving for Normality in Abnormal Times

The HIV epidemic is unlike other epidemics people have known in Malawi: it
affects the people who are normally most healthy and strong — those from the late teens
up to fifty; it is a sly, secret disease often not showing itself in serious symptoms till years
after initial infection (so people don’t know when they get infected); it is primarily
transmitted through sexual contact yet, unlike the more common STIs, does not center on
the sexual organs; it has no known cure and, in sounding the knell of death, deprives
victims and relatives of hope; and it is fast moving once it takes hold in a population, and
is producing unprecedented levels of illness and death.

People in the Zomba study feel themselves to be living in abnormal times. Even
without the epidemic, people have been struggling to achieve a decent livelihood for their
families with many unable to obtain even the basics of sufficient food, shelter or clothing.
Their problems are inadequate land in terms of size and fertility, lack of cash or credit to
obtain the necessary inputs for permanently used land, too little employment to
supplement their earnings from agricultural produce, and many health risks but low levels
of health care available to them. Many people suffer acute food shortages and income
loss in years of too little or too much rain, when drought or flooding produce little
harvest, and in face of frequent shifts in agricultural and development policies that
exacerbate rather than relieve farmers’ conditions.”

How are people in the Zomba study dealing with the unprecedented rise in illness
and death among their families, friends, and neighbors? How can they hope to do so in
face of the existing low levels of resources, assets and income? The answer is mixed.
People as individuals and as households are mobilizing considerable family support in
their efforts to care for the sick and orphaned and to deal with loss of income, but at
considerable cost to themselves and with little to no help from institutions outside the
family.

The study supports those that have found considerable heterogeneity across
households in terms of their ability to deal with the HIV epidemic, and a very low rate of
household dissolution (Mather et al. 2004). This is partly due to preexisting levels of
resources, with the better-off more able to support the increased costs of care and of
death, and partly to the fact that households are not solitary units but part of extended
matrilineal families that adapt and reshape themselves in relation to loss and crisis. About
a quarter of adult deaths reportedly attributable to HIV/AIDS were of the principal couple
— the key woman and husband. The immediate impact of such deaths is often acute, with
loss of cultivation time and hence of harvests, and loss of other sources of income, and
rising costs, financial and other, in caring for seriously sick people and in organizing
funerals. However, in the large majority of cases, the households did not dissolve and
were taken over either by the surviving spouse who often remarried within a few years, or
by adult daughters, sister’s daughters and a few sons. Any orphans were shared out
among relatives and land was taken over by heirs (usually daughters). There were no
cases of ‘land-grabbing’ but the land of deceased persons followed the customary routes
to appropriate heirs. Widows of men known or suspected of dying of AIDS were treated
no differently from other widows, the same being true of widowers. There was certainly
ambivalence and tension around deaths attributable to AIDS, as discussed fully later, but

7 See Peters 2006 for a more detailed analysis of these points.
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the study found no evidence that ‘HIV widows’ faced any more ‘stigma’ or suspicion
than any others. There is no doubt that the strongly matrilineal and matrilocal practices of
the area, whereby women are seen as the ‘builders’ of the lineage and village and
husbands are expected to live in their wives’ villages, are the reason for this lack of
special suspicion and animus towards widows. In the minority of cases where wives are
living in their husbands’ villages, after the death of a husband, the widow returns to her
own natal village with her children.

A central conclusion of the Zomba research is that the matrilineal family is doing
a remarkable job of providing support to bereaved households. Without the mobilizing
power of the matrilineal family in the research villages, there would be far more
homeless orphans, and far more acutely distressed individual persons and households
than there are now. An index of the central role of the wider family in supporting
individual households is that out of fifty seven households who had experienced an HIV-
related death over the previous five or six years, only four (7%) could be defined as
experiencing acute distress.® Two of these have been poor over most of the twenty year
period of research, one has progressively become so, and one has dropped precipitously
as the key couple became ill and died. A further 22% of HIV-affected households were
seen to suffer severe strain but some of these, and the remainder suffering some to little
stress due to HIV illness and death, were able — overwhelmingly with the help of the
wider family — to absorb much of the effect.

The ability of the wider family to provide sustaining support to its member
households obviously varies. The sheer size of households and wider matrilineal families
matters, particularly the number of adult women (daughters) and men (sons), as do
preexisting levels of assets and income. It is also important to consider the trajectory of
an illness and death, as is seen in the fact that most households in the research suffering
acute distress were those most recently hit by illness or death. Similarly, the specific
context of an HIV-related illness of death is critical so that, for example, if a woman is
not only having to take care of the orphaned children of a daughter dead of AIDS but also
has been recently widowed or divorced (with no relation to HIV) then obviously her
ability to cope is diminished. As always in research, disentangling the intertwined
processes affecting the research subjects is not easy but necessary in seeking to assess the
effects of HIV.

The mobilizing of the wider family is proving effective in stemming some of the
consequences of HIV illness and death. But this is taking place at often considerable cost
to individuals and families. Grandmothers find themselves with fewer adult children to
rely on, with some adult children returning home sick and dying, and with the task of
becoming mothers to their orphaned grandchildren. Sisters and daughters have to take on
extra responsibility in providing care to sick relatives (sisters, brothers, parents, and
others), and/or to take in orphaned children of the deceased. In households where the
mother, father, or both fall sick, school-going daughters and sons miss days of school,
some even being forced to drop out entirely, because they have to provide care to their
sick parents and/or their parents are unable to raise the fees and other costs for school. As

¥ These terms — distress, strain — refer here to economic stress; emotional stress is present in all cases.
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discussed at length below, teenage orphans are more likely to drop out of school, even
when there is no financial obstacle, and are more likely to marry young.’

In all these circumstances, there is an acute shortage of help from outside the
family. Given the currently large flows of donor funds coming into Malawi directed
towards ameliorating the effects of HIV/AIDS, this is surprising. Even though there is no
denying that the overall institutional framework for health and welfare in Malawi is over-
burdened, one reason for the relative dearth of help to rural families is misdirected policy
and program focus. All these summary statements will be elaborated in the body of the
report.

How to describe the overall shape of what is being done by the Zomba study
families? Recently, Alex de Waal used the concept of ‘normalization’ to refer to the ways
in which people “adjust... reality to take account of the miseries of AIDS” (2006:18). He
takes the concept from a book titled “States of Denial” written by Stan Cohen (2001), and
terms normalization “the most sophisticated form of denial”. Much of what the Zomba
villagers do can be usefully seen as striving for normality. However, rather than ignoring
or denying the abnormal circumstances of the rising toll of HIV-related illness and death,
they might better be seen as trying to control those circumstances, making huge efforts to
channel them into the normal and normative ways of their society.

Consider Mai C (609) '° who responded to a question about how it was decided
that she take in the five children of her deceased younger sister by rejecting the
implication that there was an unusual choice here and by insisting that it was merely her
‘duty’, as an elder sister to take the children. Or consider Mai Z (323) who, on several
different occasions when the question was raised of the four orphaned grandchildren she
had taken care of over the past decade (as well as currently taking care of the child of a
daughter who had remarried and lived in town with her new husband), ignored any
suggestion that this was unusual, and quietly insisted that she had faced ‘no problems’ in
taking care of the children.

Enormous efforts are made to recreate a ‘normal’ family. One example is Mai C
(household 224): her divorced elder sister, Anna, who was in our sample, died in 2004.
Mai C took in four of the children (all teens or older), the two youngest going to a cousin
(mother’s sister’s daughter) nearby. In addition, Mai C was looking after two other
teenage boys, orphaned by the death of another sister. By 2006, two of Anna’s sons had
married, though one lived in Mai C’s compound with his wife. Mai C had only one son of
her own who was married and employed some few miles away. During 2006, a younger
brother who was very sick came to be looked after by her, a decision taken by two other
older brothers along with Mai C. The sick brother had all the symptoms of AIDS though
only meningitis was mentioned as one sickness he was suffering with. In no conversation
did Mai C suggest that her expanded and changing household was unusual. It should be
added that she had the advantage of financial support from one of the older brothers who
was a very successful trader and farmer.

The most usual sense in which people are charged with ‘denial’ concerns the
dominant tendency in Malawi (as in other places) to refuse to name AIDS. This is

? Despite these tendencies, the sample data showed that 90% of orphans between the ages of 10 and 15
went to school compared with 83% for the whole sample of children in that age group.

' Mai=Mrs, Che=Mr, Abiti=Ms in the local language. Numbers refer to sample household IDs so that
readers can track references to various households.

15



discussed in greater detail in a later section but the common instances are failure to
attribute illness and death of a relative to AIDS, and failure to refer to AIDS in the
homilies delivered at a funeral. The reason for such ‘denial’ is usually posited as shame
or fear of ‘stigma’. This is likely so given that the predominant focus among experts and
public media on causes of AIDS is promiscuity. But several authors have pointed out that
to be satisfied with an explanation of denial as stigma is to reduce the enormity of grief
and loss to only one dimension. The HIV epidemic and its unprecedented toll of illness
and death have subjected people to ‘intolerable’ stress (Fassin 2007: 120, de Waal 2006:
18). Failure to name AIDS is not mere denial but an effort to bear the unbearable, to fit
the death within the ‘normal’ round of loss.

Other efforts to normalize the stressful situation can be seen in the various
interpretations given to illnesses and deaths associated with HIV infection. Some who
avoid naming AIDS quietly accept the cause of the illness and death of a relative as due
to the ‘new disease’ (matenda a tsopano). Others, however, posit different causes. These
will be discussed at length below but they include a longstanding source of misfortune —
the malevolence of others, glossed as witchcraft. Another cause is said to be a well-
known sickness syndrome called kanyera that long predates the AIDS crisis and is being
taken by some people to be either identical, or very similar, to AIDS. Identification of the
causes of sickness and death has long drawn on a repertoire of ideas and practices, what
Fassin, writing about South Africa, called a “stock of interpretive resources” used
“according to certain tactics” (2007: 94). Attributing cause provides the route for actions
— choice of remedies, and also for subsequent behavior. As discussed later, serious
consequences flow from such decisions.

In making what are often heroic efforts to encompass the losses and the added
responsibilities consequent on HIV — to recreate normality in face of intolerable abnormal
events — the matrilineal families of Zomba have achieved a great deal. But normalization
cannot be fully successful, precisely because things are abnormal, times are out of joint.
There are many examples where the rigors of the present situation escape control and
cause distress. But they may also be seen to provide potential for changing the sad
circumstances of today.

Normalization may fail because of the distress caused by severe illness that is
attributed by some to HIV/AIDS. In the face of such illness and subsequent deaths, some
people struggle not only with grief but with seeking the cause or who or what to blame.
Two cases stood out in the research. One was a woman (217) whose daughter had
returned home, extremely sick and recently divorced. The daughter became progressively
worse during 2006 and died in July of that year. She appeared to be neglected in the
earlier months of her illness; her mother displayed considerable unease about her and was
heard to blame the daughter for having brought the illness on herself. But in the final
months, the mother was the sole care-giver of the daughter, doing everything for her until
her death. Afterwards, neither she nor her husband (the girl’s father) spoke of the death or
of the dead daughter. In normal circumstances, grief is shown and expected and, without
naming the dead, can be referred to. The silence here was palpable.

A similar case was in one of the families in the top twenty-five percent in terms of
income. Their eldest daughter had lived away with her husband but had returned to live in
her parents’ very large compound. Never once in the whole year during the many bouts
of severe illness before her death in October 2006 were her parents observed to go to visit
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her in her house. She was visited regularly by her sisters and cousins (of which there
were many since they were all members of the big chiefly clan in the village). The
parents never referred to the daughter or her illness in conversation with the researchers
and, like the key woman in household 217, kept a silence around the case that was very
unusual. For most people in the sample, even if they did not name AIDS as the cause of
the disease afflicting a close relative, they achieved ‘normality’ in the sense of providing
the same level of care given to ‘normally’ sick people.

The case just mentioned of the mother who was heard to blame her daughter for
bringing the (un-named) disease on herself raises a major problem for social
incorporation of the effects of HIV. Even prior to the onset of the HIV epidemic, people
trying to understand the causes of serious illness and unexpected deaths frequently turned
cause into blame. As described below in section V on the local interpretations of illness,
malevolence in the form of sorcery or witchcraft becomes one way of attributing blame
for the events. The illnesses and deaths now associated with HIV also generate
discussions about who is to blame. One of the village headmen, for instance, probed the
researchers on whether or not the first one in a married couple to get infected with HIV
was somehow more to blame than the other. A case from a village nearer Zomba town
concerned a woman whose husband had died of AIDS. Because he was a village chief,
the wife lived in his village. After his death, the chief’s mother blamed the wife for
infecting her son (against all evidence to the contrary) and banished her from the village,
preventing her from taking any of the marital property. Although we had no such cases in
the sample, blame and recrimination may well be generated by HIV-related deaths.

Seeking normality is difficult, too, for some households with orphans to care for.
For all but those in the top income group, taking in one or more orphans obviously adds
to the burdens of providing food, and other necessities, as well as a happy, loving
environment, to children. But the most striking aspect of non-normal circumstances was
the problem many guardians had with disciplining orphans. This is discussed more fully
in the section on orphans but the main point is that many orphans, particularly those
above about twelve or thirteen years of age, proved rebellious, unwilling to obey their
guardians as is the expected norm in the villages, and accusing their guardians of
requiring them to do things that ‘their real mothers never would have’. The consequence
seems to be that some orphans are dropping out of school, even when there is no financial
obstacle to their continuing, and some, especially girls, are insisting on marrying early.

Probably the most difficult obstacle in the way of people absorbing the losses and
added burdens brought by HIV is existing poverty. One case among many is that of Abiti
J (615) who, with only half a hectare of land, has been in the lowest income group since
1986, predating her divorce from her husband in 1993. Having to take on the care of five
grandchildren after her daughter’s death, she feels extremely pressed, with very little food
in store and very few other income sources available to her. She has received no help
from a local orphan care group. Her other married daughters living in the same
compound have their own children to care for and, although there are clearly exchanges
amongst them, Abiti J carries the main load of responsibility for the orphans. Her
situation is thus far from ‘normal’, largely because her income status doesn’t allow her to
absorb the extra costs.

But one doesn’t have to focus on the very poorest to make the larger point that
much more has to be done to link efforts to moderate the negative inroads of HIV to
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regular and systematic efforts directed at ‘development’ — ways and means to increase the
ability of people to produce more crops, to obtain more food, and to earn more on farm
and off farm income. At present, huge amounts of funds and other resources (personnel,
organizational skills, administration, etc.) are directed towards the HIV epidemic yet are
insufficiently tied to the root causes of people’s difficulties in dealing with HIV-related
illness and death — namely, low levels of assets, difficulty in obtaining inputs of fertilizers
and seeds for production, unstable marketing systems, and insufficient non-farm sources
of employment.

