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Abstract.

This thesis is an investigation into the socio-&oit constraints that influence the
decisions of tuberculosis sufferers in the healdeksng process and therapeutic
management of tuberculosis in Grahamstown, the eBasCape. It is shown that

structural violence influences experiences andgpgians of tuberculosis at all levels.

Management of tuberculosis in the formal healthtageis explored at local levels and
related to national and global strategies of heedtte. The role of health workers, and
particularly voluntary health workers, is explom@ad it is shown that they work within a
context of growing burden of sickness and co-inéest and a lack of government
commitment to deal with increasing TB and HIV irendes.

Kleinman’s notion of explanatory models is exploraad it is evident that although
knowledge of the aetiology of tuberculosis is welbwn to patients and general
members of the communities, they are neverthelessng of increased stigmatisation

and marginalisation as a result of illness.

The importance of social support in curing tubessid is explored using Janzen’s
concept of therapy managing groups. Social capitah fundamental component in
adhering to biomedical therapy, but is commonly kvaaong the structurally poor. The
availability of temporary social grants for peogieing with TB influences health

seeking behaviour. In a context of structural ptyvtre sick are faced with what Nattrass
terms “perverse incentives”, having to choose betwtite right to health and the right to
social security, both guaranteed in the South Afri€onstitution, for him/herself and

dependants.

Although adherence to biomedical therapy is esakeimticuring tuberculosis, it is shown
throughout this thesis that ignoring wider struatwwauses of disease limits the patient’s
ability to get well. The ethnography shows that tight to health is a social and

economic right which is not the reality for mostuuBoAfricans.
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Chapter 1.

Introduction.

1.1 General aims of the study.

This study explores tuberculosis as a social des@assrahamstown, a small city in the
Eastern Cape, South Africa. Specifically, healtleks®y behaviour is investigated,
particularly how it is shaped and constrained wittihe context of socio-economic
conditions, social and therapeutic support andbtisader effects of structural violence.
The influence of therapy managing groups (includdagient-provider relationships and
social support), notions of stigma, as well as djeat explanatory models of illness in
determining health seeking behaviour and adherémdesatment are considered. It is
argued that tuberculosis and factors influencingltheseeking behaviour must be
considered in the context of the pervasive povanty inequality in which it is found.

A note on the title: In South Africa tuberculosssniot a “resurgent” disease as such (see
also Farmer, 1996). The infection rate has beeh mgSouth Africa since the disease
was first knowingly imported into the country ineth800s with British TB patients who
were sent to South Africa to convalesce. Howevamlusing the term here not to argue
that tuberculosis is reappearing in the country,tbusshow that both the prevalence and

the context of the disease is changing due to desyit of tuberculosis and HIV.

1.1.1 Notes on the general framework used.

The initial intention of this study was to focus thre experience of tuberculosis sufferers
in Grahamstown through the application of the molteaditional” medical
anthropological approach of ethnomedicine. | hofedpply various models to health
seeking behaviour, such as the explanatory modeldlness approach adopted by
Kleinman (1980), and the importance of therapy mgamagroups identified by Janzen
(1978), but with a more critical and historical gggctive in mind (Baeet al, 1997,
Singer, 1990). However, the enormous poverty rdlasues evident among the people
studied were too great a factor to be treated @méned topic in merely one chapter. It

was a dominant theme that pervaded all the resefndmngs. Thus, although an

! The term is explained in chapter 2, section 2.12.



ethnomedical approach is adopted in this studis, @&xamined with a more critical and
justice oriented perspective to make sense of thler@pological findings. It is argued
that a too narrow focus on the experience of iBnéself, and the causes and meanings
attached to these illnesses, would obscure theafuedtal social and political-economic
realities and causes of suffering among peopledivivith TB. Bearing this in mind,
methods used are anthropological; individuals imemnities are studied, and data is
gualitative, however, the anthropological analysigeeply influenced by Paul Farmer’'s
application of the concept of structural violend®99; 2004; 2005). The concepts and

approaches mentioned above are explored in thechegter.

The overall objective in using these approachdbas they will assist in understanding
the reality in which the subjects of this study giek, get well, or not, and live their lives.
It is shown that people make strategic choiceseis$ of their illness and other
responsibilities in life but that these choices lmgted and constrained by structural
relationships of power and access to this poweluthng economic benefits. Indeed,
multileveled inequalities are a central theme i éthnography presented. This is where
anthropology can make a tremendous contributiomgltdal efforts to combat social
diseases such as TB. Hopefully this perspectivel wiform policy makers,
epidemiologists and public health experts, who tedavily on quick interventionist
clinical fixes rather than acknowledging, or chafjang, the broader structural
inequalities that are the basis of the frighterémgonential growth of tuberculosis. | am a
firm believer in the responsibility of anthropologynd anthropologists to challenge the
systems of inequality that create marginalised araiceless” populations. Because
people with tuberculosis act and react, indeed tihadr lives, in contexts of structural
violence, it has become the single most importapictrelated to TB in this study and it

is possibly the most dominant TB related topic wWHinks the chapters in this thesis.

1.1.2 The link between HIV and TB.

We can't fight AIDS unless we do much more to figi® as well.

Nelson Mandela, cited in WHO, 2005a: 2



Each year it is estimated that TB infects 8.7 willpeople and kills 2 million worldwide.
It is a curable disease, yet it is a leading cafsdeath in sub-Saharan Africa. Of the
approximately 25 million Africans now living withIM, about 8 million of these are also
infected by the TB bacillus. In the next two desdbe UN warns, a total of 35 million
people could die of TB (Daily Dispatch, 2004: 7)heBe numbers are beyond

imagination.

A low estimate of HIV prevalence among adults inuthoAfrica in 2003 was 22%
(WHO, 2005b). A study conducted in the rural dettof Hlabisa in northern Kwa-Zulu
Natal found that the TB incidence increased by 3a@@8tween 1991 and 1998. This
coincided with the level of HIV infection which ireased from 28% in 1993 to 65% in
1997 (Colvinet al, 2003: S87).

It is emphasised that increased collaboration betwlIlV and TB programmes are
needed at all levels (Mahet al, 2005: 734). As will be shown later in this stuthyis is
happening on the ground in Grahamstown, if notyatesn level yet. Issues of stigma

related to this syndemic (Singer & Clair, 2003)Ialko be discussed.

The World Health Organisation confirms that TB peogmes can be an important entry
point for the administration of anti-retrovirals RYs), as through TB treatment a large
number of HIV patients would already be in contadth the formal health system
(WHO, 2005a: 5). Increased levels of co-infectiaiso pose an increased risk of
transmission of TB to the general community (Maleeral, 2005: 734). With an
estimated 8500 new people infected with HIV in Adrevery day(Torrisi, 2005: 3), it is
becoming increasingly important to increase efftot€ombat TB and HIV jointly as a

syndemic.

1.2 Tuberculosis in South Africa.

With the development of an effective cure for tulodwsis in the early 1950s, TB became
a curable disease and eradication became a goailtemational health discourse.
However, throughout history it has been shown thgirovements in socio-economic
conditions have contributed more to the declind B prevalence in the industrialised

countries in the last 100 years than have meditahientions (Grange, 1999: 13). As a



result of a lack of a global commitment to improsecio-economic conditions, the
developing countries are today carrying the burafetnberculosis with 97% of TB cases
and 98% of TB deaths in the world (Benatar, 20237)2

In 1993 the World Health Organisation (WHO) dedaB a global emergency and
introduced DOTS (Directly Observed Therapy-Shortiree) to face this emergency.
Although DOTS, which will be discussed to some dl@achapter 2 and 3, has improved
the situation, there are certain fundamental shoricgs and TB was declared an
emergency again in Africa in 2005. The reasongHr declaration are grave and many:
There are 1500 TB deaths in Africa alone every #tayact, in just 15 years, overall TB
rates in Africa has doubled; tripled in areas whigh HIV rates and quadrupled in
countries worst affected by HIV and TB (WHO, 200%527). South Africa belongs to the

latter category.

Although tuberculosis has been common in SouthcAfsince colonisation and early
urbanisation, the notification rate has varied framaund 50/100 000 in the 1920s before
increasing to about 350/100 000 in 1965 followedabgecrease until 1988 when the
notification rate was 172/100 000 (Strebel & Sead®91: 65). In 2004 the national
incidence rate was an alarming 718/100°00UHO, 2006a: 119). The Eastern Cape has
the second highest incidence rate in South Afritth ewer 674/100 000 (Health Systems
Trust, 2002) in addition to the second lowest ¢ate at 41% (Thom, 2006: 5).

1.2.1 History of tuberculosis in South Africa.

Structural violence has been at the very basieetteation and maintenance of the state
in South Africa. It still is. An anthropological alysis of any issue will be inadequate if
this factor is not integrated into the analysislatevels. The history of tuberculosis and
its epidemiological profile in the country is andge of a history of structural violence
based on racial discrimination, inequality, andolab exploitation associated with
increased industrialisation (especially the migtabbur based mining industry) from the
late 1800s onwards. Despite South Africa gaininmaeracy in 1994, the neo-liberal
economic era and globalisation have led to theicoation of oppression and inequality,

2 WHO classifies incidence rates above 200/100 @08 serious epidemic.



albeit in new forms. According to Farmer, “persigt social inequality is no doubt the
primary reason that HIV has spread so rapidly inSaharan Africa’s wealthiest nation”
(2005: 45).

The mines have been the major contributing forcéhtospread of tuberculosis in the
Southern African region. The moist, hot and poedntilated mine shafts and often cold
outside temperatures combined with inadequatetimutrand overcrowding in the closed

mining compounds are a perfect “breeding groundtdberculosis. Adding the system

of migrant labour to the mix, the mine workersumt spread tuberculosis to their regions
and countries of origin. According to Packard, “rdent to which tuberculosis spread
within any given rural area prior to World War 1swdirectly proportional to the extent

to which the area’s population had been involvedigrant labour and thus exposed to
the risk of outside infection” (Packard, 1990: 100)

From the limited historical evidence available @ncbe seen that tuberculosis only
occurred sporadically until populations settled towns and cities, resulting in

overcrowding and poor conditions of hygiene (Grant@99: 11). The emergence of
tuberculosis among blacks in South Africa has legiained as a “virgin soil epidemic”

where Africans were seen as vulnerable to the sésdmcause they had no natural
resistance to the bacilli. Randall Packard arghatthere is evidence that TB may have
existed in the region in pre-colonial times butviis contained due to good diets and
limited stress factors. He also argues that thgagation does not take the conditions in
the mines into account, nor can it explain why édns who lived and ate well

experienced the disease in similar patterns t&ctirepeans (1990: 30). Advocates of the

“virgin soil epidemic” conveniently ignore structlrcauses.

Although TB infected individuals probably enteréa tSouthern Cape from the time of
the Dutch settlers in the 1600s, the first immigreansumptives arrived in South Africa
from England in the mid 1800s. From the 1870s & Weught that the dry Karoo climate
was beneficial for the consumptives and TB afficbemigrants soon came flooding to
the Eastern Cape region to seek a cure at theugas@natoria that had sprung up to cater
for their needs. Some of the poorer patients hafintb employment and spread the
disease to people working on farms and in smadil tawns (Packard, 1990: 39-40).



Throughout the pre-apartheid period limited moneg \wpent on health care for Africans
and often “state intervention” was simply a formeofforced segregation so that diseases
would not spread to the white population. Throughihe 1920s and '30s TB control
measures were based on a policy of exclusion (P&ck890: 194). This is linked to the
wider national policy where the Native Urban Ardas, for example, was introduced in
1923 together with other measures of influx conthola report from the Tuberculosis
Commission in Grahamstown in 1914 it was noted: thidiere is no proper system of
sanitation carried out in the locations” (citedilmd., 1990: 55). Although insufficient
sanitation does not lead to tuberculosis, it caultan diseases weakening the body and
increasing the likelihood of TB infection turningto active disease. Poverty is rife in this
environment, crime is often endemic and alcoholifi to mention a few factors that
increase the risk of developing active tuberculoSibeories that examine these

connections are explored in the next chapter.

The situation deteriorated with the introduction fofmal apartheid after 1948. One
medical practitioner in the Transkei commented time “never-ending stream of TB
patients” (Jansen, 1973: 171). In the 1960s thesingusituation for blacks grew worse
and industry and people were moved to the overceawahd poorly serviced “border
regions” such as Mdantsane outside East LondonGrbap Areas Act meant that black
people in the urban areas who were unable to werll eesult of having tuberculosis,
were forced to repatriate to “their” homeland aredten far away from clinics providing

tuberculosis treatment. The mining companies adioptemilar practiceln places where

there were clinics, and Packard mentions Grahanmsta®/ an example, the local
authorities were not responsible for the cost @atiment (1990: 280 & 288). As a result,
people discontinued their treatment and remainéettious. Thus, it can be seen that
people’s failure to take their medicines properlgswnot from deviance as such, but,
given the political-economic constraints in Southida at the time, they were unable to
continue. As will be shown throughout this studystproblem of non adherence is still

very much a problem today.



1.2.2 Health care in South Africa prior to and durng apartheid.

South Africa has a history of unequal access tdtlineare and even before a formalised
health care system was established, health carsegaegated and inaccessible to some.
The first hospital was built by the Dutch at thep€an the 1600s and was only available
to whites In those early days the Cape was hit by a numbenall pox epidemics
which led to the first preventive measures to bdesriain South Africa. Corpses were
burnt, quarantine and notification were introdu@dl ships were examined at quay.
Initially health care in the Cape colony was tiedtlte military, while missionary care,
first practiced in Natal in the 1830s, was focusedthe white population. The first
civilian hospital was established in Somensetvhat is now Mpumalanga Province in
1818. A hospital for “natives” was established imd¢ William’s Town in what is now
the Eastern Cape nearly 40 years later (Gordorl)20Me first black nurse was trained
in 1908, 30 years after a nursing school for whitanen was established (Marks, 1994:
54; van Rensburg, 2004: 62). Thus, from the venyirbeng, access to health care in
South Africa was based on a practice of racial wsioh embedded in the national

political economy.

Between 1800 and 1900 there was an actual strogtand professionalisation of health
care with the licensing of medical practitionerowéver, there was no central control.
This allowed for a number of epidemics to takerthal on the South African population.
With the declaration of the South African Unionli®10 the practice of unequal access to
health care became official policy and was legesladuring apartheid and practised until
the end of this era in 1994 (van Rensburg, 2004: 72

During apartheid “health care was allocated nderms of need, but in terms of access to
power” (van Rensburg, 2004: 79). Health care wad,sill is to a large extent, based on
private health insurance for whites and state éardlacks. Health care and rights to
health care were, and still are, divided along gaplgical and racial lines upholding and
contributing to social and economic inequities.guaities in the provision of health care
were accentuated with the establishment of the hrdeolicy in the 1950s. This led to
overcrowding, unemployment and poverty in the h@mes, leading to an increase in
social ills. In 1975 the Transkei had a TB notifioa rate of 489/100 000 whereas the
rate in South Africa as a whole was 256/100 0b@( 81 & 91-92). These problems



were exacerbated by the disproportionately lowestgivernment funding afforded to

homeland health care systems.

During apartheid the different homelands, regiong provinces were each responsible
for health and health care of their inhabitantgiiech curative care received the largest
amount of funds and resources were allocated uligglegpending on the racial profile
of those afflicted. As a result, health care wasidéid racially and geographically,
leading to great inequalities in access to healtl.cAlthough there were sporadic efforts
to address these issues, it was never the aimeo@plartheid government to rectify or
change these inequities. Instead, privatisatioheaflth care was given focus and health

was seen as the responsibility of the individuah(fRensburg, 2004: 90-96).

With the introduction of the concept of Primary Hiea&are after the WHO conference in
Alma Ata in 1978, health care was to be more adalesfor all, but this was not the case
in South Africa. Health was still seen as a pryleand not as a right. This thesis shows
that in many ways there is still need for a rigiotsus on health care in South Africa even

to this day.

1.2.3 The end of apartheid.

With the abolition of apartheid there was a fundatake change in state aims and
interventions, and also in the terminology usedieims of health care from the 1990s
and particularly post 1994. This coincided withiereasing international awareness and
drive towards promoting “Health for all” throughethapplication of comprehensive
Primary Health Care (first officially endorsed e tWHO Alma Ata conference in 1978).
“Equity” became a major aim in a comprehensive theahre system shifting from a
curative to a preventive focus, with community m#pation as an important tool in
achieving health for all. Whereas a curative fa@kes the attention away from structural
causes of disease, prevention and health promdtas the potential to deal with
underlying structural causes such as poverty aadquality. However, this fundamental
change in health care could only come with a chamgeciety in general (van Rensburg,
2004: 99). Prior to 1994 this was not easily achid®. However, with the new
democracy, it became the main priority.



The new democratically elected government creatéorms in South Africa aiming at
dramatically changing the health system. This wggsressed both in health specific
policy documents, as well as in the Bill of Rightsthe new Constitution. A rights
perspective on health, which also dealt with povestated issues, was finally adopted in
South Africa, in theory at least. This was reflechy the endorsement of the inclusive
WHO definition of health which reads that “heal¢hai state of complete physical, mental
and social well-being and not merely the absencdisgfase or infirmity® Later this is
discussed in relation to a rights perspective tdthe

Post 1994, a district based Primary Health Cargrarame was introduced focusing on:
» an extended definition of health for all
» redressing the harmful effects of apartheid
* equal importance of all health care workers andresizing teamwork
* ensuring respect for human rights in health
* international norms, standards and ethics in tbgigion of health care
e community participation and empowerment in headttec
* reduction in burden and risk affecting the heaftalbSouth Africans
(van Rensburg, 2004: 420)

The District Health System (DHS) was introducedhagehicle for PHC delivery. It was
also a means to address the previously raciallgdb&agmented health care system. The
two concepts, DHS and PHC, are closely linked. Mipailities within the districts were
given more power in terms of responsibility for lieaservices. This new decentralised
system was seen as a way of overcoming the fragim@mtof services which had been
apparent during the apartheid era as well as eagomg a democratic delivery of health
services based on need. In order to implementribleidive definition of health used,
intradepartmental collaboration is necessary. Lacabuntability, equity in the provision

of and access to services were aimed at being edatinough community involvement.

® Preamble to the Constitution of the World Healttg&hisation as adopted by the International Health
Conference, New York, 19-22 June, 1946; signed »nJ@y 1946 by the representatives of 61 States
(Official Records of the World Health Organisatiomw,. 2, p. 100) and entered into force on 7 Ap2u&.
http://www.who.int/about/definition/efaccessed 05.06.06).




The state was seen as serving both as “provideparahaser of health services” on the

basis of equity, efficiency and assessment of looatitions” (bid.: 134-5).

The core standards of the PHC package were spelledth the 2001 document called
“The primary health care package for South Africa set of norms and standards”
(Department of Health, 2001). Here, standards aépaeducation, health care provider
competence, intersectoral collaboration and comtywand home-based activities were
spelled out. Additionally, specific norms and stari$ were stipulated for specific
programmes and diseases, including tuberculosispgdiment of Health, 2001).
Ostensibly, a top down approach was abandoned pedfis PHC programmes were
introduced at District level. This focus on prograes has the potential to enhance
interdepartmental collaboration and has the paétdiincorporate wider issues of health
care such as access to water and sanitation, éslueaid social security. Disease then, in
theory, is seen as both social and biological. K dther hand, the reality is that the
division of programmes is based on biomedical iddaseparation of the mind and body,
from the social and economic, where for examplectliBative care and health promotion
are allocated to different programmes with sepabaiggets and priorities. These two
issues are closely linked, and still pose manylehges for effective implementation, so
they must be dealt with together if sustainableoues are to be reached. Examples of

these challenges are presented in the second clodphés thesis.

The aim was that this comprehensive package shawd been implemented at all PHC
facilities by 2000. This proved to be overambiticalhough in fact most Districts, if not
facilities, could provide the comprehensive packlg®004 (van Rensburg, 2004: 431).
The types of facilities providing these services BHC clinics, including mobile and
satellite clinics, community health centres (dayspitals), outpatient departments at
hospitals and special PHC facilities focusing ortipalar issues such as maternal health,

oral hygiene and school health serviabgl(: 432).

However, more than 10 years after the transformaticthe health system was initiated,
there are certain unresolved issues in the Didtased PHC service. Many Districts, and
certain individuals in Cacadu district express ttisarly, have a lack of trust in the

Province they fall under. In addition, it is notvalys clear which responsibilities fall
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under Province and District respectively. Provirgaot responsible for supplying health
care directly to the peopleer se Rather, in addition to making sure that natiguaicy

is implemented, their role is to manage, coordingtede and support the Districts (van
Rensburg, 2004: 129). In many cases, the flonunfling is unregulated and uncertain,
and services as well as staff are duplicated botPravincial level and the level of the
District (ibid.: 152). Legitimacy and authority at Provincial/Dist and municipal levels
are often both confused and contested. In addibaganisational culture and behaviour
have not always been transformed as successfullyasmy would have wished for (van
Rensburg, 2004: 365). This bureaucratic and, agjnmefficient culture is examined in

some detail in the second chapter.

Since 1994 equity in access to care has been a goaernmental focusitid.: 422).
More money is spent on health in South Africa thanmost other middle income
countries in the world. The problem is, howeveattmoney is not spent equitably and
efficiently across provinces (Mcintyre & Dohertwy,ibid.: 378). Although homelands do
not exist anymore, their legacy still persists. phavinces which have incorporated areas
previously belonging to homelands, such as theefasCape, are still experiencing
inequity in health care. In fact, a study whichKed at a number of indicators such as
guality of care, access to services, rural/urbapatities and race inequalities, concluded
that the Eastern Cape is the mmgtquitable province in the country concerning health
care (Ntuliet al, 1999: 45, inbid.: 437).

Much has been achieved in terms of health careuifSAfrica in the last 10 years. The
most important achievement is the availability i&ef comprehensive health care &dir

South Africans. However, with the rapidly increasivurden of TB and HIV, challenges
facing health care in South Africa are perhaps mominent and urgent than ever

before.

At the time of writing, the Eastern Cape Provin@s lannounced that it is intending to
take over the responsibility of Primary Health Cdedivery from Makana sub-district. It
is not yet clear how or when this is going to happdowever, the Provincial Health
Department is unfortunately not known for its a#fiecy, and it is feared that this will
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decrease efficiency, loyalty and accountability aosls the local clinics. PHC is seen as

being administered most successfully at local vel

1.3 The setting.

The public health sector dealing with tuberculasi&rahamstown was my main research
‘site’. A map (see appendix 4) is included and tmoes of the clinics and hospitals are
highlighted. The map clearly shows that whereawvapei health care is good in

Grahamstown West, under resourced government heatthis providing the poor and

overcrowded areas of Grahamstown East.

All the municipal clinics treat tuberculosis patiemnd people are required to go to the
clinic nearest to their home to get treatment. Thakes patient tracing easier for clinic
staff, particularly the Community Health Workersawvalk around in the community.
The exception is Town Clinic, which is used maibly people employed in town. As
tuberculosis is a disease mainly affecting the paod unemployed, the clinics in
Grahamstown East have a significantly higher numifetuberculosis patients than
Middle Terrace Clinic and specifically Town CliniSettlers Day Hospital does not have

a lot of TB patients as they have other responsédsisuch as mental and oral health.

Initially, 1 did not wish to focus the research patients at the TB hospital, Temba, as
they are very sick, and many died during the peobthis fieldwork. However, it proved
to be easier to meet patients at the TB hospit#hes were in-patients and thus easier to
arrange appointments with. For those who did makecavery, by the time they were
discharged, our relationship was strong enouglthiem to allow me to be taken to their
homes and to meet their families. The members aff stere exclusively geared to
nursing TB patients and thus could provide me wisieful insight into their patients’

problems and needs.

1.3.1 Selection of informants.

Key informants were selected according to a varadtgriteria and were classified into
two main groups:

1) TB patients and their families.

2) Health workers and other formal health care rgive
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Eight people with tuberculosis were selected frame eight municipal clinics in
Grahamstown and from the local TB hospital. Inligial went with the District
pharmacist, to whom | had previously been introdubg my thesis supervisor, to all
clinics to introduce myself and explain the purpagemy study. It was through the
cooperation of the staff that | was able to seleftirmants. This was done as nurses on
the ground knew the patients, how long they had lmeetreatment, if they could speak
English, and if they would be willing to share thexperiences of iliness with me. Thus,

a random selection process was not adopted. Thelisgmvas purposive.

It is possible that through using such an appraamhe bias may have occurred as the
nurses may have chosen the ‘good’ and ‘compliaatiepts rather than patients labelled
as ‘unreliable.’ If this is the case, the problepnesented concerning non adherence, as

serious as it is in this context, may still be uneleresented.

| also spent time doing participant observationthe clinics prior to selecting key
informants in order to gather information on caneegcare receiver interaction as well
as for patients to get used to seeing me in thaccletting. | went with Community
Health Workers (CHWSs) on their ‘rounds’ in the coomity, DOTing (directly observing
the treatment of) patients. This was a useful wayget some insight into the living
conditions and family support of TB afflicted patis. | was also able to observe the
health workers’ interactions with tuberculosis pats in the patients’ home setting, and

interviewed many of them (both patients and CHWs}everal occasions.

In selecting patients | did not differentiate beéweoatients who were co-infected with
HIV, were on retreatment, and had MDR (Multi Drugdistant) TB or tuberculosis for
the first time. The main illness related criterijaswvthat they had recently started
treatment. This allowed me to follow their treatér a substantial amount of time. |
am still in contact with these patients, althougme of them are cured. It is important to
note that of necessity the research became mtdti-since patients would move from
one health care institution to another or from ltaspo home. Patients | met in the clinic
were transferred to Temba, or Jose Pearson, thenBia Multi-Drug-Resistant (MDR)
hospital located in Port Elizabeth, as their diagmor course of disease changed. Some

people were cured and left hospital. Some peopleechdouses. | attempted to follow
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them throughout these various treatment phaseswiisbe discussed later, these
movements are part of the experience of illnesstemee a great influence on iliness

management and therapeutic outcomes.

Six out of the eight key patient informants werelen®lthough the TB prevalence is

slightly higher among males than females, the selecf a higher ratio of male to

female informants was largely as a result of lagguaompetencies, both mine and theirs.
| speak minimal isiXhosa and the men in most caga® able to speak better English
than were the women. Most of my informants weremypleyed at the time the research
was conducted. As men have fewer commitments inldimeestic sphere than women do,
and it is seen as more acceptable for men thawdonen to spend time outside of the
home, it became clear that men were more easilgsadde as informants than women.
Thus, there were cultural factors influencing tleadered nature of informant selection.
Although | am aware of gendered differences in wgpwith iliness as well as varying

stigmas concerning certain diseases, the caseestudihis thesis show that there are a

number of common factors, at a variety of levelflyencing illness experiences.

| also attended meetings at the sub-district oraL&ervice Area (LSA) and at Settlers
hospital. | attended the weekly Anti-Retroviral (XRReview meetings for HIV/AIDS
patients at Settlers Hospital, and the Primary the@hare Programme’s meetings at the
Makana sub District every second week. These wesetings where the PHC
Programmes in the LSA met to discuss challengespéend strategies and activities. |
attended the ARV meetings at Settlers Hospitalsstode able to see how the syndemic
(see section 2.12, chapter 2) is dealt with atldvsl. In addition, | attended meetings at
the Makana sub-distristhere the World TB Day was discussed and plannedidition

to meetings between CHWSs and their ‘employers’.

1.3.2 Brief profiles of the most important participants in this study.

Ronnie: In 2005Ronnie was diagnosed with TB for the second time hied TB for the
first time in 1984-85 and was cured. He was als¥ Idbsitive, a virus he said he
probably contracted recently from one of the main§rignds he confessed to have since
his wife left him for another man in 2001. Sincerithe had been living on his own and
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felt increasingly lonely in his RDP hou$éle had a son who lives in Port Alfred, whom

he had not seen for years nor had he told him ofillmesses. They had no contact as
Ronnie did not want to burden his son with hisaises and unhappy life. Thus he dealt
with his illness alone. | met him during the initEhase on his retreatment schedule and
was immediately charmed by his sense of humour.sWWsred some amazing months

together going for walks, shopping, meeting oldrds of his, chatting and laughing. He

was born in Grahamstown in 1956 and died aloneeatbi hospital in July 2005.

Thando: Thando is 23 years old and lived with his mothet asister when | started my
research. His mother works as a parking guard anuseR 500 per monthThis is the
only income in the household. She will soon be omld age pension (R 780 pr month).
In 2001, within the same month, both Thando’s sigtdno had AIDS) and father (who
had cancer) died. The father was the “social ginghe household and the family has to
some extent disintegrated in his absence and asudt 0f increasing poverty. Thando
matriculated in 1999 and studied at Damelin Colleg®ort Elizabeth in 2000 and at
Rhodes University in 2003 (passed) and 2004 (faildd is now unemployed.

Thando realised that he was ill in January 2005staded TB treatment in June the same
year after passing out at home and taken to Settespital where he was diagnosed
with TB and HIV. He was at Temba for two monthsfobe being discharged to the clinic
where he finished his treatment. He was no lonigarg with his mother and sister, but
isolated, living in a one-roomed house belongingthte family. He survived on his
temporary disability grant. Two months after TBeune was reinfected and admitted to
Settlers Hospital. He also has HIV, but is in dearad is not receiving ARVs. Just like
they did not visit him at Temba Hospital, his fayrdid not come and visit him at Settlers
Hospital.

Nozithembiso: Nozithembiso is now 15 years old and lived with &ent Lindelwa and

4-year old cousin Kuhle in a room behind Lindelwalst’'s house when | first met her in

* An RDP house is usually, and in this case, a 2rembfreestanding house, owned privately but sufsidi
wholly or partly by the government and allocatedeoneeds basis. This is part of the ANC governrsent’
housing policy as part of the Reconstruction ansgdmment Programme enabling poor people to own a
house.

® The official poverty line is R1028 per month for laousehold consisting of three adults.
http://www.sarpn.org.za/documents/d0000990/indgx (alscessed 08.08.06).
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April 2005. She was then at Temba Hospital with aigl HIV. She has been on ARV
treatment since April 2005, two months after sketet her TB treatment. They later
moved to Port Elizabeth. They live off Nozithembisalisability grant (DG, and
Kuhle’s child grant. In Port Elizabeth, they livéol a while with Lindelwa’s husband
who works as a mechanic, making R 200 per weekitherabiso’s mother died of an
AIDS related sickness when Nozithembiso was 6 yeddsand she was lying at her
mother’s side in the hospital bed at Settlers wétendied. Nozithembiso was discharged
from Temba in June 2005, cured of TB having doulledweight from the day she was
admitted.

Although their little family unit (Lindelwa, Nozigtmbiso, Kuhle) finds strength in one
another, they depend entirely on social grants gmadwill. Apart from Lindelwa’s
younger sister, who lives in Grahamstown and sametiphones Lindelwa, they have no
contact with other family. Sadly, conflicts havésan within the family due to the social
grants which many family members wish to securees@aaecess to. In order to escape

increasing demands from family, Lindelwa moved totfElizabeth with the girls.

Moses:Moseswas 33 years old when | met him in early April 200bJanuary that year
he tested positive both for TB and HIV. He workadaasecurity guard, but has now lost
the job due to his illnesses and long hospitalttneat. He lives with his mother, sister
and brother, and sometimes a cousin or two. Hishetodbwns an RDP house and they
have also added on two rooms at the back where $vars@ his brother sleep. His mother
sells vegetables on the street and his sister kasahility grant. She is HIV positive and
is receiving ARV treatment. She has had TB, butcised. Moses’s brother is
unemployed, but has not finished school as thelyadinil not have money to pay the fees
at the beginning of the year. He will continue whils schooling next year. The family is
very supportive of Moses. Now Moses also has abdisagrant. He was at Temba
Hospital from March to November 2005 when he waslgst) diagnosed with multi-
drug-resistant (MDR) TB and sent to Jose Pearsohddpital in Port Elizabeth where he

spent four months. He now takes his MDR treatmehtsalocal clinic and lives at home.

® The nature of the DG will be explained later. ffto note here that it is a valuable resource in
impoverished areas and is given temporarily (ofen6 months) to TB patients and HIV positive peopl
with a CD4 count below 200.
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Lionel: Lionel developed MDR TB due to non adherence. He foum away both from
Temba Hospital and Jose Pearson MDR Hospital intiaddo non adhering to therapy
as an out patient at a number of clinics. Whentl Imma, he was not on treatment. He was
then readmitted to Jose Pearson and stayed ther®uop months. He now takes his
treatment at the local clinic. He does not have .Hi¢ has been in and out of prison (for

theft and house break ins) and is unemployed, thdies] for some time to be a preacher.

Lionel lives with his wife Ntombekhaya and her Iéttchild in a rented one room
corrugated iron shack. His wife worked at a staiawn making R 100 per week, but lost
this income when the trader decided to close thlé sts Ntombekhaya’s mother gets the
child grant (the child used to live with her) thegd no income at all for some of the time
Lionel was sick. Lionel was allocated a temporargadility grant only after he was
discharged from Jose Pearson MDR Hospital. Theye haw other children who live
with Ntombekhaya’'s mother at the coast in KentonSaa 50 km from Grahamstown.
Lionel also has two children in Mossel Bay whomhias never seen as he has no money

to support them or visit them.

Lionel has limited social capital. His mother diwten he was young. His father abused
Lionel physically throughout his childhood and altigh he lives in Grahamstown,

Lionel has not had any contact with him for yeard aays that he no longer considers his
father family. Lionel’s sister lives and works iohannesburg and has broken all ties with

her family.

Eric: Eric was 33 years old when | met him and then live@Grahamstown with his 4-
year old son Luvo, his wife Zoliswa and her sisd¢a. They shared a borrowed four
roomed mud house. He was a patient at Temba, amalnscured from tuberculosis. He
later moved to Bathurst with his wife and son armatked in a bar earning R 500 per
month. They rented an RDP house there. Zoliswasrggsister, Fundiswa, came to live
with them for a while in Bathurst. Fundiswa is Hpgsitive, but has not disclosed. After
a few months in Bathurst the family moved to a gafaen 30 km outside of
Grahamstown where both Eric and Zoliswa were offesmployment. Eric is also HIV

positive, but feels healthy as he is on ARVs. Zwdisand Luvo do not have HIV. Eric has
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been on ARVs since March 2005 which is also whestaged his TB treatment. He was

cured of TB six months later.

Among the key informants in this study, Eric is toef financially. However, his social
capital is relatively weak and only Zoliswa knowsitt he is HIV positive. As he has not
told his employer that he has HIV and is livinggdé of town and relies on hitch hiking
to get to monthly clinic appointments, he has egmeed some problems in terms of
adherence. Eric’'s mother has passed away. Althbiggfather, who is re married, lives
in Grahamstown they have little contact as the méf@ does not like Eric or anything
that has to do with Eric’s father’s past. They ocdyne to visit him twice in the 6 months
he was at Temba.

Mziwethemba: Mziwethemba is 32 years old and started his retreat in January
2005. He completed his first TB treatment in 20002, but it is not known whether he
was cured or not. He says that he does not have IbiiMt is rare to experience recurrent
TB with strong immune systems. He worked on a fautside Grahamstown and earned
R 495 per month. His sisters, girlfriend and salh Iste there, but Mziwethemba moved
to his grandparents in Grahamstown so that he cbhake DOT at the clinic. His
grandparents both have old age pensions. Mziwetaatobs not want to go back to the
farm as it does not have running water and elewtriMziwethemba'’s parents have both
passed away, and he has some contact with his aistiegirlfriend. Mziwethemba was

only interviewed five times as he proved to be Liabée.

Nomangesi:Nomangesi is 28 years old and started her TB treattim May 2005. She
also has HIV, but is not on ARVs as she is toanidated to ask clinic personnel to be
assessed. She lived with her mother in Alexandtakkm from Grahamstown) before
moving to live with her 30-year older half sistardaher children and grandchildren
(totalling 12) in a six roomed house in GrahamstoawB005. Late that year, she moved
back to her mother and | lost contact with her. Hder sister was worried as
Nomangesi's mother has some psychological problant drinks a lot of alcohol.
Nomangesi’s sister has an old age pension, ane #rer other members in the family
who have pensions. None are employed on a regatas.blrhey open their house up as a

B&B during the National Arts Festival to make soméra money and do relatively well
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financially. The family living in the household very supportive of one another and was
of Nomangesi while she was living there althougéythever went as far as to go with

her to the clinic.

1.3.3 Methods of research.

The main methods of research used were participbservation and semi-structured
interviews. Patients were interviewed in the clifacility or hospital, in their homes and
in public places. Participant observation was caetetliat meetings and gatherings, in the
clinic environment, while walking around in the cmmunity with health workers, in
informants’ homes and while using other methodseskarch. Participant observation
proved to be an essential research method and st csafirmed that “most social
experience lies beyond words” (Hastrup & Hervik9498).

A questionnaire was compiled and distributed tottaf Community Health Workers at

the time (39) in seven clinics and at the TB ha@dpit Grahamstown. Respondents could
choose either an English or Xhosa version of thestjonnaire and could also choose to
answer in either of the two languages. There wérgestions in total, some multiple

choice and some open ended. Questions and answezdnanslated by two independent
translators so as to achieve a high accuracy af @&tout of the 39 volunteers answered
and returned the questionnaire. The results ofjtlestionnaire can be found in chapter
four. Because the survey relied on pre-set questianswers had the potential to be

inadequate on certain points.

Focus group discussion is a good research todiifipes by the relative lack of literature
on the subject area” (Kironde & Klaasen, 2002: 108 | was also part of a larger
SANPAD sponsored projeéfocus groups were conducted with the followingugrs:
Traditional Healers

TB patients at Temba

Community Health Workers

Middle aged women

"] was a participant in and obtained financial sapgdrom a SANPAD (South Africa-Netherlands
Research Programme on Alternatives in Developnfemtect titled:“TB Stigma and Quality of Life in the
Eastern Cape'through the Institute of Social and Economic ResgaRhodes University. Data referred to
as being from focus groups are from this project.
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Middle aged men and women
Older people

Youth in school

Youth out of school

During the course of research | also piloted a aete measure/tool called ACSA
(Anamnestic Comparative Self Assessment) to be usdekalth related research (see
appendix 2). As part of my research internshiphat Institute of Social and Economic
Research at Rhodes University | assisted in deugjdjpe measure and accommodating
guestionnaire and tested this on 20 tuberculostgerga at Temba together with a
research assistant who worked as an interpreténoéddgh some sort of editing takes
place when communication is translated, it is hopkdt the final product is

representative of the views of the subjects ofaede Where this information is used, it

is referenced as ‘ACSA pre test.’

Linking the individual experiences of informantsthwa broad level of analysis including
global factors that play themselves out on a lacal individual level is a central method
in this study. It is, as Kleinmagt al. note, impossible to separate the individual from a
social level of analysis, health from social proldeand representation from experience
(2997: x).

The gap between representation and responsitsligymoral dilemma. Representation is
complicated by the fact that “it is a matter notlyoof lies told by anthropologists,
however, but also of lies toltb anthropologists” (Metcalf, 2002: 1). When recording
text, one continuously has to question the inforomagiven and cross check this with
other sources. A method of triangulation was uséere participant observation was
used to validate data from interviews and vice aetaformants’ accounts were also
compared with one another, and this proved to leeifpally useful when comparing
providers’ and patients’ conflicting accounts. Thisppened often as both patients and
providers, as we all do, attempt to control theriesgions given (Goffman, 1969: 221).
Repeating questions to informants at different siras well as asking the same questions
of different people was done as a way of crosskihganformation.
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1.3.4 Ethics and confidentiality.

Ethical approval was obtained from the Ethics Cotteai at Rhodes University.
Permission to conduct research in the municipaiadiwas obtained from Makana sub-
district whereas the Provincial Department of Heakrmitted me to conduct research at
Temba TB hospital. Prior to the initial interviewsth patients, | explained the aims of
the study and the nature of their expected invobmnas potential informants. | assured
them that their information was confidential, thia¢ir anonymity would be maintained
and that they at any point in time could withdrawonf the study. All names in this thesis

have been changed.

Van Willigen points out that confidentiality andluatary informed consent are the main
components of ethical research practice (1986: Bais is particularly important when
researching in institutionalised settings, sucthaspitals and clinics. Accordingly, this
research adheres to the ideas of ethical reseaadhiqe. However, one component of

this specific research which has raised ethicastijoies is the issue of power and poverty.

