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Introduction
= Who decides how we should medicate, heal and

protect our own bodies? How is public health

knowledge best communicated to populations,

and in turn, how is people’s knowledge of

sickness and healing best communicated

to those who make decisions about public

health? How are global health programmes

A t experienced at a local level? These are
r I questions of particular urgency during o
pandemic, as a global vaccination programme

A t rolls unevenly out, and the human impact of
u o n o m y policy and advice is laid bare in SARS-CoV-2
mortality rates, but they are also questions of

n d long-running importance in the public health
a control of other, endemic infectious diseases.
‘

P - t This publication brings together the results of
A a r a S I e S a project that sought to address these concerns
*"‘r—
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through a range of visual arts approaches. A
collaboration between art historians, medical

PAGE 50: A BIOSOCIAL Visual Strategies for anthropologists, designers and artists based in

PAGE 12: SCHISTOSOMIASIS INVOLVEMENT SCHISTOSOMIASIS TRANSMISSION . . Uganda, Kenya, South Africa, Tanzania and the
- LILIAN MARY NABULIME DIAGRAM - GEORGINA PEARSON MU ITH CENGRDNEN DM UK the Visual Arts for Localised Evidence and
| \ . Decision-Making (VALEAD) project aimed to

Southern Afrlca explore alternative perspectives and strategies

for health communications, to reinvigorate old

ones with new relevance, and to foreground
Polly Savage and Kara Blackmore local creative practices in relation to questions
of autonomy and medical knowledge.

VALEAD recognises that artists can potentially

PAGE 16: THE PEOPLE - '._ P 3 . PAGE 52: BILHARZIA PARAS”E / play a unique role in representing the social,
- WEZILE HARMANS . ‘B MFE CYCLE VICTOR NDULA A political and embodied aspects of pandemics.
e 3 e ' : Visual artists may enhance the work of social
scientists by making public and accessible
the lived experience of infection and survival
in new ways. A range of strategies have been
undertaken by South African creatives, often
working in conversation with researchers, for
aut 2 il example, to address the many facets of HIV
PAGE 22: GUEST UF NO HONOUR _ \ - . and AIDS, ranging from art as activism, to art
WALLACE JUMA NDERA o ‘:. > ’ : - for community therapy (see Mills, 2019). Their
% 1 - K /2 L 4 work illustrates the possibilities of reframing
perceptions of disease, drawing attention to

lived realities of infection.



Localised Evidence and

Decision - Making (LEAD)

So-called  ‘Neglected Tropical Diseases’
have been highlighted as a global health
priority since the early 2000s. With so much
emphasis placed upon their control, calling
them meglected’ is something of a misnomer.
They are the focus of one of the biggest global
health interventions ever attempted - mass
drug administration. Also commonly referred
to as ‘preventative chemotherapy, mass drug
administration is the large-scale distribution
of deworming tablets to populations or sub-
populations in defined geographic areas
without individual diagnosis. One of the most
prominent targets of mass drug administration,
also among the most prevalent of the neglected
tropical diseases, is schistosomiasis (bilharzia).
It is very common in many areas of sub-
Scaharan Africa, in communities making daily
use of infected rivers and lakes. Schistosomiasis
spreads when larval forms of the Schistosoma
trematode worm are released by freshwater
snails and then penetrate human skin during
contact with contaminated water (see life
cycle diagram on page 54). Whilst many
people have minimal symptoms when initially
infected, if left untreated, chronic infection can
cause liver fibrosis, bladder cancer, and in rare
cases, neurological disease, and can be fatal.
In 2019, the WHO estimated that 236.6 million
people globally were in need of preventive
chemotherapy for schistosomiasis but, despite
global mass drug administration programmes,
for the same year they report that only 45.5%
of those identified as requiring preventive
chemotherapy received it. The disease
continues to be highly endemic in many areas.

Why have mass drug administration
campaigns failed? In 2005, a team of
researchers based at the London School of
Economics and Political Science and the London
School of Hygiene and Tropical Medicine
began examining this question in particular
localities in Eastern Africa? A common thread
in their research is that this strategy does not
take into account local perspectives, and this
leads to the implementation of ‘one size fits all
top-down approaches to transmission and
control activities. In turn, these programmes
are not achieving the successes promised
and schistosomiasis persists in these areas,
sometimes at higher levels than before
implementation of mass drug administration
began. In addition, the evidence used to support
and evaluate these activities is developed
outside of the locations of implementation,
without any genuine feedback from individuals
living and working in these areas. This feeds
into the continued deployment of ineffective
strategies.’

In 2019, a team led by Cristin Fergus and
Professor Tim Allen began work on a two-
year project to ask why, despite the evidence
of its failures, mass drug administration
programmes persisted, and how alternative
approaches might be promoted. Titled
Localised Evidence and Decision-making
(LEAD), the project undertook a series of
participatory workshops in Uganda and
Malawi with health practitioners and those
involved in schistosomiasis treatment and
control at village, district and national levels.
The aim was to create links between these
practitioners and national level policy makers,
with discussion focusing on the socio-political,
economic and environmental complexities of

1 World Health Organization Schistosomiasis https://wwwwho.int/news-room/fact-sheets/detail/schistosomiasis 18 May 2021

2 Parker, M, Allen, T., & Hastings, J. (2008). Resisting control of neglected tropical diseases: dilemmas in the mass treatment of

schistosomiasis and soil-transmitted helminths in north-west Uganda. Journal of biosocial science, 40(2), 161-181.

3 Melissa Parker & Tim Allen (2014) De-Politicizing Parasites: Reflections on Attempts to Control the Control of Neglected Tropical

Diseases, Medical Anthropology, 33:3,223-239, DOI: 10.1080/01459740.2013.831414

programme implementation
and the specificities of local
circumstances.

Interestingly, findings from
previous anthropological
research on the issue were
echoed by public health
practitioners participating 1n
the LEAD workshops. They
described a range of ways
in  which existing health
information  materials  are
failing, for example, by depicting
people from different areas
(leading to the perception
that the materials are about
‘other people), or by offering
patronising narratives,
incomprehensible artwork or
incomplete storylines (such as
by only explaining the effects
of one species, Schistosoma
haematobium, and ignoring
Schistosoma mansoni). Public
health practitioners described
how failings in communication
led to a lack of knowledge
and, in-turn, undiagnosed
conditions at critical junctures
of disease onset. One of the
conclusions of the research was
that ‘trickle down’ approaches
to disseminating health advice
were rarely effective - the poor
quality, or absence, of health
communication materials was
significantly reducing uptake
of the public health control
programmes on offer, and even
prompting resistance to mass
drug distributions.
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Lilian Mary, Schistosomiasis Involvement, 2021 (Installation detail)



To address these needs, the LEAD team
approached us, as art historians and curators,
to develop a project that would respond to,
and extend, their findings through visual art
approaches. Building on academic research
conducted by anthropologists, political
scientists and health workers, the VALEAD
team collaborated with artists and designers

Wallace Juma Wandera, Guest of No Honour, 2021

based in Africa to develop new knowledge
registers that might influence policy and
change behaviour.

The project unfolded through two strands of
work: visual art commissions which engaged
in conceptual ways with the LEAD team’s
research, and didactic illustrations in the form
of a graphic narrative and life cycle diagrams.

Together, the resulting collection of artworks
become pedagogical tools to serve local
populations, academic communities and public
health professionals. Drawing on their own
experience and research of health questions
in these regions, the artists were not just
interpreters of findings but also collaborators in
developing new avenues for understanding and
potentially controlling some of the neglected
tropical diseases.

Strand One:
Conceptual Arts

The conceptual strand of the project began in
November 2020, with an open call for visual
artists working in the affected regions to
respond in creative and innovative ways to
the challenges presented by schistosomiasis
infections and treatments. This led to «
six-month collaboration with Lilian Mary
Nabulime (a sculptor and lecturer at Makerere
University, Kampala), Wallace Juma Wandera
(a painter based in Nairobi) and Wezile
Harmans (a video and performance artist
based in Johannesburg). Each artist undertook
their own research with communities in
lakeshore regions of Uganda and Kenya, and
in rural parts of South Africa, documenting
the journeys through photographs, sketches
and writings. Sharing their work through
weekly meetings, they highlighted issues such
as water use, sharing of health knowledge,
and the experiences of health workers at the
village level where most vulnerable populations
live - processes they discuss in detail in this
catalogue. The resulting works speak to a
broad range of issues relating to the body, and
to disconnects in translating health related
knowledge into action.

Lilian Mary Nabulime’s sculpture
Schistosomiasis Involvement provides a
graphically unambiguous depiction of disease
and its relationship to both the body and
the environment. Using wood, terracottq,
plastic, hammered metal, and fishing nets,

her sculpture depicts a figure carrying water
through a tangled web of snails, acknowledging
the natural dangers encountered by fishing
communities in the soil or water. Her work
demonstrates the bodily manifestation of
disease in physical deformities, and the nature
of livelihoods that require engagements with
water. It references the communities she worked
with in Uganda, as well as to other parts of
the Great Lakes region of eastern and central
Africa, who also rely on the lakes for drinking
water and fishing. Nabulime demonstrates
an everydayness in the sculpture whereby
populations are shown, not in crisis, but in the
somewhat banal habits of daily life.

