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ABSTRACT

Tuberculosis (TB) has re-emerged as a major threat in the developing world and is
one of the leading infectious disease killers globally (UN 1999; WHO 2005). In
Malawi, one of the poorest countries in sub-Saharan Africa, the National TB Control
Programme (NTP) is struggling in a setting where an HIV pandemic combined with
extreme poverty is undermining its efforts. There has been an upsurge in TB case
rates and falling cure rates. Despite such deteriorating statistics, this programme is
nevertheless regarded as a ‘model” by the World Health Organisation (WHO 1995;
WHO 2001), which applauds the early and sustained implementation of the DOTS
strategy - seen as the most effective strategy for TB control. This apparent
‘disconnect” between WHO praise for DOTS implementation and the deteriorating
TB outcomes suggests that further investigation should examine why this is the case,

and what can be done to improve it.

This thesis, therefore, investigates tuberculosis and its control in the Malawian setting,
and aims to understand it from the point of view of ordinary people who are most at
risk, from the perspective of policy making and implementation, and from the
experience of care providers. Using a qualitative case study approach in a severely
affected country, it shows that the failure of TB programmes to understand in-depth
the environment in which they operate will limit their ability to recognise and respond
to the particular needs of their public with practical service provision options, thus

contributing to continued poor TB outcomes.

One of the overarching policy implications concerns the common reluctance of TB
control experts to allow systematic social science research to uncover the
complexities of the context in which they are situated. Biomedical control is instead
promoted as a means to contain and avoid complexity, yet in doing so, ultimately

precludes what may bring positive change.
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CHAPTER 1: INTRODUCTION

“Lala is a young man but not a healthy one. Weight loss has pinched his face, giving
it the shape of India; his silences end in coughs. Lala stopped taking medicine for
tuberculosis (TB) because he started feeling better and ran out of money at roughly
the same time. Now the disease is back and he can no longer afford treatment. He
may be among the half-million Indians who will die this year from TB, which kills five
times as many as malaria, striking mainly those in their prime.” (‘Joining the dots,’
The Economist, June 22", 2002: 30)

With this personal story, an article in The Economist begins and then reflects on the
overall TB situation in India — a country with a population of one billion people and
30 per cent of the world’s TB cases. This story, in its vastly summarized form,
contains the essence of the challenge posed by TB in the world today, both for
potential patients and providers. For Lala, both individual behavioural elements and
broader economic ones combined to prematurely end his treatment. His story
suggests that this combination of factors is something that TB Programmes
everywhere ought necessarily to investigate, understand and incorporate into their
policy and practice — not only at the treatment stage for those who actually make it to
diagnosis, but at all stages of the illness path. Reality, however, frequently tells a

different story, and for many different reasons.

In Malawi, one of the poorest countries in sub-Saharan Africa (SSA),' the National
TB Programme (NTP) is struggling with the control of the disease. This is seen in an
upsurge in TB case notification rates and falling programme cure rates.> HIV/AIDS is
often cited as the main reason for TB’s continuing and increasing impact in this
region. Indeed, TB prevalence data throughout areas with high HIV rates would
support this clinically proven relationship. HIV is a key factor in increasing the
numbers of people with TB disease. However, it may not be the only reason why TB

control efforts are currently failing. The clinical impact of HIV on TB is serving to

' 2001: GNI (GNP) per capita: 170 U$, ranked 197/205 countries listed. Total GDP: 1,826,000 US$,
ranked 134/176 countries listed, in the World Development Indicators database, World Bank, 2002.
% In 1985, the case notification rate (i.e., those cases found and ‘notified’ to the services) for TB in
Malawi was 5,334 cases. By 2000, this had dramatically increased to 24,846 registered TB cases.




highlight the potential failings of TB control in being unable to adequately reach and

treat the high numbers of sufferers.

Despite this prevailing situation, the World Health Organisation’s main strategy for
TB control, DOTS,? continues to be promoted globally, with Malawi regarded as a
‘model’ programme (WHO 1995; WHO, IUATLD et al. 2001). While the WHO* has
recently acknowledged worldwide evidence that, despite increasing implementation
of DOTS for TB control throughout the world, case detection rates remain low,’ the
reasons why, and possible innovative solutions to remedy them, have still not been
fully explored. In the meantime, despite the deteriorating indicators, DOTS as a
model for TB control is still regarded and promoted as the best — indeed the only —

means to manage the disease.

For these combined reasons, Malawi — a respected DOTS practitioner, yet still
struggling against the TB epidemic — was considered a useful location to explore the
dominance and effectiveness of TB control and the challenges facing it, in a particular
context. Between 1970 and 1985 in Malawi there was a small gradual increase in
notified TB cases in the country from 3,492 to 5,334, However, from 1985 to 2002 there
has been a significant upsurge in TB case rates within the country, from around 5,000 to
26,000 cases. The Malawi National Tuberculosis Control Programme, while continuing
its well-established and internationally guided practices of case-finding, diagnosis and
treatment under DOTS, acknowledges the continuing challenges, with recent data both
reflecting poorer outcomes for those that actually reach the health service,® and
suggesting many more ‘missing’ cases that never actually make it (Belaye 2000;

Needham, Bowman et al. 2004).

Using a qualitative case study approach, this thesis therefore investigates and aims to

understand tuberculosis in the Malawian setting, from the point of view of everyday

3 DOTS = Directly observed treatment shortcourse. Not to be confused with ‘DOT’ — directly observed
treatment alone — DOT'S is a five pronged approach to TB control (including DOT), embraced by
WHO as the most appropriate model for countries to adopt in the fight against TB.

4 M.Raviglione, speech to the Stop TB DOTS Expansion Working Group, Annual IUATLD
Conference on World Lung Health, Montreal, Canada, 6" October 2002

* Whilst the WHO target for case detection stands at 70%, annual worldwide case detection rates
(2001) remain a low 30%, despite increasing adoption of the DOTS strategy. DOTS coverage (2001)
is reported as 70% (148/210 countries).

S Cure rates have dropped from a high of 87 per cent in 1985 to 67 per cent in 2002/2001 (NTP).




people who are most at risk, as well as that of policymakers, and care providers
working at the interface between these macro and micro levels. It is acknowledged
that such levels are not exclusive and that while the research is framed within them,
analysis will necessarily look beyond them at the complex web of relations and
relevancies across the framework. As a chronic disease of poverty, TB is an
appropriate area through which to explore issues of health, development and poverty,
the international political economy of disease and its embodied and behavioural

implications for those living with, and with the threat of, TB disease (Farmer 1999).

This thesis is structured as follows: Chapter 2 presents a review of recent relevant
literature, describing the broader policy environment for health in developing
countries and situating TB and its control within that policy context. Chapter 3
describes the methodology adopted, detailing the range of methods chosen and
justifying why, in the light of the research aims. Chapter 4 sets the scene, giving more
detailed information about TB globally and in Malawi. Chapter 5 presents findings
from ‘inside’ the Malawi NTP with reflections on TB control policy from an
ethnographic perspective. This view is complemented in Chapter 6 with the view
from the ‘outside,” with detailed findings and reflections on practice amongst the
public most at risk and the health providers serving them. Chapter 7 looks in depth at
the healing encounter, the site where policy meets practice for TB control; this chapter
examines the theoretical dimensions of knowledge, power and TB control that
underwrite actions at the micro level of patient/provider interaction, and also at the
macro level of policy discussion and dialogue. These findings and themes are brought

together in Chapter 8, the conclusion.




CHAPTER 2: LITERATURE REVIEW AND PROBLEM STATEMENT

INTRODUCTION

This chapter provides an overview of the literature relating to health, development
and TB, in order to situate the research in the prevailing policy environment and
within the region, and to identify gaps in existing literature where this work seeks to
contribute. It is divided into five sections. In Section 2.1, issues of health and
development are reviewed, including the relationship between health and poverty.
Section 2.2 focuses more specifically on health policy and provision in sub-Saharan
Africa, leading to a review, in Section 2.3, of contemporary approaches to health, the
state and sector reforms. This is followed by a discussion of biomedicine, health and
society in Section 2.4, including a preliminary focus on TB.” Finally, Section 2.5
introduces the dimensions of power and knowledge, which contribute to a theoretical

background for the wider study.

2.1 HEALTH AND DEVELOPMENT

In the constitution of the World Health Organisation (WHO), health is defined as “a
state of complete physical, mental and social well-being and not merely the absence
of disease or infirmity” (WHO 1958, Annex 1). This definition has been criticized on
a number of levels, not least because of the difficulty in actually defining ‘complete
wellbeing.” The statement, however, is helpful in indicating the complexities inherent
in the use of the term ‘health’ and the differing interactions it implies between humans
and their surroundings (WHO 1992): social and economic factors; geographical and
biological environment; indigenous concepts and categories; issues of measurement,
indicators and statistics. It is thus possible to see the challenges involved in

addressing health issues in any given environment.

It is now widely accepted that the concept of ‘health’ varies from culture to culture.
As noted in one anthropological definition, “Standards and concepts of health are not
only geographically and culturally, but also historically variable, as they change over
time in response to changing socio-economic and cultural patterns and also to
prevailing systems and levels of healthcare” (Seymour-Smith 1986: 135). However,

while recognizing such contextual diversity, the hope for health and wellbeing can be

" This is further expanded in Chapter 4.
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regarded as a unifying factor, across peoples and nations: “In our turbulent world,
health remains one of the few truly universal aspirations (Frenk and Gomez-Dantes

2002).”

Debates have centred on the complex relationship between a nation’s health and
broader development, between illness, disease and poverty. A generally accepted
understanding is that, not only do socio-economic conditions affect people’s health,
but conversely, that a people’s level of health similarly affects the socio-economic
conditions of a nation. This has been encouraged by the mainstream development
economics perspective, where the contributory role of ‘human capital’ to growth is
acknowledged and emphasised. Approaches to health policy and provision have
therefore tended to share the assumptions of the dominant development models of

their time (Asthana 1994).

Post-World War Two development theory appropriated and built upon earlier social
theories incorporating evolutionary models of growth, and led to the whole-hearted
embrace of modernisation® as the way forward, with economic development and
industrialisation at the heart of this approach. In the 1950s and 1960s, post-war and
for many nations, post-independence, the prevailing view was therefore of poverty as
a state of being without or having very low income, and of development as economic
growth through rising income. In privileging the goal of income-based growth,
assumptions were made that this would automatically result in overall development,
through enhanced economic opportunities for all, with benefits trickling down to also
reach the poorest, and therefore those with poorest health status.” This period has
been referred to as the ‘Golden Years’ of development (Hewitt 1992), with growth,
measured by GNP or GDP,'® used as the key indicator of development.

¥ Approximately two centuries ago, the processes of what is now termed ‘modernisation’ began,
catalysed by the start of industrialisation in the West/North. The changes brought about by the
Industrial Revolution caused significant economic, social and political changes in the way people lived,
worked, organised and created, that were not just restricted to the economic and technological
developments more obviously linked to industrialised production. While the uneven and unequal
development that has taken place globally is apparent, the dominant notion of modernisation is
nevertheless associated with an increased pace of development, linked to industrialisation and expected
to cause social and structural transformation on a significant scale.

% “Whether socio-economic status is measured by income, education, employment or housing tenure,
people in lower socio-economic groups tend to suffer the worst health” (Hawe and Shiell 2000: 874).

' GNP = gross national product, defined by the World Bank as ‘the total domestic and foreign output
claimed by residents of a country,” and therefore used as a measure of national income. GDP = gross
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However, this faith in growth and its assumed benefits began to be challenged as not
all countries ‘grew’ and the anticipated ‘trickle down’ did not occur (Dagdeviren,
Hoeven et al. 2002). Where growth did take place, unemployment, poor health
indicators and limited access to food, livelihoods and social services often endured
amongst certain populations, indicating that raised income alone would not contribute
to overall social and human development. As early as 1962, the United Nations had
cautioned against viewing development and growth as synonymous (Kim 2000).
Dudley Seers’ 1969 article ‘The Meaning of Development’ also cautioned against a
one-dimensional economic interpretation of growth as development, and instead
argued for the importance of a contextualised approach which accounted for human

capacity, employment and equality:

“The questions to ask about a country’s development are therefore: what has been
happening to poverty? What has been happening to unemployment? What has been
happening to inequality? ... If one or two of these central problems have been
growing worse, especially if all three have, it would be strange to call the result
‘development’...” (ibid: 12).

This view was influential in shifting definitions of development and poverty reduction
away from an increase in income/GDP alone, to a definition which embraced overall
well-being through attainment of both economic and social development needs, and a
reduction in inequality. From this perspective, economic growth is still essential, but
alone, and without conditions for redistribution of that growth, it is not sufficient

(ibid.).

Pritchett & Summers in their paper ‘Healthier is Wealthier’ (1996) — as the title might
suggest — support a link between wealth and health. This assertion is based on their
examination of data on infant and child mortality and life expectancy, in relation to
income per capita. As a result of their estimates of the “pure income effect on
health,” they conclude that “over a half a million child deaths in the developing world

in 1990 alone can be attributed to the poor economic performance in the 1980s” and

domestic product, similar to GNP but distinguished by including the total output of goods and services
produced within a country, regardless of the nationality of the producers. GNP is therefore the total
income available for private/public spending, whereas GDP indicates the size of the economy.

12




that their findings “confirm that increases in a country’s income will tend to raise

health status” (ibid: 865).

However, they also acknowledge their exclusion of factors other than income. The
relevance of these factors in determining health outcomes has been highlighted by
various authors (Wuyts, Mackintosh et al. 1992; Cornia and Mwabu 1997; Bloom and
Lucas 1999) and the evidence of divergent nations, such as China, Sri Lanka and
Saudi Arabia, reiterate this point, As shown in the following chart (Figure 1),
countries like Sri Lanka and China have low per capita income, yet high life
expectancy. Conversely, countries such as Saudi Arabia and South Africa have lower
life expectancy, despite higher incomes. There is a general relationship between GDP
and life expectancy, but it is only one measure amongst many which influence health
(distribution of income, inequality, education, etc), as seen in those countries where
life expectancy is much higher than could be predicted based on solely economic
criteria (Phillips and Verhasselt 1994).

Wauyts (1992) and Cornia and Mwabu (1997) examine the health/income relationship
and, while acknowledging the positive association shown on average, both mention
the inequalities within a population that also may be hidden in the use of macro-level
data (Wuyts 1992). Wagstaff goes further in his examination of the available data
from 42 countries to assert that large and rising inequalities in health are positively
associated with rising per capita incomes (Wagstaff 2002). Thus, “economic growth
tends to lead to increases in health inequalities, not reductions” (ibid: 23). Without
successful anti-inequality or redistributive policies, such inequalities will continue to
be enhanced by economic growth and, to cite Seers once again “it would be strange to

33

call the result ‘development.

In recent years, a more ‘activist’ group of scholars' have been trying to move this
debate forward (Farmer 1999; Kim, Millen et al. 2000). Their concern has been to

accept the relationship between poverty and ill health as a given, but then to examine

' The “activist’ label here refers to academics who are actively playing a role as advocates, using their
research and work to support an international social justice movement. This is seen in individuals such
as Paul Farmer and Jim Yong Kim, who, in addition to teaching and publishing, are founding members
of the Partners in Health charity, which both provides direct health care services and undertakes
research and advocacy activities on behalf of those who are sick and living in poverty (Farmer 2003).

13
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growth model; e.g., dependency theorists; the argument for ‘basic needs’; subaltern

movements, etc.

In the work of Amartya Sen, the notion of human capabilities and how to promote
them through development efforts was, and remains, influential in mainstream
development practice (Sen 1985, 1993). Rather than judging a nation’s development
by the average level of income, Sen argued that development should be seen as the
expansion of peoples’ choices and capabilities, through addressing social and
economic determinants of their overall ‘substantive freedom,’ in addition to civil and
political rights (Sen 1999). This encouraged a shift in emphasis from outputs in terms
of income or growth alone, to those that value people’s ability to read or be healthy as
relevant outputs in themselves (UNDP 1999) — a shift from income poverty to

capability deprivation.

Sen does not ignore the role of economic growth, nor does he support an opposition
between economic and social policies for development. Instead, he highlights their
relationship, but proposes that social or political policies should not only be seen as

contributors to growth, but as ‘constituent components’ of development themselves.

This perspective contributed to the ‘human development’ approach, which attempts a
more inclusive understanding of poverty, and a translation of this multi-dimensional
understanding into mainstream development policy and practice. It identifies “three
ways to create desirable links between economic growth and human development:
direct investment in human capabilities such as education, health and skills; more
equitable distribution of income and assets; and empowerment of people, especially

women” (UNDP 1999: 2).
The approach has been incorporated into the United Nations Development

Programme’s (UNDP) Human Development Index (HDI) — a quantitative measure of

a nation’s ‘human development,” which goes beyond the traditional variables of

16




income or consumption based growth to include a composite of indicators such as life

expectancy, literacy, education and GDP."

The human development approach gained momentum following the 1980s, when,
with the growing debt crisis and increasing debt service obligations of many nations,
economic adjustment was prescribed by the international financial institutions' (IFIs)
as the solution to this crisis. As the impacts of subsequent austerity measures and
structural adjustment packages (SAPs)" on the poorest became evident (e.g., rising
prices of essential consumer commodities; reduced per capita public spending,
including on social services;' rising unemployment and a decline in real wages), the
model of economic growth alone was the subject of serious challenge. In addition,
economists started to see human development issues as affecting economic growth
rates, and therefore embraced the need also to focus on issues such as education and
health in order to enable and support growth (The World Bank 1993).
Acknowledging the limitations of macro-economic reforms alone, a recent World
Bank report has concluded that growth of per capita income for a typical developing
country in the 1980s and 1990s was zero (Easterly 2001), with growth actually
dropping while World Bank and IMF adjustment lending increased (Easterly 2002).

13 In 2002, Malawi’s HDI was a very low 0.388, ranked 165/177 listed countries. In comparison, the
UK is 0.936, China is 0.745, Uganda is 0.493 (UNDP, 2003). There has been some debate over the
value of a composite index versus a set of discrete indicators, such as the World Bank’s ‘development
diamond’ — comprising life expectancy, primary school enrolment, GNP per capita and access to safe
water. The HDI index allows countries to be ranked according to their development achievements,
whereas, with the diamond, countries can only be compared against the average for their income group
(low-income, middle-income, etc). However, with a composite index, it is impossible to judge the
relative importance of contributory indicators or to see which causes shifts in the overall score over
time.

" For example, the multilateral and regional development banks, including the World Bank and the
International Monetary Fund (IMF).

' The principles of adjustment include fiscal austerity - governments spending/consuming less and
reducing domestic subsidies; financial liberalisation - increasing exports and liberalising markets and
pricing; and encouraging privatisation — with the aim of correcting trade imbalances and government
deficits: “World Bank and IMF adjustment programs ditfer according to the role of each institution. In
general, IMF loan conditions focus on monetary and fiscal issues. They emphasize programs to address
inflation and balance of payments problems, often requiring specific levels of cutbacks in total
government spending. The adjustment programs of the World Bank are wider in scope, with a more
long-term development focus. They highlight market liberalization and public sector reforms, seen as
promoting growth through expanding exports, particularly of cash crops” (Colgan 2002).

'8 A study of SSA countries which experienced adjustment in the 1980s showed that the average
reduction in real per capita spending was 14 per cent (Jayarajah, Branson et al. 1996). In the 42
poorest countries in Africa, spending on healthcare fell by 50 per cent during the 1980s (Inter-Church
Coalition on Africa 1993: 17); in Nigeria, per capita expenditure on health fell by 75 per cent between
1980 and 1987 (ibid: 19).
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However, despite a stated near-consensus amongst the international donor community
that the goal of development is ‘poverty reduction’ — in its broadest sense — rather
than simply raising income,"” donor and government efforts have resulted in mixed
impact in terms of real health outcomes for the poor and tensions remain between the
IFIs’ continuing economic adjustment policies, poor countries’ debt service burdens

and the health needs of their people.

Before further exploring these tensions, and how they have been played out under the
umbrella of Health Sector Reform (HSR) in Malawi and other developing countries,

the development of healthcare in sub-Saharan Africa will first be reviewed.

2.2 HEALTHCARE DEVELOPMENT IN SUB-SAHARAN AFRICA

The evolution of biomedical health care in sub-Saharan Africa (SSA) can broadly be
said to have followed the establishment of colonial administration in the region, in
that the location of facilities followed the path of the colonial administrative centres —
primarily to serve the needs of the European population stationed there. As colonizers
undertook ‘selective development’ in order to serve their own political economic
agenda (Akhtar and Izhar 1994), this was reproduced in the selective and unequal
distribution of health facilities. This legacy was then built upon following the
independence of the colonised African nations, thus further reproducing the unequal

distribution of biomedical health facilities.

Not only was the geographical weighting of healthcare unequal, but additionally
inequality was reproduced in the emphasis on curative, rather than preventative care
(ibid; Turshen 1999). Western health care also ignored or discounted the existence of
indigenous healing practices, preferring to reify the notion of scientific medical
discourse, which in the European colonial imagination was represented by the ‘white

doctor in dark Africa’ (Vaughan 1991).

17 “Human development is about much more than the rise and fall of national incomes, It is about
creating an environment in which people can develop their full potential and lead productive, creative
lives in accord with their needs and interests... Development is thus about expanding the choices people
have to lead lives that they value. And it is thus about much more than economic growth, which is
only a means — if a very important one — of enlarging peoples’ choices.” (UNDP Human Development
Report 2001: 23). This approach is also reflected in the Millennium Development Goals.

18




While the impact of such colonially introduced health care was discriminatory, there
were some contradictory and incidental benefits to the local African population, both
owing to the work of missions in the region and as health care was extended to some
African employees (Iyun 1994). In addition, as colonialism and capitalism spread, so
too did the need for an essentially healthy labour force to fuel such expansion (Sender
and Smith 1986). Thus, in many locales (e.g., northern Rhodesia, to serve the copper
mines), efforts were made towards maintaining healthy ‘labour reserves’ in the rural

areas (Cooper 2002).