Anthropologists need to ask themselves under winatirastances questions are asked.
Although it was clear from the start that | wasmdpresearch, | observed that over time
informants changed the way they perceived me. afeca friend and a helper with

access to resources in terms of people, knowledgmamey. | became part of their

therapy managing group, a concept which will befbyidiscussed in the next chapter
and looked into more extensively in chapter sixug,hwhen | asked questions, people
answered them as part of their illness managenmeategy; e.g. as what they perceived
as a necessity in order to get well. Informatiors \waven to me for use in managing their
illness and not purely as information to a researdbr the sole purpose of research. On
the other hand, they had given their consent amgvkhat | was a researcher and would

use information for purposes of this research.

Van Willigen asks: “How and under what circumstanaoes consent have to be
obtained again?’il§id.: 45). This is an issue of concern and is relabethe question of

why people choose to give us information. Througltbe course of research | repeatedly
stated my aims, time schedule and raised issuesnsient. All informants were aware of

the nature of my research and that their infornmatvould be used for this purpose.
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This may simply be just what is like to conduct research among sick people in poor
communities. Patients in such situations will maise of any opportunity to improve
their limited options to health, and anyone whovehasympathetic interest in their
suffering and relative powerlessness is regarded aalued resource. Nancy Scheper-
Hughes, for example, played an important role iopb&s management of illness and
health during her research among impoverished paadBrazil (1992). In a situation of
poverty it is difficult, and maybe even unethicadt to apply knowledge and resources
through anthropological research. Driven by a moaalviction one feels compelled to

help to alleviate their suffering in any way possjthowever limited that help may be.

However, for all a researcher’s good intention &phthe patient achieve satisfactory
healing outcomes, one has to be aware that theybmayontributing to the power play
over meaning construction, power and access taress. This dilemma has been raised
in the past with reference to the field of clinlgadpplied anthropology and has been
critiqued by critical medical anthropologists whg@e that such anthropologists are
complicit in the hegemonic control of patients ainelir bodies through enforcing western
medicine. Through endorsing the biomedical paradipey also fail to address the
fundamental causes of ill-health, that of sociarexnic inequality and structural

violence.

1.3.5 The anthropologist as negotiator or advocate?

Medical anthropologists are known to work as “caadtuconsultants” and mediate
between and offer advice to patients and health garsonnel (Pelto & Pelto, 1978: 233).
This is a form of brokerage and is also a rese&&chnique used. Briefly, a cultural
broker is a person who serves as a link betweendifferent cultural systems relating
community oriented individuals who lack connecti@ml resources with individuals as
parts of larger systems (Wolf, 1965: 1076, in vailig¢én, 1986: 128). When used in a
clinical setting this brokerage becomes known asically applied anthropology. My
‘applied’ role throughout this research has beemiynahat of the broker, in most cases

more on behalf of the sick and disempowered thabetralf of health care personnel.
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Another important question and aim, although noésearch question as such, which |
have asked every day throughout the course of idsead while sitting in front of the
computer is: “Are my actions helping the sick peopt not?” It is an ethical question
too, although not strictly in the sense of researdthods. For me, when the research

took on a life on its own, it has been the mostartgnt question in this study.

1.3.6 Applied anthropology as method.

A basic definition of applied anthropology can slynbe “anthropology put to use” (van
Willigen, 1986: 7). This “use” is regarded as bariaf to subjects of research, but also to
the researcher. Here, participation in therapy mameent has allowed me into otherwise
closed spheres and resulted in much useful datas, Tdpplied anthropology is a useful
research technique as well as, | would argue, rigi@ thing to do’ in this context. My
direct involvement in the subjects’/patients’ thgrananagement was more as a result of
a conscious decision on the research subjects’tpant on mine. Issues of power and

access to resources of health cannot be separatadtis decision.

Van Willigen writes that products of applied anghofogy can be seen as threefold:
information, policy and action. These are related‘iaformation is obtained through
research, information is used to formulate polaryd policy guides actionil{id.: 8, 10).

| have chosen a more short-term ‘person orientg@r@ach to applied anthropology
where ‘anthropology put to use’ is put to use idividuals’ lives directly rather than in
only recommending policy changes to the systentkhaewledge the limitations in this
approach. Throughout, | have tried to find a batalpetween assisting people and making
sure they do not become dependant on my assisthoeever in the long-term | hope

that the findings of the research will have anuafice on policy decisions for the future.

In the past, little recognition has been made aheopotential role that anthropologists
may play as cultural and social brokers in thedfiel clinically applied anthropology in

South Africa. | hope that through this applied egskh awareness will be raised of the
potential role of the medical anthropologist in 8oAfrica, a hitherto neglected area of

therapy management.
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1.3.7 Suffering as experience and representation.

Working in a field where human suffering is prevdjeeven common, raises a number of
issues difficult to rationalise or represent, andiee same time do justice to, in an
academic piece of writing. My research has to gdaxtent been an emotional journey,
often together with the research ‘subjects’. | ampihg to do justice to these realities of
suffering, the relations of emotions, and not raise them away, while at the same

time remain analytical.

It must be noted at this point that doing long-ténndepth participant observation among
people suffering from a debilitating and life-thier@ng disease is not easily achievable
since one must be careful not to increase théiesy families’ or even health workers’
burdens. Many a time | found myself not asking ¢joes | wished to ask, or left
potentially ethnographically interesting situatiphecause | felt that it was inappropriate

to ask or observe in sensitive circumstances.

Throughout the course of research | was continyotasted with new ethical issues,
some which took me by surprise. As my fieldwork eaima close and | was preparing to
distance myself gradually from the informants | haeicome close to, they started
contacting me, refusing to let our relationshipteeminated. This method of ‘reverse
snowballing’ manifested itself through phone callser weekends and public holidays,
day or night, asking me to come and visit — andl leroney. | was asked to assist with
employment contracts, to become an ARV treatmeppauer, or to attend a meeting
with the extended family. Ironically, as | tried distance myself, the relationships grew
stronger. This in a sense serves as ‘proof of #ffectiveness of my general
methodological and analytical approach to the datkected; namely that it is poor and
marginalised people, with weak social networks, \yhbsick and who find it difficult to
get well, and as such medical anthropologistsegarded as valuable resources. Hence, |
became an important person in their therapy magagioups. But the dilemma remains
as how to deal with these issues, both in termagriting a thesis and in terms of ‘doing

the right thing’ as a person interacting with otheople through lived experiences.

It can possibly be argued that there is a diffeeebetween research ethics and moral

responsibilities that we have to one another asdmubeings. If we are to ‘participate’
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and ‘observe’ and only that, in terms of researtthcs, then my research may not be
ethical in terms of my own moral ethics. This wastly my own initiative, but was also

requested, and in many cases expected of me.

It is perhaps true that “disempowered people eveeyes will grasp at straws to gain
some voice in the public discourse” (Metcalf, 20@8). | have certainly been asked to
tell people’s stories in the public discourse, igatarly in clinics, but most of the time

people do not have an urge tol®ardas much as they have an urggéd welland live

a secure life with their families.

Life is not all about suffering, although, as isdant in the ethnography, people do spend
much time and money on illness management. Issdegpowerty, illness and
powerlessness are highlighted, but I sincerely hbpel am doing justice to the lives of
the people with whom | have conducted research,thatl| have managed as far as
possible to reflect what is true to them. Peoplepkieving and keep laughing, despite the
poverty, pain and tears. Even the anthropologesy Bvoke humour. | once went to see
Lionel at his home. | was quite grumpy when | dare, as | had had a long day and was
tired. That day more than usual, | had been askethbney and help to organise identity
documents and all sorts of other things. | wasegdismissive, so when Lionel asked me
for R20.00, | quickly said “no” and immediately tféhat | really could not handle all this
begging and needing any more. As my visit endednéli took me to the car, stuck a
R20.00 note in my hand and said: “Here, take thisant you to buy yourself a cool
drink.” As it turned out, Lionel had just got hissdbility grant and felt that he now
wanted to help the ‘poor’ student who was concerabdut her future employment
opportunities. It was also his way of reciprocatengd making our relationship equal.
That very act empowered him. Sometimes | had momey could help him, and

sometimes he had money and could help me.

| am under no illusion and do not argue that tim@graphy presented in the following
pages are representative of all cases, or thareasssarily truth behind everything that
was told to me. | am attempting to represent pedpke stories they told me, and how
they experience their lives as truthfully as pdssilbut the risk of misrepresentation

always exists. To produce general anthropologicabwkedge from individual
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experiences in the field is a tricky business (Hgs®& Hervik, 1994: 1). To produce
general anthropological knowledge from individugperiences okufferingis an even

trickier business.

1.4 Chapter outline.

The next chapter is mainly theoretical and prest#msanthropological perspectives to
studying health and illness that are relevant te thesis. Particular focus is given to
Critical Medical Anthropology (CMA) as this is aetretical framework which is

suitable in the study of tuberculosis, and of indlials’ experiences of tuberculosis, in
South Africa. Tuberculosis is presented as a desedmsch is social in nature, thriving in

environments of poverty and inequality. This themigues for a combination of both
critical and clinical medical anthropology seeingedise both as social and biological.
The interactions between biological and social (4aoadsome extent biological and
biological) are explored, resulting in an increagedden of illness in what Singer and

Clair term a syndemic (2003).

Paul Farmer’'s term structural violence is explainednore detail and applied to a
perspective where poverty and inequality are ewgomas risks to contracting
tuberculosis. Farmer also argues for a human rights social justice perspective on
health (1996; 1997a; 1997b; 1999; 2000; 2005)his thesis it is argued that at almost
every level, people’s experiences of iliness cay ba explored through an investigation

of structures in the political economy of health.

Richard Wilkinson’s inspiring analysis of the ratet only of poverty, but of relative
inequalities as creating and sustaining classegckfpeople, is presented and it is argued
that ‘the sick’ in South Africa is sustained asraup through a process of structural
inequalities which, ironically, are reproduced tghb the actions of ‘the sick’
(Wilkinson, 1992; 1996; 1998; 2005). TuberculosisGrahamstown is presented as an

interplay between human agency, and limitatiorthitbagency.
The third chapter looks at DOTS, the global stratem combat tuberculosis, both as

ideology, policy and as practice in Grahamstowrnis Ihoted that DOTS is a form of

hegemonic control of surveillance. It is argued thaing tuberculosis in individuals is a
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necessary but insufficient strategy to combat tiseae, as simply curing people of TB
is not dealing with the basic structural inequasitthat result in high rates of tuberculosis

in the area of focus.

Interactions between the various levels of thetheststem are investigated at the local
level. It is argued that the focus on programmea agans of implementing health care
is limiting in the current context of syndemic irgetions. An integrated and less
reductionist approach to health and health careemsded, incorporating national and
global politics which are not directly related teafth, but which have major implications

on government’s and individuals’ ability to makealiby choices.

Interactions between clinic staff and patients explored in a context of insufficient
financial and human resources. However, it is afgihat limitations in TB care at the

local level cannot be blamed solely on low work ater

Related to this, the fourth chapter looks at the af the voluntary Community Health
Workers (CHWS) as part of the implementation of [804t local level and as an integral
part of the national ideology of Primary Health €aRelationships and perceptions of the
role of the CHWs among patients and professionaltihigersonnel are explored. The
sustainability of a national TB care system basedauntary participation is questioned.

The fifth chapter discusses the usefulness of icegathropological concepts. Arthur
Kleinman’s notion of explanatory models (EMs) (1988 presented and a detailed
ethnography concerning people’s perceptions abauses, symptoms and treatments of
tuberculosis is explored. Kleinman’s distinctiortvieeen illness and disease is presented
and it is shown that the illness component of sslknis more important to disease

management than the biological disease itself.

The application of John Janzen’s concept of themapyaging groups (1978; 1987) is
presented in the sixth chapter and it is argued sh@port networks are extremely
important in terms of dealing with tuberculosis aseking care for tuberculosis as well
as HIV. It is argued that although beliefs abowedses’ aetiology do influence illness

experiences and health seeking, structural isselated to poverty and powerlessness,
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and also stigma, are more important than healtlefsein influencing health seeking
behaviour and adherence to treatment. Stigma i$ agéraving an impact on people’s
experiences of being sick, and on the illness fitssd well as their health seeking
behaviour and is stronger among people with weslkgport structures.

The seventh chapter shows how the introductiormipbrary disability grants (DGs) for
people with tuberculosis or AIDS introduces to #iek what Nattrass terms “perverse
incentives” (2005). This is yet another manifestatdf the impact of structural inequality
on not only individuals’ risk of contracting thedeseases, but also on their ability to get
well. It is shown that although the introductiontbé DG for people with tuberculosis is
a way of alleviating poverty, this reproduces thens system from which it is meant to
alleviate poor people. However, it is also showat theople exercise agency in this
seemingly disempowered context. Ideologies of caampk are looked into and it is
shown that social support is more important inueficing adherence than ‘patient

deviance’.

The thesis concludes by advocating for a humartgighd social justice based approach
to health. As shown throughout the thesis, tubesislis a disease of poverty — a
symptom of a deeper social ill. In fact, tubercidasan be used as an indication of how
far democratised South Africa has come in allengtpoverty (Benatar & Coovadia,
1991: 1). Unfortunately, with increasing HIV presmate, the rate of co-infection is
escalating. Although AIDS, as tuberculosis, is aiaodisease, the increasing rates of
these diseases are also a result of a failure wihngtment at all levels of the health
system. As evident throughout the ethnography,dacdgon towards seeing health as a
right and encompassing the realisation of thistrigiho a wider social justice based

approach is necessary in order to combat tubelisuloSouth Africa.

28



Chapter 2.
Theoretical approaches to medical anthropology in mpoverished

communities.

The enjoyment of the highest attainable standafdsealth is one of the fundamental rights of
every human being without distinction of race, g, political belief, economic or social
conditions.

WHO constitution of 1946

2.1 Introduction.

Individual experiences of tuberculosis are relai@dvider national and global forces.
This chapter discusses various approaches to sdgnd applying medical
anthropology, and specifically examines the valdecitical medical anthropology
(CMA) as an approach to understand the connechetween the micro and macro levels
in the epidemiology and aetiology of tuberculodike importance of including macro
level forces in anthropological micro level anatyss emphasised. The role of the
anthropologist in the clinical environment is expeld and it is argued that a combination
of appliedclinical andcritical medical anthropology, rather than an oppositiotwben
these, is the most appropriate and useful approdch.anthropologist does not
necessarily have to subscribe purely to the theasfecritical medical anthropology in
order to be a critical medical anthropologist (Hegjgougen, 2000: 1171); she/he can
also be criticawithin the clinical environment even when applying mottenemedical
methodologies.

The chapter also argues for a human rights pelispem health. Practical and theoretical
perspectives on structural violence and socialesu) are presented. While poverty is a
central theme, both in terms of the empirical fimgd and in terms of analysis it is also
argued that not only are poor people more likelgebsick than rich people, brlative
inequalitieswithin and between societies (global or local)atee or sustain, a class of
sick and poor people. Thus, poverty and inequaligycentral to the way diseases such as
TB are transmitted and managed at structural adididual levels.
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While it is argued for the necessity of includirigvisible” structures of inequality in our
anthropological analysis, the usefulness of a coatlwn between social justice and
traditional ethnomedical approaches is essentialake sense of who gets sick, why they
get sick, and how they seek healing. People whoviatans of structural violence may
not directly perceive the workings of that violericetheir daily struggles to avoid or
overcome poverty, disease and illness. They expegi@nd make sense of it from the
context of their own unique social and culturaldiittes. Arthur Kleinman’s explanatory
model (1980) and John Janzen’s therapy managingpgr{l978; 1987) provide useful
tools for this localised cultural and social analysand as they predate much of the
critical medical anthropology approach they will discussed first in the next section of

this chapter.

2.2 The notion of the explanatory model.

The explanatory model (EM) was introduced by ArtKlginman in his influential book
Patients and healers in a context of cultpublished in 1980. Although the model later
has met with some criticism, from amongst othergikhan himself (1995), it is
nevertheless a useful tool when used in combinatitim other approaches. According to
Kleinman, the explanatory model of any particulbreiss consists of (1) symptoms and
signs by which the illness is recognised, (2) pme=ti causes of the iliness, (3)
recommended therapies, (4) the illness pathophggyoand finally (5) prognosis (1980:

105-07). These themes are central in the patisiries given in chapters five and six.

Kleinman has explained the purpose of the modalyayg to find out “the ways in which

an iliness episode is interpreted and understoogdiients, healers...and other social
members of their local social world” (Kleinman & eean, 2000: 236). Once illness is
explored in one particular environment, the airtoisnake cross-cultural comparisons “to
seek generalizations about these fundamental hexy@eriences” (Kleinman, 1980: 8 &

111). Explanatory models are flexible as they cleahgoughout the process of healing as
new information becomes available. Imbalances wgvocan result as practitioners do

not change their EM as easily as patients do.

An integral part of the model is the distinctiontieen illness and disease. Kleinman

explains disease as the “malfunctioning of biolagiand/or psychological problems”
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whereas illness refers to “the psychological expere and meaning of perceived
disease” (Kleinman, 1980: 72). lliness is sociatl gisychological whereas disease is
biological. In later times, Kleinman himself hasticrsed both the model and the
distinction made between illness and disease asgb&bo static. He is more
uncomfortable with models now than he was in the T20s and early '80s (1995). Even
so, the distinction is still used in this thesistmw that tuberculosis is not only a disease,
but it is also an illness with wide-ranging imphloms. Patricia Kelly uses Arthur
Kleinman’s distinction between illness and diseasassessing stigma among American
TB patients (1999). Experiences of stigma fall unie illness category. As a result,
illness and disease exist “as constructs in pdaticoonfigurations of social reality”
(ibid.: 73).

Ethnomedicine is primarily concerned with illneskchter has defined the ethnomedical
approach, of both Kleinman’s and Janzen’s (seenehork, as the “study of how well-
being and suffering are experienced bodily as wsllsocially, the multivocality of
somatic communication, and process of healing ag #ne contextualized and directed
towards the person, household, community and dtatd,and cosmos” (Nichter, 1992: x,
cited in Rubel & Hass, 1996: 116). One of the weakes of the ethnomedical approach
is that it tends to focus the study on concepts tedcuring of folk illnesses, while
overlooking killer diseases such as tuberculosisraalaria.

Although Kleinman does note that patients and hmeaket within a given health care
system, he, and the cultural interpretive modelrteduced, have been criticised for
focusing on patient/practitioner relationships anéggerating patient agency without
seeing these as actors in a wider context of pawerparticularly their unequal access to
this power (see Pappas, 1990; Singer, 1995). Pappgises that for Kleinman,

“institutions appear as if they were little morethbackdrops” to actions in the clinic
environment and that individual action is not rethto social change or institutional
relations (pid.: 199 & 202). Kleinman limited his studies to ttiic environment. The

focus in this thesis is not only the clinic, but@individuals, and patients specifically, as
members of households and as actors in a wideronletvguch as therapy managing
groups, which are presented below. These groupshandexplanatory models of illness
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are shaped by and acted out within the larger gbrdé inequality, or, to use Paul

Farmer’s preferred term, structural violence.

2.3 Therapy managing groups.

It was found that one particularly useful concegtew examining decision-making
concerning health seeking behaviour is John Jasz@®78: 4) notion of the therapy
managing group (TMG). The TMG is a network of cldése, friends and/or associates
who manage, through moral support, informationrgfaand patient/healer brokerage, the
therapy of the patient’s illnesgid.: 4). The patient is at the centre of this netwofk
people such as family members, members of househwidto-workers who are also
affected by the patient’s iliness. It has proveefulsto extend this notion to include
health workers who have a very direct impact upengatient’'s experience of being sick
and attempts at getting well. All these particigaate of course guided by their own
explanatory models. Whereas tuberculosis is ofeem sas a disease by the professional
health worker, it is experienced as an illness hmsé who are sick and their therapy

management groups.

Janzen’s model is useful to examine medical plsmalivhere people diagnose illness,
select and evaluate therapies by combining thesappem different medical systems

(1978: xviii). In this thesis, where it was fourttht traditional healers were seldom used
for curing tuberculosis, the concept is more wideked as a tool to understand the

dynamics of social networks in illness management.

Although the therapy managing group as a conceaptegefrom John Janzen, healing as
a social process has been well known to anthroigvorking in Africa for a long
time. The classic example is the Ndembu where Yiclarner shows that their
therapeutic efforts are embedded in social relatiges (1967). lliness and health, in

other words, must be seen as social.
These various ethnomedical approaches or moddidatizsed on the local and cultural

have received increasing critique from medical aogblogists who are becoming
increasingly aware of the political-economic emlestitess of disease and suffering. This
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has led to the formulation of the so called field @ritical Medical Anthropology

discussed below.

2.4 Critical medical anthropology.

Medical anthropology as a sub-discipline has itigiorin applied anthropology with
anthropologists working as health care consultamtsolonies and newly independent
countries post Second World War (Leslie, 2001: 488)a result, medical anthropology,
regardless of theoretical approach, can be seamn agpplied discipline. Our input as
anthropologists in health care is continuously eeeahd we do play a role in the shaping
and reshaping of approaches to disease and medézice. After all, doctors, in Merrill

Singer’s words, “practice medicine, not social aen2004: 14).

Critical medical anthropology (CMA) as a theorelticarientation in medical

anthropology appeared in the early 1980s. Lynn Mor@rgues that there are three
distinct paradigms within the broader umbrella d¥I& One has a strong orthodox
Marxist focus relating health care and status asctliresults of exploitation of wage
labour and the socio-economic formation of cagtali The second approach Morgan
terms “cultural critique” and is comparable withetMarxist perspective, but in a “lite”

version without a strong Marxist terminology. Itsaim critique is focussed on the
Western medical establishment itself. The third &ndl approach Morgan identifies is
the “dependency theory approach”, based on Wadierst world system theory, and
relating development and underdevelopment as inmgaan disease (Morgan, 1998:
107-108). It could be argued that Paul Farmer'scsairal violence approach is a fourth

theoretical paradigm within the CMA orientation.

Hans Baer defines the political economy of healsh“a critical endeavour which
attempts to understand health-related issues wiitigirtontext of the class and imperialist
relations inherent in the capitalist world-systeffi982: 1). Baer argues that the political
economy of health is played out through health pai@ities at a structural level as well
as at individual levels where illness is experiehc&he importance of the global
economy and relationships within it is essentiahiny analysis of a local health system
and patients’ personal experiences of illness.h&scase studies in this thesis will show,
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patients’ experiences of illness are strongly ieflced by a larger global context,

expressed in national, regional and local systemspaocesses.

In the last two decades the political economy dlthhehas been expressed less in terms
of the orthodox Marxist approach, but with a sustdi focus on the political interplay
between global and local, macro and micro processdshuman agency, and limitations
to this agency, within this context. These inclutie dependency or world systems
approach (see Morgan, 1998), and Paul Farmer’ststal violence approach (see 1996;
1997a; 1997b; 1999; 2005). Merrill Singer’s defuonit of critical medical anthropology
encompasses a broader perspective, including e#ulioal perspectives. He defines
CMA as:

a theoretical and practical effort to understand egspond to issues and problems of health,
illness and treatment in terms of tiéeractionbetween the macro level of political economy, the
national level of political and class structureg thstitutional level of the health care systene, th
community level of popular and folk beliefs andiawes$, the micro level of illness experience,

behaviour, and meaning, human physiology, and enmiental factor¢Singer, 1995: 81).

Paul Farmer has been extensively influenced byCli& approach and his use of the
application of structural violence and social stffg is worthy of more detailed analysis.
Paul Farmer and other critical medical anthropaisgihave also emphasised the
importance of inequality, poverty and risk. These also presented in the following

sections under the broader category of CMA.

2.5 Structural violence.

It is difficult to pin down exactly how Paul Farmeéefines structural violence. He uses
the term in a broad sense, including “a host oérufes against human dignity: extreme
and relative poverty, social inequality rangingnfroacism to gender inequality, and the
more spectacular forms of violence that are unctetdy human rights abuses...”
(Farmer, 2004: 309). These are historically andheoocally rooted and necessitate a
“historically deep and geographically broad anay¢ibid.: 309). The application of the
concept of structural violence in anthropology meseeily draws on both biology and
history (bid.: 308). A useful definition of structural violeneehich is probably akin to
Farmer’s use of the term is as follows: “Physicadl/ar psychological harm (including

repression, environmental destruction, poverty,deunillness, and premature death)
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caused by exploitative and unjust social, politieald economic systems” (Havilaed
al., 2005: 725).

As identified in the above definition social inefiies are a central component of
Farmer's approach. In fact, the notion of strudtwi@lence may be defined more
accurately as an approach rather than as a th#oig/.driven by the commitment to
“ethnographically embedding evidence within thedmisally given social and economic
structures that shape life so dramatically on tthgeeof life and death” (Farmer, 2004:
312).

The term “structural violence” was first used bydo Galtung (1969, in Farmer, 2005)
who saw it as “sinful” and results when structysaivef leads to social inequality and
resulting poverty for certain components of theiaoxystem. These inequalities are often
based on race and gender discrimination (Farm@&&:2807). In short, Farmer continues,
“the concept of structural violence is intendednorm the study of the social machinery
of oppression” ipid.: 315). Oppression as a result of these structigresen as being a
construct of history and “nobody’s fault” yet it i@ fact that people’s agency is

constrained as a result of these structures

The idea of oppression being “nobody’s fault” canrblated to Pierre Bourdieu’s notion
of symbolic power where those subjected to symbotiwer do not themselves realise
that they are subjected to this power (1996). dtigctural and invisible, hence perceived
as “natural”’. As a result, this invisible symbolgower inhibits agency and makes
challenges to the power difficult to formulate aad out.

2.6 The demography of social suffering.

Events of massive, public suffering defy quanttatinalysis...Do numbers really reveal the
agony, the interruption, the questions that théstinvs put to the meaning and nature of our
individual lives and life as a whole?

Rebecca Chopp, 1986, cited in Farmer, 2005: 42

8 Structural power can be defined as: “Power thganizes and orchestrates the systemic interactiiminw
and among societies, directing economic and palifierces on the one hand and ideological forcas th
shape public ideas, values, and beliefs on the'offMéolf, 1999: 5, cited in Havilanét al, 2005: 722).
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Social suffering as an approach to the study adfadie can be applied to this study. Social
suffering results from “what political, economicdaimstitutional power does to people”
(Kleinmanet al, 1997: ix & xxiv) and how these powers respondhese challenges.
Social suffering includes concepts and conditiohgctv are usually covered by separate
fields such as welfare, health, and religious, mamad legal issues. Suffering is
“profoundly social” and adds to the burden of dsgea the group or individual and can
be experienced as added stress, guilt of beingndl lonelinessil§id.). Hence, social
suffering can be seen in relation to syndemic adgons (see section 2.12 for more on

the concept of syndemic).

It is important, as Kleinman and Kleinman point,onbt to essentialise, naturalise or
sentimentalise suffering (1996: 1). Thus, presentand analysing other people’s
suffering is a large, and complex, responsibildy the anthropologist. The experience of
suffering is not effectively communicated througlaghs or statistics. Paul Farmer also
warns against “the exoticisation” of suffering (80@0). Experiences of suffering are
best expressed in stories told by the suffererm$ledves. This is best done through a

detailed ethnography.

The sheer weight of suffering makes it difficulteevto grasp or understand the actual
experiences of people’s suffering (Farmer, 1996&2: & 272-3). Nancy Scheper-Hughes
even suggests a “demography without numbers”, niafgrto a theoretically driven
demography. In simple terms, this demography iy descriptive” (1996: 891). Here,
individuals and their histories are presented lastha detailed ethnographic account as

well as an analyses within a wider multileveledtean

In this thesis a limited amount of statistics angmbers are given as a means of
contextualising personal experiences, but it is alsiphasised that the numbers on their
own carry little meaning. When looking at the numbgpeople being moved in order to
make place for the giant dams in the Narmada Valfedia, Arundathi Roy uses the term
“fascist maths” when numbers of people suffering presented (Roy, 1999). Although
this is a different context, the term can be usefaén thinking about tuberculosis. In

2002, 8.8 million new cases of TB were detectedwhfch 3.9 million were smear
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positive (WHO, 2004: 4). These are huge numberstleid real meaning regarding the

impact on people’s lives can only be understood,Hmpefully not accepted, once they

are given an ethnographic context. | can only ltbpel am presenting the experiences of
a few of those people who | have worked amongtmthful manner without simplifying

or exoticising their experiences.

2.7 The role of inequality and definition of povery.

To feel depressed, cheated, bitter, desperategrabite, frightened, angry, worried about debts or
housing insecurity; to feel devalued, useless,lbs$p uncared for, hopeless, isolated, anxious and
a failure: these feelings can dominate people’slevbgperiences of life, colouring their
experience of everything else. It is the chroniess arising from feelings like these which does
the damage.

Richard Wilkinson, 1996: 215

The uneven distribution of risks to bad health aglts to good health can be explored in
terms of multilayered inequalities. Prevention pcdi and methods need to take a more
social and structural view of health — a diseasealisgase approach is unlikely to be
successful (Wilkinson, 1996: 71). In his insightflaboks investigating health and
inequalities, Richard Wilkinson argues that it @ only povertyitself which results in
people being prone to illness, brdlative income inequalitieghat create conditions
among the poor where certain diseases are comnien.qiiality of social relations is
worse in more unequal societies. Not only do unkgoeieties have more illnesses than
more equal societies, but they also have more aestsdand more homicides in addition
to higher rates of depression, anxiety, stresslas&l of self-control in addition to poor
social networks (1996: 5; 2005).

In South Africa, escalating violence is an impottegsult of gross inequalities. These
processes are all connected. According to Wilkinstirere is a significant tendency for
mortality to be lower in countries with a more efgalan distribution of income exist”
(1992: 165). Thus, the larger the gap betweenitheand the poor in a society, the more
likely it is that the poor in this society will &ck. Inequality can be measured through
the use of the World Bank measurement called Gaafficient where a value of 0

indicates perfect income equality and 1 indicad$get incomenequality. According to
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the United Nations Development Programme, the Gaefficient in South Africa rose
from 0.596 in 1995 to 0.635 in 2001 (UNDP, 2003:16)sub-Saharan Africa as a region,
the Gini coefficient is above 0.7. In South Afriche richest 10% of the population have
44% of the country’s income and consumption (UN2BQ6). There is, Wilkinson
argues, better social fabric in more egalitariaties@s, and this has a significant impact

on health among the population (1996: 85).

If poverty is redefined as “social exclusion”, aslkivison argues, poverty and inequality
are the most powerful determinants of health in@edy (2005: 124). Social exclusion is
a result of symbolic violence exercised througlidtires of oppression. “It is not that
medical care is ineffective,” Wilkinson continuébut rather that its effectiveness is a
minor influence compared to the socioeconomic factchich establish the initial burden
of disease”ipid.: 59).

Social relations in South Africa are based on gmsgqualities of access to employment,
education, wealth and health to mention a few. fhelth status of people living in

conditions of overcrowding is worse than among ¢hao®t living in overcrowded

households (Stats SA, 2004: vii). It is not suipgshat there is also a clear link between
nutrition and health. A survey of South African Bebolds found that in households
where no one went hungry in the year prior to thevesy they had better health status
than households where one or more people were hwige survey also found that

29.7% of households headed by Africans had at @astmember who went hungry in
the year prior to the survey, whereas the rate amds 2.9% in households headed by a
white person (Stats SA, 2004: x). In terms of traission of tuberculosis, both poor
nutrition and overcrowding are essential risk iatlics and in South Africa this still tends
to be racially based. Marshall Sahlins linked povemd inequality before it became

fashionable to do so:

Poverty is not a certain small amount of goods,ifsdr just a relation between means and ends;
above all it is a relation between people. Povastya social status...lt has grown with
civilization...as an invidious distinction betweemasses...

1974: 37, cited in Wilkinson, 2005: 67
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The relations expressed by Sahlins and the lis¢aings in the Wilkinson quotation at

the beginning of this section will appear repeatedlithe stories of people in this thesis,
not because | am attempting to make them fit injoagenda, but because that is what
these stories of health and sickness really arataBeople get sick, and remain sick, due

to relations of multi-levelled inequality.

2.8 Poverty and inequality as risk.

We must explore not only the life experiences obthsick with tuberculosis, but also the larger
societal contexts in which they become infectellljifaand meet with a series of therapeutic
misadventures leading to complications, ongoingdamgissions to others and, often enough, death.

Paul Farmer, 2000: 183

Much of the literature points to poverty as a fia&tor for diseases such as TB, HIV and
malnutrition (see Singest al, 1992; Kleinmaret al, 1997; Nguyen & Peschard, 2003;
Farmer, 2000 & 2005). Ten years ago, even the Wdddlth Organisation recognised
that poverty is a major risk factor for tubercutoand that in order to fight TB poverty
had to be addressed in the control of tuberculé®serty is, the WHO points out, “the
world’s greatest killer” and unequal access to teat well as health care is a matter of
life or death (1995). It is sad to note that thepart was released 11 years ago, and
although the WHO alone cannot be blamed for lac&abion, it is clear that the poverty
situation in the world has in fact worsened in ¢hd4d years. What is needed now is
nothing less than a “major shift in our way of #img about the future” (Benatar, 1998:
297).

39



Pl

2 ‘I became sick because of my poverty.’ ‘Well, | became poor because of
my sickness,” The two-way relationship between poverty and ill-health
affects billions.

lllustration 2.1: Cartoon of relationship povertigkness(Global Health Watch, 2005:
17).

Farmer argues that the poor agstematicallyput at risk and, while pointing out that rich
people have medical care as a “birthright”, pooogde have the “right” not to go to
school, not to have access to safe drinking watdredectricity as well as limited access
to health care (2000: 197 & 200). Bring labelled“asrisk” can put individuals and
groups further at risk as policy makers and headtre officials can then “write off a
people as ‘naturally’ predisposed to particulgrety of problems and therefore not worth
the investment of particular kinds of resourcesidk & Nichter, 2002: 11). Some people
are more at risk than others to diseases suchbasctlosis. Those people most at risk of

diseases are also those who in practice haveitggda sufficient medical care.
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In the developing world 75% of TB cases occur i tfost economically productive age
group (15-45 years) (Blanc & Uplekar, 2003: 95).ushnot only is TB a result of
poverty, but it also creates and exacerbates thatisin of poverty among the already
poor. Whiteheagckt al. term this cycle the “the medical poverty trap” @29. If poverty
and inequality are the real cause of diseases saschuberculosis and HIV, then
biomedicine can alleviate the symptoms, but notlieede the disease itself. In order to

do that, we must solve the issues of structurakpgg\and inequality.

The poor can be seen as what the WHO describes“ascally vulnerable group”.
Vulnerable groups are often characterised by ceff@tors such as ethnicity, gender,
geographical location, living conditions, educati@amd social exclusion. These groups
often take longer in reaching a TB cure than dar tbeunterparts (WHO, 2005c: 12 &
23), that is, if they reach a cure at all. Risks siructured and we are not all equally

prone to these risks and exposures.

2.9 Critiques of critical medical anthropology.

CMA has been criticised for being solely a theaadtapproach in medical anthropology,
unable to apply itself beyond the academic spheceimpossible to apply to a clinical

perspective (Chrisman & Johnson, 1996: 93). Climcghropologists, on the other hand,
are often criticised for being uncritical of biom&de (Sargent & Johnson, 1996: xiv). In
addition, clinical and interpretive anthropologjsssich as Arthur Kleinman, have been
criticised for not taking larger issues of powerdagomination into account when

exploring patient/practitioner relationships (Baeal, 1997: 25).

Thomas Johnson criticises CMA for not being sudintly self-critical and for not

realising that their perspective on reality, juke lthe biomedical reality they criticise, is
just as much a cultural construction (1995: 108js lessential for all anthropologists,
whether they are working in an academic or clineralironment, to realise that they too
see the world through “cultural” glasses. This iszdion must be an integral part of our
analysis. However, | will still argue that CMA pkay critical role in developing and

applying anthropology.
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Scheper-Hughes and Lock criticise political ecorostudies in anthropology as tending
to “depersonalise the subject matter and the couotfemedical anthropology by focusing
on the analysis of social systems and things, areblenting the particular, the
existential, the subjective content of illness,feiihg and healing as lived events and
experiences” (1987: 137 cited in Singer, 1990: 182&pmmenting on Farmer’s
“structural violence” approach in his “An anthropgy of structural violence” paper
published inCurrent Anthropologyin 2001, Scheper-Hughes together with Bourgois,
warns against broad-brush concepts, arguing tlegthinder ethnographic critique. They
continue, saying that “...critical anthropologistsll steed to disentangle the causes,
meanings, experiences, and consequences of salinlience and show how it operates
in real lives — including how victims become victoars and how that hides local
understandings of structural power relations (2004: 318)Pierre Bourgois and Nancy
Scheper-Hughes argue that Farmer’s notion of strakcviolence is too much of a “black
box” as it is inadequately elaborated, althougty tbencede it is a crucial concept in
understanding the experiences of people sufferimgen these structures. They warn
against a too deterministic analysis and emphdalsesaeed for more ethnographic detail.

To quote at length:

We need to specify empirically and to theorize momeadly the way everyday life is shaped by
the historical processes and contemporary politfaglobal political economy as well as by local
discourse and culture. To be useful ethnographytnhbe attuned to the local without

predeterminatiofComment to Farmer, 2004: 318).

However, in his paper “The consumption of the pdoberculosis in the Zlcentury”
(2000) Farmer makes extensive use of ethnograplay ratcro level and provides the
reader with excellent “thick description” (Geeri873) while at the same time locating

the ethnography within the broader structural framrd.

At a more general level, Lynn Morgan criticises CNtX being an outdated approach,
relying too much on out of date approaches suctiependency theory. She adds that
there is too little social dynamism in CMA (199&61& 118). | would agree to an extent
that some forms of CMA, particularly the one Morganms orthodox Marxist, do use
terminology which is too rigid, but Morgan hersedf using a limited perspective by
arguing that CMA as a whole is lacking social dymsam There is flexibility, openness

and also variety within critical medical anthropgyo
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In following Farmer’s approach this thesis aimspaividing both ethnographic ‘thick
description’” and making sense of this using broaacnm theories and approaches.
Individual experiences of suffering and illness Ereated within a wider framework of
global structures, relationships and political emogy. The anthropologist has a
responsibility to present their cases of the infamis/sufferers in a truthful manner, as far
as that is possible. However, it is born in mindttathnographic ‘truths’ are inherently
partial and incomplete (Clifford & Marcus, 1986: 7)

We also need to look at experiences of suffering laow these have the potential to
challenge the medical hegemony (Scheper-Hughes &,LH996: 32). To realise this
potential, these experiences of suffering must Xygoeed and expressed in a manner
which contextualises the experiences in a strucftaenework that are characterised by
inequalities in power and access to this power. &l@w, it is extremely risky for
anthropologists to undermine the important contrdyuof biomedical TB treatment in
helping those currently afflicted by the diseaser this reason | still see a place for
anthropologists in the field of clinically appliegedicine in assisting with identifying and
addressing the reasons why those afflicted defawltheir medications. In order to
facilitate this process the application of Kleinrsamse of explanatory models of iliness,
and Janzen’s concept of therapy managing groupsdaeraiseful tools for understanding
what determines patients’ decision-making and thdiierence or resistance to clinical

interventions.

2.10 Tuberculosis as a social disease.

The fundamental aim of medical anthropology, Singagues, using Ronald
Frankenberg's term, is to “to make social of diggagited in Singer, 2004: 21).
Tuberculosis is, as Randall Packard has clearlyvshim his study of the history of
tuberculosis in South Africa, a “classic socialedise” as it thrives among people and
environments experiencing overcrowding, malnutnitio physical stress and
immunosuppressant infections — all associated patverty (1990: xix).Thus care must

be taken not to look at technology as the only @ynfer social ills (Farmer, 2000: 185).
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As early as in 1904 New York City’'s public healtffieer, Hermann Briggs, “made
social” the problem of tuberculosis by singling d[lifjomeless, friendless, dependent,
dissipated and vicious consumptives...likely to bestmdangerous to the community”
(Biggs, 1904, cited in Lerner, 1997: 1424). Thhwg tealisation that social factors play a
fundamental role in the spread of tuberculosisat mew. However, efforts to control,

and even eliminate the disease are almost solsthan biomedical solutions.

lllustration 2.2: Public health poster used in N&awrk in the 19308.