Wezile Harmans, The People, 2021 (video still)

Wallace Juma Wandera’s multimedia 2D
work Guest of No Honour visualises the
compounded social and medical aspects of
disease affecting Kenyan communities in the
lake areas where he grew up. The burnt relief
triptych shows the interconnectedness between
the people he interviewed and the diseases
that affect them. At the base of the work, six
portraits of silhouetted subjects are overlaid
with spatters that reflect microscopic images of
schistosomiasis and other helminth infections.
An amorphous creature looms over the top

of the work, its skin blotted with rashes. The
mottled skin references magnified images of
parasites, as well as the psoriasis that results
both from schistosomiasis and from conjoined
diseases that are prevalent in these fishing
communities such as diabetes, alcoholism or
HIV. A fraying grid weaves across the centre
of the work, alluding perhaps to pathways
to infection, nets for fishing, or barriers to
understanding. Wandera's act of burning
and etching these scenes out of soot on a PVC
base offers a metaphor for the tension between
what is shown and what is hidden in public
discussions of health.

Harmans's short film The People has «
different take on the research. Layering sound,
landscape and performance, the moving
images raise questions around ways of
knowing and being, asking how we can know
our bodies and what knowledge is necessary to
make sense of our health experiences. Through
a series of juxtapositions between natural and
studio settings, full colour and monochrome,
masculine narration and feminine movements,
Harmans makes reference to the tensions
and disjuncture between formal and informal



knowledge systems. This power struggle takes
embodied form through the interplay between
two performers, whose movements suggest
that the tension between who gets to speak and
who listens remains perpetually unresolved.

Strand Two:
Graphic Narrative

While the first strand of the art project fostered
reflection on the critical and conceptual
questions raised at the intersection of
healthcare systems, knowledge, power and the
body, the second strand of the project focused
on communicating evidence-based research on
schistosomiasis through the accessible format
of graphic narratives. Storylines and life-cycles
developed out of academic research have
been illustrated for public health campaigns
by artists Dianah Bwengye and Victor Ndula
in booklet and poster form for district vector
control offices across Uganda. The aims
of these comics are firstly to disseminate
contextually relevant knowledge about the
transmission of schistosomiasis, and secondly
to recount the experiences of health workers
who are responsible for the delivery of health
interventions within the communities.

Seeking to contextualise the issues raised by
health workers through the LEAD workshops
and to build upon LEAD’s previous research
in Uganda, Dianah Bwengye, in collaboration
with researcher Gloria Kiconco, travelled to
Jinja, on the northern shore of Lake Victoria,
and Pakwach in the northwest of the country.
They talked to district health officers and
local communities about their experiences
with schistosomiasis control and elimination
activities. Drawing on their work, and the
publications of the LEAD research team,
the script of a 24-page cartoon booklet was
developed in collaboration with Tim Allen,
Melissa Parker, Cristin Fergus, Georgina
Pearson and Benjamin Dix. It tells the story
of a journalist who seeks to find out more
about mass drug administration in Uganda.
The character, Dembe, questions why mass
drug distribution programmes have failed to
eradicate or successfully treat schistosomiasis.
Gaining perspectives from local leaders,
health-workers and fisherfolk, the illustrated
story explains that treatment without a deeper
discussion on health or symptom-based
diagnosis is ineffectual. It shows that the
drivers of the programmes are not necessarily
in touch with the lived realities of people who
rely on water where the snail vectors that carry
schistosomiasis live.

AND DO YOU WOSSY
AGCHIT SETTING SiCE
FOOW JILHADTLAY

WE DONT HAE TINE
T WORDY AROUT

MY,

LIEE FEEDIME OLAD

THAT, Wi NEED TO sakE

‘RE NOT
£ PSS
LE&E US. WE HiVE
WORE TO o0

TO WSSy ASDUT

Image cutout: Dianah Bwengye, Weak Links 2021 (excerpt)
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Image cutout: Dianah Bwengye, Weak Links 2021 (excerpt)

Following the project’s aim to employ arts in
support of health campaigns, the storybook
includes up-to-date public health knowledge
that is tailored to Ugandan contexts. To
supplement this, Dr. Georgina Pearson and
other members of the LEAD team worked with
artist Victor Ndula to produce a transmission
diagram with clear illustrations of the life cycle
of the schistosome. The storybook and life-cycle
are available to view or download online and
in print form to be distributed by public health
professionals in the region. They are a practical
way in which research can be interpreted and
disseminated outside of the academy.

Conclusion

Together, this collection of five works in film,
sculpture, mixed media painting and graphic
fiction offer a social portrait, making visible the
everyday experiences of people foregrounded
in the LEAD research. As new pedagogical
resources, the artworks can inform scholars and
health workers of the lived realities of people
impacted by infections. At the same time, the
didactic artworks are an informative tool for
affected populations in communicating current,
evidence-based public health information and
telling stories that are context-specific. The
socially engaged perspectives of these artists
work to challenge preconceptions around
health, and develop insightful narratives that
produce new registers of knowledge.

As purposefully commissioned artworks,
rather than historic works, these pieces also
now form a unique part of the SOAS and LSE
collections. To engage artists in research like
this is not merely to represent findings, rather
it is an invitation to collaborate in knowledge
production. Through the collaboration, the
artists have reframed the narratives of this
disease by revealing a series of issues such
as the everyday experience of infection, the
complexities of mass drug distribution or the
tensions in conjoined diseases. Their work
creates inroads to new forms of inquiry and
meaning around the dangers of an environment
that is often depicted through alens of nostalgic
or fetishised African landscapes. The artworks
are therefore part of a critical scholarship, often
opening up intimate perspectives that can be
accessible to diverse audiences.

In the pages that follow, you will find dynamic
responses to helminth infections, curated in
the ethos of caring for knowledge generated by
researchers and artists that recognises those
impacted by neglected tropical diseases.

11



Lilian Mary Nabulime
Sch!stosom|a5|s
involvement

157x200x200cm

MEDIUM : Wooden sculpture
(Markhamia lutea-omusambya),
plastic jerrycan, terracotta, fishnet,
aluminium plates, nails and gumboots

YEAR : 2021

Lilian Mary Nabulime
Schistosomiasis
Involvement

The LEAD research projects exploration of
infectious diseases, which observes and uses
different forms of evidence to make decisions
around disease control, relates to my artistic
practice concerned with health, risk and
response in Uganda. Similarly, as a practicing
artist, I also study the social effects of disease,
finding a visual means through which to
increase community knowledge and thus
reduce infections.

My sculpture practice consists of artistic forms
made of hard or plastic materials worked into
three-dimensional objects. These sculptural
forms may be embodied in freestanding
objects, reliefs on surfaces, or environments
ranging from the representational to contexts
that envelop the spectator. Although the LEAD
study bears similarities with my previous
research on HIV/AIDS, responding to work on
schistosomiasis brings different challenges
which may lead to new direction in my
sculptural practices .

[ transcribed and analysed interviews with
respondents in Panyimur, Pakwach in Uganda
to refine my artistic ideas on the transmission,
infection and control of schistosomiasis. I found
similar concerns to HIV transmission and
acquisition, of which schistosomiasis is noted
to increase risk, and the effects of rising water
levels.

Water hyacinth plants have taken over many
Lake Albert shores, which has meant boats
cannot land easily, and fishing communities are
greatly struggling. Due to the increased water
level, latrines have also become submerged,
which has led to the contamination of shores
with faeces and an increase in schistosomiasis
infections. Furthermore, because ‘snail mining’
(gathering snails from the waters) is a more

.‘d“
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Artwork in progress, Lilian Mary Nabulime

Artwork in progress, Lilian Mary Nabulime




Lilian Mary Nabulime, Schistosomiasis Involvement, 2021 (Terracotta)

lucrative livelihood than fishing, men and
women have been pushed into infected waters.
There is also a perception that medicine and
medical facilities are inadequate and lacking,
as people cannot afford to go to a major hospital
in Kapchora for testing and treatment.

The artistic process happens in several stages.
[ first made sketches of the environmental and
bodily things that relate to the disease. For
example, the symptoms create deformed bodies
with enlarged stomachs, and I wanted to show
that when the disease is poorly or un-treated
it disfigures body parts such as the, stomach,
testicles, feet and liver. Other symptoms are
harder to show like diarrhoea, bloody stools or
vomiting.

To represent the snails that carry
schistosomiasis in the waterways, [ made them
in modelling clay for the plaster of paris moulds
and then completed them through a process
known as ‘biscuit firing’ [ collected materials
such as fishing nets as a metaphor for the lakes
and rivers as well as toilet pans to represent
symbolically the reduction of the defecation
mode of transmission.

One of the most challenging issues is how
to show the social issues of living with the
disease, given sufferers of schistosomiasis
are often isolated, in denial, stigmatised and
discriminated against by their communities.
To complete the sculpture, I blended the social,
bodily and environmental factors.

14

[ have created the sculpture to address health
policymakers, practitioners, the Uganda
Government, NGOs and researchers of
schistosomiasis — people who can bring about
positive change to the villages greatly affected
by the disease. In particular, the work draws
attention to the factors leading to increased
numbers of infections, helping to create
awareness and contribute towards preventative
efforts. On a personal level, venturing into the
field has taught me more about the risks and
challenges affecting communities around the
Great Lakes in Uganda than [ expected.