While without the significant natural resources of its neighbours, the evolution of
Malawi’s health services reflects the colonial pattern. As Wendroff notes (1983), the
arrival of both British colonial government and Christian missionaries influenced
indigenous health practices and also led to the introduction of western-style
‘allopathic’ healthcare.’® While the colonial administrators were attempting to
develop the structure of a state system based on political, administrative and
economic elements, their needs led to the development of a basic health infrastructure
which serviced their very particular demands, and, in effect, favoured these settlers’
interests over those of the local population. Gradually, African public servants and
employees were accommodated within the system, but, essentially it developed along
highly racial lines, and also included a distributive bias to those more urban areas of

administrative settlement (Iyun 1994),

As in other settings in the region, missionaries made efforts to reduce the disparity of
provision by setting up facilities in more rural areas. And indeed, pressure began to
be exerted on government by both local communities organised in political agitation
and the missionaries themselves. Thus, by the 1930s, the government had begun a
programme of setting up district hospitals — 21 of these by 1964, in addition to a
number of dispensaries and health centres (Ngalande-Banda and Simukonda 1993).

Missionary activity continued to co-exist alongside this government provision, and,

'8 The term “allopathic,’ deriving from the Latin terms allos (opposite) and pathos (suffering)
originally means a "system of medical therapy in which a disease or abnormal condition is treated by
creating an environment that is antagonistic to the disease or condition, i.c., antibiotic for infection"
(Mosby Medical Dictionary). However, it has now assumed popular reference to ‘Western,’
biomedical or ‘modern’ scientific medicine and its healthcare system, as distinct from any alternative
or traditional practices.
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by the time of Malawian independence, several tiers of medical services existed.
Ngalande-Banda claims that “the provision of district hospitals by the government at
this early stage can be construed as complementing mission activities in providing
facilities for patient referral as well as providing health services in areas that
missionaries could not reach” (Ministry of Health and Population 1998). On the other
hand, Iyun takes a more critical approach, observing that these tiers of provision were

“largely divided along socioeconomic status lines.” (in Phillips and Verhasselt 1994:
251)

Today, the Malawi government itself delineates hospitals at the central, district and
rural levels, with rural hospitals supported by health centres and health posts
extending into the rural areas. This system is supplemented by private/mission-run
not-for-profit institutions, and by facilities privately run for-profit. In parallel with
this allopathic provision, there exist traditional healthcare delivery systems, often

accessed by the user simultaneously with biomedical health provision."

Today, most countries in Africa, and particularly the eastern sub-Saharan region, still
show fairly severe health indicators:
Table 1:Selected health indicators in SSA

Country Infant Mortality Rate Life expectancy HIV/AIDS
(per 1,000) 2002 2002 prevalence
(adulis 15-49, %)
2003
Kenya 78 47 7
Tanzania 104 43 9
Zambia 102 37 17
Mozambique 128 41 12
Malawi 113 38 15
UK 5 77 0.1

Sources: World Development Indicators 2004; UNAIDS 2004.

Post-independence, health care was high on the agenda of most governments as part
of the overall commitment to national development. However, imbalances in

resource allocation; continued urban bias with investment in curative, technology-rich

' This area will be further explored in the presentation of findings in chapters 6 and 7.
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techniques; political whims and demanding demographic and economic conditions —
nationally and globally — had their effects, and health care provision remained fairly
weak after an initial strengthening in the 1960s and early 1970s. Since the
introduction of SAPs in many of these countries, and the associated reduction in
public health expenditure (Kim, Millen et al. 2000), many of these indicators have
worsened in recent years.”® It is acknowledged that, in settings of recession, it may be
difficult to specifically draw out channels of attribution. In addition to the effect of
adjustment policies, high drug prices, the ‘brain drain’ of trained practitioners, poor
maintenance of water and sanitation facilities and the resurgence of communicable
infectious diseases have all contributed to static or declining indicators (ibid.) —

compounded by and contributing to continuing poverty.

African countries comprise 29 out of the 30 countries with the highest under-5
mortality rates (at an average of 155 per 1,000 live births across the continent and 170
per 1,000 in SSA) (The World Bank 2004). In addition, reports show that infant
mortality rates IMR) in SSA average 106 per 1,000, as compared with 5 per 1,000 in
the developed world (UNICEF 2004). Maternal mortality (MMR) remains high, and
indeed has worsened dramatically in some countries, including Malawi.? Crude
death rates are still high, but have reduced considerably in many countries since the
1960s. On the other hand, crude birth rates and total fertility levels, on the whole,

remain high, and have associated impacts on the health of women. (ibid.)

Health development cannot, however, be judged only on the basis of simple statistical
measurements. They are very useful as general indicators; but such indicators need to
be both contextualised and often disaggregated in order to give a more accurate
representation of health status across different groups. An indicator such as IMR
(deaths in the first year of life) is generally acknowledged to be a sensitive indicator
of health status, focusing as it does on a sector of the population that is particularly

vulnerable to health risks. Yet even this indicator can be further disaggregated by sex

1t is important to acknowledge the continuing debate on the extent of the impacts of SAPs on health
outcomes. In a review of the literature carried out by Breman and Shelton (2001), regional differences
were found, with Africa more commonly cited in empirical examples of deteriorating health
expenditure and outcomes, but with mixed findings — both positive and negative — characterising the
Latin American and Middle Eastern regions.

2 The Demographic and Health Survey of 2000 revealed that Malawi’s MMR is now 1,120/100,000
live births — one of the worst in the world.
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or by specific cause of death, to further identify who is facing the greatest risks and
from what. On the other hand, the crude death rate is arguably less informative as an
indicator, as it looks at total deaths across the population without reflecting age or sex
differences, and it may be influenced by the proportion of the population in these

different groups.

The past misrepresentation of the health status of many African countries, based on a
narrow interpretation of available indicators, has been described as “Africa’s
superficial epidemiological transition” (Kalipeni and Thiuri 1997). In standard
epidemiology, the dominant model for viewing changes and patterns in health over
time is ‘the epidemiological transition,” a term used by Omran (1971) to illustrate the
shift from a population characterised by infectious disease, to one characterised by
chronic diseases (Phillips and Verhasselt 1994; Moon and Gillespie 1995). It seems
ironic that it is now widely agreed that the ‘epidemiological transition’ in the
developed world — while rightly criticised for being an over-simplistic linear model —
was brought about through sanitary reform and associated improvements in living
conditions between 1850 and 1950, rather than as a result of biomedical curative
medicines (McKeown 1979), which came in a later phase. On the other hand,
Kalipeni and Thiuri highlight how this evidence has been bypassed and attack the
post-colonial emphasis in Africa on a multi-tiered system of health care provision,
emphasising the urban, curative and drug-dependent Northern model, ignoring the
subsequent uneven health development and failing to address issues of politics,
poverty and power; communication, culture and control.” As will be reviewed in the
following section, recent attention to reform of the health sector is regarded by some

as a way to overcome this narrow historical focus.

2.3 HEALTH, THE STATE AND SECTOR REFORMS
As there was increasing recognition in the 1970s that the growth-dominated
development paradigm was having little impact in terms of ‘trickle-down’ effect,

focus began to shift towards social and community targeted interventions, aimed at

22 “poverty manifests itself in many forms impacting on health, including poor housing, environmental
sanitation and water supply, uncontrolled vector occurrence, unemployment and underemployment,
low education achievement, high morbidity and mortality and poor access to health services....In the
absence of adequate health services, economic factors, education and government infrastructure
become the major determinants of health status,” (Kloos, in Phillips and Verhasselt, 1994: 200)
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creating a minimum standard of living for all. Whether from a neo-liberal
perspective, rooted in continuing ideas of ‘growth’ and the view of an unhealthy
workforce as an unproductive one, or the opposing standpoint of ‘basic needs’ and
rights, as put forward by the International Labour Organisation (ILO), levels of health

became a focus for much greater concern.

The Alma-Ata Declaration of 1978 built upon the themes of ‘basic needs’ and
resulted in endorsement of Primary Health Care (PHC) as the way of achieving the
WHO goal of Health for All by the year 2000. While Alma-Ata related specifically to
PHC, it is significant in having had much broader and more political implications for
general health care and provision, espousing as it does, a very particular philosophy
and approach (adapted from Green 1992):

e The importance of equity

e The need for community participation

e The need for a multi-sectoral approach to health problems

e The advocation of use of appropriate technology

e Anemphasis on health promotional activities

The fact that the Alma Ata declaration was accepted and celebrated by many in the
health and social development fields belies the tensions that still existed in the policy-
making arena. The notion of ‘basic needs’ itself came under criticism, not only from
the orthodox free-market economists and IFIs, whose faith lay in rolling back the state
rather than increasing its public service responsibilities, but also from those who felt
that the concept of ‘needs’ was an outside imposition, based on an assumed and

artificial ‘Western’ concept (Ferguson 1990; Illich 1992).%

In spite of such arguments about the definition and implications of terms, and owing

to the priority given to such ideas in applied development, if we accept the prevailing

3 Ilich attacks the use of notions such as ‘needs’ as an “insidious legacy left behind by development”
(1992: 118). His view is that of a “iraditional poverty,” where an individual could always rely on a
“cultural hammock,” even in extreme circumstances, but which has been destroyed by development
intervention, which lifts people out of their “traditional cultural commons.” While it is possible to see
intellectual value in what he is saying as a critique of ‘basic needs,” his view that people would be
living necessarily better lives on an apparently untouched and pure “cultural bedrock of poverty”
appears as guilty of the naivety and “masked compassion’ that he accuses all ‘needs-led’ development
efforts of.
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notions of both increasing ‘demand’ and ‘need,” questions might then be asked about
whose role or responsibility it is to provide, in this case, health services. In today’s
development locations, the need to recognize and involve actors at all levels, i.e.,
state, market and civil society, is largely accepted (Walt 1994). However, much
discussion continues as to the appropriate role for each of these in both financing and
delivering health care (The World Bank 2003). In addition, the role of donors as a

significant actor cannot be ignored (Cassels 1995).

Accepting in principle the notion of ‘basic needs’ or capabilities, it may be argued
that health is both a basic right and additionally a global public good,* and that,
despite the increasing role of economic players and global forces of capital in
determining health policy and provision, the role of the state remains a significant
one. Others counter this with a view of health as a commodity, and thus, health care
as a privilege to be paid for, rather than a right to be expected (Turshen 1999). The
focus is then on the economic value of a given service, and the appropriate deliverer

of that service: private or public (Sen and Koivusalo 1998).”

In sub-Saharan Africa today, with international development assistance and financial
aid contributing significant proportions of many nations’ GDPs,* the question is not
only over the role of the state or the market, but also over the role of donors and aid in
determining policies relating to this. The World Bank began direct lending for health
in 1980, and their increasing financial contribution from that time, supported in 1987

by the Policy Study on Financing Health Services in Developing Countries (The

* In economic terms, public goods are those commodities which generate non-rivalrous consumption,
which are non-excludable and non-rejectable (Bannock, Baxter et al. 1998). In health terms, depending
on application, this may translate into those public health interventions which have ‘positive
externalities,” i.e., immunising a child will bring wider disease prevention benefits to the population,
or, applied to health as a whole, there are population-based benefits to social and economic
development of public health.

 This debate has not been restricted to the developing world, but has been informed by changes taking
place in the North as well. The UK’s own recent history has seen significant reform of the Naticnal
Health Service (NHS) over the period from 1979, Rising costs and inefficiency were cited as one of
the reasons contributing to the need for reform. However, while the Royal Commission set up under
the Labour government of 1974 had identified the need for organizational change within the NHS, it
had concluded that an open-access and free service, which made little use of market mechanisms was
in fact better at containing costs than a more market-oriented system (Moon and Gillespie 1995).

*In 2002, net aid received in Malawi was 19.8 per cent of the country’s GDP. For neighbouring
Mozambique this figure was 57.2 percent; for Zambia 17.3 per cent and Tanzania 13.1 per cent of
GDP.
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World Bank 1987), indicated their interest in promoting a distinct policy position in
health.

This position initially focused on reformed financing mechanisms, deriving from a
belief that problems in the health sector were rooted in the inappropriate allocation of
expenditure, the internal inefficiency of public health programs and inequity in the
distribution of health service benefits (ibid: 3). This approach in turn was rooted in a
conviction that prevailing economic circumstances of slow growth and increasing
debt “make it difficult to argue for more public spending.” The solution proposed
was therefore to “reduce government responsibility for paying for the kinds of health
services that provide few benefits to society as a whole” (ibid: 1), with a classification
of goods and services into either ‘public’ or ‘private.” Private goods are those whose
benefit is received by the individual who consumes that service, and public goods, as
already noted, are those whose benefits extend to all members of society (an example
being treatment for a headache as opposed to immunization of children). The further
assumption underlying this classification is that people are willing to pay for services
with mainly private benefits, but are unlikely or unwilling to pay for those that benefit

the community as a whole.”

The four policy reforms advocated as means to alleviate inherent health sector
problems were the introduction of user fees, the promotion of insurance schemes, the
increased use of non-government resources for health, and decentralization of
government health services (ibid.). This package was at the heart of what is widely
termed health sector reform (HSR). While HSR has been broadened beyond
financing reforms to also encompass objectives of improved access to care and
institutional reform, one of the central notions is that of reformed financing and a
‘managed market’ approach. The managed market approach is based on the view of
traditional public sector burcaucracies as inefficient, but also recognises that markets
alone will not provide for all health systems objectives. The role of the state is thus to
regulate both public and private markets for care, with responsibility determined

according to perceived ‘public’ and ‘private’ goods and services (Cassels 1995).

2T It is interesting to note that this classification only notes what is termed in economics consumer
‘willingness’ to pay, but makes no explicit observation of consumer ‘ability’ to pay.
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The 1993 World Development Report ‘Investing in Health’ (The World Bank 1993),
had an even more significant impact on donor and development policies for health,
putting so-called health reforms centre stage and promoting a distinct formula for
health policy in developing countries. The three principles outlined in the report were
to: foster an environment that enables households to improve health; increase
government spending on health; and promote diversity and competition (ibid.). This
not only builds upon the basic package of financial reforms, but combines an analysis
of health sector problems with a focus on understanding global and regional burdens
of disease and the cost-effectiveness of different interventions, resulting in analyses of

“health gain per dollar spent” (Cassels 1995).

While the prioritisation of health and many of the principles on which reforms were
based have been welcomed, there continue to be contradictions that many find
troubling (Loewenson 1993; Turshen 1999). The World Bank has now assumed the
role of the biggest player in world health, in terms of dollars spent — or rather, fent —
yet its prescription of economic adjustment and health reform policies, which
encourage marketisation of health through increased competition and a reduced role
for the state in provision, are seen by some as contradictory in their health outcomes
(Lurie, Hintzen et al. 1995). On the whole, such policies have had an explicit aim to
reduce public spending on health and other social services and have encouraged
diversification of financial sources, including ‘cost-sharing’ via user fees, yet this has
been shown to reduce utilization by the poorest and most vulnerable groups (Gilson
1997).%

In the United States of America, where health service provision is indeed based upon
a private market-oriented system, the extreme costs of this system to all involved —

user and provider — not to mention the inequities within it, would also appear to

? 1t should be noted that the most recent position by the World Bank takes account of evidence of the
negative impact of user fees on access, and so, is one which “does not support user fees for primary
education and basic health services for poor people” (World Bank Issue Brief, August 2003). It also
“discourages user fees” for programmes such as immunisation, TB and malaria, which have large
public good implications, However, “in very low-income communities where the government's
resources are extremely limited, well-designed and implemented user fees can mobilize additional
resources from better-off groups that can in turn be used to improve services for poorer groups. Such
cost-sharing schemes can play a critical role in helping ensure essential services are available.” This
position does not acknowledge the significant costs and challenges in targeting, identifying and
exempting the poorest from paying fees, and in reimbursing facilities for services provided to those
exempted (Kivumbi and Kintu 2002; Ridde 2003; Jacobs and Price 2004; Palmer, Mueller et al. 2004).
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challenge the arguments in favour of a private market system for health care. As
Polleys-Bunch (2002) is exploring in ongoing research,” the ideological debate on
health as a right or a privilege, and healthcare as a public good or private one, is also
expressed in either ‘protective’ orientations towards a population — where healthcare
as a means to improve peoples’ health is valued and prioritized regardless of
economic costs to the provider — or ‘exploitive’ ones, where health care is a profit-
producing commodity used to exploit peoples’ resources, regardless of the health

consequences to that population.

While such a categorizing framework can be flawed for its reductionism, the
ethnographic evidence Polleys Bunch uses from differing health care settings in the
USA clearly illustrate the costs of their prevailing market system, particularly to the
user, and particularly to the poorest and most vulnerable within — or indeed excluded

from — that system.*

This debate is not merely ideological, but economic. Cassels notes criticism made of
the “uncritical promotion of market mechanisms by international agencies and the
export of models from particular countries such as the UK (Collins et al 1994, cited
in Cassels 1995). While under the ‘managed market’ approach, whether a particular
good or service is considered ‘public’ or ‘private’ identifies where responsibility for
provision should lie, classification of goods into these categories is not a clear-cut
procedure and areas such as communicable disease or vaccination are termed ‘mixed’
in their benefits by the World Bank (The World Bank 1987),” leading to mixed

practices in financing, delivery and outcomes.

*? “Protective and Exploitive Value Orientations — Determinants of the Organisation and Delivery of
Health Care Systems,” S D Polleys-Bunch, paper presented at the Anthropology of Health and
Populations conference, Brunel University, June 20-22, 2002.

30 Tn 2002, 43.6 million people in the USA (or over 15 per cent of the population) did not have any
health insurance. This includes 28 per cent of all young people aged 18-24 years, and 31 per cent of
the poor (‘Facts on Health Insurance Coverage,” National Coalition on Healthcare, 2004).

3! Amartya Sen, in a recent interview for WHO (Mach 2002) describes markets as being particularly
efficient for certain types of production, but not very good for others, particularly medicine. There are
two reasons: “Many of the results of medical care have the feature of being what economists call
‘public good’ which affects not only the wellbeing of that person but also of others, for example with
infectious diseases which are contagious to others. In dealing with public goods, markets are
notoriously defective. Second, the pattern of risk in medicine makes the market less efficient
because...it’s always in the interest of private insurance to try and get out of covering those wheo are
most likely to need medical care. But these are people for whom medical care is most important.”
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It is timely that the debate on health spending and delivery has been furthered on the
global stage by the WHO Commission on Macroeconomics and Health, and the
subsequent report of their assessment of the place of health in global economic
development (WHO 2001). The report stresses the link between poor health and
poverty and argues that investment in health is fundamental to any hope of economic
development. As this chapter has described, this association between health and
development is not a new observation. However, the Commission has been notable in
firmly supporting a role for governments and public spending on health at a time
when health sector reforms frequently lead to a reduced role and spending on the part
of the state. The panel was notable for the high percentage of economists and
financial experts as members, rather than a technical health weighting, thereby giving
greater economic “credibility” to its conclusions that investment in health is essential

for economic growth (Smith 2002).

While the Commission’s findings are widely regarded as deserving of support and
action (Morrow 2002), their research raises issues of importance for health providers
and policy makers about how to effectively approach not only the challenge of raising
funds to increase health spending, but again about whose role it is to provide those
funds and how they can be allocated effectively to ensure that the poorest, most
vulnerable households benefit. The Macroeconomic Commission may be right in
arguing for a massive increase in what is spent, but others remind us that in addition
to how much, perhaps as important is how this is spent (Filmer and Pritchett 1997,
UNDP 1999; Lanjouw, Pradhan et al. 2001) and who benefits as a result.”

In the light of this, some view as encouraging the argument in the World Bank’s most
recent key publication, the World Development Report 2004, Making Services Work
for Poor People, that affordable access to services remains low. The report affirms
public responsibility for improving health and education. However, critics point to the
distinction made between ‘public responsibility’ and ‘public provision,” and note the

differences among financing, regulation and information dissemination: ‘Social equity

32 In the World Development Report 2000/2001 (World Bank 2001), a study of public financing for
health in developing and transition economies demonstrated that more of the government spending for
health went to serving the richest 20 per cent of the population than to serving the poorest 20 per cent.
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and fundamental human rights suggest a responsibility for government but leave open

the ways of discharging that responsibility’ (The World Bank 2003 - italics added).

Jack (2001) reflects on this in the context of TB control. His writings suggest that
currently, private markets fall short of adequate provision and the public sector has
been too resource-constrained to effectively address TB. Yet, such public
intervention is essential, given the public health implications of TB, and the
difficulties faced by suspects® in seeking care and patients in maintaining their
therapy. While it is a specific illness, which might therefore be regarded as a ‘private
good,’ it has clear public implications via the issue of contagion and therefore may be
regarded as a ‘public good.” He takes this further in raising the link with poverty, and
arguing that it would be both efficient and equitable to expand public TB control
services, as a redistributive measure that would directly affect the poor: “TB is a
disease of the poor and public intervention in its detection and treatment could
represent an effective part of an anti-poverty approach to development” (Jack 2001:
80).