For critical medical anthropologists, disease isoaial and biological production. An
understanding of both processes, and a historigappctive, are needed to understand
social diseases. Biomedicine traditionally seesatie as a thing in itself, as an objective
factor observed on an individual basis, and no& asiltural construction. Accordingly,
there is little need to contextualise diseéSmger, 2004: 9). As John Janzen notes, “all
topics and issues come together in the body, ao$iexperience, control, resistance,
articulation, and identity” (2002: 44).

2.11 The technology of tuberculosis treatment: Braedicine as ideology.

Biomedicine is not free from ideological or cultubeliefs. The power of biomedicine is
manifested in the clinic environment, and is expeesboth as ideology and action
(Singer, 2004: 13). Stambolovic points out thaiéstific medicine is an institution” and

the larger the gap between the expert definiticth @tual patient experience, the larger

® http://www.nlm.nih.gov/exhibition/visualculture/tabculosis.html(accessed 03.12.06)
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the feeling of alienation and powerlessness onlbeh#he patient (1996: 301-2). Thus,

the biomedical system itself is entrenched withstracture of inequality.

Howard Waitzkin introduces the terms of micro andcno level interactions in relation
to medical discourse and patient interaction. Madéncounters tend to consist of micro
level individual interactions. Macro level strualmprocesses influencing these micro
interactions as well as the cause of the diseask ére seldom taken into account. Thus,
Waitzkin continues, not only do the social issuesrselves not receive attention, but the
ideological messages conveyed through the medicabumter tend to support the

existing social order, although mostly unintend@itzkin, 1989).

Rather than including social issues in the doctdremt encounter, technical statements
are used to direct the patient’s description ofisignd symptoms as well as the course of
illness. As a result, it is these signs and sympttimt are given attention, not the wider
structural context from which they result. Howewaitzkin emphasises, this is not due
to inadequacies on the part of the doctor, rattlhes lack is a basic part of what medicine

is in our society” ipid.: 232).

Arthur Kleinman has been criticised for not givittie dynamics of power sufficient
attention in his studies of clinic interactionstdugh Kleinman notes that patients and
healers act within a given health care systemahe,the cultural interpretative model he
introduced, have been criticised for focusing otignd/practitioner relationships without
seeing them as actors in a wider context of powdr@articularly unequal access to this
power (see Pappas 1990; Singer, 1990; 1995).

It is necessary, both for the anthropologist and fioe health professional, to
acknowledge that knowledge, including biomedicabwledge, should be regarded as a
cultural construct and not a trugfer se(Pelto & Pelto, 1997: 147). It is our task, as
Singer argues, not only to understand medicine, abst to challenge and change it
(1990: 185). It is not the case, as is often arguidin the biomedical paradigm, that
anthropology makes for “interesting stories” wheregpidemiologists and biomedical
practitioners present the “real stuff” (Heggenhaud000: 1171).
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Nancy Scheper-Hughes, in explaining an interpredivé post modern approach, argues
that “the body, iliness, disease and death are ssesimultaneously biological and
social” (1996: 891). The multileveled social andomamic processes identified
throughout this thesis are played out in the bodiethe sick. Thus, social processes

cannot be separated from bodily processes.

Biomedicine has value and a therapeutic mandatehwvanthropology does not have
(Chrisman & Johnson, 1996: 92). In fact, Margaretk.and Nancy Scheper-Hughes
argue that one of the biggest challenges for medicthropology is “to come to terms
with biomedicine, to acknowledge its efficacy whappropriate while retaining a
constructively critical stand” (1996: 44). As ewndeéhroughout this thesis, people need to
have access to and to adhere to biomedical thenagrgler to be cured from tuberculosis.

However, biomedical interventions alone are insigfit in curing people of their ills.

The blind faith in biomedicine’s power is obvious harrow statements such as:
“Tuberculosis is one of the straightforward dissas® have to deal with as medical
practitioners” (Enarson, 2000: 57). Tuberculosisaiglisease likely to occur in certain
social contexts. To understand and combat the sksikaeeds to be critically unpacked.
Paul Farmer acknowledges that biomedicine is “walble to be deformed by ideology”

(2005: 235). If biomedicine is an ideology, theklis even more direct (see Singer, 2004:
13). However, it is important to note that this roedical ideology is practised by

individuals, each with a different take on its raled, perhaps more importantly, how it is

practised in the clinic environment.

Throughout the course of my research | have begngtrto come to terms with the
realisation that in order to cure TB, TB patiemsist complete their biomedical
treatment, and | have been encouraging them tocdctlg that, while | at the same time
have been faced with my own inability to both diagm TB both in terms of tests and
examinations (and | have often been asked by gatierdo both) as well as prescribe the

life saving drugs.
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2.12 “2+2= more than 4”: The concept of a syndemic.

Merrill Singer and Scott Clair have introduced tieem “syndemic” to describe and
explain the “synergistic interaction between twarmre coexistent diseases and resultant
excess burden of disease” (2003: 423). Whereasduimmne often sees each disease as a
separate entity, clinically identifiable, the tesgndemic enables us to see the “big
picture”, consisting of interacting biological asdcial factors. In a syndemic, although it
is emphasised thatctual biological interaction between the diseases ocdhes term
points to “the determinant importancesuoicial conditionsn the health of individuals and
populations” (Singer & Clair, 2003: 428). Ultimbtesocial conditions may be more
important than the nature of pathogens in the tefedodies ibid.). Biomedicine, as
structured today, cannot cure the underlying soaaises of syndemic processes, they
have to be dealt with outside of the clinical eamiment.

The synergistic interaction between multiple dissasncreases the total burden of
disease. As has recently been discovered in SofitbaAa new extreme drug-resistant
strain of TB, XDR TB'® has emerged in HIV positive patients. All XDR patis were
initially identified as HIV positivé! The first press reports in September 2006
commented that 52 of 53 infected patients died iwitheeks of becoming infected
(McKie, 2006). XDR patients are reported to dieywepidly, usually within 25 days of
infection (Makhubu, 2006: 1). By the end of NovemB806 over 300 TB patients in
South Africa had tested positive for XDR. Ten a#gh reside in the Eastern Cape (Thom,
2006: 5). As part of a syndemic, XDR TB will havieaktrous and fatal effects on people
and health care in South Africa and even posegeattto world health. At the time of the
emergence of XDR TB in South Africa there was rexrdipy available in the country. The
extreme drug-resistant strain has spread to allipces in the country, being prevalent in
almost 10% in all tested MDR TB cases (Makhubu,&200). As will become evident as
this thesis progresses these two diseases eniittiessnd HIV, both thrive in similar
conditions and share similar socially predisposaugors.

9 XDR is defined as a TB strain which is resistanttte first line drugs rifampicin and isoniazidwasll as
three or more of the six second line of TB drugspe oof which is fluoroquinolone
http://www.doh.gov.za/docs/reports/2006/xdr-th/idéml (accessed 03.10.06).

M hitp://www.doh.gov.za/docs.pr/2006/pr0822a.hadcessed 03.10.06).
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Co-infection with HIV and TB does not present traignt with symptoms of these two
diseases only. As Singer and Clair point out, aridclv is also the experiences of
informants in this study, the combination of poyediscrimination and suffering results
in stress for the patient which again leads toyedidease progression for the HI virus in
the patient ipid.: 430). In addition, it is reported that an HIVgttove adult with no
symptoms needs 10% more food energy than a HIVtivegperson (Boseley, 2005: 8).
This, however, is a situation where there is likidybe less food available due to the
likelihood of loss of employment for the infectebhrough syndemic interactions, co-
infected people generally look, and are, sicken th@ople only infected with TB. Again,
we see the complexity and multifaceted nature ofleynic processes. There is an urgent
need to address social factors in addition to bdioz factors in order to combat
diseases. Diseases as a result of syndemic interaatannot be cured by biomedicine

only.

In medical circles there is often a perception ffedple usually do not have to deal with
more than two illnesses or poverty related crigagbatime (Kleinmaret al, 1997: xi).
All the case studies | have done so far indicatethiigis in factnot the case. Not only
are TB and HIV “twins”, as a nurse at Temba remdyKeut both diseases thrive in
situations of poverty as well as escalating thdéesimg by turning employed individuals
into unemployable people. The diseases do not taiffelviduals only, but households

and the wider community.

In Grahamstown, the increased emergence of sytiergiteractions must be explored in
a context of disempowerment, poverty and inequahtyong the HIV positive patients
in Grahamstown taking ARVs through the governmeongmmme, more than 50% of
the patients the doctors see are co-infected wlikrtulosis. In South Africa 66% of all
TB cases are co-infected with HIV (MacFarlane, 20052

2.12.1 The HIV/TB syndemic and stigma.
The relationship between TB and HIV necessitates dbnsideration of stigma, since

HIV is a disease associated with high stigma, wdeemnong the black population in the

12 Recent research has found that there may be asyoadelationship also between HIV and leprosy
(McNeil Jr., 2006: 5).
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past TB was not particularly stigmatised due todtenmon occurrence among this
section of the population. One needs to considerthes syndemic has altered the stigma
attached to TB. The most straight forward defimtiof stigma in terms of impact on
patients is probably that of a social responseltiegun “additional suffering beyond the
symptoms” (Weiss, 2001: 19). Although this is afukdefinition, it does however leave
out relations of power on a structural level. Gafmdefined stigma as “an attribute that
is significantly discrediting” serving to reduceetlperson possessing these attributes
(1963, cited in Parker & Aggleton, 2003: 14). Agstiatised infectious disease such as
tuberculosis can also be seen simply as a diselaish Wnspires fear in others due to the
risk of infection” (Jaramillo, 1998: 139).

Studies of illness related stigma often explorgmnst as something that happens between
people in a community, leaving out larger conteftpower and powerlessness. The term
stigma, Link and Phelan argue, can be applied wekements of labelling, stereotyping,
separation, status loss, and discrimination co4ogcta power situation that allows the
components of stigma to unfold” (2001: 367). Stigma complex social process and
must be seen neither as static nor as occurring between individuals in a local
community. Stigma is relational occurring througations of difference, where stigma
results in a reproduction of these relations diedénce. However, the concept of stigma
cannot be seeanly as simple binary oppositions between “normal” &alinormal” or

“desired” and “undesired”.

It is essential, as this study clearly shows, tklat stigma not only as occurring between
individuals as members of a local community, bugoato understand stigmatising
processes as occurring on a larger scale, alsa lmsdifference, allowing stigmatising
to take place. In addition to allowing stigma tofald, the situation of unequal
relationships of power also sustain, or even irsgehhese same power differences as
stigmatised and marginalised people are less likkbn others to challenge these
structurally based difference#ifl.). Stigma is not exclusively played out in a lieait
relation to micro level “difference”, but more sorelation to structural inequalities, also

based on difference, stigma is played out in adepgaolitical economy of exclusion.
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In their study of stigma and access to ARVs amorg positive children in Brazil,

Abadia-Barrero and Castro use a framework of sirattviolence and argue that
“structural violence in the forms of poverty, ranisand inequalities in social status,
gender and age” fuel the experiences of stigmag2@@19). These discriminatory

processes, they continue, also have a negativectropaheright to health careilgid.).

Link and Phelan criticise research on stigma ay démtusing on any one particular
circumstance at a time (2001: 381). The limitawdrihis one-sided approach is relevant
in this study where HIV/AIDS and TB are linked, rootly in terms of medical symptoms
and biological processes, but also in terms ofh&i@nd discrimination. Social diseases
such as tuberculosis show that we need to notionlyde otherdiseasesn our analysis,
but also other societal factors such as relatidrgdatoal and local inequalities, rights to
health care, violence, media, social networks, eympént relations and attitudes and
priorities within the health care system. As a liesue need to move away from a narrow

psychological approach to the study of stigma.

Whereas my initial intention was to discuss TB tetlastigma in a dedicated chapter, the
analysis of fieldwork data proved that the natufré¢he experience of stigma is integral

both to people’s explanatory models and therapyagiaug groups. As a result, issues of
stigma are specifically incorporated in these tiwapters.

2.13 Multiple afflictions in impoverished household.

All the people either living with or cured of or wihave died from tuberculosis that |
have spoken to in this study, come from a contéxtoverty. This is not a coincidence.
Biomedically, the external physical determinantsisk of infection are the amount of
droplets coughed into the air combined with ratgesftilation (Farmer, 2005: 181). As is
clear throughout the ethnography, afflictions naredccur independently. Entire
households are affected and experiencing increasymglemic social and economic

interactions as a result.
When Eric’'s mother was in a car accident on her wagn Easter Church function in

Port Elizabeth, | had to lend Eric R250 so thatcbeald go and see her in hospital.

Receiving a relatively good salary, Eric makes RQL& month, so a high proportion of
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his salary went to management of his mother’s he#it addition, Eric spent money on
management of his HIV infection, resulting in spiegdperhaps 25% of his total salary
on therapy management without even being able wesinanything in prevention of
illnesses or accidents or medical aid. He haske tae full day off a month, just to fetch
his ARVSs.

At one ARV Committee meeting a nurse from V. Shuenelmic presented the following

three cases, all with CD4 counts below 200:

1. A woman in her 40s has a husband who died of tulbests due to his advanced
stage of AIDS. The woman does not have TB now, Hag previously been on
treatment and is cured. Her CD4 count is very low.

2. A 5-year old boy is cured of his tuberculosis. Hempleted his treatment in
December 2004, when he was three years old. Hiwiendtas HIV, but her CD4
count is still high and above the critical limit @00. The father of the child is
unemployed and does not live with them.

3. A 7-year old boy who lives with his granny as histher died of AIDS related

infections. They do not know where the father &f thild is.

All of these cases highlight not only the link beem HIV and TB in the individual, but
also show that these diseases do not affect odlyiduals, but groups of people living in

a structurally limiting context. As a result or nb@yas a cause of these illnesses, social
relationships are disrupted. Household incomes rarte available in these particular
examples, but experience shows that they are likelype very low. The failure of
biomedicine to see sick people as groups of peepteapped by a wider context of
inequality which results in further sickness andgiralisation is evident throughout this
thesis. Seeing sick people as part of a global exdnof inequality is a challenge
practitioners of biomedicine need to meet in orterdeal with diseases such at

tuberculosis.

2.14 Risks, poverty and inequalities in South Afria.
South Africa can be seen as a middle income counttgrms of per capita income.
However, this income is not evenly distributed amdme population. The Eastern Cape

is one of the poorest provinces in the country4%iof the country’s total population
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live in the Eastern Cape, whereas only about 8¥h@iGDP is generated here. The per
capita income in the Province was R 6774 in 200@er@as the national average in the
same year was R 12 411 (SSA, 2003, in Provide &rd005: 7).

The province has the highest poverty rate in thenty. The levels of poverty and
inequality are unacceptably high. Using the Eurapemion’s definition of poverty,
namely living on less than the national averages, dear that the average in the Eastern
Cape is to be poor. The province has a high lezbbth poverty and relative inequality.
Using Wilkinson’s theory of the relationship betwepoverty, inequality and sickness
(1996; 2005), this may serve as part of the expiamas to why the level of illness is
high in the province too.

Poverty can be measured in terms of employmentaaedss to an income. In South
Africa, the unemployment rate is between 26.7% 4tib, depending on how narrow a
definition one chooses to use (Boyle, 2006). Rdigas of definition, the figures are not
only unacceptably high, they are an indicator oivhmadly equipped people are to deal

financially with increasing health related costdifi

In Cacadu, the District which Grahamstown falls emdhe strict unemployment rate in
2000 was 30% whereas the expanded unemploymentvestealmost 40%. The figures
are likely to be higher now (SSA, 2003, in Provigmject, 2005). The big difference
between the two can be explained as “structuratlesgness” as it may reflect the fact
that people have simply given up searching for .jaligs is reflected in the expanded
definition of unemployment. None of the unemploymbple in this study, and | must
have spoken to about 50, had actively looked fopleyment in the 28-month period
during which the research was conducted. As ppdits in this study have low levels of
education, their prospective employment opportesitare in sectors needing manual
labour such as the building industry or at the libceck making factory in Grahamstown.
The nature of these jobs is strenuous, further tilngi opportunities of finding
employment for people with or cured of tuberculpsidich are in most cases still

physically weakened.
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Even amongst those lucky enough to be employed|def poverty are high. According
to the reporMigration and Domestic Workers: Worlds of Work, Heand Mobility in
Johannesburgublished by the Southern African Migration Projand Wits Palliative
Care, more than 20% of South African domestic wrkearn less than the minimum
wage with a fifth earning less than R 500 pr morfthe report also states that the
domestic workers’ lifestyles, largely due to the#crifice of personal relationships as a
result of migration, put them at high risk of caating that HI virus (Groenewald, 2005).
As we can see from this, poverty exists on diffetevels and is fundamentally structural

and extremely difficult to escape from, even with-fime employment.

Household or personal income predicts mortalitk, risvith each additional dollar of
income conferring a slightly smaller decrease m ttiortality risk” (Blakely & Wilson,
2006: 2024). In Cape Town the relative risk of depig tuberculosis for deprived and
non-deprived people is 53% to 2% (Yach & Harrisb®95, in Stephens, 1999: 473). To
the extent that the Cape Town figures can be uted example of differences in South
Africa as a whole, we can see that the inequaliiegs/een the rich and poor in terms of
risk of developing tuberculosis are immense. SaAifica is sub-Sahara’s wealthiest
country, but at the same time it is the country sehtbe HI virus has spread faster than in
any other country in the region. As a result, tii® rate is sky rocketing. The primary
reason for this is the persistent social inequatfityhe country (Farmer, 2005: 45). This
inequality has fundamental structural causes ml&teboth the health system and the

wider and historically grounded political economy.

Lionel describes the manner in which he experiemqmagerty as being “hungry for
money”. Meanings of poverty and inequality at indiial and community levels are
expressed through the ethnography of illness manageand experiences presented in
this thesis. A low material living standard doeséh@sychological factors, resulting in
increased stress for the have not’s as relative poverty, and not exclusively absolute
poverty, which increases stress levels (WilkinsonP&kett, 2006: 1775). As this
research shows; inequalities in health result fremvironmental, social, cultural and
financial factors as well as genetic and biologfeators. As a result, in order to combat
health related problems, such as tuberculosis, @al rsolutions inclusive of all these

levels.
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When | mentioned issues of poverty and inequalily their connection to tuberculosis,
to receivers of health care, | was met with a mixtaf surprise and resignation. | also
found that people attempted to analyse their owsguel experiences and connect them
to wider factors in their environment, but neverydred what they could see and
experience directly. | realised that it was expeéctd me, and that it became my
responsibility, to give people a space, evenwas only in our conversations, for them to
explore their pasts, presents and futures in dalezgain some sort of control over their
lives. Sometimes | was requested to make theseections public in sharing them with
the health care providers, nurses in particularwbym many patients felt silenced.
Empowerment of patients both to participate indghalysis of their lives as well as shape
the analysis themselves is an essential task #®rntbdical anthropologist. Although
recent developments in medical anthropology anapesgent experiences in a global
context, patients themselves seldom participatéhis level of analysis. We have a
responsibility to allow “local actors [to] commeoih and engage with global processes”
(Nguyen & Peschard, 2003: 463). However, peoplerndil comment on the invisible
structures of inequality. They have more than ehaiagdeal with in focusing on how
they are going to survive. Hence, the structuralevice which has a major impact on

people’s lives and agency are, in Bourdieu’s tesymbolic.

Anthropological approaches and models such as Kians explanatory model and
Janzen’s therapy managing group are valuable inloerg illness management.
However, when looking at a social disease suchubsrtulosis, as well as exploring
syndemic interactions between TB and HIV, it isusd that they are best used in
combination with more macro related approaches ssctritical medical anthropology.
Throughout the thesis the usefulness of Paul Fasmapproach of structural violence to
issues of health and risks to sickness, as weBudfering, and Richard Wilkinson’s
analysis of the relationship between inequalitied health in analysis of tuberculosis in

Grahamstown is shown.
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Chapter 3.

Clinic interactions in a global world.

Is curing tuberculosis in individuals sufficienst@ategy for the overall control of tuberculosisin
population?

Pronyk & Porter, 1999: 109

...that is also medicine, if people treat you nicely.

Yvonne, tuberculosis patient at Middle Terrace €lin

3.1 Introduction.

This chapter first explores global, national andalostrategies for the management of
tuberculosis and how these impact on the delivéryealth care at the clinic level. As
this thesis is arguing from a structural violenegspective a brief review of how health
policy at the various levels is influenced and gthpy global processes needs to be
considered, particularly as it relates to TB epig#ogy and management. An important
concern relates to the problems in accessing afbdeddrugs in the context of World

Trade Organisation constraints.

As Directly Observed Treatment — Short-course (DPiEShe main component of the

World Health Organisation strategy to stop TB, thapter examines how it is applied in
South Africa at the various levels. It is arguedtthlthough this standardised strategy
enjoys a certain amount of success, additionalrniatgion strategies are needed in
impoverished communities with high co-infectionesatand the increasing incidence of
drug resistant strains of tuberculosis. With theerg appearance of XDR TB, the need
for an integrative approach to TB care is more egahan ever.

It is further argued that biomedical interventiobased on a paradigm that perceives each
disease as a separate entity occurring in the kargyalone insufficient in dealing with
multiple social diseases such as TB and HIV. Wit &advent of democracy in South
Africa a new constitution was introduced guaramgeall South Africans the right of
access to health care services, social security,tarlife. As shown throughout this

thesis, we have a long way to go before thesegigle realised in South Africa.
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The chapter then focuses in on the structure amdgtiitn of the clinic system in
Grahamstown which is the main site of TB care ardTB delivery. Patient/therapy
management group interactions with practitionerghia clinical environment are also
examined. It is shown that these interactions oatuar context of escalating sickness in
the communities and an increasing workload forfstatlinics and hospitals, limiting

action at all levels.

3.2 From Global to Local — The application of the VWO Stop TB Strategy.

The World Health Organisation (WHO) was establishedrly 60 years ago in April
1948 and is the United Nations agency for healthlQ% objective is the attainment of
the highest possible level of health by all peoplasthe WHO constitution, health is
inclusively defined as “a state of complete physiceental and social well-being and not
merely the absence of disease or infirmi{t/This is mainly to be achieved through
global programmes, such as DOTS, the global styategtop TB, designed by WHO
experts and implemented to various degrees in memstages. The World Health
Assembly is the main decision-making body for WHieting in Geneva in May each
year. The World Health Assembly is attended by ghtiens from all 193 Member
States. Its main function is to determine the pedicof the WHO and propose and
approve specific programme budg¥télthough the WHO plays a crucial role in global
TB control as it does in managing and controllitigeo diseases, it is not responsible for
funding or organising national health budgets. WO performs an advisory role to

national governments when need&d.

The Global Fund to fight AIDS, Tuberculosis and Bf&# (GFATM) is an independent
public-private partnership, of which the WHO is artp established in 2002 to work
towards increasing funding to fight these threeea$®s in countries with the greatest
need and to contribute to poverty reduction as pérthe Millennium Development

13 hitp://www.who.int/about/etaccessed 27.11.06).
4 hitp://www.who.int/governance/daccessed 27.11.06).
15 J.M. Rwangaboba, pers. comm., 12.12.05.
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Goals. The Fund will support efforts in preventitreatment, care and support of the

infected and directly affected that complementtéxisprogrammes and/or activitiés.

In 2000 the Stop TB Partnership was establishadatise the goal of eliminating TB. It
comprises a network of international governmental aongovernmental organisations,
of which the WHO is the most important, and cowsridonors from the public and

private sectors and individuals that are committedrork together to achieve this gdal.

In 2006 the WHO/Stop TB partnership launched t@dabal plan to stop TB 2006—-2015.
The main aims of the plan are briefly summed upwwel
1. DOTS expansion (see section 3.2.2 below).
2. Addressing TB/HIV and drug resistant strains of fhiBough increased focus on
high risk groups such as prisoners and collabadiB/HIV activities.
3. Contributing to a general strengthening of heajgtems.
4. Engaging both public and private care providers.
5. Empowering people with TB and communities with higites of the disease
through social mobilisation and public participatio TB care.
6. Enabling and promoting research to develop newsjrugccines and diagnostics
(WHO, 2006b: 36).

According to the WHO, full funding of this plan (0S6 billion) will lead to 14 million
lives saved and curing 50 million people of tubésis. Importantly, the plan also aims
to reach one of the Millennium Development GoalscWwhs to halt the incidence of TB,
and begin to reverse it, by 201bid.: 16). The plan is also a step on the way to the
WHO goal of eliminating TB by 2050k(d.: 23).

The global plan states that “the association betwgaverty and tuberculosis is well
established” ibid.: 45). The plan suggests the poverty in TB cdntem be addressed
through six steps. These steps include assessnfighte dhealth system, cultural and
socio-economic barriers to care and the combatinthese barriers in addition to a

specific focus on vulnerable groups such as HIVitpaes prisoners and refugee

18 hitp://www.paho.org/English/HCP/gfatm.hiaccessed 27.11.06).
M hitp://www.stoptb.org/stop_tb_initiativéaccessed 29.11.06).

57



communities ipid.: 47). The targets and strategies expressed in litgalgplan are
ambitious. Nonetheless, the plan states that ajtindbhe standardised DOTS strategy
leads to better access to health care for the @0OMS is in most cases proportionally
more expensive for the poor than for non paoid(: 46).

3.2.1 DOTS - The centrepiece of the WHO Strategy
Briefly, the main components of the DOTS strategyatlined in the Global Plan to Stop
TB 2006-2015 are:

1) Government commitment to a national TB programme.

2) Case detection through passive case finding.

3) DOTS for all smear positive pulmonary TB cases.

4) Uninterrupted supply of essential anti TB drugsd @nsystem of programme

monitoring and evaluation (WHO, 2006b).

The World Health Organisation is working on an exted strategy called DOTS Plus in
which treatment of multi-drug resistant strainsT& and TB in HIV positive people are
dealt with specifically (see WHO, 2006b: 35-42).eThext chapter presents how the
DOTS strategy is being executed in South Africacoligh the ethnography, it is shown
that there are certain challenges in terms of hlo& $outh African government has
chosen to execute DOTS. The purpose of DOTS iseagtient and involves the direct
observation of a patient swallowing his/her medaraby another designated person on a

daily basis. The aim is to increase adherence anid arug resistance.

Although DOTS is commonly seen as increasing thee gate of tuberculosis (see
Dudley et al, 2003; Kironde & Neil, 2004; Wrighet al, 2004), surveillance of the
patient swallowing the pills can be seen as ba#mating and authoritarian and it has
been recommended that the use of DOTS should lmmselered (Zwarensteiet al.,
1998: 1343). While this thesis does not questiolTB@s the foundation of the national
TB programme in South Africa, it is argued that D@TS strategy needs to be extended
in areas with high rates of co-infection and dregistant strains of tuberculosis, both of

which escalate costs of medication and increass Htexpensive hospitalisation.
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The cost of curing a patient of tuberculosis thtohgspitalisation is three times higher
than through community based DOTS (Wilkinson & $quil997: 1395). There are also
significant social and economic consequences opitedsation for the patient through
loss of income and alienation from the communityaddition, hospitals are becoming
increasingly dangerous for immuno-compromised p#giedue to antibiotic resistant

organisms, giving patients nosocomial infections.

DOTS is a standardised strategy with few consideratas to varying local conditions
and demands. Structural and poverty related issugesot considered. Portetral. (2002)
point out that TB control needs to change fromabal desire to find a “gold standard”
for TB care to also directly address the relatigmdietween global inequalities and the
spread of tuberculosis. The authors argue thatapislown standardised approach to TB
control must be challenged (2002). It is problem#itiat DOTS as mapped out by the
WHO is seen athe only wayto deal with tuberculosis at global, national éoahl levels.
As mentioned, this limits the ability to deal wiiindemic interactions as are increasingly
experienced in South Africa.

The DOTS strategy is patient focused and doesaketihto account the important role of
social support in influencing patient adherencethterapy and cure rates in general
(Lienhardt & Ogden, 2004: 835). The important raé social capital in therapy

management is explored in chapter 6.

Although indigent patients in South Africa haveefraccess to TB treatment, there are
major costs involved for the sick to reach curegh® of the sick differ according to
social and financial standing, rooted in historisictures of ethnic, social and financial
inequality. The poor and, more often than not, &fn, section of the population is, as
they have been since the arrival of EuropeanseaCtipe, seen as needing assistance in
looking after themselves. Hence, they are victimsoreased control in the health care
system. In reality, due to their marginalised ditwrain society, they need more, rather
than less, flexibility in managing their sickne3$ie ethnography throughout this thesis
shows how people are marginalised in their employnsgtuation and in many cases
either lose their jobs as a result of illness oregup their jobs themselves as their
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employment conditions do not allow for the flexityilneeded in order for the sick to visit

the clinic every day to adhere to treatment.

Despite endorsing the DOTS strategy (see DOH, 2@0®)government has failed to
clearly articulate a policy on the use of volungseender the DOTS programme. This is

explored in more detail in the next chapter.

3.2.2 Access to affordable and effective medication

Uninterrupted supply of essential TB medicatiorome of the main components of the
DOTS strategy. Supply of medication to clinics andspitals in Grahamstown is

generally good, although there have been caseswiatients have come to DOT in the
clinics and one or more of the essential drugs mameout. At the time of writing, three

months after the XDR outbreak was recognised byDieartment of Health, third line

drugs are still not available to the public.

Virtually no new TB drugs have been developed al#st 30 years (Nofemele, 2006: 1).
Despite 2 million TB related deaths every yeatthimlast 28 years prior to 2000 only one
new anti-TB drug came on the market (WHO, 2000)t Qfuthe 1393 new medicines

registered in the US and Europe between 1975-1899,16 were for “tropical diseases”

afflicting people in developing countries. Rath&gnsnational pharmaceuticals focus
their research on expensive “lifestyle” medicinesneal at the developed world.

Pharmaceuticals are profit driven rather than pulbdalth driven (Global Health Watch,

2005: 102).

According to a survey of pharmaceutical companewiacted by WHO, one of the main
reasons for this lack of interest in developmentBfdrugs is the high investment needed
combined with a lack of perceived economic gaine Piharmaceutical companies also
reported that as a cure for TB already exists, theye not interested in further drug
development, particularly as TB is as good as ektin developing countries where
governments would have been able to afford new ntdolgy (WHO, 2000:1-3).
Notwithstanding this, in their Global Plan to fighB 2006-2015, the WHO spells out
that if the plan is fully funded, they aim to ackeethe first new TB drug in 40 years by
2010 and achieve a new TB vaccine by 2015 (2006: 18
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Perhaps surprisingly, the WHO report suggests thabrder to create an enabling
environment for the development of new TB drugs

...the WHO should be pressuring governments to pledee on financing tuberculosis drugs,
where possible, and strongly encouraging themrotect and enforce international patent laws

(WHO, 2000: 3, my emphasis).

In this case, the WHO is siding with the transnaigpharmaceuticals, emphasising the
importance of patent rights in protecting inventioand investments as a means of
encouraging further inventions and investments ha tlevelopment of new drugs.

Intellectual Property Rights are an integral pdrtttte agreement on Trade Related
Intellectual Property Rights (TRIPS), part of th@Nd Trade Organisation agreement in
1994. Through their powerful lobby the pharmacelsichave managed to have patent
laws, and the discriminatory monopoly of knowledgeluded as an agreement in an
organisation preaching free and so-called indisciate trade.

Rather than protecting powerful financial interesssthe WHO suggests, Global Health
Watch recommends the pharmaceutical research shmulfinanced through publicly

supported research centres committed to publicttheald social considerations rather
than profit making through commercial trade (20052). The tuberculosis medications

used in South Africa are listed in appendix 1.

3.2.3 National Government Commitment to TB eradicabn.

The South African strategy is limited in scope augs not recognise tuberculosis as a
social disease demanding a holistic and incluspgr@ach encompassing interventions
outside of the clinical environment. From 1997 tlgb to 2000 the real government

spending (taking inflation into account) on healdre in South Africa rose by less than

1% annually (Harsch, 2001: 16). The national tedlidget for 2005/06 was R9.8

billion, an increase of 11% from the previous ysdrudget. For the 2006/07 financial

year the budget was increased to just over R1ibmiif In the context of the increasing

18 Minister of Health Manto Tsabalala-Msimang’s 2088d 2006 budget speechéstp://www.health-
e.org.za/resources/budget health.pfaphttp://www.pmg.org.za/briefings/priefings.php?id38accessed
04.10.06). If annual inflation is taken into accuhe annual increases in the health budget amaal.
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burden of HIV and opportunistic infections sucht@serculosis these budget allocations

are at best insufficient.

Despite their efforts to rectify many of the pastquities of the previous apartheid health
system there are still challenges with regards amagement of health care at provincial
level. During most of the time of this research Hestern Cape Health Member of the
Executive Committee (MEC) failed to address heedlated challenges in the province
and was fired from his position in April 2006. I0@ he faced over a thousand charges
of corruption and took nine months paid leave meriod of MEC to deal with theSe.
The Eastern Cape Department of Health is also dagroblems of massive under
spending. In 2001, R328.4 million allocated frore tiational Department of Health was
not spent and had to be sent back (Thom, 20022108Ithough this is a result of the
lack of commitment towards service delivery to plo®r (bid.), under spending is caused

by lack of capacity to absorb funds at all levalshie province.

3.2.4 Dealing with the syndemic.

We are not a TB hospital anymore, we are an AlDspital.

Matron at Temba TB Hospital

Approximately 30% of HIV positive people undergoii@ treatment in sub-Saharan
Africa die within 12 months of starting their tresnt. About 25% of those who do
survive treatment die during the following 12 man{Murrayet al, in Harrieset al,
2003: 120). In simple terms, the official WHO stgy to the syndemic is: “Two
diseases, one patient”. As is evident throughoig thesis, TB control can only be
achieved through HIV control. In Grahamstown, thenber of patients on re-treatment is
increasing. This is generally not due to non adme¥edemanding increasing control of
the patient, but to cured people with compromigathune systems who are re-infected
with tuberculosis. Dealing with the underlying cesiof high rates of tuberculosis, a

preventive and inclusive approach focusing on ggbathealth is needed.

19 hitp://www.health-e.org.za/news/easy _print.php?R@3331413accessed 04.10.06).
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The national tuberculosis programme is exploredsome detail in the next chapter.
Suffice here to note that there is a fundamentdt & willingness and capacity in the
Department of Health to address syndemic interasti&ven as recently as March 2006
our minister of health, Manto Tsabalala-Msimangiethto mention HIV in her annual
World TB Day speecf’ However, the minister does agree that it is proklic that a
curable disease such as TB is “stealing the lifaaen, women and children” when “all
it takes is six months of taking the treatment ectly on a daily basis> How she
explains these unnecessary deaths of a curabkesdiggthout realising the importance of

addressing HIV remains unclear.

3.2.5 Case Detection.

In Grahamstown, passive case finding based on sptésting seems to be working well,
but with escalating rates of drug resistant tubesis (which cannot be detected through
smear, but only through sputum culture and drugsiseity tests or DST) and co-
infection resulting in higher rates of smear nagapulmonary TB cases (Médecins Sans
Frontiéres (MSF)), 2005), this is proving to bedeguate. A more forceful approach to
case finding, using different diagnostic measuiesecessary. In addition, in a meeting
concerning XDR, the WHO recently recommended th&T Dnust be accelerated in

resource-poor settings (2006c: 9).

There is a disproportionate increase in smear ivegptilmonary tuberculosis in people
with HIV infection (Harrieset al, 2003: 116). According to Médecins Sans Fronsiére
(MSF), only 20-60% of HIV positive pulmonary TB paits are smear positive (MSF,
2005)?* The co-infection rate in South Africa is 50-6694This is the case also among
TB patients in Grahamstown. The number of casasggantreated is increasing. Because
the DOTS approach is target driven, detection ofdammegative cases not targeted tend
to go unnoticed. It is necessary to redefine amadden the DOTS strategy in countries
with a high HIV prevalence to diagnose and treatiBlIV positive people.

2 http://www.doh.gov.za/docs/sp/sp0324a-f.h{adcessed 24.04.06).
Zhttp:// www.doh.gov.za/docs/sp/sp0324-f.httatcessed 24.04.06).
22 Unpublished report, no page number available.

% Dr Kate Hodges, pers. comm., 10.02.2006.
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3.3 The structure and function of TB care in Grahanstown.

The Eastern Cape provincial Department of Healtkives its funding from the national
Department of Health, as do the other provincigbastements in the country. The
province then enters into a “service agreementhhie district municipalities, funding
them according to census. However, the censusdadtiamay be as much as 25% under
enumerated? The Eastern Cape is divided into ten district ripailities, one of which is
Cacadu. Cacadu is split into sub-districts, or L&@=vice Areas (LSAs) which again are
made up of municipalities. Grahamstown is the esofrboth Makana municipality and
Makana sub-district/LSA, which also includes tovsugsh as Alicedale, Alexandria, Port

Alfred and Bathurst (see map in appendix 3).

The provincial Department of Health in the East@ape has a TB directorate. This
particular directorate does not devolve authoriyoodistrict structures so the Makana
LSA therefore falls directly under the provinciaB Tirectorate. Plans are however in the

pipeline to create a TB directorate/departmentsitidt level.

The Department of Health in the Makana LSA is orgah on a programme basis, just as
other levels of the national health hierarchy am#rnational organisations such as the
World Health Organisation are. Apart from the TBognamme, there is an ARV
programme, a nutrition programme, a programme for mfectious diseases, one for
chronic diseases, one for mental health, and a@athpabmotion programme. There are
twice monthly programme meetings where programmenagers report on their
activities. There is little actual cooperation a&sahe programmes. After drawn out
formalities, programme managers report on workslass meetings they have attended
in addition to a few interventions at clinic lev&lch as the establishment of the first
MDR support group in the country — a great pridehaf local TB manager. There is an
urgent need for more outcome based reporting -aatidn.

Clinic staff recognise that many TB patients amodHIV positive. However, few clinics

systematically offer HIV testing for TB patientslthough this occasionally does happen,

2 M. Whisson, pers. comm., 15.11.06.
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it is much on amd hocbasis depending on individual nurses’ initiatiigne nurses

themselves are struggling to cope with a rapidbaksging work load.

Tuberculosis patients often receive care from nowegimental organisations (NGOSs)
working with HIV/AIDS. The Raphael Centre in Grahgtown works with people living
with HIV. They employ ten people and cater for 2Qignts at a time, teaching them life
skills over a seven week period. Many of these lavgave had tuberculosis in the past.
The centre is located in a previously white residémrea of town, enabling those who
feel stigmatised in their communities to seek aaitbout having to be afraid of being

recognised. Women are the primary users of thecgev

The Grahamstown Hospice has 37 people employedahaistown and Port Alfred and
caters for approximately 200 patients at any ome tiThey mainly do “end stage” care,
but also hand out food parcels and assist peoyte thveir grant applications and wills.
Although they receive some government funding, tiseyvive mainly on private
donations. The Hospice previously focused theieaam chronic diseases and cancer
specifically, but now AIDS patients make up 75%ladir clientele. Most of these either

have or have previously had tuberculosis.

The South African National Tuberculosis Associati®\NTA) was responsible for the
training of DOTS volunteers until 2004 when thepncial Department of Health took
over and later sub-contracted this to an East Lorzsed organisation called the Small
Project Foundation (SPF). Due to lack of provincgbvernment funding and
commitment, the provincial SANTA office in Grahamsn had to close down in 2005.
SANTA's role in TB care is looked into further ilhapter 4, sections 4.2.1 and 4.2.2.

The role of traditional healers in TB care is exptbin limited detail in chapters 5 and 6.

3.3.1 Clinic organisation in Grahamstown.

There are six government clinics in GrahamstownarBfrom Town Clinic in the town
centre, these clinics are located in areas inhddig a marginalised section of the
population. Four clinics, namely V.Shumane (preslguwalled Tantyi), Raglan Road,

Joza and Extension 7 have an extremely impoverishedtele and each have a big case
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load with 50-100 TB patients at all tim&sApproximately 20% of these are re-treatment
cases. Middle Terrace, located in the previous welb area of Grahamstown, has
approximately 40 cases, as has Day Hospital wisicin by Province and works closely
with Cacadu LSA. Day Hospital is responsible fotigras in the rural areas surrounding
Grahamstown. It also has a dental clinic. Town iClihas from 0-10 TB patients.
Extension 7, the clinic covering the area of magormal settlement, has the biggest
MDR case load.