The most common call by those anxious to ‘do something’ about the HIV
epidemic is for ‘change’ in people’s behavior. One of the most insightful commentators
on HIV/AIDS in Africa, Alex de Waal, recently stressed the importance of recognizing
that “HIV/AIDS demands some far-reaching changes in individual behavior and social
mores” (2006:19). Some of the research done in Malawi, including the present study, has
some evidence on such change. But also needed is change in some of the current official
approaches to the crisis. As discussed later, the examples of ‘community-based’ care
groups and ‘home-based care’ programs in the study area have so far proved completely
inadequate. Changes here include a need to disentangle ‘community-based’ organization
from the presumption of ‘volunteer-based’ efforts, and a different mode of getting funds
to local organizations set up to help HIV-affected families. A different but
complementary task is to improve access to health care, including (but not limited to)
HIV testing and treatment facilities, for the rural population — the majority of Malawians.
Efforts to do so are underway but they need to be intensified, and more attention needs to
be given to the quality of care in clinics and hospitals, especially to the need for sanctions
against the discriminatory treatment experienced by too many rural people.

The myopic focus on ‘orphans’ in the programs set up to respond to the HIV
epidemic in Malawi is a mistake. Certainly, the plight of many orphans requires
addressing but the current overwhelming focus on orphans is obscuring and displacing
the serious needs of individuals and families affected by HIV/AIDS. Some of the over-
concentration on orphans as a separate category of victims is driven by exaggerated
accounts of homeless orphans and their representing a likely source of disorder and even
violence; some is driven by the representation in foreign media and fund-raising that the
main problem of the HIV epidemic is the production of orphans; some is driven by the
attractiveness of innocent orphans as draws for raising funds; and some, too, derives from
an aversion to dealing with the sexual aspect of the HIV epidemic.

Other authors writing on different countries in Africa have come to similar
conclusions. Fassin, for example, notes that, “while the situation of orphans has received
huge attention by local authorities, the plight of widows and widowers has not”
(2007:245), and de Waal comments that research evidence “for the most part” shows that
orphans are not “overwhelming society’s capacity to care for them” (2006: 83). These
comments can equally well be made about Malawi. Both authors stress that they do not
dismiss the difficulties faced by some orphans, or the need for programs to moderate
those difficulties, but that it is unwise to separate the issue of orphans from the wider
social context such as pervasive fosterage of children (Fassin) or from recognizing the
variability in circumstances (de Waal, referring to studies in Tanzania that found widely
different levels of social strain due to orphans).
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In the Zomba research, the central role played by families in the care of orphans,
the problems of separating orphans as individuals from the situation of other children in
an overwhelmingly poor population, and the range of conditions in which orphans are
found echo these conclusions. Similarly, our concern that an over-emphasis in funding
and programs on orphans in Malawi is displacing the needs of the broader family
structure and of individual households suffering the effects of HIV, is felt by Fassin when
he expresses doubt about the special treatment of children in AIDS programs in South
Africa. He suggests that because “childhood is linked to innocence ...[t]he exceptional
compassion for AIDS orphans is thus part of the discomfort that ... surrounds the
management of the epidemic” (2007:248). In short, as in Malawi, the focus by
government, donors and NGOs on ‘orphans’ as the main problem appears to be more
comfortable than addressing the sexual aspects of the epidemic and the socio-economic
conditions in which people live that make responding to the rigors of the epidemic so
difficult. In so doing, the apparently well-intentioned focus on orphans may inadvertently
reinforce and deepen the tendency at multiple levels of society to avoid addressing the
uncomfortable questions of sexuality and social context that are at the heart of the
epidemic.

The thesis described by Alex de Waal (and Alan Whiteside) of a ‘new variant
famine’ posits that the HIV epidemic produces “new categories of poor and vulnerable
people”. These include “families directly hit because an adult has fallen sick or died of
AIDS”, orphans “who grow up with reduced life chances”, and “older people whose own
adult children have died of AIDS and who are thus left with reduced family support
systems and perhaps orphaned grandchildren to support as well”. All these three social
categories are seen in the Zomba research. De Waal also points out that “the trajectory of
destitution when a famine occurs is sharper, and recovery is slower” (2007: 91) for such
families. To all these summary statements, the Zomba research would have to add that
the vulnerability is increased for households whose livelihood strategies, asset and
income levels have deteriorated in the wake of an HIV-related illness or death, and not
necessarily for all households who have experienced an HIV-related illness or death or
who care for orphans.

While all households suffer negative economic and livelihood consequences
immediately with the onset of severe illness and death, the longer term effects depend
critically on the preexisting asset and income status of households, and on the ability of
the wider family to buttress or replace the affected household. From this perspective, it is
absolutely essential to see HIV/AIDS in the context of overall patterns of poverty and
inequality. By stressing that, “In important respects, HIV/AIDS can be seen as a chronic,
background stress factor”, de Waal (2007: 103), rightly reinserts the overall socio-
economic context within which HIV/AIDS must be placed. Everything we have learned
from the Zomba research supports such a perspective.''

To the extent that it is essential to include time (and not a ‘one-off event’ as de
Waal points out), and to place the HIV epidemic’s effects on households squarely in the
socio-economic context, we would stress that at the point of immediate impact, one can
speak of specific types of households. But the longer-term effects require one to speak of
specific categories of persons rather than households. To explain: de Waal identifies “two

' Cf. the call for “a broad-based definition of vulnerability, not just AIDS-related” in an insightful study in
Zambia by Drinkwater et al. 2006: xvii.
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specific subsets of households” with particular vulnerability consequent on HIV infection
and death: “those that have been ... recently hit by the illness or death of a prime-age
adult”, and “those that were affected at an earlier stage of the household cycle — for
example, children orphaned by AIDS who have not inherited sufficient assets from their
parents and may have failed to obtain an education” (2007: 102). The Zomba research
finds that the relative recency of loss typified most of the households identified as
suffering ‘acute’ economic stress resulting from HIV deaths, thus accepting the presence
of de Waal’s first ‘specific subset’ of households. On the other hand, it does not support
the existence of the second type of household. This is because, while orphans as a
category of individual persons do, indeed, face particular risks, the households from
which these orphans have been produced — through AIDS deaths — often no longer exist.
Orphans are moved to different households, usually those where there has been no AIDS
death. Subsequent events — marriage, job, and so on — mean that orphans, as adults, move
in and out of yet different households. Hence, while one can certainly seek to track
specific orphans over time to investigate the longer term effects of HIV orphan-hood
(presumably separately from other types of orphan-hood), it does not make sense to
assume one can track specific households with orphans over the long term. The error is to
forget that households are not static units but changeable and permeable, able to merge
and reshape in the context of the wider family, and that the effects of HIV orphan-hood
depend as much on the socio-economic context as on the status of HIV orphan-hood
itself.

In short, the emphasis on the ‘new’ in the thesis about a ‘new variant famine’ may
be misplaced. What the Zomba research, as well as considerable other research, shows is
that the consequences of HIV/AIDS tend to intensify whatever patterns of inequality and
livelihood stress are already in place. Thus, the effect of HIV/AIDS on patterns of hunger
is to reinforce the problems faced by certain social categories. The effects of the HIV
epidemic can not be seen only as a result of HIV/AIDS but must be seen as a result of the
interaction of the epidemic with the social, economic and political organization of
people’s lives. To repeat, it is best to see “HIV/AIDS ... as a chronic, background stress
factor” (de Waal 2007: 103) that affects individuals, households, and families in different
ways. Such a view, in turn, emphasizes the need to avoid separating the HIV epidemic
from the existing (though intensified) development problems in specific places.
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III Assessing the effects of the HIV epidemic

Graphs 1 and 2 (next page) show the age distributions of all sample households in
1986 compared with 2006. They clearly show two categories of loss from the current
population: babies and infants, and adults between about 20 and 40. While the sample
numbers are too small to be considered reliable demographic data, it would seem that the
change in distribution can only be explained by the inroads of HIV, causing the deaths of
young adults and, presumably through infection by their mothers, of young babies.

It has been difficult to find a way of assessing whether or not a household has
experienced a death attributable to HIV/AIDS. As a practical as well as ethical and
cultural matter, testing was out of the question for the research. Thus, we had to rely on
reports by sample households on deaths.'? For reasons explored more fully in section V
below, it is still rare for someone to attribute the death of a family member to HIV/AIDS.
Since most people do not care to talk of the dead, it is always difficult for outsiders like
researchers to pose questions about the number of deaths and the causes of death. It has
become even more difficult with the onset of HIV/AIDS. The information we have on
deaths and their causes, therefore, has been collected over a period of years and not just
in 2006, and comes from a variety of sources.

The main source both in 2006 and in past years has been the “‘updates’ on
household membership which elicited information on deaths and, sometimes, about the
suspected cause or, more usually, a description of symptoms. Any deaths of sample
members occurring during a fieldwork period were recorded at the time with as much
detail as possible. In addition, some information on deaths and causes for a particular
household comes from other sample members or non-sample villagers (relatives,
neighbors, or friends), in the course of conversations held with, or overheard by, the
researchers. During the 2006 study, we made special efforts to find out as much as we
could about deaths in households, the symptoms and trajectory of the preceding illnesses,
and the causes attributed to them. Nevertheless, a large number of the deaths that have
occurred over the twenty year period have too little or no information on which to base an
assessment of the cause of death. With these caveats in mind, the following summarizes
the reported deaths.

Of the 174 households in the core sample, 18% (31) had adult deaths due
‘certainly to almost certainly’ to HIV/AIDS, 21% (36) had deaths ‘very likely’ due to
HIV/AIDS, and a further 11% (19) were ‘likely’ due to HIV/AIDS. Evidence for the first
category of deaths attributed to HIV/AIDS includes first, actual statements by family or
other closely connected families using the various terms for HIV/AIDS; and second,
sufficiently detailed descriptions of the typical sequence of symptoms, and types of
illness attributable to the disease. Evidence for the second category ‘very likely due to
HIV/AIDS’ is based on descriptions of symptoms and length of illness, etc but at a lesser
level of detail. And the category ‘likely due to HIV/AIDS’ had an even lesser level of
detail. We would put a stronger emphasis on the first two categories. The proportion of
households who had a death about which there was no or very little information was
29%. The latter fact, combined with our having to assess the cause of death from highly
partial information, means that the assessment of the sample-wide incidence of
HIV/AIDS deaths is very tentative. Thus, if one takes the two to three levels of likelihood

12 This is common; see Drinkwater et al. 2006, note 9.
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Graphs 1-2, Zomba research area age structures in 1986 & 2006
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of an HIV/AIDS death together, between 40% and 50% of households had had at least
one adult die as a result of HIV infection over the previous ten or so years, and about 50-
60% had not experienced such a death. In addition, 40% (69) of households had deaths
not attributable to HIV/AIDS' and, as noted, 29% (50) had deaths for which we did not
have enough information to make an assessment. Another 29% (50) of households had
had no adult deaths at all.

We must stress that these figures are extremely tentative and should not be taken
as ‘hard facts’ about the population in the Zomba area. They definitely capture some of
the deaths but almost certainly not all. Using the categories mentioned as markers for
households who had experience a ‘certain to probable’ HIV death, analysis showed some
associations that make intuitive sense (see sections on expenditures and harvest etc below
in section VII) but cannot be given statistical weight.

While the quantitative results on the sample incidence of HIV deaths are limited
by the tentative quality of the ‘HIV death’ variable, the detailed knowledge acquired
about sample households and the networks in which they are embedded provides
important information about how people respond to increasing illness and deaths
attributable to HIV/AIDS.

Ethnographic analysis of HIV-affected households

A close analysis of the households who have experienced at least one death
attributable (certainly, very likely or likely) to HIV/AIDS fairly recently (from 1999 to
2006) reveals the following. Four of the fifty-seven (7%) can be described as suffering
‘acute’ distress. Thirteen (23%) can be seen to have serious problems though some are
already moving into a third category of an increased burden with some stress (eleven or
19%). The remainder (twenty-nine households or 51%) have had some effect but either
that has been relatively short-lived or they are able to absorb the burdens, due to their
high income/asset level, to the support from their family, or to the relatively light burden
of added responsibility.

Close scrutiny of these households reveals that it is essential to take the time span
of HIV/AIDS into account when trying to assess effects. This is the single most important
characteristic of this research — that we have information on the same households for
twenty years. Examination of the affected households shows that the most acute signs of
stress are in the period of severe illness and death, and for many cases, this seems to
mean between a few months and a year.'* The strain, apart from grief, include the time
given to caring for the sick at the cost of one’s own activities in the fields and other
income-earning activities; money needed to obtain medicines and care, both from
‘traditional’ healers and from clinics or hospitals; provision of appropriate foods to the
sick (who often want ‘special” expensive foods like fish, meat and soft drinks); costs
associated with transporting the patients to and from health care centers; and, after death,
the costs in resources and time, of funerals."> After the death, whether or not the burden

1 Many of these were elderly people. Some were small children and the symptoms of malaria were often
mentioned; it is possible, of course, that some of these were HIV+ but our information is even more
tentative for these than for adults.

' Cf. Chimwaza and Watkins 2004:805: ... most of the patients [were] with the caregivers for less than
four months. Once they required continual care, the progression to death appeared rapid.”

" In the research villages, as elsewhere in Malawi, funerals have increased and people mention the time
now demanded for attending funerals. While all villagers especially those surrounding the bereaved
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continues to be acute, or reduces to serious or some stress, or seems to be entirely
absorbed depends on prior assets and/or a highly supportive family and/or a lesser burden
of dependency resulting from the HIV death. A closer look at the households in these
different categories of strain will help flesh this out.

Acute economic distress

All four households in the ‘acute’ distress category have either dropped to or
remained in the lowest twenty-five percent of households in terms of income. Two have
been struggling to achieve a living since 1986, one was doing slightly better, largely
because of a son’s tobacco income, in previous years, and the fourth has dropped
precipitously down the income ladder, with consequences for the children, from the
inroads of HIV. This last case is also the one with the most recent impact.