In the current reform climate, this is a relatively rare voice — despite evidence that, in
practice so far, implementation of a public/private mix has been patchy and the
capacity of states has often not been enhanced through such a process. Mackintosh
(in Walt and Leon 2001) argues that, rather than addressing inequalities, health
systems reinforced by the reform process reproduce existing differences. Social
inequality in terms of unequal access to care, unequal claims to care and unequal
experiences of it, become further entrenched, particularly with the development of a
two-tier privatized middle class market and a public system for the poor. In
implementing system reforms, there has been a failure to consider the legitimate
claims of all, or to consider how to encourage awareness of health entitlements and
negotiation of those rights through people’s engagement with the reform and planning
process (Mackintosh 2001). Private provision has instead been celebrated as
providing consumer choice, and therefore being equitable (Bloom and Standing
1999). However, evidence suggests that, in developing world contexts where extreme

socioeconomic inequities already exist, the market tends to be supplier, rather than

33 Suspects here refers to TB suspects, or those with symptoms suggestive of TB (e.g., chronic cough)
that may prompt care-seeking behaviour.
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consumer-led. The role of the state as regulator, public health administrator and
sanitation provider has been reduced, and issues of public participation, quality
control and sustainable technologies have been forgotten. In addition, with the donor
community’s acceptance of the World Bank’s push for reforms, power in the policy-
making arena can arguably be said to have shifted from the national to international
level, with the state’s role being even further reduced and participation from other

actors further marginalised.

Those that support moves to reform the health sector, including most multilateral and
bilateral donors, would argue that where both previous extreme paradigms of
predominantly state-led development and predominantly market-led development
have failed, health reform tries to address that failure with a public/private mix.
Prevailing theory proposes that the role for the state is slowly re-emerging, with
capacity being built at national level to direct reform and act as regulator and
purchaser. However, what this translates to in practice depends on how health and the
breakdown of healthcare into varied commodities, public or private, is handled by a
particular nation — or often the more influential international bodies (N. Druce,

Institute for Health Sector Development, personal communication, October 2000).

Despite the original goals and initial achievements of Alma Ata, therefore, twenty five
years later health care and services in both the developed and developing world are
still facing significant challenges and are having to deal with similar issues of
pluralised provision, regulation of standards and practice, distribution of services and,
critically, financing and health sector reform. In the context of sub-Saharan Africa,
where a multi-tiered and inequitable distributive pattern of provision has been largely
the result of earlier colonial administrations (Phillips and Verhasselt 1994), often
reinforced by post-independence governments, health planners are confronting

complex problems. Malawi is no exception to this.

Although evidence to date suggests sometimes disappointing results, with rising
mortality rates, reduced utilization of services, and lack of attention to preventive

health measures,* health reform has been widely embraced by most donors and aid

3 For example, Zimbabwe, Zambia and Mozambique (Turshen 1999, and see also Pillay 2001).
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agencies and the World Bank has supplanted WHO as the main international agency
for health®. Therefore, in line with health reforms taking place throughout much of
sub-Saharan Africa, the government of Malawi is currently elaborating a range of

reform options.

As a donor-dependent nation attuned to the shifts in health policy thinking at the
international level, Malawi pays a significant amount of attention to financing issues.
The Malawian Government’s own criticism of the present circumstances is that there
is too much of a “big brother approach” (MOHP 1999: 134), with the Ministry of
Health and Population itself assuming that role, in financing, policy formation and
implementing collaboration among different providers. The state provides the health
training for all health workers in Malawi. Even when its own services — currently still
provided for free — have been in financial trouble, it has continued to provide
assistance to the private mission sector. This is a situation regarded by many in the
government as ‘unfair,” and this view is echoed, or perhaps encouraged, by those in
the international community who are in favour of ambitious health reforms, and who
have the weight of their aid behind them, enabling their views to be taken seriously.
However, the reform package also includes attention to institutional and
organisational reform: changes currently being planned include decentralisation of
administration and budgeting to the district level; consideration and possible
introduction of user fees;* design and implementation of an ‘essential healthcare
package’; and the adoption of a sector-wide approach (SWAp) to facilitate both full
integration of services provided and basket funding of those services, rather than the

vertical programme system still being used.

3 World Bank loans to population, health and nutrition projects totalled nearly US$6.7 billion between
1986 and 1993 (World Bank Annual Report 1993) and currently total a cumulative $13.5 billion
(2005).

% As already noted, the issue of fees for services is a potential minefield (Forsberg 1993, Gilson 1988,
Mbugua 1993, Mc Pake et al 1993). While Bennett and Ngalande-Banda (1994) take a fairly
conservative view of user fees having the potential to raise revenue and improve efficiency, it would be
prudent to note the warnings that have drawn attention to the issues of distribution of existing facilities,
effective means-based systems of ‘exclusion,’ safety net mechanisms, equity of access to patients from
differing social groups and public perception of service quality. Evidence suggests that without a
perceived improvement in quality of services and an effective and manageable system of subsidizing
the poorest groups, the introduction of user fees in the public sector results in reduction in user
numbers and increased marginalisation of vulnerable groups (Gilson 1997; Gilson, Kalyalya et al.
2001). Therefore, rather than implementing health reform factors such as user fees in isolation — if at
all — there is a considerable argument for review of the evidence, as now acknowledged by the World
Bank (see footnote 29).
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Given that the National TB Programme is one of those vertical programmes likely to
be affected by these plans, the development of health sector reform in Malawi is

topical, challenging and will be explored in detail in Chapter 5.

2.4 BIOMEDICINE, HEALTH AND SOCIETY

One of the factors underlying the competing approaches towards the organisation of
health systems and responsibilities for health care provision and financing is the
longstanding tension between biomedical and social analytical approaches to health —
sometimes represented as the opposition between ‘cure’ and ‘care.” In looking more
closely at the general relationships among medicine, health and society, critiques have
been emerging over the past fifty years or so of an over reliance on biomedicine and
medical intervention and a lack of attention to other, highly relevant contextual

factors.

Rene Dubos, a microbiologist, was one of the first to challenge the increasing
dominance of curative, interventionist approaches. His writings, based on a historical
analysis of approaches to health over time, advocate a holistic approach to healthcare,
recognizing that curative, disease-focused intervention alone is not the only approach,
and that a full, contextualised understanding of people and their current environment
is also necessary. The conditions under which individuals — and therefore their
diseases — are living will also influence the path of those diseases, and their individual
response. His work cites and indeed echoes the long-held opposition between ‘cure’
and ‘care,” symbolized in the Greek goddesses Hygeia and Panacaca. Hygeia was the
guardian of health through healthy living, and Panacaea was the healer, through her
knowledge and application of plants; one symbolizing the preventive and
environmental aspects of medicine and the other the curative intervention of disease-
oriented medicine (Macdonald 1998). Dubos suggests that, as approaches to
healthcare have developed over time, they have swung between these two points of
view, maintaining such an opposition. More recently however, intervention has taken

the dominant role.

Dubos soon turned his attention to TB, with his co-authored work ‘The White Plague’
(Dubos and Dubos 1952 (1992 reprint)). Developing his arguments in a historical

analysis of TB from the nineteenth century, he and his wife state that TB’s
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development was closely linked to industrialization and associated urbanization, and
that its subsequent decline in Britain and North America in the twentieth century was
as a result of improved living conditions and socioeconomic development rather than

the progress of medical techniques.

These ideas were taken further by McKeown in his work on ‘The Role of Medicine’
(1979). He argues that the impact of medical intervention on the health of
populations has been exaggerated, leading to over-investment in medical science and
lack of attention to the role of social development and change. While his ideas have
themselves been criticised on the grounds of an over-reliance on the agency of the
individual — through individual lifestyle choices — and a Luddite stance that could
actually help maintain the current inequitable distribution of both disease and access
to health care (Farmer 1999), his views have been influential in demanding
acknowledgement of the role of social change and improved living conditions on
infectious diseases. As one of his main examples, he cites tuberculosis, where the
industrialised countries achieved a 90 per cent reduction in mortality from TB through
improvements in income, nutrition and living conditions (McKeown 1979). This was
achieved prior to the arrival of specific antibiotic treatment for the disease in the
1940s.

John Grange, writing about TB half a century after Dubos first put forward his
arguments, states, “Tragically though, the disease is still so prevalent that, in 1993,
111 years after the causative organism was identified and half a century after the
introduction of effective therapy, the World Health Organisation (WHO) deemed it
necessary to take the unprecedented step of declaring it a Global Emergency” (Porter
and Grange 1999). Given this statement, it would seem that both Dubos’ and
McKeown’s arguments not to rely on medical techniques of control alone, but to
investigate all the human, socioeconomic and environmental factors, have not

necessarily been heeded (Doyal 1979).

It is, perhaps, an even starker illustration of the inequities present in society and
across the world that a disease for which there is a cure is still such a threat to so
many lives. The evidence is seen in the available data: looking at where TB has ‘re-

emerged’ in the industrialized North and amongst which communities (homeless
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people and prisons); and looking at where TB endures and worsens throughout the
world (poor developing countries), the pattern is one of a disease affecting poor and
marginalized people, whether in the rich developed world or the developing world:
“TB could thus be regarded as a symptom of poverty, visualized by the unequal

distribution of both factors in the world” (Diwan, Thorson et al. 1998:11).

For some writers, this scenario is not a surprise, but rather the inevitable effect of
economic and political forces, driven by global capitalism and resulting in uneven
distributions of wealth and power throughout society (Navarro 1976; Whitehead
1988; Packard 1989; Falola and Ityavyar 1992; Farmer 1998; Farmer 1999; Kim,
Millen et al. 2000; Mackintosh 2001). From this perspective, it would be impossible
to examine health, medicine and TB without placing them in this wider political
economic context, and to recognize the implications of economies dominated by
capitalism, where health systems reflect the needs of capital and class (Doyal 1979).
The principal role of biomedicine is therefore to enable a healthy productive
workforce, working in support of the needs of capitalism — a fact noted by Sender and

Smith (1986), in looking at the issue of labour in Africa.

Under such a vision, those most vulnerable to the health-damaging factors built into
the capitalist productive system (i.e., through shifts, overtime, industrial injury, poor
environment, etc), are those in the lower social classes who make up the workforce
(Navarro 1976). Only when capitalist class interests and those of the workforce
converge (i.e., in maintaining a healthy workforce to maintain production) is access to

medicine and healthcare enabled for these most vulnerable.

This is illustrated clearly in Packard’s historical analysis of TB in South Africa
(1989), where he argues that a reliance on medical technology actually deflected
efforts to address the underlying causes of ill health and TB in apartheid South Africa.
Writing about that country’s TB Research Institute, he states that “...they have rather
chosen to place their faith in the ability of medical science to solve health problems in
the face of adverse social and economic conditions”. This was not only owing to the
apartheid policy and related poverty, but was specifically linked to greater political

and economic transformations taking place with the rise of industrial capitalism.
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Packard notes that, in contrast to the industrialization process in Europe, which saw
increased urbanization as workers moved to settle near their places of work and the
development of TB in those urban centers, in South Africa, those in control of the
mining industry encouraged seasonal migration in search of work, with workers
maintaining their rural base. This saved the mining companies pension and health
care costs, but contributed to a worsening health situation, with the hasty spread of TB

from the urban epidemic areas out to the rural reserves.

As an uneasy alliance among poorer white workers, the state and the mine owners
emerged, the racial divide and rule policy led to a worsening situation for African
workers, with little chance for class, capital and labour interests to converge. It took
until the 1930s, in the pre-World War Two era, for the white middle class, now
fearing for their own health and recognizing the borderless nature of disease, to push
for reforms. However, these reforms resulted in the Slum Clearance Act of 1934,
ghettoizing people and disease, but removing the proximity of risk for the white
population. Unsurprisingly, health worsened and TB devastated both the urban and

rural black settlements.

As these areas increasingly became “reservoirs of disease and infection,” the result
was “no healthy labour supply” to the mines (ibid: 318). Finally, both state and
industrialists were forced to recognize the need for improved living and working
conditions. With different agendas, but the same desired outcome, the need for health

and welfare for the workforce was finally acknowledged.

Greater political and economic forces continued, however, to map out the
insubstantial nature of the resulting changes, leading to disease control based on
segregation, and supported by medical intervention. Any attention to broader reform,
or the need for social and economic change across populations, was therefore

deflected (Packard 1989).

Such a political economic analysis can also be seen clearly in the worsening
HIV/AIDS epidemic — closely linked to and partially fuelling today’s TB situation —
across Sub-Saharan Africa. Globally, the portrayal of HIV/AIDS in Africa has been

as though the continent were the world’s homogenous reservoir of infection. Sexual
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and racial stereotypes have translated into political justification for policies and
funding decisions, which restrict rights and access to resources (Seidel and Vidal
1997). An oversimplified early construction of the virus as a tropical disease,
combined with an epidemiological focus on risk groups, has contributed to funding
priorities biased in favour of medically defined priorities in the wealthier North, rather

than on the needs of diverse Africans dealing with the effects of AIDS.

Even signs of hope, such as the relatively recent decision by the South African gold-
mining giant Anglo Gold to provide anti-retroviral therapy (ARV) to its HIV-positive
workers, are based purely on the convergence of the economic interests of the owners,
with the health needs of their workers (Marks 2003). The attrition rate of staff
through AIDS-related death and illness, and the stark projections of continuing
attrition, can easily be regarded primarily as productivity lost. Anglo Gold, in its
cost-benefit analyses, has thus calculated that it will be cheaper in the long run to
provide therapy to its staff, interrupting and ameliorating the patterns of sickness and
death, rather than continuing its recent approach of further recruitment and training.
This clearly illustrates that any changing patterns of health and sickness are tied to the
development of specific political and economic interests prevailing at local, national
and international levels (Packard 1989). While welcome, it may be argued that the
South African government’s recent (yet overdue) announcement to introduce ARV
therapy into the public health system (early August 2003) has been promulgated by
similar figures of attrition and the related impact on the country’s current and

projected productivity and growth.

But what of current approaches to TB and TB control? As the historical analyses and
critiques have shown, the swing more recently has been toward biomedical
intervention and the desire for ‘cure’ rather than ‘care.” Even with Dubos, McKeown
and Packard over time identifying the limitations to such a single disciplinary

approach, change has been both piecemeal and slow.

At the time of starting this thesis, the available literature showed some authors calling
for a multi-disciplinary approach to TB control. Rubel and Garro (1992) make a
strong call for socio-cultural factors to be considered in TB-related programmes and

interventions. They emphasise that knowledge of the ‘health culture’ of patients is
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necessary if TB programmes are to be successful, and call for the use of social
scientific methods to assess people’s own knowledge and understanding of their
symptoms/the disease, and how this knowledge is used at the health-seeking stage.
Vecchiato (1997) supports this call, in looking at TB conceptualisation and
management in a rural southern Ethiopian community. Acknowledging that a local
model of TB is not something which will be explicit and bounded, he nevertheless
recognises the value in trying to understand any shared knowledge structures and
beliefs about symptoms, aetiology, treatment and prevention, and how these may
influence therapeutic decision making. In addition to this however, he notes the role

of the wider socioeconomic arena, through which any decision or action is mediated.

More analysts (Farmer 1997; Liefooghe, Baliddawa et al. 1997; Ogden, Rangan et al.
1999; Porter and Grange 1999) have all contributed to the broadening of this debate.
Most notably perhaps, Farmer warns against the reification of such cultural factors to
the exclusion of any others, thereby returning to the same narrow-minded focus on
just one single perspective, for which biomedicine was criticised in the first place —a
“conflation of structural violence” and cultural difference” (Farmer 1999: 9). Farmer
tries to balance this out through a political economic approach informed by
anthropology, illustrating the large-scale sociopolitical forces and structural violence
at work. While the introduction of a social scientific or anthropological viewpoint is a
welcome one, the over-emphasis on culture as the sole determining factor in peoples’
health-related decisions and behaviour leads to an exaggeration of patient agency and
the likelihood of ‘victim blaming.’ In this way, the role of poverty and surrounding
structural factors are minimised, as is that of the health provider and health system.
As Xu et al.(2004) have found in China, the costs of care-seeking — even when
subsidised — may remain prohibitive to those groups most vulnerable to TB in the first
place: the poor, the elderly — those that have little cash income. Socioeconomic status

of the patient was identified by Xu as the main factor influencing care seeking for TB.

37 The term ‘structural violence’ was one originally used by Latin American Liberation Theologists to
assert that the social inequalities which affect people’s chances in life are structured along lines of race,
gender, poverty, etc. Structural violence is exerted systematically through such structures, both directly
and indirectly by those in positions of power and those who benefit most from the inegalitarian social
order. This can be seen in the way in which mortality is structured by class, with outcome gaps in
terms of who is dying/being affected/infected by, e.g., TB, HIV. “The distribution of both TB and HIV
is sculpted by structural violence” (Farmer, Plenary address to the Conference on the Anthropology of
Health and Populations, Brunel University, June 2002).
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Without acknowledging such realities, anthropology and sociology, which may have
set out with valuable intentions to provide information about the socio-cultural
environment, may be used by the medical establishment to support and reinforce an
individualistic approach to disease control, rather than as one contributing element to

an inter-disciplinary and holistic approach to healthcare.™

Both Liefooghe, Baliddawa et al (1997) and Ogden et al (1999) enlarge on this,
advocating an approach that emphasises co-operation among disciplines,
acknowledging the role of human behaviour, in addition to the social processes and
environmental structures that both enable and hinder peoples’ choices and access to
care. Rather than victim blaming, attention should also be directed to the health
settings and providers and “treatment failures” rather than “patient failures” (Ogden et
al 1999: 858). Ogden proposes that a balance should be maintained, leading to a
paradigm shift “away from the perceived need to control patients, to providing a
health service and a TB programme that supports them to obtain what they and their

communities most want: a cure” (ibid: 859).

Paluzzi has illustrated how, prior to the introduction of antibiotic treatment for TB,
doctors in Chile worked towards a public health ideal that recognised the need for
social reform, in order to address the causes of disease: overcrowded living
conditions, malnutrition and poor working conditions (Paluzzi 2004). The then
President of Chile is cited, from his own 1939 publication, The Chilean Medical-
Social Reality: “Tuberculosis, a social disease, must be addressed with a program of
social health; that is, a program of health for the masses whose application cannot be
left to the individual or family; a program of health that, by remaining aware of the
economic inequalities that arise from the very existence of rich and poor, tries to
compensate for class differences.” (ibid: 763). In this ‘golden age’ of social medicine,
“action against tuberculosis became direct action against poverty” (ibid: 767) with
advocates arguing for increased wages for the working classes, regulated working

conditions, safe and affordable housing and clean public spaces. However, with the

* This problematic use of anthropology is also illustrated in Seidel and Vidal’s (1997) work on
HIV/AIDS, where they explore the influence of the ‘culturalist’ discourse on HIV/AIDS policy, and
highlight the tendency towards extreme relativism, where ‘culture’ is seen as a range of fixed, exotic
practices, through which the failures of any intervention may be explained, and the exotic ‘other’
blamed as the obstacle to change and disease control (Seidel and Vidal 1997).
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introduction of pharmaceutical agents in the 1940s, further strengthening the
development of biomedicine, the discourse on TB became increasingly medicalised
and defined by antibiotic treatment. Paluzzi ties this to the development of an
individualised model of risk and accompanying stigma and stereotypes associated
with TB. Critically, while poverty is often spoken of as a risk factor for the disease,
TB control continues to focus on the individual and the biomedical cure, rather than
the socioeconomic inequalities that encourage the disease and limit the ability of those

suffering to obtain care.

As this literature suggests, there is a need to challenge the prevailing biomedical
model with an approach that recognises the importance of culture and the need to
allow peoples’ voices and aspirations to be articulated (Appadurai 2004}, while also
seeking to investigate the broader social, economic and political forces at work, and
how they promote or retard the development of TB (Farmer 1997). Farmer (1999)
quotes Rudolph LK Virchow (1849), who, a hundred and fifty years ago, wrote “...if
medicine is really to accomplish its great task, it must intervene in political and social
life. It must point out the hindrances that impede the normal social functioning of
vital processes, and effect their removal.” For him, doctors were “the natural
attorneys of the poor.” Today, however, while this is still a relevant and worthy aim,

it is one little realized.

One critical aspect which emphasizes the value of an inter-disciplinary approach to
disease control is that of gender analysis. Until recently, a gendered approach to
understanding health problems was a rarity. Even now, the literature on gender and
infectious disease is relatively limited (Sen, George et al. 2002), although within
broader development and health practice, gender has been receiving increasing
attention (Crehan 1997; Visvanathan, Duggan et al. 1997; Standing 1999; Kulmala,
Vaahtera et al. 2000; Warren and Hackney 2000; Quisumbing 2003). Since the
strengthening of the women’s movement in the 1970s, and recognition that women
had largely been marginalized in the development process, various approaches to

empowering and integrating women into development activities have followed.*

3 These are typically broken down into three phases: WID — women in development; WAD — women
and development; and GAD - gender and development. WID attempted to bring women’s issues into
focus in development, primarily through targeted initiatives, to enable women to access the benefits of
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More recent thinking is that the ‘gender and development” (GAD) principle, which
recognises not only women alone, but the relations between men and women, is the
most valuable approach. Rather than further marginalizing women as a ‘specialist’
group, GAD advocates for the ‘mainstreaming’ of both womens’ and mens’ interests
into all aspects of work, through a strategy of balancing the needs of both men and

women throughout all development policy, planning and implementation.

Gender as a term has often been misinterpreted. It refers “not only to physiological
differences between the sexes, but also the wide variety of behaviours, expectations
and roles attributed by cultures and societies to women and men” (Hudelson 1996).
Put simply, gender as a concept, in terms of “what it means to be male or female”
(UNAIDS 1998) is different from that of sex, which refers to an individual’s

biological characteristics.

In terms of health and society, a gendered perspective is valuable, in understanding
not only women’s biological reproductive role, but also the cultural roles ascribed to
and arising from this. As Vlassof and Manderson (1998) describe it, “The ideology of
gender and its institutionalisation within the family underlie conventional notions of
the household provision of health as womens’ responsibility, and the burden of care
that is allotted to women. But, in addition, gender determines women’s access to
information, health services and treatment; it defines women’s domains and their
vulnerability to infection, and it structures how men and women interpret and respond

to disease.”

