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Abstract

This thesis explores the everyday realities of neglected diseases among people
living and working along the River Nile in Moyo and Adjumani Districts,
northwestern Uganda. It is based on ethnographic-epidemiological fieldwork
carried out over sixteen months during 2013 and 2014. The fieldwork included
participant-observation, in-depth interviews and a parasitological survey with
structured questionnaire. This thesis takes an interdisciplinary approach in studying
global health, contributing to literature at the intersection between medicine and

anthropology.

The neglected tropical diseases are a group of diverse diseases framed in global
health around common socio-economic-political features, persisting in poverty.
They affect neglected populations, neglected by public health policy. Current
approaches to their management are largely a collection of technical, disease-
focused programmes that disregard the politics of poverty. Contemporary debates
surround the side-lining of social science literature, and the evidence behind the

biomedically focussed disease control programmes.

Fisherfolk are said to be vulnerable to a number of these diseases. Diseases such as
intestinal schistosomiasis (one of the neglected tropical diseases) persist in fishing
areas despite a global public health programme. However, as this study
demonstrates, in northwestern Uganda levels of schistosomiasis infection appear to
have reduced. This study situates the success of the global health control
programme within the local biosocial context. Furthermore, it shows that while
one neglected tropical disease is controlled, other diseases persist and emerge.
These other diseases explored in this research were Buruli ulcer and Hepatitis B,

diseases that challenged the global health concept of neglected tropical diseases.



This thesis contributes methodologically to the growing interdisciplinary field of
global health. It provides empirically-based biosocial evidence of the local realities
of neglected diseases. In taking this approach, it argues that this concept is
misleading. While it has illuminated particular problems in global health, the

restrictive gaze disregards local public health concerns.
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1. GLOBAL HEALTH AND NEGLECTED TROPICAL DISEASES

“I have always had a certain dislike for general principles and abstract
prescriptions. | think it is necessary to have an “empirical lantern” or a “visit
with the patient” before being able to understand what is wrong with him. ”

(Albert Hirschman, 1998, p.881)

The neglected tropical diseases are a group of diseases framed in global health
around common social, economic and political features. These diseases, neglected
by research and public health policy, affect poor, disenfranchised populations with
little political voice; the ‘bottom billion’ (Feasey et al 2009; Hotez et al 2009; Payne
& Fitchett, 2010). Given the impact of neglected diseases on global development,
an increasing focus has been put onto their control and elimination by global health
actors. Current approaches to their management instigated through global health
actors are unfortunately largely a collection of technical, disease-focused
programmes and these ‘one-size-fits-all’ programmes overlook the broader needs
of the population. In so being, they are disregarding the social, economic and
political dimensions? of health, illness and healing; disregarding the everyday reality
of people who are vulnerable? to many of these diseases (Parker and Allen, 2011;

Parker et al 2012; Parker & Allen, 2013; Parker & Allen 2014).

This thesis explores these everyday realities. It is an empirical piece of work based

on long-term ethnographic-epidemiological fieldwork in Moyo and Adjumani

! Quoted in Biehl and Petryna, Eds. (2013) p.14
2 While | list these dimensions as separate entities, | also acknowledge that they are intrinsically
linked. Just as within this thesis | attempt to understand the biological as intrinsically linked to these
aspects.
3 | use the term vulnerability to reflect the societal-structural basis of health inequities, rather than
individual basis of disease risk factors (Porter, Ogden & Pronyk, 1999:325)
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Districts in northwestern Uganda. It is informed by my own background in
medicine and medical anthropology, and by previous ethnographic fieldwork?*
(Parker et al, 2012; Pearson, 2009). The initial focus was on intestinal
schistosomiasis and other soil-transmitted helminths®> among people living and
working along the River Nile; people who are arguably vulnerable to a number of
the neglected tropical diseases, including these intestinal helminths, due to their

adverse social, economic and political positioning.

The aims of this research were to explore the biosocial context of these diseases
and the local realities of global health priorities. The research was shaped by taking
an inductive interdisciplinary approach, and in doing so, | progressively started
exploring other diseases that affected people along the river. These were Buruli
ulcer and hepatitis B; diseases that challenged the global health framing of

neglected tropical diseases.

Situating these diseases alongside each other allows us to contrast the distanced
global health concept with local® realities of neglect, health, illness and healthcare.
The findings from this study uncover some key critical reflections on this.
Schistosomiasis’ is a neglected tropical disease, yet it is arguably not so neglected
now. A public health intervention has been implemented in the districts and it
appears that levels of infection have reduced among adults. Yet Buruli ulcer?,
which is described in global health as an emerging, neglected tropical disease, was
neither emerging nor neglected for people along the river. While there is an

absence of biomedicine, conditions understood as Buruli ulcer have been, and

4In 2009, | carried out three months of ethnographic fieldwork in Moyo District for an MSc in
medical anthropology at Brunel University.
> Commonly called intestinal worms. They include the hookworms, Ascaris and Taenia.
6 By local, | do not mean ‘traditional’, rather everyday, lived realities and experiences.
7 Discussed in chapter four.
8 Discussed in chapter five.
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continue to be, largely treated by local herbalists. On the other hand, hepatitis B®,
which is not a neglected tropical disease, has emerged as a public health concern
which, | suggest, is through the same features that have been attributed to
neglected tropical diseases. These findings contrast ‘on the ground’ empirical

findings with the framing of global health priorities.

These understandings only came about, as advised by Hirschman in the opening
quote, by having an ‘empirical lantern’; by visiting people declared to be affected by
these diseases, those receiving the treatment through control programmes as
prescribed by global health initiatives. Furthermore, these critical findings only
became apparent through the fieldwork by taking an interdisciplinary, biosocial

approach.

Farmer and colleagues have conceptualised this approach as fundamental to global

health:

“All fields have myopias. The restrictive gaze of each discipline can
illuminate certain global health problems; but only when they are taken
together with a fully biosocial approach can we build, properly, the field of

global health.” (2013, p.9)

This thesis contributes to interdisciplinary research within global health and
development between medicine and medical anthropology (Biehl and Petryna,
2013; Farmer et al, 2013; Harper, 2007; Kleinman, 1997). With the development of
the field of global health, increasing attention is being paid to taking a biosocial
approach to understanding global health issues. This study critically reflects on
this, demonstrating what an interdisciplinary biosocial approach can look like with

respect to neglected tropical diseases, the difficulties in this and the benefits for

% Discussed in chapter six.
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advancing knowledge in this field. This was not without tensions, methodologically
and analytically. For while social science looks to critique and subvert received

wisdom, biomedicine looks to find solutions to problems.

Being interdisciplinary, | situate biomedical knowledge and framing alongside other
forms of knowledge (Hahn and Kleinman, 1983). While providing an
anthropological analytical lens, the start and end points were not to critique
biomedicine per se. Rather, they were to conduct an inductive analysis of the
realities of neglect, disease and healthcare (in its many forms) for people vulnerable
to these diseases, whichever direction this approach took. | attempt to re-socialize
(Farmer et al, 2013) the global health concept, and in doing so | do not to overly
objectify the findings from either a biomedical perspective, nor equally from an
abstract theoretical perspective. This thesis is therefore an account of my attempt

to navigate a middle empirical ground.

In doing so, this thesis attends to an empirical gap. There is sparse research on the
biosocial context of neglected tropical diseases (Allen & Parker, 2011; Reidpath et
al, 2011). Literature tends to focus on a specific neglected tropical disease either
biologically (for example, research on schistosomiasis, Kabatereine et al 2003, 2004;
Seto et al 2012; Rollinson et al 2013) or biosocially (for example Taenia solium,
Bardosh et al 2014), or provides a theoretical contribution to the neglected tropical
disease concept (Broadbent, 2011; Mantilla, 2011; Allotey et al, 2010). While
looking at specific diseases, this thesis does not restrict itself to one disease or one
discipline; rather it approaches the study of health, illness and healthcare through
the lens of neglected tropical diseases as a concept. This thesis not only provides
epidemiological evidence on the effect of ten years of mass drug administration for
schistosomiasis and soil-transmitted helminths. It situates this evidence in the

social context of schistosomiasis transmission and control. It resituates the
13



discussion on neglected tropical diseases within the life and livelihoods of those
affected by these diseases and on the receiving end of the global public health
control programmes. It therefore engages in other diseases and other forms of

knowledge and healing practices beyond biomedical practices.

The thesis demonstrates on a number of levels the imperative of understanding the
biosocial context of health, healing and illness, and therefore within this context the
meanings of global health priorities. This is not only on local meanings of disease
priorities but also meanings of public health interventions and research
programmes (Geissler and Molyneux, 2011). | therefore critically reflect on the
biosocial context of the research itself, of people’s lives and livelihoods along the
river in the two districts, and explore this not just from a biomedical perspective of

diseases, but people’s own understandings of affliction.

In discussing the three diseases in depth, the main argument of this thesis is that
the framing of neglected tropical diseases is misleading. This paradigm has served
to elicit a response in the field of global health and development; a response that
has been influenced by the geopolitical landscape of this field. For a number of the
diseases, public health programmes have been implemented targeting disease
control, leaving aside the local realities of what it is that defines these diseases:

poverty, neglect and marginalisation.

As Paul Farmer described for disciplines in the field of global health, so too the
paradigm of neglected tropical diseases, although conceptualised as biosocial
problems, is driven by a restrictive gaze. The myopia of disciplinary boundaries is
illustrated by contemporary debates on neglected tropical diseases, discussed later
in this introduction. However, the labelling of certain diseases as neglected tropical

diseases, has not only served to illuminate them as global health problems, it has
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also arguably led to a neglect of other health concerns. This, | suggest from my
findings, is the case for hepatitis B. The emergence of hepatitis B as a public health
concern in northwestern Uganda is a form of structural violence (Farmer, 1996;
Farmer et al, 2004), arising through a structural silence;° an outcome of the

myopia in framing problems (and solutions) within global health.

How has this come about? What is the landscape of global health, and how has this
influenced the conceptualisation of neglected tropical diseases and the solutions
implemented to tackle these issues? Why is there so little engagement with the
politics of poverty, neglect and marginalisation, the features that underline the

characterisation of those affected by neglected tropical diseases?

This introduction proceeds by outlining the background to the field of global health
which has developed from its predecessors, international health and tropical
medicine. | discuss the predominance of biomedicine and the emergence of
multiple actors influential in the landscape of global health. | then situate the
neglected tropical disease paradigm within this landscape, showing how these
diseases have been reframed to draw attention to them. However, while framed
within the millennium development goals’ mandates due to their socio-economic-
political adversities, the solutions have largely been framed within a model of
selective primary healthcare (Allotey et al 2010), influenced by biomedical technical
frameworks and prominent disciplinary voices in global health. | draw on current
‘deworming’ debates and show that what this myopia leaves aside are the realities
of neglected tropical diseases for those affected. This thesis begins to reset this
imbalance of voices by situating the neglected tropical diseases concept within the

everyday reality of people vulnerable to them. In this thesis | studied people’s lives

10 In approaching hepatitis B through the lens of neglected tropical diseases, | do not substantiate
this hypothesis further through narratives of global health actors and institutions.
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and livelihoods along the River Nile in northwestern Uganda. | therefore outline
relevant literature on fisherfolk and health, which largely focusses on The Great
Lakes in East Africa and HIV/AIDS. | conclude the introduction by outlining the

background to the research and the thesis structure.

GLOBAL HEALTH

The developing field of global health has been shaped by its historical roots and the
many contemporary actors involved. This has influenced both how problems in

global health are regarded, and how solutions are devised.

Global health has established itself as common nomenclature over the past ten to
fifteen years, with an increasing use of the term in scientific publications in
medicine, social science and other academic fields!!. It has taken over from
“international health” as the preferred term to describe public health matters
beyond national concerns of developed countries. Despite the increase in its use,
the meaning of global health is largely not clarified (Fassin, 2012), although it is
commonly agreed that it “implies consideration of the health needs of the people
of the whole planet above the concerns of particular nations” (Brown, Cueto and
Fee, 2006, p.62). Brown, Cueto and Fee (2006) link the proliferation of the term to
survival strategies of the World Health Organisation following the growing influence
of the World Bank in population health through the 1970s and 1980s, and a crisis of
funding in the 1990s. Beyond this, the field of global health has surfaced within
broader geopolitical changes that can be traced back further, along with the

establishment of biomedicine.

The nineteenth and twentieth centuries saw an expansion of scientific reasoning,

theories of evolution, medicine and germ theory. Alongside this, Lock and Nguyen

1 Demonstrated through a Scopus search for the term “global health” by year and by discipline.
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(2010) loosely distinguish four phases in the rise of biomedicine in global health.
Pre-1920s, biomedicine was intimately linked with imperialism and empire building
which developed into colonial endeavours in the 1920s to 1960s. With
independence from colonialists, in the 1960s to 1980s it was linked with
nationalism and nation building. From the 1980s there has been a rise in non-
governmental organisations’ involvement in global health and development

(p.148).

While health has been a concern of imperialism across many empires, the roots of
global health can be located in particular in the period of colonial medicine
(reviewed by Greene et al, 2013). Whereas initially health and sickness of
Europeans in Africa, Asia and America were a primary concern for colonisers, at the
end of the nineteenth and early twentieth century overlapping roles of medicine
and “civilisation” developed, through colonisation and the religious conversion by
missionary expeditions (discussed pp.36-41). Greene et al state that this period
“illustrates the use of “the tropics” as a laboratory and a source of test subjects for
medical and public health research and practice” (p.37). With biomedical advances
(the development of antibiotics, vaccinations, microscopy and the identification of
micro-organisms as a cause of disease) there was a focus on managing outbreaks of
disease or epidemics such as malaria, yellow fever and sleeping sickness. This
provided evidence of the efficacy of biomedicine and “opened a door for
biomedicine to be used as an ideological tool, a way of winning “hearts and minds”
and showing what colonial authorities believed to be the beneficial effects of
colonialism” (Lock and Nguyen, 2010 p.154). It was also a form of biopower
(Foucault); as Lyons argues, sleeping sickness legislation in the Belgian Congo was

an attempt at ‘social engineering’ (1985, p.70).
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During this time the field of tropical medicine developed, with the Liverpool School
of Tropical Medicine established in 1898 by Sir Alfred Jones a ship-owner with links
to West and South Africa (Power, 1999), and the London School of Hygiene and
Tropical Medicine by Sir Patrick Manson in 1899 (Cook, 1990). Alongside this,
concerns developed over hygiene practices, the root of what is now termed public
health. While global health represents transnational linkages and globalisation, as
Greene et al (2013) state, “The history of tropical medicine helps explain why in rich
countries the phrase “global health” connotes disease of “elsewhere”-problems
affecting an othered “them” rather than an inclusive “us”” (p.42). It also illustrates

the origins of the focus on disease, germs and vectors.

In the first half of the twentieth century, the US Rockefeller Foundation began
focusing on international health through its funding of programmes to control
infectious diseases in American states. Other institutions for international health
emerged through to the middle of the century: the Pan American Health
Organisation (PAHO), and following World War Two the United Nations agencies
including the World Health Organisation. In this post-war, Cold War period which
also saw the independence of many colonies, the concerns of international health
were largely conceptualised within nation states, and included welfare and
development. During this time, the Global Malaria Eradication Programme, a top-
down widespread campaign, was implemented by the WHO in the 1950s. It was
arguably over-ambitious and failed to achieve eradication in many countries outside
the United States and Europe (Najero et al 2011). As Greene et al (2013) note, this
was in contrast to the subsequent smallpox vaccination campaign which achieved
eradication by the end of the 1970s. The Global Malaria Eradication Programme

illustrated the difficulties in relying on top-down interventions, but the small pox
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campaign served as evidence of success, reinforcing this approach in international

health.

This set the scene for debates that stem from the latter decades of the twentieth
century and continue today. In the late 1970s the ideals of the primary health care
model were set out in the Alma Ata declaration of 1978, addressing social and
economic dimensions of population health. The declaration of “health for all by
the year 2000” through community-based primary health care quickly transformed
into what was meant to be an interim strategy (Basilico et al 2013). In less than a
year, a conference was held on Selective Primary Health Care, a way of fixing and
financing some of the health concerns established through the Alma Ata
declaration (ibid.). The practical, technical fixes of Selective Primary Health Care
were exemplified through early initiatives such as GOBI (Growth monitoring, Oral
rehydration, Breastfeeding, Immunizations). These were based on specific
interventions that could have measurable effects, providing a means to monitor
and evaluate their implementation (ibid.). In the face of neoliberalism, the debt
crisis in the 1980s2 and structural adjustment policies, during which time HIV/AIDS
emerged as a significant epidemic, the shift away from the comprehensive primary

health care model was cemented.

Given this background, the transition from international health to global health in
the twenty-first century occurred within increasing globalisation, awareness of
inequities that arise from this, and with this an increasing human rights based
approach to health and healthcare (e.g. Farmer, 1999). This transition has also seen

a broadening of the scope of actors involved in population health. Beyond national

12 Basilico et al argue that the response to the debt crisis, featured a prominence of “economic
knowledge (interest rates, public spending, inflation), supplanting other types of knowledge
(political, medical, ecological, local)” (p.93).
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governments and intergovernmental institutions such as the United Nations
organisations including the WHO, there has been a rise in public-private

organisations, philanthropists and non-governmental organisations.

