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Two oneko latina* 
(The disease killed my child) 

This disease has spoiled my home 
I saw their bodies being buried  
I saw it in a dream 
I waited for the boy and girl in vain 
I saw their bodies being brought 
I saw it in a dream 

This disease has killed my son in water 
And my daughter in fire 
Oh my child! 
I waited in vain for my son and daughter 
The disease killed the children in the water 
I saw their bodies being brought 
I saw it in a dream 

My daughter burnt her face 
Her limbs were amputated 
I am mourning my child 
Death is now painful in Tumangu 
Who is going to help us? 

I saw my daughter being buried  
I saw it in a dream  
I waited in vain for my son and daughter 
The disease killed them in the water 
I saw the children being killed 

Song by Okony Tumangu Tim 

* Recorded by Van Bemmel & Aalten in Kitgum, 2014
Translation by Denish Okidi
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Introduction 

“We have a disease in northern Uganda, codenamed nodding disease”. These words, 
spoken by Beatrice Anywar during a Parliamentary Meeting in February 2012, mark 
the start of a series of political as well as public debates on the poorly understood 
nodding syndrome2 in Uganda. Although village health workers already noticed the 
repetitive, involuntary head nodding of young children in 1998, it took considerable 
time before the symptoms appeared on the national radar. Facing the Members of 
Parliament on a mid-afternoon in Kampala, opposition MP Anywar continues her 
statement as follows: 

The ‘nodding disease’ has been given that code name because of the signs it 
exhibits in the children who are suffering from it in northern Uganda. When 
you look at them, they are half normal. When they see food, the disease 
escalates; their heads seem to be very heavy to lift and they keep on nodding 
like monitor lizards. This has a painful effect on our people. The disease is not 
known and as we talk right now, 3000 children have so far been infected and 
about 200 have died. As a country, we do not know what this disease is. 
Madam Speaker, by the fact that we do not know the disease, we have not 
been able to address it. (…) When one moves far away, you find that the sick 
children have fallen in the water and died or in the fire in the kitchen and got 
burnt. In this household, when a mother is going to fetch water, she gets a 
rope and tethers the children like goats on a tree so that they do not wander 
about and fall in water or fire. (…) This has further made them stop the sick 
children from attending classes. Colleagues, we do not have a future if our 
children are not going to school. You can just imagine the socio-economic 
impact of this disease. Parents, imagine your child dying in your hands 
without any hope of having a cure. I have just talked to the medical 
superintendent as I was walking in here. He says they have even stopped 
going to the hospital because even the medical personnel do not know what 
to do with the children because the disease is mysterious to them. (…) I would 
want through you, Madam Speaker, to very precisely ask the government to 
come up with a full report so that we all know what this ‘nodding disease’ is 
all about. We also want the government to take on emergency undertakings 
immediately. We want to see a budget brought and channelled there to help 
the sick children and their families. We would like to see mobile clinics 
created so that where these children are hidden, hope and some help is 

2 Although this thesis underscores the importance of acknowledging different discourses and labels that 
are used to refer to the head nodding episodes, I chose one term in order to increase the readability of 
this book. ‘Nodding syndrome’ is used in the majority of academic publications on head nodding in 
northern Uganda. I however do not use this label to refer to a static neurological category, but as a 
flexible term referring to different ideas on the meaning of nodding episodes. 
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restored to them. We want northern Uganda to be declared a disaster area so 
that we can address this issue as a real disaster and probably we get to the 
root of the problem. We also want the government to intensify on research to 
discover the scientific name of the disease. Should this not be done, Madam 
Speaker, we, the leadership of northern Uganda – I am going to bring the 3000 
children to Kampala to the national referral hospital so that they are near the 
centre of power. As we talk now, it seems northern Uganda is being forgotten 
on this (PoU, 2012a). 

In her political statement, Beatrice Anywar sums up three features of nodding 
syndrome (NS) that make it a mediagenic topic in the following years. First, she 
points to the disastrous consequences of the symptoms and their socio-economic 
impact. She uses moral sentiment to mobilize support for social action, by asking 
the audience to imagine the hopelessness felt by parents of affected children. It is 
the social and physical burden on the afflicted households that defines nodding 
syndrome as a problem. Secondly, the politician addresses the keenness to know 
what is happening and to label the misfortune. As many respondents did during 
fieldwork, Anywar connects the state of unknowing to the inability to address the 
symptoms. In order to manage the mysterious ‘nodding disease’, we need to know 
what it is, she argues, and ‘discover its scientific name’. Thirdly, she addresses a lack 
of health facilities and connects this to a political sentiment of its victims being 
situated in the forgotten northern Uganda. In her statement, Beatrice Anywar draws 
a division between northern Uganda and the ‘centre of power’ in Kampala, and 
argues that considerable inequity in healthcare services exists across regions in 
Uganda. Thereby, she points at power struggles involved in the management of the 
poorly understood syndrome. 

These three aspects -the burden, unexplained elements and political 
connotations of nodding syndrome- appear throughout all articles presented in this 
book. Overall, focus is put on the processes in which nodding syndrome is selected, 
labelled and recognized as a distinct category and the consequences this has on 
ways of dealing with the symptoms. The act of head nodding in children has 
obtained special meaning related to the socio-political context in which it exists. 
Scattered traits of behaviour and disparate explanations that had not previously 
been thought of as constituting one system came to be considered as part of the 
same NS phenomenon. Subsequently, the acquired meaning of the nodding episodes 
initiated certain social (re)actions, and stands in direct relation to the syndrome’s 
management. The central thesis of this study is that we can learn more about 
afflictions and their management by looking at formative processes through which 
illness is conceptualized. Hence focus is put on the various and distinct discourses 
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that seek to gain insight into nodding syndrome and thus constitute its 
conceptualization. 