Of the millions of people living in poverty worldwide, 70 per cent are women
(UNDP, Human Development Report 1995) and, for these women, three-quarters of
the burden of ill health is from diseases of poverty, of which infectious diseases are a

major part (World Bank 1993). Thus, it would seem clear that the health risks posed

development. WAD claimed that women were already integrated in development and so broadened the
focus away from specifically targeting woman, to an approach that tried to address the scurces and
origins of both womens’ and mens’ positions in poverty. GAD looks at constructed gender roles in
society, including implications for both sexes, with the aim of challenging existing power relations
between men and women (Visvanathan, Duggan et al. 1997).

40




by poverty are much greater for women, than for men.* Yet, while such data, even
at the aggregate global level, would seem to point to gendered implications for health
and disease at all stages, relatively little effort has gone into exploring this issue,
beyond the realm of reproductive health (and more recently, by association,

HIV/AIDS).

Vlassof and Manderson (1998) set out a framework for approaching gender and
infectious disease, drawing on anthropological studies. They highlight gender and
prevalence of disease, gender and distribution of disease, gender and determinants of
disease, and gender and consequences of disease, thus using familiar epidemiological
categories to try and illustrate the utility of a gendered approach to deepening
understanding and explain findings within each category. A similar framework is
presented by Hartigan et al, in Sen (2002), in which both contributing male/female
biological and social influences are identified, and their interaction traced in terms of

susceptibility to contracting conditions, and the subsequent response and experience.

To take one example of distribution: worldwide, more men than women are diagnosed
with TB and, in many developing countries, cases notified are significantly higher
among men than women. In a country-specific case, the ratio of female to male cases
notified in Vietnam is 1/1.5 — 2.1 (Long, Johansson et al. 2001). This may indicate
that women are simply (biologically) less likely to develop active TB disease than
men, and this has been the unquestioned epidemiological assumption. However, if a
historical perspective is taken, in Europe and America in the mid 20™ century, TB
case notification was higher in women between 15 and 35 years than in men of the
same group. This raises the possibility that cases of TB in women are now being
under-notified in certain (developing) regions (Holmes, Hausler et al. 1998). This
possibility has been further supported by a Nepalese study which, in comparing active
and passive case-finding for TB, found higher notification rates for women in the

active study group (Uplekar, Rangan et al. 2001)."

0 According to the IUATLD factsheet on Tuberculosis and Women: “TB accounts for 9 per cent of
deaths among women between the ages 15 and 44, compared with war, which accounts for 4 per cent,
HIV 3 per cent and heart disease 3 per cent.”

*! In this study, females made up 28 per cent of the passive cases found at a clinic in Nepal, yet with
active case-finding, females were 46 per cent of the cases identified.
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Using a gender framework to explore this issue, one might examine gender
differentials in the risk of infection (i.e., through exposure to tubercle bacilli). Factors
likely to increase the risk of exposure include those that favour the persistence of
airborne droplets (e.g., poor ventilation, poor lighting) and contact with infectious
cases (e.g., occupational contact, overcrowding, caring responsibilities). Overall
exposure to such factors varies itself according to gender as well as by ethnicity and
socioeconomic status (Hudelson 1996). Another avenue for gender analysis might be
in looking at actual use of the health service and care-seeking behaviour for men and
women, and the factors affecting this (in decision-making power within the
household, in access to household income and resources, in changes in the labour

market and (re)productive activities, in differing burdens of care, stigmatisation, etc).

Ogden identifies gender analysis as that which asks how and why inequity occurs in
health (Ogden and Porter 2000). As Smith phrases it in his study of gender issues and
TB in Nepal (1994), “Gender of itself is not the cause of morbidity and mortality in
TB, but is a powerful indication of disadvantage, a marker of many factors that

influence health and the utilisation of health services.”

In the Malawian context, the validity of this kind of approach — one which recognizes
the broader context of disadvantage — is slowly being recognised, with the 1998
inception of the TB Equity Study to provide social science input to the National TB
Control Programme. However, at the time of starting fieldwork, the TB programme
was still structured along largely vertical disease control lines, overseen by clinical
TB specialists for whom such an approach is unfamiliar, and who are also faced with
responding to pressures at both national and international level* which do not always
allow space and time to develop such new ways of working. The opportunity to
observe and analyse the international climate for TB control and its embodiment in a
strong national programme where the possibility of innovative change existed was a
useful one, particularly during a potentially important period of transition. Despite
the calls made by the authors cited in this section — principally anthropologists and

other social scientists — systematic investigation of the contexts of poverty where TB

2 At national level, policy changes, such as the decentralization of health provision nation-wide, and
the challenges in resource-constrained service delivery; at international level, an academic and policy
environment organized along the principles of biomedical disease control, rather than a broader
engagement with issues of poverty reduction and development.
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is found have rarely been undertaken, recorded or deemed important by disease
control specialists, owing to prevailing ‘terms of recognition’ (Appadurai 2004)

which privilege the clinical voice above all others.

2.5 DIMENSIONS OF POWER AND KNOWLEDGE: A THEORETICAL
FRAMEWORK

Such a lack of systematic investigation has also precluded attention to the influence of
power, its relationship to knowledge, and the workings of both in the area of disease
control. Ideas about the workings of power in the world, how it is articulated and
represented, have been and continue to be widely explored and debated. Current
theories involve a broad analysis of dimensions of power, moving beyond the earlier
binarily opposed categories of ‘power’ and ‘resistance’ to an examination of the
mechanisms of power lived as a ‘process’ and its interrelationship with knowledge,*
as espoused by Foucault (1975, 1980). However, this recognition of power as
‘discourse,’ in a more Foucauldian sense is criticised for lack of attention to the
structural power constraints, advocated in a more post-Marxist or Gramscian analysis,
which influence how people live.* Some social theorists have attempted to overcome
the opposition between structure and agency, or subjectivism and objectivism — albeit

in differing ways (Bourdieu 1977; Bourdieu 1984; Giddens 1984).

* Such theoretical developments have been tied to broader paradigm shifts in social theory from
modernity, through structuralism and post-structuralism, to post-modernism. Modernity (and
modernism) generally correspond to the development of a ‘modern’ society, based on notions of
legality, property ownership, labour, etc, rather than one based upon religion and customary relations.
Post-modernism is said to be a movement against the certainties of modernism, in its search for ‘truth’
and the accompanying grand theoretical narratives that would explain society and progress. Rather,
post-modernism is equated with notions of relativism and pluralism, recognising the diversity of human
experience and rejecting the constraints of rationality.

“ In the 1960s, structuralism was the dominant movement in social thought, originating from the
linguistic theories of De Saussure and notions of ‘langue’ and ‘parole’ (where langue refers to the
organising system or structure of language and parole refers to the individual speech acts). Such a
relationship parallels that of structure and agency, where langue is an underlying ordering principle that
is the precondition for any resulting action. Saussurre’s ideas, including that of signifier and signified,
were reinterpreted into a system of signs that could be applied to all cultural and social forms - in
which the relations or differences between otherwise arbitrary labels confers meaning upon them, and
where the underlying ‘langue’ or universal structures subconsciously govern the behaviour and actions
of individuals, making up the web of society, structured like language. Structuralism has been
criticised for placing too much emphasis on such determining structures, while downplaying the
potential for human agency and change. Post-structuralists such as Foucault, Derrida and Lyotard,
have tried to get away from the notions of constraint implicit in structuralism, contesting their claimed
universality and bringing in the potential for doubt and challenge through more relational
interpretations of power and society.
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An early conceptual framework of power and knowledge was that of the three
dimensions espoused by Lukes (1974), and expanded by Gaventa (1999). The three
dimensions start with a traditional binary view of power and resistance, where a
relationship of conflict between the power of ‘A’ over ‘B’ takes place in an
established decision-making arena. Recognising that such a ‘rational’ vision pays
little attention to whose knowledge is represented within this process and how that
knowledge was credentialised, a second dimension brings in related aspects of
power/exclusion and participation. Thus, “empowerment through knowledge means
not only challenging expertise with expertise, but it means expanding who participates
in the knowledge production process in the first place”” (Gaventa and Cornwall 2001:
3). The third dimension, however, builds upon this to further examine the ways in
which powerholders, in their production/control of knowledge/information, shape

consciousness of the agenda in the first place.

While this framework is a useful one through which to view the complexities of
power and its inextricable link with knowledge, it is also limited in its reliance on
attributing qualities of ‘power over’ alone (Nelson and Wright 1995). Power is
constructed primarily as a resource held by others, which limits one’s own capabilities

and has to be challenged.

Gramsci’s model of hegemony provides a more nuanced version of the traditional
‘power over’ model, while still building upon a Marxian view of society with an
economic base and its cultural/political superstructure. The idea of hegemony stresses
the political, cultural and ideological dominance of the ruling class, manifest in
structures and mechanisms of power over other subordinate groups. The ruling class
extends their dominance throughout all levels of society, and in any encounter or
‘struggle’ seeks to deny any differences of power (Hoare and Smith 1971; Ransome
1992). What is important to hegemony is the idea that the acceptance of one social

group’s dominance and control by another is done willingly, through the idea of

* This very much ties in with understandings of power in both Gramscian ideas of hegemony and
Freirean ideas of the internalised knowledge of the oppressed. “Countering power involves using and
producing knowledge in a way that affects popular consciousness of the issues which affect their lives”
(ibid.). Thus, transformation of consciousness is seen as leading to participation and social
mobilisation, within the existing arena of the public (i.e., through something like Participatory Action
Research).
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consent — or the dialectic between consent and coercion: “Dominant groups in society,
including fundamentally but not exclusively the ruling class, maintain their
dominance by securing the 'spontaneous consent' of subordinate groups, including the
working class, through the negotiated construction of a political and ideological
consensus which incorporates both dominant and dominated groups” (Strinati 1995:

165).

When the hegemony is weak, the dominant class may use coercion or force to keep
control. However, when the hegemony is strong, the dominant ideology is maintained
through popular support and consent, as it is perceived by the subordinate classes to
be the best scenario possible and one which will serve their interests too: it is seen as

‘common sense,” in Gramsci’s terms.

While the notion of hegemony has been criticised by some for failing to account for
any serious potential for resistance or for the existence of contradictions escaping
hegemonic control, the notions of consent and coercion point to the fact that
hegemony is being constantly renegotiated through a process of struggle. As Fiske
(1992: 291) puts it, “Consent must be constantly won and rewon, for people's material
social experience constantly reminds them of the disadvantages of subordination and
thus poses a threat to the dominant class... Hegemony... posits a constant contradiction
between ideology and the social experience of the subordinate that makes this
interface into an inevitable site of ideological struggle.” Williams, too, argues that
hegemony is never totally absolute, but is a dynamic and lived process, in which the

dominant social order may not be infallible in its drive for control (Williams 1977).

Looking to Foucault (1976, 1980; also Eagleton 1991), power can also be seen as an
even more diffuse force, distributed in a network of specific contexts of exercise.
Rather than being a resource that individuals hold, hide or attempt to gain, it is a force
formed within the texture of everyday lived experience — “a multiplicity of force
relations” (1979:92). Not only coercive, but also productive, relational and enabling:
“...individuals... are always in the position of simultaneously undergoing and
exercising this power. They are not only its inert or consenting target; they are always
also the elements of its articulation... the vehicles of power, not its points of

application.” (Foucault 1980: 98).
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Thus, while Foucault has been interpreted by some as being overtly negative in his
illustration of the effects of knowledge/power subjugating individuals through self-
policing ‘regimes of truth,” in some aspects, it may be argued that he actually opens
the way to action and resistance, in arguing that where there is power, there inevitably
is resistance: “These points of resistance play the role of adversary, target, support or
handle in power relations. They are present everywhere in the power network”™
(Foucault, 1976:95). While his writings have been criticised for failing to fully
illustrate such resistance™ (Fiske 1993; Lupton 1997; Eagleton 1991; O’Hanlon and
Washbrook 1992), his ideas allow discussion and exploration of whether particular
circumstances can be more or less amenable than others to acts of resistance.
However, as Cheater (1999) observes with respect to post-modern theories of power
in general, “Conceptualising power as post-modern, warm-fuzzy, expansible not only
conceals its hard edges; this cloak of opacity also discourages nasty questions of who
benefits and how, and runs the danger of collapsing objective, processes and

outcomes alike into an undifferentiated rhetorical empowerment” (ibid.: 7).

In trying to transcend the opposition between structure and agency, and avoid the
danger to which Cheater alludes,” Bourdieu is notable for trying to bring together
large-scale political and social workings of power/hegemony, with the potential for
individual agency. His key concepts of the ‘field’ and ‘habitus’ are essentially
theories of socialisation and the resulting social practice on the part of individuals,
influenced by and interacting with the structural constraints surrounding them.
Bourdieu uses ‘a logic of practice’ or “practical sense’ to convey the idea that
individuals are agents who act according to both conscious and unconscious
dispositions, through their ‘practical mastery’ of life. Such mastery is learnt and
acquired through a life of engaging with and confronting diverse situations,
circumstances and instances, both resulting in and influenced by the dispositions,

desires and capacities of ‘habitus.’

4 As Eagleton notes in a critique of Foucault, “What could conceivably protest against this condition,
given that all subjectivity is merely the effect of power in the first place?” (1991:47).

*"It is interesting that both the post-Marxist and the post-structuralist/modern perspectives have
ultimately been criticised on the same grounds; i.e., that the overly deterministic homogenising nature
of one and the overly-subjective relativism of the other may both lead towards reproduction of the
status quo and both fail to pay attention to human capacity or interests.
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Habitus is Bourdieu’s key notion for transcending the principles of objectivism and
subjectivism. As Jenkins (1992) writes, it is “ a bridge-building exercise” between
the two extremes of supra-individual structures and individual decision-making
(1992: 74). It refers to the socially constituted dispositions acquired through practical
experience in the ‘field,” beginning at an early age. The habitus provides a basis for
the actions of a ‘social agent,” but these actions are then further shaped by the field in
which they take place; i.e., the external constraints of their social environment. It
therefore attempts to serve two functions: both as a structuring principle and as a
producer of practical action, both producing and produced by the social world. In
Bourdieu’s own words, “...the most obscure principle of action...lies neither in
structures nor in consciousness, but rather in the relation of immediate proximity
between objective structures and embodied structures in habitus” (Bourdieu, 1996:
38).

Bourdieu also developed these ideas in looking at how relations of power and
knowledge are reproduced in society. As noted, the field for Bourdieu is the social
arena where people essentially engage in a struggle over available resources; e.g.,
education, land, political power. Rather than a tangible location, however, the field
refers to a network of power relations or social positions. The resources over which
participants are struggling are also categorised into different types of ‘capital’:
economic; social; cultural; and symbolic. In each field, peoples’ very struggle
legitimises the ‘symbolic capital’ of the resource to which they are aspiring,
credentialising the dominant cultural values, in a manner with parallels to Gramsci’s
notion of hegemony. These values are therefore reproduced without coercion, but
through collusion, and are then made manifest in social institutions and objective

structures.

While this model clearly outlines the potential for reproduction of the status quo, it is
less clear how it can allow for transformation and challenge to the existing power
relations,*® or for the development and legitimisation of new knowledge, given that
any struggle is occurring within such a hierarchically defined social space, with the

odds seemingly stacked against those towards the bottom of the hierarchy.

8 His habitus concept is seen by some as overly deterministic, allowing for individuals to be
constrained as the ‘puppets’ of structure, rather than possessing generative potential (King 2000).
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Giddens’ notion of ‘structuration’ attempts to address this (1984). His theory
proposes that social life is not solely made up of random individual acts, nor is it only
determined by inevitable structural forces, but by these two aspects in relationship
with each other. For Giddens, people are habitualised by the structures around them,
but they are never completely governed by these social forces. While he outlines how
social practices are continued and reproduced by individual actions, the potential for
agency and change is allowed, either through individual reflection or broader external

changes.

This notion of reflection is raised by Baert (1998), in criticising Bourdieu for little
attention to peoples’ own ability to distance themselves from the field and turn their
internalized knowledge of existence into theoretical knowledge. Rather, it is implied
that this can only be done through external analytic intervention (i.e., through a
mediating anthropologist). Baert suggests that, if it is acknowledged that people have
the ability to distance themselves and theorise about their own situations, and, if that
theoretical knowledge is able to enter the public-collective realm, it can be used either
as a source of change, or to deliberately maintain structures (1998: 33). Critically,
however, how and whether such knowledge can or does enter such a public-collective

realm is a key question which will be explored practically in this thesis.

2.6 KNOWLEDGE, POWER AND BIOMEDICINE

As noted already, concepts of knowledge play an important role within this theoretical
framework and consistently appear in health literature, whether in the more
anthropological emphasis on local beliefs and knowledge and how these are used in
determining behaviour and health outcomes, or the clinical privileging of scientific,
objectified knowledge and the ‘superior” role of the educated professicnal.
Reproducing this dualistic paradigm, the acquisition of knowledge is often prioritised
as an end in itself that is the key to changing peoples’ behaviour, a view often
promoted within information, education and communication (IEC) for health

promotion purposes.

Rarely are these assumptions questioned, nor are boundaries between them crossed.

Lay knowledge is opposed to professional knowledge, represented in the differential
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use of the terms ‘belief” and ‘knowledge’ (Good 1994); the two categories of user and
provider are regarded as homogenous groups arranged in a hierarchical relationship
based on this perceived knowledge; knowledge itself comes to be regarded as a fixed,
obtainable category that is the key to behaviour change. And yet, while useful as
broad-based concepts, these generalisations and oppositions may mask the

complexities of reality.

In order to consider contemporary notions about information, knowledge and power
in the medical world, a historical view is necessary. It is generally taken for granted
today that medicine holds a position of high social status and intellectual dominance,
with most people prepared to accept the authority of doctors (Hunter in Purdy and
Banks 2001: 167).® The ascendance to such a position has its origins in the
acceptance of positivism as the dominant paradigm for research and development of
scientific knowledge. Historically, the Cartesian dualism of mind and body allowed
for science and medicine to develop, leaving the social domain to theology/religion.
This has had a longstanding influence on not just academic, but also popular
conceptions of knowledge and understanding. Through its principles of empirical
testability based on observation, science purports to bring knowledge of an
ontological given: a pre-existing natural reality. It becomes not only positivist in this
theory of objective knowledge, but also ideological through its attempt to subjugate
other knowledges as false, owing to its prior claim to truth and its “ability to
naturalise social reality” (Doyle McCarthy 1996: 7) — a view at odds with what may

be termed a more social theory of knowledge.

Doyle McCarthy (1996) identifies two themes in the recent sociology of knowledge.
The first was the idea of knowledge as socially determined (i.e., a Marxian-derived
idea of human ideas as the superstructure, arising out of real life conditions, and
changing as those conditions change). The second was an idea of knowledge
constituting the social order (the idea that reality is socially constituted and that
knowledge and reality exist in a relationship of mutual/dialectical constitution).

Knowledge is thus not a reflection of a given reality, nor a bridge between people and

* Hunter cites a survey undertaken by Heginbotham (1993), “Healthcare Priority Setting: A survey of
doctors, managers and the general public,” in which 61 per cent of the public put their faith in hospital
consultants — over GPs (49 per cent) and managers (22 per cent) — as being the best people to determine
healthcare priorities.
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such a fixed reality, but both are engaged in a process of mutual constitution, based on
the experiences of people in that reality — not only as individuals, but as members of
social groups. Knowledge(s) are therefore defined as “any and every set of ideas and
acts accepted by one or another social group or society of people — ideas and acts

pertaining to what they accept as real for them and others” (1996: 23).

This latter view was very much informed by Berger and Luckmann’s influential 1966
text The Social Construction of Reality. In fact, even before this, in the 1930s,
Ludwik Fleck’s early sociological theory of medical knowledge had challenged the
prevailing belief in objective scientific medicine and in ‘natural’ disease existing
outside of and unaffected by society (Fleck 1979 (1935)). He felt that scientific ‘fact’
is itself not about discovering pre-existing nature, but our own theories about nature.
Fleck felt that there are not natural facts or true knowledge, only social categories and
our representations of our knowledge of reality. Those representations would be
inevitably socially and historically conditioned and located (White 2002). He put
forward the view that acceptance of any representations as ‘fact’ or truth comes about
through interactions among groups, who compete with alternative definitions and
representations. ‘Facts’ are therefore cooperatively constructed, not individually
formed, discovered or ‘thought.” Such thought collectives might coerce or shape the
activities and interests of their practitioners, hence the robust and reproduced

paradigm of positivistic medical science.”

As Jones and Porter (1994); Balen and Dormael (1999); Gray (1999) and Commelles
(2000) have outlined, the process and practice of health care have been influenced and
altered over time by these broader developments in the sociology of knowledge, the
achievements of science and the new pluralism in medical provision. Historical
records note the value originally given to the patient’s perspective, with ethnographic

notes made of the ‘sick’ environment and the perceived lower status of the physician

%0 Fleckian ideas have informed Jater medical sociological ideas which challenged the biomedical
monopoly, drawing attention to the social side of illness — as distinct from the physico-reality of
disease. Critical works, such as that of Talcott Parsons’ The Social System (1951) in which he
elucidates the ‘sick role,” were instrumental in highlighting the social effects of disease. His
functionalist sociological stance was later further developed by medical anthropologists, such as
Kleinman (1980), who emphasised the importance of the meaning and experience of illness to the
sufferer, and tried to give voice to patient narratives.
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in comparison to his employer, the patient (Commelles 2000). However, with the
development of modernised health care and the increased faith in the apparent
rationality and effectiveness of scientific measures, the patient has become
increasingly passive and sidelined in decisions about their own health needs, as
medical ‘experts’ have determined the health agenda. This ‘medicalisation’ process
can be traced back through the development of medicine and its place in society.
Emboldened by the new acceptance of the Cartesian mind/body dualism, particularly
after the French Revolution, scientific medicine was able to push the boundaries,
treating the human body as an empirical object and exploring anatomy. Organs were
identified as the locations of disease and physicians gradually developed from those
classically trained in Graeco-Roman medical theory, dependent on the patronage of
their clients, to those skilled and trained in a depersonalised, more mechanistic and
reified modern medicine. Identified with their body, the patient was reduced to a
physical organism, subject to the expert ‘gaze’ of the rational scientist or physician

(Foucault 1973; Moon and Gillespie 1995).