Lilian Mary Nabulime, Schistosomiasis Involvement, 2021 (Installation)
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Wallace Juma Wandera
Guest of No Honour

When [ was developing this artwork, I was
thinking about how small and invisible life
forms such as bacteria, parasites, and viruses
can affect and change the human body. It
fascinates me that this small microorganism
can pose so much danger to the human species
physically, mentally, socially, and economically.
[ witnessed how the human body is vulnerable
and how easily it can be preyed on and become
deformed by diseases.

To create this work, I carried out research in the
fishing villages and islands of Lake Victoria,
specifically in Kenya's Busia county, where I
made observations, took photographs, audio
recordings, and sketches from fishermen, rice
farmers, and river sand harvesters, all of whom
spend a significant amount of time in direct
contact with water and soil.

As in many fishing islands, at Sumba, there is
a serious lack of sanitation, and most human
waste is left on the shore to be flushed away by
waves. | carried out a forum there, with about
ten Sekeseke fishermen. Sekeseke is a fishing
technique used by poorly resourced fishermen,
in which they dive underwater to trap and catch
tilapia fish by net or by hand near the rocky
shores of the island. This fishing technique
has always been associated with bilharzia
infections, and in fact all ten fishermen were
victims of the disease. Even though there are
outreach mission hospitals that supply drugs on
fishing islands, some victims gravitate towards
traditional healing methods because they
associate water related illness with spiritual
forces.

Urination and defecation in the lake often seems
unavoidable for many fishermen who spend
hours on a single fishing trip in the waters. A
single boat could carry between three and five
fishermen, with hundreds of boats scattered in
different fishing spots and nothing like a toilet.

16

Wallace Juma Wandera sketches microscopic life forms
in water sampled from River Nzoia and Lake Victoria, at
the community hospital in Budalangi, Kenya. Water from
the lake and river supports thousands of households in
the region.

Photograph: Wallace Juma Wandera, 2021.
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Wallace Juma Wandera ‘Guest of No Honour’ 2021 (Detail).

The contaminated water is used on the shores
for bathing, cooking, and even drinking, and so
continues the transmission of schistosomiasis,
cholera, typhoid and other infectious diseases.

There is a lack of adequate information on how
these diseases are transmitted and spread.
Myths and cultural beliefs mean that people
with these infections are often misdiagnosed,
and this prevents them from seeking urgent
medical attention at an early stage of the
illness. One informant, aged 77, told me that
when her leg started swelling in the late 1970s
from what appeared to be elephantiasis she
was told by her family that it was a blessing
because they thought she was pregnant and
expecting twins. Another participant told me
that when his leg started swelling, he was
informed that it was because he had walked
on the grave of someone who died from a snake
bite. Misinformation about this disease not only
deteriorates the health of its victims but also
accelerates transmission.

Water and soil-based helminths have
impoverished the lives of people in these
comrmmunities to what would seem like the
weakest human condition. When I met S, he

Two fishermen haul in their nets after an expedition on
Lake Victoria.
Photograph: Wallace Juma Wandera, 2021.

was wearing a sandal on his most deteriorated
foot, which was wrapped in bandages. The
logo on the sandal read ‘Paris, a symbol of
fashion and lifestyle, but all S wished for was
better health. In the past he had worked as a
fishermaon and a rice farmer, but his health
condition had now separated him from his
family. Another informant, M, covered her leg
with a small towel to prevent infesting flies and
smell from reaching people around her.

A man bathes while two girls fetch water for cooking and drinking

from the shore of Lake Victoria, Igombe Village, Tanzania.
Photograph: Wallace Juma Wandera, 2021.
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[ brought together the experiences of these
people, some of whom are current victims of
bilharzia and elephantiasis, some of whom
are survivors and medical practitioners, with
sketches from the laboratory, photographs
of wounds, scars, deformed bodies, facial
expressions, moods and stories from the
conversations [ recorded. Through this
amalgamation of information, [ wanted to
create a hybrid creature in a grandiose scale
over the human body, exposing the vulnerability
of human life with an aim to change how we
see diseases often as small and invisible or
non-existent and harmless. The large format
of the artwork references the statistical scale of
the problem. Using reverse drawing technique
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on PVC I used soot to blacken the surface and
wipe away parts that I wanted to show. I drew
the creature occupying the upper part of the
canvas, with heads of people representing the
community at the bottom, just as it is for them
in reality, some of the heads scratched, scarred
and some even disappearing in a dark corner of
the canvas. Such was the case for S, who [ heard
had passed on, three months after we spoke.

[ have struggled greatly with the ethics
of making aesthetic objects about pain. I
would say it's unethical to create aesthetics
from people’s pain when the sole goal is to
gain recognition or profit. When [ developed
these artworks though, [ did so with the clear
intention of contributing knowledge on how
to adapt better to our environment in relation

18

® Wallace Juma Guest of No

Honour 2021 (Detail).

to our bodies and diseases. The intention is
to help break the cycle of pain by educating
ourselves, while also archiving this information
for the generation to come. [ hope my pictures
are going to evoke a sense of curiosity and steer
information for the purposes of learning and
exchanging knowledge across the globe.

Wallace Juma Wandera
Guest of No Honour

MEDIUM: Mixed Media on Polyvinyl Chloride.
169cm x 183cm
YEAR: 2021




Wezile Harmans
The People

MEDIUM: VIDEO
DURATION: 3:38 SEC
YEAR: 2021

COLLABORATORS: Asanda Hanabe, Thandiwe Mgt

Wezile Harmans

The People

My journey in the arts began as a contemporary
trained movement artist. While I was in that
space, my curiosity led me to create work in
site specifics. During the process of creating
[ will always ask myself questions regarding
my practice, what [ am doing and what are
my intentions, because [ am driven to use art
mediums as tools for social change.

In my practice, I always produce peculiar,
durational and abstract work. In this way, [ aim
to give room to further conversations, because
this is something I believe we should have
through art: a conversation.

[have been deliberate in highlighting voices and
bodies. [ am also very interested in the concept
of distortion, memory, displacement and how
historical events are presented in the modern
day. [ believe my motivations have emerged
from my surroundings and experiences
shared with others during my traveling. The
story is much more powerful when you meet
in person and allow one to project them in
any way comfortable, to me it brings safety,
kindness,and a room to welcoming spaces, to
which I strongly relate.

[ have developed an awareness that I am not
unique, but that all people are on a journey of
discovery; one that seeks social change, and
one that requires us to face and perhaps forgive
some very difficult realities. I envision my work
as assisting humans to find their voices, despite
their marginalisation and exclusion from public
and social spaces, whether because of their
economic status, background, gender, or sexual
orlentation.

[ would wish my work to act as an inspiration
to people to find hope, courage and healing, and
to provide a platform to enable people to share
deep feelings, without violating their sense of
self or exposing them to further trauma.

My practice is informed by research that
reveals human behaviour and the impact of
knowledge in our society. I create artworks that
engage with memory, displacement, love and
knowledge. These somewhat universal themes
are dealt with in my work by highlighting the
peculiarity of experiences and developing
ideas durationally as a way of creating deeper
conversations.

This deliberate highlighting of voices and
bodies relates to the LEAD project commission,
by seeking and creating empowering
conversations that forge new directions in the
face of various forms of marginalisation and
exclusion. Working on issues such as knowledge
and vulnerability, the LEAD research sheds
more light on angles that can be relatable and
meaningful to communities using art.

In my practice, [ discovered that conversations
thatrelate to healthissuesin Africa are still seen
as foreign due to the culture of communication
and knowledge transmission we carry. The
commission and my work both coexist in
using visual art as a tool for social change and
interrogating the dynamics of site, place and
culture.

[ have developed a script on voices of health
and knowledge transmission. [ focus on the
ideas of African cultures and orality. I am trying
to develop a playfulness with the metaphor
of a children’s game called ‘whispers, where
messages get passed from one person to the
other, always changing. This signifies the LEAD
project’s many forms of knowledge: academic,
scientific, lived experiences, etc. It shows how
African peoples still rely on oral messaging
and how some information, promoted by public
health initiatives, can be misconstrued.

[ worked with a team of actors, voice artists and
filmmakers to make a short film that reflects the
ideas I am trying to express. We used natural
environments for the setting, and costumes that
resonate with my own practice.

21



Wezile Harmans, The People, 2021 , (Video Stills)
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The film is a window into different ways of
seeing the evidence, language and embodiment
of knowledge on public health issues.

[ want this work to reveal the impact and
value of knowledge transmission and the
responsibility of carrying such knowledge.
The more socially-relevant the tradition and
access to true information, the more likely this
knowledge will be known and the longer it will
be remembered. The more widely remembered
the information, the further back in time it
goes and the more mythical and non-specific it
becomes.

Wezile Harmans,The People, 2021 , (Video Still)
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Weak Links:

The breakdown in Mass Drug Administration for Bilharzia

THE NALUBAALE DAILY OFFICES

Artwork by Dianah Bwengye
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WE MAY HAVE A STORY

WHO THINKS
HERE. THIS IS A RECENT THEY CAN GET A
REPORT SHOWING THAT 600D ANGLE ON
BILHARZIA IS AFFECTING THIS?