As an example, The Bill and Melinda Gates Foundation is currently one of the
biggest grant-givers for many global health initiatives. McCoy et al (2009) analysed
the scope of the Gates Foundation in global health. With grants that vary from a
few thousand US dollars to hundreds of millions of US dollars, they fund global
health partnerships; non-governmental and non-profit organisations; universities,
particularly in the US and the UK; and inter-governmental organisations including
the WHO, the International Bank for Reconstruction and Development, and UNICEF.
On the other hand, they don’t directly finance governments and for-profit
organisations. The majority of funding goes to large supranational organisations
and global health partnerships with recipients in high-income countries, mainly the
US but also the UK, Europe and Australia. One consequence is that to a larger or
lesser degree, money, power and resources are held outside the direct remit of the
states which are the eventual recipients. Secondly, through this large network,
McCoy et al indicate, “All the key contributors to global health have an association

with the Gates Foundation through some sort of funding arrangement” (p.1650).

The Gates Foundation does not only give grants, but has representatives on
governing structures for a number of global health partnerships; being a member of
the H8 global health leaders (along with the WHO, WB, GAVI Alliance, Global Fund,
UNICEF, UNFPA, and UNAIDS), and involved in setting G8 health agendas (ibid.).
While the importance of the funding cannot be denied, the influence and biases
that enter global health agendas from this has been questioned (Okie 2006).

McCoy et al (2009) suggested that “the Gates Foundation is keen to promote the

growth of private health-care providers in low-income and middle-income
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countries” (p.1651) and likewise prioritise technological interventions. However,
we have seen that this technological bias also has roots in the historical
underpinnings of tropical medicine and international health, alongside this

contemporary picture of global health funding and influence.

Transitioning into the twenty-first century, the current remit of global health is
explicitly linked with social and economic development. Many of the millennium
development goals and their targets address issues of public health and vice versa.
More recently, alongside an increasing arena of vertical, technical disease-specific
programmes, there has been a resurgence of the primary health care model with
the 2008 World Health Report, “Primary Health Care: Now More Than Ever”. Since
2012, the Gates Foundation has also been promoting integration and improving
health system delivery and primary health care systems as part of its global health
and development programme, yet still promoting the delivery of technical

solutions!3.

While there has been an increase in these top-down approaches, there has also
been an increasing concern to bring in the perspective of the people that the
institutions of global health aim to alleviate the suffering of (Biehl and Petryna,
2013). This is also not a new phenomenon, with medical anthropologists and
physician-anthropologists advancing the need for an interdisciplinary or biosocial
approach to understanding health concerns wherever they occur (for example,

Kleinman, 1995; Helman, 2007).

Returning then to the emergence of the field of global health, it has opened
opportunity for new ways of framing or re-framing health concerns. Farmer et al

describe global health as “not yet a discipline but rather a collection of problems”

13 http://www.gatesfoundation.org/What-We-Do/Global-Development/Integrated-Delivery
21



(2013, p.2), problems that stem from inequities in both the distribution of, and
means to alleviate, risk and suffering. They therefore propose that this necessitates
an interdisciplinary approach to understanding these problems alongside the
biomedical, whether through historical, economic or political economy analyses. In
this regard, they frame the field of global health within a rights discourse, using this
to advance a way of understanding and addressing the problems of inequity in
health beyond biomedicine. Fassin (2012) notes that the rise of the term global
health is not for describing new problems but rather he uses Foucault’s term “new
‘problematizations’”, as “new ways of describing and interpreting the world —and

therefore of transforming it” (p.113).

With this backdrop of globalisation and the problematization of global health, a
group of diseases have been advanced as the neglected tropical diseases. This
paradigm has largely come about by the re-framing of a number of individual
diseases in competition with more visible global health ‘threats’; threats of global
pandemics, HIV, SARS and swine flu for instance, threats that are framed within a
competing global health narrative of ‘biosecurity’ (Leach and Tadros, 2014).
Neglected tropical diseases on the other hand, are threats to socio-economic

development and pose little risk of epidemics outside of tropical countries.

NEGLECTED TROPICAL DISEASES

Within this landscape of global health, neglected tropical diseases have been
conceptualised as diseases of poverty, yet many of the solutions for these diseases
of poverty are delivered through disease-focused programmes. How has the
reconceptualization of neglected tropical diseases come about? How has this
influenced the global health response to these diseases, as individual diseases and

as a group of diverse diseases?
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Neglected tropical diseases, associated with poverty4, were largely defined by the

people they affect:

“... often the poorest populations, living in remote, rural areas, urban slums
or conflict zones. Neglected tropical diseases persist under conditions of
poverty and are concentrated almost exclusively in impoverished

populations in the developing world.

Lacking a strong political voice, people affected by these tropical diseases

have a low profile and status in public health priorities.”*>

The concept of neglect was not specifically defined (Broadbent 2011, Mantilla 2011)
but rather, as illustrated in the quote, established in a number of ways. The
diseases affected neglected populations. The diseases had been neglected by
public health institutions. Furthermore, they had been neglected by research and
development: with little market incentive, they were a low priority for the

development of new pharmaceuticals.

Despite this, Molyneux et al (2005) argued, there was potential for controlling,
preventing and even eliminating many of these diseases. This led to claims that
tackling neglected tropical diseases would rescue “the bottom billion” (Hotez 2009),
and the development of vaccines would act as “anti-poverty vaccines” (Hotez and

Ferris, 2006).

The diseases themselves are in fact diverse (table 1). Biologically, they are caused

by a variety of pathogens and transmitted in a variety of ways with many involving

14 The diseases reinforce poverty through their effect on individuals and households, and poverty
increases people’s vulnerability and exposure to these diseases and morbidity from these diseases,
for example through limited access to healthcare.

15 An answer to a question posed on the WHO website, ‘why are some tropical diseases called
“neglected”? http://www.who.int/features/qa/58/en/
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intermediate hosts (such as snails in schistosomiasis), or vectors (such as
mosquitoes in lymphatic filariasis and black flies in river blindness). They have
diverse effects on the body. Some cause insipid symptoms that don’t emerge until
months or years after infection. Some cause visible and disfiguring lesions (such as
in leprosy or Buruli ulcer), while others (such as rabies) can be quickly fatal.

Preventative, treatment and control measures also vary.

Protozoa Helminth

Chagas disease Cysticersosis/Taeniasis

Human African trypanosomiasis (sleeping Dracunculiasis (guinea-worm disease)
sickness) Echinococcosis

Leishmaniases Foodborne trematodiases
Bacteria Lymphatic filariasis (elephantiasis)
Buruli ulcer Onchocerciasis (river blindness)
Leprosy (Hansen disease) Schistosomiasis (bilharzia)
Trachoma Soil-transmitted helminthiases
Yaws

Virus

Dengue and Chikunguya

Rabies

TABLE 1: WHO LIST OF NEGLECTED TROPICAL DISEASES:I'6

The local environment plays a determining role. Vulnerability to disease is affected
by people’s contact with environments that harbour the pathogen, vector or
intermediate host. For instance, outbreaks of sleeping sickness have been
associated with conflicts and more recently with cattle markets in Uganda (Févre et
al 2001; Hutchinson et al, 2003). Many of the intestinal helminths are associated
with faecal contamination of food, water and the environment due to poor
sanitation and unsafe water sources (Gryseels et al 2006). Emergence or re-

emergence of many of the diseases are also linked to environmental changes, in

16 Taken from http://www.who.int/neglected diseases/diseases/en/
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particular man-made changes such as deforestation and water projects like
irrigation systems!” (Patz et al 2000). This vulnerability is therefore largely
determined by structural factors, rather than solely climatic factors, as the term

‘tropical’ suggests.

However, the diseases are co-endemic across many tropical areas, including South
America, India, China and Africa. In general, there are high rates of co-endemicity in
sub-Saharan Africa (Molyneux et al 2005) and many countries on the continent

have the greatest burden of disease (Hotez and Kamati, 2009).

At the time of writing, the World Health Organisation (WHO) NTD department
recognises seventeen ‘neglected tropical diseases’. In addition, the WHO NTD
department supports seven other ‘neglected conditions’*® that do not come under
other WHO programmes. Additional health concerns are often lobbied as
‘neglected’ in global health, such as mental health (Patel et al 2008). Even within
the group, some diseases are advocated to be ‘the most neglected of the neglected
tropical diseases’ (Olsen et al, 2009, discussing strongyloides) or ‘neglected,
neglected tropical diseases’ (Budke et al, 2009, discussing zoonotic larval cestode

infections).

While there has been this recent interest in global health, many of these neglected
tropical diseases have been around for millennia. For instance, Egyptian mummies
have been found to have signs of schistosomiasis (Kloos and David, 2002).
Furthermore, many of the diseases have not always been a distant concern of

western governments. Sleeping sickness in the late 19™ and 20 centuries was

17 For example, schistosomiasis.
18 Chronic suppurative otitis media, mycetoma, nodding syndrome, podoconiosis, ectoparasites,
snakebite and strongyloides.
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central to much public health policy in parts of Africa under colonialism®®. These
diseases have also been prevalent and subsequently controlled in now developed
states. In the early twentieth century, hookworm was prevalent in the southern
and south-eastern states of the United States?® and treatment programmes were
initiated through the Rockefeller Sanitary Commission to reduce the social and

economic burden of the disease (Brown, 1976). Current responses echo this.

Furthermore, despite the areas of social, economic and political neglect, with
successful lobbying, neglected tropical diseases have gained increasing interest
among research institutes, pharmaceutical companies, donors, governments and
non-governmental organisations. While these diseases were initially under the
WHO group of ‘other communicable diseases’, in 2005 the WHO coined the term
‘neglected tropical diseases’. In 2007 a WHO meeting was held of global partners
on neglected tropical diseases, which included Member States, UN agencies, the
World Bank, philanthropic foundations, universities, pharmaceutical companies,
international non-governmental organisations and other institutions. There is now
a WHO department for the control of neglected tropical diseases, a Global Network
for Neglected Tropical Disease, research institutes (such as the Centre for Neglected
Tropical Diseases at the Liverpool School of Tropical Medicine) and partnerships,

and a dedicated peer-reviewed journal (the open access PLoS NTDs).

1% Much of the symbolism in Joseph Conrad’s Heart of Darkness can be seen as a reference to
sleeping sickness, ‘the colonial’s disease’ as it was known; or vice versa, the disease was seen as a
metaphor for colonialism (Dempsey, 2013). Early 20th century sleeping sickness policy included
clearing tsetse fly habitats, villages were uprooted and moved, ‘cordon sanitaires’ were set up to
control the spread of disease, also, Lyons argues, a means of controlling populations (Lyons 1985).
20 Known as the ‘germ of laziness’ because of the anaemia it caused, hookworm was associated with
decreased productivity of the poor agricultural or industrial workers. It was controlled in these
states largely through improvements in living conditions, particularly sanitation, in the early
twentieth century (Brown, 1976).
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This largely came about through millenium development goal 6: to combat
HIV/AIDS, malaria and the open ended category of ‘other’ diseases. Only
tuberculosis was named as one of these ‘other’ diseases. Neglected tropical
diseases, opposed to the big three of HIV, malaria and tuberculosis, were argued to
have a significant impact in rural and impoverished urban areas in low income
countries (Hotez, 2009). This impact was measured in terms of the significant
morbidity and mortality when combined as a group, and the socio-economic

impacts of these diseases.

The measure used was Disability Adjusted Life Years (DALYs), a composite measure
of disability and death related to a specific cause (Merson et al, 2012). As individual
diseases the DALYs for neglected tropical diseases varied and were less significant.
Hotez and Kamath (2009) however, illustrated that in aggregate, they are estimated
to follow HIV and malaria in terms of their DALYs. They demonstrated that the
disease burden in sub-Saharan Africa was 64 million for HIV/AIDS, 40.9 million for
malaria, 8.6 to 21.2 million for neglected tropical diseases, 5.4 to 18.3 million for
helminth infections and 9.3 million for tuberculosis (ibid. table 3). This visualised
the neglected tropical diseases as a significant global health concern. However,
many have critiqued the use of DALYs as an indicator, not least because of the
social values of life that are made within the estimates (Cohen, 2000; also discussed
in Merson et al, 2012). Vital statistics are used to build up the model of Global
Burden of Disease, yet in areas where neglected tropical diseases largely occur,
rural areas in low-income countries with already fragile health systems, there are
limitations in the use of health registers (Cohen, 2000). Further, these statistics do

not measure the other aspects of these diseases, the social and economic impacts

(ibid.).
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Along with this illustration of the public health significance of these diseases as a
group compared to HIV, malaria and tuberculosis, a second factor put forward was
the cost-effectiveness of combination treatment for a number of these diseases.
The rationale was that for a group of the diseases (including intestinal helminths,
river blindness and lymphatic filariasis) the comparative cost of treating a patient
per year, was much smaller than treating either of the three of malaria, HIV/AIDS
and tuberculosis (Molyneux, Hotez and Fenwick, 2005). Molyneux et al
demonstrated that the cost of a Rapid Impact Package for integrated control of
seven neglected tropical diseases with four drugs was at around 0.40 US cents per
patient per year, compared to the nearly 1000 US dollars it cost to treat a patient
per year for HIV/AIDS (ibid. p.1067). Therefore, where safe, effective and cost-
effective treatment is available in tablet form, preventive chemotherapy is
delivered. Bruun and Aagaard-Hansen (2008) argue that this strategy of mass drug

administration is largely based on this availability of low-cost drugs.

Therefore, these diseases came to global health attention through being framed
within the millennium development goals and pitched against the big three of HIV,
malaria and tuberculosis (Hotez et al, 2007). The imagery used facilitated a
response: such as the scourge of Chagas’ disease in America (Hotez, 2012), a term
of suffering, historically derived from punishment; or the need for a response in
rescuing the bottom billion (Hotez et al, 2009). It was then not only the potential
fatal consequences of disease, such as liver disease in schistosomiasis, that needed
to be addressed by a global public health campaign, but the cumulative, insidious
effects of chronic morbidity, disability, anaemia, poor school performance and
educational attainment. Only when combined together and in relation to social
economic concerns, could these diseases be seen as a global health and

development problem. In effect, grouping these diseases created a sum that was
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equal to more than its parts. Situating the diseases together and within a new
framework resulted in drawing global attention to them. Framing these diseases as
neglected tropical diseases provided a moral imperative to respond (Parker & Allen
2014). In this case however, the response has been predominantly through the
provision of biomedical technical fixes; a response that has both historical roots and

contemporary biases in global health.

In contrast, as Allotey et al (2010) observe, the structural factors, such as poverty,
safe water and sanitation that underlie these diseases have gained less attention in
policy, being implemented on a small scale without the same advocacy behind
them?!. The initial powerful voices came from within biomedical fields, and much
of the powerful response has come from philanthropists and pharmaceutical
companies (Allen and Parker, 2011). The management of these diseases has largely
been effected through public-private partnerships — an illustrative component of

the landscape of contemporary global health.

This landscape includes pharmaceuticals and funding. An initially cited problem
was the financing of research, control programmes, and pharmaceutical
development. In particular, there had been very little development of new drugs
for many of the diseases. For instance, praziquantel for schistosomiasis was initially

a veterinary drug before being licensed for human use?2. Broadbent (201123)

21 There is one near ‘success’ story in terms of the potential for eradication of a neglected tropical
disease in more recent years. At the time of writing, guinea worm has been eradicated except in
four countries in Africa (Chad, Ethiopia, Mali and South Sudan with nearly 80% of the cases being in
South Sudan). The mainstay public health interventions revolved around water (improving water
supplies, and providing or encouraging filtration of drinking water) and treatment of the wound
caused by the worm breaking through the skin. While there is a lack of biomedical treatment, the
public health response still included biomedical and technical fixes: chemically treating drinking
water sources and distributing worm filters (see Moran-Thomas, 2013). The approaches to control
are still predominated by select interventions.

22 https://web.stanford.edu/class/humbio103/ParaSites2006/Praziquantel/history.html
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argues that this focus on neglect of pharmaceutical Research and Development
(R&D) is misleading as this is not necessarily the limiting factor affecting the
distribution or control of the diseases. However, whether pharmaceutical R&D is
the limiting factor or not, pharmaceuticals have been the predominant approach
for controlling a number of these diseases. Private funding has been a crucial
element in this. McCoy et al (2009) estimated that the Gates Foundation
contributed about a fifth of all funding for pharmaceutical R&D for neglected
diseases. In addition, some pharmaceutical companies now donate the drugs for

some of the neglected tropical diseases free of charge.