Evidence of this process of the professionalisation of medicine in the UK was seen in
the mid-nineteenth century with the promulgation of the 1858 Medical Act — the same
year in which the first copy of Gray’s Anatomy was published (still in print and use
today). This aided the establishment of the authority of professional medical
expertise over the arena of ‘healing’ — traditionally the preserve of women — and the
dominance of narratives of ‘disease’ over those of ‘illness’' (Scambler 2002).
Scambler also cites Grimshaw (1986) for adding the dimension of power to this
process. Not only was the start of medical hegemony fuelled by scientific progress
and development, it can also be seen as a politicised move to affirm and legitimate the
power of white men in medicine. As Scambler adds (2002: 127), “modern medicine
was from the outset gendered and racialised; and the principle of advantage has

remained operative ever since.”*

31 The distinction in use between illness and disease is attributed to Kleinman (1980; 1988). For him,
illness refers to the “innately human experience of symptoms and suffering” (1998: 1), the lay or
patient perspective and how such sutfering is categorised, responded to and lived with. Disease,
conversely, refers to the biomedical practitioner’s perspective, which regards the body primarily as a
machine, in which change in biological function causes disease. With this medical model, the
correction of that change restores health.

52 The gendered nature of medicine is still seen in the near domination of the profession by men, and, it
would be argued by feminist theorists, in its construction of women largely in terms of their
reproductive role in society. Professional medicine is therefore seen as a patriarchal system of control,
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Other influential theorists have noted that the development of professional medicine
worked hand in hand with the development of state power and institutions, in a
process of mutually beneficial collusion® (Cant and Sharma 1999; Navarro 1976;
Foucault 1973; Foucault 1976). While medicine was said to be autonomous and self-
directing it was nevertheless tacitly supported by the power of the state (Purdy and
Banks 2001). Freidson (1970) notes, however, the cooperation of lay people in
accepting this medically managed state of affairs. Now redolent of both Bourdieu and
Gramsci, he writes that medicine has not forced a position of authority, but that
ordinary people, in their acceptance of notions of ‘science,’ progress and the natural
body, have facilitated and reinforced the profession’s position, allowing their illness
experiences to be affirmed and defined in terms of scientific, medical knowledge.
Real benefits have, of course, been brought by the development of medicine and also
indeed the state. However, Foucault proposes that peoples’ ready collusion is an
inevitable outcome of medicine’s role in social control: people have internalised
medical discourse to the extent that they now even undertake ‘surveillance of the

self,” behaving in line with normative social and medical expectations (1975; 1980).

The claimed authority of the medical physician has endured, despite a range of
possible ‘threats.” The medicalisation ‘critique’ (Lupton 1997) has cast the
ascendance of modern medicine and its increasing social reach in a negative light.
Such criticism highlights the overwhelming tendency for psycho-social problems to
now be seen through a medical lens — and indeed to only have legitimacy if
categorised in this way (e.g., addiction, Gulf War Syndrome). In addition, it
highlights the construction of patients as vulnerable or passive recipients of expert
medical care, disadvantaged by their lack of medical knowledge and indeed excluded
from accessing such privileged knowledge. The credence generally given to the
medical perspective at the expense of those of the lay community is one that has

obscured lay concerns and indeed constructions of their own health and illness. This

dominated by those groups with a vested interested in maintaining this situation where ‘experts’
determine the production of knowledge about our bodies and health.

33 «A profession attains and maintains its position by virtue of the protection and patronage of some
elite segment of society which has been persuaded that there is some special value in its work”
(Freidson 1970: 72).

3 For example, the growing managed health bureaucracy; knowledge development and public
dissemination; new para professionals; citizens and user groups/patient charters.
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is not to say that two pure realms of alternative knowledge co-exist. Lay narratives
can be seen to have incorporated medical terms, as indeed doctors make use of ‘lay’
concepts and assumptions. However, the dominance of medicine, with the agency of
the patient downplayed, is often demonstrated in an imbalanced interaction between
doctor and patient at the micro level (Fox 1993), as well as at the macro political level

of the professionalisation of medicine and the medicalisation of society.

In discussing the lay-professional encounter, Scambler (2002) takes up the arguments
of Habermas, Mishler and Barry (Barry, Stevenson et al. 2001) that priority is
“typically accorded to the voice of medicine over the voice of the lifeworld” (ibid:
124) and that, while doctor/patient interaction is indeed negotiated and dynamic, it is
also structured in terms of (what may be unconscious) asymmetrical relations. This
asymmetry is rooted in constructions of knowledge — with rational science accorded
supremacy through its status as ‘formal knowledge’ (Freidson 1986) — and in the
functional relationship between the two parties. This is demonstrated in the typical
behavioural dispositions of the participants as the doctor objectifies the body of the
patient through experiential observation to confirm/corroborate medical experience,

which becomes ‘knowledge’ forming the basis of an informed diagnosis (Fox 1993).

In order to challenge the reach of medicalisation, other critics such as Zola, Freidson
and Tllich (2001 (1974)) have proposed the need to contest medicine’s authority by
enrolling the state as an ally, to increase regulation and control of medical
professionals, and by empowering patients themselves to claim control, through the
acquisition of knowledge with which to challenge their physicians. The potential
agency of patients in this encounter has been emphasised, in addition to the need for
them, as informed clients, to challenge the authority of the physician. Gray (1999) has
identified the gradual development of ‘postmodern health care’ in response to the
priorities of an increasingly ‘postmodern’ society concerned with values and risk, in
addition to evidence and benefit. Thus, there has, in theory, emerged “the rise of the

well-informed patient,” (ibid.) with a view of patients as active participants who make

% Tllich’s notion of ‘iatrogenesis’ is one of the more noted and radical critiques of modern medicine,
which claims that medicine itself, its technology and practitioners, are actually the problem, rather than
disease. He challenges the increased reach of medicalisation, claiming that the health system has in
fact become counter-productive, obscuring socio-political causes and conditions of ill health and the
voice and role of the individual.
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use of their own knowledge and aspirations. Various movements to recognise and
improve patient rights have been initiated in recent years, in line with the claims of
the ‘informed client’ narrative and the associated discourse of ‘empowerment.” The
growth in user self-help groups and the promotion of patients’ charters have been
complemented by the increased use of ‘alternative’ therapies in preference or in
addition to orthodox medicine. All have contributed to a growing plurality of
knowledge claims that can be interpreted as a challenge to biomedical hegemony,
through their defence of ‘the lifeworld,’ their challenge to the expert culture of
medicine (Kelleher 2001, in Scambler 2002), and their attention to patient choice and

voice.

In terms of global health care, this view — or aspiration — was manifested, in principle
at least, in the Declaration on Primary Health Care of Alma Ata in 1978, and has
continued to develop, with attention to notions of participation in the design and
monitoring of health projects; the increased attention to empowerment, particularly in
the discourse surrounding behaviour change for HIV/AIDS prevention; and the
development of patients’ charters and committees, through which providers may be
held accountable. Following on from participation and empowerment, the ‘new
accountability’ agenda in development (Anne-Marie Goetz, presentation to the World
Bank, 14™ November 2003) is one that prioritises the role of citizens and clients in

setting health priorities and holding providers to account.

The notion of empowerment, which underlies much of this discourse, is not, however,
unproblematic (Scambler 2002). Somewhat uncomfortable parallels may be drawn
between the empowered/informed client narrative, and the concept of ‘patient blame’
through increased individual responsibility. As Scambler points out, the evidence of
any link between the new medical pluralism and empowered or indeed increased
public choice may be questionable. For this to be the case, he argues, the new
medical pluralism would need to have arisen from ‘knowledgeable accountability,’
and be accompanied by a true increase in provision, whereas he proposes that it
actually has origins in ‘system rationalisation’ and ‘lifeworld colonisation,’
accomplished through consumerism and clientalisation, in support of the capitalist

system (ibid: 131).
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Lupton (1997) also highlights that a focus on acquisition of medical knowledge to
counter that of the physician merely extends and credentialises the reach of
medicalisation, as Foucault has noted. Fox (1993), drawing upon Foucauldian ideas
of the body as the site of ongoing historical and political discourse, proposes a more
extreme deconstructed view of the ‘discursive body.” From this perspective, the
search for meaning in illness and empowerment in the healing encounter, put forward
by medical sociologists and anthropologists, implies a search for biomedical
‘legitimacy’ (and complicity) (Williams 1999), rather than a total reconceptualisation
of a physical body, which, in the postmodern view, only exists as a metaphor for

society, which has constructed it.

As a reaction to this extreme post-modern position, a number of theorists have
embraced the work of critical realism, drawing upon Bhaskar in their search for
‘middle ground.” As Williams phrases it, the post-modern position suffers from a
misguided “conflation of the ontological with the epistemological” (1999: 805), that
is, a conflation of what is with what is known about. Williams (1999: 807) proposes a
need to get away from the totalising social determinism of such a position and to
bring back ‘reality,” albeit cautiously, through an acknowledgment of the body as a
real entity. Without regressing to all-out biological reductionism, he makes “an
ontological defence of the body...as a pre-discursive entity.” Yet, this entity and its
experiences can and will be shaped by and in mutual dialectical response to its

historically, politically situated environment.

Much has been written on these shifts in medical sociology in the industrialised north,
as presented, but relatively little research has focused on these same issues in the
developing world.*® This research, therefore, aims to explore the relevance of such
theories in the context of widespread poverty in Malawi, and analyses its findings to
consider practically how such understanding can impact upon and influence medical
policy and practice and the very real health concerns and conditions of ordinary

people, with particular reference to TB and its control.

% Delamont, in discussing the use of ethnography, observes the common and sometimes antagonistic
opposition between the disciplines of anthropology and sociology (Delamont 2004). While such
boundaries are increasingly being blurred in research and practice, the distinction between medical
sociology and medical anthropology is still evident in the literature trail and foci for research.
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While making use of a binary category of power/knowledge in investigating the
Malawian context, the thesis will be looking both at very particular and localised
articulations of power at the level of medical practice and individual encounters, in
addition to those framed within broader centralised patterns of power, as structured by
the dominant model of TB control, i.¢., in issues of access to health services and
information; and in being involved or excluded in the determination of state-run TB

healthcare.
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CHAPTER 3: METHODOLOGY

INTRODUCTION:

The aim of this chapter is to consider the methods used in this study, by outlining how
the research problem was investigated, why particular methods were chosen and what
the methods involved were. Following a discussion of the overall study design in this
introduction, a brief description of the range of methods used will be given. In the
next section, each of these methods will be described individually, giving the rationale
for that method, the procedure followed, the process of analysis and efforts to assure
quality. The study settings will then be described, followed by an exploration of

ethical issues, dissemination methods and limitations to the overall approach.

3.1 AIMS AND OBJECTIVES

As described in the introduction to this thesis and the review of existing material in
Chapter 2, the overall aim of this research has been to ask why TB is enduring as a
significant developing world health problem and resisting the attempts of

governments and control programmes to stop it.

A major hypothesis underlying this question is that current efforts at TB control,
guided by the dominant clinical paradigm and represented in the WHO’s DOTS
strategy, may be flawed. Guidelines are implemented inflexibly and with little
systematic attention to issues of both ‘structural’ and ‘behavioural’ importance in the
complex settings of poverty where TB is most often found. Thus, even in settings
with ‘strong’ TB control programmes, poor and worsening TB outcomes are being

recorded.

A case study approach in a country with a significant TB burden, yet with a well
developed and globally respected TB programme, was therefore adopted as the main
methodological approach. The programme is operating in a country still severely
stricken by poverty, with dire economic and health indicators,” a deteriorating health
service, and where its government is heavily aid-dependent and struggling with the

challenges of donor-driven health sector reform and the impact of the HIV crisis. As

57 For example, GNI per capita of U$160 in 2002 (World Bank African Development Indicators 2004) ;
national HIV/AIDS prevalence of 15 per cent (UNAIDS 2002) and infant mortality rate of 104/1000
(MDHS 2000)
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already noted in the introduction, using such an approach this thesis aims to
investigate and understand tuberculosis in the Malawian setting, both from the point
of view of everyday people who are most at risk, from the point of view of policy
makers, and from the perspective of those care providers, working at the interface
between these macro and micro levels. As a chronic disease of poverty, TB is felt to
be an important lens through which to explore the linked issues of health,
development and poverty, from the decision-making at policy level to the embodied

implications of those living with the everyday threat of such a disease.

3.2 SCOPE OF THE STUDY

The study was undertaken during a 12 month period of fieldwork, from October 2000
to October 2001. During this period, the author was seconded by the UK
government’s Department for International Development (DFID) to work as
Communications Officer for the National TB Programme (NTP) and the TB Equity
Study.

The National TB Programme is the principle institution concerned with TB control in
Malawi. It is organized as a vertical disease control programme, under the Ministry
of Health and Population (MOHP), operating through the wider health service, but
with its own separate hierarchy of personnel, supervision and monitoring structures.

These will be outlined in further detail in Chapter 4.

The TB Equity Study, a collaboration between the NTP, the Department of Sociology,
University of Malawi and the Liverpool School of Tropical Medicine, was initiated to
promote equity in the delivery of TB care. Towards this aim, the project investigated
patterns of care seeking for TB, and gender and poverty-related barriers to access to
care during the period 2000 - 2002.

Both the NTP and the TB Equity Study are/were located within the Ministry of
Health’s public health facility, the Community Health Sciences Unit, in the capital

city Lilongwe.

‘Health promotion’ is regarded as a key contributor to the NTP’s main goal of

improved case-detection and early in 2000 was recognised and prioritised by
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management for review and redevelopment. As Communications Officer, the
author’s role was thus to oversee this process, working alongside a local counterpart
to facilitate the evaluation and redevelopment of an information, education,
communication (IEC) strategy for the National TB Programme. In addition, while
managing the responsibilities of this position, field-based research was undertaken to
collect data for this PhD thesis. This fairly significant burden of work had notable
implications for the scope of the PhD study, both positive and negative. As an
‘insider’ to the NTP, there were obvious benefits to conducting an in-depth case
study. However, the demands placed by the IEC work required constant negotiation
of inputs and management of tasks. One mechanism to reduce this tension was to tie
the complementary processes as closely together as possible. Thus, as the
methodology is further described, it will be clear that some early methods served the

dual role of gathering evidence for the IEC strategy design and for this thesis.

Responsibility for all data design, collection and analysis lie with the author alone,
although NTP staff cooperated in its collection and the NTP’s IEC Officer, in

particular, played a vital field assistant role in the initial stages.

3.2.1 Study design
“An effective health policy requires a detailed understanding of local conditions —
ecological, social, demographic, economic and political — that all affect health, and

that need to be addressed in a public health strategy.” (Sachs et al, 2001: 83)*

In choosing the overall approach and study design, the research problem was
considered, alongside sentiments summarised in the above quote, and a predominantly
qualitative approach to primary data collection was adopted, triangulated with

secondary quantitative data.

There has long been a debate in the world of social science research, influenced by
theoretical approaches to ‘knowledge,” which has informed approaches to
methodology. As the dominance of ‘pure’ scientific method began to be questioned

(Fleck 1979 (1935); Barnes 1982; Kuhn 1996 (1970)), people asked whether the

38 Commission on Macroeconomics and Health, Macroeconomics and health: investing in health for
economics and development, WHO 2001.
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social sciences might require different methods and justification than the natural
sciences? This debate is rooted in the philosophy of social science and the tension
between the natural scientific versus the social scientific, a traditional distinction
between epistemology and ontology (Mills 1959; Ryan 1973; Strathern 1987). In the
world of natural science, the assumption is that the positivist, empirical search for a
definitive reality is the only ‘valid’ and value-free approach to research — of any kind;
the opposed view in social sciences challenges the existence of any ‘real’ set of facts
that can be objectively measured and recorded, questioning the ‘empirical’ as an

appropriate way to describe and understand complex social phenomena.

Thus, as the social sciences have developed, a central theme has been the extent to
which ‘naturalist’ explanations are applicable, as opposed to ‘humanist’ ones. This
has led to a division in methodology between the positivist, scientific method,
stressing facts, figures and explanation, proving theories as determined/supported (or
falsified®) by given facts; and the humanistic alternative, focusing on interpretation
rather than explanation, intermediate meaning rather than cause. In this latter
approach, theory was held to be a shifting product of process and presupposition,

rather than a result of given ‘facts’ (Quine 1960).

Within social theory and the social sciences, this debate has continued and indeed,
continues, to evolve. Influenced by the arguments of radical thinkers such as
Feyerabend (Feyerabend 1975) the humanist reactions against natural scientific
methods as being rigid, ahistorical, eurocentric and inappropriate for social analysis
led to an emphasis, particularly in anthropology, on the ethnographic method. The

‘unique’ case study was embraced, treating cultures in their own terms and contexts,

% Note that positivism rests on the principle of “falsifiability,” as proposed by philosopher Karl
Popper. Rather than just inductive reasoning or logical inference based on empirical testing, this
approach asserts that logically, no number of positive outcomes at the level of experimental testing can
confirm a scientific theory, but a single genuine counter-instance is logically decisive. Put more simply,
it must be possible in principle to make an observation that would show a proposition to be false.
Popper's notion of falsifiability lies at the heart of his philosophy of science and of what is and isn't, in
his terms, genuinely scientific: a theory should be scientific if and only if it is falsifiable. However,
many non-material or non-physical subjects of study or theories are of a form that is not logically
falsifiable and therefore cannot be subject to the falsifiability principle. In Popper’s view such theories
(e.g., history, politics, etc) would not be ‘scientific.” This classification in itself carried a value
judgement in the division between ‘science’ — the highest form of knowledge — and ‘pseudoscience.’
In addition to dismissing those theories to which his principle is logically unapplicable, Popper also
ignored the very unscientific responses of scientists when evidence contradicts their theories — but
which were espoused by Fleck in the 1930s, as discussed earlier (1979(1935)).
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through observation and interpretation of social action. The emphasis was now
placed on ‘meaning,’ as distinct from the ordinary explanation of natural science and
held to support this was the centrality of language, agency, and meaning to social

interaction.

However, the inevitable backlash against social science and ‘pure’ ethnography has
duly, and to some extent rightly, materialised (Fay 1975). While ethnography tried to
move away from the restrictive approach of the natural sciences, in the early days of
anthropology and social research it also proposed a purity and objectivity, placing the
researcher in a position of privilege, presenting their ethnographic representations as
somehow definitive, final and ‘scientific.” While anthropologists such as Geertz
embodied a shift away to ‘interpretive’ anthropology, emphasizing contextualised
meanings and concepts, he too was guilty to a degree of the same naturalist method,
looking to gather these concepts, made manifest through social acts, like empirical

facts awaiting collection (Geertz 1973).

Rather, it is necessary to recognize that ethnography is merely representation:
“rendering the foreign familiar (Crapanzano 1986). It is therefore an inevitably value-
laden process with inevitable presuppositions both on the part of the ‘observer’ and
the ‘observed.” While Geertz tried to portray concepts of thought as intermediate
carriers of meaning, he needed to be aware of the limitations to this approach. If
social action is accepted as ‘text’ to be interpreted, the appropriate role for social
science is a mediating one. Representation should be viewed as a dialogic process,
with the researcher aware of their own presuppositions (and those of their study
subjects), while framing their analysis within indigenous categories as far as possible.
Yet, the researcher needs also to recognize the inherent constraints to any approach,
and use this recognition to further their own ‘critical’ approach to social research
(Olsen 1997). Through a process of reflexivity, assumptions can be recognized and
challenged, through a holistic approach to methodology, which does not reify the
value-free, but rather acknowledges the inevitable biases of social research, while

seeking to reduce these where possible.

To cite Amartya Sen (1980), “description is choice,” and therefore value-freedom —

and indeed a separation of the academic and the personal — is not necessarily an
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achievable or appropriate goal, and may even be detrimental in limiting the
researcher’s own sense of reflexivity and self-criticism. Through such a “critical’
social scientific approach, it is accepted that we are always in a world of rival theories
and discourse, where it is overly reductive to try and objectify complex relationships
or measure absolute reality (Feyerabend 1975). And where our position as researcher
is one of problematic intermediary, acting in a specific political and historical context.
It is therefore proposed that research methods avoid both the danger of realism and a
reification of our interpretive abilities (ignoring our own presuppositions and those of
the people we are observing). As Mies and Shiva’s approach would describe it

(1993), the aim is ‘conscious partiality.’

However, if we are to accept such arguments for a reflexive and critical approach,
how can this be translated into a workable methodology? One which is applied rather
than abstract, and aims at relevant outcomes that can meet specific information needs

and inform policy decisions and practices?

Bearing in mind this overview of theoretical debates and the particular objectives of
this study, the methods chosen reflect an attempt to understand a specific historical,
locational context, in more depth than has hitherto been achieved. The available
methodologies were seen as ‘tools’ to describe, represent and, in analysis, negotiate
meaning. An emphasis on primary qualitative methods was deliberate, aiming to
investigate in-depth the gaps and problems thrown up by more routinely collected
statistical data. This was not simply owing to a philosophical standpoint or
commitment to the qualitative paradigm, but was a choice informed by the purposes
of the research and the need to answer questions of ‘why?’ (Patton 2002; Hammersley
1999).

While good empirical evidence from NTP operational research indicates some reasons
why diagnosis is low, particularly those structural or material factors such as distance
to health facilities and costs of accessing care, this evidence is only one (important)
part of answering the research problem. Such evidence, in its current state, is not
sufficient to provide further insights as to why these problems have remained
inadequately addressed and, in addition, what other barriers may remain undetected.