ALMOST 30% OF OuR
POPULATION. 309!
IMAGINE-

WHEN MY FATHER
PASSED LAST YEAR,
THE DOCTOR SAID IT
WAS DUE TO BILHARZIA.
WE DION’T EVEN KNOW
UNTIL HE STARTED HAVING
LIVER PROBLEMS. HE
GREW UP SWIMMING IN
THE LAKE, HE MAY HAVE
HAD IT MOST OF HIS
LIFE.

and oy

P M PTE By SRS
Eharact g hiben of ithe Fopedadicn in Ugands
ﬁ--ll-h_-:‘t;u;-—n:-‘-l-‘b-‘-—hlllh )

T T _'_. =1 W == 2 m T
i o

I DIDN'T KNOW IT WAS
BILHARZIA. IT'M SORRY
DEMBE. MAYBE YOU COULD
BE INTERVIEWED, SHARE

MY THOUGHTS EXACTLY. YOUR EXPERIENCE.

I OUe UpP YOUR REPORT
FROM 2003..

SHA! T THOUGHT
THIS WAS A TOURIST THIS DOESN'T

MAKE SENSE. YEARS AGO
PROBLEM, PEOPLE I COVERED A STORY WHEN THE

SWIMMING WHERE THEY INFECTION RATE WAS AROLIND
SHOULON'T. 15% AND THERE WAS A NATIONAL
CONTROL PROGRAMME ROLLED
OUT TO ERADICATE THE DISEASE.
SOMETHING, SOMEWHERE
WENT VERY WRONG.

ACTUALLY, T WANT
TO WRITE THE STORY.
A FULL FEATURE. IF

INFECTION RATES ARE
RISING INSTEAD OF
DROPPING, PEOPLE
NEED TO KNOW
WHY.

THERE WERE SEVERAL HIGH-PROFILE
EVENTS AROUND THE ROLL OUT FOR

MASS DRUG ADMINISTRATION IN DISTRICTS
ACROSS UBGANDA, ESPECIALLY THOSE WITH
HIGH RATES OF INFECTION. SO WHY DIDON'T
THE PROGRAMME WORK?

I NEED TO
KNOW MORE...

OH, OF
COURSE - WRITE
THE FEATLURE,
START AT THE
NATIONAL VECTOR
CONTROL OFFICE
ON BUGANDA ROAD
AND SEE WHERE
THE STORY TAKES
you.,

THANKS. T'LL
GET ON IT RIGHT
AWAY.




6000

AFTERNOON,

I'M DEMBE. I'M A
JOURNALIST WITH
THE NALUBAALE
DAILY, WE SPOKE
EARLIER ON THE
PHONE. THANKS

" 1| FOR SEEING ME
50 QUICKLY.

VECTOR
CONTROL DIVISION
MINISTRY OF HEALTH

V|
2
"d[ WELCOME. MY

NAME IS KIBULIKA
MUTEBA, HEAD OF THE
VECTOR CONTROL DIVISION
WITH THE MINISTRY OF

HEALTH,

NOW, HOW CAN T
HELP YOU?

I'M
WRITING A STORY
ABOUT THE RISE OF
BILHARZIA INFECTION RATES,

BASED ON THIS REPORT. T
LINDERSTAND YOU WERE HEAD OF
THIS DIVISION WHEN THE NATIONAL
PROGRAMME FOR BILHARZIA
CONTROL STARTED. HOW IS IT
THAT INFECTION RATES ARE
NOW HIGHER? IT'S VERY
TROUBLING.

IT IS,
YOU THINK MORE

PEOPLE WOUILD 8E
CONCERNED.
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THE MINISTRY OF HEALTH
PARTNERED WITH INTERNATIONAL
DONORS TO DISTRIBUTE PRAZIQUANTEL,
THE DRUG THAT TREATS SCHISTOSOMIASIS,

_| COMMONLY CALLED BILHARZIA, PRAZIQUANTEL
| WAS DISTRIBUTED THROUIGH UGANDAN AGENCIES
TO PLACES WITH HIGH INFECTION RATES. THEY

1\ HAVE BEEN REPORTING THE PROGRAMME AS
A\ A SLUCCESS, HOWEVER INFECTION RATES
) ARE STILL RISING

RESEARCHERS ON THE GROLIND HAVE
HIGHLIGHTED PROBLEMS WITH MASS DRUG
ADMINISTRATION, 8UT THEIR FINDINGS WERE
IGNORED.

IN THE END, 1

HAD TO 60O SEE
FOR MYSELF T
TRAVELLED THE
COLUNTRY AND
CONFIRMED THAT
THINGS WERE NOT
GOING AS PLANNED.

CALLED FOR A NEW
NATIONAL SURVEY
OF INFECTION
RATES. THE

RESULTS WERE
SHOCKING.

I'M THE ONE THAT ’

I
DON'T
LUNDERSTAND,
WHAT’S 6OING
WRONG IF DRUGS
ARE BEING
PROVIDED?

T N
PUT YOU IN
TOLICH WITH THE
DISTRICT VECTOR CONTROL
OFFICER IN PAKWACH,
IT'S GEST YOU SEE FOR
YOURSELF WHAT'S
HAPPENING ON
EROLIND.

LOOK AT THIS DATA! AREAS
IN PAKWACH ALONG LAKE

ALBERT ARE RIFE WITH

INFECTION.

8uT
WHERE WOULD
I START? THERE
ARE SO MANY PLACES
WITH HIGH INFECTION
RATES.

PRAZIQUANTEL

1S DISTRIBUTED FREE
OF CHARGE IN LIGANDA,
/ B8UT IT IS INPOSSIBLE TO TEST
EVERYONE. THE POLICY HAS BEEN TO
TREAT EVERYONE IN PLACES WHERE
'\ INFECTION OCCURS, 8UT THERE ARE A
LOT OF ISSUES WITH THE PROCESS.
T THINK YOU HAVE TO 60 SEE FOR

TO START

N ===  THANK
b yOu, THAT
b SOLINDS LIKE A
600D PLACE

ARE NOT THE SAME IN

EVERY AREA.



HOWEVER, IF SYMPTOMS DON'T

G0 AWAY, MOST PEOPLE WILL 60
TO A CLINIC FOR HELP. BUT USING
LOCAL REMEDIES OR DELAYING GETTING
TREATMENT MAKES IT WORSE.

BUT IT'S NOT ALWAYS
THAT SIMPLE, IS IT?

DEMBE,

WELCOME
TO PAKWACH,
I'M OPWENYA
PATRICK.

.. IN PAKWACH

NO. THERE ARE MANY
CHALLENGES IN THE

AND NOT EVERYONE UNDERSTANDS

NICE TO COMMUNITY. PEOPLE FEAR THE HOW THE DISEASE 1S
FINALLY MEET SIDE EFFECTS WHICH ARE WORSE TRANSMITTED.
You, ON AN EMPTY STOMACH OR WHEN

SOMEONE HAS A LOT OF WORMS.

SOME FEAR MISCARRIAGES. OTHERS
SAY THE TABLETS DO NOT WORK,
BECAUSE THEIR SYMPTOMS ARE

CAUSED 8Y AWOLA - AN ILLNESS
RELATED TO WITCHCRAFT.

TELL
ME ABOUT THE
DISTRIBUTION OF
DRUGS HERE? HOW DO THEY
GET FROM THE MINISTRY OF
HEALTH OR FROM PARTNER
ORGANISATIONS TO THE
VILLAGES?

I
WRITING A FEATURE
ARTICLE ABOUT THE
RISE OF BILHARZIA DESPITE
THE NATIONAL MASS pORUG
ADMINISTRATION PROGRAMME.
WHAT CAN YOU TELL ME
ABOUT THE SITUATION
HERE?P

WELL,
THIS
PROGRAMME WAS
ROLLED OUT IN 2004,
THE PLAN WAS TO
DISTRIBUTE DRUGS
ONCE A YEAR.

WE GET
THE MEDICINES
THROUGH THE MINISTRY
OF HEALTH. THE DRUGS
ARE STORED IN NATIONAL
MEDICAL STORES AND FROM
THERE THEY ARE SENT TO
DIFFERENT DISTRICTS.

WHEN SOMEBODY
WHO HAS BILHARZIA
DEFAECATES OR
URINATES IN THE
OPEN, THEY RPELEASE
MICROSCOPIC ECES
WHICH WASH INTO THE
RIVERS AND LAKES
WHEN IT RAINS.

LET ME EXPLAIN THE [ Bitharria parmsie [He cyels under the mibcoacope showing imtestiral 4
LIFE CYCLE: - [Schistosomas mansod and wrinary | Schistosoms heematohinm) forma.
| g : “

THESE E6E6S DEVELOP AND ENTER A TYPE

OF SNAIL THAT LIVES ALON&é THE SHORE.

AFTER SOME TIME, THE SNAILS RELEASE TINY

'CERCARIAE’ WHICH LOOK LIKE WORMS LINDER . G

A MICROSCOPE. = Y g e ——

il i o7 . s i Brrn

WHEN SOMEBODY ENTERS THE WATER WITHOUT

PROTECTIVE GEAR, LIKE UM BOOTS, THE

/g{(clﬁoscomc WORMS ENTER THROLIGH THE '|I
‘ 1 Sl bt

THE PARASITE THEN DEVELOPS IN THE PERSON / _ . WPy
AND THEY EET SIcK. W= . o At
nF e A

,."-_ &.: ‘?{‘- i
ik h rl'.'