This arguably has had an influence on the global health strategies to control
neglected tropical diseases, as onchocerciasis control in African countries
demonstrates (Liese et al 2010). Described by Liese and colleagues, the first and
now longest running initiative for one of the neglected tropical diseases was the
Onchocerciasis Control Programme (OCP), conceived in 1968 and rolled out in 1974
with co-sponsorship by the WHO and other UN agencies. However, in the late

1970s and 1980s momentum dwindled, firstly with a focus on primary health care

23 Broadbent (2011) argues that the issue is not in the research and development of new
pharmaceuticals for the diseases, but in “investing in profitable ways to reduce their burden”. He
uses the example of yaws where penicillin has been effective in reducing the burden of disease and
even eradicating it in many areas and later concludes that “It cannot be assumed that commercial
vigor would enable some new drug to overcome whatever barriers currently exist to the distribution
of penicillin” (p.56). Broadbent uses an example where there is effective treatment, although
concerns over resistance and the reliance on one drug exist. However, in the case of sleeping
sickness, discussed elsewhere in this chapter, the current treatment, while potentially effective, is
not ideal for all cases of sleeping sickness. The main point to make here is that pharmaceutical R&D
may be an issue for some diseases grouped under neglected tropical diseases but it is not necessarily
the limiting factor for tackling the issues of controlling these diseases. In fact, for yaws there is
relatively simple and tolerable treatment. The current recommendation for first line treatment and
control of yaws is a one-off dose of azithromycin (another antibiotic), but, as stated on the WHO
website (http://who.in/yaws/epidemiology/en), the difficulty in assessing control and reduced
burden of disease is that the extent of the disease is not known. While yaws was eradicated in some
areas during campaigns in the twentieth century through the administration of penicillin, and is
treatable with antibiotics, it remains endemic in many countries.
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and the social and economic determinants of health, and secondly with the
recognition of HIV/AIDS. The OCP initially involved larviciding along rivers in eleven
West African countries. In 1987 the pharmaceutical company Merck, provided
Ivermectin, the drug for treating onchocerciasis, free of charge ‘for as long as
needed’, shifting the control focus to mass drug administration. The initial
programme concluded in 2002. In 1995 the African Programme for Onchocerciases
Control (APOC) followed a similar collaboration, expanding to the remaining
nineteen endemic countries. This relied entirely on mass drug administration and,
governed by a memorandum of understanding, it was implemented through the

national state.

Currently, the strategies advocated by the WHO to control neglected tropical
diseases include similar preventive chemotherapy, enhanced case management??,
expanding treatment access, integrated vector control®® and zoonosis control?®.
Some of the neglected tropical diseases require treatment strategies, such as active
or passive surveillance for sleeping sickness. The treatment for sleeping sickness is
provided through a public-private partnership between the WHO and
pharmaceutical companies and directed through MSF Logistics (Butler, 2003). The
Drugs for Neglected Tropical Diseases initiative (DND/) was set up as a not-for-profit
organisation for the research and development of new drugs, including for sleeping

sickness for which some of the drugs used to treat it are extremely toxic (Pécoul

24 Some diseases require active case detection and treatment, for instance, sleeping sickness, which
may have a long latent period with no symptoms, or non-specific symptoms. The treatment is also
extremely toxic — melarsoprol, which is used to treat second stage T. rhodesiense form of sleeping
sickness, is derived from arsenic.
25 Many of the diseases are vector borne, or have intermediate hosts. For sleeping sickness, which
requires active case management, a broader strategy to reduce the cases is to manage the vector,
the tsetse fly.
26 That is, coordinating with veterinary public health for diseases that have animal hosts.
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2004). However, the primary strategy for at least four of the diseases remains

preventive chemotherapy.

A number of diseases have therefore been re-framed as ‘neglected tropical
diseases’. | have shown here how this has coincided with a shift towards public-
private partnerships and philanthropists in global health agendas, occurring
alongside a shift from ‘international health’ to ‘global health’. Neglected tropical
diseases were framed, not about a common biological basis nor as a biosecurity
threat, but about a common socio-economic basis, with the outcomes of controlling
these diseases in line with the millennium development goals. Health has been
defined as “a state of complete physical, mental and social well-being and not
merely the absence of disease or infirmity” by the WHO since 1948%. Yet, while
the stated aim of neglected tropical disease interventions is to alleviate suffering
and improve socio-economic outcomes, this is largely dealt with through treating or
controlling disease. | have demonstrated how this has been influenced by the
geopolitical landscape of global health with the powerful voices within this field

biased towards biomedicine, pharmaceuticals and technical fixes.

What has been the effect of these restrictive gazes on the broader concerns of
neglected tropical diseases? In the following section | show how this has shaped
contemporary debates around neglected tropical diseases surrounding the
evidence for one of the control programmes. Likewise, these debates have largely
been situated within disciplinary boundaries, despite the inherently biosocial
nature of the diseases. Furthermore, counterpoint evidence has been set aside,

including both biomedical and anthropological evidence.

27 preamble to the Constitution of the World Health Organization as adopted by the International
Health Conference, New York, 19-22 June, 1946; signed on 22 July 1946 by the representatives of 61
States (Official Records of the World Health Organization, no. 2, p. 100) and entered into force on 7
April 1948.
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EVIDENCE AND THE CONTROL OF NEGLECTED TROPICAL DISEASES

Schistosomiasis, soil-transmitted helminths, lymphatic filariasis and onchocerciasis
are managed through an integrated programme delivering three, free drugs
(albendazole donated by GlaxoSmithKline, ivermectin donated by Merck & Co., and
praziquantel). These drugs are administered to school children in endemic areas
and adults at high risk. The intervention, called mass drug administration, involves
distributing these drugs to populations through a network of voluntary, unpaid,
community drug distributors (Hotez, 2009). This approach and the evidence behind

it have been widely contested across a number of disciplines in global health.

The term neglected tropical diseases, the first WHO report (2010) stated,
represented a shift away from strategies focused on individual diseases, to
strategies focused on the integrated control of these diseases. Yet, for the diseases
named above, integrated control involved combining the delivery of drugs as
vertical health programmes, integrating treatment as a form of control, not
integration across sectors (healthcare, water and sanitation for example) or
integration within a primary healthcare system. It has been argued therefore that
the control programmes are effectively working as a form of selective primary
healthcare (Allotey et al, 2010; Allen & Parker, 2011). In doing so, they revisit
previous paradigms in international and global health. While the concept of
neglected tropical diseases encompassed broader social, economic and political
aspects of health and ‘health for all’, the strategy quickly became the

implementation of technical fixes, of “magic bullets” (Allotey et al, 2010).

Research addressing the social and cultural aspects of the diseases and
programmes has illustrated pitfalls of these narrow approaches to health and

disease. One of the limitations in a biomedical approach is the exclusion of the
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local context in ‘one size fits all’ policies. Much of the research on local responses
to neglected tropical diseases and programmes implemented to control them has
focused on lymphatic filariasis and schistosomiasis (Parker et al, 2008; Parker and
Allen, 2011; Allen and Parker, 2011). This research explored biomedical and local
understandings of health and illness, and social responses to the roll out of mass

drug administration aimed at controlling these diseases.

One finding was that local understandings of the programme differ from its aims.
Integrated control included the integration of treatment and control. For the
diseases managed through mass drug administration, this meant that treating
populations irrespective of disease status was a form of controlling the diseases by
reducing parasite burden in those infected and therefore with the aim of reducing
transmission (Hotez et al, 2006). However, this has not been without confusion, as
Allen and Parker found with lymphatic filariasis in Tanzania (2011). The symptoms
of lymphatic filariasis include swollen legs and swollen testicles in men (due to a
blocked lymphatic system). Administering ivermectin and albendazole does not
reverse these changes, leading some people to question the efficacy and true
purpose of the drug distribution programme (ibid.). The public health aims of the
programme (control) did not meet the expectations of those receiving it

(treatment).

Furthermore, Allen and Parker’s work on neglected tropical diseases in Uganda and
Tanzania demonstrated that mass drug administration programmes did not run as
smoothly as was often alluded to in the biomedical literature. This work became
controversial and elicited a fierce response from biomedical scientists behind the
programmes (Allen and Parker 2011; Molyneux and Malacela 2011; Allen and
Parker 2012; Molyneux et al 2012). In a paper titled ‘De-politicizing NTDs’, Parker

and Allen (2014) suggested that the growth of mass drug administration, without
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relating to local political, historical, social, and economic circumstances, was
analogous to what James Ferguson (1990) has called anti-politics in development
programs. However, they take the argument further suggesting that cognitive
dissonance, enabling both biological and social evidence that contradicts the
objectives and norms of the programmes to be put aside, is strategically employed.
They argue that in doing this, it is used as a tool to secure grants and promote
institutional interests, with these responses being reinforced by the financial

incentives for global health programs and their emphasis on impacts and targets.

It is not only other forms of evidence that have been put aside. With the rise of
evidence-based medicine (EBM), the biomedical gold standard method for evidence
in global health is the randomised controlled-trial, sidelining other forms of
evidence and knowledge (Lock and Nguyen 2010, p.188). Yet, given that this is the
gold standard, even this has been put aside within biomedicine (Hotez, Mistry and
Fenwick 201228). This has led members of the Cochrane Infectious Diseases Group
to question the neglect of evidence-based policy among neglected tropical disease

academics (Nagpal, Sinclair & Garner, 2013).

Within biomedicine, questions have been raised on the limited epidemiological
evidence behind the programmes of mass drug administration for intestinal
helminths (Taylor-Robinson et al 2012; Garner 2012). In particular, there are
doubts on the claims that they improve socio-economic achievements including
school attendance and performance. These debates have made headline news in

popular press. On 5" August 2015, The Guardian newspaper published a piece

28 Blog post: Deworming should remain an essential cornerstone for NTD control, posted 18™" July
2012, http://blogs.plos.org/speakingofmedicine/2012/07/18/should-deworming-policies-in-the-
developing-world-be-reconsidered/
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titled “Explainer: Where were you in the #wormwars?”?° It was commenting on
recent twitter and blog feeds sparked by a re-analysis by Davey et al (2015) and
Aiken et al (2015) of a pivotal study conducted by Miguel and Kremer in the 1990’s
(published 2004). The reanalysis found little evidence for some of the indirect
benefits of school deworming programmes, such as external benefits for non-

treated schools and improved performance of children in school examinations.

The evidence behind the programmes is therefore highly contested. Just as there is
evidence put forward that supports the approach, much of the evidence in fact
contests, or at least does not support, many of the claims made. Anthropological
and epidemiological evidence suggests that the public health programme of mass
drug administration for intestinal worms does not work as those advocating for it
suggest. Lock and Nguyen (2010) describe a similar situation in relation to HIV and
anti-retroviral drug trials in Uganda. They argued that “Both the AZT and
nevirapine trials show how framing a problem as a public health emergency can
suspend some of the normal criteria by which biomedical efficacy is judged.”
(p.194). In the case of neglected tropical diseases and in particular the diseases
managed through mass drug administration, the “state of emergency”, was the
extent of the suffering by people who are affected by these diseases through
negative social, economic and political forces and through lack of safe water and
sanitation. This justified the programmes irrespective of the limited or contested

evidence (Molyneux et al 2012; Hotez, Mistry and Fenwick 20123°).

Zhttp://www.theguardian.com/global-development-professionals-network/2015/aug/05/explainer-
wormwars-deworming-science-kenya?CMP=new 1194&CMP

30 Blog post: Deworming should remain an essential cornerstone for NTD control, posted 18™" July
2012, http://blogs.plos.org/speakingofmedicine/2012/07/18/should-deworming-policies-in-the-
developing-world-be-reconsidered/
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Notably, these current debates are on evidence and data produced fifteen years
previously. What can be said about the evidence from mass drug administration
that has now been running for over ten years? There is little epidemiological data
documenting infection rates over the period of mass drug administration (discussed
in Parker and Allen 2014, Allen and Parker 2011), a situation which is discussed
more in chapter five of this thesis. While there is some literature on the cost of
implementing mass drug administration (Goldman et al 2007, Leslie et al 2011), the
cost-effectiveness of the strategy will arguably differ depending on the baseline
prevalence of infection in the population (Leslie et al 201131). Published literature
often illustrates the adverse social and economic effects of intestinal worms (e.g.
Conteh et al 2010) providing justification for the strategy of mass drug
administration (with assumptions on the programme working in practice, which has
in itself been contested as discussed above in Allen and Parker’s findings).
However, it is difficult to find evidence from mass drug administration on its effect
of improving social economic outcomes (Taylor-Robinson et al 2015). To do so,
Conteh et al (2010) refer to a compelling economic analysis of the beneficial effects
of hookworm eradication in the United States at the beginning of the twentieth
century (Bleakley, 2007), the biosocial context of which is arguably very different to
the settings where mass drug administration is rolled out currently. The other
influential study is that of Miguel and Kremer (2004), the original study that has

been re-analysed and contested, provoking the contemporary ‘#wormwars’.

Despite so much focus on neglected tropical diseases and on the deworming
programme in particular, there is little engagement with the realities of these

diseases for the people affected by them or vulnerable to them (Parker et al, 2012).

31 Leslie et al showed that the cost effectiveness differed between school-based and adult
treatments.
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In these neglected tropical diseases programmes, the politics of poverty are never
addressed, yet in the defining features, this is what perpetuates the inequitable

distribution of these diseases among certain populations.

Farmer et al (2013) have argued that any disease is neglected in this context.
Whether the disease is an acknowledged ‘neglected tropical disease’ or a disease
disproportionately affecting neglected people, social determinants of health, as

described by the WHO, underlie these health inequities:

“... the conditions in which people are born, grow, live, work and age,
including the health system. These circumstances are shaped by the
distribution of money, power and resources at global, national and local
levels, which are themselves influenced by policy choices. The social
determinants of health are mostly responsible for health inequities - the
unfair and avoidable differences in health status seen within and between

countries.”32

These aspects are explored in this study. However, in this thesis | try to not delimit
the social determinants from the biological determinants of disease as separate
entities, rather (as argued in particular in chapter four) | look at where they
interact. Despite the defining terms of neglected tropical diseases being embedded
in these social, economic and political aspects of neglect and suffering, very little is
written about the people who are vulnerable to these diseases. One such group of
people are fisherfolk, a ‘high risk’ group targeted by mass drug administration.

They are vulnerable to a number of the diseases due to the conditions in which they
live and work, and they have been largely neglected by public health policy. Fishing

livelihoods are often perceived as a different or particular way of life; a way of life

32 http://www.who.int/topics/social _determinants/en/
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which shapes determinants of health inequity, and shapes their relationships with

authorities and institutions, including public health.

FISHERFOLK AND HEALTH

Much of the literature on those involved in small-scale fisheries and health in sub-
Saharan Africa comes from research along shores of large water bodies such as the
Great Lakes in East Africa. This literature also tends to focus on HIV/AIDS. This
partly reflects the findings that fisherfolk are at increased risk of HIV which is
associated with particular aspects of their lifestyle and the nature of fishing
livelihoods (Kissling et al, 2005). Additionally, structural factors exaggerate their
lack of access to testing and treatment, and as a population they have been largely
neglected by policy in the past (ibid.). For neglected tropical diseases, there has
been research on schistosomiasis among those living and working along the shores
of Lakes Victoria and Albert in Uganda in particular (discussed more in chapter
four), but this largely focuses on the epidemiology, ecology, biology, disease and
treatment®3. The context is different to where this study took place; however,
there are illustrative points from this literature on fisherfolk and health elsewhere
in Uganda and sub-Saharan Africa that relate more broadly to this thesis and to this

discussion in the framing of global health problems.

33 For example, a Scopus search of Lake Albert OR Lake Victoria, AND schistosom* returned 95
publications with only three relating directly to social aspects of disease and treatment in Uganda:
Parker et al 2012 (based on long-term ethnographic research on the social responses to
schistosomiasis and mass drug administration across three fishing areas on Lake Victoria, Lake Albert,
and the Albert Nile) and Kabatereine et al 2014 (based on a cross-sectional, descriptive,
questionnaire survey on perceptions, attitudes, practices and behaviours for schistosomiasis on the
islands in Lake Victoria) and Muhumuza et al 2009 (a cross-sectional survey on socio-economic status
and schistosomiasis). In addition, there were two publications from research in Kenya: Odhiambo et
al 2014 (based on focus group discussions and interviews in an informal settlement in Kenya on
attitudes and knowledge) and Omedo et al 2012 (on community health workers perceptions to mas
drug administration based on unstructured open-ended interviews), and one in Tanzania: Mwanga et
al 2004 (on perceptions, attitudes and practices assessed through in-depth interviews, focus groups,
and a questionnaire).
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The term fisherfolk is used to reflect the many people involved in varying capacities
in the fish business and at fish landing sites. It is important to note however that
they are not a homogenous or bounded population, far from it. The term is useful
for denoting a concept of this heterogeneity of people involved directly and
indirectly in the fish business. Some people move into fishing permanently, others
temporarily, and many people are often termed ‘fishing-farmers’ (Geheb & Binns,
1997). In this thesis, | use the term interchangeably in describing people living and
working along the River Nile in varying capacities. In this sense, it encompasses the
term used in Moyo and Adjumani districts, ‘meri ti ba’, or ‘people of the river’;
although with increasing fish markets many fishmongers also come from urban

areas elsewhere to the landing sites.

From research along the lake shores, those involved in the fish business tend to be
aged between 15 and 35 years (Seeley, Tumwekwase & Grosskirth, 2009). Many
activities are carried out at fish landing sites by both men and women, with many
fishers starting at a young age, learning from their peers. Fishing is usually carried
out by men. Other related occupations such as fish processing (sun drying or
smoking fish), fish trading and fishmongering are carried out by men or women.
Other secondary activities often grow around the fish business at the landing sites,
including market vending, and food and drink selling which tend to be by women.
While along the shores of Lake Victoria there are larger landing sites, many fishers
also operate from local village landing sites. In these circumstances fish may be

prepared for home consumption or for smaller scale fishmongering.