Moreover, such research and its recommendations have typically focused on the
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perceived roles and responsibilities of TB suspects and patients, yet without allowing
their voices to be adequately heard. Surveys used have also been less internally
reflexive in assessing the role and responsibilities of service deliverers and
programme management, particularly in the resulting recommended actions.
Therefore, in addition to allowing the perceptions and priorities of ordinary people
and frontline providers to come out clearly, to further illuminate and explain the
barriers to successful care-seeking and care provision, a research approach was
chosen that would also try to examine what organisational, institutional and political
aspects may be inhibiting a more systematised investigation and response to the range

of challenges inhibiting TB control in such a poor context.

Although definitions are contested, reflecting the tension between positivist and
interpretevist approaches, qualitative methodology can be understood to be a set of
approaches, all of which are guided by an interpretive analysis. These might include
methods such as participant observation, focus group discussions and interviewing
techniques. On the whole, qualitative researchers can be distinguished by their
attempt to study things in their everyday environment, attempting to interpret and

represent a given setting through giving ‘voice’ to its members.

In disease control, owing to strong links with the medical and scientific world, the
dominant approach to both recording data and investigating problems has been
through ‘real’ scientific inquiry, with an emphasis on the measurable and statistical:
the quantitative. While, as Hammersley (1999) has outlined, the opposition between
qualitative and quantitative is not always helpful, it is a dichotomy to which many
researchers subscribe, owing both to their stance in the ontology/epistemology debate
and the purposes of their research, and it is therefore one that influences practice.
This is seen to also influence approaches to disease control, where policy making
remains largely within the hands of medical technocrats who favour ‘hard science,’
and regard qualitative methods as a ‘soft’ option and, in more extreme cases, “an

assault on the tradition of positivist science” (Denzin and Lincoln 2001).

In an early desk review of available data relating to TB control in Malawi, a rich

variety of statistical records were found, including records of cases diagnosed, started
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on treatment and their respective outcomes — as suggested by WHO/IUATLD®
guidelines. The Malawi NTP utilises rigorous recording techniques and attaches
considerable value to maintaining comprehensive information and monitoring
systems. However, this aggregate statistical picture, while robust and valid in and of
itself, only measures the WHO promoted indicators of successful TB control, such as
cases notified and treatment outcomes, and hides the complexities of the Malawian
environment, raising questions which cannot be answered through these quantifiable
methods alone. This is not owing to poor methods, or the ‘wrong’ data, but the fact
that quantitative data — as long debated — may not be the most appropriate tool in the
context of rapid social change and complexity to answer questions of ‘why?,” and
interpret qualitatively the possible underlying contributors to such a complex and

deteriorating picture, as demonstrated in the statistics.

The statistics clearly support the statement that TB is enduring and indeed worsening.
They also support that DOTS is being implemented throughout Malawi, as promoted
by WHO, and with considerable commitment from the NTP. However, such statistics
also leave many questions unanswered. Why is the incidence of TB rising? What is
the environment in which the TB Programme is operating and how might this
environment be challenging the DOTS model, reducing its efficacy? How effective
then is that model in this Malawian — or any other — setting? What about those who
are not reaching the health service and are not represented in the measurable
statistics? Why are they not accessing care? Why are so many of those who do,
subsequently lost along the diagnostic and treatment pathway? How might a
worldwide model of control accommodate such detail in a particular context, bearing

in mind the global political economic context in which it is operating?

Qualitative analysis is frequently absent from the dominant scientific approach to
disease control, yet is potentially vital in informing policy makers of the richness and
complexity of their operational environment, and this was felt to be the case in
Malawi. To cite one example from the TB Programme’s own experience, which

demonstrates the differing use and interpretation of quantitative data, according to the

% International Union against Tuberculosis and Lung Disease, the largest NGO dealing with lung
health, with main activities of research, education and technical assistance carried out globally in
support of TB programmes.
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purpose and epistemological approach of the user: between 1995 and 1996, the
NTP’s own survey instrument showed that a large proportion (37 per cent) of smear-
positive pulmonary TB patients had first sought care with a traditional healer, before
turning to the formal medical service (Brouwer, Boeree et al. 1998). This was seen to
contribute to a delay in diagnosis, thus having implications for both public health and

individual treatment success.

In 1998, further operational research was carried out by the NTP, examining care-
seeking behaviour of patients with smear-positive pulmonary TB that had made it
through the diagnostic process, to identify what contributed to their delayed
presentation at the formal health service (Salaniponi, Harries et al. 2000). The study
used questionnaires with 1099 patients amongst whom the median delay between
onset of cough and diagnosis was eight weeks. The NTP endeavoured to find out
what factors contributed to care-seeking behaviour, and what choices their patients

had made along their pathways to care.

Statistical analysis of the survey results demonstrated that there were variable patterns
of care-seeking behaviour, and that local, informal sources of health provision were
an important choice for TB suspects. Other factors such as distance from facilities
and cost (transport, income lost) were also shown to be key influences. In addition,
over 40 per cent of patients reported that they were unaware of the possibility of TB

until the time of their diagnosis.

It is important to note that the methods used were likely to have compromised
respondents’ willingness to answer openly, restricting the space for full details to
emerge, and leaving issues unrecognised. This was particularly true with regard to

peoples’ care-seeking with traditional or alternative providers.®'

811t was acknowledged by the authors that, even with a significant proportion reporting seeking care
with traditional healers (37 per cent in the first study, 30 per cent in the latter), interviewing patients in
a formal hospital setting and using staff as interviewers may have influenced responses. There was
likely to have been under-reporting of previous care-seeking with informal providers. As Brouwer et
al phrased it “The proportion of patients may in fact be higher because patients can be hesitant in
admitting that they had taken traditional treatment for fear that the health staff would refuse to treat
them” (1998: 232).
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The limited conclusions thus drawn from the study by the NTP only identified
‘education’ of communities and informal practitioners as the appropriate intervention
to address delayed care-seeking. While this survey had indicated a variety of
influences on peoples’ care-seeking behaviour and the importance of understanding
their environment, it provided only some of the answers and was used to support the
existing approaches to disease control that place the emphasis on the individual
patient to ‘do the right thing,” rather than to inform new approaches that took account
of the findings. There remained an opportunity to follow up on the many interesting
but unanswered questions about the full range of factors at play, the interaction
between the material and the cultural constraints, the difficulties in the assumed
attribution between improved knowledge alone and peoples’ resultant behaviour -
based on an unchallenged model of ‘rational choice,” and also the role of the health

service and NTP in responding to the identified contributors to delay.

These gaps were later acknowledged by the NTP and qualitative research was felt to
be the appropriate tool to complement the quantitative work already undertaken, and
attempt to flesh out the initial findings, involving communities in exploring these

issues in more detail and depth.

The TB Equity Study was a major outcome of such unanswered questions, and was
initiated to carry out multi-disciplinary research around key themes of poverty and
gender. This thesis aims to complement such specific investigations by seeking to
address the bigger picture of disease control for TB in Malawi. It seeks to emphasise
the value of the qualitative in providing a more detailed and informed contextual
approach to disease control, that can both complement and triangulate with
quantitative findings. Existing quantitative data and secondary statistical materials
were used to construct the overall research framework, and set up the questions to be
investigated in greater depth through qualitative means. The methodology is thus
pluralistic, seeking to describe the complexities of reality, through a variety of

instruments.

Running through the entire case study was the author’s role as a participant observer,
while working within the NTP. The approach to observation was informed by a

thorough review of secondary literature and an initial document and data search on
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arrival in Malawi. Following a series of stakeholder interviews, the next stage of
primary data collection began with a rapid appraisal tour, followed by focus group
discussions, a KAP survey, in-depth interviews, phased key informant interviews, and
a final document and secondary data review. The preliminary analysis of each stage
was used in an explicitly iterative fashion to inform the identification and design of

the next phase of investigation.

The approach purposively started with group oriented methods on a nationwide scale,
useful for throwing up more thematic data, and used preliminary analysis of this data
to then refine a choice of two specific locations for in-depth follow up work, using
interviews and observation. In addition, through early stakeholder interviews, a
snowballing sampling technique was employed, seeking suggestions from key
stakeholders as to the range and selection of interview subjects and criteria for FGDs.
In order to gather information from ordinary people and health providers in high risk
settings for TB, the groups purposively targeted included community members in
rural and urban poor locations, village leaders, government health workers at both
high and low cadre levels, and traditional healers. With these specific qualitative
methods, statistical representative-ness was not being sought. However, the
combination of tools, including a population-based survey to affirm and quantify
some of the qualitative findings, and long-term participant observation at the
programme and policy level, aimed at a triangulation of complementary methods that
would promote reliability of data. Dissemination and discussion of findings in the

community research sites also sought to validate findings.

As already outlined, this research hypothesizes that attempts at disease control, rooted
in an exclusively clinical paradigm, are in danger of a continuing search for ‘empirical
laws,’ actual and verifiable truths, upon which to base fixed mechanisms of ‘control.’
It proposes that, in the Malawian context, differing narratives and understandings of
TB and disease control co-exist, in addition to a complex range of tensions and
structures influencing people’s ability to act, in accordance with the knowledge that
they have. Without acknowledging such differing interpretations and the underlying
tendencies (such as the influence of gender and local manifestations of power)
(Lawson 1999) and more explicit structures (such as the economic and financial

constraints of poverty), influencing people’s behaviour and ability to make choices,
p y g peop y
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the fixed mechanisms of ‘control’ will prove problematic, in the face of such a
dynamic social realm. In addition, these issues and concerns are not restricted to this
more ‘individual’ level of patient and provider alone, but also have relevance at the
more ‘macro’ level of policy and decision-making in the wider national health
environment. Thus, it is hypothesized that any central initiative will need to consider
how to systematically address these competing paradigms, at all levels, if it is to move

beyond a limited sphere of influence and restricted outcomes.

For the purposes of investigation, questions were therefore asked around two levels:
1. Atthe MACRO level of policy making, negotiations and influence within the
national health context
2. At the MICRO level of individual knowledge, attitudes, behaviour and
practices on the part of both patient and provider
It was acknowledged however that such levels are not exclusive and that while the
research is framed within them, analysis would necessarily look beyond them at the

complex web of relations and relevancies across the framework.

3.3 RANGE OF METHODS

3.3.1 Secondary document search and review

Rationale:

A comprehensive review of existing documents was undertaken on arrival in-country,
with access to NTP and donor documents, in addition to wider governmental and civil
society publications and data. Areas investigated ranged from TB specific
epidemiological data to more general health sector planning and policy, and included

a situation assessment of government, donor and civil society activities, with regard to

health.

This built on a significant literature review process already undertaken on materials
available internationally, via library and internet access, by supplementing this with
much more up-to-date and country and programme-specific information, that was

then used to further develop the research questions and inform the study design.
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3.3.2 Participant observation

Rationale: “Once the field worker has gained entry, people tend to forget he is there
and let down their guard, but he does not; however much he seems to participate, he is
really there to observe and even to watch what happens when people let down their
guard.” (Gans 1968: 314)

Participant observation is the traditional basis for ethnographic fieldwork, originating,
as already outlined, in the early days of anthropological fieldwork, when
anthropologists traditionally immersed themselves in the lives of their ‘subjects’ - as
Jorgensen phrases it: “becoming the phenomenon” (1989). However, as alluded to in
the earlier section on study design, the total ‘insider’ interpretevist approach has long
been criticised (Fay 1975) for researchers failing to appreciate their own limitations
and presuppositions, and reducing themselves to the empirical ‘fact-gathering’ role
they initially tried to move away from. The subsequent shift has therefore been
toward appreciation that ethnographic ‘representation’ is just that: representation.
And representation will be inevitably affected by the biases of the observer (Clifford
and Marcus 1986).

However, as already outlined, social research is not framed within the positivist aims
of value-free, quantifiable measurement, but rather those of making a valuable
contribution to understanding social phenomena in a particular setting, as far as
possible in their own terms. From this perspective, participant observation, though
constrained, is a key tool in gathering detailed data on a vast array of, often, sensitive
topics. And its ‘validity’ can be enhanced by a number of quality assurance

mechanisms, which will be discussed.

In simplified, practical terms, participant observation involves establishing an
accepted place and space within a particular (usually new) community, where people
around you are able to go about their everyday activities, regarding your presence, if

not as an ‘insider,’ then as an accepted neutral observer.

While the time and personal investment needed to establish such an accepted place is
often cited as a significant constraint, the value of this method is in the increased
understanding that can be gained through long-term exposure to a setting. Through

the contextual knowledge gained, it is possible for the researcher to interpret
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emerging themes and meaning in their data with confidence, and to use their
developing understanding to continually review and guide further data collection,
across all research methods used. In addition, the bias of ‘reactivity’ is reduced, i.e.,
people altering their behaviour when they know they are the ‘subject of study’
(Bernard 1995), and participant observation allows exposure to a wide variety of data

and situations, not normally recorded using more conventional research tools.

For these reasons, and owing to the ‘entry’ to the NTP guaranteed by the author’s

formal role, participant observation was an appropriate methodology to use.

Process: Russell Bernard (1995) divides the observer roles into two types: that of
‘participating observer’ and that of ‘observing participant.” The former type
participating and accepted, however still as an observer (i.e., long term fieldwork
amongst a group of chronic disease sufferers, yet you are not going through the
disease process yourself); and the latter more a participant (i.e., fieldwork amongst a
group of prison wardens, where you yourself undergo training and spend months

employed and on the job).

The approach in this study can be categorized as the latter role: observing participant.
As a working member of the NTP and TB Equity Study, my role was of a fellow
participant in the programme’s everyday working life, with my own discrete
responsibilities. This working role facilitated daily access to ‘the field’ — in this case
the TB Equity Project and the National TB Programme, within the Community Health

Sciences Unit, and under the umbrella of the Ministry of Health.

Analysis: In order to give some structure to the observations, documentation of the
process was kept in the form of a field diary. Descriptive notes were kept as soon as
possible after the observation — generally at the end of the working day, with
interpretive ideas and impressions noted at that time, and further analysis added by
reading through on a fortnightly basis, highlighting emerging patterns or themes.
These themes were then used to guide and structure the continuing observation. At
the end of the fieldwork period, all notes were reviewed for a final time, recording

and summarizing themes in a preliminary report.
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3.3.3 Rapid appraisal

Rationale: As a relative newcomer to the Malawian context, and in particular, lacking
familiarity with the service delivery environment, a rapid appraisal tour of health
facilities within two districts was undertaken during the early stages of fieldwork, in
order to gain an overview of the situation ‘on the ground.” The overall aims of the
visit — in addition to piloting a draft observational checklist for the NTP’s IEC
evaluation — were to gather preliminary data for both that evaluation and this research.
Methods used were observation and informal interviews with staff and, where
possible, patients, at district hospitals and health centres throughout the districts. The
information gathered was analysed and then used to inform the selection and design

of methodology for the rest of the study.

Process: This tour took place over a period of 2 weeks, in the two central districts of
Dowa and Ntcheu. Both districts were purposively selected to be within Central
Region and relatively near reach of Lilongwe, for logistical reasons. Both were
chosen using NTP data to identify districts with significant TB burdens, with Dowa
representing a more ‘rural’ area; and Ntcheu as a more densely populated district with

a known high HIV rate.

The author was accompanied by the NTP’s IEC Officer, with whom the work was
shared, and from whose in-depth knowledge of structures at district level the appraisal
benefited. Owing to weather conditions (rainy season) and poor roads, it proved far
more difficult to access health centres in Dowa district, as many were along
impassable dirt roads. Regretfully, this meant that many of the centres visited, though
rural, were generally along the better roads/tracks. The fact that we were unable to
reach a large number gives an indication of the daily transport difficulties those

centres face.

The only place where it proved appropriate and possible to speak briefly with patients
was in the Male and Female TB wards at Ntcheu District Hospital. At health centres,

interviews were predominantly with medical assistants, nurses and health surveillance
assistants. The first place visited in both districts was the district hospital, in order to

introduce ourselves to both hospital and district officials and inform them of our

intended activities. Using GIS maps of the district, several days were then spent
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visiting as many health centres as possible, often accompanied by one of the district
TB Officers (DTOs). The visit was intentionally unannounced, to try and ensure a
realistic picture was gained of daily practices and environment, and to avoid

increasing staff workload through any preparations they might make for us.

Analysis: Written notes were made at each health centre, and, at the end of each day,
were reviewed and analysed for themes. At the end of the appraisal tour, findings
were then orally disseminated to NTP staff at CHSU, written up in a preliminary

report and used to inform the design of following methodologies.

3.3.4 Focus Group Discussions

Rationale: Focus group discussions (FGDs) were carried out with both health care
workers and community members in four districts throughout Malawi, in order to gain
a clearer picture of the existing understandings, behaviours and ‘needs’ around health
and TB amongst these two groups. Areas investigated included community and
provider understandings of TB, local models of healing and care-seeking, sources of

health related information/communication and patient/provider interaction.

Focus groups are a useful method for gaining a broad understanding of people’s
perception, ideas and experiences. The group setting provides a forum where
individuals are able to interact with one another, using the dynamic of dialogue to
generate interest and responses, guided by a facilitator through a particular agenda
(Spencer, 2000). Invariably, this type of group setting throws up a wide range of
information and data, and is particularly useful for gaining a sense of prevailing
norms and consensual ideas. Following analysis, these ideas can then be followed up
in more depth via a more appropriate tool for exploring individual experiences, such

as an interview.

Process: The FGDs took place over a period of two months, early in 2001, and were
carried out in 4 districts throughout the country: Rumphi (North); Lilongwe (Central);
Zomba and Mangochi (South). The selection of districts was done purposively, with
the intention of carrying out activities in areas that were regionally representative, had

both an ‘urban’ and ‘rural’ mix, and showed high TB prevalence rates. Ten days were
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spent in each district, and activities were arranged with the assistance of District TB

Officers based there.

Within each district, two health centres were chosen, one more ‘urban,’” being based
close to the district capital, and one more ‘rural’ being at some distance from the
district capital (> 20km). Choices were made, as follows, using health systems data
and Geographic Information Systems (GIS) maps of each district - Rumphi: Bolero
and Mlowe; Lilongwe: Kawale and Nathenje; Zomba: Thondwe and Ngwelero;

Mangochi: Mpondas and Chilipa.

The FGDs were used for gathering information, with both health centre staff and
community members from the catchment area surrounding each centre. At each
centre, four FGDs took place, two with health workers and two with community
members (total number of FGDs = 32). With staff members, English was the
language medium used; with community members, it was the main local language
{Chewa, Tumbuka or Yao, according to region). Groups were disaggregated by sex
and had a maximum of 10 participants. Verbal consent was sought from each
participant before the start of the discussion, along with permission to make a
recording. Each session was either facilitated by the author, and observed by the NTP
IEC Officer, or vice versa, according to the language needs, using a topic guide to aid
moderation. At the end of each session, an opportunity was given to the group for
their specific questions and clarification regarding the research, while refreshments

were provided.

Analysis: Each FGD was recorded using a mini-disc recorder and professional
microphone. Each session was transcribed, as far as possible on the same day of the
session, if not the same week - although logistics and field conditions sometimes
obstructed this (ie: power cuts). Following word-for-word transcription, translation

took place where necessary.
Analysis was carried out by the author using an indexed framework, devised based on

the initial topic guide and according to recurrent themes and issues that arose during

the discussions. Having indexed (coded) all transcripts, the resultant themes were
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recorded on charts, and then summarized in a masterchart, prior to the writing of a

preliminary report of findings.

3.3.5 KAP (knowledge, attitudes, practices) Survey

Rationale: Having used FGDs in a first qualitative stage of fieldwork to identify
relevant issues and themes, these findings were then used to inform the design of a
KAP survey, in order to try and quantify some of the responses and establish current
awareness levels and norms statistically. The survey was also planned as a
triangulation of methods, to inform further qualitative investigations and to use as a

baseline for future impact assessment for the NTP’s IEC strategy.

Process: A first version of a ‘mini” KAP survey was designed by the author,
translated and piloted amongst TB in-patients at Queen Elizabeth hospital in Blantyre,
with the assistance of the NTP’s IEC officer. Following revision and expansion, it
was handed over to a team of interviewers at Statistical Services, a local Malawian
agency run by Matthews Ngwale, and once again piloted in Blantyre amongst a
random sample of the general public. This pilot took place in 2 urban areas of
Blantyre — using the same interviewers who would later carry out the survey across
the country — with the aim of identifying any problematic questions, or difficulties on

the part of interviewer and/or interviewee.

Following final revision, it was then carried out on a ‘nationwide’ basis, returning to
the 4 districts used in the FGD study. In total, a random sample size of 2,298
interviewees was used, with the calculation and distribution based on the 1998
Malawi Population Census. The distribution was as follows: Rumphi —~ 100
households; Mangochi — 600 households; Zomba — 600 households; Lilongwe — 1000

households.

Traditional authorities (TA) were randomly selected, using maps purchased from the
National Statistical Office.”” Within each TA, 5 Enumeration Areas (EA) were
randomly selected, and within that EA, 20 households were interviewed. In the
village setting, the first house visited was that of the Village Headman or Chief.

Having obtained his consent to interview in that village, the supervisor would spin a

2 These maps show details of TAs, EAs, villages and some households for each district.
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pen on the ground, in order to randomly select the direction in which to interview.
Interviewers would then walk in that direction, interviewing intermittent houses,
which fell in their path (i.e., having interviewed at a particular house, the next one
would be skipped). Respondents were adult men and women, above the age of 16 and
interviewers were advised to alternate sex when interviewing where possible. Owing
to higher male migration and their occupation with activities outside the domestic
sphere, women were more often found in the home, which resulted in 59.5 per cent of
the sample being female. The practical implementation of the survey was carried out
between April and May 2001 by Statistical Services, in close collaboration with the

author.