One of these households had been in the bottom income quartile since 1986,'° the
others dropping to that level since the 1990s. The head of this poor household (615) is
Abiti J, born ¢.1947. She was already divorced in 1986, but later reported that she had
had one husband between 1991 and 1993, and the birth of a son in 1987 indicates other
partners. During the main study years, 1986, 1990, 1997 and 2006 she was a woman
without a husband/partner, and throughout the years she has remained poor. The death
that has caused her the current acute distress is that of her eldest daughter who died
almost certainly of AIDS in 2003, leaving five children, all of whom have ended up with
Abiti J. As described in the Appendix A on orphans, these children were first divided up
among the matrilineal family but for various reasons, all came to live with their maternal
grandmother. One of the first things she said when we spoke with her at the beginning of
the 2006 research was that, “Now I have many orphans to look after”. Her other two adult
daughters are married, have children, and live in their own houses within the same large
compound, her eldest son is also married with three children and lives not far away in a
small market center, the younger son (born 1987) lives with her and is a laborer around
the village, and her youngest daughter is still in school. Thus, she has her married
daughters and a married son close by, but they are relatively poor with their own children
to care for, and even though there are clearly many exchanges among them, Abiti J has
primary care for the orphans as well as her two remaining children and is experiencing a
very heavy burden of responsibility in providing for their needs. She has only one half a
hectare of land and reaped a very small harvest providing a mere 23 kg per capita. She
had received no help from one of the orphan care groups that was based in her village,
nor from any other group.

Abiti Y is the elderly female head (born c. 1930) of another similar household
(203) suffering acute distress in 2006. She has been a widow throughout the years though
her mother, Mai C, was the key woman in the household prior to her death in 2004. From
the beginning of the study in 1986, the entire localized family of Mai C’s sisters and
sisters’ daughters was poor, with small land parcels, and with low levels of assets and
income. The HIV death causing Abiti Y particular distress in 2006 was that of one of her
daughters (not in the sample but living nearby) who had died in 2005. Abiti Y had cared

compound are expected to donate small amounts of money or goods, the major cost of a funeral is borne by
the close matrilineal relatives of the dead person.

' As assessed during the 3 main surveys of 1986, 1990, 1997. Income and expenditure data were collected
in 1986 and 1990; only expenditure data were collected in 1997 and 2006 and used as a proxy for income.
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for her during the last months of her illness, during which she had not been able to
cultivate her fields, she also had had to find the wherewithal to buy medicines for her
daughter, and, with the help of surrounding relatives, organize the funeral. Abiti Y is now
the oldest woman in the local matrilineal group; she lives next to a younger sister who
has many children, some of whom lived with their grandmother, Mai C, in this sample
household. Now, the small house of Abiti Y is surrounded by the houses of married
grand-daughters and cousins. During 1990 and 1997, her household had had her younger
son living with her; he grew tobacco and helped to boost their income so that in 1990 she
had been in the second income quartile and in 1997 in the third quartile. Since then, the
son has married away and she has dropped to the bottom income quartile where they had
been in 1986 when her elderly parents headed the household. In addition, during 2006,
the young husband of Connie died (both were in their early twenties). Connie was a
sister’s daughter who had been living in this household since she was a child. All except
the immediate relatives said the husband died of matenda a boma (AIDS). Connie was
herself suffering from various illnesses including sores over her body, and her young
child, born earlier in the year, looked severely under-nourished. In short, both looked as
though they were HIV+. Abiti Y received some help in the form of food and work from
the close relatives around her but she bore the ultimate responsibility and was clearly
burdened with it during 2006. The one possible flicker of hope for her is that her eldest
son, married in a nearby village, had been selected by the wider family to stand as their
chief in their bid to create a new chiefship within the village they lived in. Since this man
is reputed to be a ‘big tobacco grower’ and well connected to village elites, it is possible
that if they achieve their aim and are made a separate village, some of the expected
benefits might trickle down to Abiti Y."”

The third of the ‘acute’ cases is the household 429 headed by a widow, Mai MG.
She was in income quartile three in 1986-97 but dropped to the bottom quartile in 2006.
She has had three daughters die (1992, ¢.2000 and 2002) and one son die (2003) of HIV-
related disease. In 2006 she had three orphaned grandchildren, aged between 14 and 16,
living with her, as well as her deceased sister’s son, aged twenty-four (who had lived in
this household since the beginning of the study in 1986) and his wife. Both the latter left
during 2006 to go to the wife’s village. The other grandchildren had all left school and
were taking temporary jobs around the village, the girls carrying water, the boy working
in a local maize mill. The main strategy followed by Mai MG over the twenty year period
has been to sell portions of her land. She was one of the first in 1986 to sell land; her
fields were right next to the small trading center that has been expanding over the years.
The main purchaser, all the way up to 2006, has been the biggest trader of the area. By
2006, Mai MG had sold off most of her land, remaining with only one field; during the
dry season of 2006 we found that she had had a tiny hut built for herself in the middle of
the field since the former compound (already moved at least once before) was on the sold
land. Also during 2006, she was called to the village chief’s court to answer a charge
from some of her matrilineage that she had been selling land without discussion with
them. Mai MG was about 70 in 2006 and rather frail, though still doing most of the
cooking for the family; but the income generated from sale of fields has almost dried up,

7 Such efforts to create new villages, based on local matrilineal groups with claims to previous chiefly
rank, have become common over the past five or so years. They seem driven by people’s assumptions that
they will benefit from future distributions from government and NGOs, if they control a chiefship.
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the income-earning ability of the three teenage orphans is low, so their prospects do not
look good.

The final ‘acute’ case is a family (507) where both husband and wife were HIV+
in 2006, the husband dying in November, 2006 and the wife dying in August of 2007.
Abiti N was the only person in the entire sample to be open about her status (see section
V below for more on her). The marriage was polygynous, the husband dividing his time
between both wives (the other wife lived in a different village some miles away). He
gained his income from retailing chickens and vegetables though his increasingly severe
illnesses, including TB, greatly decreased his income in the past few years. Abiti N did
most of the farming and, despite her own increasing illness, was found struggling with
the cultivation and harvest between January and August of 2006. She became
progressively more ill and finally died in August, 2007. In terms of income, the
household was in the bottom quartile in 1986, in the top quartile in 1990 and 1997, but
dropped to the lowest income quartile in 2006. In 1986, Abiti N was divorced with
children by at least two different partners, and she was living with her elderly parents. By
1990, she had remarried Mr M, a Muslim man, the man she was still married to in 2006.
Her mother died in 1998 and Abiti N became the key woman. Her father died in early
2005. Both she and her husband had been sick for a few years before they were
diagnosed with TB first and then HIV in 2005. The slow decline accelerated between
2005 and 2006 with cash income reduced, costs for medicines and travel to health centers
increased, and food production cut. In addition, the children (three sons from Mr M) and
her youngest daughter from a previous partner, were losing school in having to help their
parents. The sons did not seem keen on school but the daughter (born 1986) was in Form
3, a high class in secondary school, and wanted very much to continue. The benefits of
earlier, more prosperous years are clear: Abiti N’s eldest son had completed secondary
school and was married, farming in his wife’s village, and her second daughter had also
completed secondary school and had a job in a telephone bureau in the capital Lilongwe.
Alice, the youngest daughter, wanted to follow in her elder siblings’ footsteps, but in
2006 and 2007 not only was her mother struggling to pay the fees but she was also losing
school because of having to help her mother with the chores, and then having to run
everything as her mother became increasingly incapacitated. After the death of Abiti N in
August 2007, her sister who lives nearby will become the guardian of the remaining
children (a third sister also died of AIDS in 2005). That household (not in the sample) is
not particularly well-off, so the prospects for the orphans’ chance for continuing
education seem slim at present, unless the elder employed siblings help or another source
of aid becomes available.

Serious economic strain

Of the 13 households who can be seen to have serious strain as a result of an HIV
death, four (31%) are in the lowest expenditure quartile, two (15%) are in quartile 2, six
(46%) in the third quartile, and one in the top, fourth, quartile (8%). Two thirds of the
households in the third quartile may be shifting towards the category of ‘some’ strain. As
in the group of acute distress, a majority of this set of households (77%) care for HIV
orphans.

Of the four in the lowest quartile, one household (427) has always been in that
status. In earlier years, it was headed by a divorced woman with daughters who came and
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went from the compound, often leaving some of their children with their grandmother.
The old lady died some time after 1997 and one of the daughters is the current key
woman. She is divorced and has lost a daughter and a sister to HIV-related illness, and is
caring for two teenaged grandchildren who are in school and whose mothers are married
elsewhere. She has married sister’s children, some of them orphaned, living nearby. She
has a tiny amount of land and very low income, but is now the most senior woman of her
family living in the village. Her main problem is a very low level of livelihood.

In another household (518), Mai K has been in the lowest income group except
for a short time around 1990 when she was married to a successful fisherman and trader.
They later divorced and by 2006 she was married to a man who was seriously ill all the
year with what everyone except himself said was AIDS. Her daughter had also died,
leaving three orphans for whom she cared. Her mother and some cousins lived nearby
with whom she interacted regularly. Still vigorous and in her forties, she is currently able
to care for the three grandchildren but the extra burden of responsibility for them along
with the expenses for her sick husband all through 2006 pressed hard on her. The eldest
of the orphans, a girl of 17 seemed to be dropping out of school during the year while her
two younger brothers went more often. By mid 2007 we heard that Mai K had remarried
and it seems much will depend on the new husband’s earning ability as to whether or not
she can pull out of the poorest twenty-five percent of households and manage to care for
her grandchildren.

The elderly widow in a third household (643) had a daughter die in 2001 leaving
four orphans, one of whom is now married nearby, the other three of whom are still in
school. This was a large responsibility for her and her income level has dropped since
1997 to the bottom quartile. At present, however, she is supported largely by a divorced
daughter with whom she lives. It appears that this daughter has taken on the role of senior
woman and guardian of the children. They are also helped to an extent by other married
daughters and grand-daughters living around them, and are not short of land.

The fourth household (524) in the lowest quartile is an elderly couple who seem
currently to be without any grandchildren able to care for them once they are unable to
manage themselves. Their only daughter died in 1991 of TB (possibly HIV-related) and a
grandson who had started building a very nice house for them next to their present one
died in 2005. Their other grandchildren did not visit nor send anything to them during the
time we were in the village in 2006. This is the only sample household where elderly
people are without extensive support from children and other family members.

The two households in income quartile 2 (the second from the bottom) are both
headed by late middle aged women who are helped a great deal by adult daughters. Mai
LS (133) lost her daughter and son in law to HIV-related illness in 2005 and also lost her
husband (to a non-HIV death) the same year. She is now caring for the two orphaned
children of her daughter. The daughter’s husband had a good job in town and they had
almost completed a new house in the family compound when they died. Mai LS has
another daughter employed in town who took one of the orphans but Mai LS decided she
wasn’t looking after the child well enough and brought her back to the village. The extra
dependency burden and the loss of periodic aid from the dead daughter have been
seriously compounded by the death of her husband, leaving her struggling to manage.
She has a lot of land which she cultivates with her other resident adult daughter and some
older grandchildren, and she also rents out some fields for cash. Like others in the
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sample, she had received at least two lots of visitors wanting to record the orphans’
names, ages, etc but has never since heard anything more.

The other household (634) in quartile two is headed by Mai LY who has lost two
daughters to AIDS (explicitly stated though with ‘roundabout’ terms described in section
V) in 2003 and 1999, and cares for three orphans. She receives periodic help from an
employed son and daughter in town, and also has a daughter and a son, both married,
living next to her compound. She has ample land but feels pressured by the loss of her
children and the extra burden of the orphans. She also reported never receiving help from
a local orphan care group.

Of the six households in quartile 3 (next to the top), five lost one to two adult
children (mostly daughters, one son, and two sister’s daughters), the other household
headed by a young married woman lost both her parents. This last household’s (526)
strain has been on the two remaining daughters — both dropped out of school, the elder
took on the burden of caring for her dying mother, and both married extremely young
(c.15) bearing children immediately. The elder has a good, hard-working husband and
they are starting to do quite well, rising to the third quartile from quartile one in 1997
when the sick mother was still alive. The younger of the daughters married late in 2006
(already pregnant) so it is too early to tell how she will fare. In all the other households,
the key woman was being helped by adult daughters and/or sisters and in one case by
adult sons. They all had suffered material costs during the illness and death of their
relatives and they were dealing with the extra responsibility of orphans, but they were
managing largely through the help of adult children, especially daughters, and other
relatives.

The only household (517) in the richest twenty-five percent of households in this
‘serious stress’ category is essentially living off its past. This household was one of the
most successful in the sample from 1986 through to the mid 1990s. In 1986, the husband
was in South Africa as a foreman, sending money home to his wife who was South
African and living in her husband’s village. By 1990, the man, like other Malawian
migrants to South Africa, had returned and quickly became an active and successful
farmer of maize and burley tobacco. He became the chairman of the biggest burley
tobacco club in his village and was on many committees where his literacy was useful.
He was well connected to the local elite (better off families, local government officers,
big traders). In 1997, things were not going as well for him as in the past but still better
than the average. In fact, he was already sickening and by 2005-6, he had been ill with
various complaints for the previous five or so years. This was told to us with much
complaint by his wife who in 2006 told the researchers many times that their standard of
living had fallen considerably, that her husband was unable to cultivate much, and that
the burden of responsibility for the family fell on her income from her business as a
herbalist and seer in local markets. In fact, information collected from others revealed
that the husband had taken a large loan on behalf of a committee he’d set up to run
certain small businesses, but that he was using the money for his own expenses since he
had none from tobacco and had run out of maize. In addition, he was accused by a friend
of stealing maize that the friend had temporarily stored in his compound. Thus, although
the family remained in the top quartile in 2006, it was built on debt and, in fact, theft. The
husband died in December 2006 and though the wife has said for a few years that she
wanted to return to her original home in South Africa, she was still present in mid 2007.
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Increased burden and some economic stress

In this category, just under two thirds (7) of the households are in the bottom
quartile and the rest (4) are in the second (next to bottom) quartile (see Appendix B for
detailed descriptions of these households). Four of the seven in the bottom quartile have
dropped slightly (from the second quartile) between 1997 and 2006, and two have
remained at the bottom. Four of the households are headed by divorced or widowed
women who have orphans to care for but who, though in a low income group, receive
help from adult children, who live in or near their compounds. Three households are of
elderly couples who have a few orphans to care for, others having grown and left in
marriage, and who are helped by adult children. Two are middle-aged couples who are
not well off but managing, one with orphans, the other with none from the recent death
(in 2006) of their eldest daughter. Finally, two are households where a young adult
married daughter has taken over the household on the death of her mother (and in one
case of both mother and father); both have good marriages and seem likely to improve
their income status in the future (all other things being equal including that they do not
contract HIV).