Nodding syndrome 

Episodes of involuntary nodding of the head were first noticed during the twenty 
years of conflict between rebel group Lord’s Resistance Army (LRA) and the 
Ugandan government, when large part of the Acholi population had forcefully been 
moved into internally displaced person camps. Here, previously healthy children 
were observed to nod their heads in a repetitive way, frequently triggered by food 
or cold weather and accompanied by cognitive decline and stunted growth. While 
the signs of epilepsy or two lirlir had been known in this area for a long time, the 
symptoms of nodding syndrome were considered to be something new. 

In 2009, approximately three years after the return of relative peace to the 
northern region, a team consisting of representatives from the Ugandan Ministry of 
Health (MoH), American Centers for Disease Control and Prevention (CDC) and 
World Health Organization (WHO) conducted first epidemiological investigations 
into the alleged nodding syndrome in Kitgum district. Media reports on the 
emergence of a ‘strange disease’ came up (e.g. Daily Monitor, 2009), but the topic soon 
disappeared from the national spotlight. This changed at the end of 2011, when local 
actors became concerned about what they thought was lack of action and demanded 
an adequate political response to the distressing symptoms. The Acholi 
Parliamentary Group paid a first official visit to the affected area, spokespersons 
such as MP Beatrice Anywar stood up, and more than two hundred reports on NS 
appeared in the major newspapers during the following year. With estimations of 
over 3000 affected children and discussions touching upon political and ethnical 
sentiment, politicians were forced to make clear-cut statements in public. In March 
2012, the attention to nodding syndrome resulted in an official governmental 
response plan (MoH, 2012a) and the opening of several nodding syndrome 
treatment centres in the northern districts of Uganda. 

In the years following the opening of these centres, NS emerged as an important 
public health issue and many speculations arose about what causes it, e.g. an 
experiment gone wrong, relief food poisoned with chemical preservatives, the after 
effect of exposure to munitions in war, psychological consequences of the conflict, 
mycotoxins, deficiencies in vitamin B6, the lack of ancestral ceremonies, revengeful 
spirits, or a deliberate attempt to harm the Acholi population. Although extensive 
research on NS for biological and environmental causative agents has taken place 
over the past decade, no convincing single cause has been reported. In February 
2017, initial evidence was provided that supports the biomedical hypothesis that 
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nodding syndrome is an autoimmune epileptic disorder initiated by a parasitic 
infection with Onchocerca volvulus (Johnson et al., 2017), but more research is 
needed. Whereas nodding syndrome has been defined as a distinct medical 
condition over the past years, little attention has been paid to local perceptions of 
the nature, aetiology and treatment of symptoms. 

The formation of a black box 

The entry point of this study is not so much the functioning or reopening of ready-
made ‘black boxes’, but the formation of sets of elements which together might start 
to function as such. Emphasis is put on how meanings of phenomena do not 
necessarily inhere in the phenomena themselves but develop through interaction in 
a social context: i.e. how actors contribute to producing perceived social reality and 
knowledge (Conrad & Barker, 2010, p.68).  
        Latour’s abstract notion of a black box refers to a concept used by cybernetics 
when a piece of machinery or a set of commands is too complex, and in its place a 
little box is drawn about which they need to know nothing but its input and output 
(Latour, 1987, p.2). In other words, black boxes simplify complex systems while 
ignoring their internal workings. The articles in this thesis focus on the actors and 
their formative processes of a black box in which a combination of heterogeneous 
components make up ‘nodding syndrome’ as a distinct (e.g. biomedical, political or 
spiritual) condition. Once the structure is ‘blackboxed’ it appears strong (Latour, 
1987, p.13), after which we lose sight of its internal complexity. (Re)Opening a black 
box is an attempt to understand the internal workings of a given mechanism or 
idea. However, instead of opening black boxes retrospectively, it would be much 
simpler to be there before the box closes and becomes black (Latour, 1987, p.21). 
Nodding syndrome makes an interesting case study to examine processes of 
formation, since its starting point is ‘non-existence’: the affliction is considered to 
be something previously unknown. In addition to Latour’s study of science in action, 
this thesis does not only follow the discourse of scientists, but other actors as well in 
their formation of ideas about nodding syndrome and their efforts to construct its 
black box. Beyond the abstract notion of the black box as static entity, this thesis 
focuses on the praxis of the black box: the processes and acts through which it is 
shaped and acquires meaning.  
       Here the pitfall is the expectation of grasping nodding syndrome’s ‘essential 
character’; to focus on an end product -a simplified black box- instead of 
acknowledging the complexity and fluidity of its meaning. Cook and colleagues 
(2009) warn about the assumption that a hidden truth exists that explains and ties 
together all the partial perspectives as part of the same integrated phenomenon. 
Instead of aiming to reconstruct a ‘shattered whole’, this study looks at concepts of 
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nodding syndrome as articulated in specific situations and subject to reflection and 
intervention. The search for a larger system hidden behind the elements -a 
coherent structure with a beginning, middle and an end- is however evident in 
many narratives on illness. Different types of events, such as past experiences with 
violence, political unrest and (a lack of) ancestral ceremonies, are for example 
included in explanatory narratives on the emergence of nodding syndrome. 
Mattingly (1994, p.812) describes ‘emplotment’ as the rendering and ordering of an 
event sequence into parts which belong to a larger temporal whole.  

With the internal complexity of black boxes and the fragile and shifting nature of 
emplotment in mind, the current study on nodding syndrome pays attention to its 
formative processes and narrative dimensions; to the construction of concepts, the 
context in which they are produced, and the actors who are allowed to articulate 
them.  