At all the clinics TB patients walk past the linkather clinic users and form a separate
gueue to go into a separate room. This is to erbatetheir visit will be quick. They do
not need to see a nurse as they are already dedjnbBis separation in the clinics does
create some sort of stigmatisation as people in“slmv lane”, as the normal line is
called, often assume that those in the “fast ldra/e HIV, a highly stigmatised disease.
This “information” is often spread in the commuedi Clinic personnel have been quick
to recognise this, and at some clinics inform tlmevdane about the organisation and
about HIV and TB on a regular basis. With the iasieg burden of illness

confidentiality in the clinic is a luxury.

Below are two clinic diagrams illustrating the manmn which DOTS is organised in
clinic spaces.

3.3.2 Raglan Road Clinic

TB patients go directly to the waiting room on th#&. They are given their medication
over the counter between the waiting room and TTBafWhen the few TB patients who
have not been DOTed by 9 o’clock move to the otbem, this room is used for ante

natal and infant health care — another indicatioth® constraints of clinic care.

% See map in appendix 3. Government clinics ardetirin blue. Eight clinics are circled as one arthis

a satellite clinic of Joza which is not open evéay. Day Hospital is also circled as it is usec atinic in
the same manner as the municipal clinics even thdaug run by the provincial Department of Health.
Hence, there are eight circles but only seven gowent clinics (one provincial and six municipal).
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Diagram 3.1:

The main building at Raglan Road Clinic. Bold linespresent counters where

patient/practitioner interactions take place.

General clinic visitors know that tuberculosis pats receive care in a specific area of

the clinic. From the stoep, also used as a gemaiéihg room, they can see into the room

where patients are DOTed.

3.3.3 V.Shumane Clinic.
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Diagram 3.2:

V.Shumane Clinic. The bold line represents the mwuwhere patient/practitioner

interactions take place.
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There is no waiting room specifically allocatedTB patients at V.Shumane. Instead,
patients wait for their turn in the actual roomoatited to tuberculosis patients. This is
also the case at Joza and Extension 7 clinics. tAjpam the absence of a counter
separating patients from practitioners, this isilsinto the organisation at Raglan Road
Clinic. In order to get to the TB room, patientv@ao walk through the general waiting

room at the clinic. Again, TB patients are visitdghose waiting in the slow line.

At all the clinics, volunteers DOT patients. Theay this from when the clinic opens at
07h30 until approximately 10h00, by which stage tradisiic patients have taken their
tuberculosis therapy. The volunteers then go ouhame visits to DOT patients in the
community. On Fridays they try to visit those whiol dhot adhere to therapy in the

previous week.

Whereas patients bring their own bottle of watesw@llow their pills at Joza Clinic, they
use cups and water provided by the clinic at theerotlinics. After use, patients rinse
them briefly in water and put them to dry, readyb®oused by other TB patients. When
patients are DOTed at Raglan Road, they use the samwhich they dip into a bucket
of water as there is no tap immediately availaklenay be that tuberculosis bacilli can
be transmitted through use of unwashed cups (Vatxhi997: 192), but according to
one Grahamstown doctor the chances of reinfectren“slim”, although it cannot be

ruled out altogether.

Patients generally prefer to be DOTed in the clirather than at home. It is well-

recognised that if neighbours see a Community Healorker at someone’s home, it is
assumed that this person has HIV. In areas witlerand unemployment people spend
much time gossiping in their homes and yards. @osgiis an important factor leading
to inclusion/exclusion in the community. As disesit is also not unproblematic to
visit the clinic daily. Once patients are too sitk go to the clinic, they are either
transferred to Temba or DOTed in their homes. Régss of the type of direct

observation used, the patient is at risk of socgigmatising attitudes.
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3.3.4 Patient/practitioner interactions.

Practitioners are commonly known to exhibit attésaf moral superiority. According to
one doctor, conflicts are increasing in patientpt@ner relationships because patients
now have information from radio and TV and can dispthe authority and knowledge
expressed by practitioners. He comments that: ‘Glera shift in authority, as people
now dare to challenge nurses’ authority. CommuHigalth Workers [volunteers] have a
more caring attitude than nurses.” Although thsesgch found that some volunteers are
uncompromising in their interaction with patientthey are mostly found to be
understanding, helpful and caring. Relationshipsveen nurses and patients are more

often problematic than between volunteers and ipistie

Yvonne, who was DOTed in her home by a supportisem@unity Health Worker from
Middle Terrace Clinic, says that the nurses areatmpt and get easily angry with
people. “Patience”, she says, “is the most impaértiaing for a nurse to know, and when

they get angry with you at the clinic, then you déeel like coming again.”

Below are two examples of patient/practitioner riatéions at Temba Hospital

highlighting conflicting approaches to the meanifigare and patient rights.

Ronnie: Ronnie was given eight pills every morning, but hatlbeen told by clinic staff
what they were for. Visiting him, | asked him hous thealth was as the doctor had
examined him earlier that morning. Ronnie answeéhed: “She examined me, but she
didn’t tell me anything. Why do doctors never gl anything?”

The following morning Ronnie asked me to look tigbthis file to find out what these
eight pills were for and for how long he was goingake them. When | asked the nurse
to see the file, she did not object to me wantm@dcess confidential information (as |
had expected she would do). Rather she asked: “tidleg he want to know when he
finishes his treatment? Why does he need to knowatWoes he want to do? | will call

him in here tomorrow and then he can ask his ovestpns.”

| asked Ronnie why he does not simply have a |ldake file himself: “No, sisi, then

they will give me some tablets so that | will fallleep and never wake up again! They
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don’t like people asking questions and making tleufor them.” Ronnie felt no
ownership over his own medical history, a represt@n of his life while he was in
hospital. All decisions concerning his life weredegaby someone other than himself, on
the basis of that file.

The end of this conflict came a few days later.tie nurses were doing the rounds with
medication, Ronnie turned to me and, like a naughhool boy, whispered: “When they
turn around and leave the file at my bed - haveiekdook at it!” | did and found that
apart from tuberculosis medication, Ronnie was mjie sedative every morning,
probably as he was experiencing some extreme wawgy to his medical and social
condition. The manner in which Ronnie was treatls@drty goes against the patients’
charter for tuberculosis care outlined below.

Moses: Superior and arrogant attitudes are common améing staff and nurses in

particular. Numerous times | have witnessed nudsggading both patients and their
family. Once Moses had extreme back pains and bihén was massaging his back to
ease this pain. Doctors at Settlers Hospital haeinghim a prescription for morphine, but
the nurse at Temba Hospital did not want to give iim, even after Moses, his mother
and | had explained the situation and the nurseelfenad seen Moses’s face of agony.
She shouted at us: “Do you know what morphine isi8 a drug, so it is not good for

him.” She left Moses with his pain and only gaventthe prescribed medication hours
later, after having made the point that it was la& not us, deciding if and when a

patient gets medication.

Despite what the doctor above observed, it is fotnad it is difficult for patients and
their families to challenge nurses’ ways of thirkisbout patient autonomy and the role
of therapy managing groups in healing. SchneiddrG@ifson point out that “authoritarian
systems of management are dominant across thénlsakiem. ‘Inspection’ is the norm
rather than ‘capacity building™ (2001: 11, cited van Rensburg, 2004: 365). Patients
and their therapy managing groups are structuchigdvantaged and seen by nurses as
being ignorant, not knowing what is best for theksiPatients and their families are
aware of this, but rather than openly challengieglth workers, distance themselves
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saying, as Moses’s mother did, “there is no usevagythey [the nurses] don’t care” as a

way of protecting themselves.

As already mentioned, the empowerment of peoplé wiberculosis and enhancing
community participation in TB care is a central airthe global plan to stop TB 2006-
2015. In addition, the global plan’s aims exprégsreed for a patient charter for TB care
(WHO, 2006b: 36). In fact, such a charter outlinthg rights and responsibilities of
people with tuberculosis has recently been putthmyeby the National Tuberculosis
Centre at the University of California and is aable at the WHO web site. This charter
includes rights concerning access to informationagéilable treatments as well as
personal medical records, patient confidentialitg @ights to free and equitable care. As
a means of dealing with the relationship betweewepgy and adherence, the right to
nutritional security or food supplements are emjdeals Patients’ obligations are
outlined as including sharing of information witledith workers, completing treatment

and contributing to community heaftf.

3.3.5 Increasing workloads in the clinics.

However, bad practitioner attitudes do not exptamhigh rates and unequal distribution
of tuberculosis in Grahamstown, nor can frustragmmong practitioners be blamed on
them alone. Health workers are not only demorajisthey are also demoralised (Walt,
1999: 81). At Middle Terrace Clinic, which has aadier workload than most other
clinics, the nurses each see up to 60 patientsyeday, almost twice of what is
recommended by the Department of Health. They heean offered stress counselling,
but need more staff. One nurse commented: “It wbalp talking about it. You are not
appreciated until you are not there anymore. It fjoakes you more stressed. | am up to

my ears in stress.”

Dr B sees 16 patients per hour on his weekly climand?’ The four minute
consultations include the use of an interpreter andmall icebreaker comment,

particularly with children. The doctor briefly flks through the patient’s file and asks a

20 http://www.who.int/tb/publications/2006/istc_charpelf (accessed 29.11.06).
2" Dr B works part time for the municipality, seeimgtients in the clinics. He is also the general
practitioner for municipal employers and runs hisi@rivate practice. M.Whisson, pers. comm., 20&1.
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few questions such as “how long have you been smydkir?” or “have you been tested
for HIV?” or “do you feel better now?” before hetins to the patient’s chest. He then
briefly explains the diagnosis and fills in the abgdity grant form if necessary (see
chapter 6). Patients rarely ask questions, and tookl as they enter the consultation

room.

Walt argues that “possibly the most important actorthe tuberculosis story are those at
the local level — the patients, their families, d@he health professionals with whom they
come into contact” (1999: 79). Although Walt dosst take structural political and
economic complexities into account, it is a fattthere is a serious shortage of health
workers in most of sub-Saharan Africa, impairing tprovision of health care and
treatment of HIV, malaria and tuberculosis. Africas 24% of the world’s burden of
disease, but only 3% of the world’s health carekes and 1% of the global health
expenditure (WHO 2006 annual report, in Benjami®)&). Migration of skilled health
workers from developing to developed countriesl$® @ major challenge facing health
care. Each year between 1998 and 2004 approximafdp South African nurses
applied for registration in the UK alone (Nullis4§a 2005: 85). In 1997, South Africa
lost R67.8 billion in human capital investment e thealth sector (Chanda, 2002: 160).

In South Africa, almost two thirds of all doctorork in the private sector serving 9
million people whereas the remaining third servenfiion people (Harsch, 2001: 18).
Annual per capita expenditure is six times larger patient in the private sector
compared to the public sector (Marais, 2006: 2hesE disparities clearly impact on TB
control on the continent, and again we can see tthiatchallenge cannot be solved
through medications. The message from Global H&alkch (2005: 117) is clear:

Not only are the health care systems of developmgntries under-resourced and over-burdened,

but they face having their most precious assetehmah and drained away by the pull of rich
country health care systems.

Grahamstown clinics have been promised more ntiosdésal with the increasing burden
of sickness. In 2006 each municipal clinic was pea one additional full time nurse to
be paid by the provincial Department of Healthil#d same time however, the provincial

Department of Health increased the responsibiltiethe clinics to include chronic and
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psychiatric patient&At Temba Hospital, which is the responsibility dfetprovincial

Department of Health, they went as far as advadidor the three nursing posts
promised by the Department of Health. After thegl handucted interviews and decided
whom to appoint, the Department of Health withdtée approval for the posts and no

one was appointed.

Nurses’ efforts have shifted and rather than cupegple of their ills, they do their best
to keep people alive for as long as possible wttike sick slowly get weaker. Their
training did not prepare them for this and they experiencing chronic exhaustion with

no end in sight.

As is the case for patients, nurses’ rights are alfringed upon. There are numerous
stories of nurses who have asked authorities fir thng overdue annual leave, only to
be told to wait until next year. Not only does tluseate high levels of stress and
increased absenteeism among nurses, but the qagfigtient care is compromised as a

result.

The failure of the government to speed up the dgfivwf ARVs is another major issue.
There is a backlog of people with CD4 counts beRk#}® needing antiretrovirals in the
sub-district, but nurses simply don’t have timgtepare and present them for treatment
to staff at Masonwabe ARV Clinic at Settlers HoabpitAt the weekly ARV review
meetings the social worker at the programme usemtdsent a detailed social report of
each patient, but this is no longer possible duthéoincreased need for ARVs among
people living with HIV. Consequently, the socialpeast of sickness is neglected and
poverty related issues such as household inconsg] fo nutritional supplements and
social grants, are not given sufficient attentids.a result of ignoring social aspects of
sickness and healing, the fundamental causes ehsksand ways of healing are not

adequately addressed.

Lack of resources in the health sector has a niajeact on the lives of the sick and their

ability to get well. Practitioners are forced to kagublic health decisiondased on

% M.Whisson, pers.comm., 21.11.06.
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available resources, rather theimical decisions based on medical needije to limited
resources. Often necessary tests are not takdrepste expensive, draining the system

further. Lack of resources robs patients of thgints to care.

Administrative staff in the LSA are often not wargiin conjunction with clinical staff,
nor are they sympathetic to the problems they féhe.crises in TB care specifically and
the health system generally is complex:

...low work morale, lacking work ethos and failingoductivity have detrimental effects on
patients, staff and entire organisations alike;the health sector these detrimentally affect

courtesy, accountability, ethical conduct, respesiséss and caring health workef¥an
Rensburg, 2004: 367).

3.4 The role of global institutions.

Throughout this thesis the ethnography shows thetWHO slogan “Health for all”
remains an illusion in Grahamstown. The WHO is @i combating tuberculosis and
other infectious diseases. However, political casts put the organisation outside of
important arenas where decisions are being madesnsi@ing the outcome of efforts to
control the disease (Gandy & Zumla, 2003: 11). Righ health are related to education,

to trade, to employment and to security.

Global institutions such as the World Trade Orgatios (WTO), the World Bank (WB)
and the International Monetary Fund (IMF) influerrezalth and health care even though
this is not their focus as such. Decisions madiése institutions are first and foremost
based on short-term financially profitable soluiomhe number of votes a member
nation of the IMF is allocated is related to howamumoney that particular country has
invested in the Funtf. As a result, rich nations are more likely to bérfedm decisions

made by the Fund than poorer nations.

With the escalating power of these institutionsgirthinfluence on national policies
increases concurrently. It is becoming progresgivebre difficult for South Africa to
withstand global pressures. No more than one yiear the ANC was voted into power

in South Africa they were pressured by the IMF &8 to limit regulations on foreign

2 International civil society organisations term thwing allocation “one dollar-one vote”.
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business and increase rates of privatisation. érfdhowing year the Reconstruction and
Development Programme (RDP) was dropped in favduthe new macroeconomic
framework Growth, Employment and Redistribution dfeanme (GEAR) embracing a
“‘competitive, fast-growing economy” (Harsch, 20013). Reductions in state

expenditures are central to the philosophy of tlreganisations.

Global Health Watch argues that economic globadisatvorsens global health (2005:
10). However, the negative impact these institiibave on health does not mean that
they should be excluded from the arena. These golwastitutions are here to stay.
Rather, organisations such as WHO, UNICEF and otheragencies working with
health related issues should attempt to influehesd institutions to also prioritise health
in trade related negotiation#i@.: 355). Reforms in the global financial system are
needed in order to improve global health. For Afniccountries to be able to get
themselves out of the poverty trap they must bewat to implement economically
favourable and protective policies which in thereat global market are not approved of,
but which is the way in which most European cowstistabilised their economy in the

post war years’

Social and financial inequalities in South Africee ancreasing. Not only do these
inequalities lead to social exclusion making ecoronpliftment progressively more

difficult for the marginalised, but support for rewibutive social policies is generally

decreasing (Deaton, 2001; Gough, 2001, in GlobaltHéwWatch, 2005: 19). This is

highly problematic in South Africa where such pregmes are in dire need. Public
confidence in the government’'s capacity to perfasirduties is diminishing. In fact, in

October 2006 South African media reported that nhaister of health herself was

admitted to the private wing of a Johannesburg italsy This is a clear indication that

public health in South Africa is suffering, lackibgth financial and human resources in
order to provide the sick with appropriate care.

30 When Norway discovered oil in the North Sea, fearaple, they imported “know-how”, but did not
contract any companies which were not focused ansferring this “know-how” to Norwegians thus
ensuring that the wealth remained in the countridnefit all inhabitants. This positive discrimiioat is
illegal today and countries attempting to exertiss can be sued by companies as not upholdinguike
of “free trade” (see the TRIMS — Trade-Related Btagent Measures - section of the WTO agreement).
#http://www.zahealth.blogspot.cofaccessed 26.10.06).
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3.5 Conclusions.

Porter and co-workers point out that “although tohbkosis is associated with poverty
there are few signs of health care providers warkuith other sectors like agriculture,
defence, education or town planning” (1999: 26&)ci8 diseases challenge the almost
exclusive focus on disease management — and dinex than prevention — at clinic level
and demand an approach focusing on socio-econospects of sickness. Although
management and prevention of illness must be golencal focus (Kleinman, 1980:
382), this is insufficient in managing tuberculoditealth care providers feel, and are,
relatively disempowered in relation to the politimisthe provision of health care. As is
evident in this thesis, an integrative, holisticdastructural approach is necessary to
challenge and combat the high tuberculosis preealen South Africa. This requires
political commitment at international, national aledal levels. If not, the crisis among
overworked and under appreciated staff will inceebgyond its current situation of

despair.

Disease control programmes need to be sensititextsting structural relationships and
social dynamics, particularly among those most maiged groups in a society”
(Pronyk & Porter, 1999: 100). While this is true,i$ perhaps more important to
challengethese structural relationships of inequality if wish to combat social diseases

such as tuberculosis.
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Chapter 4.
“They work for peanuts”. Experiences of voluntary Community Health

Workers working with tuberculosis treatment delivery.

4.1 Introduction.

This chapter presents the ideology of Primary He@lare and community participation
in the newly democratised South Africa. TB careivdely and community DOTS

(Directly Observed Therapy-Short course) througé tlse of voluntary Community
Health Workers (CHWS) is presented. The natureotiinteerism and the motivations of
the volunteers in Grahamstown are explored. Itrggied that a government practice
based on the use of volunteers is an unsustaigipeach to TB care in a context of

growing rates of tuberculosis, co-infections anaigdresistant strains.

In Grahamstown patients can be DOTed by clinid stiaf’olunteers at the nearest clinic,

or by a voluntary CHW in their own or the voluntgdmomes. Often, patients start off in

the clinic and, if they are proved to be reliabdg¢ignts, continue to take their treatment in
their homes, where they are visited by a CHW ondayg which brings medication and

observes the treatment being taken. Although thenteers also have responsibilities in
the clinic concerning nutrition, HIV/AIDS care awdunselling, and do home visits for

chronically sick patients, their role as DOTS supgs is the focus of this chapter.

This chapter is less ‘anthropological’ than theldeing chapter as much of the
information used stems from a questionnaire coredbatth the volunteers in mid-2005.

However, volunteers’ interactions with patients als® observed to great detail.

4.2 The ideology of Primary Health Care and Commury Health Workers.

The term “Community Health Worker” has been usettesithe 1980s, after a decade
long discussion in the WHO and UNICEF about heglihe. Prior to that, “primary
health workers” or “village health workers” wereeds(Waltet al, 1990: 17 & 21). At
the WHO Alma-Ata Conference in 1978 “Health for Al the Year 2000” was adopted
as the global slogan and it was to be achieved égns of a comprehensive Primary
Health Care approach. The use of CHWs was seen amegral part of achieving this.
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The training of community members to participatehealth care was part of a broader
development ideology aimed at empowering commuifidhe CHWSs were to provide
health education and assist in the treatment adadiss ibid.: 20 & 26). Most CHW
programmes ignored the structural distribution@fvpr and wealthil§id.: 26). As shown
throughout this thesis, this is still the caseapartheid South Africa, talk of community

empowerment conflicted directly with the ideoloditlee oppressive state.

The WHO recommends that “NTPs [National TB Prograsmshould consider
harnessing community contribution to TB care whbege is the need to increase access
to effective TB care” (WHO, 2001: 4). Thus, TB casean integral part of Primary
Health Care Programmes. Details of community pasteon in the provision of the
DOTS service is left to the discretion of the natibdepartments of health. Voluntarism
is not emphasised by the WHO.

The core aim of the WHO strategy using the comprelve PHC approach was that
health care would become easily available, accessiffordable and acceptable. The
CHWs role was to facilitate this. In present daytBoAfrica, community involvement in
health care, and specifically in HIV/AIDS and TBreais part of Primary Health Care
(PHC) where Community Health Workers play a centcdd in health care delivery.
However, the role of volunteers as community waskisrnot specified in the national
policy. With respect to TB care in South Africa, $t®vay and Wolmarans argue that:
“Providing a service that is available, affordabled accessible does not automatically
lead to acceptability” (1993: 543). Acceptabilig; they continue, intricately linked with
patient compliance with the TB treatmeittiq.: 546).

Van Rensburget al. point out that community involvement and partitipa is being
implemented in South Africa today as a mechanisrocouimteract apartheid oppression.
The authors argue that “through community involvetrend participation, this new era
in health care has contributed to the acceptapificessibility and quality of health
care” (2004: 163). However, there is no formal ewicke in policy that voluntary health
workers are formally recognised as part of thiatetyy. Indeed, their involvement seems
to stem from forces outside of government strustur@her than from government

programmes or policy makers.
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The National Health Act of 2003 states that on¢hefgeneral functions of the national
Department of Health is to “promote community pap@tion in the planning, provision
and evaluation of health services” (21; 2: h). Hgradthough community participation is
acknowledged, the voluntary nature of this, whiglaifundamental component of DOTS
in South Africa, is not given recognition. Furthems, in the section on TB in the
Government’s Strategic Priorities for 2004-2009 [BOiE not even mentioned, never
mind community participation or the voluntary na&uwf it (DoH, 2004: 9 & 10). In the
general section on Primary Health Care, the Nati@epartment of Healthilfid.: 8)
verbalises challenges of
finalising the funding of municipal health servicgsoviding full funding for primary health care
based on the cost of providing a package of PH@ics; eliminating fragmented services
provided by provinces and municipalities; strengthg quality of care at PHC level; and
strengthening community participation in the gowerce of PHC services.
Admittedly, although this could possibly includeopiding formal paid employment of
DOTS volunteers, there is no guarantee from theoNalt Department of Health to do
this. Likewise, the National TB Control Programmenphasises that “treatment
supporters are best recruited as part of a comgnbaged system...treatment supporters
should work closely with local health authoritig®oH, 2000: 10). The government has
not acknowledged volunteers’ role in health carkvdey, nor is it taking responsibility
for their training or continued involvement. Thssa significant omission, if that is what
it is, because, as this chapter shows in somel digt@ivolunteers play an invaluable role
both in the care of TB patients and the administnadf TB drugs.

4.2.1 What is a volunteer CHW?

There are almost as many different definitions oEldW as there are national PHC
programmes of which they are a part. Without gamtg great detail, it is emphasised
that the role and definitions of the CHWSs have g¢feahover time, according to national
programmes and the role of government ideologyation states. Whereas CHWS in
some countries are remunerated, others work orréypwoluntary basis (see Dudley
al., 2003; El Ansari & Phillips, 2001; Kironde & Klaas, 2002; Ross Hikt al, 2002).
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The term “community” is in itself problematic. Whiata community? What does it mean
to be a member of a community? Can one be a meofilmeany communities at the same
time? How does membership change over time? Doesoramunity have clear
boundaries? Are communities separate, static amcttamgeable entities? A definition
which is used both by UNAIDS and WHO is rather v&glA group of people who have
something in common and will act together in thmmon interest.” The definition
states that: “many people belong to a number demiht communities — examples
include the place where they live, the people thveyk with, or their religious group”
(UNAIDS, 1997, cited in WHO, 2001: 6). In this cent it is useful to look at “the
community” as a geographic area in which patiemtd &olunteers live and which
consists of a geographically bounded area fallimglen various clinics’ areas of
responsibility. Theoretically, volunteers are to bkosen by the members of the
community in which they live and provide care. hagiice this is particularly difficult in

urban areas where there is little unity in kinshggal history or leadership.

In selecting volunteers health authorities emplegattiat the volunteers have to live in the
same area as the one which the clinic covers. iPatlgt this makes follow ups and home
visits much easier. It may also decrease the le¥adtigma and increase the level of
empathy. This is an extract from my field diarygtrating the close connection, and the
need for this, between volunteers and patients lwoterms of geographical space and

experiences of illness.

Jackie’s brother died of an AIDS related illnessirfgears ago. This motivated her to
become a volunteer. She also has an uncle who wd®dreatment and later defaulted
(he lived in the same area, but in a different efireThree houses down from where
Jackie lives, lives a mother with her 18-monthlmdg, Willow, on TB treatment. Willow's
aunt, who is also on TB treatment, lives next d@@®he has a son a few streets away who
was on TB treatment, but did not adhere to therapyjng it was his “own business”.)
Another four houses down the road, in a shack likkiomebody’s RDP house, lives
Megan (4) who is on TB treatment. She lives witmiather, stepfather and 5-month old
baby brother. Both Megan’s parents have HIV, b Bhs not been tested. Her body is
so small it almost disappears. When | stroke hekbeny fingers almost go through her.
She is lost in her too big clothes. Jackie seespHiints every day. If they are not at
home, she tries again later on the same day.

Not only does this example show that one of theivastto become a CHW is through
sympathetic shared suffering but that CHWs ardylike know many fellow sufferers in

their area. TB is transmitted in close networks geographical by small and
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underprivileged areas. This is a context of actitich must be taken into consideration
when people’s health seeking behaviour and intemacivith health authorities are

investigated.

Up until 2004, the South African National TuberaitoAssociation (SANTA), as well as
different other independent organisations suchtakbBns Ambulance in Grahamstown,
was training voluntary Health Care Workers to wiorkhe DOTS programme. SANTA'’s
objectives are relatively holistic and include cermcabout all matters related to care of
the patient and his or her contacts or dependamtaddition, SANTA supports anti-
tuberculosis work and the spread of information ednat preventing and curing the
disease (Ginwala & Collins, 1991: 275).

SANTA in the Northern Cape has specific criteriadigh selecting “the ideal volunteer”.
The characteristics include: literacy, fixed homddrass, living nearby patients, ability to
respect confidentiality and a willingness to settve community (Kironde & Neil, 2004:

506). Although SANTA in the Eastern Cape does ratehset criteria, these qualities

were looked for in their volunteers.

In her study of health care in the rural areahefTranskei and Ciskei (while they were
still “independent” homelands in South Africa), iduSegar (1992) refers to voluntary
CHWs as “Voluntary Health Workers” (VHW). Kirond@ Kahirimbanyi (2002) term

the voluntary CHWSs involved in TB care in the Namh Cape “lay volunteers”. It has
previously been stated that Community Health Walean either be paid or work on a
voluntary basis as a part of Primary Health CamgRimmes. Thus, the voluntary health
workers focused on in this study could rightly leented Community Health Workers.
Voluntary health workers may be an appropriate tdyat | choose not to use it as it is
not used in the local context. Although the CHWs<his article do not have extensive
formal training, | find the term “lay volunteers’rgblematic as it discredits them their

extensive experience as health care providers.
Here, | choose to vary the terms used as that seebesthe norm among people working

in the system. The volunteers can be called exdh#y. volunteers. | am nonetheless

aware of the complexities connected to this. THenteers themselves as well as nurses
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and organisational staff in the sub district cakrh volunteers or Community Health
Workers. Locally, they have also been termed DO®Bnteers, but, as they do perform
other functions than simply DOTing patients, | fiwblunteers” or “CHWSs” wider, but
at the same time a more accurate term to use. ID&rMunday (1984) define voluntary
activity as “unpaid work, which is done for, or d¢lmgh some sort of group or
organization to one or more persons to whom thentekr is not related” (in Merrell,
2000a: 32). The fact that all the volunteers rezavstipend from the government and
therefore are not volunteers in a pure sense iteidhat CHW may be a more accurate

term than volunteer.

4.2.2 The volunteers in Grahamstown.

There are about 4000 DOTS volunteers in the Eastape. These have been trained by
the South African National Tuberculosis Association the province, SANTAEC.
However, due to lack of government funding, the SAKC office was closed down in
July 2005. Not only did the closure leave ten stafémployed, but it also left no one
responsible for the training of more volunteersti\n increasing burden of disease and
workload for nurses in the clinics, it is recoguidgy all involved in health care in the

Makana sub-district that more volunteers or paadf stre needed.

The Provincial Health Department in Bhisho decitbyswhom and with how much
financial resources the volunteers are to be tdaite early 2005 it was decided that
organisations would have to tender for resourcesdo volunteers. An East London
based non governmental organisation, the SmaleBréjoundation (SPF) won the tender
and is now responsible for payment of the volursteétowever, the training is the
responsibility of the sub-district/LSA and is inetlprocess of being updated and
standardised. This process is expected to takemaoyemore and all volunteers have to
go through a 69-day course organised by Cacaduder do be formally recognised and
allowed to work as volunteers through the clinitiseir stipend will be increased from R
600 to R 1000 per month after they have completding. By mid-2006, there was no

show of commitment at LSA level to conduct trainofgrew volunteers?

32 Grahamstown Hospice also has people working femttand receiving the R 600 stipend, but the
Hospice consider these employed as they have aactnstructured time and use Hospice facilitied an
equipment. In addition to this, they have unpaillirteers.
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Although the voluntary CHWs are formally responsifidr tuberculosis and DOTS, they
also perform other duties such as weighing bahnelstaking blood pressure as well as
being part of patients’ support network and sengogp to TB patients DOTing in the
clinic. Their responsibilities vary slightly betwe¢he various clinics depending on how
many patients are DOTing in the community and andlinic, the case load at clinic level

and the nature of the relationships between nuasé<CHWS.

The volunteers have a commitment to patients anthéoconvenience of the patients.
This is also felt by patients who contact themrafiwurs. Thandi, a CHW at V.Shumane
Clinic, told me that “they also come in the eveminigthey are sick and even highjack me
on the way to Church on Sunday3hey are, in other words, valuable not solely as
providers of health care, butihe manner in which this is donaid nurses do not even
have time to see patients as people and not masepatients. Volunteers in the health
sector bring “their own unique qualities includipgrsonal and life experiences which
enhance the nature of the service provided” (Mgr2800b: 101).

Many volunteers are aware of this. However, whetbayg see their job as valuable and
necessary, and the nurses depend on them to dpihisnany do not see their skills as
something nursedon’t have. One volunteer said that “We don’t really hfhemedical]
skills that they [the nurses] don’t have...then agawe are quite good in the
community.” The undervaluing of their skills can bederstood in the context of the
biomedical paradigm where increasing skills andustas followed with a greater
distance from the patient.

4.2.3 The demographics of the volunteers.

Age and level of education among the volunteerssandar. The majority are under 40
years. 17 volunteers are between 20 and 30 yeagepfl5 are between 31 and 40 years
old. Only five are between 41 and 50 years old.valunteers have finished standard 5
(Primary Education). 31 of these left school betwastandard 6 and 10 (Secondary

Education), whereas five have some sort of tergahycation.
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Level of education No of
volunteers

Some primary education 1

Some secondary education 31

Some tertiary education 5

TOTAL 37

Table 3.1:

Volunteers’ level of education.

These findings are similar to Kironde & Kahirimb@syfindings of education level
among DOTS volunteers in the Northern Cape (20Q2: Bhe volunteers are generally
in the most productive age of their lives whereytileould be either establishing or be at
the top of their careers. However, for them thiardrom the case.

B No of Volunteers
started in given year

QBN w &~ g 2 A

1995 1996 1997 1998 1999 2000 2001 2002 2003 2004 2005

Table 3.2:

Year in which the volunteers started volunteerimghie clinics.

As we can see from this, 19 volunteers (51%) sddvedore or in the year 2000 and have
been volunteering for between five and ten yeahss 1§ significant, as it includes more
than half of the volunteers working now and amoulstsextensive experience. The
average time a volunteer has worked at the clmifive years. The range is 11 to one
year. According to the memory of the volunteersy feave left while they have been
there. The turn over is low. Thus, the volunteeles @@mmitted to long-term service

despite their disappointment of not being adequatghunerated.
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4.2.4 Volunteering as gendered work.

The fact that volunteers are predominantly womestnine considered. Traditionally, a

woman'’s role has been that of care giver — to lusband, her children and her parents.
Thus, it is not surprising that there are signifitya more women than men volunteering

in the health sector. Of all the municipal clininsGrahamstown, there is only one male

nurse.

In Grahamstown 29 (78%) out of the 33 volunteerskimg through the clinics are
women. All five of the volunteers at the local TBdpital are women. This number
corresponds with the number SANTAEC operates withe reason given by one
employee at SANTAEC is that “they care more abbet ppeople. Women are the only

ones willing to help out with this problem of TBthey make the world go around.”

However, reasons given by the volunteers as to thisymay be the case differed. One
reason given was that more women than men are Hiokever, evidence shows that
slightty more men than women in Grahamstown have. TB Kironde and
Kahirimbanyi’s study from the Northern Cape, 93%ltd DOTS supporters are female
whereas only 41% of the patients are (2002: 21usThlthough the volunteers feel that
more women than men are sick, this may not beeartrilection of reality.

Other reasons the volunteers gave for the unegstabdition of gender in their voluntary

work were linked to the gendered roles in the hbakk where men are said to think that
looking after sick people is “women’s work” or a sta of time as there is no payment.
These are reasons why men are seen, or see thesys&$v‘too good” or unsuited to do
voluntary work and look after sick people. It wagwed that women are more active and
work harder than men and that they are more catlragn men. Women also saw
themselves as powerful as they had the skill t lafier people as well as seeing
themselves as righteous, gaining “at the end ofddng. One volunteer said that: “It's

care, love, dedication and respect that you gen flemales and something to stand up

for — what you are doing.”
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As we can see from this, the volunteers see tloaimaitment and motivations as highly
gendered. The following sections will look at thetmations of the volunteers in more

detail.

4.3 Working relationships.

New volunteers often knew someone already workisg aavolunteer. Also, the

friendships established through volunteering togetire important for the volunteers.
This was also found in a study of volunteers in IBnd (see Merrell, 2000c: 467).

Community Health Workers share experiences andstppe another in difficult times.

Some do home visits together. The friendships, nfeawe expressed, will continue even

if they stop volunteering together.

Studies by Hoad (1991) and Fiatlal. (1997) found that significant tensions were found
between volunteers and paid staff, nurses in pdaticwhen volunteers participated in
direct patient care (see Merrell and Williams, 199%0). Contrary to this, | found that, in
Grahamstown, where the volunteers participate iactlipatient care, this does not seem
to result in tensions between them and the nurséeiclinic, but seems to be beneficial

for all involved. It is known by all what their r@ansibilities are.

There is a relationship of mutual support amongs@sirand volunteers at the clinics.
There is no record of nurses seeing volunteersthreat to their authority, or volunteers
feeling that their importance is downplayed or appreciated by the nurses. Although
this is appreciated by the volunteers, they havtherother hand articulated that they feel
that they do lack support and understanding froenhialth authorities in the sub-district

and from the provincial government.

It may be useful to look at Merrell and Williamgsencept of “synergy” in this context.
Synergy means “working together” and is derivedrfrthe Greek term “sunergosbid.,

490). A synergistic pattern “brings phenomena togetinterrelating them, creating an
often unexpected, new and greater whole from tispadately, seemingly conflicting
parts” (Katz: 1984: 202, cited in Merrell & Williasn 1999: 490). In Grahamstown paid
workers and volunteers working together has reguttenutually beneficial experiences

and outcomes concerning patient care and perselaionships between the volunteers
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and nurses. Tensions are minimal and are not seérave any significant impact on

personal relationships nor on patient care.

4.3.1 A culture of volunteerism as a motivating faor.

One of the employees at SANTAEC claimed that ther@ “culture of volunteerism in
South Africa” By this he meant that voluntary, or unpaid, wogk dommon in
communities. There are no statistics availablehisy, simply because “volunteerism” is
such a broad term and may include making coffe@hiarch, organising school functions

for children, DOTing your neighbour, etc.

About a quarter (9/37) of the volunteers themsekresv family members or friends who
have volunteered. 30 of the volunteers themseladsdone no voluntary work before. Of
the ones who had done voluntary work, only one been volunteering in the health
sector. The remaining six had volunteered in the@dorce, school governing council,

the ANC and for the municipality.

Almost half of the volunteers (16 out of 35pome from households where one or more
members have been dependent on help from Commidadaith Workers. Of these 16, a
total of 14 said that this influenced their deamsim become volunteers themselves.
Although these volunteers do not come from a cdrgéxolunteerism, it is clear that the
role of volunteers have influenced them to becomknteers. This can be seen as a

culture of volunteerism.

It is the volunteers themselves, through their buation to health care in the
community, who reproduce the system of communitgithecare based on volunteerism
and a culture of willingness to work as volunteerghe health care system. Bearing this
in mind, it is essential to make the volunteers flieat their efforts are appreciated. If not,
this may have serious implications for the sustalitg of the system. However,
motivations of the volunteers do not simply boilwstoto previous experiences with
community health care workers or other voluntarykydut include a variety of other

factors.

% Two respondents did not answer this question.
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Literature on voluntary Community Health Workers et looked into volunteers’ lack
of alternatives to voluntary work. Where historyeshployments linked to motivations,
literature has either focused on previous work erpee of the volunteers (see Merrell,
2000a) or the exploitation/lack of remuneration aflunteers (see Merrell 2000a;
Kironde & Kahirimbanyi 2002; Kironde & Neil 2004;aggartet al, 2000). No focus has
been given to the fact that the volunteers hawealternativesf they wish to work. In
Grahamstown, many volunteer because there simpip isther work. In an area where
the unemployment is endemic, the volunteers areesgmg a paradox between hope and
despondency and a social commentary on the failutee state to provide employment

now and in the future.

In the survey, volunteers were asked how they kseie working future in the next ten
years. Significantly, a total of 26 (70%) didt answer the question. Seven answered that
they see their future as *“bright” and/or “succeBsfOnly two respondents saw
themselves as having a job. Thus, it seems thay mmathe volunteers simply have no

hope of ever receiving employment in the next teary.

4.3.2 “| like to work with people, to help them.” Altruism as motivation.

On the surface, altruism seems to be the most iapioreason for people doing
voluntary work. As motivations for the DOTS voluete Kironde and Klaasen studied,
altruism was one of the most frequently given nadions. However, the authors go on to
say that the volunteers thought that funds wouldebeased for them and that “hope for
eventual remuneration was found to be the stronfigesdbr motivating youth to join the
programme”. When this did not happen, the novedtyarticipating wore off (2002: 104
& 106). Thus, there are motives other than altruggwork. This is also noted by Merrell
who writes that altruistic reasons may be overgbas they are “...viewed more
favourably by society than egoistical motives, sastfurthering one’s career or gaining
skills” (2000a: 34).

The volunteers studied by Angela Taggetrtal said that they had “time to give to a

personal project” and wanted to “help in their conmity” (Taggartet al, 2000: 4). As

the volunteers have time available, they feel ithiatbetter to be doing something for the

88



community than to sit at home “and do nothing”. Hatacan be asked, is it possible for

people to volunteer if they have no regular income?

There are benefits to volunteering. All TB patiemiso DOT at the clinic get soup and
bread before they take their treatment, as it issupposed to be taken on an empty
stomach. The volunteers often join the patientdsd observed one volunteer using this
bread for her daughter’s lunch box at school, swblunteers do find incentives for

themselves, even if these are minimal.

None of the volunteers in Grahamstown live alon@.(24%) of the volunteers have
children and live with them. For each child belodvyears of age the mother receives a
child grant of R180 a month. About half of the waniwe alone with their children and
half live with other members of their family suck siblings, aunts, uncles or parents.
Most of these have a parent with an old age pensioa disability grant (R 780 per
month) and/or a sibling with a job. Mary, a volusteexplains her situation: “I support
my baby [two year old boy] with the grant. My brethworks as well; we live with him
and my sister. The child’s father also pays R 200oath. They [her family] know that
there are no jobs in Grahamstown.” The importantesazial grants for patients is

explored in chapter 7.

Combining grants and employment within householisrising of extended families
allows for one member of the household to volunse®t possibly receive a stipend or a
paid job in the future. They all come from relatwstable households with supportive
networks which are not based on the nuclear fanhilyaddition, the volunteers with
children contribute the child grant to the montimgome of the household. Only two of
the 38 volunteers are married. At Middle Terracgee woman had to stop volunteering in
2001 when she got married. Her new husband dicllemt her to volunteer anymore as
she now hadresponsibilities”to him and her new family.