Analysis; Data was checked in the field, by the group Supervisor and each evening
by Matthews Ngwale, to ensure rigorous interviewing standards. On completion and
once back in Blantyre, results were double entered into the Epi-Info 6.0 statistical
package, validated and then cleaned. Analysis was then carried out with the survey’s
key objectives in mind, as instructed by the author and described in the survey
protocol, involving frequencies for each of the variables, as well as cross tabulations

of major questions with the demographics, to statistically test any associations.

A copy of the survey instrument is available in Appendix 3, with a summary of key
findings in Chapter 4. Full findings were written up by Statistical Services,

supervised by the author, in a separate report®.

3.3.6 Semi-structured In-depth interviews

Rationale: The first stage of qualitative investigation, already outlined, involved a
rapid appraisal tour and series of FGDs nationwide. This was in order to be oriented
to a new environment and gain an initial picture of the state of service delivery and
user and provider concerns in Malawi. However, having established an overview of
the situation, the next stage was to use the insights already gained to develop
appropriate interview schedules and topic guides in order to investigate emergent

themes in greater depth with particular population groups. These included male and

8 ‘National TB Programme KAP Survey for IEC Needs Assessment,” National TB Programme,
Lilongwe, Malawi. Data collection managed by Mathews Ngwale, Statistical Services Consumer
Research, May-July 2001.
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female ‘ordinary’ community members, health care workers of different cadres and

practising traditional healers.

In-depth interviews are one of the tools appropriate for enquiring more deeply into
peoples’ lived experiences, using the one-to-one setting to be able to probe their
perspectives. The semi-structured interview, while not as fluid as an unstructured
interview, uses a topic guide with a list of areas for questioning, to guide the interview
and ensure that key themes are covered. Answers are left open-ended and may be
freely probed for further information by the interviewer. The advantage of this
method is that the topic guide brings some consistency to the range of interviews, and
allows for comparability in analysis of the data. The disadvantage is if the
interviewer is too rigid in application, not allowing for flexibility and openness on the
part of the respondent, and therefore not gathering as much contextual information as

the method can provide (Flick 1998).

Process: Bearing in mind the overarching research objectives, and having collated
major themes and issues from preliminary analysis of the FGDs, these were sorted
and organized into skeleton topic guides. These were then fleshed out with sub-
themes and supplementary issues and possible prompts were added at key points.
Using major themes as key sections, these were arranged in order, preceded by an
introduction and ‘warmer’ section, where background information could be gathered.
Guides were tailored to the population group and themes being investigated at each

stage.

Having identified two suitable research sites in the central region and having sought
access and permission to carry out research there, a total of 65 interviews were set up
and carried out over the period April — August 2001, with community members
(n=47), HCWs (n=12) and traditional healers (n=6). More detail about the site
selection is included in section 3.4 of this chapter, with further detail about seeking

access given in Section 3.5.

The author carried out each interview, using a prepared topic guide and with the
assistance of an interpreter, Peter Kumwenda, in the local language ChiChewa.

Respondents were informed about the purpose of the research and their verbal consent
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was sought, while their freedom to stop at any time was made clear. With permission,
recordings were made. While health staff or local leaders assisted in setting up each
meeting, owing to confidentiality only the author and the interpreter were present for
the session, and, at the end, an opportunity was given to the individual for their

specific questions and clarification regarding the research.

Analysis: Each interview was recorded using a mini-disc recorder and professional
microphone. Each disc was transcribed, as far as possible on the same day of the
session, if not the same week. Following word-for-word transcription of the English
sections, discs were handed over to the interpreter for transcription of the Chichewa

segments and direct translation of highlighted key words and phrases.

Analysis was carried out by the author using an indexed framework, devised based on
the initial topic guide and according to recurrent themes and issues that arose during
the discussions. Having indexed (coded) all transcripts, the resultant themes were
recorded on charts, and then summarized in a masterchart, prior to the writing of a

preliminary report of findings.

3.3.7 Key Informant Interviews

Rationale: Key informant interviews took place in two phases. Upon arrival in
Malawi and within a month of starting work for the NTP, a series of ‘stakeholder’
interviews was initiated. This was part of the attempt to compile a comprehensive
profile of the NTP’s current outlook and activities, to assess the NTP’s future IEC
“vision’ to direct the development of a future IEC strategy and to provide preliminary
data on the themes of knowledge and communication to guide further research. The
second phase took place in the last month of fieldwork, having completed the
community-based qualitative work. This was to try and triangulate findings through
interviews with a wider group of key informants, who would have relevant insights
and opinions relating to the provision of health services in Malawi, both relating to
TB and beyond. Respondents included local leaders in the two study settings;
members of the NTP at both national, regional and district level; members of the
Lilongwe District Health Office; representatives of civil society organizations active
in the area of rights to health and healthcare provision in Malawi; representatives of

WHO and other international donor organizations.
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Process: For both stages, sampling of key informants was purposive, identifying key
personnel in NTP’s Central Unit in the first phase, in order to gather data that could
be said to represent the views of the NTP. And selecting key figures in the study

settings and across government, donor and civil society arenas for the latter stage.

Semi-structured interviews of approximately one hour in length were conducted,
following a pre-prepared topic guide for question areas. The language of interview
was English in all cases. Most (though not all) interviews were recorded with
permission and transcribed in order to prepare them for analysis. Others relied upon

note-taking only.

Analysis: Analysis was carried out by the author using an indexed framework,
devised based on the initial topic guide and according to recurrent themes and issues
that arose during the discussions. Having indexed (coded) all transcripts, the resultant
themes were recorded on charts, and then summarized in a masterchart, prior to the

writing of a preliminary report of findings.

3.4 QUALITATIVE STUDY SETTINGS

3.4.1 Selection of sites

Having carried out the first phase of fieldwork nationally, findings were then used to
identify themes for further in-depth exploration in two particular study settings: one
urban poor, one rural poor. For reasons of accessibility, these settings were in the
central region, Lilongwe district, but satisfied certain deliberate criteria in their
selection. Lilongwe district carries the highest burden of TB throughout the country,
with 1999 data showing 4,454 cases within the district. Both were demonstrated to be
poor, based on available data from the Integrated Household Survey (NEC 2000;
NEC 2001; NEC, NSO et al. 2001) and Malawi Population Census (NSO 1998).*

Access to private piped water (in the urban setting) and education/literacy levels were

% In the poverty mapping analysis carried out by NEC, Lilongwe rural was shown to have 79.4 per cent
of its population as poor, and Lilongwe urban 45.5 per cent. The poverty headcount of the two selected
research areas (by Traditional Authority and urban administrative ward) were 85.2 per cent and 50.3
per cent respectively.
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taken as proxy indicators of poverty levels.”® Both were areas in the southern part of
Lilongwe district, for a degree of comparability between urban and rural locations.
Both were within the catchment area of established public healthcare facilities, but
also had both a range of traditional and private providers offering their services

locally.

Lilongwe district is divided into two parts: Lilongwe Urban and Lilongwe Rural. For
purposes of primary health care delivery and local government organization, the two
parts come under separate administrative structures, with the Lilongwe City Council
in the urban areas, and the District Assembly and District Health Office managing
rural concerns. However, this decentralization of administration, at the time of
carrying out research, was a fairly recent phenomenon that had yet to be strictly
clarified, and so there were concerns about respective responsibilities, many overlaps
and noticeable gaps. Central government remained responsible for the bulk of most

service provision across the district.

The total population of Lilongwe district was estimated by the District Health Office
to be 1.4 million in 2000, with a conservative annual growth rate estimate of 1.6%.

Of that, approximately 500,000 are within Lilongwe Urban.

3.4.2 Gaining access and securing collaboration

Negotiation of access is a critical part of carrying out research in any location. For
this study, access needed to be agreed both formally and informally: formally in the
sense of seeking official permission and ethical clearance to carry out research, from
the Malawi Health Science Research Committee (see section 3.4); and informally

through seeking collaboration with key ‘gatekeepers’ in the relevant areas.

For the urban study setting, Area 24 of Lilongwe, also known as Ngwenya, access
was sought via a meeting with the traditional chief and group village headman, Chief

Joshua — known already to TB Equity Project via earlier research experiences — to

5 Analysis of the THS data showed a strong correlation between high levels of educational attainment
and being non-poor. “High educational attainment is probably an important determinant of the fact that
one is non-poor... Consumption levels go up with increasing education, while all poverty measures
consistently go down. Education of the head of the household would appear to be one key determinant
of whether a household is living in poverty or not.” (NEC 2000: 20)
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discuss the research and the possibility of working in his community. Having secured
his agreement and that of the area’s sub-chiefs, interviews were organized with his
assistance. A few days in advance of the interviews, a visit would be made to the
Chief, to outline the types of individuals to be met. Based on purposive selection,
according to different criteria supplied by the author (i.e., age, sex, occupation), the
Chief would then identify volunteer members of the community and facilitate their

choice of location for the interview — usually their home, or the chief’s compound.

For the rural study setting, a different means of access was negotiated. Initial contact
was made via the National Initiative for Civic Education (NICE), a civil and political
rights organization created with the advent of multi-party democracy in 1994. Since
that time, NICE has developed into a key non-governmental institution promoting
democracy and civic education across all of Malawi’s districts, via a network of
offices in the district headquarters, staffed by both rural and urban officers responsible
for community mobilization and education. Owing to NICE’s well-developed links
with traditional leaders in parts of Lilongwe Rural, contact was made with their
representative Blessings Nkhoma, who facilitated a meeting with one of their officers
in the area of Nathenje, a trading post located approximately 30kms from Lilongwe

city, to discuss ‘entry’ to the surrounding rural community.

During early discussions, the NICE officer in Nathenje handed over responsibility to
staff based at Nathenje Health Centre, in particular Mr Charles Benala, Senior Health
Surveillance Assistant. Owing to Mr Benala’s recent laboratory training under the
NTP, the assumption was that he would be the appropriate contact person for TB
oriented research and would be able to facilitate interviews, using the network of
field-based Health Surveillance Assistants (HSAs) located throughout Nathenje’s

large rural catchment area.

Therefore, in contrast to the access via local political ‘gatekeepers’ in Lilongwe
Urban, rural access was gained via local level health service infrastructure. As in the
urban location, however, selection of respondents was made according to purposive
criteria and would be communicated in person to Mr Benala some days in advance.
Volunteers would be sought by HSAs in their respective villages, and meetings set up

at the respondents’ homes.
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Both these means of access had inevitable limitations. As Jan Breman (1985) has
observed, following extensive fieldwork in rural India, “when introductions take place
via the locally powerful, such research faces formidable obstacles: both because of the
mistrust of the poor and the opposition of the dominant classes.” While his setting in
the Bardoli area of Gujarat state can be seen as an extreme example, being an area of
stark local inequalities between landowners and the landless, with strict social and
economic demarcation influenced by both caste and control of the means of

production, the issues he faced also have relevancies elsewhere — including Malawi.

The decision to gain ‘entry’ via local leaders in Malawi held inevitable risks, with the
rescarcher perhaps being seen to take ‘sides’ with the local elite. However, in the
urban setting, where provision of services is managed by local leaders, where few
alternative networks of power exist and where the study area was relatively small,
such an approach was unavoidable from a practical point of view. In addition, while
chiefs in such an unplanned urban setting are accorded respect and the many
‘informal’ benefits of status, the financial benefits, while present, are not as stark or
obvious as in the Indian setting. Life is harsh for a/l in Ngwenya. The chief’s house
may be marginally more comfortable, his diet slightly more stable, his opportunities
for income generation more frequent, however, he is not distinguished by

considerable material wealth.

However, in spite of this, it would be naive to imagine that his position within the
community is neutral in any way. And therefore, association brought risks. The
alternative risk however — other than not finding appropriate means of access — was
possible obstruction by these locally powerful, should their cooperation not have been
sought. In addition, it would have been impossible to completely circumvent the local
chiefs, owing to their central position to both social and political organization in the

area and therefore, some sort of cooperation was essential.

Interestingly, in the rural setting, owing to the larger geographical area, and an
alternative network or infrastructure (health services), local chiefs were not the main
means of access. While their agreement was, by necessity, sought, arrangements were

not made through them. However, the alternative choice held its own risks, in the
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researcher being associated with the government health service and the medical
establishment, as perceived by the local community. Such a perception could then
influence respondents who felt that they must demonstrate ‘sympathetic’ views of the

public health service, in addition to ‘correct’ clinical understandings around health.

In both settings, urban and rural, the author attempted to limit such biases through a
clear explanation of her role and purpose, through a slow build up of questions in the
interview encounter, allowing the respondent to lead the discussion as far as possible,
once they felt comfortable. Interviews were also sought with a cross-section of
individuals, including both young and old, men and women, and with those who
openly sought care with a variety of health care providers, in addition to interviews
with those working in the government health service and those engaged in the

informal, traditional sector.

The urban setting - Ngwenya: Area 24, otherwise known as Ngwenya, is located
within the Traditional Authority of Tsabango, in Lilongwe city. The Lilongwe City
Council classifies residential areas according to the type of housing found there, using
the following categories: low density planned housing; medium density planned
housing; high density permanent housing and high density housing traditional. Area
24 falls within the last of these categories, being considered traditional, informal and
unplanned — a socalled ‘squatter settlement’. As Mr Mumba of the City Dept of

Planning and Development put it, “Five years ago it was bush.”

In fact, this is not strictly true, as 5 years ago, there was already a quarry run by an
international construction company, mining stone in the area. Following the
company’s withdrawal, the deserted land started to be occupied by migrants from all
over the country, coming to the city and seeking land upon which to build and rent

homes.

As Ngwenya is a traditional housing area given a ‘layout’ classification by the City’s
Planning Department, it is thus not provided with services by the City Council. The
Council sees its role as merely to ‘facilitate’ such an unplanned area to be capable of

managing its own services and improvements, through NGOs, CBOs and parastatals,
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‘when funds become available.” (Council 1992) Thus, with some irony, the poorest

areas are expected to meet the costs of their own services.

In the past 5 years, Ngwenya has grown exponentially, with the continuing increase in
migrants coming to the city. While its population comprises a mixture of ethnic
groups (Yao, Tumbuka, Lomwe, Chewa, Ngoni, etc), the dominant majority are the
Yao from the south, traditionally considered more mobile and commercially oriented
traders than their northern compatriots. It is also notable that the ruling government

party, the UDF, is associated with the south and the Yao ethnic group in particular.

Services have not however grown to meet the needs of the expanding local population
(estimated at 25,000 in the 1998 Census). There are no public health facilities in the
immediate area, although Ngwenya is considered to be within the catchment area of
Kawale health center, some 6kms away. Until this research started investigating,
there was no community health worker (HSA) active in the area. Until recently, there
was no primary school, although a new building has recently been completed and
opened. There is no piped water and community members have to organize to drill
their own wells, paying contractors to do so. Roads are untarred and public transport
is via private minibuses, ploughing set routes into the city center at a cost of

approximately 20 kwacha one way (in 2001, U$1 was equivalent to 85 kwacha).

In terms of economic and income generating activities, some people are involved in
agriculture and grow maize, beans and potatoes on tiny pieces of land neighbouring
their houses. Others are involved in small-scale businesses such as selling second

hand clothing or groceries. Perhaps the most common form of income generation is
the crushing and selling of quarry stones and other casual labour, paid by the day or

task, and known as ‘ganyu.’

The rural setting - Nathenje: Nathenje is a trading post within the Traditional
Authority of Mazengera, located approximately 30km from Lilongwe city along the
southern Blantyre road in Lilongwe Rural. At this trading post, the Ministry of Health
and Population operates a primary health center, offering both dispensary and
maternity facilities to a rural catchment population of 92,711 — the largest population

of all rural health facilities in the district — living in over 400 villages. The center is
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staffed by one medical assistant, supported by two Enrolled Nurse Midwives, and

thirty HSAs, the majority of whom are stationed out ‘in the field.’

Most families in the Nathenje area — and indeed, across Malawi where over 85% of
the population is rural — are smallholder subsistence farmers. Cultivation is manual,
by handheld hoe, with the principal crop being maize — the household’s main food
and staple diet of the region. Cash income is low, generated by sales of
supplementary crops, such as burley tobacco and vegetables, as well as maize. As the
maize harvest rarely lasts a household for the entire season, most families are also
purchasers of the crop in the ‘lean’ pre-harvest period. Poorer households supplement

their agricultural cash income through ‘ganyu’ or piecework, for cash or food.

Unlike the migrant population of the urban areas, the ethnic composition of Nathenje
is almost entirely Chewa, the main tribal group of the central region. Services are the

responsibility of central government and the district assembly.

Housing is organized in traditional villages of thatched, mudwalled houses, built up
around family lineages. Other than the main Blantyre road, off which the trading post
itself is located, the roads in the area are untarred tracks and cycle paths. Principal
forms of transport are foot, bicycle and oxcart, with minibuses available on the tar

road into the city.

3.5 ETHICAL PRINCIPLES AND PERMISSION SEEKING

Ethical considerations are a vital part of any research. In the UK, the Economic and
Social Research Council (ESRC), the main funding body for social science research,
is sponsoring a project shared by York and Oxford Brookes Universities to develop a
framework for social science research ethics, in order to document and
institutionalize ‘best’ practice in UK academic institutions. While no mandatory
rules exist® requiring social researchers to observe particular practices, there is wide

agreement in academia that any research involving people — and not just medical

5 Note that there is different practice in the medical and social science research communities, in part
owing to the nature of respective research methodologies. While medical research bodies typically
have ethical committees who must review and approve all proposed research, social science research is
not subject to any mandatory or imposed standards. There continues to be an active debate on issues
such as covert research and the principle of informed consent, and the extent to which guidelines can
and should be followed, in the light of a study’s methodology and aims (Gilbert 1993).
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research — is duty bound to ‘do no harm’ (Booth, Colomb et al. 2003 (1995 first
edition)). Detailed guidelines for ethics in research are available from the UK’s
Association of Social Research and British Sociological Association. Existing ESRC
guidelines encourage honesty, confidentiality and impartiality as guiding principles
for ethics in research.  For this study, clearance was sought at the appropriate
institutional level in-country, through the Malawi Health Science Research Council,
prior to any community-based fieldwork taking place — both for the IEC strategy

needs assessment and this linked PhD.

However, ethics are not restricted to this formal authority, but also extend to the
treatment and handling of all participants in the study. The overriding principle is
that any participants should not sustain harm as a result of cooperating in the study,
and also that informed consent should be given by each (Bowling 2002). The author
was mindful of observing accepted protocol in this regard, by informing participants
fully as to the nature of the research, obtaining their explicit consent, outlining their
freedom to withdraw at any stage and maintaining strict confidentiality throughout

the process.

While all data and recordings made will be kept for a period of 3 years after
completion of this thesis, identifying codes have been used, so as to maintain

confidentiality.

3.6 DISSEMINATION OF FINDINGS

Relating to the ethical principles outlined above, dissemination of findings was felt to
be one way of increasing the trustworthiness of the data and involving participants in
this process. It was felt to contribute to reliability by feeding back to community and
staff members, to assess whether they were satisfied with the accuracy and
representation of the data. In addition, the dissemination methods chosen involved
presenting findings to peer review in national and international settings, for critical

comment and discussion.

At the community level, in both sites of Lilongwe district, dissemination days were
organized, involving local ‘gatekeepers’ and community members in the planning

process. In Ngwenya, discussions were first held with Chief Joshua and the sub-

85




chiefs, reviewing the main findings with them, and consulting them as to the most

appropriate way to organize dissemination in their community.

Drama was agreed upon as both an entertaining and informative medium, and so, two
afternoons were planned, in different parts of Area 24, during which a themed drama
written around the research findings, would be acted out by a local, popular drama
group (the ‘Paulendo’ drama team). Following this, group discussions with the
audience would be facilitated by the chiefs, with the researcher observing, and a final
element would involve questions and answers directly to the researcher. Contact was
made with a drama team, guidance given as to the themes to be included, rehearsals

were overseen and dates set for performance.

This took place successfully over two consecutive Saturday afternoons, in the early
part of 2002, some months after completion of the last interviews (see photos in
Appendix 2). The first session was held in the grounds of the former quarry — a
recognized public space for community events. The second session took place in

front of the new primary school, along a main thoroughfare to the market.

In rural Nathenje, a similar process was adopted, working with health centre staff in
the planning and organization of a day for dissemination. A Tuesday was selected,
as this was local market day, when people come to the trading center from the
outlying rural areas. As no drama groups existed locally, the health center agreed to
using the same urban group, Paulendo, and a similar afternoon of themed drama and
group discussion was held first of all in the health center grounds, facilitated by
HSAs, rather than by Chiefs — although their permission had been sought and they
were in attendance. This was then repeated next to the market in the trading center.
In this way, as wide a local audience as possible was attracted, with mainly women
and children at the health center, and a wider mix, including young men and traders
at the market site. In addition, following these community-oriented dissemination
activities, further discussion took place with assembled staff members at the health

center, feeding back findings to them from their own FGDs and interviews.

At national level, the first stage of dissemination took place after the focus group

discussions had been completed and analysed. This was in the form of a workshop,
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organized as part of the NTP’s IEC strategy development, at which oral Powerpoint
presentations of findings were made to NTP stakeholders, including District TB
Officers from the four districts where fieldwork took place. Plenary discussion
sessions allowed opportunity for comments and discussion of accuracy and
relevance. In addition, copies of final findings reports were circulated to all

participating health centers with feedback requested.

Further presentation of preliminary findings was made at the annual March Review
meeting of the NTP in 2001 and final findings at the Gender and Equity in Health
Conference, held in Lilongwe in February 2002, to local and regional audiences of up
to 150 people. At the 32™ Annual Conference of the International Union Against TB
and Lung Disease (IUATLD), in Paris in November 2001, a poster presentation of
the first stage of the needs assessment was accepted for display and discussion, and
was thus seen by a wide international audience of several thousand. During 2002,
abstracts for presentation were (successfully) submitted for consideration to the
Anthropology and the Health of Populations Conference, held in June 2002, and the
33™ Annual Conference of the [UATLD, held in October 2002 in Montreal, Canada.