Labels,  knowledge and the unknown 

How a problem is defined influences the experiences of individuals and affects how 
society responds to the problem. To that end, Conrad and Barker (2010, p.76) argue 
that we must routinely ask ourselves what the definition is of the problem upon 
which a policy is based, how it was developed, and what the consequences are of 
adopting this definition. In this study, epistemological labels are seen as an outcome 
of social and political negotiation, whereby specific decisions are taken on the 
inclusion and exclusion of terms. Labelling inherently creates exclusive divisions, 
and labels are therefore ‘a priori exclusionist’ (Gupte & Metha, 2007, p.68). According 
to Moncrieffe (2007, p.2) labelling processes are linked to the distribution of social, 
political and economic power and involve relationships in which more powerful 
actors use labels to influence how particular issues and categories of people are 
regarded and treated. The question is not whether we label, but which and whose 
labels prevail, and under what contextual conditions (Wood, 2007, p.19). Applied to 
the analysis of the conceptualization of NS, we can examine how specific sets of 
labels -as well as ideas on what qualifies as knowledge- become universalized and 
legitimized instead of others. 

 A parallel can be drawn with early explorations of HIV/AIDS in the 1980s. Faced 
with a new disease of unknown origin, several hypothetical models were 
constructed to explain and label the disorder. Oppenheimer (1992, p.75) argues that 
the history of the epidemic demonstrates that the construction of HIV infection 
-like the construction of NS- was (and is) a dynamic process in which different
scientific (and other) specialties negotiate definitions that reflect their relative
power. Like ‘nodding syndrome’, the term ‘acquired immune deficiency syndrome’
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was coined at a CDC meeting, after which it became extensively used in official 
publications. As this thesis will illustrate, institutes like the CDC and its 
epidemiologists still play a prominent role in defining and managing ‘medical 
mysteries’ (Oppenheimer, 1992, p.49). However, the struggle for control of discourse 
is not simply a one-way process. Pool (1994, p.260) emphasises that local people 
actively appropriate and alter concepts and terms to suit their own purposes, ‘thus 
creating new concepts’. Accordingly, the indeterminate and ambiguous nature of 
terms and concepts should be emphasised, situating them as the products of an 
ongoing dialogue and stressing both their unique and intersubjective nature (1994, 
p.249).

While Latour argues that ‘power’ must be understood as a consequence rather
than a cause of collective action (1986, p.269), Foucault insists that discourse is 
always created through particular practices of power/knowledge. The production of 
knowledge is an exercise of power, and power is a function of knowledge. According 
to Foucault (Rabinow & Foucault, 1984, pp.72-73), each society has its ‘general 
politics’ of truth: e.g. the types of discourse which it accepts and makes function as 
true and the mechanisms and instances which enable one to distinguish true and 
false statements. He understands the battle for truth as ‘the ensemble of rules 
according to which the true and the false are separated and specific effects of power 
are attached to the true’ (Rabinow & Foucault, 1984, p.74). In addition to Foucault, 
Kirsch and Dilley (2015, p.23) emphasise that every ‘regime of knowledge’ is 
simultaneously a ‘regime of ignorance’; by determining legitimate types, modes and 
objects of knowing, parallel forms of non-knowing with their respective modes and 
objects are determined too. Consequently, they argue, the Foucauldian conceptual 
pair power/knowledge should ‘be broadened to include those aspects of power 
relations that are associated with people’s un-knowing, non-knowledge, nescience 
and ignorance’.  

 All actors in this study identified a certain gap of knowledge –a lack of 
information- when addressing the cause and cure of nodding syndrome. The 
‘presence of this absence’ can be considered as an agent that drives action; it 
underlines the affliction’s mysterious character and mobilises researchers, healers, 
journalists, politicians and affected families to look for answers. Furthermore, the 
local population repeatedly points to the (perceived) existence of a stock of 
knowledge that they are not part of. The recognition of the limits of their own 
knowledge on cause and cure and the expectation that more knowledge -and 
potential support- could be available, gives rise to conspiracy theories (e.g. on 
political involvement) and fuels feelings of anger and distrust. Like labelling and 
knowledge, we should see ‘non-knowledge’ as part of a social and political field that 
involves relations of power. The ownership of (non)knowledge and the authority to 
label and control illness are recurrent themes in this thesis. 
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Questions and aims of this study 

A function of this study is to gain analytical and critical insight into 
conceptualizations of nodding syndrome by examining formative processes and 
practices, and how actors reflect upon them. The central question is how recurrent, 
involuntary episodes of head nodding in northern Uganda are conceptualized3 and 
responded to by different actors. 

 Following Pool (1994, p.249), the first chapters explore the fields of meaning in 
which terms associated with nodding syndrome are embedded and the way they 
relate to each other in people’s discourse. The articles gain insight into 
conceptualizations of head nodding episodes by focusing on how they are 
represented: which elements are emphasised, why and by whom? Attention shifts 
from the detection of various and distinct discourses (chapter 2) to 
conceptualizations of nodding syndrome in media reports (chapter 3) and 
constructions of NS in global health discourse and affected areas in Uganda and 
Tanzania (chapter 4). Once insight is gained into various concepts of nodding 
syndrome, the remaining chapters examine the question how they are acted upon 
and, in turn, facilitate action. Focus is put on the management of NS by exploring 
the role of the state in healthcare provision and notions of healthcare responsibility 
(chapter 5) and the negotiation of treatment by mapping various therapeutic 
trajectories (chapter 6). Throughout the analyses, three interwoven approaches 
towards NS take main stage whereby the syndrome is presented as a biomedical, 
spiritual and/or political problem. The chapters establish an understanding of 
different representations of NS and argue that the episodes of head nodding are 
related to the social, political body in which they are manifested. With the inclusion 
of different actors, the elements in the ‘black box’ become more diverse and 
defining nodding syndrome becomes utterly complicated. 