Minor economic stress and overcoming stress

The final category of households who have experienced at least one HIV-related
death during the previous six or so years are those who have suffered some effect but
either that has been relatively short-lived or they are able to absorb the burdens, due to
their high income/asset level or to the support from their family. Two characteristics
stand out for the group as a whole: First, unlike the households described above in the
three other categories, a small minority (14%) has orphans to take care of. Second, most
are in the upper income groups (41% in the top, 24% in the third or next to top) with 17%
each being in the bottom two quartiles. Some of the HIV deaths were of rather more
distant relatives, or else parents where the children are already adult. Overall, reasons for
these households seeming to manage the effects of an HIV-related death include: that
they have been required to take on a lower level of dependency; that they have an income
level that has allowed them to absorb the material costs of illness and death; that, in the
cases where households are in the bottom two quartiles, they form part of families where
the burden has been shared; that, for both the top quartiles and the lower quartiles, the
importance is clear of help coming from family members working in town; and that, in a
minority of cases, the deceased person was not a household member but a relative who
came for care when s/he was sick and dying (a brother of the wife in one case, and an
uncle, mother’s brother, in another).

HIV-death of a key woman and/or husband

It is expected that households suffering an HIV-related death of the key adults —
in this case, the key woman and husband — are likely to face more serious consequences
than where the death is of a less central adult. For this sample, there are twenty-three
cases reported of (certain to probable) HIV-related deaths of key adults. A close analysis
of these households shows that nine of them are now headed by second generation adults
(mostly daughters, a few sons, and two sister’s daughters) who have married and who are
either over or managing the losses of the deaths. Two other households where the
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husband died have dropped in income terms but are helped by surrounding matrilineal
kin and are not short of land. Eight households have dissolved, seven of them on the
death of the husband. Six of these were households where the wife was living in her
husband’s village."® Thus, the surviving wife and children went home to the wife’s natal
family after the ritual dissolution of the marriage. Hence, though they constitute
‘dissolved’ households for the sample, they very likely were reabsorbed by the wife’s
family. The eighth household was of a divorced woman living alone with a daughter who,
on her mother’s death, went to live with her mother’s sister in the same village. Three of
these 23 households were suffering some to considerable stress during 2006. Household
507, described in the above section on ‘acute stress’, had the husband die in late 2006 and
the key woman in mid 2007, both from AIDS. The husband in household 517 died in late
2006, almost certainly of an HIV-related death, and had been living on debt and theft (see
above). In the third household, 518, also described above, the husband was seriously ill
throughout 2006 and died in early 2007; the wife was raising the three children of her
dead daughter (possibly from AIDS) and had remarried by mid 2007.

In sum, of the twenty-three households where a key adult died of HIV/AIDS, just
over a third dissolved after the HIV death, though in six (26%) of these households, it is
likely that the surviving spouse and/or children were reabsorbed in the wives’ village. If
these patrilocal households are excluded, only two out of seventeen households (12%)
dissolved. Over a half of these households, by 2006, had been taken over by adult
daughters or close relatives, all were married couples, and were seemingly over the worst
consequences of the deaths. Three (18%) had dropped down in income to a varying
degree after the deaths of the husbands, but one key woman had remarried, one was
likely to marry, and the third was well ensconced in a large matrilineal group and
relatively well off in land. Three households (18%) were suffering considerable stress, all
of whom had experienced at least one HIV death in the last year. Of the entire group, the
key women in two households (daughters in the second generation category) had ended
up with more land than they would normally have had, because of the deaths of parents
and siblings. As a result of the dissolution of one of the (matrilocal) households, the
remaining sister (not in the sample) and a younger brother had taken over the land of the
deceased mother and two sisters, so also ending up with more land than otherwise might
have been the case.

'® In the local language this is referred to as ulowoka, and is similar to chitengwa in the Central Region.
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IV Orphans

The official definition of ‘orphan’ in Malawi follows that of the UN: a child who
has lost one or both parents. In the local language, orphans are described as ‘[children]
who have been left behind’, ‘[ana] amasiye’. The local understanding places more
significance on the loss of a mother than a father in defining a child as orphan, arguing
that the mother is the one who has given life to the child and who is the main nurturer. In
the study area, this emphasis on the mother is even stronger since people follow a
matrilineal kinship system in which a child is automatically a full member of its mother’s
matrilineage.

Of the core 174 households, 29% have one or more orphans present in 2006 and
22% had orphans who had left or who had died. All the orphans identified have been
incorporated into the extended matrilineal families. In the majority of cases, orphans in
the sample families live with their maternal grandmother or mother’s sisters, and
occasionally with their mother’s brothers (the all-important uncle to the child).'” Thus, a
few households have an orphan from the wife’s sister as well as an orphan from the
husband’s sister. The cases (see Appendix A) also reveal how some orphans move around
from relative to relative.”’ We found no orphans being placed in orphanages, nor are there
any such institutions in the area. We do have one example of a boy being taken by White
missionaries (nationality not identified) to be educated and cared for in a different region.
This might well be an orphanage but the grandparents who are his guardians did not
know the details; he returns home during holidays.

Although, in the sample area, the main responsibility for children, including
orphans, lies with their mother’s family, a father is considered an important person to a
child, certainly during the course of the marriage to the child’s mother, and in some cases
he may play a central role in the care of his children after the death of his wife/their
mother. The person beyond the father who sometimes plays a role in orphan care is his
mother, the child’s paternal grandmother. We have no cases where an orphan went to his
father’s sisters or father’s other matrilineal relatives (apart from his mother). The main
onus for care, especially over the longer term, lies preeminently with the orphan’s
mother’s family.

The pattern of orphans being taken by their mother’s close female matrilineal
relatives is a longstanding one, predating the HIV pandemic. A well-known set of
circumstances that lead to an orphan’s facing some difficulty and to their ending up with
a grandmother is when a parent remarries after the death of the partner. People in the area
well recognize and describe these situations: the stepmother or stepfather either refuses to
take care of the children from the former spouse or quarrels erupt, forcing the

% Recall this is a matrilineal and matrilocal area — children belong primarily to their mother’s lineage, and
most men move to their wives’ villages. Patterns of relations in patrilineal-patrilocal areas will be different.
2% In the local kinship system, the sisters of the mother are addressed as ‘mother’, and usually distinguished
by relative age, so that the elder sister of one’s mother is referred to as ‘elder mother’ (mai akulu) and the
younger sister as ‘younger mother’ (mai ang ‘ono). In normal systems of address and reference, then, there
is a plethora of women who stand as ‘mothers’ to a child, even though all are aware of the precise
relationship. There are even more that can be addressed as ‘sister’ (chemwali, anjira, asisi), including the
daughters of their mother’s sisters. A mother’s brother is malume or, more often nowadays ambuye (agogo,
anganga, all mean grandfather), and ankolo (a transliteration of the English uncle).

31



stepchildren out of the household. Since the area is matrilineal, most of the cases end
with the children living with their mother’s mother (their maternal grandmother) or with
their mother’s sister. In a few sample households, the children live with their father’s
mother, sometimes because they were used to staying with her on and off, sometimes
because she is considered more able to look after them, sometimes because the son has
married nearby, or for a variety of reasons, the children’s mother’s family is unable or
unwilling to take in the children.

This situation is also not unique to orphans. In the study area, where divorce and
remarriage are common, there is a well established and recognized pattern whereby the
children of a woman who remarries after divorce will not necessarily accompany their
mother since the new husband may refuse to take them or is expected to refuse. In the
fewer cases where a father has children from a former wife (because most often they are
living with their mother’s family) often the new wife will object to caring for them.

In addition, a common practice among the research families is for (non-orphan)
children to go to live with their grandmother or an aunt (sometimes a great aunt) for part
or much of their childhood. Sometimes this is due to a woman wishing to have a
grandchild to live with her, sometimes a child is ‘given’ to a sister who is barren,
sometimes the child’s mother has several small children to care for and one child is sent
to live with a relative as ‘help’ to the mother, sometimes it is the child her/himself who
decides s/he wants to live with the relative.

In sum, because of these preexisting practices of children living with a relative,
especially but not only, with their maternal grandmother after their parents’ divorce or
after the death of their father, the current situation of orphans being brought up by
relatives is not new. What is new is the scale — the sheer number of orphans needing to be
taken in.

Family decisions on the placement of orphans

Major decisions about an individual — concerning marriage, divorce, serious
illness or death — are made by a subset of the matrilineage. The main person ‘in charge’ is
referred to as the mwini mbumba (guardian of the set of sisters), a man who stands as a
mother’s brother or, as people age, a brother to the sisters. Sometimes, a woman can take
on the role of guardian. The guardian does not make decisions alone but in close
consultation with (some of the) other senior sisters and brothers.

After an adult’s death, the decisions to be made by this group of relatives along
with representatives of the surviving spouse, where applicable, include the care of
existing children, and the disposition of property belonging to the deceased. In some
cases, this process goes smoothly, with decisions being made about when the family will
release (kusudzula) any surviving spouse from the marriage bond, and who should look
after the children and who receive what property. In other cases there is disagreement and
dispute over the property and sometimes over the children, sometimes causing delay in
the process and sometimes requiring the involvement of the village headman or a higher
level chief.

In some of the sample families, the decision made about who should take in
orphans of a deceased daughter was taken by the family as a whole in the meeting usually
held on the final day of the funeral.?! In some families, however, the decision was made

2! This is tsiku lometa, literally, the day of cutting hair (of the bereaved).
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by one or two close relatives, such as a mother or elder sister. Sometimes, there was no
overt decision but the children ended up, in a kind of social default, living with their
grandmother, particularly if they were already living in the same village. For example,
Amos and Sylvia, a middle-aged couple (household 616), were telling us about how they
are raising two orphaned children of their deceased daughter. Asked how the decision
was made to place the children, Amos wryly said that ‘everyone was quiet’, that is, no-
one offered to take the children, so they ended up with their maternal grandparents. For a
few, there was not even a ‘decision’ to be made: as Margaret (609) told us adamantly
about the children of her younger sister, it was her duty (udindo) to take the children, all
the children, since she thought it would be bad for them to be split up. They needed ‘to
live as one family’ even though their mother was dead. Margaret had only one daughter
of her own and that daughter had only one son, so this relatively light burden of existing
responsibility probably influenced her decision.

The problem of ‘discipline’ in caring for orphans

In conversations with sample respondents who were looking after orphans, we
were told about their difficulties in finding sufficient food and income to provide the
orphans’ needs for clothes, school materials, and so forth. It is clear that having children
added to one’s complement of children and other responsibilities is a large burden for
many families, and many respondents spoke eloquently about their difficulties in raising
the resources to look after the orphans as well as their worries about failing in that task.
This is not surprising in a population where most households are food deficit and obtain
low cash incomes. Circumstances such as the serious drought and harvest failure in 2001-
2 and the poor harvest in 2005-6 intensify the pressure on families.

Nevertheless, the overwhelming problem raised by the sample families when
asked about bringing up orphans was that of discipline. In conversation after
conversation, when the topic turned to orphans and even in more casual exchanges that
happened to touch on orphans, guardians taking care of orphans in their own homes said
that some of the orphans are ‘troublesome’ and ‘rude’. Asked to elaborate, they explained
that they meant that the orphans do not heed their guardians in the respectful way
expected of children and young people. In most cases, the orphans considered
troublesome were those in their teens. The common litany of complaints included that
many (though by no means all) orphans refuse to help in the gardens or compound as is
the norm, or if they do some work they do it poorly, staying a ‘short time’ in the fields
and leaving whenever they wanted, so expecting their guardians to complete the work
themselves. They do not listen to advice such as the need for regular school attendance or
the dangers of ‘running around’ with friends or members of the opposite sex. Many
guardians repeated the same refrain that orphans would openly refuse them by saying,
‘no, I’m not going to do x or y since if my mother were alive she wouldn’t be asking me
to do this’. Even when the guardians might believe or say that their mothers would
certainly have expected the children to help, the children use this rationale for not
helping. Moreover, we were told, if the orphan does not like the food or other aspects of
living with his/her guardians, s/he will accuse the guardian of neglecting them, and of
being ‘cruel’.

One grandfather (616) complained about his deceased daughter’s son, aged eleven
in 2006: how he did no work in the fields alongside his grandfather, how he came home
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from school, ate and ran off, not coming back till it was late (early evening when it gets
dark). He then said he was worried first because he did not want to be forced to be harsh
with the boy but that persuasion had not worked so far; and second, because he felt the
boy was lacking important aspects of his upbringing. Moreover, the boy’s elder sister had
refused to continue secondary school, even though her grandparents had advised her to do
so. She had subsequently insisted on marrying a young man and had left to live with him
(again, an unusual move). They expressed regret at this, saying they were prepared to pay
her fees alongside their own youngest daughter (the orphan’s aunt). They feared that the
boy would make the same mistake.

Other guardians expressed a similar mix of emotions — irritation or anger at the
child’s behavior but also anxiety that the child was losing out in key things, and fear that
they, the guardians, would end up being seen as ‘cruel’ if they tried to discipline the
child, and that they would be blamed by other members of the family or by neighbors.

The question of whether orphans are treated less well than are the biological
children of guardians is one that is not new to the society. Orphans have long been known
in the society as have stories about the neglect of orphans or of the cruel treatment by
stepmothers and stepfathers (here being more even-handed on a gender basis than the
otherwise similar stories of ‘cruel stepmothers’ in European traditions). But the stories
may highlight the exception rather than the rule since actual information on the
experience of orphans is difficult to come by. One research assistant, describing a family
in the sample in 1990, described the death of the key woman of one of our sample
households and how her seven children had been taken into the care of the dead woman’s
sister. The husband of the dead woman moved away but he got a job in town and sent
money monthly to help support his children; also the eldest son worked on an estate in
the northern region and sent money to help. The research assistant commented (without
being asked) that the orphans were not treated any differently by their aunt than her own
children. By 2006, this aunt had become the key woman of our sample household and all
the children had by then left and married, some nearby, some away.

In 2006, the topic of orphans had become far more frequently aired than ever
before. This is due not merely to the increased numbers of orphans, a fact to which the
sample families spontaneously refer, but also to the vastly increased public attention paid
to orphans by government, the increasing number of NGOs, and various donor
organizations in the context of the HIV/AIDS epidemic. Because of the public focus in
recent years on orphans and of periodic speeches about the need to ‘treat orphans well’
by village headmen and other authority figures, it has become more difficult to assess
actual treatment of real orphans. Stereotypical opinions tend to be elicited in response to
a general question about orphans, namely, that orphans tend to be neglected. When one
asks about specific examples of orphans (in neighboring families, for example), then the
answers tend to be far more diverse, as the following case indicates.