¥
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ONCE THEY ARRIVE IN PAKWACH, WE

SEND THEM OUT TO THE DIFFERENT COME ON, THERE'S SOMEONE I WANT YOU TO MEET. l\
SUB-COLUNTIES. FROM THERE THEY THIS IS THE DISTRICT HEALTH OFFICER, CHRISTINE
60 TO THE PARISHES AND AT THAT DRALEGA. T THINK SHE CAN SHED SOME LIGHT
LEVEL VILLAGE HEALTH TEAMS OR O AADARE HBSTINE. THIS 15 DEME, Srie " : - NICE TO MEET yOU
VHTS CAN DELIVER DRUES DOOR TO WANTS TO LEARN ABOUT THE MASS Ca ) EMSE. PLEASE,
000, DRUE ADMINISTRATION PROGRAMME : :
IN PAKWACH.
THE PEOPLE RECEIVING THE DRUGS -
HAVE TO TAKE THEM THERE AND w
THEN. THIS IS CALLED DOT - \ \

DIRECT OBSERVED TREATMENT.
THAT WAY WE ARE SURE THEY

IT'S 600D TO MEET v i
TAKE THE RIGHT DOSE. you. i




Py :
DON'T -
DEFECATION o
IN THE LAKE AND 4 - LET'S 60 SEE THEY KNOW NI =% - o —
S0, PIVERS IS COMMON, = ONE OF THE THAT THE SNAILS —
WHY DO BECAUSE THERE ARE - MAIN 5POTS GIvVE THEN\9 /
YOU THINK SO FEW PIT LATRINES, FOR SNAIL BILHARZIA: \

BILHARZIA HAS AND PEOPLE RELY ON

MINING.
BEEN SO DIFFICULT FISHING FOR THEIR,

|,
N )T
)\ ".ﬂt 5

TO ERADICATE IN LIVELTHOODS. 4 vcv)ilﬂ? S\ '#
PAKWACH? _ : A e PARTICULAR TYPES L\

OF SNAILS ARE VECTORS
FOR THE PARASITE. THE LIFE
CYCLE IS QUITE COMPLEX,
THE SNAILS ARE ONLY
ONE PART.

i

THEMSELVES AT
RISK 8Y ENTERING
THE WATER.

PEOPLE HAVE TO 6O
IN THE WATER TO MAKE
A LIVING, AND THEY HAVE
NOTHING TO PROTECT
THEMSELVES FROM
INFECTION.

THE INFECTION RATES ARE HIGHER BECAUSE THE BILHARZIA EGES IN THE FAECES ARE WASHED INTO THE

WELCOME TO DEI. THIS IS A POPULAR LANDING SITE. IF YOU WHY
WATER AND SNAILS IN THE WATER CARRY THE INFECTION AND GIVE IT PEOPLE. WANT TO ASK THE FISHERMEN ANYTHING, T CAN TRANSLATE FOR WED&N;FO%QI%,
you, ;

AREN'T YOU WORRIED
ABOUT GETTING
BILHARZIA IN THE
LAKE?

KIDS PLAYING IN THE WATER CAN EASILY PICK UP THE BILHARZIA PARASITE. THE BEST THING WOLILD 8E TO
KEEP PEOPLE FROM GOING TO THE LAKE OR USING THE LAKE WATER, BUT THAT'S HARD TO CONTROL

e R el

AND DO YOU TAKE
THE ORUGS FOR
BILHARZIAP

THE

HOPE WAS THAT

THE PROGRAMME WOUILD

REDLICE THE NUMBER OF EGGS

RELEASED INTO THE WATER AND

THEREFORE LESS PEOPLE WOLILD GET
Clled

WHEN TESTED, CHILOREN TEND TO HAVE
HIGHER NUMBERS OF BILHARZIA EGES, SO THE
PROGRAMME FOCUSES ON GIVING THE DRUG TO
SCHOOL-AGED CHILOREN, HOPING TO PREVENT

THE COMPLICATIONS THAT COME WITH A LONG-

TERM DISEASE. WE USED TO SEE CHILOREN WITH
SWOLLEN STOMACHS, 8UT THIS HAS REDUCED.

BUT IF PAKWACH DISTRICT WAS BETTER
CONNECTED TO THE SUPPLY CHAIN TO
MAKE SURE MEDICINE IS AVAILABLE IN
HEALTH CENTRES AND CLINICS, WE
WOULON'T ONLY DEPEND ON
THE ORUE DISTRIBUTION
PROGRAMME.

8UT YOU'LL GET
INFECTED!

THANK
YOU MADAME
CHRISTINE.
I'D LIKE TO SEE
SOME OF THESE
VILLAGES UP
CLOSE.

IN
THAT CASE,
LET'S 60 TO
PANYIMUR. IT'S ONE
OF THE HOTSPOTS
AND I THINK YOU

WILL SEE WHY
WHEN WE GET
THERE.

THERE ARE NO
JETTIES HERE.
HOW ELSE CAN
WE GET INTO OUR
BOATS?

WE TAKE

THEM WHEN WE '
GET THEM. SOMETIMES :
THEY MAKE US VERY SICK
AFTER SWALLOWING THE
TABLETS, :
BUT SEE THESE YOUING GUYS
AROLIND, THEY LOOK FINE, WHY

SHOULD THEY 6O LOOKING
FOR TREATMENT?

INDEED.
BEST OF
LucKk.
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AND DO YOU WORRY
ABOUT GETTING SICK

FROM BILHARZIA?

THERE ARE LOTS
OF OTHER THINGS
TO WORRY ABOUT
LIKE FEEDING OUR
CHILDREN,

IF YOU'RE NOT
BRINGING THE DRUGS,
LEAVE US. WE HAVE
WORK TO DO.

WE DON'T HAVE TIME
TO WORRY ABOUT
THAT, WE NEED TO MAKE
MONEY.

PEOPLE GET
MALARIA HERE
AND OTHER DISEASES.

SOME HAVE DIFFICULTIES

WITH DELIVERING BABIES.

THE MIDWIFE IS NEVER
AROLIND. WHY DOESN'T THE
GOVERNMENT PROVIDE
US WHAT WE REALLY
NEED?

WE'RE GOING TO
MEET SOME OF THE
ELDERS IN THIS VILLAGE.
SEE IF THEY CAN ANSWER
SOME MORE OF YOUR
QUESTIONS.

36

YOU'RE
WELCOME.
WHAT DO YOU
NEED FROM
ME?

JUST A
FEW ANSWERS.
DO PEOPLE HERE
UNDERSTAND THE
RISKS OF 8ILHARZIA
AND HOW THEY
GET IT?

THANK YOU FOR
MEETING WITH
us.

WE KNOW

BILHARZIA, IN MY
FAMILY, MY PARENTS
KNEW WHAT IT WAS, WHAT
CAUSED IT. T KNOW AS WELL
AND I TRY TO CARE FOR MY
FAMILY BUT IT'S HARD. WE

DON'T ALWAYS GET THE
DRUGS. THEY COME ONE
YEAR AND NOT THE
NEXT.

WHY DO YOU
THINK AFTER ALL
THIS TIME, BILHARZIA
INFECTIONS ARE SO
HIGH IN THIS AREA?

WE DON'T
ALWAYS GET THE
DRrUES. SOME PEOPLE
ARE AFRAID TO TAKE THEM.
HOW CAN WE REDUCE
INFECTIONS IF PEOPLE
USE THE WATER TO
BATHE, WASH, EVEN

O DEFECATE?

SHE
MAKES A 600D
POINT, EVEN THOUGH
SOME PLACES ARE
MAKING EFFORTS TO
KILL THE SNAIL VECTOR,
THE WATER IS STILL
CONTAMINATED.,
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LANDING SITE AT NO-MAN'S LAND BETWEEN
USGANDA AND CONGO

e HAe SN
THIS HAS

you

S~ NOw )
YOU'RE GETTING
IT. THE ENTIRE APPROACH

] BUT IT'S DIFFERENT IN EVERY
- DISTRICT. YOU SHOULD &0 TO

\  MAYUGE AND GET ANOTHER

\ PERSPECTIVE. I'LL CONNECT

BEEN A REAL
EYE OPENER. 8UT
IT IS STRANGE THAT
A PROGRAMME THAT
HAS O8VIOUSLY B8EEN
FAILING HAS BEEN
SUPPORTED FOR
SO LONé.

MUST CHANGE.

WITH THE DISTRICT
HEALTH OFFICE

OPWENYA,
THANK YOU FOR
EVERYTHING. T'LL
LET YOU KNOW
WHEN THE FEATURE
1S OuT,

i HI/ T'M MUKISA, THE
L i DVCO FOR JINJA, YOU
= MUST 8E DEMBE.

EE
i i
s
iy ::_____.";- 7 __.:..
L~ NO
PROBLEM.

YES, I AM. NICE
TO MEET YOU AND
THANK YOU FOR
HELPING ME WITH

THIS STORY.

HAVE A DRUG
) DISTRIBUTION MEETING IN
i i MAYUGE THAT YOU SHOULD
ATTEND TO GET AN IDEA OF
HOW THE DISTRIBUTION
WORKS AND WHAT
CHALLENGES WE
FACE.

o Wh v “‘&pmml
= .\-.,i_*;f_.—:.-_f _Iﬂrﬂ"i\r’ W:’F

iy T R
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Mayuge
District
Offices

THESE
ARE THE
MAYUGE DISTRICT
OFFICES. WE'RE GOING
TO MEET SOME HEALTH
ASSISTANTS AND SOME
OF THE VILLAGE HEALTH

TEAMS, VOLUNTEERS
THAT DISTRIBUTE THE

N

N

b e

T

THESE CHARTS
SHOULD HELP US
IDENTIFY SOME OF
THE DISTRIBUTION
PROBLEMS.