Since the objective of the study involves both the gaining of insight into 
conceptualizations of illness and the establishment of knowledge, attitudes and 
practices regarding nodding syndrome, the contribution of this book is two-folded. 
First, the articles add to the anthropological knowledge on processes of 
conceptualizing illness, by not focusing on the product but on the formation of ‘black 
boxes’. By documenting the social, cultural and political context in which formative 
processes take place and by analysing different discourses, this thesis enhances 
understanding of the way in which concepts are constructed and processes of 
meaning-making take place. Secondly, the articles contribute to the academic 

                                                        
3 Concepts are symbolic constructs, which we employ when we refer -or try to refer- to phenomena. They 
result from processes of ordering and organizing one’s observations and experiences into meaningful, 
abstract wholes. In this study, concepts refer to representations of the head nodding episodes; how they 
are known and understood by respondents. 
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literature on nodding syndrome, which is predominantly biomedical by nature. The 
utilization of anthropological methods has the potential to act as a ‘corrective’ in 
the overly technical and biomedical global discourses and practices on illness 
(Kamat, 2009, p.57). The chapters improve understanding of illness experience, 
management and the context in which meaning-making processes of NS take place. 
This is important information on which (both biomedical and non-biomedical) 
future studies on nodding syndrome can build. 

Research location 

The presented articles and additional film documentary are based on qualitative 
research in Uganda, a landlocked country located in East Africa with an 
approximate geographical area of 241,511 square kilometres. As of 2014, the 
population of Uganda was estimated to be 34.6 million, with half of its people age 15 
or younger (UBOS, 2016, p.8). With a gross national income per capita of 700 U.S. 
dollars, Uganda is considered to be a low-income country and ranked 198 out of 217 
countries (World Bank, 2017). The precarious economic situation has implications 
for health, given that illness and poverty have a dialectical relation, reinforcing and 
exacerbating each other. 

 Fieldwork was conducted in an area known as ‘Acholi sub-region’, which refers 
to the districts in northern Uganda that are traditionally inhabited by Acholi people. 
Nodding syndrome has affected an estimated 1687 (CDC, 2014) up to 3094 children 
(DGHS, 2012), mainly in the northern districts of Kitgum, Pader, Lamwo, Amuru and 
Gulu. Data collection for this study predominantly took place in Kitgum, a district 
with a population of 204,048 (UBOS, 2016, p.51). In 2012, the number of nodding 
syndrome affected people in Kitgum district was estimated to be 1278 (Nduhuura, 
2012; MoH, 2012b). In March of that same year, the Ugandan Ministry of Health 
established nodding syndrome screening and treatment centres at Kitgum Hospital 
(Kitgum district), Palabek Kal Health Centre III (Lamwo district) and Atanga Health 
Centre III (Pader district) (Map 1).  

Kitgum Hospital doubles as the main NS screening and treatment centre to which 
cases from Lamwo and Pader district can be referred. The regional referral hospital 
in Gulu district receives NS cases that cannot be managed in the three treatment 
centres. Furthermore, NS cases that require highly specialized treatment are 
referred to the national hospitals in Kampala, where comprehensive specialty care, 
research and training is provided. Although the majority of fieldwork has been 
carried out in Kitgum district, visits were also paid to affected households and 
treatment centres in Lamwo and Pader district, the Hope for Humans centre in Odek 
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(Gulu district) and to Gulu Hospital. 

  Map 1.  Nodding syndrome screening and treatment centres 

Two aspects that are particularly important to take into consideration when 
studying nodding syndrome are the socio-political position of the Acholi population 
and the functioning of the Ugandan healthcare system.  

Ethnicity,  confl ict  and the emergence of  nodding syndrome 

The NS-affected population consists of Acholi people with a shared history of 
conflict, which makes nodding syndrome prone to political interpretations and 
evaluations. Narratives on nodding syndrome are intimately bound up with 
perceptions of societal and ethnic identities and in order to understand its political 
connotations, knowledge of the complex relationship between Acholi and current 
power holders is required. Doom and Vlassenroot (1999, p.7) mention two 
characteristics of the recent political history of Uganda that are crucial in order to 



20 

understand current day affairs: the widening societal gap between north and south 
and the militarization of politics. 

During British colonial rule the Acholi were widely viewed as a tribe of inferior 
order and of limited interest to those at the centre of the colonial endeavour. This 
was mainly due to the physical remoteness, sparse population, and limited 
productive capacity of the land, the supposed ‘natural’ laziness of Acholi people, the 
relatively small-scale and decentralized nature of political organization, and certain 
social and cultural practices which were looked down upon as bizarre and primitive 
by the British and Baganda elite (Atkinson, 2010, p.5). Led on by European clichés 
about Nilotic peoples, the British colonial rulers erroneously stereotyped 
northerners, and Acholi in particular, as militaristic and war-like, and recruited 
many of them into the armed services. Far from being ‘born warriors’ the Acholi in 
this way transformed into a ‘military ethnocracy’ (Doom & Vlassenroot, 1999, p.8). 
In addition, colonial rulers noticed that policy favoured greater development of the 
southern regions and neglect of the north, which produced an economical 
imbalance that helped push more Acholi into the military and police (Atkinson, 
2010, p.275). The socio-economic division consequently led to an economic 
marginalization of the north and a further development of the south (Doom & 
Vlassenroot, 1999, p.8). 