Robert and Agnes (household 342) have looked after their two grandsons since

their mother, their only daughter, died 9 years ago. The two boys were so young

that they address their grandparents as mother and father. For Robert and Agnes,
apart from the pain of losing their daughter, their life is not very different from
what it might otherwise have been. Not rich, they are both strong and hard
workers with one of the prettiest, neatest compounds in their village, as well as
enough food produced by themselves to last from one harvest to the next. When
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asked about orphans, Robert, with his wife nodding, volunteered that for

themselves, being healthy and relatively young, they had no difficulties but for

older people, perhaps a grandmother, orphans will have to do casual labor to earn
money and not go to school and the girls might become prostitutes just to get
money to support themselves. He went on to say that if someone has children of
their own but then have to take in several orphans, the tendency is for the orphans
to get second best in terms of clothes, food, and support for school, and so forth.

He painted a sad picture. Then I asked him and his wife to think about families

around them who had taken in orphans. They nodded and after a few minutes of

quiet discussion between them, they said about 5 or 6 families around had orphans
to care for. Then, I said, if you think about those families, do you see whether or
not the orphans are being worse cared for than the children of the house. To this,
again after a few moments of quiet conversation, they said no — in the cases they
knew, the orphans were being treated well, with no obvious difference between
them and the other children of the house.

The tensions between guardians and orphans differ by the relationship between
them and by the age of the orphans. While the youngest orphans might add to the felt
burden of responsibility, they more rarely cause other problems concerning proper
behavior or expected discipline. The children aged thirteen or older are more likely to be
associated with complaints about ‘rudeness’, refusal to go to school and/or to work, etc.
This has to be understood against a cultural background that values independence in
people, even young people. There is a delicate balance between the forms of respect paid
by younger to elder persons and a sense of individual independence: thus, elders deserve
respect but everyone, even a young person, is also expected to be treated with a degree of
respect. Hence, it is not unusual for parents to say that a child, who may be as young as
nine, decided s/he did not want to attend school, or decided s/he wanted to go to visit a
favorite aunt. In many such instances, the parents did not try to stop the child from doing
what s/he wanted. Again, this is not true of all parents; many will specifically say they try
to pressure their children to attend school or do other things thought to be ‘good for
them’. But few will go to the extent of physical or other force. It is against this pre-
existing situation that one has to see the apparently intensified tendency for some
orphaned children to go against their guardians’ wishes. The impression is that such
children are resentful and angry at being without a mother (sometimes a father) and are
not willing to concede to a grandmother or aunt or uncle the kind of behavior they might
have demonstrated to their own parent.”* Orphans seem to be a particularly fraught
example of a situation that many adults complain about, namely, that youngsters
nowadays are ruder and less obedient than in the past, a change some adults attribute to
the influence of ‘video’ (the English word is used) and radio.

For orphans from the age of 15 or so, evidence of rebellion is more likely to be
seen as efforts to be independent of the guardians. Several of the older orphans in the
sample married at very young ages (15-17). In addition, orphans this age who are not
obedient are more likely to be pressured, whether implicitly or explicitly, to form their
own household, that is, by getting married. The value given to independence in the
society means that the goal of most people approaching the end of the teen years, with the

2 Observation of a few young children — five to seven — also suggest that they are suffering from grief at
the loss of one or both parents. Our research was unable to study this response.
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exception of the still small minority able to go to secondary school, is to find a spouse
and marry, so forming their own household. While the average age of marriage in the

area is fairly low, there appears to be a tendency for orphans to marry at even younger
ages. Again, this is not the case for all orphans, but a tendency.

Early marriage takes two main forms — either because the teenagers are left
without parents and have to take over the running of the household, fields, and any
younger siblings, or because of rebellion against the guardians. In one household, the
father died in the mid 1990s; later on the mother became very ill, finally dying in late
2005. The two daughters still at home dropped out of school, the elder of the two married
and lived, with her husband and young baby, in the compound where she essentially took
over from her mother. After the mother’s death, she became the sample ‘key woman’.
Her sister, the youngest daughter, left home after quarrelling with her elder sister and
returned in late 2006 pregnant and married. In a few other cases, the marriages took place
against the wishes of the guardians (aunts and grandparents) and seemed to be a way of
the orphans gaining independence of what they considered to be unsatisfactory parent
replacements. The expectations about independence combined with the tensions
generated by the extra burdens placed on a household that takes in one or more orphans,
as well as the tensions between orphans and guardians over guidance and advice all lead
to this tendency (see Appendix A for cases).

In sum, while some families are so poor that orphans may well suffer a shortage
of food and other basic needs, this is usually on a par with the other children of the
household. The Zomba research would support the findings of another study in Malawi
which concluded, on the basis of data on the health of surviving (HIV negative) orphans
of parents who had died of AIDS, that “the extended family ... has not discriminated
against surviving children” (Crampin et al. 2003: 389). The anthropometric data were not
found to vary significantly between households with orphans and those without, nor
between the measured 01“phans23 and the rest of the children (see section VII). The Zomba
study found no significant differences in school-going between orphans and non-orphans,
as did another study in Malawi (Doctor 2004: 31). However, as noted, some orphans
rebelled by not going to school, especially to the upper classes, even where the costs for
schooling were not a problem,. In addition, as noted, orphans in their late teens tend to
marry earlier than they normally would.

Problems with the current official definition of orphan

For all of the sample orphans, a child with one parent dead had a number of
people able to care for him/her. Most of these are from the mother’s family (obviously
this will differ across the country according to the kinship, marriage and residence
patterns). It cannot be assumed that after the death of one parent, a child is necessarily
more vulnerable or at risk than other children in the area. The fairly high rate of divorce
and remarriage and the common pattern of children living with grandmothers or mother’s
sisters for all to part of their lives all indicate the problems of placing too great an
emphasis on the death of one parent, especially a father, as constituting the negative state
of ‘orphan’. Again, we emphasize that this conclusion holds for the area of the study
where matrilineal-matrilocal families take on major responsibility for orphans. Even

2 There were only four orphans among the measured children (under 6 years) so no statistical significance
can be claimed.
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those children whose parents were living in cities and towns have been taken over in this
way by branches of the family in the rural and urban areas. One should not assume this
happens everywhere and for everyone; presumably the documented cases of urban ‘street
children’ are a reflection of failure of some families to absorb needy children. However,
it is important to point out that far more needs to be known about such children and their
origins before concluding that they are in any way typical of how HIV/AIDS affect
families. Moreover, as other studies have pointed out, it is difficult in many cases to
know with certainty the cause of the orphan-hood and to relate it to HIV/AIDS.

In addition to the fairly high rates of partner change inside and outside marriage,
the ambiguity around the status of a marriage can cause difficulties for a definition of a
‘deserving’ orphan as the case of Catherine and her orphaned children (household 202)
indicates.

Catherine died in 2000. According to her mother and sister, she had been

‘married’ for some years to a local man who lived with his first wife in a

household that also happened to be in our sample. The two younger

children of the deceased Catherine had been given the name of the

‘husband’ by their mother, and were so listed in our household list. But the

‘husband’ had never lived in Catherine’s home, nor had he been seen

locally as a ‘son in law’ to her mother. After Catherine’s death, he had

refused all requests by Catherine’s mother to help care for the two children

(with food or clothes or school expenses) who bore his name (and, as the

researchers could see, his personal facial features). This was particularly

bad, in the eyes of their grandmother, because he is one of the richest men

in the village. When asked by the researchers why she did not take a

complaint to the village headman or a higher level chief, she explained

that she could not do so because the marriage was not ‘known well’. Here,

she was referring to the fact that in the sample villages, it is expected that

a person about to marry will go to the chief to announce this and to give

him the expected small token payment (of about K100). This constitutes

recognition by a key local authority of the said marriage and it has the

function of the village headman (and his representatives and advisors)

being able to act as witnesses in a dispute, and as arbiters in divorce or

conflict. In short, it appears that the man in question treated Catherine as a

mistress rather than a wife and in all conversations between him and the

researchers, no mention was ever made by him (or his wife) of another

wife, as in other recognized polygynous marriages. While Catherine’s

mother blamed the first wife (‘she does not want her husband to be

supporting other children”), it appears that the man in question has no

interest in recognizing the children openly as his own.

In such a case, the children are considered orphans by the grandmother and, it
appears, by neighbors not only because their mother is dead but also because their
biological father does not behave like a proper father in cultural terms. The grandmother
and the mother’s remaining sisters are regarded as having to take on the responsibility for
the children. In other cases of a mother’s death, where a father is alive and continues to
contribute to the upkeep of children even when he does not live with them, there would
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also seem to be a problem with defining these as orphans parallel with either the case
mentioned or with children who have lost both parents.

In short, the definition of orphan as a child who has lost even one of his/her
parents without any consideration of the support available to them ends with a huge
inflation in the number of orphans as stated by public authorities and donors; such a
definition conflates those who are orphans in a social sense with those so defined in a
purely biological sense.

It is against this context of a broad definition of an orphan and of an overall poor,
stressed population that one has to place the information on the current services provided
for orphans and for HIV-affected persons and families. While the details of particular
orphan care groups are presented in section VI on ‘Care-Giver Groups’, the main
conclusion from the research is that, in spite of the vast amounts of funds pouring into
Malawi for orphans and in spite of the extensive media focus on orphans, there are very
few services actually reaching orphans at least in the research site. The number of orphan
care groups has proliferated over the past five years as a result of the availability of
grants, but ‘on the ground’ delivery of real services to orphans and their families remains
tiny. Across all the research villages, a very large majority of families caring for orphans
reported receiving nothing from any group.

Observations and interviews about the various orphan care groups set up in the
research villages are discussed at length in the section on Care Giver Groups but the main
conclusions are the following. First, the large grants given to groups to set up business
enterprises intended to provide a ‘sustainable’ source of funds for orphan care are
misdirected in most cases. People volunteering for orphan care have neither the tight
organization nor the experience to run a business of the scale assumed. In most of the
cases studied, the grants and other resources (especially time) were expended on
establishing and running the enterprise with very little or no resources actually reaching
the orphans supposed to be helped. Second, some to a great deal of the funds obtained by
the village groups are appropriated by the lead organizers. Third, such services that are
delivered to orphans are highly sporadic, often separated by many months because they
are dependent on the organizers raising money and other resources (eg. food).

Nevertheless, there is space for local efforts to provide services for needy
orphans. In the Zomba research site and reported on in the larger surrounding area, there
are some informally organized groups which successfully, if only periodically, manage to
deliver some help in the form of feeding, teaching, blankets, and so on to some orphans.
These are small-scale groups who rely more on their own resources, supplemented by
small donations from a range of sources, usually individuals. Very few ‘village-based’
groups will be suitable for the large grants now being mobilized (mainly through NAC,
MASAF, and the District Authorities) and more modest grants for a larger number of
groups are more likely to enable villagers to help orphans and their families. In addition,
some effort at providing modest support for coordination across groups instead of the
now stiff competition among them and the related flurry over having to write proposals is
likely to produce more help for orphans and their families than at present. Finally, as
included in the recommendations at the end of the report, a redirection away from basing
all local care groups on ‘volunteers’ is likely to be more effective in actually delivering
some services to those needing them.
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The phrase used above — ‘orphans and their families’ — leads us into a final
conclusion about orphans in the context of the HIV/AIDS epidemic. The current
framework for assessing the needs of orphans and for providing them with support is
overly narrow. A focus on individual orphans ignores the current pattern in rural areas
whereby orphans are absorbed into the extended family, and in fact mistakenly assumes
that the ‘household’ is the only relevant unit for considering orphans. The research found
that tension and conflict are often the result of help being given to orphans as individuals
rather than considering them in the context of the family. For example, a boy was given
soap by a local care group; he refused to share this with his cousins even though his then
guardian (his aunt) was providing everything else for him, and, when the soap ran out, he
insisted that his guardian should buy soap specifically for him, accusing her of neglecting
him when she demurred since she was assessing needs in light of the entire group of
children and adults under her care. Programs concerned with the welfare of orphans
would be more productive if they focus not only on the orphan child alone but also on the
family within which the child lives. Most of these families are already quite poor and ill-
served with poor services such as schools, clinics, and so on. Rather than the huge
amounts of money pouring into programs for ‘orphans’ as individual children, some at
least should be directed to providing the means for families to continue to care for the
rising number of parent-less children. As noted above, there is an unfortunate disjuncture
between programs directed to ameliorating the effects of HIV/AIDS and broader
development programs directed to reducing poverty and ameliorating the ability of
people to make a decent living from agriculture and non-farm sources. Improving the
livelihoods of people will, in turn, mean that they will be more able to continue to support
the increasing number of people suffering from AIDS who are dependent on their family
for care and for the increasing number of orphans.

The larger issue, then, is that a myopic focus on ‘orphans’ seems to be displacing
the efforts needed to provide aid to families on whom AIDS sufferers depend and where
orphans are cared for. If orphans themselves are not currently well-served by orphan care
groups among others, the deficit for people living with AIDS is even starker.”* Yet these
needs are connected and should be considered as a package in assessing policies and
programs. Why is there such a donor and media focus on orphans compared to one on the
sufferers of AIDS? One is led to suppose that it has to do with the avoidance and
ambivalence associated with addressing the (largely) sexually transmitted disease. Who
can not be moved by the images of small children crying over their dead mother or
father? Indeed, no-one could deny their need. But one does need to wonder at the
disproportionate amount of attention by donors, government, NGOs, and media to the
innocent children orphaned by the disease compared with the attention to adults suffering
from AIDS and adults widowed by AIDS (cf. Fassin 2007).

4 Cf. Fassin: “...it is remarkable that, contrary to the situation of orphans that has been studied by several
surveys and for whom inititatives have been launched all over the African continent, research and actions
by the international institutions, NGOs, and local authorities aimed at widows and widowers [of AIDS
victims] should be so rare” (2007:245).
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V The interpretation of illness in a time of HIV/AIDS

It is now well-known that, in Malawi (as in other countries of southern Africa),
the decade after 1986 saw an explosion in the number of cases of HIV infection and of
people living with, and dying from, AIDS-related illness. The national statistic now
stands at around 14% of the adult population infected by HIV, and the epidemic is
responsible for a surge in adult mortality, serious losses in all sectors of society,
enormous strain on the medical system, and a growing burden on the majority of families.
The research conducted in Zomba district in 2006 looks at how people in the rural areas
are experiencing — living — these bare statistics.