The main motivations given for voluntary work inghstudy, were working with and

helping people and members of the community (d wtd8 or 49%), educating them
and helping them access clinic care or social hsnefich as disability grants (6l
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respondents mentioned altruistic motives in exptgirtheir participation in voluntary

work.

Previous iliness of family members was frequentlyeg as a reason for becoming a
volunteer (7). A majority of the illnesses were Tfiddated. It is ironic that volunteers, also
coming from relatively marginalised families witkperience of tuberculosis are the ones
providing TB care. One volunteer said that “I dorenthan the other volunteers at the
clinic because my brother died of AIDS and | was ¢ime to fetch medicines for him. So
| am doing this for him.” She felt that her altrmisnade her a better volunteer than the
others. People who have family members who haveTtgadan understand and identify
with the amount of care that is needed in orderut@ the patient. It is a common saying
that “it is the poor who help the poot®.

Other reasons given by the volunteers were thetfettthere are no paid jobs in town
(3), that they have skills and have undergone itrgito look after people (3) and “it is
because our government slogan says ‘wake up arsbmbething’ Yukuzenze)e To be

able to help people is a great gift.” Altruistic tivations are not necessarily in

contradiction with more egoistic motives.

4.3.3 Nothing but a clever career move?

Motives such as helping in the community and sgvimoblems of illness which were
given as reasons for the volunteers’ involvemerth@health sector may not be as simple
as pure altruism. 31 out of 35 volunteers are ctamgig a future career in the health
sector. A breakdown of their plans and dreamsfafwae is given below in Table 3.3.

Volunteering is seen as important work experierar¢iqularly for those aspiring to enter
the health profession. The volunteers feel thay tet “a foot in the door” at the clinics,
so that if employment should come up, they areidensd for the position. Volunteering
is a way of participating in health care, whichnisat they enjoy doing and where they

dream of a future. Thus, volunteering is a way iging out a dream to the extent

3 M. Whisson, pers.comm., 10.11.06.
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possible, while at the same time hoping for bettanditions in terms of payment and

sustainability.

Career No of
volunteers

Nurse 18

HIV/AIDS Counselling 10

Social Worker 1

Doctor 1

Not sure 1

TOTAL 31 (out of 37)
Table 3.3:

Career plans of volunteers who wish to work inktealth Sector.

In order to qualify for nursing school, biology asmatriculatiof® subject is needed.
However, one does not need Matric to become astassinurse. Bearing their level of
education in mind, only a minority would be ablequmalify for nursing school. For this
minority though, this would be a good option assimg students receive a monthly
allowance of R 2000 during their training — thisngealmost four times the stipend the

volunteers are supposed to get today.

The volunteers do have status and recognition énctbmmunity which would not be

afforded them if they were seen as unemployed. Treyseen, not only as helpful to
people in terms of health care, but also as mediatho are influential in a sense that
they can help people in accessing care. Accordingrie volunteer, people in the
community “like us”. She continued, saying thaath proud of what | am doing.” Many

volunteers proudly told me that patients come teirtlhouses in the evenings and
weekends to ask for help and advice. They gainstiirough their relationship with the

clinics. This form of recognition is much appree@@and enjoyed.

% This is the South African High School Diploma.
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4.3.4 The importance of acknowledgement from the camunity.

The volunteers know that they are doing an imporfab, and feel that they are not
appreciated by the health administration in the-district. Thus, their reasons for why
they think they are doing an important job are nyalinked to responses from the
community. More than a third (14 out of 37) of ttespondents said that helping the
community remain healthy was most important to themeir job. Another third (13 out
of 37) expressed that they understood their impodathrough reactions from the
communities in which they worked. They mentionedt tftclients come and say thank
you” and “the community is pleased with me” or ‘drcsee them [the patients] getting

better”.

Seeing patients’ health improving is an incentiwecontinue their voluntary work. The
aspect of their work they liked the least was “wipatients don't take their pills” or “the
stress of seeing people’s problems when | canitestthem, such as serious illness or
death”. Thus, the volunteers’ loyalties lie withetpeople of their community and the
appreciation they receive from them encourage nadirtie volunteers to continue their
work. However, as we know, one other motivatingdacs hopes of future employment
— this can only be realised if voluntary communhgalth workers are formally

recognised and included in the National TB Confimgramme.

4.3.5 Monetary incentives as motivation and sustaability of care.

“Community TB Care in Africa” is a WHO coordinatgatoject where community
contribution in TB control is evaluated at distdevel in a number of African countries.
In their report from 2001 it was recommended thabrider to prevent “drop out” of TB
treatment supporters (volunteers) they must “cometino receive whatever is the
perceived benefit in a specific setting” (WHO, 20@). This recommendation leaves it
up to national governments to decide what, or havelmis the appropriate benefit for
TB volunteers. However, the WHO does also recomntéiatl National Ministries of
Health “need to ensur@dequatelmy emphasis] financing, on account of the newtsos
involved in harnessing community contribution to T&e, while recognising that it is a
cost-effective approach’iid.: 5). The definition of “adequate” still needslie agreed
upon. In this study, perceptions of what is “adeégudiffer between the volunteers and
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those responsible for providing them with incendiv€his is a major obstacle in creating

a sense of responsibility and commitment amongdhenteers.

With an ideology of PHC, including goals such asigqof service delivery, the use of
community health workers “incredsgthe coverage and equity of service delivery at low
cost compared with alternative modes of serviceamiggation” (Walker & Jan, 2005:
225). However, a desire for remuneration can ba asea major obstacle to community
participation as attrition rates among volunteergltto be high after the initial years of

novelty wears off (Kironde & Kahirimbanyi, 2002: 22

In Cacadu district volunteers have been promisstiband of R600 per month. This is to
be paid in lump sums of R3600 twice a year. AltHotlgs money is paid, it often comes
with months of delay, making it difficult for theoGmunity Health Workers to plan and
invest in their lives. Some see this delay as rayment. The Small Project Foundation
(SPF) intends to pay remuneration on a monthlysbaf$er the volunteers have handed in

time sheets.

Many volunteers mention that they get a stipeng|amred in the questionnaire as “R600
stipend per month”, “I get money after a year” diibt enough money. Because
sisebenza itransport ukuhampae have to use transport to get to work], worsgany
days”. It is important to note that thisnst a salary there is no contractual agreement
and there is no guarantee as to how long the payaiehis stipend will continue. The

future of community participation in and organisatof TB control is uncertain.

Money is an issue of great concern to all Commuhigalth Workers. They feel
disappointed with the government and feel thatrtiverk is not sufficiently appreciated.
They work hard and do tasks professional nursesaal workers are assigned to, but do
not have time to do. Mary explains: “We are doinglain the communities. And at the
clinic also. People talk to us...Now, we are doing tlurses work...which is very hard.
The nurses can’t go out to the community. Theydaiag half of the work; we are doing
the other half.”
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Most volunteers thought that R 1000-1500 per momthild be a suitable payment for
their 4-5 hour working day. Some thought that tr@0® they are supposed to get at
present is sufficient. This is an important poietause if the government could keep its
promises and pay the volunteers R 600-1000 per mont time, and not on an
unpredictable six monthly basis, most volunteersildidoe satisfied and able to invest in
their and their dependants lives. With the impletaton and completion of the 69-day
course, the volunteers may increase their jobfaatien and relationships between the
different levels of the system may be improved.

Joy Merrell uses the concept of ambiguity in herdgtof volunteers in well woman
clinics in England. She argues that ambiguity, saentensions experienced by the
volunteers, comes from trying to integrate “valu#svolunteering” with demands of
“specified levels of activity and quality” in theational Health Service (2000b: 94). The
tensions, Merrell continues, comes from the neekhtaw where the boundaries of their
role lay fbid.: 96). As in the case of the clinics in Grahamstpwhe volunteers in
Merrell’s study did not have a clear job descripti®his ambiguous tension was also felt
by the volunteers in this study who expressed thay increasingly take on new
responsibilities such as record keeping of TB pagieadministration of ARV drugs and
other tasks previously done by professional nursksy find it increasingly difficult to
limit their position and responsibilities which def them as volunteers. This tension of
boundaries increased volunteers’ feeling of beimgppreciated and may in the long term

reduce them simply to unpaid professionals.

4.4 ...but are they being exploited?

With a health system, and TB care and control iniqdar, so utterly dependent on the
work the volunteers are doing, keeping the volustestisfied is a matter of life and
death. El Ansari and Phillips argue that satistacamong the volunteers “plays a crucial
role in understanding commitment” among them (20843). In their study of DOTS
volunteers in the Northern Cape, Kironde and Naiinid that, as previously noted, many
volunteered “in the hope of eventual remuneratiamhich evidently affected
sustainability” (2004: 507). In the same study, 96Bthe DOTS volunteers expressed a
need for further recognition of their worlbid.: 108). A central problem with volunteer

programmes is that it cannot be expected that pewptk full-time and “because of the
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voluntary nature of the work it is difficult to ctol the quality and amount of work

done” (Waltet al, 1990: 81). This is also the case in Grahamstown.

The use of volunteers is a way of reducing spendirigle effectively achieving
treatment targets, in a health sector which isadlyepressured while facing new and
expensive challenges, such as the HIV/AIDS pandand now the new XDR TB. At
the same time, volunteerism increases communityicgaation and social solidarity
within the community (Taggast al, 2000: 2). Use of community health workers can
also give patients a degree of autonomy whichffecdit to achieve in clinic based care
(Walker & Jan, 2005: 222). The use of communityltheaorkers “does involve the use
of limited social recoursesil(id.: 221). Does this use of “limited social resoutaegly

a degree of exploitation of the volunteers?

In Makana LSA, the idea of using voluntary healtbriers, rather than employed health
workers, is a way to deal with unemployment throagkivating and educating people
while at the same time not having to spend theuress or show the commitment they
would otherwise have to if they were to formallymay and pay the volunteers salaries

instead of irregular stipends.

However, with SPF taking over the responsibility flee volunteers, they have to sign a
contract. This contract makes them legally lialde dny equipment they are using. Not
only is this dubious as they are required to usedbuipment in order to perform their
duties as volunteers, but it was also explaingtiém by the SPF representative as “what
is meant here is that you are given a kit and yostnit let it lie around. If you do, then
what must the department do, no?” This clearly does explain “legally liable” in

sufficient detail.

The contract also stipulates working hours from@Btill 12h00 five days a week and a
maximum of five sick days per month. The voluntesmgst inform the LSA if their

employment situation changes, even if they finddpainployment after 12h00 or on a
week end basis as, according to the SPF, “it woatdoe fair if you were both volunteers
and working. Then someone else should get a chande line between being a

volunteer and being employed is blurred.
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Intellectually, the use of volunteering can be sasrexploitative (Merrell, 2000a: 32,
Merrell & Williams, 1999: 494). However, literatuod the experiences and motivations
of volunteers has shown that this is not the chstheir study of volunteers in a home-
based visiting project for mothers in Sydney, Aal&t; Taggartet al. found that the
volunteers did not feel exploited as they felt ttiety gained from the visits (2000: 4).
Joy Merrell found that the volunteers in her stddgin from their participation in the
clinics as well as giving their time and effort”O@a: 31). However, as Merrell
continues, for their participation to be sustaiealthe relationship between the giving
and the taking needs to be one of balanced rediprbased on trust. If this balance is
achieved, volunteering need not be exploitativé,chn be empowering to womabid.).
Thandi explains “I become wiser, more experienced, and educatedate. Being a
volunteer helps me a lot.” Nomfundo also emphasi&ealis she has learnt through
volunteering: “...dressing [of wounds], weighing ohildren, giving people TB
treatment. | learn everything.However, if trust in the relationship of balanced
reciprocity is broken, the system of volunteers nray longer be sustainable. In
Grahamstown volunteers are becoming increasingpatiant and angry, losing trust in

and respect for the health authorities in the idistr

Sharing of skills can be a positive experiencet @am be seen as “a means of breaking
down traditional divisions of labour and as an emganent process in that technical

knowledge and skills are shared” (Merrell, 20008). However, it can also be seen as
exploitative as the level of recognition and acklemlgement, financial or not, does not

seem to increase at the same rate as the skiélsdewong the volunteers does.

Exploitation can be emotional, based on a perceiaekl of appreciation. Volunteers in
Grahamstown feel that their work is not appreciatéolvever, at the same time, they do

feel that they gain personally from volunteering.

4.5 The future of volunteerism for the sustainabiliy of South African TB care.
The volunteers were not promised any payment ilyitigut this is important to them
now, and is likely to influence their length of comtment to TB care. The question is: Is

the government responsible for fulfilling the voleers’ changing demands when this
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was not part of the initial agreement? No, theyrase But, and this is a very important
but, if the Eastern Cape, and South Africa as aleyhotend to have a sustainable
Primary Health Care system capable of managingadsése such as HIV and TB, in
addition to the escalating rate of XDR TB, therstbannot, and | would argue, should

not, be done on a voluntary basis.

Although about half of the volunteers answered they would work as volunteers for 10
to 30 years, “until | get a pension” or “my whol&e?, the remaining half said that they
would only work as volunteers for one to three gear “until | get a job”. The use of
volunteers is unsustainable. In addition, when a&nswy the question concerning what
they don’t like about volunteering, the feeling leéing unappreciated was frequently
mentioned through statements such as “broken arfdithiinl promises from the
government” and “being unappreciated both by staffi patients”. This feeling may
result in the volunteers not staying in the systlmn another 30 years after all.
Introducing guidelines for the Community Health \Wens and their responsibilities may

lead to a feeling of empowerment among the volustee

This uncertainty is also reflected in nurses’ aatigmts’ perceptions of the sustainability,
or lack thereof, of the manner in which Communitgatth Workers are remunerated.
Nurses fear that the volunteers will leave if tlgey no payment. In addition, according to
one volunteer, “patients worry that we will go. Jresk us why we are not paid because

we help them a lot.”

It is a danger that as soon as the volunteerssthskome “a job”, they start looking for
ways to get out of the community and into the cbnas professional health workers. As
will be shown throughout this thesis, some Comnyhiealth Workers have already
distanced themselves from the community on a mmasais. However, the question is: is
this problematic? If the volunteers have provedbelves as being committed health
care workers, then why should their skills and egpees not be recognised and
facilitated? This very commitment may make themdrenurses than those who have

chosen nursing purely as a career.
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Volunteers “should be seen as complimentary toftheal services and not as cheap
substitutes” (Walker & Jan, 2005: 226. See alsor®ier2000a: 38; 2000b: 94). There is

a “shadow price” on the use of “free” labour. “[Has an economic cost because it is a
resource that has alternative, valuable uses” (&/akJan, 2005: 224).

One way of creating a sustainable system wouldobeed¢ognisethe experience and
knowledge the volunteers have. More than half ef\blunteers in Grahamstown have
more than five years of experience. This can ewytie built on through a formal
training process which wouldllow them to be employeas CHWS, or clinic assistants
and educators. The cost will not be significantighter than the cost of having the
volunteers today and is, due to increased healthewv@ommitment, likely to be cheaper
for the health sector in the longer term. Necessapacity building within the health

sector will be provided.

It is possible that creating a formal title andrthag for the volunteers’ responsibilities
will have a beneficial effect on the nature of therk. However, there is also a danger
involved in that “people will become volunteers the money” as people in the Makana
sub-district have argued. It is likely that a fotisation will change the nature of the
work for the better. The challenge will be to madke rewards less appealing to people
who are after a salaried job while at the same t@ieg appealing to committed and

compassionate individuals who wish to contribut&Bocare in South Africa.

As formally recognised, the volunteers will be likeo have limited sick leave, set
working hours and increased motivation and commmtnte their work as they will feel

that they are being seen, heard and acknowledgedhiat they do. They have skills, and
they know it. As Nomfundo says: “We do have skilie nurses don’t have: [we can do]
community work, we assess families’ needs, andr rdifem to social welfare... the

nurses look at us as friends. We help them, thdgy be” Volunteers often mentioned
that they, unlike the nurses, have “people skiletl that they “know the community”,

the people there, their history and their needsAustralia, Taggart found that the
volunteers were “seen [by patients] to be more gibke than the busy professionals”
(Taggartet al, 2000: 5). The volunteers have valuable skills Imneeded in the health

sector which are not provided by anyone else.
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4.6 Conclusion.

TB was declared a national priority in 1996 and [BOwas adopted by the National
Department of Health (Sinanovet al, 2003: S57). However, despite this declaration,
the Department of Health is failing to make pramsifor training of volunteers as well
as, through formal and committed incentives, fgilin its continued involvement in TB
care at community level — involvement which is esisé in the government’s adoption
of the DOTS strategy.

This chapter has explored the role of volunteer @aomty Health Workers in
Grahamstown. Their motivations for becoming volensehave been explored as a means
of assessing the sustainability of a health caaetjme based on volunteerism. Volunteers
add immense value to the formal health care sysbermnthere is a growing frustration

among them as to the lack of formal recognitiothefr work.

Although more research needs to be done, it isaaly argued that the motivations of
the volunteers alone are not enough to create t@aisable system of management of
tuberculosis that will be able to deal with a rdpithcreasing disease burden. The
volunteers’ strengths and limitations must be tak#a account, and the cheapest and
most realistic way of doing this may be to formalibeir training and make them full
worthy members of the South African Primary Heafftare system. Community
participation in health care is important in a ngwkemocratised nation such as South
Africa and must be recognised by the governmentsd as this is done, the next step
may be to employ, or at least recognise the vo&ratéormally and grant them more

reliable incentives.

99



Chapter 5.

Explanatory models of sickness.

5.1 Introduction.

In this chapter Kleinman’s explanatory model (EM) used to explore experiences,
causes and symptoms of illness. While Kleinman’sdehds of some value, it is

emphasised that its scope is limited as the framkeWwas too narrow a focus on illness
related behaviour, concentrating mainly on the miewel of experience. Instead, it is
necessary to widen the scope by including broatleictsral issues of poverty and

inequality in analysing ethnographic data.

A central feature of an explanatory model of a @geis the nature of symptoms and their
perceived causes. How people perceive the causwbmrculosis influences their
experience of illness. This chapter presents, ctuéises and makes sense of patients’
and practitioners’ perceived causes of tuberculosisg literature from most of the
world’s regions. People’s health seeking behaviaod their treatment outcomes are
influenced by their perception of causes and mo@rtantly theirability to act on these
perceptions. A person’s explanatory model of tiikiess is also influenced by responses
from the people they interact with and the struatgontext in which these interactions
take place. In order to understand the role ofangiory models, we need to look outside
the clinic environment and include the broaderdsrof structural violence as these have
an impact on people’s decisions and may even cthesa to abandon their existing
health beliefs.

Explanatory models of illness can determine whestigma will be experienced. In this
chapter TB related stigma is explored and it iswshdohat it is fruitless to investigate
without also exploring AIDS related stigma. Stigtaggely affects the structurally weak
in a community (Rangan & Uplekar, 1999: 272), résgl in further stigmatisation,
marginalisation and a weakening of social relatioRsllowing Richard Wilkinson’s
approach to health presented in the second chaptéis thesis (see chapter 2, section

2.7), it is argued that worsening social relatiteeds to increased stress, increased rates
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of illness and violence, and increased illnesgrda and discrimination are produced and

reproduced in a context of existing structural ureddies.

5.1.1 The explanatory model.

According to Kleinman the explanatory model of grgrticular illness can be seen as
consisting of a number of components worked throagthis order: (1) symptoms and
signs by which the illness is recognised, (2) pme=ti causes of the iliness, (3)
recommended therapies, (4) the illness pathoplygyoland finally (5) prognosis
(Kleinman, 1980: 105-07). Kleinman argues that ¢léent to which the patient’s and
therapists’ explanatory models coincide and coneill determine the outcome of
therapy. This chapter will focus on the first thiesgpects of the model. Health seeking
and therapy management will be discussed in theaapter.

Kleinman’s ethnomedical model focuses on the I6maler workings of clinical care”
(1980: 27) and is useful in explaining how peopde sheir symptoms, causes and the
required treatment of their illness. The model does allow for consideration of the
effects of institutionalised relations of power.igs a clear weakness of the model and
the manner in which it is applied by Kleinman. Ima@amstown my research suggests
that the structural causes and constraints of sgkiare more important than the cultural
beliefs.

Kleinman’s distinction between the illness and dsse aspects of sickness is useful.
Kleinman sees iliness as “the psychosocial expeesiemd meaning of perceived disease”
(1980: 72). Although this definition is applied tois study, it is also shown that the
experience of tuberculosis is more influenced lpicseconomic inequalities and poverty
than it is by cultural or individual psychosociakfors. As Kleinman notes, concepts of
illness and disease can only be understood withmorgext of meaning and social

relationships ipid.: 73). Understanding people’s experiences of sknem Grahamstown

does not only require a focus on culture, but alsdhe limitations caused by structural

hardships.

The component of their explanatory models that wasst clearly articulated by

informants in this study was that of their illnesstiology, or the perceived causes of
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illness. It was also in the perceived causes oérudosis that structural violence was

most clearly articulated.

5.2 Symptoms.

The first aspect of Kleinman’s explanatory modethie symptoms and signs by which
the illness is recognised. According to the WHO, d@ be a diagnostic condition of
AIDS (WHO, 2005d). As a result, the health of peoduffering with HIV/TB
deteriorates rapidly and symptoms are experienoed frelatively short time prior to
seeking treatment. With HIV being a highly stigreatl condition with similar general
symptoms to tuberculosis, some people with TB thimkt they are experiencing the

symptoms of HIV and delay or even avoid seekingttnent for their symptoms.

The symptoms of tuberculosis identified by the D&pant of Health and communicated
in their posters and leaflets to be found in theicd are night sweats, loss of appetite,
loss of weight, coughing for more than two weekd @iredness. These are non specific
symptoms and could also be experienced by someatie simple flu or chronic
bronchitis. In many cases staff take precautiomagasures and advise people to get
tested both for HIV and TB. This is reflected imigh number of negative sputum tests.

Passive case finding is insufficient.

5.2.1 Patients’ explanatory models: multiple genettasymptoms.

Moses had headaches and night sweats for threesva@ekcoughed up blood. “I just spit
it out and put my foot on it to make it go awaywnine nurses have told me that the TB
is still there in the spit.” This was in Februa§05. He went to see a private doctor who
sent Moses to Settlers Hospital where he testetiy@$or both TB and HIV, and was
sent to Temba. About this period Moses says: “| seased | was going to die. | was very
sick. When they told me | had HIV, | felt nothinghlysically], but when | got TB, | was

sick.”

Thando reported loss of weight, loss of appetiteigbing and general fatigue. He also
said that he had “red nails” (presumably the skidar the nails). His condition
deteriorated rapidly. He was bedridden and did setk treatment until he lost

consciousness and was taken to Settlers Hospitanfyulance. “I was confused in
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hospital, | couldn’t think straight. Everything whknk.” Thando did not seek treatment
himself, but relied on family to do so on his béhble was soon transferred to Temba
where he spent two months before completing higttrent as an outpatient at Joza
Clinic. Thando was also HIV positive. Two monthseafThando was cured he felt sick

again with the same symptoms. This time his coowliilso deteriorated quickly. | had

arranged to take him out for lunch to celebrateé tegawas cured as well to talk to him

about ARVs, but when | went to fetch him only a wedter the arrangement, he was
sitting on his bed, grey in colour and extremeip tibespite being so unwell he had not
gone to the clinic to check if he may have succuimioeTB again, even though he was
aware that he had been coughing for more than taeks: As a result, he became sicker
and was taken to Settlers Hospital in an ambulavioere he was again diagnosed with

tuberculosis.

These two cases show that patients’ knowledge ef gymptoms does not necessarily
result in them seeking help and a cure. There #rer sgeasons affecting health seeking
such as social support and economic factors to ioreat few. This will be dealt with

specifically in chapters 6 and 7.

5.2.2 Psychological symptoms.

Clinically, physical symptoms are easier to idgntthan psychological symptoms.
However, for many, psychological symptoms gave thteair first inkling that something
was wrong. Eric felt that he wanted to be alonethatlhe had became impatient with his
son, Luvo. These psychological changes were hss $ymptoms and show the serious
and life changing nature of tuberculosis, partidylavhen combined with HIV. The
increased worry and stress Eric experienced asudt i feeling that “something was not
right” continued throughout his illness and eveerfeaching a TB cure. Management of

HIV continued.

Lionel first experienced a combination of physieald psychological symptoms. He
started feeling sick when he was in prison, butrhtiseek treatment there as it was not
seen as “manly”. His first symptoms he describesaapain in my chest and in my
heart”. He did not know what the pain in his hesats, but he thinks it was a result of

being scared of dying away from home. Lionel onlgnivto the clinic after he was
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released from prison. More than two years aftetiatptreatment, he is still experiencing

symptoms and side effects such as nausea of tgs Hru

5.3 TB aetiology as multi causal.

People generally give multiple, and sometimes actifh, causes of tuberculosis. Some
change their explanations over time. Explanatorglel® are not static, but change over
time and according to context. In addition to relgtinfection with tuberculosis to other
diseases such as HIV or pneumonia, it is a comneoception that the manifestation of
the symptoms may only become evident a long tinber afitial infection. In one case
observed in the clinic, a man diagnosed with tuldesis in 2006 explained that his
present infection was due to employment in a cotmhr in a butchery in the early 1970s.
Eric says that he probably contracted TB from histavho had TB in 1986 and was at
Temba. Eric also mentioned other causes of hisadesas will be presented later in this

section.

Metcalf and co-workers found that among women irvéRamead, Cape Town, cold
weather (38%), smoking (31%), alcohol (21%) andrpugrition (29%) were given as
causes of the disease (Metcatfal, 1990). Although these causes look different and
distinct on the surface, they do have one commawméator: poverty. Without going
into the “truth factor” of these given causessitiwell known fact that both smoking and
excessive drinking are behaviours more common anpmuy people than among the
wealthier section of a population (see Wilkinso®02). Poor nutrition is related to
poverty. Cold weather as a suggested cause ispalgerty related. In this study, a
number of informants attributed their TB to pooukimg conditions. This was especially

felt in the winter months.

5.3.1 Curability and infectiousness.
The knowledge that tuberculosis is infectious aad be cured by the use of medicine
from the clinic is common. This is also true ameongmbers of the communities who do

not have tuberculosis (SANPAD focus groups). Theowedge of perceived

% Side effects of first line tuberculosis drugs irde jaundice, hepatitis, fever and rash, bleediyranal
failure, impaired visual acuity and deafness in igmd to unsteadiness and ringing in ears
http://www.doh.gov.zal/iads/docs/tuberculosis.htadcessed 28.11.06).
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infectiousness and curability of tuberculosis cdogether in the sense that people have
clear ideas of how one gets TB and how one is cufbd is also the message from
government, nurses and health workers, and asuét people have taken ownership of
this information. However, there are cases wheoplgedo not know, or do not wish to
know, that TB is curable. These are replies from\&Hin a clinic after | asked what

people in the communities to think about TB.

Thandi: “Some people think that TB is not curable and that bad to have TB. But we
tell them that TB can be helped.”

Gloria: “People stay away from people with TB even afteythave started treatment.
Often people don’t know that it is curable.”

Nosipho: “Like in my area, there is a child, a girl who ixsyears old, who has TB and
the neighbours tell her that she cannot come aag wiith her child because she is going
to infect her child. But | told her that it is nidte that. If you take your treatment TB is no
longer contagious. Now the child can come and pldyer house.”

All the people | asked, knew that tuberculosisfedtious and “is in the air” and can be
transmitted through coughing. However, this does mean that they do not hold
stigmatising attitudes based on morality or thimkttTB can be spread in other ways too.
The recent outbreak of XDR TB in South Africa magrease TB related stigma.

Uninfected people are distancing themselves froopleeinfected with TB, even though
they know that they are not infectious anymorehat it is safe to share utensils. Eric’s
father did not come to visit him at Temba, even mvhe knew that Eric was in danger of
dying. After Eric was cured, he was given differatgnsils from the others at his father’s
home. This type of physical and social distancsqot particular to South Africa. A

study from Texas, United States, found that almafigiatients felt that friends and family

avoided them after diagnosis became known (Ke8®9).

There is a fear of being infected, but also of pamfectious. Thando isolated himself
throughout his treatment even though he knew thatds not infectious. “I don’t want to
be responsible for someone who is healthy.” Tha:mdeéaction contradicts his
knowledge. There are other reasons for his selatism and distancing than lack of
knowledge. Thando’s family was unsupportive andigefl to accept both his TB and
HIV infections and isolated him. As a result Tharielb alone in his illness management.

At an individual level, stigma consists of botheital and external processes. Whereas
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external stigma can be seen as actual experiericgisarimination, internal stigma is
associated with an experience of shame and fdagin§ discriminated against (POLICY
Project, 2003: 4). In reality, internal stigma igegult of external stigma either directly or
indirectly experienced by the stigmatised persdign$ is not a constant, but changes
over time and according to the socio-economic odntelealth workers are central
players in informing the communities about tubessid and have the potential to play a

major role as de-stigmatisers, but do not alwagsesed in doing this.

PREVENT DISEASE

CARELESS
SETTITG, COUGIING, SNEEING,
SPFREAD INFLLUENZA

and TUBERCULDSS 4

lllustration 5.1:American Lung Association postes, 1935’

5.3.2 Infected sputum as a cause.

Generally, people with TB know that sputum is thedm of infection. In the above
mentioned study from Ravensmead, some people szpdhiat TB germs could be
transmitted througlstandingon TB infected sputum (Metcadit al, 1990: 409). Moses
thinks this may be one of the reasons why he gtk. sbpitting on the ground is
nevertheless mentioned by a number of respondéhis.has been linked to tuberculosis
as affecting and being transmitted by youngstefs) are seen to have no manners by
spitting on the ground. When Moses saw blood ingpigstum, he thought it would go

away if he spat it out and that it would not infether people if he covered the sputum

37 http://www.nlm.nih.gov/exhibition/visualculture/infectious01.htm| (accessed 03.12.06)
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with dust. After diagnosis and receiving informatio the clinic, he now knows that his
sputum was still infectious for a while outside o body, particularly on hot days:
“When it is hot, sputum becomes open and that’'s powget it [TB].” In her study from
Botswana Liv Haram encountered a patient saying‘thwill penetrate the sole of your
foot and cause you to suffer from TB” (cited in Hiax, 1991: 170). Moses says that
cultural and moral differences, and not povertye #nre cause of the difference in
tuberculosis prevalence among blacks and whiteGrahamstown: “The TB rate is
different in the white areas because the peoplethave the knowledge[of how TB is

transmitted and infection avoided], but black peagdn’t care.”

Nombhle, a patient at Temba, links the increasirtg i tuberculosis to bad manners
among black people: “In the old days there wasasomuch TB as there is now. People
used to cover their mouth when they coughed thesh nawadays people don’t hold their
mouth when they cough.” Individual behaviour isrbéa, rather than their disadvantaged

status as a result of structural violence, evenrgntioose who themselves have TB.

5.3.3 Tuberculosis as happening to anyone.

Tuberculosis as something that “anyone can catsh& imantra in the clinics, often
mentioned in the same sentence as “drinking anckismpaauses TB”. That these two
perceived causes amet contradictory will be shown below. The notion obéuculosis as
something anyone can catch comes across in tlevialj statement from a nurse talking
at a local clinic World TB Day celebration: “Manlyink that TB is a disease of poverty.
That is not true. TB is not only a disease of therplt can happen to anyone”. This was
followed by nods of agreement among the generalovssat the clinic. The idea of
tuberculosis as indiscriminately affecting peomgardless of class or colour is seen as a
way of combating stigma. This approach is enjoyeigtive success in the communities,
but it limits people’s opportunities to questioneith situation in relation to wider
structures of inequality. Although not pursuedhis thesis, it may be that poverty related
stigma is greater today than during apartheid wpeople felt they were suppressed
together.

When | told Moses that | had read that it is mopthpr people who get tuberculosis, he

exclaimed: “No! Did you really read that? Anyonenaget it. It is in the air. It is not just
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here, it is everywhere.” He uses the fact that §B‘in the air’, making everyone
vulnerable as we all need oxygen to live, as a si@arexplaining that it is not poverty
related. However, some people are more likely tbsijek than others, depending on
living conditions, nutritional status, strengthtbé immune system and simply how much
bacilli there is in the air. As both a cause arféafof this, there are more bacilli in the
air in poor places than in wealthier areas. Patrikpatient at Temba, appears to
understand the fact that nutrition is an importemmponent to get well and limited by
poverty. He explains: “Everyone can get TB, becausein the air. But, poor people get
it easier as they don’t have strong bodies becthesecan’t afford proper food, so rich
people don't really get TB as they are strong.”sTéiiatement reflects his awareness of
poverty causing immune suppression resulting inremeed susceptibility to social

diseases such as tuberculosis.

In the focus groups conducted with people who eeitfave tuberculosis nor work in the
health sector, poverty and dirt in connection tbetgulosis came up more often than
among those in contact with clinics. In one focusug a man said that tuberculosis was
genetic because: “lt goes with the family histdriteckground”. This was also
mentioned by one of the community health workergehlity, this is probably related to

overcrowding and poverty. Some people are bornthigosituation while others are not.

5.3.4 Poverty as cause.

Health or disease,
the choice is yours.

Tuberculosis poster at Middle Terrace Clinic

The above statement indicates that getting sickhi@ice based and that the patient
making the wrong choice can be rightfully blamed déovn sickness. Causes limiting

patient agency are not acknowledged.
Infectious diseases such as tuberculosis primagiyur among the poor. Emphasising

this through education and information may resufurther stigmatisation of people with
tuberculosis. However it may also take some ofilaene away from the poor if poverty
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is seen in a structural context and not as a mattardividual choice. One volunteer at
Raglan Road noted that assuming the TB symptomg @cdur among the poor may
cause delay in people presenting with their TB 9pmg at the clinic as they would feel

stigmatised.

A survey conducted in Manila found that 86.2% oé theople questioned linked
tuberculosis with poor living conditions, whereadyo24.8% attributed TB to the spread
of germs (Portero Naviet al, 2002: 303). Although the percentage of peoplkirig
tuberculosis to poor living conditions in Grahamwtois probably far below that of
Manila, this connection is nevertheless made. limdeommented that black people are
more likely to get TB than white people “because ¥oow that our place is not right.
We are so poor.” She added that she and her childiva’t have warm clothes and that
there is a draught under the door and windows. KeweNozithembiso’s tuberculosis
was also connected to her “love too much to eaicthéollies and cool drinks” as well as
not putting on warm enough clothes on cold daysnbhal causes of tuberculosis will be
discussed in section 5.3.6 below.

Speculating on why | had not succumbed to TB aknesv that | frequented clinics and
hospitals often and intermingled with infectious PBtients, Lionel mentioned dirt as a
reason: “It can be poverty you know...prison is aydplace. People are smoking, doing
everything. And there are many places out heres.ihat a clean environment.” He
commented on the same thing during his admissiodoae Pearson Hospital. “It is
poverty that brings them [the patients] here. Theneo money, no food, you get sick. It
is double this [sickness/situation]. That is thiaion that brought them here.” When it
comes to being sick with a potentially deadly dssele says: “Everybody is afraid to die

whether they are poor or not”.

If stigma is seen as a social response resultingaduitional suffering beyond the
symptoms” (Weiss, 2001: 19) and it is clear to éwghouttuberculosis that thoseith
tuberculosis are poor, this can cause further maligation and isolation of people with
tuberculosis. On the other hand, “making socialtudferculosis could possibly relieve
infected people of blame and accusations of beathds immoral.
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As already noted, the epidemiology of tuberculasisan epidemiology of inequality
(Stephens, 1999: 471). In the 20 ACSA interviewthWiB patients at Temba Hospital,
all had histories of deprivation and inequality andltiple misfortunes based in
structural violence. This is the story of 30-yelt fHoleka:

In 2001, when | was doing my Matric, | was sick da not finish my exams and failed. |
was staying with my grandmother and brother. In20fy grandmother started to get
sick. She was attacked by a stroke. By the timé&athehe stroke it was only me and her
and my child at home. | thought she was sleepiagth®en my aunt came and found her.
She died in 2003. My brother died in 2004. He wasreadwinner. He was attacked
[with a knife] and operated in PE and died in Ap2004. The attack was in September
2003. | was told in hospital that | was HIV positiv thought it was a mistake, that they
had made a mistake. | felt angry when they talkeslgit in the clinic. They told me to
join a support group, but I only went some timed #ren | accepted it [the infection].
After a year | told my family. It [the worst time imy life] is still happening as | am
alone. So | am worried as there is no one. In Jaywny child moved to a relative. In
February 2005 my mother died from TB. She was atbke | want to see my child
growing up before I die.

This tragic illustration of multiple misfortunes wid normally raise suspicions of
witchcraft directed at family. Zoleka’s story indies the relationships between poverty,
violence and sickness as Wilkinson has pointed 1286; 2005). Zoleka has been unable
to finish school due to poverty and iliness, andtls®e cycle of poverty is likely to
continue. There is a history of tuberculosis in taenily and her brother, Zoleka told me
later, was drinking excessively and became invoivea fight which later resulted in his
death. Zoleka is unable to take care of her youmig end feels that she has lost control
of her life.

Although poverty is recognised as a cause of TBjquaarly among those who do not
have TB, the underlying structures causing povargy seldom mentioned. Mirriam, a
patient at Temba, mentioned in the focus groups tNau can’'t blame anyone. This is
caused by stress and depression which resultsuinbgxly parts becoming weak and that
causes the whole body to be weak and so cause8Buft & also caused by the way
people behave, drinking a lot and smoking. Alsdbng poor and have no money.” The
process Mirriam mentions is accurate, and visilaled it is not a result of mere

coincidence.
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We now live in a democracy and, as a result, pelogle to some extent stopped looking
for structures of violence, or imagine that thewéaeased to exist. However, the
structures are still there, but they are incredgingvisible and accepted by people
without them understanding their functions. We nigeldok beyond what is visible.

5.3.5 Traditional causes of tuberculosis.

Due to limited time and resources traditional deties and the occurrence of patients
divulging their views of tuberculosis are not expld in great detail in this thesis.
Although some traditional causes are mentioned &iepts and practitioners, it is
unclear as to how prevalent these are and howateyelated to biomedical aetiologies.
Tuberculosis caused intentionally through witchicrigf not explored although it is
commonly seen as causing sickness especially whetipha misfortunes in a kin group
occurs as is the case of Zoleka (see section &t®¥e). Historically, it has been noted
that tuberculosis can be caused by witchcraft (Macy 1939; Jansen, 1973).

Although TB patients take biomedical therapy to bamthe disease, they do not
necessarily subscribe to the biomedical explanatibrthe disease. Traditionally, the
cause of tuberculosis does not seem to be seeonéegmus. Hence, as reported from
Chiapas in Mexico (Menegoni, 1996: 392), TB relatigma may be considerably less
than if it was thought to be infectious.

In the focus groups it was asked if tuberculosis associated with thenpundulubird, a
dangerous witch’s familiar, which has been recoraedn important figure in local belief
systems on the cause of tuberculosis. Traditiongllimpunduluis believed to feed on
its victim’s blood, slowly killing them (Hirst, 198 161). This was confirmed in the
responses, although there was some disparity masade. Some young people said that
beliefs concerning thienpunduluwere old fashioned and they themselves did noebeli
in them anymore. There was consent that TB couldbeocaused by thempundulu
kicking in the chest although the symptom of “vangtblood” could be confused with
TB. Traditional healers said that the blood vomitiath was caused by thepundulu
could be cured with the help of traditional medeirOn the other hand, traditional
healers said that they could not cure blood vospti{um with blood) which was caused

by tuberculosis. Among the Zulu further north iru8oAfrica theinyoni bird (equivalent
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to impunduly is more often associated with sudden strokesthadpassing of black

faeces’®

An unsolicited response given by some healersenfdlous group was that tuberculosis
could be caused by the river sickness caused bgiviesnakgumlambg. Umlambois
explained as having excess water in the body assaltrof “weak blood” caused by
insufficient nutrition. According to one healer, pgrson can develop a cough from
umlamboin the kidney moving into the lungs. This is thdiagnosed by the doctor as
TB, but in fact it started off asmlambo These beliefs do not seem to prevent people
from seeking help at the clinic. In a pluralisticedical system dual therapy is not
necessarily seen as a problem. A person can gdeoclinic to get medicine for
symptomatic relief and at the same time go to theitional healer to deal with the wider
social or spiritual causes of illness. In one ins& | observed an old man telling the
doctor that he had gotten TB from being kickedhi@ thest by aimpunduly but that he
still believed that he could only be cured throlgbmedicine. Diviners in Grahamstown
have previously been recorded pointing out thaintpeicked by animpunduld is a
metaphor for being infected with pulmonary tubeosig. Through a SANTA programme
in the 1970s, diviners were educated about TB andesthen often refer suspected
patients to biomedical practitioners (Hirst, 19224). Blending of ideas is evident.
Metaphorically, theimpundulucould be regarded as the personification of stratt
violence. Hence, the use of Western medicine thatsdwith the pathologies arising out

of a system of inequality and lack of concern igrapriate.