 The north-south division persisted after Uganda gained independence in 1962, as 
did numerous misrepresentations and manipulations of ethnicity. Atkinson writes 
on the dangers of rallying political support by ‘reifying, essentialising, and often 
demonizing the ‘other’ in negative ways’: 

Such manipulations reach their most dangerous level when negative 
characterisations of political or military opponents are cast in ethnic or 
regional terms and then generalized as essential ‘truths’ about entire societies 
and regions. Unfortunately for Uganda, this dangerous blunt instrument has 
been employed by every post-colonial administration to stoke ethnic and 
regional differences and tensions and in the process helping produce a 
postcolonial Uganda that has not yet had a peaceful transition of power from 
one government to another (2010, p.277). 

The stoking of ethnic differences also took place within the National Resistance 
Army (NRA) and its political wing National Resistance Movement (NRM), under the 
leadership of Yoweri Museveni. In its attempt to overthrow the government of 
Obote, the guerrilla movement was involved in what became known as the 
‘Ugandan Bush War’ from 1981 to 1986. The NRA usually referred to enemy soldiers 
from the Ugandan National Liberation Army (UNLA) as ‘northerners’ and ‘alien and 
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dangerous others’ that were accused of abuse and misrule in both the past and the 
present (Atkinson, 2010, p.280). While NRA/M grew stronger, the UNLA –heavily 
drawing on Acholi people- committed many human-rights violations, killing tens of 
thousands of civilians. According to Atkinson (2010, p.281), it was in this context 
that the negative characteristics applied to the UNLA and government were often 
extended to entire populations of northerners in general and Acholi in particular. 

 In 1986 the NRA overthrew the government, after which the defeated and 
Acholi-dominated UNLA forces fled to the north. Although the Bush War ended by 
the appointment of Museveni as president, conflict continued in northern Uganda. 
Several NRA units committed gross human-rights violations when entering the 
Acholi region, often invoking past abuses by the UNLA as justification. While 
security deteriorated, local distrust and resentment of both the army and nascent 
NRM government increased in the area. At the same time, several movements 
emerged in northern Uganda, of which the insurgent group Lord’s Resistance Army 
(LRA) headed by Joseph Kony would play a major role over the next decades. Besides 
targeting soldiers of the NRA, the LRA demonstrated a particular willingness to use 
violence against civilians. The excesses in the scale and brutality of such attacks, 
and the many people killed or harmed who had little or no connection to the 
government, drowned out any political agenda and erased almost all potential 
popular support (Atkinson, 2010, p.297). While LRA rebels mutilated civilians and 
abducted thousands of children, the NRA conducted screening operations of tens of 
thousands of civilians in search of information, suspected rebels and rebel 
‘collaborators’, whereby torture and killings were rampant. At this time, president 
Museveni frequently used terms such as ‘primitive’, ‘backward’ and ‘ignorant’ to 
refer to both the rebels and to the people of Acholi and northern Uganda more 
generally (Atkinson, 2010, pp.288-290).  

In 1996, the UPDF (former NRA) started forcing people in Acholi out of their 
homes into camps. According to Branch (2007, p.203) the forced displacement 
involved intimidation, murder, and the bombing and burning down of villages. The 
UPDF announced that anyone found outside of the camps would be considered a 
rebel and killed, but at the same time the army failed to protect the encamped 
people. By 2002, forced displacement had come to all of Acholi, affecting over 90 per 
cent of the population (Finnström, 2008, p.133). The large, congested camps meant 
great problems with health and sanitation. The WHO estimated in 2005 that 
conditions in the camps were resulting in almost 1000 excess deaths a week, 
compared to expected mortality rates without the camps (MoH, 2005a, p.35). During 
the course of the conflict, 1.7 million people moved into over 180 internally 
displaced person (IDP) camps, and approximately 25,000 children were abducted to 
serve in the LRA (Betancourt et al., 2009). The United Nations chief humanitarian 
officer at that time, Jan Egeland, referred to this situation as ‘the biggest neglected 
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humanitarian emergency in the world’ (e.g. UN News Centre, 2004). For many of the 
people of northern Uganda, there has been ‘no good choice to be made from among 
the often gruesome violence of the LRA, the often equally extensive and brutal 
violence of government troops, or the typically slower, quieter, but at least equally 
destructive violence of the camps’ (Atkinson, 2010, p.307).  

 It was during this time that symptoms of nodding syndrome were first noticed in 
northern Uganda. The twenty years of conflict and forced life in the camps 
characterize the socio-political context in which the head nodding episodes 
emerged. When fieldwork in Kitgum started in 2012, most people had left the camps 
and resettled in their villages. Here, uplifting hopes for a bright future were mixed 
with traumas of the past and the fear of a repetition of violence. Although the Juba 
process brought a kind of peace to northern Uganda in 2006, many people still feel 
‘disconnected’ from Uganda’s wider developments (Finnström, 2008, p.116). For 
while the war raged, Atkinson (2010, p.284) writes, Uganda became essentially two 
separate countries: a mostly peaceful and relatively prosperous south, and a war-
torn, impoverished, isolated north.  

Ugandan healthcare system 

The consequences of war and the long existing north-south division are visible in 
the functioning of the healthcare system in Kitgum district. The conflict resulted in 
loss of lives, mass displacement, discontinuation of social services and destruction 
of infrastructure such as roads, schools and health facilities. At the end of the war, 
most government-owned health facilities had been destroyed and remained 
dysfunctional without supplies (Namakula, Witter & Ssengooba, 2016, p.19). In this 
situation, nodding syndrome proved to be yet another struggle for the northern 
region. 