On the larger lakes, such as Lake Victoria, commercial organisations pack and
prepare the fish for sale further afield and for export internationally. Some of these
landing sites have developed and are becoming increasingly ‘urban’, with an

emerging leisure industry and urban culture as described by Beuving (2010). These
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fish landing sites “can be vibrant centres of economic activity, attracting young
people in search of independent lives and incomes for their families” (Westaway,
Seeley & Allison, 2007 p.666). Despite this development, infrastructure at many
landing sites is limited. This is often the case for water and sanitation, and
therefore people are at increased risk of neglected tropical diseases including

schistosomiasis and soil-transmitted helminths.

Fishing and the fish business is a livelihood strategy for many in poor, rural areas.
In the face of extreme poverty some people are drawn into the fish business by a
lack of alternative economic opportunities (Seeley et al 2009, Hiisken and Heck,
2012). Indeed, the lakes and rivers are a potential source of wealth, however this
aspiration is not always realised. Compared to other economic alternatives often
open to people in these settings, such as small-scale agriculture, most fishing-
related activities provide daily cash income. Yet, while some fishers can become

relatively successful, others continue to suffer adversity (Beuving 2010).

Many fisherfolk therefore engage in migration as a strategy for securing income and
food. Yet this is also a source of risk and vulnerability in the fish business (Nunan
2010). With transient, temporary or informal lifestyles, people at fish landing sites
are often seen to have poor social and political cohesions. Limited social capital
and networks of trust have been associated with incidences of violence and abuse
(Seeley et al 2009). Furthermore, Sunil (2007) describes how the relationship
between fishers and formal institutions and state agencies are often fraught with

conflict and lack of trust.

While fishing is a livelihood strategy for many, fish landing sites were also seen as
‘immoral places’ where people go as a ‘last resort’ (Pearson et al 2014). Itis

suggested that fishers have a relatively low status and lead a ‘marginal existence’
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(Bene, 2009; Bene and Friend, 2011). Fishing camps and villages are often remote
with poor immediate access to services including health centres in towns and
trading centres (Hisken and Heck, 2012). Additionally, Husken and Heck (2012)
argued that fisherfolk have been excluded, by not being targeted through
healthcare policies and programmes. Lungu and Husken (2010) argue that there
has been a more broad institutional neglect whereby fisherfolk have limited access
to other structures such as credit and loans. Therefore, it is not just physical
attributes of marginality that impinge on how fisherfolk are perceived and their

greater vulnerability to poor health outcomes, but structural marginality too.

Along the shores and out on the waters, fishers face other threats. Immediate
dangers or threats to life include injury, drowning and attacks by hippos or
crocodiles. Other risks or uncertainties are tied into the unreliable nature of the
work (ibid; Bene 2003). These vulnerabilities include the unreliable weather and
long-term climate change. Occupations at the landing sites are affected by
changing fish stocks and the impact of extended or depleted rainy seasons and dry
seasons. This increases the uncertainty of their livelihood and experience of
adversity such as famine. Seeley et al (2009) argue that this high-risk environment

is associated with low risk perceptions, seen through their perceptions of HIV risk.

In this context, landing sites are sometimes portrayed as places of risk-taking,
alcohol use and casual sex, and therefore sexually-transmitted infections including
HIV (Seeley et al 2009; Westaway, Seeley and Allison, 2007). Inherent in this risk
are gender and power inequalities between those involved in the fish business
(Williams, 2008; Luke & Kurz, 2002; Luke, 2003; Kwena et al, 2012). These
inequalities have been described in fish transactions, including a much theorised
‘fish-for-sex’ phenomena at some fishing sites in sub-Saharan Africa (Bene and

Merten, 2007). In the Kafue flats, Bene and Merten found that women who had
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partners as fishers appeared to have better access to fish (Bene and Merten 2008).
The authors described how if the fish catch is low, or competition is high with more
people being drawn into fishing related activities, these transactions become more
fraught, and people resort to transactional sexual relationships. At times this may
be coercive, with fishers demanding sex before trading fish; ‘so called fish-for-sex’
(ibid. p.878). Within this relationship, Tindall and Holvoet (2008) argue that women
are often in a weaker position, with limited bargaining power to resist the

vulnerabilities they face.

However, others have pointed out that there are difficulties in delimiting
transactional sex as many relationships in this context involve some sort of transfer
of money or gifts (Kwena et al 2012; Harcourt & Donovan 2012; Luke & Kurz, 2002;
Luke, 2003). Research on transactional sex outside fisheries has suggested that it is
also a way for women to express agency and power (Wamoyi et al 2011).
Furthermore, at the fish landing sites women are also seeking economic
independence. There is opportunity and space for some women to be relatively
successful, and at urbanising fish landing sites along Lake Victoria there are diverse

ways of how women can earn a living (Pearson et al 2013).

There are therefore many reasons why fisherfolk are disproportionately more
vulnerable to diseases like HIV, but also neglected tropical diseases, and many
reasons why they face difficulties in accessing healthcare. The context is different
in Moyo and Adjumani districts where the fieldwork for this thesis took place,
compared to the sites described in the literature on fisheries along Lake Victoria.
Rather than urbanising sites with limited social cohesion, they are rural fishing sites
with many people best termed ‘fishing-farmers’. There are many elements of

neglect and marginalisation, and tensions with authorities as described in this
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literature review. Yet there are also spaces for resistance, resilience, agency and

power.

This thesis contributes to this literature by describing health and illness among
riverine fisherfolk in the borderlands of northwestern Uganda. It goes beyond
literature on HIV, focusing on other diseases that fisherfolk in this setting were
disproportionately vulnerable to. For this study on neglected tropical diseases, |
focussed on the livelihoods of those living and working along the River Nile, as it
exemplifies many of the features of why some diseases are neglected. It provides a
pertinent illustration of the need for taking a biosocial approach to understanding
the complexities and realities of global health priorities, and an opportunity to

subvert some of the assumptions held in these.

RESEARCHING HEALTH, ILLNESS AND HEALING AMONG RURAL FISHERFOLK

This study reflects on health, illness and healing among fisherfolk living and working
along the River Nile in northwestern Uganda. This thesis describes the everyday
reality of public health and neglected diseases in this context. It contributes to a

growing interdisciplinary literature on global health and neglected tropical diseases.

Having demonstrated that there are discrepancies between the defining features of
neglected tropical diseases and the interventions that are implemented — that is,
the social, economic and political context of people who the diseases affect,
managed by technical fixes delivering drugs as stand-alone programmes — in this
thesis | explore the context and the reality of some of these diseases. In so doing, |
demonstrate that the features that apply to neglected tropical diseases also apply

to disease and healthcare more generally in this geographical context.
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My research is an ethnographic-epidemiological study based in an area where a
number of neglected tropical diseases are endemic and co-exist alongside each

other and alongside other infections such as malaria, HIV and tuberculosis.

During ethnographic fieldwork in Moyo district in 2009 for an MSc in medical
anthropology on the social responses to mass drug administration for
schistosomiasis, with a District Vector Control Officer, we carried out a small
parasitological survey on one fishing island. Surprisingly, we found a very low
infection rate, which was in contrast to other fishing sites near Lake Albert in
northwestern Uganda (Parker et al 2012)3%. The direction of this research emerged
from this. Were there low infection rates along the River Nile as reflected in this
earlier survey? If true, was this due to mass drug administration? It was clear that
in order to answer these questions an epidemiological-ethnographic approach was
needed. Epidemiology was needed to describe patterns of disease, but alone
would not explain the reasons behind the results. Ethnography was needed to
explore this, which alone would not ascertain the underlying presence or absence
of disease. Therefore, how can we explain the parasitological results using an
interdisciplinary, biosocial approach? From this | also developed an interest in
exploring the disparity between global health rhetoric and local realities regarding

neglected tropical diseases.

The research revolved around exploring social, cultural, political and economic
conditions that place fisherfolk in positions of increased vulnerability to (or equally
mitigated against) neglected tropical diseases. What is the reality of the global

health concept of neglected tropical diseases for those vulnerable to them? The

34 In Moyo, on one fishing island only one male fisher was found with schistosomiasis on stool
microscopy out of 31 tested. This was compared to a market in Panyimur, where out of 120 traders
tested, 90% were found with schistosomiasis (Parker et al 2012).
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guestions explored were guided by the research itself, in an iterative, inductive
manner. What are the main health concerns among this population? How do
neglected tropical diseases fit into this? What are people’s understandings of
health, illness and affliction and how have public health control programmes
influenced changing attitudes towards biomedicine, changing attitudes towards and
understandings of health and disease, and changing patterns of disease? What are
people’s attitudes and responses towards treatment options and providers? How is
healthcare accessed and what treatment is sought when, where and why? Is
engagement with fishing populations prioritised through global public health
priorities, and what is the nature of the relation between fishing populations and

public health or global health?

Ethnographic fieldwork was carried out and the research questions and research
themes developed throughout the fieldwork process. It was guided by this
inductive approach. However, the starting point for the study was through
conducting an epidemiological parasitology survey on intestinal helminths among
fisherfolk along the River Nile as there was limited epidemiological data on rates of
disease. This addressed more specific questions: What are the key drivers of
disease patterns among fisherfolk? What is the prevalence of schistosoma mansoni
and other soil-transmitted helminths (Necator americanus, Anclostoma duodenale,
Ascaris lumbricoides and Trichuris trichiura) among fisherfolk along the river? How
can we explain the findings looking at the interaction between biological and social

aspects?

While the research began by investigating schistosomiasis, from both the
epidemiological survey and the ethnographic fieldwork, other diseases emerged as

significant. A collection of diseases are described in this thesis: intestinal worms
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(schistosomiasis), Buruli ulcer and hepatitis B. These diseases were concerns for
people for different reasons. All three diseases in this geographical context affect
rural people. Schistosomiasis and Buruli ulcer are more specific to the fishing
population as their transmission occurs along the river. Hepatitis B is not specific
for fisherfolk, although it does disproportionately affect rural areas in northwestern
Uganda (Bwogi et al, 2009). The diseases vary not only in how they have been
managed from a public health perspective, but also in how they are managed and
perceived by the people who are vulnerable to them. The following provides a

brief overview of the three diseases:

Schistosomiasis is a parasitic intestinal infection, and one of the neglected tropical
diseases. It is transmitted along river banks in areas of slow moving water. It can
have severe chronic complications affecting the liver. It is a well-known disease in
Moyo and Adjumani with a long history, documented since at least mid-twentieth
century (Nelson, 1958). Mass drug administration has been implemented to
control the disease as a vertical intervention funded by international donors and
pharmaceutical companies and delivered through the Ugandan Ministry of Health

to primary schools and at risk communities in endemic areas.

Buruli ulcer is a bacterial skin infection, also a neglected tropical disease. Its
transmission is associated with areas along river banks with slow moving or
standing muddy water. It is also a long-standing condition in Moyo and Adjumani,
with cases documented at least since the 1960’s. From a global health perspective,
it is managed through the Global Buruli Ulcer Initiative, although there is no specific

control strategy in place in the districts, and it is largely managed by local herbalists.

Hepatitis B is a viral blood borne infection and it is not a neglected tropical

disease. It is transmitted via blood and other body fluids. It can cause severe
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chronic complications and death. Diagnostic testing was only introduced relatively
recently to Moyo and Adjumani districts but the disease is likely to have been
around for many decades. At the time of fieldwork, there was no specific control
initiative introduced for adults (with vaccination only being provided through infant
vaccination schedules since 2002), with limited services for diagnosis,

investigations, vaccination and treatment through the Ministry of Health.

Comparing a long labelled neglected disease, with a so-called emerging neglected
disease and a non-neglected disease, allows us to explore and analyse the global
health concept, the realities of people exposed to and living with them, and to

compare and contrast the global with the local perspective.

THESIS OUTLINE

This introductory chapter has summarised the key features of global health and the
neglected tropical diseases paradigm that have shaped how particular health
concerns are viewed and the solutions that have been implemented. It has
outlined some of the key contemporary debates on one of these strategies, mass
drug administration to control intestinal helminths; debates that are situated within
disciplinary boundaries. Beyond this, it has discussed the literature on health and
fisherfolk, a group vulnerable to many of the neglected tropical diseases and a
population that exemplifies the features of why some people are affected by these
diseases. However, there remains a paucity of research on riverine, small-scale
fisherfolk and neglected tropical diseases, and a paucity of interdisciplinary

research into this global health concept, which this thesis begins to address.

Chapter two, “Researching public health: methods, ethics and interdisciplinary
working”, outlines the interdisciplinary approach and methods used in this

research. In doing so, it analyses methodological and ethical issues that arose
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during the fieldwork process. It relates this to biomedical and epidemiological
norms that predominantly guide research on health, and the reality of how these
are formed and shaped in practice. It argues that while an interdisciplinary
approach is fruitful for exploring global health concerns, this is not without
difficulties. However, the areas of tension that arose between ethnography and
epidemiology provided insight into the practice of researching global public health

that informed the research more broadly.

Chapter three, ““Meri ti ba’: making a living along the river” begins by describing
the social, economic, political and historical context of Moyo and Adjumani
districts. It describes fishing livelihoods, and how people along the river (meri ti ba
in Madi language) relate to each other and to authority. It demonstrates how
within this context of neglect and marginalisation, there are sites of everyday
resistance and agency. Furthermore, in this context health and healthcare are

largely seen as a right.

Chapters’ four, five and six analyse empirical findings on the three diseases, each
illustrating different aspects of global health concerns. Trust, knowledge and power
feature in much of the discussions and analyses in the chapters. For an
interdisciplinary approach, the methods chapter demonstrates tensions in carrying
out interdisciplinary work. However, the empirical chapters demonstrate the
additional fruitfulness of this approach. It benefits our understanding of what has
enabled success of a control program (schistosomiasis), why people make certain
healthcare decisions (Buruli ulcer), and what is actually concerning the population
and how they make sense of their concerns (Hepatitis B). These chapters are each
describing very different diseases and through this description they tell the story of
these diseases as they are controlled or emerge, understood and managed. They

therefore present a collection of problems (Farmer et al 2013). | have not written a
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separate chapter on witchcraft and local healing practices as separate entities, but |
discuss these within the chapters where relevant, alongside other forms of illness,

healthcare and healing in the everyday.

Chapter four, “Mass drug administration: is it successfully controlling intestinal
schistosomiasis?”, focuses on schistosomiasis and mass drug administration,
following on from the discussion in this introduction on how global health
structures and priorities have shaped the response to controlling this disease. In
this area, contrary to what one might expect, there appears to have been success in
controlling schistosomiasis. Explanations are given for this situation, which situate
the success of mass drug administration within the social context of biomedical
healthcare use, migration and movement patterns, the local economy of the fish
business, and water, sanitation and hygiene practices. Schistosomiasis is therefore

a neglected tropical disease that is arguably not so neglected anymore.

Chapter five, “Buruli ulcer: an emerging public health concern?”, focuses on another
neglected tropical disease, Buruli ulcer. The chapter argues that far from being a
traditional health belief, the use of local herbalist treatment for Buruli ulcer is in
fact in large part a rational choice given experience passed on through the
generations, and lack of trust or confidence in the biomedical public health system
alone. Itis an ‘emerging public health concern’ in global health and a neglected
tropical disease for the district health staff. However, for those living and working

along the Nile, it is neither emerging nor perceived as neglected.

Chapter six, “Hepatitis B: a ‘silent epidemic”, focuses on Hepatitis B which is not a
neglected tropical disease, but has been arguably neglected. It illustrates the
parallels with the emergence of HIV/AIDS as a public health concern and documents

how this previous experience has shaped current understandings and responses to
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Hepatitis B. It critiques the misleading term ‘neglected tropical disease’, in line with
Paul Farmer’s critique, that diseases that afflict the poor, are by definition
neglected. However, it goes further by exploring what has led to a situation where
other diseases, such as hepatitis B, can become ‘neglected’ and emerge as new
phenomena. While hepatitis B has been described as a ‘silent epidemic’ due to a
biological silence (WHO 2013) and a social silence (Muraskin, 1988), | suggest there
has also been a structural silence. Hepatitis B is not a neglected tropical disease,

but arguably fits the concept.

Chapter seven, “The neglected tropical diseases paradigm”, concludes by critically
reflecting on this. In this chapter, | summarise the themes that emerged from the
research including the role of evidence in global health. This is seen through both
the evidence that informs global health strategies, and also the evidence that
informs local responses to health concerns and how people make sense of their
interaction with development and global health. Disparities appear between the

global health arena and the local context.

The overall argument of this thesis relates to the framing of neglected tropical
disease. Grouping together the diseases has had dramatic effects in raising the
profile of the diseases, and has paved the way for global attention, pharmaceutical
and donor action, and increased research. These arguments are based within
frameworks of social justice, of equity and fairness in health. Yet the underlying
conditions that lead to inequities in health are not addressed. While one disease is
controlled, another emerges. What is neglected from a global health point of view
is not necessarily what is neglected from the population’s point of view. And in the
middle, district and clinical staff are patching up the wounds as they present to
them. While there is a role for vertical health programmes in some situations, there

is a need to address the underlying structural conditions that constrain
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improvements in health and equity. In implementing vertical health programmes,

there must also be a serious engagement in horizontal healthcare.