It is commonly perceived that weak or bad blood bancombated through general
immune system boosting therapies, both traditicswadl biomedical, in addition to
sufficient nutrition specifically meat and a diversliet. Bad blood as resulting in

tuberculosis is also reported from Botswana (HarE881).

5.3.6 Causes of tuberculosis related to coldness-humoral perspective.
In Pakistan, Liefooghe and co-workers found thaiuenber of patients attributed their

disease to physical factors such as having a cattd b even after they had been

% p. Bernard, pers. comm. 13.11.06.
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hospitalised and educated about tuberculosis (196889). | discovered that this is also
the case in Grahamstown, where beliefs on hot/emdipitating factors are enforced by
volunteers, nurses and doctors. Although they esipbahat smoking and drinking are
common causes of tuberculosis, | have also obse&¥8ds and nurses warning patients

against washing clothes in cold water and drinkiolgl, fizzy drinks.

In Grahamstown, the tendency to relate coldnesslterculosis can be divided into two

groups: 1) coldness as the outside temperaturbdtig is exposed to and 2) coldness as
food and drink which is taken into the body orafBften, TB is seen as a result of other
lung diseases which are caused by cold and chanigeniperature, such as the common

cold, flu and pneumonia.

Yvonne, a 63-year old widow, is not sure how shetgberculosis. She thinks that she
might have got it last winter (2005) when she wenAlicedale, a nearby village, with
her Church group. She remembers that when theyedrin Alicedale by bus it was
colder there than in Grahamstown. What is eviderthis story is that it is understood
that there can be a time lag between the exposuwreld temperature and the evidence of
symptoms of tuberculosis in the body. In Yvonnasethis delay was one year. Bodily
reactions to cold temperatures can be ‘storedhénbtody, and might only result in active
tuberculosis later. | was unable to determine wérethis is related to the fact that one

can have latent TB infection for many years withdeweloping active TB.

Margaret (64), who lives in the same street as Yiepnvas exposed to cold water while
she was hand washing other people’s clothes, fachndhe earned R 500 per month. One
private doctor told her that she had to stop wagbklathes in cold water by hand as this
had an adverse effect on her infection. As Margaastno other way of washing clothes,
she lost her income and became dependent on hagelgension and her son’s salary.
She still felt fit for work and wished to work raththan receive a grant. Being exposed to
extreme temperature fluctuations was mentioned diiemts in Haiti where a domestic
worker was quoted as saying that: “All that ironimgd then opening the refrigerator”
(quoted in Farmer, 2005: 35). People working in Etatus occupations are often more
susceptible to unhealthy conditions than those neditcated and with more rights or

knowledge of those rights.
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TB is also seen as being caused by cold food an#é.d¥ozithembiso’s aunt, Lindelwa,
explains that Nozithembiso had contracted tubestsilbecause she “loves too much to
eat the ice lollies and cool drinks” as well as potting on warm enough clothes on cold
days. Nozithembiso agrees with her aunt’s the@tyhe clinic in Port Elizabeth, where
they moved to from Grahamstown, their suspicionseeve®nfirmed by a nurse who told
them that Nozithembiso should avoid cold fizzy Hsirso as to not be re-infected with
TB.

Hammond-Tooke relates dirt to heat in a systemotitipon beliefs (1989: 50). He adds
that the terngo fisameans “to be hot” and can refer to feviid.: 94). As pollution
beliefs were not an integral aspect of this stdidig, has not been looked into sufficiently,

but a link between dirt, heat and night sweatsabel interesting to explore in the future.

5.3.7 Tuberculosis as a result of unhealthy workingonditions.

A number of patients mention that some working emunents are more dangerous than
others in terms of tuberculosis. Both Ronnie anid Brention the role of chemicals in
paint entering the lungs while breathing as a faslor. Ronnie worked as a painter, and
emphasises that the indoor paint jobs are mostetang due to insufficient ventilation:
“You know...there are some strong chemicals in soramtp You work for money,
because that time you care only for money. Buthié chemicals] affects you slowly.” It

was the urgent need for money which prohibited Rofmom making healthy choices.

Eric adds a preventive factor in his experiencenvpidint fumes. He says that he may
have gotten TB because he once helped a lady Ipairtiouse on the outside. He claims
that had he drunk milk before painting, his lungsuld have had a protective layer
preventing him from contracting tuberculosis. le tbcus group with traditional healers,
milk came up as both a general health boostinkdrimd, specifically, as being good for

the lungs.
One other work-related cause of contracting tubdestsi expressed by informants is dust.

A number of people who had worked in the local guand at a brick making factory,

claim that tuberculosis can come from dust entettirgglungs. It is unclear as to whether
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the dust and fumes are seen as being the actusé cduTB, or if they are seen as
weakening the lungs and making a person more stigleepo contracting the disease
from other sources, or of activating latent TB.hsligh not all of the examples given
here were seen to directly cause TB, there wasrtieless a perception that these jobs
are more dangerous than other jobs. The poor hhgentost dangerous working
conditions, less protective equipment and employroptions, poorer employment rights

and health care, and this increases their vulniésatm tuberculosis.

5.3.8 Tuberculosis as a moral disease.

TB can be seen not only as a social, but also m®ral, disease. Perceived causes of
tuberculosis are linked to perceived morality, apmosed lack thereof. Smoking and
drinking are associated with poverty, lack of selfitrol and avoidance of responsibilities
to get out of this cycle. Individual agency is egamted®® This is related to behaviour
commonly condemned by the Church. These attitudeskaared and promoted by health
workers, many of whom possess positions of respadt responsibility in the local
Church. This is reflected in their explanatory med&hich are not merely focused on
how tuberculosis is to be treated as a physicatyettut also on how they understand
“the problem of tuberculosis” to arise. Althoughaamg and drinking can, in indirect
ways, make the body more susceptible to diseasdguaerculosis is only one example,
this explanation is not often conveyed from pramtiér to patient. Rather, the message is
simplified and takes on a moral character. Many GHWlieve that smoking, one of the

most common causes mentioned in the clinic, dyexdlses tuberculosis.

When aetiologies are attributed to moral deviaheedisease is stigmatised and serves to
marginalise an already weakened section of a popala&Even amongst those who do not
attributetheir owntuberculosis to smoking and drinking, they belitévat, generally, it is

possible to get TB from smoking and drinking.

Prior to Moses’ own infection, he thought that opgople smoking and drinking got TB,

but now he knows that anyone can get it througacindn by others: “You cannot get TB

39 Sexual behaviour takes on a similar moral charamt¢ is not given focus here as informants do not
relate this to tuberculosis. Sexual behaviour agegroutside of marriage is related to HIV infectiand is
commonly regarded as immoral both by clinic pramtiérs and members of the community.
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from yourself. You get it from other people.” Wits own infection, Moses has changed
his perspective on the aetiology and morality dfenculosis. He now has tuberculosis,
but did not smoke or drink prior to infection. Eaphtory models and stigmatising
attitudes change over time and according to theatsdn of the person involved.

Information in the clinics may also impact on thlthough it is not clear to what extent,

as stigmatising attitudes are spread there too.

Even though the incidence rate of tuberculosisighdr among alcoholics than non
drinkers, this does not in any way mean that TBasgsed by drinking. In their focus
group, traditional healers agreed that it is “tdddiguor”, and not the one they used to
drink in the old days, which is to blame. In fattaditional beer,umgombothi is
nutritious. Again, we have to look at socio-economnd structural factors that make it
more likely for some rather than others to get laddoelated problems. As also noted by
Wilkinson (1996; 2005), those who feel weakest igogiety are more likely to drink

more alcohol.

Clinic personnel and social workers in Grahamstose® smoking and drinking as
morally and socially unacceptable behaviour. “Thebpem”, one social worker
commented, “is that alcohol and cigarettes areafigcacceptable drugs.” Smoking and
excessive drinking are common in Grahamstown Balgre there are high rates of
tuberculosis. Mzwandile, a police constable, shgs there is frequent excessive drinking
in the township during the week ends. This resaltsouble and fights, often with knives
or other weapons (as was the case with Zoleka’'shérpo above). According to
Mzwandile, most of the people drinking excessivalg unemployed (as most of the TB
patients are too): “For them life is stressful lasytdon’t have a job and therefore they
drink. And when they drink, they get into fightsnd\women who drink often walk alone
in the dark to get home, and then they get rapedgah HIV. If someone is raping, they

will not use a condom, you know?”

Victims of tuberculosis have to shoulder the bldiaretheir affliction because they are
regarded as morally deviant; their burden is ireedabecause of the stressful conditions
they find themselves in: unemployment, family ihgiies, poverty, hopelessness,

inadequate and often insecure housing. All thes®ifa increase stress in the individual,
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resulting in increased vulnerability to other paéos and a tendency to create
dependency on drugs and alcohol (Wilkinson, 2005:13). With limited financial
resources and increased dependency on alcohohutindonal status declines, making
households even more susceptible to disease. Atld#uese are the problems of the
crowded and badly ventilateshebeengdrinking taverns) that they frequent where
tuberculosis pathogens thrive and multiply. A vigocycle is created whereby illness
increases stress and levels of poverty, leadingubioerability to infections, dependency
on alcohol and other drugs. In this sense theohalccan cause tuberculosis.

Importantly, however, this cycle of entrapmentas how it is presented in the clinics, or
by the patients themselves. In the clinics managéro€ tuberculosis is presented as
simple moral and choice-based decisions and actindsnot as a result of poverty and
structural violence. Paul Farmer expresses thamefs of this situation in the following

statement. “There is nothing wrong with underlinipgrsonal agency, but there is
something unfair about using personal responsitalt a basis for assigning blame while
simultaneously denying those who are being blarhedopportunity to exert agency in

their lives” (1999: 84).

Thembisa is a 44-year old HIV positive patient atiba. Her boyfriend died in 1984 of a
lung disease which may have been tuberculosis. He working at a glue factory.
Thembisa, crying, explains the misery in her lifethe last few years leading up to her

TB diagnosis:

My mother died in 1984. My father bought a hous&984 and died in 1999. Then my
brother came and chased us away. | had no shélsbept with men in shebeens who had
no girlfriends. | had nothing, so men with no gighds were supporting me. That is
where | got my disease [HIV] from. | felt that Ichao future. | did not care what would
happen to me. Clothes, food and shelter were mygstiitant to me. | hated everything. |
felt that | was in the darkness, that | could neach the better side. Then my younger
brother looked for me everywhere and found me. tiie tme a shack in his yard. | can’t
remember when it was, but three or four years aftgr father died. My brother, who
works at a garage, now gives me food.

(ACSA pre test)

After Thembisa was chased away from her deceadbdrf house, she did not have

many opportunities to exert agency. In order twiser she was forced to perform sexual
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favours. She would either sleep on csliebeerfloors or go home with men from the
shebeerand spend a night at their service. Had Thembashdther options in terms of
employment or a supportive social structure to oely she would probably have chosen
differently. However, with the life she lived due poverty, it would almost have been a

miracle had shaot contracted HIV and TB.

Thembisa did not identify herself as a sex workmrt nevertheless engaged in an
informal form of sex termed “survival sex”. Sexused as a means to survive poverty
and is classified with other forms of small scalformal money making and is relatively
short-term (Preston-Why#t al, 2000: 166-167). Due to the informal nature o$ timrm

of sex work condoms are seldom used, putting woatemsk of contracting HIV. For
women refusing to perform sexual favours for moreinks or unreliable relationships,

rape and other violence is commadnid.; see also Wojcicki, 2002).

5.3.9 Syndemic interactions as cause.
In a few words, Mirriam’s (52) story expresses éx@erience of a syndemic which the

majority of TB patients in Grahamstown have to deih.

In 2004 | started to get sick with high blood [psaee] and arthritis. | took treatment at
Day Hospital for the high blood. Last year, in 20@8en | was taking the treatment for
high blood, | was attacked by a bad cough. Theg fthrses at the clinic] asked me if
anyone at home had TB. | told them that my boydriead TB. Then they gave me a
bottle to spit in and | found that | too had TB. &kilthey told me about this TB | also
asked them to take my blood, and they found thvaisI[HIV] positive...My boyfriend too
is HIV positive.

(ACSA pre test)

Literature from Asia shows that there TB is a hygktigmatised disease (Atret al,
2004, Aueret al, 2000; Barnhoorn & Adriaanse, 1992; Rajeswalrial, 2005). By
contrast, Steen and Mazonde argue that tuberculloss not carry a social stigma in
present day Botswana, but fear that once tubersub@Eomes known as an AIDS related
disease, TB related stigma may result (1999: 16)-16

HIV is a stigmatised condition. Health workers ima@amstown have numerous stories

of how people ask the health workers to park aratwedcorner and walk to the client’s
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house so that neighbours do not see the car watibdpartment of Health or NGO logo.
Prior to 1998, only those performing homecare fé¥ idatients would wear navy blue
uniforms, now all the volunteers wear navy blueaagay to combat HIV related stigma
for the individual patient. Some health workers éenaoticed that this has increased the
stigma carried by TB patients as they are beingllath as HIV positive even in the cases
where they are not. Health workers report that [gealelay health seeking for their

tuberculosis due to the association with, and éé&aving, HIV.

People who have TB experience stigmatising attgudéheir communities. Most people,
particularly the younger generation, are awarenefdgyndemic. If a person infected with
TB looks sick, it is often assumed that he/she H&g. People with tuberculosis
experience thabeingsick is not a problem in terms of attitudes, itasking sick which
changes attitudes. In particular, loss of weighassociated with HIV; both tuberculosis
and HIV are wasting diseases. Patrick, who is éeecbed, says: “I think they are the
same, as when | have TB | also have a runny tunamgmperature and | am losing
weight.”

Patients who have to take their TB medication dailthe clinic are commonly regarded
as being infected with HIV. This suspicion aroseewhpeople came to get their
tuberculosis medicine and had to stand in a sepaaue, and go to a special room. At
Extension 7 Clinic people waiting in the generaéug started gossiping that the people
going “to that room” had HIV. As a result the healtorkers had to inform all the other
patients in the clinic that “that room” was for jpé® undergoing TB, not HIV treatment,
suggesting that TB itself is not as stigmatised HI¥. However, with increasing
awareness of the link between the two, increasimggnatisation of TB may occur as a

result. This was also found in the focus groupdaoted through the SANPAD project.

5.4 TB and HIV terminology.

Together with the issue of cure, the differenceneen TB and HIV are most clearly
expressed by informants in their terminology. le tbnited States, Rubel and Garro
found that Mexican immigrants avoided using the dvtuberculosis when discussing
their illness due to the stigma attached to theatis (1992). This is contrary to my

findings in Grahamstown where people had no probleatiing tuberculosis by its name.
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Whereas people who were co-infected would termrtubesis by its real name, they
would not use the term HIV. Although this influedctheir disclosure of the condition
there were cases where the HIV positive patient b disclosed would still refer to
his/her HIV as “this problem” or “this other problem of nah In the focus group
interviews with elderly people, HIV was also alldde as “this thing that exists now”, or
“this existing disease”, and the disease “with ¢hweords”. This reluctance to verbalise
the name of HIV as against that of TB signifiesiflecence between the two diseases in

terms of stigma.

Although TB is curable and HIV can only meanagedthrough treatment, access to
effective medical treatment does serve to lessgmat but as evidence shows, add to it
through increasing association in the clinic enwinent between people infected by one
or both diseases. This again is linked to the kedggé of and belief in the efficacy of
these medications. Whereas being infected with HdVstigmatised because it is
transmitted sexually and is deadfytuberculosis causes social avoidance as it “thén
air’” and is transmitted from one person to anothefust being in the same room or on

the same vehicle.

Correct knowledge does not necessarily lead tcecbaction. Although Thando knows
that TB is curable, he still delayed presentinthatclinic as he would then have had both

to face and to tell others about his other, anlisrcase stigmatised, condition.

5.5 Marginalisation leads to iliness leads to furter marginalisation.

Richard Parker and Peter Aggleton suggest that 8isitrimination and stigmatisation

must be seen as “social processes that can oniynflerstood in relation to broader
notions of power and domination” (2003: 16). Asllaut in the introduction, a central

aim of this thesis is to explore tuberculosis assalt of broader issues of inequality and

marginalisation.

“0'1sak Niehaus argues that in the South African lelhAIDS related stigma is more connected to death
than to sex (unpublished paper). As a result, TBted stigma may increase with increasing deatsrdtie

to syndemic interactions. Stigma is related to tieads of the disease. Through biomedical therdgy t
diseases have the potential to be seen as chemis,the case among many young Europeans, degeasi
stigma.
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In her study of health and illness among villagershe Ciskei, uncertainty in life and
lack of control were mentioned by the villagersaasause of illness (Segar, 1997: 1585).
Increasingly, Eric is experiencing helplessness fndtration, and is worried about
stigma, which inevitably will result in increasedInerability to other pathogens as well
as increasing the risk of his not being able tokwtwok after the family, adhere to the
treatment and live. Eric sees stress and uncetéioth as coming from and causing

sickness.

5.6 Conclusion.

This chapter has showed the relative usefulnessthtir Kleinman’s explanatory model,
but has argued for a more inclusive approach comdpimdividuals’ EMs with the
experience of structural forces and barriers tdtheare and health. Explanatory models
are useful in understanding illness and resporsdiess as well as patterns of health
seeking, but they are incomplete if used in anyasmalof socially induced diseases such
as TB and HIV.

This chapter has shown that in most instances pekmpbw thatTB is curable They
know how to achieve a cure. They are also aware of othetorfa influencing their
sickness and health, although there is little am@ss of the structural nature of these
limitations. Due to structural constraints and leasr to care, many die of this curable
disease. A large majority will never experienceusig, employment, education and
freedom from these invisible structures. In outaspological investigatiorharriers to
care are perhaps more important thaaths to carevhen it comes to enabling people to

stay alive.
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Chapter 6.

Therapy managing groups and health seeking in Grahastown.

6.1 Introduction.

This chapter explores the role of therapy managmogps (TMGs) among TB patients in
Grahamstown. Therapy management involves the d&agnselection and evaluation of
treatment and support of the sufferer (Janzen, :188)7 A therapy managing group is the
group of people participating in the managemenltmdss and/or disease of the afflicted
individual; they provide or seek help for the ise guide treatment decisions, and help
take care of the individual. Members of a theragnhagement group may not necessarily
share a common bond or coordinate their activinea common strategy; they may in
fact contradict each other and emphasise certéenests above another. More often than
not, there is more than one sickness being mansigadtaneously. Therapy managing
groups do not necessarily identify themselves asatimg within a group of fellow
therapy managers. Thus, the notion of the therapgaging group is largely a useful

analytical tool used by scholars.

The density and degree of participation of a theragtwork may vary markedly between
individuals depending on the nature of their hoosghstructure, kin group or
neighbourhood. Some individuals may be fortunatdhdge a strong support network
while others may suffer with weak ones. For Janzém coined the term, the process
occurs mainly at individual and community levelslarsually ends with cure (1978: 129
& 1987: 73). In Grahamstown therapy managementT®rand HIV rarely ends with
cure. Structural violence which gives rise to itif@es in the first place persists.

This chapter will identify and present examplestloé ‘strong’ and ‘weak’ therapy
managing groups that were encountered in the rgsemrd the way in which these
impact on a person’s experiences of tuberculosisl his/her ability to adhere to
recommended therapy and cope with life after threpdetion of therapy. It is argued that
tuberculosis patients with strong networks of dosigport are more likely to recover

from tuberculosis than those with less social suppo
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The influence a TMG has on an individual’'s heaklklsng behaviour, and how this may
be intrinsically linked to various TMG members’ cepts of illness and healingeg.
their explanatory models) will be examined. Thalfiaspect of Kleinman’s explanatory
model, dealing with health seeking and treatmangxplored. It is argued that one has to
situate the TMG within the broader socio-econonoatext of poverty and inequality,
and examine how this influences their interests ability to guide a patient’s health
seeking strategies and adherence to therapy. Thefusaditional medicine was given
some focus in the study, but data was limited aonty was it difficult to gain access to
traditional healing groups, but the people | intewxed were reluctant to talk about it. |
assume this reluctance was because | am whitepgamnd swuch time with health workers
in the clinic. As a result people may have assediane with supporting biomedicine
and hence, in fear of being reprimanded, avoided dibject of traditional healing.
However, it is recognised that it is likely that myapatients do resort to traditional

therapies. Further research is needed in this area.

It is recognised that gender influences experierafedlness and healing, but | was
unable to explore this in great detalil. It was heerefound that more men than women
experience feelings of uselessness through thability to live up to expected roles in
society. Women, on the other hand, were seen ®dakmore responsibility for helping
the sick and were more concerned about the famigl being throughout the course of

sickness.

6.1.1 Aims of therapy managing groups.

The principal role of the therapy managing groupmbers is to support, guide and care
for the afflicted individual and to encourage hievlto make correct choices that will
lead to recovery and the elimination of the siclerdalcott Parsons sees the sick role as
socio-structurally determined where the afflicteefgon is not seen as responsible for
sickness, but as morally responsible for finding $ick role undesirable. He/she is also
seen as being exempt from daily duties and obbgatiFinally, according to Parsons, the
sick person is expected to seek help from an apiatephealth professional (Parsons,
1951: 437; 1978a: 21; in Shilling, 2002: 265). Banzen, the sick role is “a way of
defining and mobilising rights and duties withincammunity of persons who take
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responsibility from the sufferer and enter into kexage relationships with specialists”
(1978: 7).

Therapy managing groups often operate with limitedources. The strong TMGs
observed in Grahamstown were those that encourthgepatient to get well throughout
the course of his/her sickness. For biomedical tpi@eers, “getting well” from
tuberculosis means adhering to recommended biomatierapy; but for sick people and
their TMGs the improvement of socio-economic fagtisr also important. Research has
shown that strong social and emotional supportah@ssitive impact on adherence to
treatment among patients (see Barnhoorn & Adriad®8?; Blanc & Uplekar 2003:
107). In a strong therapy managing group kin wilitvat home or in hospital, and
motivate the patient to get well. Strong TMGs enathle sick to make choices and to
exert agency, even aftdrey have been cured. Financial resources andraontst often

dictate the nature of a TMG'’s support.

Conversely, in a resource-poor setting like Graltams it was found that TB patients
themselves were seen as a resource which membéne diMG hoped to benefit from
due to their ability to access disability grantsrake contacts with potential benefactors,
such as health personnel. The problems that anse this are explored in further detail

in the next chapter.

6.1.2 Social capital and support.

Effective therapy management groups can be seenfasm of social capital. Social
capital includes “trust, reciprocity, and coopeyatamong members of a social network
that aims to achieve common goals” (Holtgraateal, 2004: 159). According to the
authors, there is a relationship between tuberulasd social capital, in that the less
social capital and the more poverty and incomeuaéty in a society, the higher the rate
of tuberculosis ibid.: 160). Ichiro Kawachi notes that “there is no goibheoretical
account of how to build social capital. On the oth@nd, there are many accounts of how
social capital can be destroyed by various socidl economic forces” (Kawaclet al,
1997: 1497). It is difficult for the socio-econoraily marginalised to build social capital
and create networks of social support outside @f immediate kin group. In urban areas

such as Grahamstown there is little reciprocity agioeighbours.
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Esther Sumartojo (1993) shows that social suppettvorks are crucial of a patient’s
ability to adhere to therapy. Social capital andaasupport networks, mobilised through
therapy managing groups, enable people with tulbmsisuto adhere to prescribed therapy

as well as combating social isolation as a reduliness and disease.

6.2 Who are members of therapy managing group?

In Grahamstown TMGs are notably smaller and lesspbex than those Janzen observed
in lower Zaire (Janzen, 1978: 140). Research irh@restown revealed that the sufferer
was often the primary negotiator in the managenwntherapy. Where kin were
involved, the transactions between the kin andatfkcted usually took place in the
home, away from the clinic setting. Members of #pgr managing groups have

frequently previously managed tuberculosis thefapyelatives.

6.2.1 The importance of kin.

Commonly a therapy managing group consists of tiier®r, the practitioners and the
kin. If the sick person is married, or is in a ead relationship, the most important
member of his/her TMG is usually the spouse orngaut For a single or young person
the parents, siblings, aunts or uncles are the mmsimon support. Grown daughters
commonly assist their aging parents. It was fourad wwomen participate in TMGs more

often than men. Only in Ronnie’s case was no kiolved in the therapy management.

Unless the sick person is too young or old to manhgn/herself, he/she usually
negotiates with practitioners alone; to a largesmeixthis is because clinic staff prefer to
only consult with the patient rather than the supgmup. At home, the sick person will

usually discuss his/her clinic experiences with kimd plan further action.

Although therapy managing groups consist mainlkiof this does not include all kin at
all times. In the case of a stigmatised diseash as HIV, restrictions may be placed on
who among the kin may know of the patient’s cowditiMoses has only told one of his
sisters that he is HIV positive; the other sisteg, says, “is too talkative” and he is
concerned that she may tell non-kin about his Hdvidition. Long after his cure, Eric

and his wife Zoliswa are still afraid that peopl#f Wame Eric for sickness in the family,
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so they have chosen to keep quiet about his condifMGs are multilayered with
different levels of trust and disclosure. The cosipon of a therapy managing group is

not a constant, but changes according to the probing managed.

6.2.2 Fellow sufferers and friends.

For hospitalised TB patients, fellow patients pdevcomfort and company. Lionel went
jogging with a fellow patient when he was at JosarBon and found great support in
being able to share in a common activity with éofelsufferer. At Temba, patients spend
sunny days chatting outside and cold days in fabrihe heater. Motivation from fellow
patients is invaluable, although short-lived, as tklationship will usually end with
discharge, death or cur&€here appeared to be little interaction betweenpatients in

clinics.

Friends and neighbours play a limited role in tpgrananagement. Members of kin
frequently ward off neighbours, who are seen teaprumours about the sick. The sick
person tends to limit his/her external contactsabse of the contagious and stigmatised

nature of the condition. This may result in incezhssolation and social stress.

6.2.3 Biomedical practitioners.

The clinic can be a supportive environment. Mostic$ start the day with a prayer and
song in the main waiting room. However, clinic mensel can also be barriers to care and
frequently exhibit attitudes of moral superioritydacontrol. Once, | wished to find out
what Nomangesi's knowledge of tuberculosis wasws®tl a Community Health Worker
(CHW) as an interpreter. Soon Nomangesi was crgimg) apologising that she did not
know all the correct symptoms. The CHW looked at amel said dismissively: “It
[contracting TB] is her own fault.” Whereas healttorkers can be helpful in
understanding the situation of the sick and assigherapy, their attitudes can also
provide barriers to care. This is apparent in BricAse presented in chapter 7, section
7.2.1.

Despite the above recorded episode of insensitidymmunity Health Workers can

often be important motivators and supporters. Matgsays that the volunteer visiting

her from Middle Terrace Clinic had more impact oer hhealth than professional
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practitioners: “She [the volunteer] has motivated, mven when | felt sick and did not
feel strong enough to take the pills she was tf@rene and told me that they would
make me feel better. Even when | was bedriddenykzast, she was motivating me to get

better.”

Yvonne, who took treatment through the same clihecs similar experiences. This is
probably not a coincidence. Historically, Middle riige@e Clinic is located in the
previously coloured area of Grahamstown which ieelatively wealthier area to the
formerly black townships and has a lower rate sedse. As a result, health workers are

less pressured and have more time for patients.

All clinic users living with HIV are encouraged participate in a support group where
five to ten HIV positive people talk about sickneskted issues with each other and an
assigned health worker. Apart from one MDR supgooup at V.Shumane Clinic, TB
patients are not offered counselling or supporpg®ut groups in the clinic do not play a
major role in the therapy management of co-infegiaiients explored in this study.

6.2.4 Traditional healers.

Although I was not able to interview traditionalahers in this study they can successfully
be used as treatment supporters. In Hlabisa, KwaRiatal, patients found traditional
healers to be trustworthy and genuinely concerrtemlitatheir health (Colviret al,
2003). The Department of Health does acknowledgettte use of traditional healers as
treatment supporters can be successfully implerdetat at the same time they warn
that they have to be “selected with caution” (DAM98: 69). Experience from nurses in
the clinics indicate that nurses generally stigesatiraditional healers, seeing them as

either causing delay in health seeking or as cdiutiag their therapeutic mandate.

6.2.5 Religion.

Religious groups provide support which is not kipghased. Prior to 1920, response to
social problems in South Africa came mainly frontigieus, labour and educational
organisations rather than from health and welfaigamsations (Ginwala & Collins,
1991: 273). Lionel both found and gave supportugtoreligion. At Jose Pearson MDR
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Hospital he gathered people for prayers in the iegsnand earned himself the nickname

“the pastor” from the other patients at the hospita

Church plays a significant role in most patientse$. Prayer at home is common,
especially in female dominated households. Fromptitents | followed in detail, only
Moses went to Church regularly, but all the othatignts claimed to be religious and to
find strength in their beliefs. Organised prayertiospitals and clinics are appreciated by
patients. For patients without regular visits fréemily, this is essential motivation and

support.

6.3 Patient agency in therapy management.

In Grahamstown, therapy managing groups appearate fess influence than those
Janzen describes in the lower Zaire, where sufeneay temporarily give up their
decision making rights (Janzen, 1978: 7). Manyhef patients assume a large degree of
responsibility in decision making with regard totlioaheir illness and their social
responsibilities. The case below shows how theepgtiPatrick, tried to take a more
active role in managing his illness, and to corgipuoviding for his family, despite the

constraints on his ability to do this.

“...this is when | became ill. | was working and tHelmecame tired. | was living with a
lady and when | came home, she had not cookeddi8h®t believe that | was sick, so
then | decided to move back to my parents. Thgntthak me to the clinic, but I did not
want to go to the clinic because | wanted to wordidn’t just want to get money in my
hands from my father. This was last year, in 20QBink it was in March. When | didn’t
get well, by August, | moved in with my parentgyThave an RDP house. [Before that] |
was renting a house and worked as a contractor,imgaklocks. It was a hard job. | was
given R 200 every week. My girlfriend was not wagki was the only one having a job.
It was not easy. | have one child [1-year old badyg lives with my girlfriend’s sister in
PE [Port Elizabeth]. In August | found out that &le both HIV and TB. | was also sick
with TB when | was 5 years old. My girlfriend is@l[HIV] positive. | wanted to get a
job so | could help my parents and build on to Hmse and start a spaza shop or
something. Life is better now, because | can apmlya grant and maybe get for 12
months.”

(ACSA pre test)

Patrick’s choices are financially rather than maltliyjc motivated and he continues to

attempt to exert agency in a setting with limitedaurces. Although action is limited in
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impoverished settings, patients do their best tertesome agency within broader

structural constraints.

6.4 Extended family as a support in therapy manageent.

Extended families can enhance the health seekingeps. Although the size of the
extended family network matters, the strength &f ties within the network is more

important. In Botswana, Steen and Mazonde found dlese to all TB patients (88%)

discussed their symptoms with family members (19888). This is also the case in
Grahamstown. The more members of the family théepadiscusses his/her sickness

with, the less stress he/she experiences.

Moses is confident that he will get well, even tgbothe has a drug-resistant strain of
tuberculosis. His confidence is reflected in theerggth of his social capital. Strong

therapy managing groups may help the sick be labserable to stigmatising attitudes.

Sick people with stable support networks experidase stress and anxiety (Wilkinson,
2005: 25), and have more control over their health.

6.4.1 Multiple disease management within families.
Ironically, belonging to a family of multiple sigkdividuals can be a source of strength,
but only if combined with other qualities and cincstances such as adequate financial

resources, well-balanced stress management andrsivppsocial networks.

Moses lives in a relatively wealthy, but sick, helisld which has a total monthly income
of R 2340.00 — all stemming from social grants. B&s mother has an eye disease, but
is now on an old age pension. Daniswa, Moses’rsistes HIV and is on ARVs and was
cured of TB in 2004. She illustrates the importaméehaving diverse assistance in

management of therapy:

| was worried before, but now | take it as anythihgzas thinking of taking my own life,
but now | see that | can live for a long time besmll have support from my family and
the Church. There is also a volunteer at Settlétsgpital], she also has HIV, who came
to talk at Noluthando Hall. My brother asked hercwme and talk to me.

Despite his immediate support, Moses’s and Danswaunger brother expresses fear

for the future with loss of sick family members.t#dugh he is healthy, he says that
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“most of my family is sick, so | am scared of thieure — I might end up alone with my
mother. | am very close to Moses. | rely on himdealing with emotions — I talk to him

about everything.”

Sharing illness with other sick family members ¢assen stress on the individual, but
this is only in cases where there is sufficienti@oand financial capital for people to be
able to look after one another. Even when thisiésdase, isolation from the community
iIs common, increasing the burden on the unit an&imgait increasingly difficult to

become reintegrated into society once the burdéinets decreases.

6.5 Money as support in therapy managing groups.

Money is an important element of support in theraganagement groups. It is expensive
being sick or having sick dependents. Those whalapendent on someone who is sick
become more vulnerable. In addition to increasedicaé expenses, the cost of food
increases, as do transport expenses. Even withnegical care and hospitalisation
Regina comments that: “I do use a lot of money, Ibdon’t count it. | would get a

headache if | counted.”

More often than not, household income derives ftemporary social grants. Money
enables the sick person to exert more agency,nessteess and worry, and increases
his/her confidence and motivation. Large therapyagang groups with greater earning
potential increase the financial stability of theituand give the sick more choice in
whom to include in relationships of trust, and ispérse the burden of sickness on more

people.

Large TMGs are naautomaticallymore supportive than small ones — even though this
often is the case. Thando, who had a relativelyeddMG, was simply shifted out of this
unit. Although Thando’s mother did not wish to dpéa me, Thando explained that he
did not feel that anyone in his family was open wgio to deal with his sickness.
However, Thando’s disability grant enables him tovive away from these insecure

personal relationships of dependence (see secioh ibelow).
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6.6 Success of a formal supporter role.

The ARV programme at Masonwabe Clinic does not adnperson onto the programme
unless he/she has disclosed the HIV status to e ditend or family member, and a
nurse and social worker have met and educatedtipisorter. The supporter must come

to the monthly consultations at the clinic. This lagpositive impact on adherence rates.

Clinic staff report that family members have bed&seyved arguing over the supporter
role leading one doctor to jokingly comment tha&upporter jealousy — that is a new
phenomenon!” In reality, this is a reflection ofetpoverty in the community, where
family members scramble for resources — whethesetlage real or imagineth some
cases it is thought that being a treatment suppertables the supporter to access food
parcels, disability grants and favoured health .cahes is however not the case. These
perceptions are an indication of the level of atitie in the community where every

possible opportunity for gaining resources is skize

An official supporter role lessens the psychologlmarden of the patient and increases
treatment adherence. Due to the different natuidl\dfinfectiousness and curability, this
cannot be done in the same manner as with tubaisulbhis is nevertheless an example
where the social aspect of sickness is acknowletiggubople working within the formal
health sector — and adherence rates increaseesula if one is to achieve the right to
health at local and individual levels, active sbamolvement of households should be

encouraged.

6.7 Why did Lionel stop taking his treatment — thre times?
This case study illustrates the complex and mufkifed nature of management of therapy

and the impact that a lack of adequate social stjgpo have:

Lionel has been “living in the streets” since hesvl® years old. His mother died when
he was seven years old. His father was drinkingegsigely, physically abusing Lionel
and his two sisters. They were poor, and the anildwere left to fend for themselves.
“My family did their best | think, under the circwtances. Now | have no family. | don’t
understand it when people talk about family. | metenk about family. | am my own

family.” Lionel has been in and out of prison sif@ was old enough to be put behind
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bars. His most recent sentence was four years famaber of break-ins, some of them
which ended in violent confrontations. He came autlate 2003, infected with
tuberculosis. He did not see a health worker iagurias ideas of masculinity in the prison

gang he was a member of prevented him from sea&rg

Lionel was diagnosed with pulmonary TB in Januad94£ He took his treatment through
the local clinic, but did not adhere to treatmemtl 30 was sent to Temba Hospital. He

protested against his institutionalisation:

| don't like to be locked up. | need freedom. Tdielynot want to let me go. | forced them.
| spoke to them loud and the lady at the gate kimatvshe had no right to stop me. | have
to listen to them, but they don'’t listen to meoldther that | was a patient and that
patients have rights too.

He walked out the gate, and discontinued his therafier a few months he felt sick and

started treatment again, but not for long:

| didn't feel like taking the treatment anymoréndd no food and my mind was going up
and down. | knew that the pills would kill me ddn’t eat food. | did not want the soup
[given to TB patients at the clinic before theyedkeir pills]. Food like that is for poor
people.

Although Lionel admitted that he considers himgelbe poor in private conversations

with me, he did not wish to publicly classify hinffses needing nutritional supplements.

Lionel now lives with his wife, whom he has knownce he was a teenager and married
two years ago, and her child in a rented one-roamrugated iron shack in an
overcrowded and muddy yard. He shares this yard svihumber of other marginalised
occupants. Next door to Lionel and Ntombekhayanisttzer corrugated iron shack, even
smaller than theirs. An old man lives there. Hesuseitches and has an infected sore in
his leg. The smell coming from his room is unbbbraThe neighbourhood is concerned
about the children’s health and wants the man $d fiospital because of his infection,
but he refuses. A young woman who works in a fastifoutlet lives in the third one-
roomed shack. The fourth shack is empty, the daaged in by the last inhabitant who
came home drunk one night without his key. Wheirsk imet Lionel, a retired couple
was living in the RDP house placed central in thedythe man was on TB treatment for

the second time. They have now moved and a motiteher six children live there. She
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has a disability grant and is, according to Liomeshoplifter. In the main house, a three-
bed roomed mud house, the landlord and his ginidrieve. None of the houses have
running water, but there is a communal tap in thedyAll the homes have access to
electricity (which is extremely dangerous sincesitllegally wired from the main house
where they pay the owner for its use), but Lioret ho money to do this. There are no

toilet facilities, and people use buckets.

In June 2005 Lionel was diagnosed with MDR TB doenvn adherenc&handi, the
volunteer responsible for him, had given up tryingget him to take treatment. Thandi
herself suffers from HIV and as her CD4 count weleWw 200 she was recently put onto
ARVs. Understandably she did not want to risk hen dealth by visiting an infectious
MDR patient. Lionel was then sent to the MDR splestidnospital, Jose Pearson in Port
Elizabeth, but ran away after four days. He told fhelidn’'t want to come to that place
[Jose Pearson]. | have been oppressed in prisomdory years...such places like these

[institutions]...it was another prison.”

| became involved in the management of his theespg last resort. Lionel was now seen
as being “lost to follow up” (see Farmer, 2005: 19&pent two weeks chatting to Lionel
about his health, his past and his dreams foruhed. Finally, he indicated to me that he
wished to speak to Sister M at the local clinic. Went to see her. He walked past the
gueue of waiting people, with a confident smile lois face. Lionel and Sister M

discussed the seriousness of the situation anchéasures to be taken.

The consultation ended with Sister M phoning tolbbon into Jose Pearson Hospital.
Now there was no way back for Lionel. He lookedn&t, scared, and said: “If you don’t

come and visit me, | will run away again.”

| visited Lionel once at Jose Pearson, but oneirgdrfound him waiting for me outside
my local supermarket. He claimed he had been wglkround town the whole day,
hoping to find me. He had been at the hospitatvi@ months but had not been given the
promised weekend off, so he ran away. He had baaing for me in the hope that |
would advise him what to do as he now wished tdinae his therapy again.
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We agreed that he would go back to Jose Pearsopitblosn the Monday morning and
that | would phone the hospital to explain theaittn. When | phoned the hospital, the
nurse told me that he was already back and hadvegtéis treatment that morning. It
seemed that Lionel had finally taken responsibftityhis health.