Over the twenty years of the research, HIV/AIDS has become both more
recognized and more frequently talked about. During 1986/7, HIV/AIDS was not a topic
of our research, was not discussed among respondents, and barely heard of more widely
in the country. The virus was present in the country® but it had not overtly entered
people’s lives in the research villages. By the time of the 1990/1 follow-up research,
however, more people were hearing about HIV/AIDS though many did not really
understand what it was. Although, in retrospect, we can now see that some people who
were ill or who died in the early 1990s were doubtless infected with HIV, it was not until
the mid 1990s that the effects in terms of increased illness and deaths were noticeable to
the villagers and the researchers alike. Visits to the research villages by Peters between
1993 and 1996 and Walker’s research in some of the villages in 1995-6 revealed a
growing unease among villagers in view of the rising illness and deaths.

During the full year’s research in 1997, many respondents highlighted their
concern about the rise in illness and deaths striking their communities when they were
asked about changes in their lives, and the twelve months of data collection revealed a
clear increase in adult deaths. During 1997, numerous people in the sample explained that
when they had first heard about AIDS in previous years, they at first did not believe the
stories about an incurable disease that was spreading, and some thought it must be a
disease of the whites (azungu) that would not affect Africans (black people, anthu
akuda). Some people said the government was trying to scare people to have fewer
children or to stop sleeping around. In 1990, one of our research assistants told us, half-
jokingly, that ‘AIDS’ stood for ‘American Idea to Discourage Sex’. As the number of
people getting ill and dying increased, people realized that this was, indeed, a new
disease and, worse, one that was said to have no cure. Many were aware by 1997 that the
disease was passed mainly through sexual contact and spoke of people needing to be
‘careful’ or to avoid promiscuity. A few said that for those (implicitly men) who could
‘not control themselves’ it was wise to use condoms. Nevertheless, through the 1990s on,
there was a growing moralization of the discourse about AIDS, and opposition by many
churches to seeing condoms promoted as a defence. Some people said they believed
AIDS was a disease sent by God as a punishment for not following traditional rules or for
being promiscuous; others focused on the activities of ‘bargirls’ or poverty causing some
women to sell sex. By the early 2000s, a new source of blame promoted by public media
was labelled ‘cultural practices’, a catch-all phrase that referred to rituals that were said

% The first cases were officially confirmed in 1986 though the data and discussion did not become public
till 1994 with the advent of ‘multi-party politics’.

40



to involve sexual practices in initiation, and post-death ‘cleansing’ rites of widowed
spouses.

By 2006, it seemed that virtually all adults in the research villages were now
aware of AIDS but the research also showed that there is not a single understanding of
the disease. On the contrary, there are different interpretations of what the disease is, its
causes, and what may be its relation to other better-known diseases. People vary in their
understanding of and their reactions to HIV/AIDS.

People all over Malawi have been subjected to several channels of information
about HIV/AIDS - radio, television, written media in newspapers, government and NGO
flyers, posters, speeches by secular and religious leaders, and visits to villages by
government and NGO groups providing information or education on AIDS. In the
villages, the latter and radio are more common sources because the lack of electricity
limits television to a minute fraction, and few people read newspapers. Nevertheless,
information circulates rather broadly. Despite this blitz of ‘information’ about
HIV/AIDS, and despite people making the connection between certain types of behavior
(various colloquial euphemisms for multiple sexual encounters>®) and exposure to the
disease, there is not a universal understanding that there is a virus which, after being
contracted, eventually leads to opportunistic diseases, or that AIDS is the outcome of the
virus.

People do not distinguish linguistically between HIV and AIDS in their
observations of the current situation; the former is hardly referred to at all, while the
many indirect ways of referring to edzi (AIDS) are references to the illnesses afflicting
people (mainly those that result from the breakdown of the immune system). The partial
exception is that some people, including some local healers (asing ‘anga), refer to
tizirombo, ‘little animals’ or organisms in the blood which they see as causing the
illness.”’ This is a term that is also used to refer in general ways to ‘germs’. People talk
about contracting edzi rather than HIV. Suspicion about the possible infected state of
some people, judged either by their behavior or by being the widows or widowers of
spouses known or considered to have died from AIDS, reveals that some people did
know that a person can be infected with the HIV virus but appear perfectly well.”®
Nevertheless, the vast amount of attention is paid to overt illnesses attributable to AIDS.

While the sexual transmission of HIV/AIDS is well known in the area and, of
course, is the overwhelming focus of public discourse and services (clinics, hospitals,
etc), it is not the only interpretation given to the rise in illness and deaths. People draw on
a range of ideas to account for the unprecedented situation. In fact, there are multiple
interpretations given to the rise of illness and death, some coexisting, some competing.
People often hold several of these interpretations that are used to attribute a cause to the
sickness and to select treatment for it.

The types of interpretations given by the research families to the illness
syndromes associated with AIDS resemble those identified by other researchers in

2% Chiwerewere, chigololo, kuyenda-yenda, etc.

*7 Lwanda (2003:118) quotes a popular song from the early 1990s that included the phrase ‘izirombo
tikukhala m’magazi’ (these viruses are living in the blood). The Ministry of Health had translated ‘virus’
into Chichewa as kachirombo (lit. little animal), later amended to the plural as tizirombo (Probst 1999:118).
% One woman commented that a man who often spoke in public about being HIV-positive as part of the
information sessions of an NGO was on ARVs and ‘looked fat’ so that someone might think she could
marry him even though, she added, ‘he is finished’ (ie. he will die).
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Malawi and in neighboring countries. These are: AIDS is transmitted mainly through
sexual contact though occasionally through injections or contact by means of infected
blood or instruments; AIDS is a more virulent form of a well-known indigenous illness
(kanyera) caused by infringing certain sexual rules; the illnesses some define as AIDS are
illnesses sent by malevolent people through witchcraft; and AIDS is a disease that has
been deliberately inflicted on Malawians through infected condoms, family planning pills
and injections. The agents assumed to be behind the purposive infliction of AIDS are
God (who sent it as a punishment for immoral or sinful behavior), as well as Whites
(Europeans or Americans) and the government of Malawi (who distribute infected
condoms and other contraceptives in order to reduce the population).” The agents
assumed to be behind the bewitching of people are seen to have a wide range of motives,
depending on the relationship between them and their victims, though they generally turn
on envy and jealousy.

While the interpretations of origin, cause and agent of the AIDS illnesses may be
categorized as above, they are not mutually exclusive. People often hold several different
ideas at once or at different times or for different circumstances. It is important to note
that well before the era of HIV/AIDS, the interpretation of illness often varied according
to circumstances. Depending on the trajectory of the illness, the diagnosis of what is
causing the illness may well change over time, particularly if the illness fails to respond
to treatment and the patient fails to improve. The effect of AIDS has been to intensify this
pattern of multiple interpretations that draw on a repertoire of available and changing
ideas. While people in Malawi have long been exposed to serious illnesses from which
people have died, the HIV epidemic has produced an unprecedented situation marked by
an explosion of serious (chronic) illness in the very segment of population normally most
healthy (people from the late teens to around 50), and by the incurable character of AIDS.
It is no wonder, then, that people are involved in an agonizing search for explanations.

This research leads us to agree with other researchers about the deeply
unsatisfactory use of the term ‘denial’ for the many interpretations of AIDS illnesses that
do not — on the face of it — agree with the bio-medical explanation of HIV/AIDS. Fassin,
for example, says that ‘denial, in its deepest sense, signifies the intolerable’ (2007: 120).
This is a tragic situation of ‘living with death and in death’, when people oscillate
between ‘hope and renunciation’: on the one hand, seeking to maintain life for
themselves and their families in face of disabling disease and hoping for relief, even cure;
on the other hand, fearing death and its aftermath for their loved ones and tiring of the
suffering (p.230). In such stressful times, the term ‘denial’ glosses over the ways in
which people are torn between acknowledging the way in which the disease has felled
them, and refusing to recognize the ‘unbearable’ knowledge (ibid.). Alex de Waal cites
an unpublished paper on AIDS orphans in Botswana,’” which said that, ... ‘denial’ is not
a passive activity of failing to look, but an active task of struggling to maintain
‘normality’” when it is assaulted at every turn” (2006: 19).

** Another study in Malawi reports people accusing the whites of doing so either because they, especially
Americans, wish to see Black people destroyed or are tired of giving aid funds, and also accuse health
workers in Malawi of being in the anti-population growth group and/or wanting to benefit financially from
people seeking medical health and needing to buy coffins (Kaler 2004; for suspicions about condoms see
Pfeiffer 2004 on Mozambique, Allen and Heald 2004 on Uganda and Botswana, Mufune 2005 on
Namibia, Rodlach 2006 on Zimbabwe, Fassin 2007 on South Africa).

30 Margaret Daniel 2005, Beyond Liminality: Orphanhood and Marginalisation, University of East Anglia.
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A very similar conclusion has been drawn by Chimwaza and Watkins about care-
givers to people sick with AIDS in Malawi when they say that the ‘reluctance’ shown by
many in speaking openly of AIDS “is not a denial but something more existential... [in
that the caregivers] turn away from acknowledging, even to themselves, that their child,
their mother, or their aunt will not survive despite their devoted care” (2004: 805).

The mother of a young woman who was seriously ill and finally died during 2006 in the
Zomba research is an example among others. When her daughter came back to her natal
home, having been divorced, very sick and weak, her mother was overheard several times
complaining about the daughter who had brought ‘this illness’ on herself, and blaming
her for her bad behavior. For several months, the daughter was semi-isolated in the
family compound, lying on a threadbare mat rather than one of the nicer ones used by
her parents and siblings, struggling to make herself small meals, to manage to wash
herself, and so on. Neighbors quietly gossiped about the hard-hearted mother though one
woman pointed out that what she was feeling was ‘guilt’ since people assumed that she
had not brought up her daughter properly. In short, the mother was interpreted as blaming
her daughter for ‘bad’ behavior and yet fearing being blamed herself for not having raised
her daughter properly. But in the final months of the daughter’s life as she became
weaker and weaker, unable to care for herself, the mother took on the job entirely herself,
and was observed carefully tending her dying daughter. While she behaved as a mother is
expected to in those difficult final months, she never once referred to AIDS or one of the
roundabout terms understood to mean AIDS. After the death, she and her husband
remained silent about the illness and death of her daughter, a ‘closure’ that the
researchers were unable to open, but that doubtless included grief and ‘unbearable
knowledge’.

Naming the disease and avoidance

The first and most obvious point is that the term edzi (which, as noted, does not
distinguish between HIV and AIDS) is rarely used by villagers to talk about the illnesses
and deaths of people related or close to them, which might be attributed to HIV/AIDS.
The more common terms are a wide range of highly indirect terms, all of which use the
general term for illnesses/diseases (matena’a)3 1, but which, in practice, are well known as
‘code’ for AIDS. Some of these include: matenda a boma (government disease,
apparently a label dating from the early years of official government messages about the
new disease); matenda atsopano (new disease); matenda a masiku ano (disease of
nowadays3 %); matenda omwewa (this disease); matenda obwerawa (the disease that has
come); mphepo yomweyi (literally, this wind, a common term used to refer to illness).
These were most commonly used during 2006. However, in earlier years and still around,
the following terms have been used: mtengano (taken together — if one spouse dies, the
other soon follows); kaondetsa or kaliwondewonde (being very thin); magagawa (mixing
or passing something around); m/iri (disaster killing many); kanyera wamkulu (big
kanyera).

Thus, many people use what in English would be equivalent to ‘that current
illness ... you know...’, or terms that refer to symptoms (being very thin), or to the
primary mode of transmission — sexual contact. For those who do not speak the local

3! Matenda is plural, nthenda singular but in speech the plural form is invariably used.
32 This phrase ‘disease of these days’ is also found in Zimbabwe (Rodlach 2006:57).
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language, all these ‘roundabout’ ways of referring to the disease and related illnesses are
easily missed, but for Malawians, it is fully understood that these terms refer to AIDS.
The most usual circumstance when the term edzi is used is when a person refers in a very
general way to the disease rather than to any specific person affected by it. There were
extremely few exceptions to this. Even the local volunteer home-care givers rarely used
the term edzi in their conversations in the villages. Most of this avoidance is to do with
the connotations of sexual impropriety associated with AIDS; some may also be due to
the fact that AIDS is associated with death and various euphemisms are also used for
death (someone has ‘left us’ or passed away, for example).

A second characteristic is that most people avoided mention of even the indirect
terms for AIDS when referring to people close to them who are ill or who have died. Of
the few people who did suggest that AIDS was the cause of the deaths of their relatives,
most used the indirect terms to do so. Throughout 2006, we had conversations with the
key adults in all sample households about the changes in their family, including deaths.
When we were told about deaths, we tried, albeit delicately,3 3 to find out as much as
possible about the symptoms and trajectory of the illness before death occurred. These
accounts, in some cases supplemented by information collected in earlier years as well as
that garnered more indirectly from neighbors or other relatives, provide the basis on
which we made the assessment of HIV-related deaths for each family. In the majority of
the cases where the overall circumstances and the accounts indicated that HIV was
certainly to probably at issue, the signs and symptoms were described along with the
treatments, but rarely were these attributed to AIDS. In the few cases where people
referred to AIDS as a cause or suspected cause, the terms used were the roundabout ones
listed. Only one or two people said outright that a relative or close friend had suffered
and died as a result of edzi.

The reason given most often by Malawians in villages or towns, and by the many
commentators, whether researchers or practitioners, for the avoidance of reference to
AIDS is that this disease is connected fundamentally with sexual activity. It is certainly
the case that sexual activity is not a topic for most ‘ordinary’ conversations even though
it is a topic that is discussed among peers (gender and age), in cases of sexually
transmitted infections, in rituals of initiation, in cases of conflict in marriage, in common
gossip, and nowadays in ‘life skills’ classes in primary schools. Thus, to suggest that sex
is ‘never’ discussed is an exaggeration. Still less appropriate is any reference to a
‘cultural taboo’. Sexual intercourse between women and men is considered not only
normal but necessary, thought to be essential for fully healthy persons as well as for
reproduction. Moreover, in many rituals and dances, sexuality is both celebrated (linked
especially to fertility) and joked about. Nevertheless, in everyday life, sexual activity is
appropriately discussed only within specific circumstances and by specific categories of
people. As discussed more fully below, sexual activity is beset with multiple cultural
controls, infringement of which brings illness to the perpetrator and/or the innocent
members of his/her family.