This thesis contributes methodologically to interdisciplinary research in global
health. It contributes empirically to biosocial research on neglected tropical
diseases. Theoretically, it critiques the restrictive gaze in framing global health

problems.
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2. RESEARCHING PUBLIC HEALTH: METHODS, ETHICS AND

INTERDISCIPLINARY WORKING

“It is difficult to make these fishers wait; you must take them when
you can. This random sampling is what they say there in Kampala,

but in the community it is not like that” [Vector Control Officer]

While conducting ethnographic-epidemiological research, | found myself grappling
with methodological and ethical situations that made me reflect on divergences
between biomedical norms in research and the realities of these in practice. These
encounters, such as implementing random sampling and informed consent in this
setting, highlighted the complexities of applying epidemiological ideals. | also
encountered tensions in my own positioning as a biomedical and ethnographic

researcher.

This chapter critically reflects on the methods, ethics and the process of conducting
interdisciplinary research, analysing some of the tensions that occurred at the
interface of this (Inhorn & Wentzell, 2012). | use the term interdisciplinary as
opposed to multidisciplinary. Rather than employing different disciplinary methods
as separate components of the research, the disciplinary methods of ethnography
and epidemiology were intrinsically linked throughout conceptualising, conducting
and analysing the research. It is also interdisciplinary research because as a

researcher | have a background in both medicine and medical anthropology.

Regarding interdisciplinarity, Paul Farmer (1999, p.5) says:
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It “is not meant to free the author from the responsibilities of discipline.
Rather, it is clear to me that the disparities of risk and outcome described
here are embedded in complex biosocial realities. To understand these
realities, nothing less than a biosocial analysis will do - an analysis that
draws freely on clinical medicine and on social theory, linking molecular
epidemiology to history, ethnography, and political economy. Of course,
such a synthesis is easy to demand but harder to produce; Fineberg and

Wilson have termed it the “Holy Grail” of epidemiology.”

With this framework and caution, | reflect here on the process of producing
interdisciplinary research. The starting point for this research was in investigating
schistosomiasis and its control which required an epidemiological study to assess
levels of infection among fisherfolk. By providing in-depth local knowledge and
critical analysis on public health institutions, ethnography was used for
understanding why public health programmes work in some settings but not others,

and to explore the local meanings of global health priorities.

However, interdisciplinary working, while rich and productive (as demonstrated in
this thesis) is not without difficulties. Many of these difficulties are framed within
the fundamentally different approaches of biomedical and anthropological inquiries
(Inhorn, 1995). Firstly, epidemiology studies disease whereas anthropology studies
illness. However Kleinman, although putting forward these concepts, cautions
against using them as a dichotomy (2013). Rather they are meant to facilitate
richer understandings of experiences. Secondly, epidemiology takes a reductionist
and positivist approach, whereas anthropology takes a holistic and humanistic one.
Thirdly, the methods employed differ and risk is conceptualised and
instrumentalised in differing (individual and structural) ways (outlined in Inhorn

1995). However, Inhorn (1995) argues that these often cited divergences between
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epidemiology and anthropology can in fact be viewed as areas of convergence.
Both fields study populations rather than individuals, and both investigate the
broader determinants of health. Furthermore, medical anthropology and public
health (which epidemiology often works within) are inherently interdisciplinary
disciplines. Embracing these “productive tensions” leads to more avenues of

inquiry (Inhorn and Wentzell, 2012).

Farmer (2013) argues that the framing of global health as a ‘collection of biosocial
problems’ (adapted from p.xiv) provides opportunity to forward an interdisciplinary
approach. Interdisciplinary, biosocial approaches have been advocated for in global
health generally and neglected tropical diseases in particular (ibid.; Allen and
Parker, 2011; Reidpath, Allotey & Pokhrel, 2011). On the other hand, global health
is influenced by biomedical frameworks, having developed over time from colonial
medicine, tropical medicine and international health (Greene et al, 2013).
Developing from these roots, many research priorities in global health, like health
research more generally, are based on biomedical norms (Lock and Nguyen, 2010).

There are therefore a number of areas for critical reflections.

There are a number of consequences of a biomedically driven evidence-based
medicine model in global health. The rise of evidence-based medicine in global
public health has led to the hierarchical placement of different types of evidence
and the priorities of reliability, validity and generalizability. In this regard, Lock and
Nguyen (2010) have cautioned on the market-based proliferation of clinical trials in
developing countries: “Global health inequities in access to biomedical care are
therefore a powerful driving force behind the globalisation of clinical trials” (p.190).
One consequence is that biomedical and statistical norms influence the way that
health research is conducted. A further consequence is the way in which

healthcare is conceptualised and provided. Adams (2013) argues that this has led
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to an “experimental metric as a means of providing health care” and “a shift in the
priorities of caregiving practices in public health such that “people [no longer] come

first”” (p.54-55).

Further to this, bioethical norms are also central to global public health research. In
so being, Farmer and Campos (2006) have argued, bioethical debates have centred
largely on concerns of the few in rich, industrialised nations, with neglect of the
rights of the many poor and marginalized people in developing countries who by
and large suffer from the greatest proportion of ill health, disease and poor health
outcomes. While biomedical care and experimental medicine have developed
along with bioethical frameworks, both research and ethics have been problematic
considering global health inequities. In response to inequities in bioethical debates,
Farmer and Campos argue that the challenge is to “resocialize the way we see
ethical dilemmas in medicine” (p.262, italics in original). Thus re-situating the local
relevance of the rules and practices of ethical codes, protocols, and information
and consent procedures and how these unfold in practice (Ulrich, 2011; Harper

2007).

A further point of critical reflection therefore arises from within this debate of
evidence-based medicine, bioethics and global health. Scholars have framed the
processes of conducting research and implementing bioethics as exemplifying the
imbalance of power. This is particularly the case in transnational research, where
research from industrialised countries is implemented through and in developing

countries (White, 2011).

The analyses also raise important issues on what makes up the evidence behind
global health interventions which speaks to contemporary debates in global health

on neglected tropical diseases. Is this another form of one-size-fits-all that does not
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represent local context? In pursuing robustness, reliability and generalisability, are
studies so removed from real-life that they no longer represent reality? What are
the driving forces behind the norms of evidence-based policy and evidence-based
public health? How are these norms played out in practice by those participating in
the research (by researchers and those being researched)? Many of these became
pertinent questions during fieldwork, while analysing and writing this thesis. This
chapter does not address them all, but these questions influenced my decision to

turn the social analysis on to the methodology and processes of data collection.

This chapter is largely a confessional tale (Van Maanen, 1988), describing some of
the methods, ethics and processes of carrying out interdisciplinary research. | first
outline the fieldsites and methods used in the study. | then discuss some of the
practical difficulties of health research in this rural setting that require a rethinking
of some standard research practices. Methodological and ethical practices are
addressed. The focus is on specific encounters from one component of the
fieldwork: an epidemiological survey for schistosomiasis and other soil-transmitted
helminths among rural fisherfolk. Reflecting on the research processes and
methodologies, and drawing on anthropological work on medical research in Africa
(Geissler and Molyneux, 2011), it explores the divergences between expectations
from public health research priorities and the realities of conducting such research.
The purpose is to engage in a critical analysis on the process of information

gathering that ultimately informs public health policies.

| then critically reflect on my own experiences of being an interdisciplinary field
researcher. Being trained both in medicine and anthropology, | found myself
grappling with internal conflicts while situating myself in the field. While | went in
with a clear idea that | was a researcher with a medical background, | found

particularly in the first few months that | continually had to re-stake this position.
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This led to both personal and professional dilemmas which bear relevance to
debates on medical and anthropological research in areas of abject poverty in the
context of which many people suffer from neglected diseases. My interdisciplinary
background also influenced my approach to writing up and presenting the data. |
therefore examine some of the struggles in writing, in particular between stances of
objectivity and subjectivity, of different ways of knowing in biomedicine and

anthropology.

| conclude with a discussion on the relevance for researching neglected diseases. |
demonstrate that while global health problems are framed within a biosocial
analysis which requires an interdisciplinary approach (Farmer et al, 2013; Parker
and Allen 2012), this is not without challenges. However, these challenges in
themselves provide further emphasis for the need to employ such an approach, the

basis of the findings presented in this thesis.

FIELDSITES AND METHODS?®

The fieldsites are discussed in more detail in the following chapter, but | provide an
overview here in order to illustrate the context in which ethnographic-
epidemiological fieldwork took place. Ethnographic research was undertaken in
2013 to 2014 in Moyo and Adjumani Districts in northwestern Uganda which border
South Sudan. A preliminary report from the most recent census in 2014 estimated
the population of Adjumani to be 232,813 (UBOS 2014 p.20) and Moyo to be
137,489 (UBOS 2014 p.21). Adjumani has ten sub-counties and Moyo has nine. In
each District, five sub-counties border the River Nile. In Moyo District, Obongi

County comprises three sub-counties all of which are situated along the river. In

35 part of this sub-section was written for a paper titled, “Low prevalence of intestinal schistosomiasis
among fisherfolk living along the River Nile in northwestern Uganda: a biosocial investigation”
(forthcoming).
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the other sub-counties in Moyo District and those in Adjumani, the people are
predominantly from Madi clans. In contrast, in Obongi people are from many
ethnic groups from West Nile and South Sudan aside from Madi, identifying as
Aliba, Aringa, Gimara and Reli. In these sub-counties people spoke many languages
in addition to Madi. In all the sub-counties some people also spoke English and Ki-

Swahili.

The region has a long history of social upheaval (Allen 1996; pp 220-261) and
marginalisation economically and politically (Allen 1991; Woodward 1991). During
conflict in the 1980’s, the majority of the population in both districts fled into
southern Sudan (now South Sudan) or Zaire (now Democratic Republic of Congo).
Throughout this period, a few remained or returned before mass repatriation in
1986. In the 1990’s and 2000’s, a large number of refugees from southern Sudan
settled in both districts, but have since repatriated. However, the situation
changed again in December 2013 when tens of thousands of refugees from South

Sudan fled into Adjumani District.

The majority of people are living by subsistence farming of crops such as cassava,
sweet potato, maize, groundnuts, sesame and various green-leafed vegetables.
Their staple diet also includes beans. Fish is relatively expensive in the town, but
part of the daily diet along the river. Rice, pumpkins and tomatoes are grown in
swamp areas along the river bank. Near the river, cattle graze freely or are herded
by young men (often from Western Uganda, or male family members). People are
drawn to livelihoods along the river, with its fertile lands, food sources and

opportunities to make a living.

The two districts are separated by the River Nile, which lies at less than 3000 feet
(around 900 metres) above sea level (Hall and Langlands 1975). There are two

main crossing points for vehicles: Laropi and Sinyanya, both of which are served by
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a Uganda National Roads Authority ferry. At many other sites, people plus their
luggage, livestock, bicycles and motorbikes cross, either by motorboat or rowed
canoe. Motorboats also cross from both districts to Nimule, a busy border market
town in South Sudan. This is a popular trading route, and during fieldwork an

increasing number of motorboats served these crossings.

Geographically the districts differ. Moyo is a mountainous region with a lowland
area along the river, whereas Adjumani is predominantly savannah grassland. The
southerly part of Adjumani District is Zoka Forest, an uninhabited area that had
previously been an area where sleeping sickness was prevalent. Sleeping sickness
campaigns were carried out in the early twentieth century. During fieldwork, an
elder reported that at the turn of the 19™ and 20™ century, due to the abundance
of tsetse flies and the transmission of sleeping sickness (Human African
trypanosomiasis, HAT), the British administration moved people previously settled

there.

In fact, the districts are endemic for many neglected tropical diseases, including S.
mansoni, soil-transmitted helminths, lymphatic filariasis, onchocerciasis and human
African trypanosomiasis. Mass drug administration occurs for the first four. District
Vector Control Officers oversee the mass drug administration, as well as vector
surveillance activities for onchocerciasis and human African trypanosomiasis in

particular.

During fieldwork, six fish landing sites (oti) were followed up in each district. The
sites varied in nature. The majority were associated with a village. Two were a
number of kilometres away from the nearest village and people had put up
temporary houses at the sites. One was an island throughout much of the year,
only passable by land in the dry months (January to March). Fishermen and female

fishmongers stayed at the landing sites for days, weeks, or months at a time, in
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small grass-thatched houses (tukuls), under shelters or out in the open. From
some sites, islands and reed banks were reached where fishermen stayed overnight

or weeks at a time before returning to the mainland.

The fish landing sites were also used for many domestic purposes such as collecting
domestic water and washing clothes. In addition, people operated small
businesses, selling cooked food, tea, soda, sachets of alcohol, soap and cigarettes.
At some sites, women sold locally brewed alcohol: local gin from cassava (waragi)

or local wine from passion fruit.

ETHNOGRAPHIC-EPIDEMIOLOGICAL FIELDWORK

Building on three months of previous fieldwork in Moyo District in 20093, |
returned to carry out a further sixteen months of ethnographic-epidemiological
fieldwork in 2013 to 2014 this time in both Adjumani and Moyo Districts. Four of
these months were spent in and around Kampala and Entebbe organising the
research. During this time, | established links and liaised with relevant Ministries
(Vector Control Division, Ministry of Health) and research groups (Social Science
Programme MRC/UVRI). | submitted my proposal to an Institutional Review Board
to obtain the necessary ethical clearance, and once that was obtained | applied for

research clearance.

The process of obtaining ethical and research clearance in itself shaped the
research proposal. The research was originally conceptualised as an ethnographic
study. As there was limited data on schistosomiasis infection rates among adults in
the region, in order to ascertain background data on the prevalence |l included an
epidemiological survey to be conducted through District Vector Control as part of

the methods. As the research contained this epidemiological component medical

36 MSc dissertation, Pearson, 2009.
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ethical clearance was required. During this process the proposal was rewritten and
effectively turned on its head. The focus of the proposal became the
epidemiological component of the research with the ethnography becoming a part
of the methods, but not the essence. This shaped the fieldwork. The survey was
organisationally a large part of the research, and ethnographically a part of the
analysis in itself. In this respect, the ethnography is not just a study of health,
disease and illness among fisherfolk in the districts, but an ethnography of the
interface between fisherfolk and public health as it is practiced through forms of

healthcare and research.

| moved to Adjumani District in July 2013 having reconnected with a researcher |
had met and worked with in 2009. | rented a house from a family who lived in a
village just outside the main town. This is where | lived for the following twelve
months. While | was often away at the fishing sites or staying in Moyo district, the
family welcomed me into their home. When | had time off, | often sat with the
elder grandmother. She did not speak English and helped me to learn some of the
Madi language. In the final few months of my stay there, the family also rented out
one their houses to Ugandan medical humanitarian workers who had come to
provide medical assistance for South Sudanese refugees. Just by the home was a
relatively busy daily market and when | was in Adjumani | visited here nearly every

day.

In Adjumani and Moyo Towns | spent time with the district staff, in particular the
District Vector Control Officers. In the first few months, when in Adjumani town |
spent one day a week at the district hospital visiting the medical ward or outpatient
clinic. The research predominantly involved visiting twelve sites along the River Nile
in both Adjumani and Moyo Districts, and so our time was split between the fishing

sites, and the towns of Adjumani, Moyo and Obongi. | sometimes stayed in Moyo
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Town, Laropi trading centre or Obongi Town, the latter two being situated along the
river with many nearby fish landing sites. When researching in Obongi or Laropi we
often stayed for a week or two, spending time in the trading centres, at the ferry

landing sites and other nearby fish landing sites.

In devising the research protocol, | thought about focussing on one fishing site,
living and conducting an in-depth ethnography at one site. However, following the
survey, the ethnography developed from many perspectives. Therefore, |
continued with a multi-sited ethnography, gaining insight into life along the river,
the local fish business, health and healthcare along the river, as well as at the
district level. This did involve moving around between different sites, but in the
context of the local fish business this is not an unusual occurrence. Sometimes |
met fishmongers | knew from the fishing sites selling dried fish at the daily market
by my house in Adjumani. These meetings away from the landing sites helped
consolidate relationships | was building through the fieldwork. Not only this, | met
fishermen from one landing site at others. | also met fishermen and fishmongers
who | had known in 2009. All in all, while being a multi-sited, multi-level
ethnography, these connections and re-connections helped in developing
relationships with the fishermen, fishmongers, district staff and health staff. All of
this added to the ethnographic understandings of life along the River Nile that are

an integral part to this thesis.

Throughout this time, | worked closely with two local researchers. One was an
elder who had extensive knowledge of the Madi people and the two districts. The
other had a good understanding of my research, having worked together during
fieldwork in 2009. They were both male. Men and women were happy to discuss
openly with us, especially as we all spent repeated and prolonged time at the

landing sites both formally in conducting the survey, and informally. Both
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researchers were great conversationalists, and we spent days at the landing sites,

chatting and conducting interviews.

| learnt some of the Madi language®’, but it was not enough to conduct in-depth
interviews. By the second half of my stay, during days spent observing water
contact at the Madi landing sites | could follow most conversations and bargains for
fish, but as soon as we moved on to the four sites in Obongi County where people
conversed in other languages, my language skills were too limited. Yet, particularly
in Obongi, there were a number of people who spoke good English and so some
conversations and interviews were held in English, particularly with local leaders
and people from older generations. However, the majority of interviews at the
landing sites were translated through one of the local researchers. The researchers
also conducted interviews alone. Conversations and interviews with district and

health staff were in English.