Why did Lionel not adhere to recommended therapg? edperienced severe social
deprivation from a young age with the death ofrhiher and his abandonment by his
alcoholic father, plus he was a victim of the bmradtructural inequalities of the

apartheid system. Beyond resorting to crime hereaar been given the opportunity to
explore his potential or to develop confidence imgelf. In a study of disease and
cultural context in a urban area in ConnecticutAUSinger and co-authors found that
living in broken and impoverished homes, experiegcdomestic violence, having

limited exposure to positive role models, as wsllhaving limited expectations for the
future put them at risk for sexually transmittededises (2006: 2010). Although sexually
transmitted diseases and tuberculosis are spréfadedtly, they are both social diseases
common in impoverished communities. These sameraetre persistent in structurally
impoverished communities and are all present iméls life, putting him at risk for

social diseases such as tuberculosis. Poverty aak iamily relations led Lionel to

criminal activities resulting in his imprisonmemius increasing his vulnerability to the

tuberculosis pathogen.

Lionel says that he did not adhere to the recomeeiderapy because “there is poverty
and hunger. | was suffering. You have to eat befpoe take your medication.”
Ironically, by not taking the medication on an empty stomach Lioned yust following
doctor’s order. He tried to explain this to clirstaff, but with the growing HIV/TB
syndemic, the work load in the clinic is increasmgidly and practitioners do not have
time to listen to patients, nor can they do muclalteviate the poverty that leads to
hunger.

After four months at Jose Pearson, Lionel was @diggdd and began taking his treatment
as an out-patient at his local clinic. He now hapecial relationship with Sister M — she
calls him her “chum”, and has become a central paitis therapy managing group.

Lionel keenly understands the value of social suppand says that “sometimes people
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surprise you if you give them a chance”. Even clstaff, he says, give him support, trust
and encouragement. They used him as a motivatspealker at World TB Day in March
2005, in turn motivating him. “I have found a pusponow: | want to speak to others
[about TB].”

6.8 Therapy management and the nuclear family.

Janzen found that in rural lower Zaire spouses plaelatively insignificant role in
therapy managing groups, but with the absence @hdar kin networks in the urban
areas they are important. In urban areas, nondanptay a significant role in therapy
management (Janzen, 1978: 130 & 150). Howeveryaih&@nstown, non-kin do not play
a significant role in therapy management. If trek gierson is married, the spouse is the
main and often only social support component irapg management outside of the

clinic environment. The extended family plays aipegral role.

Besides the medical practitioners that treat Endy two people are beneficial to him in
his therapy managing group: Zoliswa, his wife, amel The potential members of Eric’'s
TMG are looking to him for support rather than titeer way around. When Eric first
started receiving a disability grant for his afilon his relatives put great demands on
him to share the money with them, which he did. Nwvis earning a salary, and they

expect him to continue with the financial support.

Eric and Zoliswa would like to divulge his conditivith his employer, which may make
the management of his condition easier to cope waiith potentially increase his social
capital. They are nervous to do this however afBc’'s past bad experience with a
previous employer where his HIV status caused loifo$e his job after his doctor told
his employer, who then accused Eric of stealinghfguests at the hotel he worked at. He
is also afraid of being stigmatised in the workplaEric’'s own family is not involved
with helping him manage his condition and Eric ma$ told them that he has HIV.
Understandably Eric is worried that he may not lble &0 manage his HIV infection and

therapy should his condition worsen in this streadty weak therapy managing group.

Zoliswa gives this vulnerable TMG a unique strengtbt one decision is made without

her. Often, Eric and Zoliswa discuss issues bafmsing them together with me and then
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making a decision. Eric says: “My wife is like abyawhen she says something, | have
to listen to her. | don’t have friends. My one frie that is my wife.” When Eric first
started feeling sick in August 2003, Zoliswa sugeeshey both go for an HIV test. She
had no sexual relations apart from with Eric andwkrthat if he tested positive, he had
been unfaithful — and both she and their son Lueald/ be at risk. Despite her strength,
loyalty and support, also in dealing with Eric’didelity, Zoliswa does not have the
confidence or ability to challenge the structutbrs limiting Eric’s lack of ability to

manage his illness adequately.

With regards to both social and financial capithérapy management based only on the
spouse and practitioners can be vulnerable andxibfe. Patients with weak therapy
managing groups ideally need to extend their eataratworks beyond that of their kin,
however this may increase their vulnerability tmrsia. Despite these constraints sick
people are not passive sufferers, lolat exert agency within the limits of structural

constraints.

6.8.1 Characteristics and examples of weak TMGs.

Social networks impact on sicknelssforeit breaks out, and also continuaer cure.
Weak therapy managing groups are generally smais uhat are dependent on few
financial and social resources. With increasing@ueses, social confidence and potential
for increasing networks grow. Beyond the examplesigiabove on Eric’s weak TMG,
the following cases provide examples of weak thgrapnaging groups. The first case is
weak mainly due to its limited size whereas theetas weak due to the group’s denial of

sickness and fear of stigmatising attitudes.

Ronnie: Ronnie started off his TB treatment under the Dsy3tem at the Raglan Road
Clinic. When it became too far for him to walk teetclinic, he became an out-patient at
Temba Hospital. His condition deteriorated furthad the nurses offered him a place at
the hospital. He declined the offer as he did nabhwto leave his house empty and his
dog, his only companion, with strangers. He kepking to get his treatment, every day

a little weaker than the day before.
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Ronnie’s TMG consisted of himself, the practitich@nd me, and he felt isolated and
alone. He told me it was difficult to remedy thituation: “Who will | talk to? People
will think that | am mad if | walk up to them andag talking to them about my
diseases!” Eventually he became too weak to watkéohospital and he was fetched by
an ambulance and taken to Temba where he stayetivéomonths before he passed
away. His exhaustion and delay in hospitalisati@s & product of limited social capital

in managing his sickness. He died aléhe.

Thando: Thando’s declining health is tragic evidence @& thsastrous way in which the

dual syndemic of HIV and TB is playing itself out the ground. Thando started feeling
tired and was losing his appetite in early 2005. Bwe, his health had deteriorated
further and he was taken by ambulance to Settlbeyavhe was diagnosed with TB. He

was immediately admitted to Temba where he stdniedB treatment.

I was very sick. | did not know what was goinglomas saying things and thinking about
my father. | wanted to go and see his grave. At fatfter telling his family that he had

TB] they did not want to shake my hand. When | tiodan that my TB is under control,
then they did shake my hand. Sometimes | can aethdy are afraid of getting TB. They
can see that it is serious.

After two months at Temba Hospital Thando’s hebdld improved and he started taking
his treatment at the local clinic. He found Temldepressing place in which to get well;
it was a place of death: “People die here! It i$ mce to look at. Every week, often
twice, there are people dying. My mother was af@idosing me.” Apart from the
visibility of deaths from, when occurring on its ewa curable disease, this quote
highlights two important aspects related to poveatd marginalisation: Firstly, that
despite Thando’s perception that his mother waadasf losing him, she did not come
and visit him. Even when he was discharged, shendidsupport him, but isolated him
further. Thando was told to move away from the main houselwis always lively and
full of visitors, to an empty family house and HBscome increasingly isolated from his
family. The will or desire to help in managing iy can be less than the ability to do
so. Secondly, Thando was admitted as an in-patefiemba Hospital. Wealthier people

can afford private care and avoid hospitalisatiime structural violence that plays itself

“ While in hospital, Ronnie gave his house key former lover so that she could look after his dog.
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out even at the family level means Thando hasdidhébility to choose how and where to

take his treatment.

Thando was cured of tuberculosis over Christma$20®&o months later, | expected to
see a vibrant, healthy young man, but when | weridit him he looked sicker than ever.

My field diary from that day reads:

A young woman, Thando’s cousin, is sweeping thar.flshe is not even 20, still at
school, and has moved in to look after Thando.|8bles up at me and smiles when she
sees me standing in the doorway. We have met @foeebl ask if Thando is at home. |
was driving past and just wanted to remind him thain taking him out for lunch later
today. She goes into the bedroom and tells Thamato tam here to see him. | hear them
speak in Xhosa. Her voice is soft, as if she wikintato an old man, but Thando is only
25. She signals that | can go into the bedroom.

I hold the curtain separating the rooms to the sishel see him sitting on the bed. He
looks small, barely there, as he sits on the biglenap bed with a plastic wash basin at
his feet. His hair is as soft and thin as a newbloaby’s hair. The skin on his thighs is
grey, nearly see-through. | can see his bones tittdhe grey skin. There is not much
else left of him. He looks at me and says: “I think time now. | will go to the clinic.” |
look at him, trying hard to keep my tears backm eelieved at his decision, but also
angry, not at him, but at a society that allows floese things to happen. The fact that |
am in his bedroom while he is half naked...What &orhim? Why am | in his bedroom?
Does he trust me at last? Or is he just too weakto® He has moved away from the
family. His mother does not want him at home. Omycousin is with him. He looks at
me, nods, and says again that “now it is time”. Iikes outside of the world. His ears are
weakened and he can’t hear or speak properly. Heparate now.

It is still unclear what Thando was waiting for bef it would be “the right time” to seek
help for his HIV infection. At the time of writinge is in hospital, unable to speak more
than a few words, to hear or to eat by himseleéms like Thando is experiencing a
form of social death where his family has moved hiwvay from their normal context of

mutual support (see Niehaus, unpublished paper).

Thando had a weak support network, and was nexwueaged to seek help for any of
his symptoms. Despite this lack of support he wenthe clinic every day for four
months, taking TB medication and had his littleegrdoook ticked by health workers.
Even so, he was never offered ARVs. Staff at higllelinic know that Thando is HIV
positive. Before this, Temba staff knew of his atiod. However, as is often the case,
there are simply not enough human resources irtlthe to go through the process of

getting ARVs for all who are in need of them. Thexeeither sufficient staff nor space
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in the clinic to counsel people confidentially.tins case, patient negligence is more due
to lack of resources at clinic level than anytheige. While one infection is treated, the
other is allowed to develop further. As a resutie tsick get sicker. Thando’'s case
illustrates the vicious cycle that surrounds thegademic interactions between the two

diseases and the lack of capacity and resouradsaionvith both.

6.9 Fluidity in therapy managing groups.

The composition of TMGs is not static but changesrdime. When Lionel was first
sick, he felt alone as his wife lived elsewhere.ditenot feel that he got enough support
or encouragement from the various practitionerseheountered during the treatment
process, first at the clinic, then at Temba andllgnat Jose Pearson. Consequently, he
was not motivated to take his treatment.

| became involved in Lionel’'s therapy managemetdrahe clinic personnel had given
up on him. However it was when Ntombekhaya movedkb@® live with him that

Lionel’'s drive to get well increased. With his iresed desire to get well the clinic
personnel were then prepared to motivate him te thk treatment. When Lionel was
sent to Jose Pearson MDR TB Hospital, Ntombekhags wumable to encourage him by
phoning or visiting due to financial difficultieAs he was no longer the responsibility of
Sister M, and the nurses at Jose Pearson did eadspuch time with the patients, his
motivation began to wane. Although | visited him ntldy and his fellow patients

encouraged him to get well, he was still unhappyg absconded from the hospital
because it reminded him of prison. When Lionel vedsrred back to the clinic, Sister M
and Ntombekhaya again became his main motivatare,, lhore than two years after his

first TB diagnosis, Lionel still struggles to fimdotivation to complete therapy.

(Clinic nurses) Wife Fellow patients Wife
SisM lda Sis K
lda (Hospital nurses) (Ida)

Figure 5.1:Changes of support over time in Lionel's therapynagement. Brackets

indicate where the support by the member/s wasivels weak.
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When Lionel’'s therapy managing group was at its lles@a(the first box) he did not
adhere to treatment. In the two following phases TWMGs were relatively strong and
Lionel was motivated to take treatment. Now, in fimal phase of his treatment, his
therapy management group has again decreased andl Istruggles to find motivation

to continue his treatment.

TMGs fluctuate according to changing social andaricial needs of the patient,
institutional and geographical movement, shiftiaghfly circumstances and structures of

inequality impacting on the sick person’s abilibyadhere to recommended therapy.

6.10 Treatment.

All informants in this study reported that the neadion made them feel better. Some
said that they felt better after only a few dayfeveas for others it took months. The
importance of taking the treatment is well undesdtby the patients, even among those
who periodically lose motivation to do so. Theipknations for their efficacy were not

necessarily based on biomedical understandings.

Moses explained that he knew the pills were worldaadhe could feel them move around
in his stomach. Lionel understands that he mu# th& pills to get well, but despite this

he often defaulted because of the problems causad madequate diet:

The first time | didn’t eat my medication propeiriythe right way. Sometimes | did not go
to fetch my medicine, there is poverty and hunigegs suffering. You have to eat [food]
before you eat your medication... [but] | am justrgpion eating it [the treatment],
because there is no other way. If you want to e, have no choice.

Like Lionel, people sometimes fe#bo sick to take the pills. Where people are
undernourished or just plain hungry, which is comnmo Grahamstown, the strength of
pills can make the patient feel nauseous and iserean adherence. The medication is
highly toxic and includes unpleasant side-effeatshsas nausea and dizziness. Other
patients have reported that they feel a tinglingsagon in their body and mental and

physical exhaustion.
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6.10.1 Use of traditional healers.

South Africans negotiate their sickness and heaitirgypluralistic medical system. Often
different therapies are complimentary rather thanflccting, although there is potential
for harmful drug interactions between traditionatlabiomedical remedies and between
different biomedical treatment8.As soon as TB patients are given biomedical therap
for their sickness, clinic personnel require tHayt discontinue traditional remedies to

prevent potentially harmful interactions.

Sharing common explanatory models limits conflioter therapeutic choices. Among
the therapy managing groups in this study, theqgeaged to be a general consensus
regarding symptoms, causes and treatment of disdéaséng conflicts throughout
management of sickness. This consensus may befisigleas they are mostly exposed
to the biomedical paradigm during the treatmenicess and are more likely to recite
what they have been told by the biomedical perdofie conflicts that were observed
in the therapy managing groups appeared to have besnly related to financial

insecurity.

Auer et al. report that in Manila, Philippines people with Tgptoms “shop around”
for a diagnosis before beginning treatment (20@8)6Ndeti reports from Kenya that
people often see traditional healers before anthgufB treatment (1972: 399). Some
informants in this study admitted that they alsmsudt traditional healers, but none
admitted to me that they did so for tuberculoSisis may have to do with the fact that
tuberculosis treatment in the clinic is free, wiasréhe patient would have to pay for
therapy through a traditional healer. Some tradéidealers in the area have experienced
patients consulting them for TB-like symptoms, baote they diagnosed the patients with

tuberculosis, they referred the patients to theicf?

The use of traditional medicine is common in malaces in South Africa, particularly in
rural areas lacking modern health care facilitiedwards, 1986: 1273; Cocks & Dold,

2 As little research is done on this, the ARV prognae has adopted a precautionary approach not
allowing any patients to take dual treatments. &herscientific proof that garlic and “African pti& can
counteract the effect of the ARMsttp://www.essentialdrugs.org/indices/archive/205G5g00001.php
(accessed 24.10.06). In particularly weak patights,side effects from both TB and ARV medicatiam c
produce powerful side-effects impacting on the agihee rates.

3 This is evident from the focus group with tradito healers.
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2000; Dold & Cocks, 2000). In this study, traditbrhealers were often consulted for
ritual purposes, some of which could be TB relatetj for general medicines for the
strengthening of the immune system and for combdteak blood”™- also important in
order to deal with TB and HIV. The knowledge of thecessity for biomedical drugs in
order to cure TB appears widespread and as a teatlitional healers are not extensively
used to manage TB. Traditional healers confirm thigheir focus group interviews
where they claim that they can not cure tubercsal|dsut only “blood vomit” caused by
theimpundulu(see chapter 5, section 5.3.5).

Moses says that TB is different from other cultgpecific ‘African’ diseasesukufa
kwabanty and that a traditional healer cannot cure it.fdaot you will get worse if you
use traditional medicine,” he adds. This may alsonfluenced by the information given
at Masonwabe Clinic. As some traditional remedigsract with the ARVs, people are
not admitted onto the programme unless they arasmied on these interactions and
agree not to use any sort of traditional therapie#e taking ARVs. TB patients are told
the same at the clinic, but they are not denied thi&apy if they take traditional
medicines. Ronnie did not tell the nurses at Tethb& he used traditional medicine in

the weekends as he only received TB treatment @k days.

Lawrence believes in witchcraft, and uses trad#iomedicine to cure his depression
which was a result of witchcraft rooted in jealouklys wife Eugenia and three-year old
daughter are undergoing TB treatment at Joza CliBimgyenia is HIV positive, but
Lawrence and the child are negative. Lawrence plishgs holistic notion of illness into
the physical and spiritual components and claimas lile sees TB as “scientific”, needing
to be treated with medicine in the clinic. Howewbrs does not mean that he always sees
physical affliction as separate from the underlysmritual causes of the disease. In
addition to taking traditional medicine for his degsion, he is also taking biomedical
antidepressants. The biomedical treatment merdbndd to the physical pathology
resulting from a more spiritually determined aet@yl, the latter requiring its own culture

based therapy.

Lawrence does not know about asgngomagtraditional healers) who can cure HIV or

TB and does not know of any people who see theorder to cure these conditions as
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people know that these need medicine from thecclitBangomas,” he continues, “can
only help you with things like witchcraft and wimg the lotto, not diseases you can see
in the lab.”

The majority of those who do “shop around” afterrshg recommended biomedical TB
treatment are non adherent patients, wanting taway from nurses who blame them for
not adhering to the treatment. However, these miativill usually negotiate therapy
between different clinics rather than between tradal and biomedical healers.

6.11 Management of illness and disease, even affé cure.

Throughout the course of treatment, health workiels patients to change their
behaviour. Nozithembiso was told not to be in thms room as someone smoking and
not to eat spicy food or drink cold, fizzy drinksndelwa has taken out the carpet of their
house, as it collected too much dust; howeverabably increases the cold. All adults
are told to stop smoking and drinking, and everymsn®ld that they need to improve
their nutritional intake. Unfortunately these beloaval restrictions and prescriptions are
not only superficial but are often unattainablecfsas improving their diet). Far more

fundamental changes need to be made in orderytdstdthy.

Lindelwa does not have a job. She has tried to foree for many vyears, but
unemployment in Grahamstown and the Eastern Capeniée is endemic. The only
income Lindelwa has access to is linked to herdcéii: Nozithembiso’s disability grant
is R780 per month and Kuhle’s child grant is R180 month. They do not own a house
nor do they have access to a family house due dbtifig in the family over
Nozithembiso’s grant. Lindelwa is dependent ondhiddren’s grants and other people’s
kindness to survive. This instability makes thenmetable. In the first year | knew them
they moved four times. For Nozithembiso, who ischronic medication and needs to see
health workers regularly, this instability can bge Ithreatening. Both Lindelwa and
Nozithembiso know what is needed in their livedds Nozithembiso to stay healthy.

Providing this is more difficult.

Taking medication for an extensive period can hestfating, especially when the

diagnosis changes or is not properly understooehaasthe case with Lionel and Moses.
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During one of his most frustrating periods at JBsarson Hospital Lionel could only
hope for a better future and said: “I have nothihgave lost everything. I want my
freedom. | can do anything...but when you have nedom...but now | understand why
| have to be here. But | need to move on, createeiung for me, with my life.” Lionel

has dreams of starting a church, but with littleueation and limited employment

experience, he has little basis from which to tagles and to invest.

Moses says that he wants to get a job when heesdugh to work, but he does not want
to work as a security guard again as that is whergot cold and wet feet, what he thinks
resulted in his tuberculosis. He lost his job beeaof HIV-related tuberculosis and was
not given the Unemployment Insurance Fund (UIF) eyohe was owed. He has a
disability grant, but this is only a temporary ma&as Moses hopes that he will be able to
work again, but with endemic unemployment, the clkarare that a person with HIV and

years “lost” due to MDR TB will never get a secjobk again.

Initially, 1 was hoping to find out in what way tekctulosis was a life changing
experience for those suffering with it. In mostesgst is thecombinationof TB and HIV

which has the most life changing impact. As Packd@@b0) shows, tuberculosis is a
fairly common occurrence in this region. The chantee people’s lives occur mainly
through co-infection with HIV. This is precipitatddrgely by poor socio-economic

conditions that are both the product of and resuhlicreased poverty and insecurity.

Social and medical factors are mutually linkedha HIV/TB syndemic. Moses lost his
employment due to tuberculosis, as did Margaretp wbw depends on an old age
pension and feels “useless” as a result. EricH@sjob due to HIV. Nozithembiso had to
adapt to a new place and make new friends aftecdrB; Nomhle gave up beer selling
and moved in with her sister, increasing her depeagl Thando was reinfected with
tuberculosis shortly after he was cured. Apart frislargaret, all these individuals are
infected with HIV. Even after ‘cure’, the sufferand his/her TMG have to continuously
negotiate their precarious social and medical mrstwith practitioners, social workers
and officials who control social grants. Stress amgkbcurity increase, making them
vulnerable to relapse and damaging their healtthéur Richard Wilkinson points out
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that it is directly damaging to health not to haaatrol over one’s work or one’s life.

This, he continues, has more to do with social themral limitations (2005: 241).

In contrast to John Janzen’s study in lower Zalrt®78) where therapy management
networks were strong and extensive, usually regyit the resolution of the sick role of

afflicted individuals, this study has revealed thaiak and fragmented TMGs caused by
broader structural forces prolong the sick role andke successful recovery more
difficult to attain. As argued throughout, stru@sirof inequality impact on every aspect
of sickness and health, and it is essential thttrapological theory and practice make

this an integral aspect of their analysis.

In the focus group interviews with (TB negative)noounity members it was often
mentioned that people who have completed TB tre@itisued are cured are respected and
considered strong people acting as good examplehetocommunity at large. One
participant said that she saw a cured person agréag person because she was able to
endure the pains”, whereas another termed a censomp as a hero.

Strong therapy managing groups can limit stigmaiaockase the confidence of the sick.
A Joza patient was told by his employer that heukhonly return to work after he had
finished the entire course of treatment. The pateld a CHW about this instruction and
she promptly went to speak to the employer. Assalt®f her intervention the TB patient
was allowed to return to work. The importance ofakimg social of disease” and of
ensuring both medical treatment and social empoeetins apparent. A physical cure in
itself is often not enough to remain healthy. Thaity to sustain oneself after successful

treatment is an important aspect of therapy managem

6.12 The syndemic.

As explored in chapter 2, section 2.12, and shdwwoughout this thesis, the concept of a
syndemic is useful to understand how structuratohnical and socio-economic realities
interact to give rise to certain diseases and huoegd create new medical and social
problems and challenges (Singgral, 2006: 2011). Strong therapy managing groups are
best equipped to deal with both the social and batical challenges that contribute to the
HIV/TB syndemic. The TB/HIV syndemic has now perteg many people’s

145



perceptions in South Africa, since the two areeasingly found together. A number of
TB patients report that they are now judged neghtj\since people believe that if they
have TB they must also have HIV, a highly stignetislisease in South Africa. Patrick
notes that: “If you look sick, people don’t wantttmuch you or sit next to you and you
have less support.” For the general populationkifap healthy means that you are
healthy. Sick people are perceived to have HIVlteg) in increased stigma and delays

in health seeking, including those only sufferingnfi TB.

Thando observed that the TB/HIV association cadsésys in health seeking behaviour.
Ironically, this was also the case when Thando bilmgas reinfected with tuberculosis.
Before he had TB, he did not know of anyone with disease “because these people are
hiding, even with TB. | think it is because youdoa lot of weight. In the township,
people think you have HIV.” This association of the diseases increases stigma, also
for those who ar@ot co-infected. | argue that measures to strengtberalscapital and
therapy managing groups can enable the sick towligalthe syndemic at both medical

and social levels.

6.13 The anthropologist’s role in illness managemeén

My involvement in illness management has been ifdfuesearch tool and beneficial to
some of the sick people | have studied. | obsethatithe weaker the therapy managing
group, the stronger the applied component of mgaieh was. Assisting those in need,
while not creating relationships of dependency wéise line to walk. Although | found
myself assisting with patients’ socio-economic peafs, | alschelped them understand
the progress of their therapy management. | wasasdked to explain the clinical results
of certain tests such as X-rays and the biomediegnosis to patients when this was not

done by the doctor.

Being available to talk to patients and show aerggt in them was a great strength to
how they responded to their condition and theirapg. Eric’s social capital was limited.
He did not talk to anyone apart from his wife anel about his life: “My friends...that is
my family, the people | trust, and also you. | tedkyou, Ida, about my problems.” Eric’s
illness management has been, and still is, compiexwould consult me on where to

move, whether to rent a house or not, what to db windiswa (his HIV positive sister-
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in-law), and which school Luvo should go to. | hdeen asked to read and check on the
finer details of his employment contract and thpgua on the house they live in. | have
also been invited to anmsebenzia traditional family council for Zoliswa’'s exteed
family, where funeral arrangements for a deceaskdive in Johannesburg were made

(Eric’s case is explored in some detail in the rafvepter, section 7.3.1 and 7.6.1).

These interactions are not mentioned merely to @sipb my personal involvement.
Rather, they are emphasised to demonstrate thertamge of social capital in helping
marginalised people cope with the demands of tihily lives. They will grasp at any
chance to enable them to exert some agency in singesghts in their lives and in

shaping their futures.

6.14 Conclusion.

Therapy management is a social process where staxigl ties and networks are more
likely to produce a healthy outcome for the sichrttweaker networks. Generally, large
therapy managing groups are more flexible and hlagegpotential to limit the impact of
stigmatising attitudes on the patient. In the lighthe pressures that illness brings people
often reexamine relations with kin (Nichter & LocRQ02: 14), health personnel and

friends.

The marginalised are excluded from macro orientetdvorks of social solidarity. The
data gathered in this research challenges noti@ishe cure of tuberculosis stops at the
biomedical cure. It is shown that therapy managérnsdependent on socio-economic
factors and embedded in a context of structurdemme. Most importantly, it has been
shown that a disease such as tuberculosis carbbastinaged through the involvement

of social support networks in the healing process.
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Chapter 7.
Social grants: a trade off between rights to healtland social security for

the structurally poor.

Throughout the world, those least likely to comaig those least able to comply...these settings
are crying out for measures to improve qualityarfe; not the quality of patients.

Paul Farmer, 1997b: 353

7.1 Introduction.

This chapter explores social grants and their impac patients’ ability to adhere to
recommended therapy. Whereas some cases explorettddeal directly with non
adherence, structural factors limiting agency @& $ick are evident. Terminologies of
compliance and adherence are discussed and gus@that although adherence is a less
judgemental term than compliance, another apprtaeilherence is needed in a context
of extreme povertyi-armer points out that although people may be ‘tampliant”, this
notion has limited use value (2005: 151). Peoplenétin a context of structural poverty
and marginalisation, making strategic and rati@malices concerning their health, and in

many cases continued illness.

A number of social scientists have looked at arehtified health beliefs as one of the
main causes of non adherence to treatment (seeiltiersy 1991; Vecchiato, 1997;

Barnhoorn & Adriaanse, 1992; Liefoogkeé al, 1995). In Grahamstown, most cases of
difficulties in adhering to therapy are a result aifmplex structural factors beyond

patients’ control.

According to clinic personnel, the “defaulter rat@ Grahamstown is approximately
25%, but due to insufficient data capturing, this figus unreliable. There is a lack of
understanding among medical personnel ashy patients don’t adhere to treatment.
This is a result of a number of factors: firstly dieal personnel are rarely privy to a
patient's day to day life, struggles and the faxttrat guide their decision-making;
secondly non adherence is regarded as a negativethéch can lead to the patients

receiving severe reprimands and harsh treatmem fte staff at the clinics, which
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makes them subsequently avoid going back. Consdgudnis difficult to evaluate

policy or practice to improve rates of adherence.

Social grants such as child grants (R180 per mordisability grants and old age
pensions (each R780 per month) are indispensabtamies for people living in abject
poverty and with little hope of finding permanenhmoyment. The South African
welfare system is built upon the idea that a pésspotential for full employment is a
given fact (Nattrass, 2005: 3), notwithstandingals, age or disability. This is far from
reality for the millions of unemployed in the copnwvho, although eligible to work, find

it difficult to secure any form of employment dueléck of opportunities or skills. Grants
are actively sought after by this large group afmployed individuals, who change their
behaviour considerably either in order to acceasitgror to be a dependant of someone
who has access to one. Sadly, although a lifelmenfany, the grants themselves have
generated ‘perverse incentives’ that impact neghtion the treatment and management

of iliness, especially HIV and TB (Nattrass, 2008).

7.1.2 Rights to accessing grants.

With the advent of democracy in South Africa a nemstitution, including the Bill of
Rights, was introduced (amended in 1996). The @&illRights guarantees all South
Africans the right to access to health care sesyisecial security and to life.

People with tuberculosis have the right to accdassmorary disability grant (DG) for the
duration of treatment. For pulmonary TB this is signths whereas it is eight months for
retreatment cases. Extra pulmonary and MDR TB tytie patient for a 12-month DG.
None of these grants are guaranteed and allocetiahtimes random. New guidelines
are in the making, but it is unclear as to whaséheill entail. Confusion and frustration

are as common among patients as they are amorntgipreas.

Dr B is employed by Makana municipality to examif& patients at the clinics and sign
grant forms. Patients have to fetch the grant fdram the Department of Social
Development and present it to the doctor duringsatiation. According to the doctor
being responsible for signing grant forms “is quatstrenuous job, because there is [so

much] poverty [and stress is increased]...”. Dr Btgigach clinic for one or two hours
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once a week and sees on average 15 patients pefdroaverage of four minutes per
patient). As was also found in a study in KhaykltsCape Town (Macgregor, 2006: 50),
most of these patients are seeking the DG. Theifnal Department of Social

Development ultimately decides whether the grapliegtion will be successful or not,

but for patients, health practitioners are the facéhis powerful decision-making body.
Legally, the applicant has the right to an answighiw three months, but this is seldom
the case, with many dying before their cases aga ewnsidered (Hardy & Richter, 2006:
90). Hence, the sick have their rights infringecbrugeven by the government which is

there to assist them.

Disability grants can also be accessed by peopiegliwith HIV. Previously, people
living with the disease were given a permanenttgrwiewed every five years or so, but
with the introduction of ARVs, people now get thmag for 6 or 12 months, and only if
their CD4 count is below 200 or if they have reatttee WHO clinical Stage Ii* After
that, they have to reapply and enclose a recent &bt with the application. The DG
will only be reallocated if the CD4 count is lesgan 200. HIV is no longer seen as a
permanently disabling disease as people now candotive lives with antiretrovirals.
Although HIV/AIDS is chronic, ARVs increase the j@at of which the sick are able to
work. Unfortunately, they are severely weakened strained employment market.

The definition of “disabled” is contesteldl health is defined as “the ability to work”, &s

is in biomedical practice (Waitzkin, 1989: 222)ithto be disabled means to be unable to
work. For the Department of Social Development, drent is compensation for people
who are disabled, i.e. medically or physically umdr work. The Social Assistance Act
of 1992 (amended in 2001) defines a disabled pessosomeone “who has attained the
prescribed age [18] and is, owing to his or hersptaf or mental disability, unfit to
obtain virtue of any service, employment or proi@sshe needs needed to enable him or
her to provide for his or her maintenance.” As sutg the grant lapses when the patient

is able to work again. The poor and sick have &t and perhaps more nuanced

4 A CD4 count of 200 is also the upper limit for igiadmitted onto antiretrovirals. Before that, deape
generally healthy enough to manage their infectimough good nutrition. For the poor, this is diffit to
achieve. The WHO Stage Il is characterised by mbyer of chronic persistent symptoms such as chronic
diarrhea, oral thrush, fever, weight loss and, blgtapulmonary tuberculosis within the previous yea
(Hardy & Richter, 2006: 94.).
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perspective on the disability grant. For the maatiged, the grant is seen as a means to
alleviate poverty in communities with endemic unégment. The disability grant is
seen as compensation for being poor and sick,andiding unable for work. People are
disabled through structures of violence.

7.1.3 Defaulting, compliance or adherence?

Esther Sumartojo argues for the use of adherenicerrdnan compliance as the latter “has
the unfortunate connotation that the patient isildoand subservient to the provider”
whereas the former “reflects the active role of thatient in self-management of
treatment and the importance of cooperation betyaéent and provider” (1993: 1311).
For Donovan and Blake to comply is “to obey, subméfer or accede to instructions”
(1992: 507) whereas Trostle describes compliangeagsof an ideology “based on the
proper relationship between physicians and theemtd” (1988: 1303). Ideologies, he
adds, “help to transform power (potential influenceo authority (legitimate control)”
(ibid.: 1300).

Paul Farmer emphasises that the notion of comm@ianplies that we are all equally able
to comply (1997b). Within the constraints of stural violence this is not the case.
Changing our terminology, Jessica Ogden arguesstep in the right direction, but can
only solve part of the problem. “More fundamentdlishe argues, “what is needed is a
shift away from the reductionist tendencies in beolicine” (1999: 230). Practitioners’

attitudes to the sick are expressed through thrce of terminology. Thus advocating
for a change in terminology is to advocate for ange in clinic practice, where the
patient is not blamed for ‘irrational’ behaviourdged as ‘wrong’ by clinic personnel.

Through a change of terminology barriers to care lma deconstructed (see Donovan &
Blake, 1992; Ogden, 1999; Sumartojo, 1993; Trod®88).

Donovan and Blake argue that non compliance issuei for the practitioner more than
for the patient. The patient is concerned aboutsieeosts and constraints in their lives.
This is missing from much of the compliance litarat(1992: 507-8). Nevertheless, they
conclude their paper by focusing on clinic intei@ts, saying that “the key to improving

rates of compliance...is the development of actiwepgerative relationships between
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patients and doctorsikd.: 512). Problems related to non adherence hawe teolved

outsideof the clinic more than within the confines of timic.

7.2 Adherence in South African as caused by “cultw”.

A study of patients’ beliefs in Limpopo Province $outh Africa found that the cultural
and socialcontext of the patient influenced adherence totrmeat. Tuberculosis was
believed to comabout through breaking sexual taboo. Resultingadisecould only be
cured bytraditional healers. The same study found thatepgi had difficulties in
accessing clinic care and once they were attendedhdalth worker attitudes were,
according to the authors, unacceptable (Edgietal, 2002: 1075). The study shows the
relevance of cultural beliefs to health seekingawsbur, but regards cultural belieés
separate from the problems encountered within lihee @nvironmentThe authors fail to
draw a connection between theported negative experiences in the clinic envirent
with patients’ alternative healtbeeking strategies. In addition, they fail to dest the

clinic too is a cultural space, not neutral asfisrothought.

Care must be taken not to explain the causes obdberence, late case presentation, or
sickness itself, exclusively as a result of “cudfuor “cultural belief” (Farmer, 1997b:
352).There is a complex mix of factors that may lead amd among these are the issues
surrounding what Nattrass terms the “perverse imeest of disability grants (2005: 14).

7.3 Perverse incentives and trade offs.

Throughout South Africa’s history, structural viote has impacted on people’s ability to
make healthy choices. Recently, it has been regdinit trade in TB positive sputum has
been flourishing in the Eastern Cape as a way éople to access grants. It is alleged
that in the Transkei, people are selling TB infdcsputum so that buyers can access a
disability grant, taking the infected sputum rathi@n their own sample to the clinic for
testing (Sigoko, 2005: 1). The sick remain sickbtable to produce and sell positive
sputum, while others are put at risk through theutation of TB infected sputum.

Sputum buyers are strategically abusing the systeamcess a monthly income of R780.

The perverse incentives (Nattrass, 2005) to rersautum positive both to be able to sell

sputum and to qualify for one’s own disability grgamevent impoverished people from
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getting well. Spokesperson in the Provincial Daparit of Health Sizwe Kuphelo says
that “people must stop acting out of ignorance pating other villagers at risk in the
process” (Siqoko, 2005: 1). This trade is driverpbyerty and/or possibly greed, but not
ignorance. Sputum buyers and sellers are makingnedtchoices in a context of extreme
poverty. Another aspect enabling this trade to falleee is the extreme workload in the
clinics. According to the practical guidelines fdine South African tuberculosis
programme, nursing staff are to collect sputum dagip or outside the clinicand not
send patients home with bottles to bring back &stihg once the sputum has been
expectorated (Department of Health, 2000: 13).f&th&ll the clinics in Grahamstown
send bottles home with patients for themselvesheir tfamily to produce a sputum
sample to be brought back to the clinic the follogvday. Their work load is simply too
big for them to follow the national guidelines. $tof course means that abuse of the

system such as sputum selling can easily occur.

For people living with tuberculosis and HIV, impexahealth brings the risk of losing the
disability grant which is often a main householdame. For the person with a disability
grant, the “perverse incentive” to remain sickusttier increased as the grant is used to
benefit entire households. All recipients of disipigrants spent money on food. This
was also found in a study by the AIDS Law Projent Hardy & Richter, 2006: 88).
Today'’s criteria to access disability grants foncarginalised sick to choose between the
right to health and the right to social securitpthb guaranteed in the Bill of Rights
(Macgregor, 2006: 44).

From a Pietermaritzburg hospital in KwaZulu Natdias been reported that some nurses
are alleged to sell patients’ HIV positive blooduks (CD4 count) to HIV negative
people so that they can access disability granEar the actual patient, the process to
access health care has to start all over agairsirgauvorsening health as a result of
further delays. Perverse incentives are the realitp for overworked and underpaid

nurses.

> Penny Bernard, pers. comm., 12.10.06.
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7.3.1 Disability grants and household composition.

Disability grants are a source of relative finah@gbility. It has been found that the
disability grant supports economic growth, enab$Esne income distribution and
increases the level of education (Hardy & Rich2806: 85). Grants enable receivers to
exert some agency and increase social and geogehphobility. Geographical mobility
is sometimes used to get away from increasing @iadudemands from relatives wanting
access to the grant. Disability grants also hawe dffect of changing household
compositions and therapy managing groups. Eric,nRomand Nozithembiso all had
family pressures and expectations to meet wheantecto the matter of their disability

grants:

Eric: When Eric was discharged from Temba, his girlfricdaliswa and he wished to
move away from Zoliswa’s family. Eric had been a#lted a six-month disability grant.
With no income herself, Aya (Zoliswa’s sister) wasrried about her financial future
and wanted Eric and Zoliswa to move to a houseecltzsher. Whereas the DG led Eric
to wanting to split away from the household to @&demands on his grant, Aya wished

to keep Eric close by to access it.

Family expectations and pressures to share resoareewidespread in Africa. In John
Janzen’s study in lower Zaire, a person working afinic dispensary was expected to
pay for kin visiting the dispensary. Eventuallyetlktress of not being able to meet
obligations made him sick and he wanted to movegdbaway from the demanding
relatives (Janzen, 1978: 93-94). Likewise Ericerafte “won the lotto” as he himself
says'® was expected to support Zoliswa’s sisters, andetoee decided to move to
Bathurst, a village some sixty kilometres awaynically, Eric still does support Aya
with his grant, instead of it being the other waguamd as one would expect in therapy

management.

Fundiswa, Zoliswa’s other sister, also moved tohBedt. She has HIV and wanted my
help to access ARVs. | arranged a meeting for hén w nurse at her local clinic in

Grahamstown, but Fundiswa did not go to her appwnt. It was not in her interests,

“® The expression is also noted by a journalist dtezevin the Eastern Cape (Nattrass, 2005: 15).
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financially, to be treated with ARVs. She had nowved in with her boyfriend’s family,

and was spending the grant in their household witbsclosing her status to them.

For Eric and Zoliswa, who saw themselves as parFuwidiswa’s therapy managing
group, the problem was not that she was back wethboyfriend, but that she was in
denial of her disease. In fact, it may be thatwhs not in denial, but did not want to lose
her grant by getting well. According to Zoliswa,réliswa’s boyfriend would send her
back to them to manage her sickness. They argusdinibtead Fundiswa should be
spending the money on her mother and sisters Agavéendy. “Fundiswa,” Eric said,
“should feel responsible for her family. The way spends her grant [on her boyfriend’s
family], that is total wrong. Me, | still supporty&.” The grant, in Eric’s view, belongs to
Fundiswa'’s family, not to her, and should be sharethe basis of need among people in

the family network.

Ronnie: The disability grant gave Ronnie some company leefoe passed away.
Although his ex wife came to see him only to acdassgrant, he was grateful for the
visits. She left him for a man with a disabilityagt in 2001, but now told Ronnie that she
missed him. Ronnie, unemployed, was realistic ab@iwife’s fickleness and said that
the grant was the reason she left him for this mislwney does things to people. Now
when | am getting a grant, my wife is interestedna, but it is too late now, she has
made her choice.” He nevertheless would give harapposometimes R 100, so that she

could buy “something”, which he ruefully hoped wext alcohol.