 The government health expenditure as a percentage of total government 
expenditure has been low with 8.7 per cent (2013/2014). This creates a challenge for 
the health sector, as it does not attract the required quality and number of health 
workers and causes a persistent service delivery gap in health facilities (MoH, 2015a, 
p.27). Although 72 per cent of the Ugandan households live within 5km from a
health facility, utilization is limited due to poor infrastructure, lack of medicines
and other health supplies, shortage of human resource, low salaries and lack of
accommodation at health facilities (MoH, 2010, p.5). The shortage of health workers
is worse in lower level health facilities located in remote rural areas. Especially in
Kitgum district the situation is worrisome: the district ranked 110th out of 111
Ugandan districts, with only 25 per cent of the staff-positions in public health
facilities filled in 2015 (MoH, 2015a, p.38). For Ugandan health workers, working
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conditions are described as challenging, with impoverished working environments, 
inadequate pay, risk and insecurity in the workplace, limited and poor-quality staff 
accommodation, harassment and poor supervision (VSO, 2012, pp.13). The shortage 
of health workers and their unequal distribution remain major obstacles to 
accessing quality healthcare, particularly in rural areas. It is therefore not 
surprising that childhood mortality is higher in rural than in urban areas (UBOS & 
ICF, 2012, p.98). According to the Ugandan Demographic and Health survey in 2011, 
one in every 19 Ugandan children dies before the first birthday, and one in every 11 
children dies before the fifth birthday. The level of wealth is associated with the 
child’s probability for survival. With the exception of neonatal mortality, all other 
childhood mortality rates are higher among children in the lowest or second lowest 
wealth quintile, and lowest among those in the wealthiest quintile in Uganda (UBOS 
& ICF, 2012, p.100).  

 In 1995, the Ugandan government decentralized the delivery of health services 
in an attempt to improve administrative oversight and service delivery. Thereby 
power, authority and resources were decentralized from the central government 
directly to the districts. In the current situation, the Ministry of Health is 
responsible for setting the policy and strategic direction while local governments 
are responsible for service delivery. The local governments are empowered to 
appoint health workers within the districts and are responsible for performing the 
policy, planning, and supervision functions. Despite the health sector reforms, 
services have remained significantly deficient. The performance of health workers 
together with a lack of adequate support from the central and local governments 
are believed to play a part in the stagnation and decline of some of the priority 
health indicators (Lutwama, Roos & Dolamo, 2012, p.42). 

 

The hospital :  a  s ite  of  research 

The range of health services delivered varies with the type of health facility. Village 
Health Teams (VHTs) consist of local residents appointed to oversee the 
performance of health activities in their communities. They facilitate health 
promotion, service delivery, community participation and empowerment in access 
to health services. Health Centres (HCs) II provide the first level of interaction 
between the formal health sector and the communities. The health centres provide 
outpatient care, community outreach service and emergency deliveries. In addition, 
HCs III provide inpatient health services, basic preventive, promotive and curative 
care. They have provisions for laboratory services for diagnosis, maternity care and 
first referral cover for the sub county (MoH, 2010, p.4). In Kitgum district, eight of 
such centres are located. Three of them are part of the nodding syndrome outreach  



24 

     Map 2.  Kitgum Hospital4 

4 This map is based on the situation from mid-2012 until mid-2014, when fieldwork took place. The first 
months after its opening in 2012, the NS ward was based in the current children ward (No. 15). In 2014, 
the nodding ward shifted to a former Mercy Corps building (No. 1). 
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programme: Pajimo HC III (Labongo Akwang sub county), Okidi HC III (Labongo 
Amida sub county) and Kitgum Matidi HC III (Kitgum Matidi sub county). According 
to the NS governmental plan, they distribute antiepileptic medication and receive 
visits from the NS response team. In addition to these health centres, the district 
consists of one HC IV (Namokora) and two general hospitals; the governmental 
Kitgum Hospital and non-governmental St. Joseph’s Hospital. They are the highest 
level of healthcare in the district and cover prevention, cure, rehabilitation and 
emergency surgeries. The St. Joseph’s Hospital has not officially been involved in 
nodding syndrome treatment, whereas Kitgum Hospital was appointed as NS 
screening and treatment centre. The NS centre consists of an outpatient 
department at the mental health unit and a nodding ward where affected children 
can be admitted (Map 2).    

With decentralization, Kitgum Hospital became managed and monitored through 
the district local government. Consequently, the district is responsible for the 
distribution of the allocated budget for handling nodding syndrome cases. During 
fieldwork, the coordination and cooperation between national government, the 
local governments of the affected districts, and the designated hospitals have at 
times proven to be challenging. 

Apart from the governmental health system, the private sector plays an 
important role in the delivery of health services. In 2013 a total of 4,478 health 
facilities were located in Uganda, of which 65 per cent were public, 20 per cent 
private-not-for-profit and 14 per cent private-for-profit (MoH, 2015b, p.5). 
Approximately 60 per cent of Uganda’s population seeks care from traditional and 
complementary medical practitioners before visiting the formal sector (MoH, 2015a, 
p.8). The mix of treatment therapies is visible in the help-seeking behaviour of
affected nodding syndrome families, which often combine biomedical, spiritual and
religious discourses in their quest for treatment.

Methods 

The articles in this thesis are based on 15 months of qualitative fieldwork in Uganda, 
spread over four periods: February to March 2012, July to November 2012, February 
to April 2013 and August 2013 to April 2014. During the first period I became familiar 
with the actors in the field. At this time, the opening of the NS treatment centres 
took place and nodding syndrome made almost daily headlines in the national 
newspapers. The second and third fieldwork period functioned as the core phase of 
data collection, in which much time was spent with affected families at their homes 
and at the nodding ward in Kitgum Hospital. In the last period of fieldwork, existing 
empirical gaps were filled and a film documentary on nodding syndrome was made. 
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Field research required clearance from several levels of government. The Office 
of the President, the Local Council (LC)V chairman and Resident District 
Commissioner (RDC) of Kitgum and the LCIII chairpersons of the NS-affected sub 
counties have been informed about the study and approved the conducting of 
fieldwork. Ethical approval and research clearance were obtained from Ghent 
University and the Ugandan National Council for Science and Technology (UNCST). 
Annual reports have been submitted to Ghent University and UNCST. 