The ethnographic fieldwork included participant-observation, group discussions,
open-ended unstructured and semi-structured interviews with key informants at
the landing sites (fishermen, fish-processors, fishmongers, local council members,
Beach Management Unit members and elders) and district authorities (in Health
and Fisheries), health workers and local healers. Interviews were not recorded in
order not to disrupt the flow of natural conversations. When appropriate, notes or
jottings were taken at the time and written up in full afterwards. Fieldnotes were

written at the end of each day.

Many of the discussions and informal conversations at the landing sites occurred
publicly, often with us joining in with conversations while waiting for the fishermen

to arrive, or while the fishermen were ‘taking tea’ having returned from the river.

37 Of the Madi language, | learnt greetings, common questions and answers, how to get by at the
markets, and words and phrases related to fishing and health.
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The landing sites were often busy, with people coming and going, and so the
conversations were often informal. They frequently ended up being discussions
with groups of people. At times this was two to three people, at other times
twenty. We would let the conversations be guided by what people were willing and
at ease to discuss. To maintain confidentiality, we held some conversations and
interviews with individuals in private settings. At the fishing sites, having private
conversations was sometimes difficult, and so if needed we would arrange to
follow-up with people at another time and place. One time, this was on the
veranda outside my house by the local market where one woman had come to sell
her fish, but more often than not we found a quiet corner at the landing site or

went to people’s homes.

In one instance, the quest for privacy and confidentiality raised suspicions. This is
discussed in more detail in chapter six. Having been given directions to the home of
a woman and her husband who we had arranged to follow up in private, we found
that both were not around. We did not inform those around of the particulars of
our visit, but it did not go unnoticed. When we returned at a later date, we
discovered that our previous visit had had unintended consequences. At a
neighbouring home where we stopped to greet as we passed, as was often the case
people asked who | was and what | was doing. We explained that we were doing
research at the fish landing sites. Even though | was not there as a clinician, | was
often introduced as daktari, a doctor, as this was my primary qualification. People
started putting pieces together. Why was a European doctor coming to see this
woman? It must be something serious, like hepatitis B. Rumours began to spread,

which we only realised when we returned the following week.

Not only did this illustrate the potential for unintended consequences of pursuing

research in a particular way, but it brought out people’s immediate concerns. Fear
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of ‘this new deadly disease, hepatitis’ was widespread in the areas where we
worked, and became a theme we followed up on during the course of fieldwork.
The episode also highlighted people’s perceptions and expectations of researchers,
in particular foreign researchers. For those not directly involved in our research at
the landing sites, and therefore not fully aware of the research focus, there was an
expectation that | must be working on ‘serious’ diseases like HIV or Hepatitis. Why
would a white researcher be coming to the home for anything less serious, for
worms? At one time, bilharzia had been thought of as a deadly disease affecting

people in this area, now the concern had shifted elsewhere.

CROSS-SECTIONAL SURVEY

From October to December 2013, with the two researchers and a team of
laboratory technicians (three in Moyo and four in Adjumani) including the Vector
Control Officers, we conducted a cross-sectional survey at the twelve fish landing
sites. With limited baseline data on local disease rates especially at fishing sites, a
broad geographical area was surveyed. The sites were purposefully chosen to
represent each sub-county along the River Nile plus initially two islands. A few
weeks before the survey, one island flooded and everyone dispersed. Therefore,
we chose another fishing site. 383 adults participated (203 males and 180 females),
aged 18 to 75 years with an average age of 36 years. Around 30-50 adults
participated from each site with, where possible, equal numbers of men and

women.

It was difficult to collect baseline population data for the landing sites as the
population was constantly changing. Random sampling was attempted at some
sites, but this was not always possible therefore convenience sampling was

adopted. The objectives were to reduce bias towards stable populations, and to
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enable adults to participate who would ordinarily miss such programmes in a village

because of their involvement in the fish business at the landing sites.

The researchers interviewed participants in their local language using a structured
questionnaire (appendix 1). This documented demographic details including age,
sex, education, ethnic group, occupation and number of children. In addition,
details were obtained on medication use (praziquantel for schistosomiasis and
Coartem3® for malaria), use of local herbs, health status, water and latrine use, and
factors relating to the fish business (landing sites used, time of day at landing sites,
fishing methods used, frequency of using the landing sites, and number of years

fishing or in related occupations).

The parasitological survey was carried out in collaboration with District Vector
Control, with district health staff and laboratory technicians, and with technical
assistance from Vector Control Division, Ugandan Ministry of Health. Each
participant gave informed consent. An information sheet on the study (appendix 2)
was explained to each participant in their language. Either a signature, or for those
who could not read or write, a thumbprint was taken to confirm consent. Each
participant provided a stool sample. Two Kato-Katz slides (with malachite green)
per sample were examined. All slides were examined in the field for hookworm and
reviewed the following week in the hospital laboratory for S. mansoni. Ten percent
of the slides were cross checked at Vector Control Division in Kampala for quality
control. Individuals diagnosed with intestinal helminths were followed up and

offered treatment as per current guidelines (WHO, 2006).

In addition, water contact observations were carried out from approximately 6am
to 6pm on two consecutive days at ten of the fish landing sites. These observations

documented the time of day of contact with river water, the body part immersed,

38 Artemether-lumefantrine
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length of immersion time and the activity being carried out. General observations
were also made on each visit to the sites. Detailed water contact observations
were not carried out at two of the landing sites, as during this period of fiel[dwork
the majority of landing site users had moved to other sites or to cultivate in their

fields.

| carried out the observations on most occasions. | sat in view of the landing site,
with the fishmongers and other women around. One of the researchers chatted
informally, conducted semi-structured interviews or gathered other information.
At some fishing sites, two landing sites were used and so we both carried out the
observations. We carried out the detailed observations towards the end of the
fieldwork period having already spent nine months visiting the landing sites. It was
a formal exercise, as we sat with a pen and notebook, but by this point in the
fieldwork this was not seen as unusual for us. By this time, people knew us and
they knew our work on bilharzia and health. We carried it out as informally as
possible, using it as a way to spend time at the landing sites with people there,
chatting, taking tea, eating lunch and drinking soda. At most sites people carried
on as they had on other visits, busy with fishing, washing clothes and cleaning fish.
At one site, on the first day some did question the purpose of our activities but
their suspicions soon faded on the following day as will be discussed in chapter

three.

Throughout fieldwork, data was triangulated using multiple sources. These
included available laboratory records from local health centres, semi-structured
interviews with key informants at the landing sites, interviews with district and

health staff, and ethnographic fieldnotes of informal discussions and observations.

Data collection and analysis was an iterative process. The survey questions were in

part informed by previous ethnographic fieldwork in 2009 and certain aspects of
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the Demographic Health Survey3. The survey findings were explored through
further ethnographic fieldwork. A descriptive analysis*® was carried out on the
cross-sectional survey data. An inductive thematic analysis of the fieldnotes and
interview transcripts was carried out manually. Additionally, the epidemiological

survey was also a site for ethnographic reflection and analysis.

DOING EPIDEMIOLOGY

In this section, | reflect on the epidemiological component of the research as a site
where ethnography and epidemiology intersected. | examine how the theoretical
epidemiological concept of random sampling and the bioethical concept of
informed consent were practiced, how people responded to them and what shaped
these responses. My aim is not to provide solutions to problems, but to describe
the situation and reflect on what this means for research and ethical procedures. |

also relate this to reflections on healthcare more broadly.

Working with a local team of researchers was enlightening for this understanding.
Travelling to and from the landing sites each day we had many conversations,
related to the research or other matters more generally. The district staff
implemented the health programmes such as mass drug administration, and
conducted research such as the parasitological testing. They were in a crucial
position applying theory into practice. The majority of the district and health staff
were people from within the district. Those who made up the survey team grew up
and lived in the districts and they have relations in many villages. At the landing
sites, they often made connections with people through the marriages of relatives.

One researcher had worked with non-governmental organisations during exile in

3% Model questions available at http://dhsprogram.com/publications/publication-dhsq7-dhs-
guestionnaires-and-manuals.cfm [last accessed, 29.09.2015]
40 Using Microsoft Excel
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southern Sudan in the 1980’s and afterwards across both Adjumani and Moyo

districts and knew the area particularly well.

Likewise, the laboratory technicians worked in laboratories and health centres
across the districts. Some had been involved in re-establishing health services in
the 1990’s and early 2000’s in the area following repatriation from southern Sudan.
The laboratory technicians were also trained in biomedicine and some were
undertaking further studies in public health and epidemiology. Additionally, they
conducted other medical research especially for neglected tropical diseases (river
blindness and sleeping sickness in particular). For the Vector Control Officers in
particular, their day to day job involved understanding the theory and practicalities
of implementing health programmes and conducting research in this setting. It was

therefore an invaluable experience working alongside them during the research.

METHODS

For the epidemiological survey, the need to collect robust epidemiological data and
the need for a more reflexive, flexible approach to collecting data given the
dynamics of the local fish business, seemed to be in opposition to each other. We
experienced methodological challenges around the sampling framework, the
sample size and random sampling techniques. During fieldwork it became evident
that these public health priorities had a different relevance for biomedical
reasoning (seen through the ethical committee), compared to the practicalities of
conducting research (seen through the district and health staff) and people’s
responses to the research (seen through the fisherfolk). The research experiences
presented here suggest that engaging in an interdisciplinary, biosocial approach to
global health and neglected diseases would require greater flexibility than some
public health research priorities allow. Despite the objective biomedical

frameworks, conducting epidemiological research was a social process.
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One of the challenges in the epidemiological approach was the notion of
generalisability. Lock and Nguyen (2010) discuss this in detail. While much of their
discussion is on the rise of evidence-based medicine (EBM) and clinical trials, the
principles of EBM are applied to other forms of research, such as our
epidemiological survey. Countering the prominent aspects of EBM, including
objectivity, randomisation and generalisability, Lock and Nguyen argue that the
pursuit of these ideals in scientific evidence-making, ‘biosocial differentiation’ is

“automatically ruled out as valid evidence” (p.188).

Our struggle with rolling out the cross-sectional parasitological survey across all
sites was in situating the study within the social context. While using a particular
sampling approach (i.e. not random sampling) rendered the results not
generalizable to the wider population, | would suggest that in being sensitive to the
situation it makes the results more inclusive and representative of those at the
fishing sites who we were asking to participate in testing. It was therefore

appropriate for the purposes of this study.

The fishing sites had many common attributes, but were also vastly different in
many ways. It is this complexity, or heterogeneity, which was explored through
ethnographic research at the sites, and is discussed in more detail in the following
chapter. Some aspects that affected the epidemiological method included whether
people stayed at the sites or not, how busy the fish business was, and who was
involved in the fish business and how. Because of these differences, it was
impossible to adopt one technique of random sampling and apply it to all fishing
sites unaltered. Conversely, to choose sites based on similarities that would make it
possible to deploy random sampling effectively would have excluded a large
number of people from the survey - arguably the people most vulnerable to

neglected diseases.
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Flexibility and responsiveness to the local context was therefore needed, attributes
that are inherent in an inductive ethnographic approach. The survey results are the
best available data on contemporary levels of infection among adults along the
River Nile in this region. This is used to determine the level of infection among
fisherfolk across these sites, however generalising beyond this, not just for
methodological reasons but also because of the variable nature of disease patterns,

was not the end in itself.

From an epidemiological view, conducting the research required a re-socializing of
the principles behind sampling. The other side to this was that participation in
research was also a social process. Within global health research Lock and Nguyen
argue that “biomedical knowledge-making is increasingly dependent on social
processes that inadvertently make populations available for observation and
experimentation” (p.188). Thus, | want to reflect on the survey in light of what it
meant for those participating in it. Reflecting on positions of power, understanding
the survey from the point of view of those being asked to participate in the
research, sheds light on important aspects of how and why people respond to

research programmes in particular ways.

For schistosomiasis in particular, people had limited access to stool testing
ordinarily. Therefore, people responded positively to the survey at the landing
sites. As one female fishmonger said: “If you tell us the date we will be here, only
not if there is a funeral, but otherwise we will come”. Despite this eagerness for
knowledge on disease status, people are trying to eke out a living from the river and
as the opening quote suggests, interrupting that was not a practical assumption,
despite the programme being in demand. It was not feasible to ask fishermen to
wait before going out to the river, or request fishmongers to wait before heading to

buy fish or take it to market. If people were unable to attend the survey
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themselves or hadn’t been able to provide a stool sample, they gave their sample
pot to another person®!. It was difficult to turn people away who wanted to be
tested, especially as these opportunities rarely come along. The survey teams were

eager to enable as many people as possible to be tested, within practical limits.

For epidemiological purposes, a large enough sample size was needed for
robustness and significance. For district researchers there was additional
importance. As in other studies, the research programme merged into a form of
healthcare (Leach & Fairhead, 2013)*?. Not only do research programmes provide
healthcare, both research and healthcare have an experimental element (Adams,
2013). The clear distinctions made and explicitly written into the informed consent
document for the research protocol did not translate into the realities of what a

research programme like this offered to people: the chance to test.

Even taking the flexible approach of convenience sampling, it was not feasible to
test everybody at each landing sites. Limits on finances, time and personnel meant
survey participation had to be rationed. It was often explained to people therefore,
that those who were tested ‘represented the community’. While this made sense
from a research perspective, it left some people feeling that they had missed out.
Some people accepted the explanation, but others were understandably
dissatisfied. People often reported shortages of medicines and diagnostic tests at
the health centres. Being turned away from the survey was another example of
the limited resources in biomedical healthcare. It therefore raised the question as

to how the research programme influenced people’s trust in, and perceptions of,

41 Often people gave the name of the original person when turning up for the study, causing more
confusion.
42 The authors analyse the social meanings of research membership in Gambia and the blurred
distinction between research and healthcare.
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the delivery of biomedical healthcare more generally (discussed in chapter six on

hepatitis).

In this regard, while the survey was rationed, in theory everybody had access to
free treatment through mass drug administration that was due to be distributed in
the coming months. Yet this was also an inconsistent event and therefore not a
guarantee of access to treatment, (discussed in chapter four). Furthermore, many
expressed medical testing as a need or a right. A few expressed dissatisfaction with
mass drug administration because they took drugs without knowing if they had the
disease or not. People stressed the importance of testing in order “to know your
status”, a phrase that echoes messages from HIV programmes. Access to treatment
through mass drug administration was one aspect of biomedicine. Access to testing

and knowledge was equally important.

In addition, some participants expressed frustrations towards the results of the
survey. In the study we were investigating schistosomiasis and other soil-
transmitted helminths*3. When told their stool sample was negative, some people
guestioned the results. How can we be negative when we have symptoms? , was a
common question at a number of the sites. Some went on to question the validity
of the findings and the reliability of the equipment. /s the equipment out of date?
Does the microscope really work? This mistrust was in part because people had
abdominal symptoms. Additionally, the findings were at odds with what people
knew: along the river they must have bilharzia. In these situations, we advised
people to attend the health centre for further management. Yet this survey was
their hope of getting definitive answers, and once again, they were told there was

nothing else that could be done here, they must go elsewhere. Frustrations

43 The kato katz with malachite green method makes it easier to detect these helminths but not
other eggs or cysts.
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towards the perceivably arbitrary sampling of deciding who and how many people
participated, and the lack of definitive answers once tested, echoed people’s

frustrations towards the provision of biomedical healthcare®*.

The response to the survey as a biomedical health programme also demonstrated
dynamics of power in participating in healthcare programmes. People’s
engagement in the research was demonstrably important for one local leader in
particular. When signing the visitor’s book at the end of the survey, | read the
previous comments. Recent visits had been made by healthcare personnel for
immunisation programmes and health education activities. A number of times in
the comments section it was written that people’s attendance had been low and
engagement in the programme poor. Indeed, some local authorities suggested to
me that this area had a reputation for being ‘hard to reach’. This was not meant
solely geographically, but it reflected a perception that these people did not engage
in health promotion activities. The local leader was keen to demonstrate
otherwise, he was keen that they were represented well in the research. Having
sampled fifty of the adult population the previous week, following the stool testing
he asked to see which people hadn’t re-attended so that they would not be put
forward for subsequent activities like this. In fact, only two people had not re-
attended (i.e. 96% follow-up rate) because they were out of the area; a high follow-

up rate.

The research programme was part of a repertoire of healthcare, and participation
in it a demonstration of people’s right to healthcare (discussed in subsequent

chapters). Taking a purely epidemiological approach proved to be more difficult

4 Whyte (1997) analysed the uncertainties of biomedicine in relation to HIV in eastern Uganda in the
1990’s. She demonstrated that these institutional failings of biomedicine encourage people to turn
to alternative forms of healing and healthcare. This is reflected in discussions in chapter’s five and
six on Buruli ulcer and hepatitis B.
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than anticipated in a research protocol. It left aside the biosocial process of
research for those participating (both researchers and researched). Turning the

social analysis to the process of informed consent illuminates similar complexities.

INFORMED CONSENT
While biomedicine is a form of power and knowledge, Kelly (2003) argues that
informed consent is a way to “remedy an imbalance of knowledge and power by

nn

constructing its subject as a “citizen”” (p.183). However, she argues this bioethical
process restricts ethnography through its focus on protocols, rather than “the
everyday of personal aspects of moral reasoning” in anthropology (ibid. p.183).
With research on health matters, including anthropological or social science
research, the field of bioethics dominates the formal processes of ethics in

research.