In addition to the constraints on open public discussion of sexual activities, the
greater problem with AIDS is that it is associated with improper sex. The most common
stereotypes about AIDS found among villagers are those found elsewhere in the country:

33 People find it difficult to speak of the dead. They rarely mention the name of the deceased and it is
considered inappropriate in most circumstances to refer to them.
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people who are most likely to contract AIDS are described as oyenda-oyenda or
‘movious’ in Malawian English, what would be ‘sleeping around’ in Anglo-American
slang. Some speak of people ‘not being faithful’ to their spouses. These stereotypes are
not gender-specific and refer to pre-existing patterns of fairly common love affairs
(chibwenzi) among villagers outside marriage. Although these affairs have never been
condoned as proper and, in certain circumstances as discussed below, can have negative
consequences, they were also not considered unusual. The strongly matrilineal and
matrilocal character of the research area (and associated with Nyanja, Lomwe, Chewa
and Yao groups) may be a factor in that the conjugal bond (‘marriage’) tends to be more
fragile than in patrilineal-patrilocal groups. Nevertheless, the pattern of love affairs and
sexual encounters outside marriage appears to be common across Malawi.**

Although extra-marital relationships are fairly common, there tends to be a greater
social acceptance of such behavior among men (perceived as being ‘in their nature’) than
among women. This double standard is revealed, too, in the present context of AIDS
where two stereotypes tend to scapegoat women more than men for transmission of the
disease. These are, first, bargirls — young women who either work in or frequent the bars
and rest-houses found in trading centers throughout rural areas as well as in the towns.
While these bargirls have always been looked on as improper, the focus of so much
media discussion of HIV/AIDS being on ‘prostitution’ seems definitely to have increased
attention to them. Second, people speak of women (of all ages though the focus tends to
be on the younger women) being more willing to ‘sell sex’ because of their need or desire
for money. There is more specific evidence to support the first — bargirls being more
likely to be involved in the transmission of HIV (though it is noteworthy that their male
clients are more rarely mentioned), than the second. Even before the emergence of
HIV/AIDS, women who were ‘mobile’ in going to markets, especially in towns, to buy
and sell vegetables for example, were subject to rumors about their propriety. The
slippage between mobility (moving around in pursuit of a job or business) and being
‘movious’ (an implied sexual laxness) is obvious.”

In the context of a general downturn in levels of livelihood for the majority of
rural people over the past ten to fifteen years and the repeated years of food shortages due
to climatic and political reversals, poverty has pinched more, and women are known to
have less ready access to cash sources than men. Nevertheless, it is important to
recognize that the view of ‘women selling sex’ out of a desire/need for money or in-kind
payment is a commonly repeated stereotype in the context of rising death and illness
rather than a proven ‘fact’ about women’s behavior. While such cases certainly exist,
they are not as widespread in the research area as common talk would suggest.
Researchers and others must be careful to distinguish between popular prejudice and
actuality.’® The HIV epidemic uncovers ‘preexisting stigmas’ and prejudices, so
revealing as much about the society as about the disease itself (Fassin 2007:32).

** This appears to be the case in expressed opinions, media, and various documents for all areas of Malawi.
%> The double standard between genders is revealed here: men are assumed to be more mobile than women,
a judgment long influenced by male migration for work and trade. Even in the research area where
matrilocality greatly moderates ‘male dominance’, women are expected to less mobile than men.

36 Cf. In four Zambia study sites, people “tended to link high-risk behaviours to women, and disregarded
the roles that men play” (ICAD 2006:4). Also see Fassin’s discussion of the repeated rumor in South Africa
that ‘cleansing’ through sex with a virgin, including small children, is an antidote to AIDS, despite a dearth
of well-documented cases of such acts (2007:95-6).
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AIDS as a new, sexually transmitted sickness syndrome

There is a great deal of evidence from the Zomba research that people are well
aware of the link between AIDS and sexual intercourse. Already in the mid 1990s, a
woman in the sample told us that she had decided to divorce her husband because she had
discovered (through gossip) that he was taking girl-friends in town where he had a job,
and she explicitly said that she was afraid he would expose her to AIDS. Also in the
1990s, a couple of our research assistants told us that they were fully aware of the
dangers and ‘were holding their hearts’, that is, they were remaining sexually abstinent
until they had fixed on a marriage partner. This was by no means the decision of them all
so that, sadly, just over one half of all the research assistants we have employed since
1986 are now dead, all from AIDS-related illness. In 2006, a former research assistant
was working for one of the NGOs working with youth in the area and he told us that he
and his wife are HIV negative and intend to remain that way by being faithful to one
another. Also in 2006, one of the village chiefs in our sample area warned the research
assistant resident in his village about sleeping around because of the dangers nowadays,
referring implicitly but clearly to HIV/AIDS. Such comments were also heard in the
many interviews with sample family members, in private comments made about recently
deceased people, and in the many general conversations across the villages.

There are many instances of people acting on their knowledge of the link between
sexual intercourse and HIV infection. One of the village chiefs (household 501) told us in
2006 that he had had himself and his new wife tested for HIV before they married (his
wife had died in the mid 1990s, after which he had had another wife whom he later
divorced but we had no information on whether he had insisted on a test with that
woman, too). He also explained that he is not alone in paying close attention to whether
or not a prospective partner, whether for a love affair or marriage, has had a spouse or
partner who died of (suspected or confirmed) AIDS or whose behavior led one to suspect
danger of infection. Another man in our sample suspected his wife of having lovers when
she went on her frequent visits to the market to sell vegetables. This and some other
disagreements led them to separate during 2006. But one decision the man took was to go
to have himself tested. On finding he was HIV negative, he went to his wife and asked
her to rejoin him in the marriage. He obviously felt that if he was negative, she must be
and so must be innocent of sleeping with other men. (The wife, who told us this story,
refused to re-enter the marriage not on any HIV-related grounds but because they
disagreed on where they should live).

The sexual transmission of HIV is also clear in some of the cases where blame is
being assigned for illness and death from AIDS. One mother (household 217) was
overheard blaming her daughter for becoming sick through her own fault, an implicit
reference to her having being infected by men she had slept with. A middle-aged woman
(household 241) had her son die and soon afterwards her only daughter and her son in
law, leaving two children. Understandably, she was quite grief-stricken by these losses.
With regard to the deaths of her daughter and son in law, she did not refer to AIDS,
though all the evidence points to that as the cause. But with reference to her son, she
angrily blamed his girl-friend — the woman with whom he was living — saying that she
had had a former boy-friend who used to go to Johannesburg (as a migrant worker) and
passed on the illness to her son. Even though she did not mention AIDS or one of the
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roundabout terms for it, she was clearly referring to the sexual contacts as the route by
which her son contracted the disease and died. Further examples came from the meeting
with a PLWA (People Living with AIDS) group. The members gave some illustrations of
some of their difficulties, including taunts from neighbors that ‘did you get that disease
from me?!’, meaning why should you be asking for help, you have only yourself to
blame; and overt discrimination by some hospital staff members who similarly blamed
them for being ill and dying of AIDS through their own fault. In all these cases, the route
was posited as a sexual one and, by further implication, by sexual impropriety. This does
not gainsay people acknowledging that some of the victims of AIDS are innocent
sufferers, such as the children of some of those dead of AIDS.

Finally, a clear understanding of the sexual transmission of HIV is found in the
many messages given by the many churches in the research area. These, as reported in
other studies, have privileged messages calling for abstinence outside marriage and
avoidance of adultery. A related message from churches, echoed by many ordinary
people in the villages, is the danger of drunkenness when people ‘don’t know what they
are doing’, whether in the ordinary round of village life (in local beer drinks and bars) or
in the festivity associated with weddings and initiation ceremonies.

In sum, the link between sex and HIV/AIDS is well known in the villages,
informing people’s statements and actions, and leading some to be more cautious about
prospective sexual partners.”’ Nevertheless, this does not prevent the acceptance of
another link between AIDS and witchcraft, as discussed in the next section.

AIDS and witchcraft

There are two main ways in which the discourse of witchcraft may intersect with
interpretations of AIDS-related illness and deaths in Malawi. One is where people
attribute a person’s illness and/or death to witchcraft and not to AIDS, and the other, not
found in the Zomba sample as of 2006, is where people say that witches ‘hide’ their
infliction of illness onto a victim behind AIDS.

The interpretation of illness, death, and a wide range of misfortunes (a smaller
maize harvest than neighbors’ harvests, loss of a possession, failure to do well in an
important venture, and so on) has long included witchcraft.”® A sudden or unexpected
death is frequently attributed to the malevolent intent of others, through witchcraft (ufiti)
and sorcery (matsenga). In speech, there are a number of phrases used in the sample
villages to connote the acts of bewitching or being bewitched, in much the way that there
are many phrases to indicate AIDS.*” Most cases of suspected witchcraft involve an
individual or a small set of individuals, usually related in some way. But sometimes, a
collective misfortune is attributed to particular forms of witchcraft. Thus, during several
of the severe droughts occurring in Zomba during the 1990s, it was said that someone
was ‘tying up the rains’ and the local chiefs met to hold a secret rite that would overcome
the malevolent intent of the person. The vast majority of cases talked about in the

37 Cf. Watkins 2004, and Smith and Watkins 2005.

% This term is used to cover sorcery and witchcraft, a distinction that some writing about Africa find
unhelpful (Rodlach 2006: 52), but that in Malawi are distinguished linguistically and according to certain
practices. It includes a range of beliefs and actions taken to influence events: use of potions, medicines
(mankhwala), spells, rituals in order to manipulate powers normally beyond the reach of a person.

% Such as kulodza/kulodzedwa (bewitch, be bewitched), kupita pansi (go underneath), kupondetsa (to step
on), kukawa (spiriting away someone’s wealth or maize harvest), etc.
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villages, however, concern specific individual persons. A young man who was struck
dead by lightning one rainy season when he was walking with other people to a funeral in
another village, was said to have been targeted by his uncle. The uncle was said to want
the field that the young man’s mother (the uncle’s sister) had given her son to use and he
had used special powers to call down the lightning on the youth. Several of the village
chiefs who have died over the past 20 years of research have had their deaths attributed to
their being bewitched by close matrilineal relatives who wished to have the chiefship for
themselves. Although there have been far more cases of witchcraft talked about rather
than any person being overtly accused in the villages, the identity of the person sending
the harm is sometimes found out through the victim or a member of his/her family
visiting a specialist (sing anga).*

Attributing the cause of an illness, death or other misfortune to witchcraft, then, is
common, is often said to involve close relatives, and tends to reveal, channel, and
reproduce tensions and divisions within a family or lineage group. Thus, such accusations
are often associated with splits within lineages and the formation of sub-lineages with
their own mwini mbumba and their own land markers, and, especially over the past ten
years, with efforts to form their own villages. While witchcraft also occurs between
unrelated persons, this seems to be more often found in centers such as towns or labor
sites where people are interacting most of the time with unrelated others. In the context of
HIV infection, with the growing numbers of illnesses and deaths related to AIDS, one can
imagine that such stressful conditions are likely to find ways of blaming those with whom
one has prior disagreements and grudges. It is unclear, though, that there has been a
significant increase in attribution of illness and deaths to witchcraft. On the one hand, this
might be expected from the sharp rise in illness and death, on the other hand, as discussed
in this section, there are numerous interpretations of the cause of illness and death so that
witchcraft does not bear the sole blame.

An example of where illnesses otherwise attributable to AIDS are denied to be so,
and are said to be caused by witchcraft is Che K (household 518). He was very sick all
through 2006 and his symptoms, both observed and reported, seemed classically due to
AIDS: hair thinning and falling out, sores over his body, frequent bouts of diarrhea,
wasting, and severe weakness. For most of the year he was found either inside the house
or lying or sitting on the small verandah. His wife did all the work of the fields and
compounds, with the help of her grandchildren. Although the neighbors of Che K were
explicit in their many conversations among themselves over the year that he was
suffering from AIDS, Che K insisted that he was bewitched by some of his natal relatives
‘back home’, and he spent a good deal of the household’s money, which was hard earned
by his wife by selling a few vegetables from their garden, on going to traditional doctors
(asing ’anga) for medicines. We were also told by the home-based care volunteers in the
village that Che K had refused to see them when they had tried to enter the compound to
see whether they could help him (and to advise him to go for testing, they added to us).
We later heard that he died in early 2007.

Another case where AIDS-related illness was attributed to witchcraft concerned
Che C (household 517). He had been a leading tobacco farmer during the 1990s. Before

0 Although several instances of witchfinding by experts (always brought in from other areas) have been
observed over the years, none has involved the killing of suspected witches as has been described for parts
of Zambia by Yamba (1997).
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that, he had been a foreman in a mine in South Africa, a job that had allowed him to build
capital to invest in tobacco farming when he returned home for good in the late 1980s.
Not only was he a successful farmer (with a beautiful brick and tin-roofed house) but he
was also a key player on most of the committees in the village as well as being the
chairman of one of the burley tobacco clubs. But by 1997, he clearly was doing less well,
farming less, with fewer material benefits visible in his compound, and reportedly less
healthy. By 2006, we learned that he had been ill on and off over the previous six-plus
years, his farming had drastically been reduced to the point that he sold a large field, he
had left the burley club because he had defaulted on his loans, and was said by other
villagers to be involving himself in various dubious schemes to make money quickly. His
wife in a way that was considered unusual and unbecoming, overtly complained about
him, indicating that she was finding herself burdened with the need to keep the family
going since her husband was able to do so little. She made some money from her own
herbalist trade. While neither referred, even implicitly, to AIDS, all the evidence pointed
to it as being the cause. In mid-2006, Che C was felled by a severe stroke. We visited him
after a few days and found him lying down but able to speak relatively clearly and to
move, albeit that he was semi paralysed on the left side. He was being treated by herbs
but had not been taken to hospital. A few weeks later, we were told Che C had suffered
another stroke but this time had not survived beyond a day. The main story then being
repeated was that all this had happened through witchcraft. A friend of his had harvested
a lot of maize earlier in 2006 from his fields and asked Che C to look after some of the
bags until he found transport to take them to his own compound. When he came to collect
them, he found that much of the maize had disappeared, apparently used and/or sold by
Che C. He was very angry and reported to have threatened Che C — ‘uona’ or ‘you will
see’. Thus, people said, his strokes and death were caused by this man sending them
through witchcraft as revenge.

It would be wrong to suppose that witchcraft is invoked only in villages. During
2006, three highly educated people in a prestigious institution in the research area died.
All of these deaths were described by close friends and colleagues to be due to AIDS.
However, in none of the cases was the death attributed to HIV/AIDS by their families but
rather, to witchcraft. In two of the three cases, the perpetrators were said to be colleagues
of the dead person, jealous of that person’s achievements. In one case, this statement was
made publicly by a presiding clergyman at the funeral. In the cases of two of the
deceased, their surviving spouses also attributed their deaths to witchcraft and despite
efforts by close friends to get them to go for HIV testing, they adamantly refused to
consider HIV/AIDS as the cause.