Nozithembiso: Lindelwa, Nozithembiso and Kuhle live off the chidd’s grants,
constituting a monthly income of R 960When Nozithembiso qualified for a DG as a
result of her TBher aunt Nosipho, Lindelwa’s older sister, wantexzithembiso to stay
with her. Meanwhile, Lindelwa had been looking aft&ozithembiso since
Nozithembiso’'s mother died ten years previously aags that Nosipho is after the
money. Lindelwa, Kuhle and Nozithembiso have béand “rent free” in a one-roomed
shack in Nosipho’s yard, but the extended famiynly in the three-bedroomed main

house have continuously demanded favours and granéy from Lindelwa in return. In

" This includes Nozithembiso’s disability grant whiis R780 pr month, and Kuhle’s child grant whish i
R180 pr month.
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the end, the obligations became too much and Lival@hoved to regain control of her
life. Regardless of who are looking out for theldtgn’'s best interests, it is clear that
social grants play a crucial role in the conflictstfamily is experiencing. This conflict

split the family and Nozithembiso’s therapy managgnoup.

7.3.2 The grant as essential household income.

Nattrass estimates that by 2010, 1.1 million S@\iticans will receive a disability grant
at the cost of R 9.3 billion in 2002 prices. ThisulM necessitate an increase in the
disability grant budget of 75% compared with th@2®udget (2005: 10).

Although it is unclear as to what the exact rater@émployment in Grahamstown is, it is
probably well over 50% in the previously black aradoured areas — but it could be as
high as 70%. Regardless of whether the figure is 509086, it is unacceptably high.

Radical structural approaches to dealing with piyvand unemployment are needed. In
this environment, social grants become an impaoreamd often only, source of household
income. Nattrass notes that among households igditeha with social grants, the grant
comprises 41-49% of the total income (2005: 13)Ghahamstown the grant comprises
an even higher proportion of household incomeid [Bouseholds with one or members
on the ARV programm& Many dependexclusivelyon social grants as a source of

income.

Grants are an important source of income for tiecgirally marginalised. Although
grants are temporary, people plan their lives adotlem knowing that there are few
other opportunities for an income. Five out of ¢ighthe people living with TB that |
followed in detail throughout this study (see cleapi, section 1.3.2) come from
households entirely dependent on social grantsmaestage of research. Getting a social
grant, andkeepingit, becomes an incentive concerning life or deéth.people regain
their health, they lose the grant — and in some<#®e ability to remain healthy.

Moses: Moses, who lives in a household with three disgbijrants, retains some

flexibility in therapy management even if his DGdscontinued. His sister, Daniswa,

“8 By the end of 2006, about 700 people in Makanadisivict had been admitted onto the programme. The
300 patients referred to here are people presantid meetings | attended.
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has a “permanent” grant she got before the rustil\éfpositive applicants began and the
Department of Social Development realised the ntagai of their policy on giving
people “HIV grants”. The family is not aware thata “permanent” grants are reviewed
every five years. This misunderstanding has beeorted also by Hardy & Richter

(2006: 90). Hence, seemingly stable household irsoane in reality insecure.

In 2005, Moses was allocated a 12-month temporaBy His mother, Regina, was
disappointed that the grant was temporary, as Msesperiencing serious and long
term syndemic interactions. She shook her headespair over the government’s
priorities: “If they are going to take the grantauthen they must give them [the sick]
jobs first!”” Where doctors and health care persbseesicknessas a fair criterion for a
DG, Moses’ mother segmvertyas a fair criterion and the DG as a means by wttieh

government should alleviate poverty when therdenealternative sources of income.

7.4 Short term positive impacts of the grant.

Although the process of application for the dis@épijrant increases the work load for
health workers, it has some positive implicatiangnproving the health of the sick. Less
financial stress lessens patients’ vulnerabilitptioer pathogens, increasing their general
status of health (see Wilkinson, 2005: 13). Conwekr their own lives increases
confidence and the ability to withstand social puees such as stigmatising in the
communities. In their focus group, youth claimedttbrant recipients were respected in
the community and that the ability to sustain otiea#th the grant increased social
support and inclusion in the community. MirriamJ@mba patient, confirms this: “Yes,
we do get respect from the people because thegngef look down at you just because
you are sick and can’t do things on your own.” Arestpatient, Vuyokazi, agrees: “It is
like when you receive the grant you are able to fonyourself food that’s good for the
blood as well as the pills [that] will help you neoif eating good food.” A focus group
respondent without TB emphasised that the grantidvbelp people disclose their TB,

increasing cure rates and decreasing infectios.rate
Social strategies for survival, such as negotiagrants and sickness, are produced by

inequalities in our communities. According to Wilkbn, “...psychosocial factors reflect

material life because material life is a source stfess, whether in the form of
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unhappiness, depression, insecurity, anger, oredsjgn” (2005: 62). However, this
newfound empowerment and confidence which granpiests gain is temporary, and
can only be exercised within the local impoverisibedhmunity. Poor people receiving
grants are still disadvantaged, dependent, disemmuvand unable to exert much

agency outside of their local communities. Insd@siprevail.

The extract below is from my field diary, illustirag Lionel’s joy at receiving a grant and

how he sees his new temporary wealth:

| went to see Lionel a week after he got his finenthly disability grant. He had visitors
and loud reggae music was coming from his shaakmNékhaya invited me in. Lionel's
eyes were glowing and his smile covered his fakéhalway up to his newly cut hair.
From his first grant he bought a TV, shoes for ldlihand Ntombekhaya, a cell phone for
her and things to sell in their newly opened spsizap in their home. He had bought a
stereo to attract customers with music. His comfadehas increased and he tells me that
he has seen a RDP house selling for R 8000. Heeemiing of what it would be like to
own a house: “There is life beyond TB, you cantdd feel that | have a purpose now
and that | will never die. | feel free now whenalve accepted that | have TB. And you
know that | never used to have hope. Now whené bidg money, life is easier. It is fine,
| don’t have to stress anymore.”

Two days before Lionel could go the pay point tdlem the next month’s grant, he
phoned me, apologising and asking for money, asadeno food in the house. The food
he had bought with the grant money was finished. Lkanel, life in structural poverty

continued even with access to a grant. He was {naibdé with me as to his own failings:

Silly me. | didn’t do the budget properly. | am msied to it, | did the wrong budget. If

you have never had money, you don't know how todsjieWhen | got into the shop, |

looked around and | didn’'t know what to buy. It makou confused when you are not
used to it. | bought some rice and | have neveghba packet of rice like that before, so
| did not know how long it was going to last foutBiow, now | know that secret of life in

Grahamstown: money. Money is the secret to a géedhlthis place.

7.5 Therapy itself as de-motivating.

The most serious problem hampering tuberculosértrent and control, is patients’ non-
compliance with therapy.

Menzieset al 1993: 35, cited in Farmer, 1999: 225

Non adherence to prescribed theraphampering measures to control tuberculosis. But

to blame the sick as being the source of “the nsestous problem” in controlling
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tuberculosis is both untrue and counter produdtiveolving the fundamental problems
that make tuberculosis a social disease. Existiopédical perspectives on compliance

have a narrow focus on the patient in the clinic.

Donovan and Blake critique many of the studies om@iance, as they call it, for not
taking into account how patients feel and think wbiheir illness (1992: 508). “Non
compliance may not be deviance,” they argue, “leatsoned decision-makingibid.:
512). Nonetheless, they conclude their paper bydiog on clinic interactions, arguing
that “the key to improving rates of compliance...i®e tdevelopment of active, co-
operative relationships between patients and dgttbid.). They limit the scope in
which reasoned decision-making is made and igrieedrtfluence of broader structural
forces. Other scholars argue that patient devidacaot the leading cause of non
adherence. Substance abuse, unemployment or loemaclack of social support,
homelessness and dissatisfaction with clinic persbare all impacting on patients’
ability to adhere to treatment (Hopewetlal, 1988, in Sumartojo, 1993: 1312).

The drugs themselves are decreasing patient miotivet complete therapy as they have
unpleasant side effects, including nausea, headaahe tingling in the body, and these
effectively disable the patient. When experiencange effects it is difficult to remain

motivated to take treatment, particularly after pyoms have stopped. Generally, the
poor experience strong side effects as they hagenetritional strength to counteract the

harmful effects.

Lionel, who is on MDR treatment, felt so nauseond dizzy that he could not walk
straight after taking medication. After taking higatment in the clinic, he had to lie
down for an hour before going for a walk. By thedihe felt that he had counteracted the
daily side effects, it was past lunchtime. When borad with antiretrovirals side effects
are further increased. Hence the medication iths#fbles one.

Although the actual swallowing of the medicine isia, walking to the clinic, and

waiting before returning home can take hours. Bvean DOTing with a CHW at home,
patients have to wait for the CHW to come to tiheuse with the medication. With a six-
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month duration of therapy for pulmonary tubercudpdhis has a major impact on

peoples’ lives and their ability to adhere to tipgra

A new and improved therapy for pulmonary tuberaslas in the pipeline, halving the
duration of treatment. It is hoped that this wifigact positively on adherence rates by
lessening the inconvenience and negative impacthenpatient medically and socio-
economically. In the focus group at Temba, oneepatresponded that: “We would be
very happy because we spend most of the time mefevaen we go home perhaps a lot
of our belongings will have been damaged [by petpéaking into the empty house].”
Another patient argued that case finding wouldease, as people would be more willing
to present themselves at the clinic if they knew tleatment is not so onerous on one’s
time, resources and energy. It was also thought dadaerence would be positively
affected by this new therapy: “People get boreda&ing the pills for a long time and
they end up pretending to have eaten them while [detually] spit them out.”

In the focus group interviews with people who dat have tuberculosis, responses to the
possibility of shortening the length of therapy weositive, although embedded in

stigmatising attitudes:

It would be the right thing [to lessen the 6-monturse of treatment] because then the
government won't be wasting money because to needtns as if when he [the
government] gives the grant to people with TB,ame the money is just wasted because
the government could have used it in other imparthimgs...some people receiving the
grant have homes that [they] can afford and whext gerson receives that money, it will
be used on other things like drinking [liquor]...

Although halving the duration of therapy is likeéty have major positive implications on
therapy management among the sick, the structaraéxt in which sickness occurs must

be approached too.

7.6 Health worker perspectives on grant allocatiomnd adherence.

Potential determinants of compliance include peakoharacteristics of patients, features of the
disease and/or treatment, and patients beliefatitddes.

Menzieset al 1993: 35, cited in Farmer, 1999: 226
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Non adherence to treatment in order to access iliigalgrants is not new in
Grahamstown. In a study of epilepsy patients atah@mstown clinic, Julia Segar found
that both patients and practitioners view non aglieg as a way of accessing grants.
“The socio-economic background of patients,” Segancludes, “is the single most

important component in the compliance equation9dr295).

At the TB Quarterly meetings at the Makana subrdistclinic representatives present
their data. Adherence is a main concern. Unforelgathere are problems with data
capturing at clinic level and with capacity to regtalata at sub-district level, resulting in
unreliable data at times. There is also an inghititlook beyond the data, problems with
attitudes and measures to find creative solutionsdrease case finding, adherence and

incidence rates.

Sister K says that patients at Raglan Road Clieiawt because once their symptoms
improve, they consider themselves better: “They fleat they are cured, so they don't

want to come to the clinic.”

Two patients from the small rural town of Peddie rawvay from Marjorie Parish
Hospital, the TB hospital located in Port Alfredoat an hour’s drive away from Peddie
on the coast. They went to fetch their disabilirargs but never came back. Because
Peddie is in a different district, the patients evapt traced. During apartheid, when the
health system was fragmented, the tuberculosisceewas only allowed to follow up
about 50% of TB patients as many were registeretiffarent homelands falling under
other departments of health (Lee & Buch, 1991: 290 problem of non adherence
among the marginalised is not a new phenomenorckBlan urban areas who were
diagnosed with TB in the middle of the last centimst their jobs and temporary rights to
reside in white South Africa as a result of cortirarthe disease, resulting in financial
crisis for many families (Packard, 1991: 51). Aligh the pass laW% are now
abandoned and anyone can stay in urban areas eederdreatment without fear of

being repatriated, the attitude that it is hopetessace patients who have gone back to

9 The Population Registration Act of 1950 was onthefcornerstones of the apartheid regime, dividing
the country into separate homelands. Even pritiiag movement of blacks were restricted, and tinou
the Natives (Urban Areas) Act in 1923, they werkgalal to carry passestfp://www.south-
africa.org.za/history/segregation.plgzcessed 12.12.06).
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areas that were formerly designated as homelaildsesgms to prevail in Makana sub-
district. The concept of being “lost to follow ups still accepted in TB care (Farmer,
2000: 198).

Community Health Workers at Middle Terrace Clingport that people who stop taking
the treatment often do so towards the end of themsinths as patients feel better and
think that they are in fact cured. They also los#ivation to continue to the end of the
prescribed six months as people, one volunteeraggl do not want to be seen as

healthy and able to work, because then they lase gihant.

Jackie: “They want the grant. They say they will come, gmelwhole day we wait, but

they don’t come. They don’t want to understand &t it's curable. It is not necessary

to have money for it. They don’t want to understtnad.”

Ida: “Is there a link between the grant and adherence&datment?”

Marian: “Yes, because there was this guy, | don’t want émtion names, he stopped
after 5 months. He left last year and he came loatk this year and he is sick, sick, sick.
He did have a grant while he was sick, for two gedf there was no grant, he would
have been healthy by now. What can | do when tisaypplear and do not want to come
to the clinic or take treatment anymore?”

Noxolo: “They know that it is curable, but they want theneyp and spend it on other

things. Like the child grant [I receive], that istifor me, it is for my child. They want the
grant to spend it on other things like drinks arldohol. The grant is making our job

more difficult.”

Patients do understand that tuberculosis is curdhle they also understand that the
disability grant is an essential income in imposieeid households. Sister L says the
Department of Social Development is making it diift for the nurses to do their job,
because “people want to be sick”. Nurses are fotoesend home patients with CD4
counts over 200, saying that they are too ‘healtbydpply for a DG or to receive ARVSs.
The patients are told that they have to wait uhily are sick enough to qualify for the
grant. The sister says she feels disempowered]eait@lexplain the problems that grants
pose to dealing effectively with HIV and TB to tpeople at the Department of Social
Development: “They sit in their offices, but dowaré, their policies don’t work. They
make it difficult for me to do my job. It is veryustrating.”

With infectious diseases such as HIV and TB and daegers of developing drug-

resistant strains of the diseases (MDR and XDRY), amtherence to treatment is a more

critical and community oriented issue than it ig fepilepsy. Poor patients are
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experiencing a deadly dilemma with perverse ineesti To remain sick and keep their
family alive or to get well, but be unable to prdeithe family with a healthy life. The

grant turns patients into providers, increasingrthenfidence and pride, but also their
responsibility towards the family. At the same tjrtteey become less committed to deal

with own sickness. Many opt to remain sick, or éadime sicker.

7.6.1 Examples on the disability grant’s impact omdherence.

Eric: Eric and Zoliswa work for the same employer, aermy which trains game
rangers, making R1500.00 and R1000.00 a monthctegely. They get no pay slip and
thus have their labour rights infringed upon. Tihepyer deducts R50.00 off each of
their salaries to pay to the Unemployment Insurdfaoed (UIF), but they get no receipt
for this. UIF payment is 1% per month, but Eric slo®t dare ask what happens to the
remainder of the money deducted. They both havdayment contracts, but don’t know
how to make sense of the language used. They eaal aif using their employment
rights as they feel that it can create tensions/éen them and their employer. Eric has
previously been forced to resign from his job dudlhess and is afraid this may happen

again.

After Eric had failed to come to two appointmentdasonwabe Clinic and had run out
of ARVs as a result, I, at Eric’s request, triecatcange a final chance to make up for the
missed appointment. Dr A told me: “...and to be honméth you, he does not have the
best of records. He just doesn’t pitch. He doephdne or send anyone to tell us. He
can't just come when it suits him. We do try toflexible, but he said he would come
with his wife and then she never came, he neetlskiomore responsibility.” Apart from
the fact that Eric did not phone to arrange fortheoappointment because he does not
have enough money to make a phone call and Zolsw#d not come because her
employer did not give her time off, Dr A has a gqumint: Eric must take responsibility
for his own therapy. However, the solution to tisiiot to be found in the clinic alone.
The social worker at Masonwabe Clinic is a stromgl #ifesaving link between the
medical and social aspect of therapy managemerd. ddctor can only address the

symptoms of the social ill, not the structural sieks of society.
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The complexity of his employment situation and Fesrs of dismissal should his
employer find out about his HIV positivity has ajoraimpact on Eric’s ability to get
well. They have been offered the house Aya curydiviks in to buy, but with no payslip
and difficulties in managing their employment sttaa and Eric’s health concurrently,
they cannot borrow money. They cannot afford tetakks or invest long term in their
and their son Luvo’s future. They have few alteines to improve their lives, even with

jobs.

Because of the high incidence of the HIV/TB syndeand its common socio-economic
associations, a case study of ARV non adherencepawerty, and practitioner attitudes

to this is presented below:

A patient at V.Shumane Clinic had been throughlehgthy social and medical process
of gaining access to ARVs and with a CD4 count WweR90, was given a six month
DG.>® While on the ARVs, his CD4 count was taken aghihad risen to 267 and as a
result his grant was stopped. He went to V.Shun@imec and let out his frustration at
Sister L: “I am not going to take the ARVs if thaseno food.” Doctors admit that using
the CD4 count as a measure of disability is probk&n but there is no better
measurement available at present. There is notssakdh an overt difference in the
status of health between a person with a CD4 cou200 and 267, or of 50 and 300 for

that matter.

With regards to the above patient, Dr C commeritdd:is a very arrogant man, this one.
He’'s got that problem. It means that they don’t tvem be healed...There is really
nothing we can do. Unless we bypass them [the Depat of Social Development], but
then we have to give all with a CD4 count above, 28@n those who have 800 and
9000.” She recalled when the patient in questiehmndit let Dr A look at his ears: “...so
he is a problematic patient. He is a defaulter. [grant application] form is scratched.”

Just like they sometimes recommend a DG for peiopedifficult financial situation, Dr

*0 Before a patient is given ARVs, he/she is coumbalsout HIV and treatment at the clinic. A supporte
has to come with the patient. A home visit is candd and the social situation assessed. Variouscaled
tests are taken. If necessary, a psychologistvisiied. The patient is then presented before alpaine
doctors, social workers and nurses and a decisioraide as to whether the patient is “ready” to takéhe
responsibility of life long therapy and, sometimesstain lifestyle changing measures.
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C suggested that they sign and write a recommendati the Department of Social
Welfare that he doesot get a grant because he is “a defaulter”. From plispective,
one can see why patients think, correctly, thatnteelical practitioners are the ones who

make decisions concerning grant allocation.

Dr C is less likely to recommend a “deviant” patidran a cooperative one for the grant,
even if their CD4 count and medical situation dr@ same as a “compliant” patiéntin
the Khayelitsha study, Macgregor notes that clamsirecommend “deserving” patients
for the grant whereas “undeserving” or “irrespotesitpatients are not given the same
encouragement or recommendation (2006: 50). Adkerasthould not be seen as a
personality trait (Sumartojo, 1993: 1317). The peab is that people are not able to
comply, not that they are deviant and refuse tosdoln resource poor settings, non
adherence can also be a result of rational decisimaking, not patient deviance (Farmer
1997b: 353).

Lindiwe lost her grant as she regained her healthARVs. As a result she started
drinking excessively again (she had stopped whkeng ARVs) and soon stopped taking
her treatment. She stopped eating healthy foodhasd&d not have money and lost
motivation to regain her health. She felt hopelasd in financial despair. Eventually, in
desperation she approached Temba Hospital, askibg admitted so that she would be

“forced” to take her TB and HIV treatments.

Excessive use of alcohdbescause non adherence among TB patients, but thetustat
causes of this are not recognised by health workedspolicy makers. Practitioners and
adherent patients express attitudes of perceivedlraoperiority. Alcoholism is common
in Grahamstown East as it is in areas with highelevof inequality, insecurity,
unemployment, marginalisation, violence, stress aedk social networks as well as

feelings of uselessness and inadequacy (Wilkin2005).

The grant is also a common topic of conversatiothatwaiting room at Masonwabe.

Patients note that if their grant is taken awagyehs little meaning in getting well: The

1 Dr C, who was sent to Masonwabe Clinic by the Pwial Department of Health, is in the process of
leaving Masonwabe at the time of writing.
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financial constraints will be acute, the stresslewvill increase and they will become

even sicker.

Putting one’s health and life at risk to obtain &eép the grant is based on necessary and
rational choices. The sick are constantly evalgatireir health against the hopelessness
of poverty, assessing when it is time to ask foA&Rat their clinic, and when to wait.
Their approach conflicts with that of practitioneihereas Sister K wished to get
Fundiswa (Eric’s sister in law) on ARVs with a Cbdunt of 64, Fundiswa felt healthy
and wanted to wait and keep her grant. It was evilgn her grant was stopped six
months later that she was willing to start takingrapy. The process of mobilising rights
and duties, and establishing and maintaining @iatips with practitioners are extended
as a way in which to maintain the sick role as amseto accessing life saving financial
resources. Often, the balance is not reached aogdlegalie before they can access

therapy.

7.7 Challenges to motivation due to pressures inéhxclinic.

Health workers often fail to diagnose and initil@atment. Incorrect diagnosis results in
delay of cure and increased risk of increasingepatnon adherence. Public health
decisions, rather than pure clinical decisions, made in order to save money and
patients are sent home with cough mixture and “gaddice” rather than having
expensive tests taken of them to diagnose tubesisutir other diseases. Delay of TB
diagnosis is common as a result of the structimahtial constraints nurses have to work
under. Practitioner control of knowledge is bas@daoDOTS programme where the
patient is seen as subservient to the health pometr. With less practitioner control, it
may be easier for the patient and his/her therapyaging group to question and
participate in reaching diagnosis and in plannimgpath to cure. Although the following
case of Moses is not an example of non adherelnegroblems he experienced in being
diagnosed made adherence difficult. “Without my ifgyh he says, “I would not have

made it.”
Moses:When | met Moses at the end of April 2005 his hrebld not improved since he

started TB treatment in January. Nurses were cardahat he might have MDR TB, but

when Moses’ health improved two weeks later, thegided not to test for MDR. Moses
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and his mother however were concerned that hensight have MDR, as his condition
was unstable. At the end of September the nurses again considering the possibility
of MDR when discussing Moses. After another few kge¢hey sent a sputum sample for
culture to the lab. When the result finally camehia last week of November, Moses was
told that he was infected with a drug-resistardistof tuberculosis and was transferred to
Jose Pearson to start his treatment all over ag#irs was 11 months after he had started

his standard TB treatment.

Had staff been more open to concerns raised bghbrapy managing group, Moses may
not have experienced 11 months of delay in histrtreat — nor would he have been
contagious with a potentially untreatable druggesit strain of tuberculosis in a
tuberculosis hospital with 90% TB/HIV co-infectioate. Practitioner control combined
with excessive workloads can result in an increaflséhe burden of sickness for the

patient.

7.8 Lack of opportunities to choose health.

Vecchiato argues that “in particular, the idenéfion of the socio-cultural determinants
of ‘patient compliance’ has proved critical in tlseiccess or failure of tuberculosis
therapies” (1997: 185). The socio-cultural deteanis he identifies include health
beliefs, perceptions of severity, aetiologies aadrde of medical knowledgiéid.). The
similarities with Kleinman’s notion of the explanag model are apparent. Vecchiato
does mention that “practical, financial, sociatustural and geographical considerations”
do also play a role in management of illnabsd(: 195), but does not actually focus on
this in his analysis.

The sick in Grahamstown have limited choice wheooines to avoiding risks such as
overcrowding, stress, insufficient nutrition and ubmg (see Wilkinson, 2005).
Stigmatising attitudes, also among health persorprevide barriers to care which are
not caused by patients’ cultural beliefs. Adheremae less to do with cultural values than
social circumstances caused by broader structactbris (Farmer & Nadell, 1998: 1014;
Rangan & Uplekar, 1999: 278), including lack of quiate resources in the health care

system to ensure patient care.
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For those employed prior to sickness, the resultoften unemployment, further
impoverishment and insecurity as a result of siskne€even when people do have
employment, jobs are insecure and the payment Tdws is also noted by Nattrass in
Khayelitsha, Cape Town (2005: 13). People remaysighally weak for a long time after

a TB cure, and in many cases they are still ledlidg with an HIV infection.

7.9 The cost of ignoring syndemic reactions and stctural causes.

The question of relapse is not a question of ccanpk only anymore.

Gloria, matron at Temba Hospital

The matron at Temba Hospital is experiencing th&/HB syndemic first hand and

knows that immuno compromised TB patients are nli@ety to experience relapse of

TB than HIV negative patients. With each relap$e, tlanger of developing a drug-
resistant strain of tuberculosis is increasing. nibide, a HIV positive V.Shumane

patient, died of MDR TB at the age of 30 yearsrdfigving had tuberculosis three times
in five years. He never missed a single dose @ltrinent. Even rigorous adherence to
biomedical treatment is no guarantee for recovérys evident that the increasing

prevalence of drug-resistant strains of tubercal@sscaused by syndemic reactions.

In the speech delivered by the South African Maristf Health, Manto Tsabalala-
Msimang, on World TB Day 2006, she noted that adilB treatment, which in most
cases do not require hospitalisation, costs abd00Rber patient whereas treatment of
MDR TB costs R24 000 per patietitThe treatment for the recently emerged XDR TB is
reported to cost R84 000 (Makhubu, 2006: 1). Witbpde stopping and restarting their
ARVs as a means of accessing grants, it is algebylithat drug-resistant strains of the HlI
virus will develop — and spread through new infacsi.

%2 http://www.doh.gov.za/docs/sp/sp0324a-f-h{adcessed 24.04.06).
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7.9.1 The Makana TB manage€is perspective on fighting tuberculosis.

We need personnel to do advocacy and social matidis that will work in a preventive manner.
| am really having a passion on that. Through aness we can manage the disease. You'll find
that people don’t know about TB.

TB programme manager, Makana sub-district

According to the TB programme manager, educatiahamareness are needed in order
to combat tuberculosis in South Africa, but infotioa itself is insufficient to change
risk-related behaviour (Portet al, 1999: 363). Again, the structural causes of rigks
social disease are overlooked. Mrs H replies: “Pyyé do see that problem, but people
lack information. Only then do people know how, whad when.” Explaining the high
numbers of TB cases in the Eastern Cape, the TRgearblames the lack of information
and awareness which results in delays in healtkirsgg@and an increase in infection rates.
As shown throughout this thesis, people know “hevihat and when”, but they are
restricted in their ability to act upon their kn@dge. The knowledge of tuberculosis
among patients, members of their support netwoik ianthe general community in

Grahamstown is good, but infection rates remaih.hig

Although the programme manager briefly emphasisesrportance of social support,
she does not seem to be aware of the structuna¢ssthat deny some citizens social
capital. She has a challenging task ahead of hetrcan perhaps not be blamed for her
frustration, because addressing these structudddlgms is beyond her powers. She is
also trained within a fragmented biomedical systéailing to adequately take these
factors into account. As she notes, “there is mgthjou can do” when people “choose”
not to take their treatment. The TB manager in Makaub-district cannot take
responsibility for and repair decades of contins&dctural violence and its impact on

the status of health in Makana.

7.10 Conclusion.
Through social welfare and health policies, glotadl state level discourses are played
out in the individual and local communities. Thegilenacy of the state as an authority

upholding the rights of its inhabitants can be tjoesd. The most basic of human rights,
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the right to health and to life, are challengedotigh dilemmas faced by the

underprivileged.

None of the cases presented in this study areairary. They are commonly shared
lived experiences among a growing number of Soufitic#ns. For practitioners, the
frustration and emotional burden is immense. Thayehto some extent had to become
“immune” to the suffering in the communities in whithey live and work in order to
perform their jobs. More than once | have heardalsctell their patients that “you are

sick because of the D®jeng”>3

and more than once has the patient agreed: “Y#d, b
have to buy food and vegetables.” Whereas the ipoaers meant that patients were
choosing money instead of health for reasons d@sponsibility, the patients saw
themselves as making rational choices and selicrfisas enabling their family to eat
nutritious food, at least for a while. Among préotiers there is recognition that the sick
are choosing continued sickness to keep the digagilant, but this is seldom seen as
rational action in a desperate situation prohibitime patient from adhering to biomedical
therapy. Social grants have become an integralcagifehe illness experience and are
strategically used in therapy management, but tleart term benefits tragically often

backfire.

By focusing solely on interventions in the clinicat individual levels through allocation
of disability grants, structural causes of patiditgmmas are ignored. As a result, active
TB cases and rates of non adherence increase. isaas of intervention, a Basic
Income Grant (BIG) has been suggested by some muilitardy & Richter, 2006;
Nattrass, 2005). This has the potential to increagetional levels, economic activity
and education in households living on the breadlinet also has major political
implications which are not explored here. In fastcial grants can be seen as an
intervention to alleviate poverty (Hardy & Richt@Q06: 88), but it is unsustainable, in
some cases preventing cure. However, in some kresarsocial grants are seen as
improving experiences of illness and quality o libr patients. Incentives facing the sick

are indeed perverse.

%3 Wenais Xhosa foryouand is a word commonly used also among Englishlspe. In this sense it is
used in a derogatory way implying thgbtiare the problem”.
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Chapter 8.
Conclusions.

Article 25:

Everyone has the right to a standard of living ad¢e) for the health and well-being of himself
and his family, including food, clothing, housiramd medical care and necessary social services,
and the right to security in the event of unemplewpinsickness, disability, widowhood, old age or
other lack of livelihood in circumstances beyonsl ¢tontrol.

Article 27:

Everyone has the right freely to participate in¢h#ural life of the community, to enjoy the arts
and to share in scientific advancement and inateefits.

Universal Declaration of Human Rights

8.1 Health and human rights.

One of Paul Farmer’s central argumentsPathologies of Powers that social and
economic rights must be an intricate part of baothtiealth and human rights agenda. The
right to healthis a social and economic right (2005: 238). Connediirege should not be

considered naive.

Seeing health as a human right is, compared tdsrigh freedom of expression and
religion, a relatively recent development, and baly been a perception for the last 50
years or so (Dujardin, 1994: 1261). In South Afripast apartheid civil rights have not
given people the right to health or indeed to likelf. More than a decade after the
abolishment of apartheid, we are still faced witlaltenges in realising rights to health.
As this thesis shows, there are clear links betweraployment rights, rights to social

security, educational rights and rights to health.

Tuberculosis, as a disease inherently linked teedggyhas been used as an indication of
how far we have come in South Africa in terms ohaging to achieve social justice. It
has been claimed that “the conquest of tuberculiositie ensuing years will be one
important indicator of progress towards social igstin this new order” (Benatar &
Coovadia, 1991: 1). 15 years after this statentéetincidence rate of tuberculosis has

increased.
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8.2 Tuberculosis as medical and social.

The history of TB is a history of medical failur€his seemingly harsh indictment reflects the
paradox that modern treatment for TB is among tbetreffective and inexpensive of all therapies
for life-threatening diseases yet TB remains thadileg infectious cause of morbidity and
mortality worldwide.

Zumla & Gandy, 2003: 237

It is correct to assert that a failure to rid therl of tuberculosis is the failure of an
exclusive biomedical approach, but as importanisialso the failure of the global
community to be committed to social justice. Whertee paradox presented in the quote
above by Zumla and Gandy is real, it cannot beesbim a biomedical context alone.
Hence, the failure does not lie solely with bionoga, but with the social, political and
economic order in the world in which we live. ThHi®sis has shown that tuberculosis is a

social disease — a symptom of a larger social ill.

My attempt has been to identify and present theptexities of these processes and how
they affect not only treatment outcome, but alspeeences and perceptions of the
sickness of tuberculosis itself and of those whe @arriers, and sometimes perceived
carriers, of these sicknesses. This has been delatelynamics and limitations in the
health care system and the broader macro socimetorcontext in which the sick live
their lives. Risks of contracting tuberculosis atmictural, as are the risks of non cure
and death. Despite “free” medication and healtte dar the poor in South Africa, the
burden of sickness and the social and financiat celated to this, are immense. The
marginalised are also more likely to experience iadostigma and increased

marginalisation as a result of illness.

Whereas it is understood that biomedical treatiigenecessary to combat tuberculosis in
the individual, it is also emphasised that the piyvand illness trap needs to be
addressed at broader structural levels and notdadaom marginalised individuals’ so-

called irresponsible or irrational behaviour as #tenography often demonstrates. In
short, this thesis has shown that tuberculosisrsaouan unrandom manner demanding a
more inclusive and social justice oriented approddtis is an ambitious approach, as
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Paul Farmer comments: “...if we lack ambition, we iddoexpect nothing less than a
harvest of shame” (Farmer, 2005: 245).

8.3 The thesis in a nutshell.

After first outlining the theoretical frameworks agk this thesis has explored global
approaches to health care and the manner in whedetare implemented at national and
local levels. Although global frameworks are biomgatly sound, these have until now
largely failed to deal with social aspects of dsmaHowever, the World Health
Organisation is increasingly advocating a povedlgted approach, enabling some hope
for the global goal of eliminating TB by 2050. Aeking this goal in South Africa
demands a government committed to clamping downooruption and mismanagement
while at the same time increasing its commitmend &mding towards social and

economic policies.

Health workers perform their duties in increasinglyer burdened and under funded
institutions, resulting in growing stress and dis$action affecting their ability to

provide care for the sick. It has been arguedph#ent experiences of barriers to care at
clinic level cannot be blamed solely on practitioatitudes, even though this commonly

is how it is experienced by the sick.

The use of voluntary Community Health Workers ampry health care givers for TB
patients has been explored. It is shown that affhotheir motivations are partly
altruistic, they too feel increasingly undervalwedd unappreciated. The sustainability of
a system of TB care that centres on DOTS yet tailecognise the role of volunteers is
guestioned and it is argued that increased edurcatid remuneration of voluntary health
workers are necessary in securing sustainable T@ins&outh Africa, to enable it to deal

with growing challenges of co-infections and dragistant strains of TB.

Explanatory models (see Kleinman, 1980) of tubersislhave been explored. It is shown
that patient knowledge of the aetiology of tubeosid is in line with biomedical
aetiologies. However, stigmatising attitudes tlest $B as a moral disease are prevalent,
and these are also found among health workers.iiftugnces perceptions of iliness and

negatively influences health seeking behaviourhduigh not looked into in great detail,
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traditional aetiologies of tuberculosis are expiorand it is shown that although
perceptions of causes can be based in traditicgladfy, patients use symptom specific

biomedical therapy in addition to more generalitradal remedies.

Therapy managing groups (Janzen, 1978; 1987) aestigated and it is shown that

these are crucial in influencing the sick persaigity to act upon his/her knowledge of

how to achieve cure and to get well. People inreselationships as a broad insurance
policy enabling them to deal with physical and abcaspects of sickness. The

ethnography has shown that social support is drutiamanaging sickness and health. It
has also been shown that the marginalised havéetinsiocial capital and as a result are
facing difficulties in managing their sickness aedching cure — even when the will do
to so is strong.

Disability grants are explored as an aspect ofr@sk management. The deadly paradox
between the right to health and the right to sowielfare is prevalent in impoverished
settings such as Grahamstown. The sick are indaeedfwith “perverse incentives”
(Nattrass, 2005), having to choose between cubeioig able to meet obligations to feed
the household with the social grant. The poterfoal TB patients to qualify for the
disability grant influences health seeking and aglhee to recommended therapy and in
many cases prevents people from acting on theiwladge of how to get well.
Importantly, in looking for ways of accessing ségeants, the sick are in fact exerting

agency and making strategic choices, sometimesdaitigerous outcomes.

8.4 Tuberculosis — the social disease.

Tuberculosis is a social disease, with risk factosh as

a lack of a sense of control, depression, hopedssstostility, lack of confidence, lack of sogapport,
bad social relationships, stressful life eventsifa conflict, stress at work, bereavement, beingyle or

divorced rather than married, and job and housisgdurity(Wilkinson, 2005: 60).

The links are all too clear in the ethnography enésd in this thesis. The World Health
Organisation sees health as a state of completsiqathymental, and social well-being
and not merely the absence of disease or infirmitys definition of health can only be

realised through a holistic approach making visibleand challenging — structural
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limitations within which the marginalised act. Ttaet that few participants in this study
see how structural poverty and inequality influeticeir ability to get well from their

afflictions is an indication of their marginalisati. One must be careful not to explain all
experiences and actions of the sick as a resudtrottural limitations. Patients do have
agency and make decisions according to the consdrai which they find themselves.

These may put not only themselves, but otherseatt gisk.

Targets concerning incidence, adherence, and @ies-of tuberculosis can only be
achieved through a holistic social justice basedr@ch to health. To achieve this,
national, provincial and local governments shoudm a system of cross departmental
collaborations and increased cooperation between different programmes in the
Department of Health. The potentially devastatiny/MB syndemic and the enormous
costs it poses to the country as a whole requiegs imaginative and brave approaches
to health care. Morale among over worked and uresggted staff is decreasing as the

burden of illness and the need for committed ciih@are are increasing.

To realise rights to health we need nothing leas #“major shift in our way of thinking
about the future” (Benatar, 1998: 297). FollowirauPFarmer’s argument, this thesis has
shown that human rights are best understood frenpénspective of the poor (2005: 17).
If it is a fundamental aim of anthropology to githee “voiceless” a voice and if medical
anthropology is fundamentally an applied sub-digogy which | strongly believe it is,
then it follows that part of the anthropological seage should be to allow “sufferers to
discover the possible social causes of their suffeand, thus, to be relieved of the
blame” (Bourdieu, 1993: 944, in Farmer, 1999: Z&&mer’s translation).
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Appendix.

Appendix 1. The treatment used to treat tuberculosis in Séditita is shown below.
The phases are based on treatment five times pk. Wée amount of pills to be taken
depends on the weight of the patient, but patievith pulmonary tuberculosis take
approximately five or more tablets per day whem@aatient with a drug resistant strain
of TB can take ten or more tablets daily.

1. Treatment regimen of pulmonary tuberculosis.

First Two Months (initial phase) Isoniazid

Rifampicin

Pyrozinamide

Ethambutol

Four Last Months (continuation phase) Isoniazid

Rifampicin

2. Re treatment regimen of pulmonary tuberculosis.

First Two Months (initial phase) Streptomyicn irtjeas
First Three Months (initial phase) Isoniazid
Rifampicin

Pyrozinamide

Ethambutol

Five Last Months (continuation phase) Isoniazid

Rifampicin

Ethambutol

Source: Department of Health, 1999
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3. Standard treatment regimen for multi drug rasistuberculosis.

First Four Months (initial phase) Kanamycin

Ethionamide

Pyrazinamide

Ofloxacin or Ciprofloxacin

Ethambutol or Cyclosering

Last 12-18 Months (continuation phase Ethionamide

Ofloxacin or Ciprofloxacin

Ethambutol or Cyclosering

Source: Department of Health

> http://www.doh.gov.za/tb/index.htnfhccessed 12.10.06)

194



Appendix 2. ACSA scales in English and Xhosa.

MY LIFE IN THE PAST

BEST:

WORST:

MY LIFE NOW

As good as mBEST period of life
Almost as good as my best period of life
Good

Not as good as my best period of life
Still on the good side

Neither good nor bad / in between

On the bad side

Not as bad as my worst period of life
Bad

Almost as bad as my worst period of life

As bad as myORST period of life
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UBOMI BAM KWIXA ELIDLULILEYO

ELONA XESHA BUHLE NGALO:

ELONA XESHA BUBUBI NGALO:

UBOMI BAM NGOKU

Bulunge njengakwel ona xesha bakha baBUH L E ngalo ebomini bam
Phantse babuhle njengel ona xesha bakha babuhle ngalo ebomini bam
Buhle

Abubuhlanga njengakwel ona xesha bakha babuhle ebomini bam
Busebuhlana noko

Abubuhle bungebubi kuphele

Buthande kuba bubi

Abububanga njengakwel ona xesha bakha babubi ngalo

Bubi

Phantse baba bubi njengakwel ona xesha bakha babubi ngalo

Bubi njengakwelona xesha bakha baBUBI ngalo
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