3.7 QUALITY ASSURANCE

As already outlined, dissemination of findings at all levels from the grassroots to
international academia, was considered one method of quality assurance. However,
for each methodology adopted, quality was considered throughout the investigation
and accepted ‘best practice’ was followed, in terms of appropriate steps, wherever

possible:

o triangulation of different methods (qualitative and quantitative) and data was
used to increase reliability of findings and reduce bias;

e in qualitative techniques, the principle of ‘saturation’ was employed, carrying
out discussions and interviews until no new material was emerging;

o through long-term participant observation, ‘reactivity’ on the part of the

‘observed’ was reduced;
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e through ‘conscious’ awareness, observational bias on the part of the author -
though to a degree unavoidable - was reduced through reflexivity and critical
analysis of notes

e an experienced interpreter was identified through a personal recommendation,
and was thoroughly briefed as to issues of appropriate practice, ensuring
ethical principles were accepted and clearly understood;

o the same interpreter was used throughout the fieldwork process, to ensure a
comfortable working relationship and familiarity with the issues;

e topic guides were piloted before use;

e with each participant’s permission, data was recorded and then transcribed as
soon as possible after the interaction, with a proportion of scripts checked by
independent peers;

* quality recording equipment was used and checked on a regular basis;

e carly analysis of preliminary data was carried out to allow iterative revision of
topic guides where necessary

e for the KAP survey, the questionnaire was informed by qualitative findings,
and piloted twice before use, with revision at each stage

e all questions were translated into Chichewa and back-translated to check
meaning

e quantitative data was double-entered and cleaned thoroughly before analysis

However, despite taking such steps to assure quality, the research was subject to

some unavoidable limitations, which are worth describing.

e having a full time position within the Malawi NTP had clear benefits in terms
of participant observation within the programme, and access to government
and donor circles. However it introduced limits in terms of the community-
based work. A sympathetic line manager ensured significant regular periods
of protected time in the field, however this research in the urban and rural
settings, while necessarily ‘applied,” was, in some ways more ‘extractive’ than
originally hoped for. Had the author not had additional work commitments,

more time overall would have been spent in each setting, observing and
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participating in day-to-day life, and using such time and familiarity to further
mitigate the biases that entry via local gatekeepers introduced

e in an increasingly tense political environment, which developed as the
fieldwork period progressed, working with the local chief as entry point in
Ngwenya had the advantages of ensured, sanctioned access by the locally
powerful, but the disadvantages of the link with local politics and a particular
‘side’ with government connections

e similarly, working with MOHP staff as entry point in Nathenje had the
advantages of ensured access to a broad rural catchment area, but the
disadvantages of the link with public health facilities and a particular
‘medical’ association

e while an appropriately skilled, sensitive interpreter was identified, the process
of on-the-spot translation, and working in two languages also brought
inevitable limits. While basic language capabilities on the part of the author
enabled some breaking of barriers and allowed her to follow the interpreting
process carefully, ensuring it was comprehensive, the subtleties of language
could easily be lost and the clumsiness introduced by this process was not
ideal. Using an interpreter introduced an additional barrier, which could
interrupt the flow of conversation, and also served to highlight the researcher’s

distance.

As a last observation relating to methodology, the delay between conducting of
fieldwork in 2001 and the completion of this thesis in 2004 has in many ways been a
productive one. When work on this study began in 2000, the Malawi NTP was
regarded as a 'model' TB Programme, for its commitment to delivery of DOTS (and,
indeed, in its original part in development of that very strategy). However, as noted
already, the TB indicators in Malawi were grim, and stood in sharp contrast to this

accolade.

In 2004, the Malawi NTP, while still committed to DOTS, is now regarded as a model
and pioneer for other reasons: in particular for its attention to the relationship between
TB and poverty, the use of social science research in unpacking this relationship, and

the responsiveness of policy makers in piloting new initiatives.
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This thesis seeks to provide an examination of part of its journey. It argues why a
new approach to TB is needed; gives contextual evidence to support this; and shows
the difficult process of how to get there, as demonstrated by the Malawi experience.
It is hoped that other TB programmes, and health programmes in resource-poor
contexts everywhere, may learn from this story, that they may appreciate the value in
not only listening to their clients, their patients, their health workers and their public,

but in then responding to them.
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CHAPTER 4: TUBERCULOSIS IN MALAWI - SETTING THE SCENE

INTRODUCTION

This chapter introduces the issue of tuberculosis, including its critical relationship
with HIV/AIDS and poverty, both relevant concerns in the Malawian context. It then
fleshes out that Malawian context, giving a brief background to the country and an
overview of the health situation, health service provision, and TB control provision.
The issue of TB control is taken a step further in the following Chapter 5, which
presents a critical analysis of the global development of today’s TB control

framework and the implementation of such a framework at the policy level in Malawi.

4.1 TUBERCULOSIS

In recent times, tuberculosis, or TB, has evoked images of a distant historical disease,
often based on the dual narrative of either the idle, consumptive rich, or the slum-
dwelling, infected poor of the nineteenth century (Herzlich and Pierret 1987); a
disease which has now largely been controlled and no longer concerns us or affects
our every day lives. However, this perception is very much a false one, as shown in
the resurgence of TB epidemics in urban centres of the developed world, and its
persistence throughout many developing countries. Public health specialists agree
that, once again, TB is a very real threat to millions of peoples’ lives (Kemp 1999;
Netto, Dye et al. 1999; Porter and Grange 1999; Gandy and Zumla 2003).

However, for most of the world’s population TB has not been a distant disease nor has
it ‘re-emerged.’ In fact, TB has persisted in causing suffering and death in the
developing world, yet, in spite of this, has long been neglected on the international
health agenda. Only recently, and perhaps with the growing realization that
communicable diseases are without borders and that such suffering, death and cost
can also touch the developed world,” has TB once again hit the news and been

prioritized on the global health agenda.®

57 As in the New York ‘outbreak’ of TB in the 1980s-90s, and also similarly increasing TB in the UK
(Bhatti, Law et al. 1995; Tulsky, White et al. 1999; Barr, Diez-Roux et al. 2001).

% For example, with the setting up in 2001 of the (UN proposed) Global Fund to fight AIDS, TB and
malaria (GFATM).
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Recent estimates show that TB contributes to a massive burden of ill health

worldwide, causing somewhere around 8 million new cases each year, with 1.8

million deaths (WHO 2002). Eighty per cent of these cases are to be found in just 22

countries, themselves to be found in South Asia, sub-Saharan Africa and Eastern

Europe. TB remains the leading infectious cause of adult death in the world.

Table 2:Estimated TB incidence and mortality across WHO regions, 2002

Estimated TB incidence and mortality, 2002

Number of cases

Cases per 100 000

Deaths from TB (including TB
deaths in people infected with

(thousands) population HIV)
WHO redion Al |smear |Al Smear- | Number Per 100 000
9 (%) positive forms | positive (thcusands) population
. 2354
Africa (26) 1000 350 149 556 83
The Americas 370 (4) | 165 43 19 53 6
Eastern
Mediterranean 622 (7) | 279 124 55 143 28
Europe 472 (5) 211 54 24 73 8
South-East Asia (2385)0 1294 182 |81 625 39
Western Pacific | 2090 | 39 122 |55 a73 22
24)
8797
Global (100) 3887 141 63 1823 29

source: WHO TB Factsheet 104, March 2004

In Malawi, these global statistics are clearly borne out. General health indicators have

recently worsened, rather than improved (e.g., life expectancy and maternal mortality

rate) and the overall health situation remains severely constrained, with the needs of a

growing population as a considerable challenge for the future. TB remains one of the

leading causes of death and cases have more than quadrupled in the last twenty years.

Reported TB cases have risen dramatically from 5,334 in 1985, to 26,632 in 2002

(NTP 2002). There has also been a related decline in the national cure rate from 87

per cent in 1985 to 67 per cent in 2002 (ibid.). The deterioration is linked to

continuing, and some would say increasing, poverty and also the spread of
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HIV/AIDS. This thesis later discusses in more detail these and other contributing

factors.

Table 3: Selected TB Indicators, as reported by WHO, for Malawi
TBinMalawi | 49490 1995 2000 2003
Reported Cases

total 19155 23604 25841
Cases per

100,000 pop 191 208 213
Estimated

Incidence

per 100,000, 263 390 419 444
per year

Case detection

(%) 39 42 35

Source: WHO TB database

Tuberculosis infection is caused by the bacteria Mycobacterium tuberculosis (tubercle
bacilli) which mainly affect the lungs, but which can affect other parts of the body.
Pulmonary (lung) TB (PTB) is the most prevalent form of the disease, spread though
the air by close person-to-person contact, and, in cases of ‘active’ infection, is highly
contagious. Although an otherwise ‘healthy’ individual can contract and carry the TB
bacillus for years, in a dormant, inactive form (termed TB ‘infection’), if that person’s
normal immune defenses become compromised in any way (ie: through
malnourishment, exhaustion, another infection, or general weakness, etc), the
formerly inactive bacteria will develop into active disease. Over time, this active
disease will also become contagious, as the numbers of bacilli found in the lungs —

and therefore coughed up with sputum — become more concentrated.

All types of TB in Africa are closely linked to both conditions of poverty and the
development of HIV infection. Where people live in cramped or badly ventilated
areas, with poor sanitation and susceptibility to a variety of illnesses, and where they
may be over-worked in intensive and physically strenuous labour with poor
nuotritional status, an airborne infectious disease, whose development is assisted by the
breakdown of one’s normal immune defences, thrives. This situation is further
complicated by the spread of the HIV virus, which attacks and disables the immune
system. People who are HIV positive are more likely to develop the active disease

than those who are HIV negative.
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4.2 TB AND HIV/AIDS

In 2003, UNAIDS estimated that 38 million people worldwide were living with
HIV/AIDS, including 2.1 million children. In that year, 5 million people were newly
infected. Sub-Saharan Africa accounts for 25 million of the global total, with national
prevalence rates now up to 38 per cent of the population (Botswana and Swaziland,
UNAIDS, 2003): the region with less than 10 per cent of the world's population is home
to almost 70 per cent of people living with HIV/AIDS.

In Malawi, most recent data indicates that there are 900,000 adults and children living
with HIV/AIDS nationally (UNAIDS 2004). In 2001, an estimated 18 per cent of
young pregnant women (aged 15-24 years) in the capital city Lilongwe were HIV
positive.” National estimates indicate 15 per cent of the population aged 15-49 is
infected with HIV, with 13 per cent sero-positivity in rural and 25 per cent in urban
areas (Mwale 2002). AIDS is now the leading cause of death in the most productive
age group (20-49 years). In 1999, there were 70,000 adult and child deaths due to
AIDS (Malawi National AIDS Commission, 2001). By 2003, this had risen to 84,000
(UNAIDS 2003). HIV/AIDS related diseases such as tuberculosis and bacterial

infections contribute substantially to AIDS related mortality.

These are alarming statistics, although today, in the context of southern Africa, they
are tragically common. It is accepted that Malawi and other countries are facing a
massive pandemic, the effects of which socially and economically are, and will
continue to be, far-reaching and devastating. Even ten years ago, the Government of
Malawi in UNICEF’s Mid-term Review, called AIDS “a communication challenge,
which will grossly overstretch the capacities of any real or imagined health system”

(UNICEEF 1994: 8). This prediction has been unfortunately accurate.

% 1t is worth noting the considerable challenges that lie in accurately estimating seroprevalence data for
HIV. The original reliance on reported or estimated AIDS cases and a back-calculation to estimate
HIV rates has been discounted owing to the difficulties in obtaining reliable estimates of actual AIDS
cases, and an appreciation that the HIV to AIDS ratio changes rapidly over time, depending on the
‘maturity’ of the epidemic. Different approaches are now used, based on sentinel surveillance
techniques, with sample groups adjusted according to the nature of the epidemic. National, regional
and local capacities for monitoring and surveillance at identified sentinel sites, and the associated
quality of available data remains a challenge.
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Government data shows that awareness of AIDS is high amongst the public with 98
per cent of men and 95 per cent of women claiming to know of the condition (NSO
1994). More recently, 84 per cent of women and 89 per cent of men were reported as
knowing that a healthy looking person can have the HIV virus (UNAIDS, 2003). In
addition, it is reported that the majority of adults know that transmission of the virus
is by sexual intercourse - heterosexual intercourse being the dominant mode of
transmission globally. However, more critical investigation of the Malawi
Demographic and Health Survey statistics shows that complacency should not be an
option: while in a survey, interviewees might answer that they know about AIDS,
what exactly this knowledge and understanding is, and how and whether it informs
their sexual behaviour is an entirely different matter (Craddock 1996). In the same
NSO report that recorded 98 percent awareness amongst Malawian men, 30 per cent

of rural women stated that AIDS cannot be prevented (NSO 1994).

It is widely accepted that one of the reasons for the dramatic rise in incidence of TB in
Malawi is the link with HIV/AIDS. Owing to their compromised immunity,
individuals infected with the HIV virus are more likely to develop active TB disease
than others (Girardi, Raviglione et al. 2000). TB is the most significant opportunistic
infection of people with HIV/AIDS - yet, if identified early enough, the TB can be
successfully treated and managed, enabling further years of life. In some countries in
Sub-Saharan Africa, including Malawi, more than 70 per cent of patients with TB are
HIV-positive (Raviglione, Harries et al. 1997; Harries, Hargreaves et al. 2001), with
most TB programmes recording rising death rates, in line with the spread of HIV

infection in the past 15 years.

TB control globally is based on the principle of reducing the number of smear positive
active PTB sufferers. This approach was largely based on epidemiological evidence
that detecting 70% of smear-positive, i.e., the most infectious patients, and curing
85% of these could reduce TB incidence by 10% per year — reducing TB cases and
deaths by over 25 per cent in 10 years (Dye, Garnett et al. 1998). More recent
estimates have posited a possible reduction in the TB burden of 50 percent in 10
years, if such targets are met (Dye 2000). With the advent of HIV/AIDS, however, in
many of the same countries that already have high TB infection rates the increase in

smear negative PTB has been considerable, in addition to the mortality rates amongst
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those smear negative sufferers. This is not yet reflected in the goals of TB control,
which continue to centre on the detection and cure targets for infectious smear
positive cases. Not only are the targets prioritised in this way, but public funding too
is reserved for treatment for smear positive patients, owing to the positive ‘public

good’ externalities attached.

With the increasing dual burden of TB and HIV, however, smear negative TB is
having an a increasing impact which cannot be ignored — not only in terms of the
suffering, morbidity and mortality associated with it, but in the implications of smear
negative disease for wider TB control. As those working with TB in high HIV-
prevalence settings have observed, “HIV infection complicates the problem and adds
its own set of difficulties to implementing the WHO-DOTS strategy” (Harries 2000).
These complications are seen in a clinical sense, represented in falling cure rates
through high HIV-related mortality, but are also affecting delays in diagnosis and
quality of diagnosis and care for TB, all of which are related to factors both within the
health system and in patients’ own community settings (Harries, Hargreaves et al.
2001). Conventional diagnostic and treatment tools used in resource poor settings are
less effective for smear negative TB, leading to an increasingly fearful response
amongst a public who see more death, less treatment success and who are turned

away from health facilities with incorrect diagnoses of ‘no TB.’

One of the other related problematising factors in TB suspects coming forward for
treatment, is the stigmatisation of HIV/AIDS in the wider community, and the close
association between the two diseases (Kemp et al 2000). The stigma attached to
HIV/AIDS has extended to TB at a time when the previous rejection of TB patients
was reported as decreasing (DFID 1999). As the public become more aware of the
link between TB and HIV, society is making judgments according to assigned stigma
and portrayal of patients as ‘perpetrators’ rather than ‘victims,” and this has led to
danger of losing jobs, accommodation and friends, with significant economic and
social costs to the sick individual. This potential stigma has prompted avoidance
behaviours, such as care-seeking in the private and traditional sectors, where
standards can be lower, but confidentiality more likely assured, or in non-compliance

with resulting treatment.
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There is also widespread fear and the belief that TB, like the HIV virus, is not curable.
Owing to fatalism and a feeling that death is inevitable, people sick with what they
fear is TB or HIV/AIDS, may not come forward for treatment. The TB/HIV
relationship is thus something which cannot be ignored in terms of the potential
degree of influence of this ‘variable’ on the NTP’s aims and outcomes — not just in
terms of the clinical and epidemiological implications of the HIV/TB relationship —
which are well recognized — but in the wider social and economic implications. The
multi-faceted impact of AIDS, in many ways, has therefore served to highlight some
of the current weaknesses of accepted TB control methods (Girardi, Raviglione et al.
2000).

4.3 TB AND POVERTY

TB is not only a disease of the poor. However, the evidence available strongly
affirms an association between TB and poverty and its disproportionate burden on
both the poor countries of the world and on poorer populations, wherever they are

situated.

More than 95 per cent of TB cases and deaths occur in the poor countries of the
developing world (Dye, Scheele et al. 1999). In industrialized countries or wealthier
urban settings in the developing world, TB typically affects poor and disadvantaged
social groups in those wealthier areas, whether the US, the UK, the Philippines or the
former Soviet Union (Spence, Hotchkiss et al. 1993; Tupasi, Radhakrishna et al.
2000; Frieden, Sterling et al. 2003). Studies in the UK have shown how London has
overtaken New York as a centre for TB since 1996, with the determinants of disease
found in “increasing wealth inequality and social deprivation, homelessness, co-
infection with the HIV virus, migration, the neglect and consequent failure of public
prevention and control services” (Story and Citron 2003:147). As Farmer has written,

“the poor have no options but to be at risk from TB” (1997: 349).

A valuable illustration of the TB/poverty relationship comes from one country
location where, unusually, systematic national prevalence surveys are conducted
every 10 years (1979, 1990, 2000), including a socioeconomic profile of those
surveyed. The fourth national epidemiological survey undertaken in China in 2000

(Ministry of Health of the People's Republic of China 2002) showed that over 80 per
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cent of identified TB sufferers had a family income that was lower than the average
for their communities. Notably, only about 40 per cent of those identified with TB
through the survey had already been identified through routine TB control channels,
i.e., a significant majority of TB sufferers were remaining undiagnosed and untreated

in their communities.

The disparity between low case detection rates (30-50 per cent) and high cure rates
(80 per cent) reported by the NTP in China is also indicative of the constraints on
those suffering TB symptoms to initially access care. Specific categories of the
population were identified in the survey as less able to access health treatment for
TB, including ethnic minority groups, migrants, the uneducated, prisoners, those
living in more remote areas, the elderly, and HIV/AIDS patients. These
characteristics were associated with financial variables, such as income and access to
health insurance coverage: the national TB prevalence survey showed that 92 per
cent of the TB sufferers identified lacked any medical insurance. Geographical
influences were also seen: the prevalence of pulmonary TB was higher in poorer
western and central China than in wealthier eastern China. These aggregate
differences, while indicative of macro level poverty differentials, also hide further
urban/rural differences. Prevalence of active, sputum smear positive and
bacteriological positive TB was consistently higher among village residents than the

township or city residents.

The survey reported 1340 cases of TB nation-wide. About 35 per cent of these cases
had no occupational income. 62 per cent of women were housewives reporting no
income. Among those who had occupational income, more than 805 were involved in
agriculture related work and almost all TB patients who had agriculture related
occupations had no medical insurance. More than 50 per cent of female and 30 per
cent of male TB patients were illiterate or semi-literate. Only about 1 per cent of the

TB patients had education at college or above level.

While the Chinese prevalence survey provides a wealth of data typically unrecorded
in other country settings, it also indicates the difficulties in actually measuring the
TB/poverty relationship, owing to the multifaceted nature of poverty. Material

deprivation is one element only, whereas social exclusion or cultural deprivation are

98




more difficult to account for, although often associated with material poverty. The
China survey and its analysis attempts to combine both financial and non-financial
elements, but a broader range of variables would ideally make up a composite index,
including, as Hanson {(2002) notes, not only income, but knowledge, nutrition, power

and access limitations for poorer populations.

In her paper on tuberculosis, poverty and inequity, Hanson reviews the evidence for
the association between TB and poverty at the macro societal level and at the
household and individual level. As already suggested, she finds that evidence shows
that the world’s TB burden weighs most heavily on poor countries and that, within
countries, TB prevalence is higher among the poor versus non-poor sub-populations.
At the micro household level, however, she found that the existing literature is less
conclusive in illustrating the association between poverty and an individual’s risk of
TB infection or disease. In US and Malawi based research, such an association was
highlighted. However, in South African and Thai studies, no significant association
was found. It is notable that all these studies were based on TB patients who had
successfully obtained diagnosis and treatment, and that any undetected TB suspects
were not included. It is difficult to evaluate whether those cases not accessing
services are among the poor, though a reasonable hypothesis based on macro data

might suggest that this is so.

Other Malawi-based research undertaken in the capital Lilongwe has investigated
these so-called missing cases. In comparing notified chronic cough and smear
positive rates in two adjacent urban areas, one a relatively comfortable planned
settlement (Area 18), and the other an unplanned ‘squatter’ settlement (Area 56), the
study found that notification rates were higher in the planned settlement. Given that
the macro evidence shows TB prevalence to be higher amongst poorer sub-
populations, a reasonable assumption was made that rates in the poorer area should
be as high as the adjacent neighbourhood. Applying the rates from Area 18 to Area
56, it was found that 42 cases of smear positive TB were ‘missing’ from the poorer
neighbourhood (Kemp, Mann et al. 2003). This may be considered a conservative
estimate, which highlights the current failings of available TB control services in

such poor areas.
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