 The significance of nodding syndrome for individuals and collectives is 
determined by their positioning in relation to its various elements. The 
phenomenon of head nodding is for example situated in the context of laboratories 
and biomedical instruments, but it is also seen as a humanitarian crisis, a spirit-
related or a political phenomenon. In order to touch upon these different layers of 
meaning, the study includes narratives from actors positioned in different 
geographical and thematic areas, and follows them in various settings (e.g. affected 
households, hospitals, NGO offices). The study population includes affected children 
and their caregivers/support networks, biomedical health workers, ajwaki (spiritual 
mediums), herbal- and faith healers, humanitarian organizations (e.g. Red Cross, 
AVSI, Hope for Humans, MSF), journalists, politicians, policymakers, academic 
researchers and institutions dealing with NS (e.g. CDC, WHO, NS treatment centres, 
Ministry of Health). Informed verbal consent was obtained from all respondents and 
they did not receive any form of payment, compensation or reimbursement for 
their participation. Interviews were conducted in leb Acholi, a Nilo-Saharan/Luo 
language, and in English. Data has been tape-recorded whenever possible and is 
supplemented with field notes. Four research assistants were recruited to help with 
translation during interviews, introduction in the field and transcription of 
interviews. They were trained on the study protocol, informed consent process and 
confidentiality. 

 In addition to countless conversations about NS at the market, in church, on the 
backseat of bodaboda taxis and in other informal settings, the following research 
methods have been used: (1) in-depth interviews; (2) focus group discussions; (3) 
documenting illness narratives; (4) participant observation; (5) analysis of 
communication patterns; (6) comparative analysis; and (7) audio-visual 
documenting. With these research methods information was gathered about the 
personal world of health and suffering, in order to gain insight into 
conceptualizations of illness. Although the articles in this thesis consist of their own 
detailed method section, an overview of the methodological approaches is 
presented here:   

(1) In-depth interviews were undertaken with actors involved in NS. Respondents
were asked about their knowledge, attitudes, perceptions and practices related
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      to nodding syndrome, making use of semi-structured topic lists. Snowball 
      sampling was used and respondents were selected through different 
      institutions, such as NS treatment centres, humanitarian organizations, 
      religious institutes and through community leaders. A total of ninety in-depth 
      interviews have been conducted. Each interview took between 30 and 90 minutes 

 and was afterwards anonymised and translated into English for coding. Thematic 
      analysis took place of the transcribed data, whereby key concepts were identified 

 in the interviews. 
(2) Focus group discussions were held to elicit attitudes and perceptions from

respondents. They took place with caregivers and children (both at the hospital
and affected households) and with biomedical health workers, spiritual mediums
and faith healers. The intention of these discussions was not to reach consensus,
but they were useful to elicit alternative views on the meaning and management
of nodding syndrome.

(3) Illness narratives are the personal narratives that people have about their
experiences with illness, what it means to them and significant others. The
documentation of illness narratives of affected children proved to be
challenging, because they often had difficulties speaking about their experiences
due to cognitive impairment. Apart from several interviews with children, the
majority of forty recorded illness narratives were therefore conducted with
primary caregivers.

(4) Participant observation of consultations with biomedical, spiritual and religious
practitioners and encounters between affected families, politicians, journalists,
humanitarian actors and researchers took place. The observations were sensory-   

      sensitive (i.e., comprising the non-verbal) and included the exchange between 
      these various actors. Furthermore, participatory observations were made at the 
      homes of affected children, NS treatment centres, during outreaches, healing 
      ceremonies, burials, distributions of food items and clothes, a radio show, and 

 meetings on NS (e.g. several district taskforce meetings, international 
      conference on NS, press meetings).  
(5) Analysis of communication patterns took place in order to document the various

discourses on nodding syndrome. Terms have meaning in relation to a field of
signs and by focusing on discourse the circulation of images and ideas as forms
of social action and interaction can be examined (Kirmayer, 2006, p.133).
Attention has been paid to conceptualizations of illness by analysing both verbal
and non-verbal communication patterns of the actors involved in NS. The
analysis also included written sources, such as scientific texts, patient files, data
on admissions and press statements. In addition, a content analysis of all articles
published about NS between August 2009 and March 2014 in the newspapers
Daily Monitor, New Vision and Acholi Times was conducted (see chapter 3). The
media content has been systematically coded according to pre-determined
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 categories. Attention was paid to significant and recurrent segments, 
 corresponding with often mentioned topics during interviews. 

(6) A qualitative comparative analysis of conceptualizations of nodding syndrome
in Uganda and Tanzania is presented in chapter 4.

(7) Audio-visual documenting. A 38-minute documentary has been made during
fieldwork, in cooperation with local actors involved in nodding syndrome. The
people featuring in the film overlap with the actors mentioned in the articles in
this thesis. The film contributes to an embodied anthropological study by
making the body audibly, visibly and viscerally present (Bates, 2013, p.29).
According to Lorimer (2010, p.242), moving images can be used as a means of
witnessing various forms of knowledge, skills and embodied practice that can
escape text- and talk-based approaches. Therefore, video techniques are a
powerful supplement to existing repertoires of representational methodologies,
moving beyond the limits of text with the incorporation of sound, voice, colour,
movement and narratives when representing the body. Furthermore, showing
audio-visual data is a good way to share research results with people in the field
(and non-scientific audiences), who often experience difficulties with accessing
scientific texts. The last two months of fieldwork were dedicated to filming the
documentary entitled ‘Nodding Syndrome: an illness in the making’, which is
available via the following link: www.vimeo.com/noddingsyndrome/docu