COULD I HEAR
FROM THE HEALTH
ASSISTANTS AND VHTS
WHAT CHALLENGES
THEY ARE HAVING?

WANTS TO
START?

WHEN IT COMES
TO DISTRIBUTION, THE
PROBLEMS START AT THE

SUB-COUNTY LEVEL. VHTS

HAVE TO COME PICK UP THE
DRUES AND FEW EVEN HAVE
BICYCLES TO COVER THE
DISTANCE.

TO THE SUB-COUNTY. AND
THEN WE SPEND DAYS WALKING
TO EACH HOUSEHOLD IN THE

LUNIFORMS SO SOME PEOPLE
DON'T TRUST US. WE EVEN

TRUE. MOST OF US
WALK LONG DISTANCES

VILLAGE.

WE DON'T HAVE OFFICIAL

BRING OUR OWN BAGS.

IT'S HARD

SOME FISHERMEN
CAN'T AFFORD TO PAY
TAXES AT THE OFFICIAL,
CLEANER LANDING SITES OR
FISH PROCESSING FACILITIES
50 THEY 60 TO REMOTE
SPOTS AND ARE HARD TO
REACH.

FLUNDING FOR

PEOPLE
NEED MORE

HEALTH EDLICATION

TO UNDERSTAND

TRANSMISSION. WE
HAVE TO SOLVE THE

ROOT PROBLEM.

THIS DISTRICT

IS ENDING THIS
YEAR.. WE DON'T EVEN
KNOW YET IF THIS
PROGRAMME CAN
CONTINUE.

EVEN WHEN
PEOPLE GET THE
DRUGS, THEY DON'T
HAVE FOOD TO TAKE WITH
THE PILLS SO THEY REALLY
FEEL THE SIDE EFFECTS.
ARE WE NOW ALSO
SUPPOSED TO PROVIDE
FOOD? WITH WHAT

WAIT, SLOW
DOWN. ONE AT
A TIME.

AND
THEY HAVE TO
TAKE THE MEDICINE
IN FRONT OF US TO
MAKE SURE IT'S THE
RIGHT DOSE. DOING

VILLAGE TAKES
TIME.

FISHERFOLK MOVE A LOT, SO YOU

TO MOBILISE
COMMUNITIES. WE
REGISTER PEOPLE AND THEN
GET THE AMOUNT OF DRUGS

TO TREAT THAT GROUP. 8UT

PLAN FOR A CERTAIN NUMBER

AND THEN RETURN TO FIND
THERE ARE MORE PEOPLE
THAN DRUGS.

LET'S
&0 TO ONE
THESE VILLAGES.
YOU SHOULD HEAR
WHAT THE PEOPLE
RECEIVING THE
DRrUES HAVE TO
SAY.
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P
SSERO,

THANK YOU
FOR MEETING US,
I'M THE DVCO FOR
MAYUGE. TELL ME, HAS
DRUG DISTRIBUTION FOR
BILHARZIA HELPED
REDUCE INFECTIONS IN
YOUR VILLAGE?

WE STARTED
RECEIVING
TABLETS IN THE

2000S. THE VHTS

WOULD TEACH US ABOUT

HOW WE GET BILHARZIA

AND HOW TO TREAT IT

BEFORE GIVING US

PILLS.

AND DO
PEOPLE IN YOUR
VILLAGE TAKE THE
DRUGS? DO THEY
EVEN RECEIVE
ENOUGH?

our
VILLAGE 1S SMALL

AND GETTING SMALLER.
THE DRUGS ARE ENOLIGH

BUT THE SIDE EFFECTS ARE
TERRIBLE. VOMITING, DIARRHOEA...

MANY PEOPLE ASK WHY THEY
SHOULD TAKE THE DRUEG WHEN
THEY FEEL FINE AND IT

MAKES THEM FEEL

8UT IF

THEY TAKE
THE TABLETS EVERY

YEAR, THEY ARE LESS

LIKELY TO DEVELOP

SEVERE SYMPTOMS LIKE
LIVER DISEASE, WHICH
CAN LEAD TO
DEATH,

DON'T
PEOPLE KNOW
HOW TO PREVENT
GETTING

BILHARZIA?

YES, THEY
KNOW. 8UT IT'S
EASIER SAID THAN
DONE. PEOPLE HAVE TO

MAKE A LIVING; THEY
WILL ALWAYS CHOOSE
THAT OVER AVOIDING
AN INFECTION.

LET'S 60
TO ONE OF THE
LOCAL CLINICS
WHERE YOU CAN LEARN
A 8IT MORE ABOUT
THE TREATMENT
PROCESS.

SOFT POWER
HEALTH CLINIC

|| R

R

L NI

i

WALK YOUu

TREAT

YOU'RE
WELCOME,
PLEASE TAKE
A SEAT,

DEMBE,
MEET OR.

WASSWA, ONE OF THE
CLINICIANS HERE. SHE CAN

THEY DIAGNOSE AND

T ITS N
NICE TO MEET
YOU DR, WASSWA. I'M
A JOURNALIST WITH THE
NALUBAALE DAILY AND I'M
WRITING A STORY ABOUT THE
INCREASE OF INFECTION RATES
AROUND THE COLINTRY. WHAT CAN
YOU TELL ME ABOUT BILHARZIA?

THROUGH HOW

BILHARZIA,

WHAT ARE THE SYMPTOMS
AND HOW DO YOU TREAT
PATIENTS?

WE TAKE IT STEP 8Y STEP. IF
A PATIENT HAS FEVER, BODY

VITALS SEEM OKAY, WE HAVE TO
Dle DEEPER.

ACHES AND WEAKNESS 8UT THEIR

WE ASK ABOUT THEIR PATIENT
HISTORY: RECENT ACTIVITIES, WHERE
THEY LIVE, WHAT KIND OF WORK THEY DO.

WE THINK PARTICULARLY OF THOSE WHO
LIVE ALONG THE RIVER, OR ARE INVOLVED IN
FISHING THERE. IF WE LEARN THEY WERE IN
CONTAMINATED WATER WE RUN TESTS TO
SEE IF IT'S BILHARZIA

i s g
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THERE

STRAINS: '"MANSONI’
AND ‘HAEMATORBIUM'. IN
UGANDA WE HAVE BOTH,
BUT MANSONI’ IS MORE
WIDESPREAD. FOR 'MANSONI’
WE TEST PEOPLE’'S STOOL.
THE STOOL ANALYSIS CAN
i SHOW THE OVA, WHICH
. ARE THE E€ES OF THE
£ MATURE PARASITE.

ARE DIFFERENT X —

I

'MANSONI’ SHOWS UP IN STOOL, AND ‘HAEMATOBIUM' IN
THE URINE. HOWEVER, THE TREATMENT IS THE SAME FOR
BOTH TYPES OF 8ILHARZIA.

IF
SOMEBODY
1S DIAGNOSED
WITH BILHARZIA, WE
GIVE REPEATED DOSES OF
PRAZIQUANTEL. BECAUSE
PRAZIQUANTEL ONLY KILLS THE
ADULT WORMS IN THE B80DY,
WE MUST TREAT THEM AGAIN
AFTER A FEW WEEKS IN CASE
THERE ARE SOME STILL
DEVELOPING IN THE

BUT SOME PEOPLE
DON'T COME BACK FOR
THE SECOND TREATMENT
50 THEY RISK GETTING
INFECTED AGAIN.

WHAT
KIND OF
PEOPLE DO
YOU USUALLY
TREAT?

FAMILIES WHO COLLECT
WATER FROM THE RIVER AND
LAKE, AND TOURISTS, ON
THE CHANCE THEY SWAM IN
CONTAMINATED WATER
OR WERE EXPOSED

WHAT IF THE
BILHARZIA 6OES
LUNSEEN OR
LINTREATED?

LONG-TERM, THE
EFFECTS CAN BE TERRIBLE.
SOME SYMPTOMS ARE VISIBLE,
LIKE THE DISTENDED BELLY
OR URINATING 8LOOD 8UT NOT
EXPERIENCING PAIN.

BUT IT BECOMES SERIOUS WHEN
THE PATIENT DEVELOPS LIVER
COMPLICATIONS. y

b

OVER TIME, IT
CAN KILL THEM.

~
IT CANKILL
THEM.
-

~ -

N
|




suT
DO PEOPLE
KNOW IT'S AN
ILLNESS OR DO
THEY THINK THESE
SYMPTOMS MEAN
SOMETHING
ELSE?

THEY'VE BEEN
BEWITCHED AND

SOME WOMEN
THINK A DISTENDED
BELLY MEANS THEY'RE
PREGNANT AND WHEN
THEY HAVE THEIR PERIOD,
THEY THINK THEY'VE
HAD A MISCARRIAGE.

You

WEREN'T
KIDDING ABOUIT
GETTING A
CLOSER
LOOK.
DO YOU KNOW {
WHAT IS BETTER THAN pey e
TREATING A DISEASE? ~
|| Il
PREVENTION? A/
| 0
| It _
e _“ —

EXACTLY.
THAT'S WHAT
THE DRUG DISTRIBUTION
PROGRAMME IS FOR. IT IS
DIFFERENT TO TREATING PEOPLE WHO
ARE DIAGNOSED IN THE HEALTH CENTRES,

WE GIVE ONE DOSE OF PRAZIQUANTEL,
DEPENDING ON HOW TALL PEOPLE ARE - IF
YOU ARE TALLER, YOU TAKE MORE, MAYBE 4
OR S TABLETS, WHEREAS IF YOU ARE SHORT,

YOU TAKE MAYBE 3.