The research in Zomba district shows that chronic illness and death which some
might attribute to AIDS may also be attributed to the victim’s being bewitched by some
malevolent others. Although the idea that witches were taking advantage of AIDS to hide
their nefarious activity by causing illness in someone was heard in the area, it did not
feature in any of the specific cases in the sample where people attributed a person’s
illness and death to witchcraft. Forster, in his research in Zomba, found that some people
claimed that illness and death really caused by witchcraft was mistakenly attributed to
AIDS, while others said the reverse — that people blaming witchcraft for illness are really
infected with HIV (1998: 542). Probst, in an article discussing Billy Goodson Chisupe,
who had claimed to have a cure for AIDS, concluded that “ideas presuming a link
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between witchcraft and AIDS are very seldom heard in Malawi” (1999: 118). This
statement might be interpreted as people seldom invoking witchcraft in cases of people
being ill or dying of symptoms identical with AIDS, or it might be interpreted as people
seeing witchcraft as an alternative interpretation to AIDS. It is this latter that we found in
Zomba: in the many cases where chronic, serious illness and deaths were attributed to the
sufferer being bewitched by malevolent others, AIDS was not seen as the cause. In other
words, witchcraft and AIDS (including the elliptical reference to the disease through the
roundabout terms discussed earlier) were alternative or competing interpretations for any
one incident, even though many people employed both interpretations in their judgments
about various people’s sickness and death.

Conspiracy and suspicion: the purposive transmission of HIV through non-
witchcraft means

A far less common interpretation given to symptoms and deaths some would
attribute to HIV/AIDS than any of the others discussed here (sexual transmission,
witchcraft, kanyera) is that the disease has been purposely sent to infect Malawians. The
most usual form such a ‘conspiracy’ theory takes is that condoms and other
contraceptives have been laced with poison or HIV (usually referred to as AIDS). There
have long been suspicions held by villagers across Malawi about the various family
planning programs to which they have been subjected over the years. A recent paper by
Amy Kaler (2004) provides an insightful analysis of past suspicions and of recent ones
recorded in journals kept by research assistants in 2003. People suspected that condoms,
contraceptive pills and injections were infected with AIDS because the government and
their donors want to reduce population, and because the donors were tired of giving aid
funds to Malawi.

In the Zomba research, the most commonly expressed fears were that condoms
and other contraceptives, including the injections and pills designed specifically for
women, caused infertility. A few did raise the suspicion that these methods of preventing
the growth of the Malawian population had now turned to the use of HIV/AIDS as a way
of stopping people from reproducing. But the most explicit statement to this effect was
found among some traditional doctors (asing ‘anga) which is laid out in the following
section. It remains to be seen whether the rise in chronic sickness and deaths and the
spread of such an interpretation will result in a more widespread embrace of such an
interpretation.

The effect of HIV/AIDS on local interpretation of sickness syndromes: the
redefinition of kanyera

Before discussing how kanyera, a local, named disease or sickness syndrome,
appears to be becoming aligned with AIDS, we briefly lay out the cultural framework for
interpreting sickness and health in the research area (and more widely in central-southern
Malawi).

There are a number of well-known, named sicknesses recognized by villagers;
some of these may be attributed to ‘natural’ or expected causes, others may be attributed
to non-natural causes such as witchcraft or the anger of ancestors. Unexpected or sudden
deaths in otherwise apparently healthy people are frequently attributed to witchcraft.
Very old people are recognized to have multiple and chronic complaints and their deaths
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are usually attributed to those causes, though sometimes other non-natural causes such as
bewitchment, sorcery or ancestors’ anger might be invoked. A great deal of attention is
paid to the signs or symptoms of illness as well as to the context of the sufferer’s
behavior and that of those around him/her. The two most common terms relating to
episodes of ill-health are matenda, meaning sickness or diseases with a very broad range
from a cold to a fatal complaint, and mankhwala, meaning medicine, again with a broad
range of reference from herbs, healers’ potions and magical remedies to drugs bought in
stores or obtained from clinics.

Illnesses considered common and subject to treatment and cure include malaria,
often called malungu akulu (literally, big or grand fever)*!, chimfine (common cold),
nyamakazi (joint or bone discomfort, arthritis), phumu (chest congestion, asthma). Some
named illnesses are identified through a cluster of symptoms that might be interpreted in
various ways both locally and by health authorities: a common one is nsungu (sore throat,
chest congestion, skin sores). Much of the time, only symptoms or the locus of the illness
are defined: so an eye infection or something wrong with the eyes will be referred to as
maso (eyes) by the sufferer and other people, including healers, in describing the
problem; similarly, msana (back) or mutu (head); diarrhea, aches and pains, skin rashes,
etc will all be identified as such. In many of these cases, an enquiry into the cause of the
illness would elicit a range of ‘natural’ causes, such as pains from having worked long
hours in the field, or indeterminate causes, such as mphepo (wind) or a particular season
and so on. But where a symptom is slow to disappear or where assigned treatments fail to
make the sufferer better, then other causes might be invoked.

Another category of illnesses is what we call sickness syndromes*” thought to be
caused by infringement of rules guiding sexual behavior. These are tsempho (or mdulo),
kanyera, and chitayo and are attributed to improper behavior —someone not behaving
well (sanayende bwino) in the context of marital and sexual relations. These syndromes
tend to have similar signs — diarrhea, getting thin or swollen, overall pains, cough, and
weakness — that occur in combinations. The interpretation of the signs takes account of
the known or suspected behavior of the sufferer or those around him/her.

Tsempho (also called mdulo) is the result of sexual intercourse at times or places
when it is supposed to be prohibited, as well as extra-marital intercourse. The periods
when intercourse is prohibited include the mourning period around a funeral (nowadays
about three days but this might be more for very close relatives), and during the initiation
of one’s child. Adultery can bring tsempho onto a child if the erring parent does not take
the proper medicines to prevent that outcome. A particularly vulnerable period is
pregnancy since a man returning home after having sexual intercourse with some other
woman can bring tsempho on the unborn child and his wife. Terms used to describe what
happens include kulumpha mwana (jumping the child), or kusemphana (crossing/mixing,
referring to the mixing of incompatible fluids in sex). The result is miscarriage or
swelling (kutupikana) in the child who becomes weak, looks malnourished, and may die.

There is a further route of transmission of tsempho or mdulo: this is when a
woman who is menstruating or who has had sexual intercourse during a prohibited time,
such as during mourning, or who has had sex with someone outside her marriage adds

*! This phrase might also refer to meningitis.
*2 The term syndrome is used because the conditions entail a range of symptoms and outcomes that do not
map onto any single bio-medical illness (such as malaria or measles or TB, etc).
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salt to the relish (ndiwo), the accompaniment to the staple maize porridge, causing illness
in the eaters. The vehicle for the transmission of the ritually caused illness here is salt;
there are rules about when a woman may and may not add salt to food, though not all
younger women appear to follow such rules nowadays.

Underlying all these routes of transmission is a posited incompatibility between
‘cold’ or ‘cool’ states such as pregnancy and mourning and childhood and ‘hot’ states
such as menstruation, childbirth, miscarriage, and unregulated sexual intercourse. The
latter includes both adultery or extra-marital sex but also sex between a married couple in
prohibited periods, such as funerals, or in inappropriate places, such as during the day
instead of at night, or outside ‘in the bush’ instead of indoors (cf. Morris 1985,
DeGabriele 1997).

While some people see tsempho or mdulo as the outcome of a man’s having
sexual intercourse with a woman (whether a wife or other woman) who is menstruating,
who has just miscarried, or who has just had a child, more in our sample say that the
result is kanyera (also written kanyela). Some make a further distinction when they label
the state of illness deriving from sex with a woman who has recently miscarried as
chitayo (a reference to kutaya, to throw or, in this case, to abort). In the Zomba sample, it
appears that chitayo is now seen as a sub-category of kanyera. Also, kanyera appears to
have taken on much of what has been previously (and elsewhere — see Morris 1985)
attributed to zsempho or mdulo.”® As noted above, the signs for these are almost identical.

An example of the importance of the process of interpretation for diagnosis is
where a child becomes sick, has severe diarrhea, refuses food, and becomes either very
thin or swollen. The child may be identified in the hospital as suffering from
kwashiorkor, malnutrition, worms, etc. In the villages, the child may be said to suffer
from tsempho because, for instance, the father had sexual intercourse with someone while
his wife was pregnant. Or it may be described as utumbidwa (literally, ‘born over’), a
definition that identifies the problem as the child being neglected because a new baby
was born ‘too soon’ after the suffering child (a pregnant woman is not supposed to
breast-feed the previous child so the latter is abruptly weaned). Or the illness may be
attributed to witchcraft; or it may be described as ‘merely’ suffering from a lack of food.
The actual interpretation and hence the treatments subsequently used vary and may
change over time.

AIDS is [or is like| kanyera

While the Zomba research over the past twenty years shows that the interpretation
of a sickness suffered by a specific person is subject to change over time, the named
syndromes appeared to remain fairly stable. This seems to be changing somewhat with
the advent of HIV/AIDS. While death is not new to people in the villages, they have had
to face unprecedented levels of chronic illness and death among the very category of
people — those between 18 and 50 — who are normally seen to be the most healthy and
active segment of a population. For over ten years, now, and for the foreseeable future,
people have been forced to come to terms with this unprecedented situation. They appear
to be seeking ways of making sense of what is a dreadful situation. Parents watch their
adult children, in whom they have put such effort and hope, fall ill and die, often in

# Lwanda (2003:117) refers to “kanyela or mdulo” as though these are the same, though he does not
discuss these closely.
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extreme discomfort and pain. People who expected to enjoy a little rest in their old age
when customarily they would be able to do less work in the field and compound as their
adult children took over the responsibilities, have now to become parents again to their
orphaned grandchildren. When times are so out of joint, is it any wonder that they do not
find it helpful to attribute such terrible experiences to a simple word edzi and expect that
to be sufficient explanation. On the contrary, people feel confused, worried, even angry at
the tragedies in their own lives and around them, and one outcome is a reconsideration of
well-known sickness syndromes in relation to the new situation of serious, incurable
illnesses and resultant deaths.

Unsurprisingly in such an unprecedented situation, people do not agree with one
another over what these ‘new’ illnesses can be attributed to. The medical description of
HIV/AIDS and the forms infection takes in sufferers are confusing to villagers in that,
first, the disease is said to be incurable while the premise of Malawian interpretive
frameworks for sickness and health is that most illnesses do have a cure even though
particular individuals may die of a disease. Second, this new, incurable disease presents
itself in most sufferers in the forms of well-known diseases such as TB, cancer, sores,
mental instability, and so on (cf. Forster 1998: 542). Within these confusing, challenging
contexts, one line of argument that emerged more strongly out of the 2006 fieldwork
compared with earlier years was a link posited between AIDS and kanyera, one of the
long-known sickness syndromes known to people. Some respondents remarked on the
close similarity of the signs and symptoms of kanyera and those described for edzi:
diarrhea, increasing thinness, pale, thin and straightening hair, and cough. Having noted
the similarity, some equate the two diseases; some say that edzi is thought to be the cause
when it is really kanyera; some say that edzi is a new type of incurable kanyera; and yet
others insist that, despite the similarity of signs, these are two distinct diseases. While
some claimed that kanyera and edzi are the same and others denied that proposition,
many people shifted among the various positions in the course of a single conversation.
The following cases illustrate the range of opinions found in the research villages.

People denying kanyera is AIDS

An HIV-positive person: One person who denied that AIDS is kanyera is Abiti N
(household 507), the only person in the entire research sample who has publicly made
known her HIV-positive status.** She and her polygynous husband had been ill for
several years with different illnesses, had tried a wide range of treatments, ‘traditional’
and clinical, but never got better. Eventually, they were diagnosed with TB and started
receiving TB treatment. In May 2006, they accepted to be tested for HIV and were found
positive. While Abiti N’s husband never spoke openly about his HIV status to the
researchers, referring only to the various illnesses, including TB, from which he suffered,
Abiti N was quite open. This was and is extremely unusual. Over the course of several
conversations, she said that when she was told she was HIV positive she was relieved
because she finally knew what was wrong with her — she had become very discouraged at
having none of the treatments, ‘traditional” and clinical, cure her.

Her husband was put on anti-retroviral therapy (ART) as well as the TB drugs but
had some difficulty with them. During an episode of serious malaria, he reportedly did

* Although there were a few others in the sample villages who had done so: one, a Mai S, was particularly
knowledgeable and vocal about the drug therapy and the diet appropriate for HIV+ people such as herself.
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not want to take even more drugs to treat malaria, and he died in November 2006, barely
two months after being started on ART. Abiti N spoke quite openly about the increasing
difficulties she was facing. Her repeated bouts of illness prevented her from working as
hard in the fields, so making it difficult to produce sufficient food for the family, and to
find school fees for her youngest daughter who was a good student in secondary school.
She accepted, apparently without bitterness or the extreme anxiety not unusual in other
people, that she had a fatal condition but she also pointed out that the TB and other
medicines given her were helping. In describing her difficulties, she shrugged and said
“no-one lives forever!” (literally, you don’t know when you’ll die - wakufa sadziwika),
“my future is the same as I was before I was HIV-positive — everyone has to die
sometime.”

One time she said that she was sorry to see so many people around suffering from
the same condition but refusing to get tested and so they were not taking advantage of the
chance of being given anti-retroviral drugs which can make them stronger. It was in the
course of this conversation that she was asked whether she thought AIDS and kanyera
were the same. She adamantly denied it. She said that kanyera is an illness that has been
around for a long time and it is contracted by men who have had sexual intercourse with
a woman who has miscarried or who has her monthly period. But AIDS, she continued, is
a new disease that attacks both men and women in different ways with different illnesses.
She said she didn’t know the origin of the disease but she knew it was transmitted
through sex and through injections. (Of course, in the course of her treatment, she had
received information from the clinics). In a couple of follow-up visits during 2007, she
was found to be very sick, eventually dying in August 2007.

A middle-aged, prosperous couple: A similar response denying that AIDS is the
same as kanyera came from a middle-aged married couple, healthy and not known or
suspected of being infected.* They were first asked a question about the most common
illnesses to be found in the area, to which they answered malaria and AIDS (using the
term edzi). Asked how one recognized AIDS, the husband said “It is easy to see the
signs” and listed them as straight and weak hair, bei