There have been some notable trials that have forced ethical debates on the
experimental nature of biomedicine* or the nature of informed consent?®.
Reflected also in the Association of Social Anthropologist’s ethical guidelines®’,
there has been an increasing anthropological enquiry into ethics in practice,
including the nature in which ethical principles such as informed consent are
applied, and the relational dimension of informed consent as an ongoing process
(Harper and Jiménez 2005, Harper, 2007; Geissler and Molyneux 2011). In this
respect, the discussion here provides a further ethnographic example of ethics in

practice.

4 For example the ‘Tuskergee Study of Untreated Syphilis in the Negro Male’ in the United States
between 1932 and 1972.
46 For example the controversy that arose after Tierney published a book confronting a geneticist and
anthropologist’s involvement in medical research during a measles epidemic in the Amazon in the
1960’s. Discussed in Harper, 2007.
47 http://www.theasa.org/ethics/guidelines.shtml
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Ethics in health research is influenced by biomedical practice and bioethics, which
in turn are influenced by law and philosophy (Farmer and Campos, 2006; Harper,
2007). The idea of consent, rather than social processes and local moral reasoning,
is based on “competence, information, and voluntariness” (British Medical
Association Ethics Department, 2004, p.135). It is governed by substantial
requirements from institutional review boards which required that informed
consent is sought in all research involving humans as research participants,
vulnerable people and research on medical or health related issues (UNCST, 2007).
It implies moral accountability of the researchers to those participating in the
research, and legal accountability to the Institutional Review Board or research
authority. A number of the regulations are particularly pertinent for clinical trials
and intervention studies, but the principles are applied to all health-related
research. Informed consent was therefore a major feature of the epidemiological
survey in Moyo and Adjumani. My purpose is not to question the need for
informed consent, but to illustrate the process and application of applying these
ethical principles in this setting which, like epidemiological methods, was not

straightforward in practice (Dilger, 2011).

In this research, an informed consent document was required for ethical clearance.
This was a substantial written document providing the details to be explained to
each participant. It was written in English and then translated into a written
document in the local language. This conforms with the importance for documents
and information to be translated into the local language where research takes
place. However, the situation was more complex. At the fishing sites in Moyo and
Adjumani, many participants did not read or write; the information was explained
to them in their preferred language and they provided a thumbprint to confirm

consent. The participants kept a copy of the information sheet, either in Madi or
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English, for future reference. The information was explained to people in their
language, yet many preferred to keep a copy of the English document. If people did
read, they were more likely to read English as this is the language used in school“®.
Having a translated copy of the form was useful for demonstrating awareness that
there were issues around language, but the quality of consent was based on the
verbal communication of the information and not the mere fact of the written

documentation.

Needless to say, there were concerns for these issues by the institutional review
board in Uganda. During a meeting with the board, a significant part of the
discussion was on disseminating the study findings to the participants and wider
communities. We discussed many options on the most appropriate manner that
would be accessible and understood by a population where the majority did not
read and write. However, the informed consent procedure was based around a
legal document guided by rigid bioethical notions with little flexibility allowed in its

application.

Kelly (2003) argues that “Informed consent is a product of protocol and
documentation; its legitimacy comes from outside the scientific situation. From the
outset, informed consent must be understood as a problem of social control and
public management.” (p.184). Certainly, for the institutional review board it was a
way of monitoring our research practices. The protocol ensured that key elements
were addressed such as sensitivity to language. It was a lasting documentation on
what was discussed and what was agreed between the researcher and the

participant. For the research staff it was a way of demonstrating this, of being

48 Years one to four in primary school are taught in Madi, or the local language, with English taught
as a subject. In following years in primary and secondary school, all lessons are taught in English
with Madi/the local language taught as a subject.
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accountable to the research authorities. It was a process needed for Kampala, for

the Ministry, to check that we had followed the correct procedures.

For research participants, it had other meanings. For many participants, even if
they could not read the information sheet, they kept the form and some brought it
out when we returned for follow up visits or came to speak with people
individually. It was another medical document, kept with their clinic notes from the
health centres which were often written in school exercise books. As Susan
Reynolds Whyte (2011) identified on the practice of writing in medical research in
Uganda, for research participants these written documents were an integral part of
getting healthcare, whether or not they were understood. Written documentation
was significant as a sign of research participation rather than being a document of

information and informed consent.

However, specific information on the form was valued. Included on the
information sheet were my mobile phone numbers in case people needed to
contact with questions about the research. At one site, a few young fishermen in
their twenties challenged me afterwards about this information on the form. In
English, one said: “If we have a problem with sickness here and we ring you, what
will you do?”, ‘What will happen when you finish and go back to England? How will
we contact you there if we have a problem with our health here?’ In asking these
guestions, | believe he was also trying to understand what the research relationship
meant both now and in the future. In doing so, he and others challenged research

programmes, how they addressed their needs through short-term projects.

Not only was research participation a route to access immediate, short-term
biomedical healthcare, it was also a route to health authorities. For some, | was

perceived as being somebody who could liaise with the authorities and therefore a
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channel to have a voice. While one fisherman questioned if | really did have this
ability as | always came to the fishing site without the district officials, on a number
of occasions | was asked to relay messages to the sub-county or district authorities.
A lot of the requests and concerns were often related to the structural constraints
people faced and were beyond the capabilities of one researcher. For the young
fisherman quoted above, it was known that the link would be severed at the end of
the research. This was only a further frustration. For these fishermen, their
concerns went beyond the one-off provision of testing (something tangible that was
offered to the research participants). As was demonstrated in the discussion on
epidemiological methods and will be further demonstrated in the following
chapter, health was largely a social and political matter as well as an individual,
biological one. Furthermore, the ambiguity of biomedicine, research and
researchers was also reflected in my own position as an interdisciplinary

researcher.

BEING INTERDISCIPLINARY

The final methodological reflections are on being an interdisciplinary researcher
both in conducting the research and in writing up. | discuss some of the personal-
professional dilemmas | faced. | found myself, as Harper writes, “in complex
situations at the borderland of medical and public health practice” (2007, p.2245).
The following is an account of the initial stages of fieldwork, of making sense of
what | found around me and my place init. | reflect on how it influenced my role as
a researcher, as well as people’s response to me. Finally, | discuss the process of

writing up, analysis and presenting the research.

Having arrived in Adjumani, | spent the first two months making introductions at

the district authorities and at the sub-counties along the River Nile in both districts.
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With a local researcher, we visited various landing sites and talked with fishermen
and fishmongers, Local Chairmen (LC 1) and Beach Management Unit members
(BMU). We also visited the health centres nearest the landing sites, health centres
that served each sub-county, and private clinics in Adjumani town. Once a week |
attended Adjumani Hospital. | visited the medical ward and outpatient clinics,
spending time with the nursing staff, clinical officers, a medical student from
Kampala on his medical elective, and doctors. The hospital medical superintendent
gave permission for me to sit in on clinics and ward rounds. This experience allowed
me to begin to understand some of the constraints that the public health service
was working under, the relationship between the public and private sectors, the

medical conditions seen and how they are managed.

In doing this | found myself struggling with my position in the field. Prior to
fieldwork, | had prepared myself that | was going as a researcher. | was not there to
practice clinical medicine, and while in Uganda | revoked my licence to practice in
the UK. However, | was concerned that | might need to act as a ‘good samaritan’
while out in the field. For my own confidence and peace of mind | updated my
‘Immediate Life Support’ training in the UK before leaving for Uganda, although |
knew that the setting would be different with no publicly located automated
defibrillators or a fast response from a ‘call for help’ with a limited ambulance

service.

While out and about | did come across a couple of trauma incidents. On one
journey from Kampala to Adjumani, a male pedestrian had been hit by a fast-
moving heavy goods vehicle and had suffered obviously severe injuries. We arrived
as the police, there being no ambulance service, were putting him in the open back

of a pick-up truck (a rudimentary ‘scoop and run’ technique) to take him to the
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nearest hospital a number of kilometres away. He was unlikely to survive. The

image haunted me.

A few weeks later, when on our way to a fishing site to carry out the parasitological
survey, we came across a man lying in the road. | made us stop and assess if the
man was alive or dead, despite the insistence that it was the police to deal with
these matters. (It wasn’t as bad as it first seemed, the man came to but had what
later turned out to be only soft tissue injuries from having been beaten. People
around had initially been reluctant to intervene.) At first | couldn’t understand their
indifference. Apparently he had been there overnight and when we asked passers-
by, some said ‘perhaps he is dead’, and others ‘perhaps he is drunk’, and carried on
walking. We later found out that the wife, who had beaten him the night before
when they were both drunk, had been accused of witchcraft. This probably
explained some of the indifference and reluctance to intervene, but shortly a large
group of people arrived and brought the woman who had been accused. Some of
the people who had now gathered started to become aggressive towards the
woman and after some time it was clear that the police could not attend. They
were out on another call in the only police vehicle that had fuel. We took him to
hospital to be checked over. It was seen by some as over the top to intervene, but
my reasons were in part from a professional ‘duty of care’ to stop and assess, and in

part because the previous experience had stayed with me.

Many of the points illustrated in this vignette are picked up on throughout the
thesis (access to biomedical healthcare and emergency services, the constraints on
these services, and understandings of witchcraft), but the point | want to make in
this section is that my role as a passive observer was sometimes challenged. In this
sense | was engaging in participatory observation, even if all | did was to assess if

someone was alive or dead or offer a lift to the health centre or hospital.
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A number of times people asked for advice about non-specific symptoms. Under
the circumstances and as per guidance®’, the advice | could give was to attend the
nearest health centre. On occasion, when we travelled by car (the vast majority of
the time we travelled on motorbike, we used a car in the final two months during
the rainy season) | took a young girl with a skin disease and a man with untreated
leprosy to a higher grade health centre which was further away in order that they

might get the necessary diagnosis and treatment.

The more challenging encounters actually occurred in the hospital, where | least
expected it. It was here that | found | had to repeatedly reinforce my position as a
researcher and not a clinician. While simple in theory and clear in my mind, it could
be uncomfortable in practice and | was often left with a feeling of being helpless.
On one day, | had been sat in the outpatient clinic with one of the clinical officers.
A male boda-boda (motorbike taxi) driver and his passengers, a woman and her
young child, had been rushed in having been involved in an accident. The child was
relatively unhurt, but the two adults had deep wounds that needed stitches. The
clinical officer>® went to the minor surgery unit but nobody was available. Two
nurses had cleaned the wounds and were preparing the sterile equipment for
stitching. As there were two patients, the clinical officer suggested that we each
saw one and did the stitching. | had to explain that | wasn’t able to, | wasn’t
licenced to carry out this sort of procedure. While professional ethics guided my
response, it felt awkward being there observing but not participating, not helping a
colleague. In the meantime, he stitched up the patients’ wounds one by one,

provided them with antibiotics and they went along their way.

4 General Medical Council, Good Research Practice; Ethical clearance guidance.
50 Equivalent to Medical Assistants, in order to fill a gap in medical personnel in the public healthcare
system, clinical officers undergo three years of specialist training before being employed in the
national healthcare system (in outpatient clinics and on hospital wards). See Banerjee et al, 2005.
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On this occasion, and many others, | was left with uncomfortable questions on my
own expectations (as a researcher) and the expectations of others (trained as a
doctor), observing but not participating. Having a medical background meant that
at many times these encounters and observations made me uncomfortable with my
position as a researcher and observer, yet known by others to be trained as a

doctor. As described, this was particularly the case in the hospital.

Yet on the other hand, having arrived in a new place where | was to stay for a year,
the familiarities in the hospital were reassuring for me. The biomedical language,
structure and turns of phrases written in the clinical case notes were of a universal
language, familiar to me in a setting far removed from my experiences of hospital
medicine in the UK. However, the realities of practicing medicine were vastly
different. This was not only in the conditions seen but in the management
strategies available. Observing these actions, or often inactions due to an inability
to act, was challenging but also demonstrated the constraints on public healthcare

in this setting.

These encounters occurred on a day to day basis in the hospital. For instance, there
was an inability to perform liver function tests on somebody with hepatitis because
these blood tests were not available. There was an inability to give a blood
transfusion to somebody who was severely anaemic because there wasn’t the
matching blood group available. Drug resistant tuberculosis patients were treated
on an open ward because there was no isolation unit. | greatly admired the clinical
staff, their clinical skills and the way they made decisions under these less than
ideal circumstances. The investigations requested and treatments prescribed were
not always available, but they were still discussed by the doctor and written in the

notes as an ideal, as best practice.
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Being in the field as a researcher, the fact that | had training in medicine inevitably
shaped the research. It made me see these practices in particular ways and it
shaped my response to what | saw. It also shaped people’s response to me. | am
therefore aware of the fact that my position was perceived in a particular way by
those | spoke with, and this may shape my findings. However, returning to the area
since 2009, and carrying out the current ethnographic fieldwork over a long period
of time (during which time we shared time, food and many conversations at the
landing sites), allowed relations to be built with people that went beyond the fact
that | had been involved in a biomedical survey on intestinal worms. People saw
that | was interested in the broader aspects related to health. When talking with
local healers, we had a common ground in our interests in health, illness and

healing.

On the one hand, | did not learn the Madi language fluently in order to converse
comfortably alone; on the other hand, | knew the biomedical language and
customs. Being in the field away from my usual biomedical experience enabled me
to see the practice of biomedicine as an observer. Having the biomedical
background enriched my understandings. It enabled me to not only discuss many
diseases and illnesses with people, but to discuss technical aspects with the district

and health staff (see also Harper, 2007).

However, on my return | continued to struggle with some aspects of this
interdisciplinarity. | found myself grappling with how to present my findings and
the process of writing up took some time. One of the difficulties stemmed from
epistemology, in combining the different approaches of analysing and objectifying
the research experiences. While my fieldwork was very much guided by an
ethnographic approach (even the epidemiological component), when writing |

struggled with trying to present an objective account of both biological and social
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‘facts’. It was particularly hard to find my voice, to find the right approach to
present the epidemiological and ethnographic data woven together. | originally
addressed the biomedical ‘facts’ on the diseases and then tried to situate the
ethnographic details into social theory. Neither approach was satisfactory with

each objectifying people’s subjective experiences of life, health, sickness and death.

This thesis is therefore written from a middle ground, neither strictly
epidemiological, nor framed within abstract theoretical concepts. The following
four chapters describe what | learnt about people’s experiences in relation to life,
disease and healthcare along the river in the districts. While this has been a
confessional tale of my experiences of fieldwork, in the chapters on the diseases,
having provided a background on the biomedical paradigms of disease and public
health, | present people’s words of their experiences and understandings of illness
and healthcare. | do not want to reinforce an illness-disease dichotomy, as
Kleinman cautions against (2013). | present the material in this way in order to
present people’s voices as individuals as well as their collective experiences of

public health concerns.

CONCLUSION: RESEARCHING NEGLECTED DISEASES

Having outlined the methods used, this chapter has demonstrated some of the
insights and tensions that an interdisciplinary approach to the research brought.

These are as Inhorn and Wentzell describe, “productive tensions” (2012 p.5).

The tensions that have been described from this fieldwork in part stem from the
different methodological approaches of a biomedical, epidemiological and
ethnographic study of health, disease and illness. In part they also arise from
divergences between global and local perspectives on the practices and realities of

conducting research. These two areas where tensions arise are intrinsically linked
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whereby global health has emerged from a history of biomedical approaches to
disease and technical fixes to manage them, alongside an increasing critique on the
application of these norms and the interventions that stem from them within local
contexts. Biomedical and ethnographic approaches used together have
illuminated a deeper and broader understanding of complex situations of health,
illness and healing (Inhorn and Wentzell, 2012, p.2). This interdisciplinary approach
is what led to the development of interest in the broader concept of neglect and

neglected diseases that this thesis engages in.

In taking an interdisciplinary approach in this PhD research on neglected diseases,
an epidemiological study was incorporated into the study in order to try and
estimate the burden of schistosomiasis among fisherfolk in this region. The
ethnographic approach however was essential for the findings of the study for a
number of reasons. This was firstly by asking and seeking to answer, ‘why has a
public health programme worked in this area and not others?’ as addressed in
chapter four on schistosomiasis control. In addition, the flexible and inductive
approach enabled the exploration of the biosocial context of neglected tropical
diseases. This was not only the social, economic, historical and political context as
described in the following chapter. The context also included the investigation of
other diseases, Buruli ulcer and Hepatitis B, diseases which have important stories

in the districts which would otherwise have been put aside.

The following chapter provides a background, illustrating both the historical and
contemporary features of neglect and marginalisation in this area of Uganda. It
describes fishing livelihoods and fisherfolk’s relationships with authority, be it
fisheries or public health. It therefore engages in the social, economic and political

features of the lives of people affected by neglected diseases.
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3. ‘MERI TI BA": MAKING A LIVING ALONG THE RIVER

On International Women’s Day, 8™ March 2014, Moyo District held its official
celebrations in Obongi town along the River Nile. Hassan Fungaroo, the MP for
Obongi and member of the opposition party, Forum for Democratic Change (FDC),

gave a speech. He opened by saying:

‘If women in Uganda have two problems, women in Moyo District have four.
And if women in Moyo District have four problems, women in Obongi have

eight.”