BUT AS YOU SAW THERE ARE
WEAK LINKS IN THE DRUG il
DISTRIBUTION CHAIN.

L7



AFTER
MY TRIPS TO

JINJA AND PAKWACH ‘
IT BECAME CLEAR WHY THE
NATIONAL PROGRAMME FAILED.,

I ALSO FOUND AN INTERVIEW
WITH YOU FROM 2009
WHERE YOU EXPLAINED THE
PROBLEMS. WHY DID
NOTHING CHANGE

I 60T INTO
LOTS OF
TROUBLE WITH THE
8I& INTERNATIONAL
DONORS FOR GIVING
THAT INTERVIEW.

[o]0]
T RAISED

THEY NOT QUESTIONS ABOUT
SUPPORT IT, AND SO DID OTHERS,

HEALTH BUT THERE WAS TOO MUCH
EDLICATION? INVESTED IN THE TOP-DOWN
PROGRAMME FOR THE DONORS
TO BE WILLING TO RETHINK
THINGS. THE WORLD HEALTH
ORGANISATION WAS ALSO
PROMOTING IT AS A
SUCCESS STORY.

YOU SEE, THE
INTERNATIONAL DONOR:
WERE OFFERING FUNDING
AND MEDICINE, AND THEY \
WANTED QUICK RESULTS. THEY \y
WERE NOT VERY INTERESTED IN
THINGS LIKE HEALTH EDLUICATION,
AND EXPECTED PEOPLE WOULD BE
EAGER TO SWALLOW TABLETS.

MONITORING WAS ALL ABOUT
TABLETS ARRIVING IN THE
COUNTRY AND BEING SENT TO
DISTRICTS. THERE WAS LITTLE
ASSESSMENT OF ACTUAL
DRUG CONSUMPTION.

B8UT WHAT
ABOUT THE DRUG
COMPANIES. WHY
HAVE THEY PROVIDED
ALL THE FREE
TABLETS?

- WELL, THEY GET y
=y POSITIVE PLBLICITY. 3
1 THEY'RE ALSO CONCERNED
ABOUT PROTECTING DRUE
PATENTS AND THEY GET TAX
BENEFITS, BUT THEY ALSO
WANT TO BELIEVE THAT THEIR
MEDICINES CAN HELP
PEOPLE WHO NEED

WHAT DO YOU
THINK NEEDS TO
CHANGE?

WE NEE|
BASIC PRIMARY
HEALTH CARE - WHERE
WE HAVE THE EQUIPMENT
TO DIAGNOSE THE DISEASE
AND MEDICINE IN STOCK TO TREAT
INFECTED PEOPLE - WITH A REFERRAL
SYSTEM FOR THOSE WITH COMPLICATIONS.
THEN WE COULD TEST PEOPLE BEFORE
TREATING THEM.

WE ALSO NEED TO FOCUS ON CHILOREN
LINDER FIVE YEARS. UP TO NOW, THEY
HAVE NOT BEEN INCLUDED IN THE DRUG
DISTRIBUTION PROGRAMME BECAUSE WE
HAVE NOT HAD THE KIND OF TABLETS
NEEDED FOR INFANTS. IF WE GET
THEM IN THE FUTURE, WE CAN AIM
TO PROTECT ALL CHILOREN, AND
THAT SHOULD STOP MOST OF
THEM HAVING SERIOUS
SYMPTOMS IN LATER
IFE.

THAT IS WHAT THE
GOVERNMENT IS NOW
COMMITTED TO - LINIVERSAL
HEALTH COVERAGE. WE HAVE
TO MAKE OUR INTERNATIONAL
COLLEAGUES UNDERSTAND THAT
PROVIDING FREE DRUEGS IN A
WAY THAT CRIPPLES OUR
SYSTEM DOESN'T WORK.

AND
wiLL
UGANDA'S
AID DONORS

ACCEPT
THAT?

... IT SEEMS THAT THE
INTERNATIONAL DONORS
COME AND THEY SAY, WE CAN
HAVE DRUGS FOR FREE, BUT LUGANDAN
AGENCIES HAVE TO DELIVER THEM IN THE
WAY THEY WANT. THEY PROVIDE FUNDING
FOR MEDICAL STAFF TO RUN THE PROJECT.
BUT THEY IGNORE WHAT IS HAPPENING ON
\'HE GROLIND, AND ASSUME COMMUNITIES
WILL JUST DO WHAT THEY SAY. T
REALLY WONDER IF THEY WOULD
DO THE SAME THING IN THEIR
OWN COUNTRIES...?

HOPEFLILLY.
SOMETIMES IT
1S HARD TO CHANGE
THINGS FROM INSIOE.
THAT IS WHERE
JOURNALISTS LIKE
YOU CAN HELP

WE SEE
THIS IN OTHER
AREAS TOO. UGANDA
REALLY NEEDS TO OWN

ITS POLICIES AND STOP

DOING WHAT AID DONORS
SAY. DON'T MISS A DETAIL,
DEMBE... I'M LOOKING
FORWARD YOUR
ARTICLE.

I SUPPOSE
WE CAN AT
LEAST TRY TO
TELL THE FACTS AS
THEY ARE, AND

HOPE SOMEONE

LISTENS.




A biosocial
schistosomiasis
transmission
diagram

-Georgina Pearson

As aneglected tropical disease, schistosomiasis
(or Bilharzia as it is commonly known) is
associated with  poverty, predominantly
affecting rural populations living in tropical
and sub-tropical environments. Accurate
prevalence data is hard to come by, however
recent estimates from the World Health
Organization suggest that over 290 million
people  worldwide  required = preventive
chemotherapy in 2018 (WHO 2020). While
preventive chemotherapy, the mass drug
administration of praziquantel to populations
living in high endemic areas, has been the
predominant public health control strategy
since the early 2000s, consensus is that
sustained control, and potential elimination,
of schistosomiasis cannot be achieved solely
through the mass distribution of praziquantel
(Tchuenté et al. 2017, Grimes et al. 2015).
Transmission is influenced by factors beyond
the biological, with disease patterns showing
micro-geographical  variations.  Scholars
have thus called for biosocial approaches
to controlling the disease (Parker, Polman
and Allen 2016), and the need to understand
transmission within a broader bioclogical
and social context in the localities where the
parasites and people co-exist (Pearson 2016).

Schistosomiasis transmission cycle diagrams
used for public health education and promotion
tend to focus on the biology of transmission,
overlooking the social and structural aspects
that enable and constrain transmission and
control. Our previous and extensive research
in Uganda since the early 2000s has clearly
documented the implications - for both
understanding transmission and seeking

o0

control - of focusing narrowly on the vertical
public health programme, without taking into
account the broader context (Parker, Polman
and Allen 2016; Pearson 2016). Furthermore,
in 2019, as part of the Localised Evidence
and Decision-making project (LEAD), we
conducted a series of participatory systems
mapping exercises with national and district
staff involved in public health control of
schistosomiasis in Uganda and Malawi to
elicit local perspectives on schistosomiasis
transmission. The maps produced clearly
brought out broader and wvarious factors
relating to schistosomiasis transmission,
with mass drug administration and access
to praziquantel being one component, among
many other interlinked components. Drawing
on this work, we thus developed two interlinked
diagrams that depict the biological and social
dimensions of schistosomiasis transmission in
alocalised environment that would be useful as
a public health tool for practitioners involved in
the control of schistosomiasis at district level or
equivalent.

Schistosomiasis
transmission and the
parasite life cycle

A  number of species of schistosome
cause disease In humans (S. mansoni, S.
haematobium, S. japonicum, S. mekongi and S.
intercalatum). Our diagram depicts S. mansoni
and S. haematobium, the species that are
endemic in Uganda and other sub-Saharan
African countries. As depicted in the life cycle
diagram, biologically, the transmission of S.
mansoni and S. haematobium occurs when
faeces and urine, respectively, containing the
parasite eggs contaminate rivers and lakes [1]
that contain the snail intermediate hosts (of
the genera Biomphalaria for S. mansoni and
Bulinus for S. haematobium). The eggs produce
miracidia [2] that enter and develop inside the
snails [3]. Subsequently, microscopic cercariae
[4] are released into the water which enter the
human body through the skin when a person

comes in contact with infested water. Within
the human body, the cercarice migrate and
develop into male and female adult worms
[5], which reside in the intestinal and urinary
venous systems and continue to release eggs
into the intestinal and urinary tracts. Thus,
the cycle continues when somebody with the
parasite defecates or urinates in the open.

Transmission cycles focused on the microscopic
components of the parasite life cycle have
a tendency to present unrealistic depictions
of the human interactions with the unseen
parasite life cycle (Centers for Disease Control
and Prevention n.d; Downs et al. 2017, Figure
1). Two aspects were of particular concern
that we aimed to address in developing the life
cycle diagram. First, the depiction of enlarged
cercariae entering people’s legs in the water
presents an image of a visible worm-like
creature, despite cercarice being unseen to
the naked eye. Second, the depiction of people
defaecating and urinating outside and in the
open is an unfavourable presentation of what
is ‘hidden’ from view and shaped by necessity
- people working where there is no access to
safe water and sanitation in the vicinity of the
shoreline. We present the scaled-up microscopic
stages of the parasite’s life cycle within a scene
of life and living along the lake and river shores
in northwest Uganda.

The Bilharzia parasite life cycle diagram
was developed to show the parasite life cycle
alongside broader aspects of schistosomiasis
transmission, encompassing  aspects  of
everyday life and livelihoods at river and
lakeshores, depicting water contact and
activities relating to water, sanitation and
hygiene. The Schistosomiasis transmission
illustration depicts life near the water and
the various activities that occur in proximity
to the shoreline that enable transmission. In
doing so, it highlights water contact and open
defecation/ urination alongside the need
for diagnosis and treatment (including, but
beyond mass drug administration) through
the primary health care system. These various

preventive structures (access to safe water,
sanitation facilities and primary healthcare)
tend to be at a distance to shoreline locations
where daily activities take place - a distancing
which thus impacts on transmission and limits
control.

The diagrams as a public

health tool

Presenting a localised transmission scene, it is
intended that the diagrams will be useful as a
public health tool at district and community
levels, and used by healthcare providers and
local actors involved in public health messaging
and education around schistosomiasis control
(District Vector Control Officers, Health
Educators, Health Inspectors, Health Assistants
and Village Health Teams), as part of ongoing
activities including Social and Behaviour
Change Communication (SBCC). The scene
can be used to facilitate discussion on issues of
water use, access to safe water, sanitation and
primary healthcare, alongside measures that
people may take to mitigate transmission of
water-borne disease such as schistosomiasis.
The scene can be adapted to reflect the local
environment in other areas of Uganda and
elsewhere where schistosomiasis is present,
to facilitate discussions on the complexities of
transmission in different localities.

Contributions

Georgina Pearson led the development of the
diagrams and written commentary. Mirembe
Musisi developed initial drafts for the diagrams
and Victor Ndula completed the artwork. Tim
Allen, Melissa Parker and Cristin Fergus (LEAD
research team) provided comments on the
diagrams. Isaac Leku and Michael Nyaraga
(District Vector Control Officers, Uganda)
provided comments on the diagrams and input
on the written commentary:.
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Bilharzia parasite life cycle under the microscope showing intestinal
(Schistosoma mansoni) and urinary (Schistosoma haematobium) forms.

il

1. Eggs of 5. haematobium in urine,
and Eggs of 5. mansoni in faeces

Key for the Bilharzia parasite life cycle diagram

With open defaecation and urination, faeces and
urine containing the parasite eggs of S. mansoni and

S. haematobium, respectively, contaminate rivers and
lakes.

The eggs hatch and release miracidia into the
water.

The miracidia enter the snail intermediate
hosts, where they develop and multiply into
sporocysts and form cercariae.

Free-swimming cercariae are released from the

snails into the water. When somebody comes in

contact with the water, the cercariae penetrate
the bare skin and become schistosomulae.

The schistosomulae migrate via the circulation

through the body and develop into male and

female adult worms. Residing in intestinal (S.

mansoni) and urinary (S. haematobium) veins,

the female produces eggs which can cause
disease in the person.
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Dr Lilian Mary Nabulime is a Senior Lecturer and former Head of the
Sculpture Department in the School of Fine Arts (CEDAT) at Makerere
University, Kampala. She holds a PhD in Fine Art from Newcastle
University (2007). Her research interests include art as a social
practice, and bringing together art practice and HIV/AIDS research.
Using everyday objects such as soap, bowls, mortar and pestle, found
objects, and through modelling, wood carving and installations, she
seeks to embody a specific social agenda that raises awareness, fights
taboos and promotes discussion, as well as moving the meaning of art
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Werzile Harmans is an art practitioner whose interdisciplinary practice
encompasses performance, film and installation as a tool for social
change. His work confronts prejudices and advocates against social
inequality and creates a platform for critical self- reflexivity within
unwelcoming spaces. Harmans’ work is influenced by how things have
come into existence, as well as motivations behind certain movements,
reactions, examining human behaviour and mostly how these become
symbols.

Harmans' awards and commissioned projects includes M1/M2
Highway Billboard Feature by Centre for Less good ideas, A Film
by Human Rights Defender Hub Arctivism and University of York
(CAHR), ANT Mobility Fund recipient, David Koloane Award 2019,
Fruits of Democracy in Arts 2019 and the Arts & Culture Trust Impact
Finalist award 2020. Harmans’ work has been exhibited at Iziko
National Gallery, Norval Foundation, South African State Theatre,
Hangar and Vrystaat Arts Festival and Spier Light Art. He has taken
part in an ICA Fellowship, Infecting the City and Thupelo workshops

and an OpenLab residency.
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Wallace Juma Wandera was born in 1987 on the shores of Victor Ndula is an editorial cartoonist who lives and

Lake Victoria in western Kenya, where he spent his early works in Nairobi, Kenya. His work is published daily in
years before relocating to Nairobi city. After gaining his The Star under the caption “Victor's View” Drawing
O’Levels, he joined Buruburu Institute of Fine Art in 2010,

where he studied art and design. Two years later he began

cartoons for roughly a decade, Victor is a member of
the global organization Cartoon Movement. He has
a full time career as a visual artist working closely with exhibited his work at cartooning festivals in Switzerland,
both his Nairobi and rural communities. France, Germany, Peru, Qatar, The Netherlands and at
In his art Wandera uses an array of materials and the London School of Economics (LSE). Victor has won
techniques to visualise his message and thoughts. His the first prize of the United Nations / Ranan Lurie Political
work has been exhibited in East Africa, Nigeria, Germany, Cartoon contest.
Belgium, USA and Australia, and features in numerous
private collections and art publications. He attended the
Art Kathatica artist residency in Rusinga island Kenya in
2018, and received first prize in the Manjano art contest in
Nairobi, and second prize in the Artist View Schramberg
in Germany for a collaboration with his artistic mentor in
2015. Most recently he won an artist grant and stay-at-

home creative residency from Africalia Belgium in 2020.
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Gloria Kiconco is a poet, essayist, and zine-maker based in Kampala,
Uganda. Her poetry has been published on various online platforms
and anthologies. Gloria shares her poetry through spoken word
performances, readings, and audio compilations in collaboration with
music producers. Her poetry practice inspired the use of zines as a way
of self-publishing and exploring alternative forms. She has created
various zines including SOLD OUT (2016), RETURN TO SENDER
(2018) in collaboration with illustrator Liz Kobusinge, and You Are Lost,
You Are Here X (2020) through a residency with Crater Invertido in
Mexico City, Mexico.

As an arts journalist, Gloria’s work on African and afro-diasporan
artists has appeared in various publications including People Stories
Project, Dazed magazine, The Wire, and Perform! Her personal
essays can be found on Adda and on undermyourskin, a collection
of interactive essays, created in collaboration with writer Raksha
Vasudevan. Gloria is also an independent consultant for art writing,
editing, and workshop design/facilitation.
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Dianah Bwengye is an illustrator and graphic
designer based in Uganda. She has eleven years
experience working with several organisations and
institutions. She enjoys using her skills to contribute
to the exciting developments that happen every
day in Uganda’s creative industry. She graduated
from the Kyambogo University in Uganda with a
Bachelor’s degree in Art and Industrial Design in
2011
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Georgina Pearson is a Lecturer in the Institute
for Global Health and Development at Queen
Margaret University, Edinburgh, and a Visiting
Research Fellow at the Firoz Lalji Institute for
Africa, London School of Economics. A medical
doctor and medical anthropologist by training,
her research investigates global health priorities
from an interdisciplinary, biosocial perspective,
and local understandings of health, illness, disease
and public health interventions, particularly
among fishing populations. Georgina’s PhD was
based on long-term ethnographic fieldwork and
epidemiological study exploring everyday realities
of neglected diseases (schistosomiasis, Buruli ulcer
and hepatitis) and their control among fishermen

and women in northwestern Uganda.
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Cristin Fergus is Lead Investigator for the LEAD
Project, based at the Firoz Lalji Institute for
Africa, and PhD researcher in the London School
of Economics Department of International
Development, where she examines aspects of
evidence for decision-making within global health.
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measurement and evaluation, and worked for
international organisations and NGOs on the
development of disease metrics and evidence to

support health policy and practice.
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Institute for Africa and Professor in Development
Anthropology in the Department of International
Development at the London School of Economics
and Political Science. His research has focused
on international criminal justice, non-formal
accountability mechanisms, forced migration,
reintegration following displacements, war and
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healing, tropical diseases, HIV/AIDS and health
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tropical diseases. He has carried out long-term field
research in several African countries, mostly in East
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textbook, Poverty and Development, which is now
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Dr Kara Blackmore is a curator and anthropologist
who works at the intersection of arts, heritage
and social repair. She has curated exhibitions in
Uganda, South Africa, the UK and the Netherlands.
Her most recent exhibition When We Return: Art
Exile and the Remaking of Home, invited artists to
reflect on research and forced migration between
east and central African countries. She has
authored academic and arts journalism texts in
outlets such as Critical Arts, the Journal of Refugee
Studies, C&, Something We Africans Got, and Art
Africa. Kara is currently a Policy Fellow at the Firoz

Lalji Institute for Africa.
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Africa at SOAS, University of London, and Principal
Investigator for the VALEAD project. Her research
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