He went on to discuss some of the difficulties people of Obongi faced with respect
to health and healthcare. This day was also the day when a new, state of the art
ambulance fitted out with all the modern equipment for monitoring and providing
emergency care in the back was brought for the county to be stationed at Obongi
health centre IV. The writing on the ambulance read: ‘Obongi self-help
AMBULANCE’, ‘Purchased by The PEOPLE AND FRIENDS of OBONGI COUNTY’L, It
was an achievement for many, symbolising the political voice of people of Obongi.
There was a feeling that Obongi had been neglected, cut off, and some even
wanted it to become a new district. With a ferry crossing opened from Adjumani in

2012, and now the arrival of the ambulance, it was a sign of beginnings of change.

The ambulance itself was quite striking in contrast to its predecessors. Ambulances
in Moyo and Adjumani were typically double cabin pick-up vehicles. Patients,

bodies or coffins, were laid in the open back and transported to or from the district

51 Each household in the county contributed a small amount which was topped up by donations from
individuals and available development funds.
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hospital. Fuel was not provided. People in Obongi reported that they had to
provide a twenty litre jerry can of fuel (80,000 Ugandan shillings?) before being
transported from the health centre IV to the hospital in Moyo town. In Moyo and
Adjumani towns there were a few petrol stations, but in Obongi town petrol was
sold outside small shops. A small (five to ten litre) jerry can of petrol was displayed

on a stool alongside a plastic bottle cut in half to make a funnel.

The speech by the Obongi MP was in relation to women, but the sentiments were
often expressed more generally. Even in the main towns, people talked about
places outside the trading centres as ‘deep in the village’, reflecting a distance both
physically and metaphorically from urban life. This was particularly the case for
Obongi, where people outside often expressed fear of going there. In the past, |
was told, if a public worker was transferred there it was called ‘panel beating’, you
knew those senior were trying to get rid of you. It was thought that you would only
return in a coffin. These were areas where strange happenings occurred, where
witchcraft was prevalent. Indeed, the first time | arrived in Adjumani in 2009 and
moved to Laropi, also along the River Nile, similar concerns were expressed over

high rates of witchcraft there.

Along the river, people were referred to as ‘meri ti ba’ in Madi, meaning ‘people of
the river’. Commenting on their ways people would sometimes remark, ‘ah, ah,
meri ti ba, meri ti ba’. It was sometimes said that you cannot change their ways, for
instance in their use of the river water even if there is a borehole. Sometimes the
fishing sites were seen to be places which were difficult to govern, with the
fishermen and women resisting the enforcement of regulations. Yet, as will be

shown here, those in the fish business were also extremely hard working. Two

52 Equivalent to twenty GBP at the time.
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officials suggested that fish-for-sex transactions occurred, although it was unclear if
this came from understandings of fish landing sites along Lake Victoria or
understandings of the local context. It wasn’t something that featured significantly
in our fieldwork. Moral authority was governed by elders and local chairman, and
the nature of the fish business was on a smaller scale with less competition and
other options for securing fish transactions, making it vastly different to the

situation found along Lake Victoria.

The points illustrated so far about life and livelihoods along the river, are the
essence of this chapter. The first point is the distanced, marginalised positioning of
those along the river, and second is the everyday reality of people’s lives along the
river and their resistance to this positioning. This is the context in which those

vulnerable to neglected tropical diseases live and work.

Fisherfolk are at greater risk for many neglected tropical diseases because of the
nature of the work they do and the environmental areas that they live and work.
The framing of neglected tropical diseases suggests that they suffer from these
because they live and work at the margins with limited access to healthcare, with
little political voice to challenge the status quo. However, health and healthcare
become a way of asserting power and agency. The aim of this chapter is to set up
themes for the following three chapters. The first aim is to illustrate the local
context that is a key feature in all three chapters. The nature of fishing livelihoods
is developed in chapter four on schistosomiasis and mass drug administration. The
second aim is to show the everyday choices and decisions that people make, which
is part of the analysis in chapter five on Buruli ulcer. Finally, this chapter
demonstrates how people respond to neglect. This is exemplified in chapter six on

hepatitis B which illustrates how people have made sense of an emerging disease.
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This chapter therefore provides a background to the area where this research took
place, the people who live and work along the river, and the historical, political,
economic and social context that shapes their experiences of health, illness and
healthcare. Indeed, this area of Uganda has historically experienced political and
economic marginalisation. Yet this chapter also shows where people resist, where
they exert their agency politically and economically. Despite neglected tropical
diseases being defined by the social, economic and political situation of the people
that they affect, defined by neglect and marginalisation, little is written about these
factors. This chapter seeks to re-balance this, focusing on the life and livelihoods of

those vulnerable to neglected tropical diseases.

The chapter is divided into three main parts. It begins by outlining the historical
context of Moyo and Adjumani Districts. Drawing on long term fieldwork that has
been carried out by anthropologists on health and illness among the Madi (see for
example Allen, 1991; Allen & Storm, 2012; Parker & Allen, 2011), it provides an
account of the historical, geographical, social, political and economic context of life

in this area.

The second section describes contemporary life along the river. It begins with an
overview of the different landing sites visited, providing localised details and
demonstrating some of the similarities and differences. It then looks at fishing
livelihoods and aspects of the local economy. It also demonstrates how fisherfolk
resist governance and in doing so where they have political voice. The chapter
concludes by reflecting on local discourses of development and human rights. In
this region where people have experienced social upheaval, health and healthcare

are asserted as a right.
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MoYO AND ADJUMANI DISTRICTS: SOCIAL UPHEAVAL AND HEALING>3

The people of Moyo and Adjumani districts are predominantly Madi. This name is
likely to come from the word in the vernacular for a person, ma’di. Rather than one
homogenous group, the Madi descend from a group of clans who, according to oral
history, migrated many generations ago from the north (southern Sudan) to the
western and then eastern banks of the River Nile in the now border area of Uganda
and South Sudan. There are some similarities with the neighbouring Lugbara group
in West Nile; the two languages are similar along with some of their customs. John
Middleton wrote extensively on the Lugbara following fieldwork in the 1950’s. Yet
before Tim Allen’s work in the 1980’s and 1990’s, there was little detailed writing
on the Madi. There is even less written on Obongi County. As Middleton wrote,
following a brief time with the Madi in the 1950’s: “Between the northern and
southern Madi are several small enclaves of Kakwa and Kuku (Relli, Obongi, Gimara,
etc). The whole of this area is ethnically extremely confused.” (1955, p.30). During
fieldwork, a fisherman speaking in English once described Obongi to me as “a
cosmopolitan county, with many tribes”. In contrast to most of Moyo and
Adjumani, people in Obongi County are predominantly from Lugbara or Kakwa

related groups (Aringa, Aliba, Reli, Gimara for instance).

The area has experienced much social upheaval (Allen, 1994; Allen, 1996; Allen &
Reid, 2015). From the 1860’s, ivory and slave traders were operating in the area
and it was occupied by Turco-Egyptian forces. At the beginning of the twentieth
century West Nile (as the area of northwestern Uganda is often known) was under
Belgian rule along with the Congo. In the early twentieth century it became
administered under British rule as part of the Ugandan protectorate. During this

period, Moyo and Adjumani as they are today were administered as Madi Sub-

53 This section draws on work by Tim Allen including: Allen 1994; Allen and Storm 2012.
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District under Nimule (now in South Sudan) and Gulu (in Uganda). It became its
own district, Moyo, just before Uganda’s independence in 1962. At that time, East

Moyo (now Adjumani) and Obongi were two counties within Moyo district.

In 19714, Idi Amin who was originally from West Nile overthrew Milton Obote’s
presidency. By the end of Amin’s regime in 1979 when Tanzanian and exiled
Ugandan forces overthrew him, those living in the West Nile region including the
Madi were perceived to have been sympathisers. During ensuing conflict in the
1980’s at the time of Obote’s second presidency (1980 to 1985), the majority of
people in both Moyo and Adjumani districts fled into neighbouring countries, in
particular to southern Sudan. Those from Obongi County either fled to southern

Sudan or Zaire, as the Democratic Republic of Congo was then.

This period spent as refugees was known as ‘exile’ and is a significant event in the
social history of people in Moyo and Adjumani districts. When working out dates,
for example of schooling, marriage, or sickness, a reference point was often ‘exile’:

before, during or after exile.

During this period, some people remained in Uganda. Others found life in exile
difficult (with little food or land for agriculture) and returned to the districts earlier.
One fisherman described how for four years he remained in the river, hiding on the
islands or in the reeds and only coming to land once in a while to exchange fish for
salt and flour. People found means to survive, as one woman explained of her

family:

We didn’t go into exile. When there were problems here we would cross to
[the other side of the river] — this happened one time. There was no

assistance provided for those who remained here. When we were here, the

54 For a political history see P. Mutibwa, Uganda Since Independence: A story of unfulfilled hopes.
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Liberation Army were disturbing us and we would hide ourselves. There
were no schools and no health centre during that time. If you are sick, you
would look for local herbs. Very few people remained. My father was a
brave man and didn’t want to go away. During that time, we were
cultivating and fishing here. My father had cattle, goats and chickens; that’s
how he could survive. When the Liberation Army came, they would take
chicken, or fish. If they killed him, they would stop getting his help in
providing this food. The soldiers would eat it, because they knew there was
no poison in it as it had been prepared for the home. [Female fishmonger;

37 years old; interviewed 29.01.2014]

The home of this woman was along the river and they could flee across to the other
side if needs be. Families also stayed at their homes if they were near army
detachments, often away from the river. The following extract is from an interview

with an elder and clan leader:

Those here around the prison where the army was stationed, they didn’t go
to Sudan as refugees. The government (Obote Il) soldiers knew them as they
had lived around them, therefore they knew they weren’t rebels and
therefore didn’t disturb them. If they didn’t know your face, they would say
you were a rebel and kill you. Beyond here, nobody stayed, until you reach

[name] where another army detach was.

The rebels from Sudan would sneak back and disturb here, taking cattle.
Anyone who remained was seen as an enemy by the rebels. There was no
soap or salt in the markets here in Adjumani, so they would have to go to
Sudan, Nimule, to buy items there. But there you would have to hide as you
were seen as enemy of the rebels, reporting on them. Those who remained

here were enemies of the rebels. Those who fled to Sudan were enemies of
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the government soldiers. [Mzee; clan leader; interviewed in English,

16.11.2013]

These final points illustrate the ambiguous state that people were living in in this
area at the time, whether along the river, by the army detachments or in exile. The
majority of those who had fled to southern Sudan returned from 1986 following
attacks on the refugee camps by the SPLA (Sudan People’s Liberation Army) (Allen,
1996). By this time, Yoweri Museveni had taken power in Uganda with his National
Resistance Army. Other opposition groups continued to operate in the region,
including the West Nile Bank Front to the west (on Moyo side) and the Holy Spirit
Movement in Gulu to the east (Allen & Reid, 2015). Tim Allen (1994) conducted
fieldwork in Moyo during the time when people returned from exile in Sudan. At
this time, Allen writes, people found themselves in an area which had been
devastated by the violence. Homes, health centres and schools had been
destroyed. Health services were run in Moyo and Adjumani towns by Médecin sans

Frontieres (MSF) who were also managing a sleeping sickness outbreak.

In the late 1980’s and 1990’s, conflict in southern Sudan led many Sudanese to flee
to both Moyo and Adjumani districts. Humanitarian relief continued and schools
and health centres were built (sometimes jointly under the United Nations and
Ugandan Ministry of Health) in refugee areas to provide extra infrastructure. Later
in the 1990’s and 2000’s, from the Holy Spirit Movement emerged Joseph Kony’s
Lord’s Resistance Army (LRA) which was active in northern Uganda (Allen, 2006).
Predominantly attacking areas in Gulu District, the LRA also raided villages in
Adjumani District and in some areas people were internally displaced from their
homes. While the LRA did not cross into Moyo District, both districts were

relatively cut off during this period as travelling along the main roads was
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particularly dangerous. With risks of attack, all travel from Gulu to Adjumani was

within a military convoy.

In making sense of the violence, uncertainties and social upheavals that had
occurred over many decades, during the late 1980’s and early 1990’s the social
responses were at times violent. People, often women, accused of being a witch
(ole) were violently attacked and even killed (Allen & Reid, 2015). Allen interpreted
these acts of seeking social accountability as a form of social healing (ibid.). As the
authors explain, this was a time when forms of authority were being re-established
through the elders whose authority had been undermined during the Protectorate
and exile periods. Alongside this, new forms of public authority were established
through Resistance Councils (instigated by Museveni) that later became the directly

elected Local Councils, the system which continues today.

Interpersonal causes of affliction were common, particularly for unexplained
illnesses or deaths. As explained by Allen and Reid, when witchcraft (one form
being awola) was suspected to be the cause of an affliction, people sought out
witchdoctors (ojo) (often women) as spirit mediums who performed rituals. In
some cases, accusations would be made about who was inflicting the witchcraft.
Other forms of poisoning were common, including inyinya, which was reported to
be obtained from snake venom. It was also during this time that HIV/AIDS became
known about, understandings of which were shaped by these understandings of

witchcraft and poisoning (ibid.).

The Catholic Church has been influential among the Madi, and more recently there
has been a rise in Pentecostal Churches and people becoming ‘Born Agains’.
Witchcraft, seen as satanic, appears to have reduced or at least the methods for

dealing with those accused have taken on a democratic form (Allen and Reid, 2015).
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Despite this, forms of poisoning are still a concern for people and in fact other

forms of witchcraft are becoming increasingly so.

Abiba, ‘people (ba) in the wall (abi)’, was one such pressing concern during 2013
and 2014. A person accused of having abiba reportedly wakens the dead from their
graves and keeps them in the walls of his house. In the night, he sets them to work
in his fields, or to carry luggage for his business for instance. People reported
seeing red lights at night, a sign of abiba working. Sometimes it was explained that
the person with abiba caused the deaths of people, for instance through a bus
accident. At funerals, abiba was suspected to be working if strange things
happened, such as a sudden wind that forced people to take shelter. At this point,
it was said, the person with abiba took the body from the grave. Nobody dared re-

open the grave, but it was said that if you did the body would be gone.

Suspicions were raised about somebody if they had large pots cooking on the fire
when there are only a few people at home — supposedly to feed the people in the
wall. They were also raised if somebody had a good field of crops while other
people’s crops were not thriving. Antidotes (a small piece of skin of a particular
wild animal) could be carried to prevent somebody afflicting abiba on you. Unlike
other forms of withcraft, those suspected of abiba were rarely openly accused or
confronted for fear that they would afflict you (you would die to then work for
them). At one fishing site, people reported that abiba was active as many red lights
had been seen. They had called a witchdoctor who performed rituals to cleanse the

area, but not to directly confront anybody.

In 2014, a young woman who had not been seen for years and had reportedly died,
was found walking along the side of a road in Adjumani. She reported that she had
been taken by abiba and made to carry luggage at night from South Sudan to

Kampala for a businessman. Some people feared to go near her, but she was
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brought to the local Catholic Church in Adjumani for safety and later taken to the
police station. It caused a stir, with many people going to the Church to see and
hear the woman. Some people | spoke to saw this as a sign that abiba was really
working. However, some were unsure, especially when it was later reported that
the woman had a history of mental illness. One woman | spoke to refuted it from
the beginning, it couldn’t be true that someone who had been buried was brought

back to life.

Abiba has also been described by Leonardi et al (2010) in Kajo Keji, across the
border from Moyo in South Sudan. Here, they report it to have been brought from
Uganda, having returned from refugee camps “with the perception of new dangers
hidden within the community” (p.57). For many people in Moyo and Adjumani,
abiba was something to be wary about. As a form of witchcraft, abiba was a way of
explaining and expressing concern over the success of others in agriculture or

business and their individual accumulation of wealth and development.

CONTEMPORARY LIFE ALONG THE RIVER

Since 2006 / 2007, life has been relatively peaceful and stable in Moyo and
Adjumani districts. By 2013, some people who were displaced in the 2000’s had
begun returning to their land, but others were reluctant to while Kony and the LRA
were still operational elsewhere in Central Africa. Others had built their houses and

homes in new areas and continued to live and work where they had settled.

In recent years, new sub-counties had been created in Adjumani with ongoing
establishment of new sub-county headquarters. Along with this, there was a
process of upgrading health centres. Different grades of health centre offered
different levels of service. Health centre II's (at the Parish level of administration,

these health centres do not have laboratory facilities) were being upgraded to
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health centre IIl's (at the sub-county level of administration, these health centres
do have laboratory facilities). In this system, the Village Health Team (VHT) (those
responsible for distributing the mass drug administration) acts as the health centre
I. One or two people from within the village are given basic training for mass drug
administration and oral anti-malarial treatment. Across the board there is a
shortage of health care staff of all professions (discussions with district and health

staff).

Some aspects of life have changed, both since the period of fieldwork in 2009 and
even during fieldwork over 2013 and 2014. Travelling to the districts is becoming
easier, with more bus routes travelling to Moyo via Adjumani. North of Gulu town
in northern Uganda to Adjumani and Moyo, the roads are marram and often in the
rainy season buses break down or get stuck. However, over 2013 and 2014 Chinese
contractors were in the process of constructing the road between Gulu, Atiak and
Pabbo to connect to Nimule and South Sudan, bypassing Adjumani and Moyo.
Many vehicles (lorries, fuel tankers, local buses and national coaches) passed this
route from Gulu to Juba in South Sudan. From Nimule to Juba the road is
ta