In addition, approximately 100 songs in leb Acholi have been recorded
during fieldwork in Kitgum district. The songs enabled the discussion of
important issues, such as experiences with illness and conflict, and were seen as
a way to express emotions, cope with issues of the past and deal with present- 

       day realities. As Stroeken (2005) mentions, music is a means by which people 
       can convey important messages, including explicit and social critique. Many of 

 the recorded songs (presented in chapter 3, 4 and 5) relate to the war between 
 the LRA and Ugandan government and several songs are explicitly dealing with 
 nodding syndrome. All songs and the accompanying video clips can be accessed 
 via: www.ugandanrecordings.com  
      Furthermore, a total of 138 drawings were made by children and their 

       caregivers at the nodding syndrome ward. They were drawn at five different 
       moments during fieldwork and people were free to choose the topic of their 
       drawing. Although they present interesting data on the experience of illness and 
       admission at the hospital, the drawings are not (yet) presented in the articles 
       that make up this thesis. The act of drawing (and the discussions of the results)  
       however provided a good opportunity to informally talk about nodding 

 syndrome and experiences at the hospital. In addition, they were a way to cheer 
       up the empty hospital walls and put a smile on the faces of sick children. 
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The author as actor 

It has been both a privilege and difficulty to study the ‘making-of-an-illness’ and be 
able to witness the first explorations in the biomedical field of nodding syndrome, 
the quick upcoming of media attention and the initial attempts in labelling and 
managing the undefined. Although the duration of the study enabled me to observe 
different processes of conceptualizing illness and the continuously changing 
meaning attributed to the symptoms, it has also thrown me in a state of constant 
confusion, finding myself ‘amidst the storm’ and as puzzled over the meaning of 
events as the families, politicians, journalists and healers around me. As Latour 
(1987, p.30) emphasises: ‘When we approach the places where facts and machines 
are made, we get into the midst of controversies. The closer we are, the more 
controversial they become’. So far, this chapter has pointed out that different actors 
are involved in the formation of concepts, the determination of what counts as 
‘proof’ and the presentation of narratives on NS. However, one powerful actor in 
presenting data is the anthropologist writing her book; she chooses who to listen to 
and which stories to include. Especially in a book dealing with conceptualizations, 
power and knowledge, it is extremely important to reflect on one’s own actions and 
their effect on the outcomes of study. 

 How should we perceive the position of ‘the anthropologist’ during fieldwork? 
Ideally the researcher would be positioned close to the affected families, enabling 
him/her to provide an emic perspective on the processes surrounding NS. Due to 15 
months of fieldwork within Kitgum district, close connections to those affected and 
extensive lessons in leb Acholi, large part of this book has been written from this 
perspective. Positive rapport and mutual trust have been fundamental in allowing 
me to conduct research on a political sensitive topic as NS. As Atkinson (2010, p.35) 
writes about his research in northern Uganda: ‘In the intensely political climate of 
Acholi, any association with government officials ran the risk of alienating elders 
who either distrusted government in general or might see me as allied with political 
opponents’. To minimize such risks, I frequently emphasised that I was not a 
government employee and that my research was sponsored by the university. It 
took considerable time to create a situation in which people felt safe enough to 
speak freely about their ideas on NS, including their thoughts on politics, conspiracy 
theories and spiritual actors. By distancing myself from any political movement, by 
returning to the same place, by treating information confidential and by involving 
myself in daily activities I gained positive relationships based on trust. Furthermore, 
my interest in Acholi language –my ability to understand large parts of 
conversations and be able to introduce myself in leb Acholi- was appreciated and 
seen as a way of demonstrating good intentions. In addition, the fact that I was born 
in neighbouring country Kenya created a sense of togetherness. Our ‘shared 
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background’ was often emphasised, when people half-jokingly referred to me as 
‘one of us’. 

However, no matter how casual my local Acholi name in Kitgum was pronounced; 
the colour of my skin, my ability to easily travel from Europe to Uganda, my strange 
accent, and my lack of knowledge about the day-to-day life in the village made me 
stand out. Although I want to plea for the great ability of well-trained 
anthropologists to minimalize the impact of personal and situational influences on 
their work, it is necessary to accept that complete abolishment is not possible. In 
addition to the unwanted consequences, there are also advantages of this outsider’s 
position. Most importantly, it enables the researcher to ‘ask stupid questions’, since 
he/she is forgiven for a lack of common knowledge. For example, people patiently 
-and without a hint of amusement- corrected me when pointing out a goat while
saying the Acholi-word for cow, or when asking about the content of plastic waragi
(liquor) sachets, what posho (local dish) is made of, or whether one had ever seen a
spirit. In addition, I was forgiven for talking to ‘political enemies’ or for gaining
information within mosques, churches and from ajwaki (spiritual mediums) by
respondents with a different background. Furthermore, my position enabled
reaching people in different positions and geographical locations. As a European
anthropologist I had access to resources that are inaccessible for most people in
Kitgum, enabled by -for example- university passwords to read the latest academic
literature on nodding syndrome or transport to reach far-away places. According to
Kirsch and Dilley (2015, p.5) it is hard to overlook the fact that a form of ignorance is
built into the very method of anthropological fieldwork. However, fieldwork allows
the anthropologist to turn his or her ignorance (e.g. of language skills, habits,
dispositions, appropriate bodily responses) into a positive strategy for learning,
assimilation and insight. In this way, ignorance opens up areas for comparative
reflection and contemplation, and is productive in ‘highlighting the nature of the
taken-for-granted worlds in which others (including ourselves) live, and to which
we adapt over the course of our fieldwork’ (Kirsch & Dilley, 2015, p.6).

 It was not solely my objective to show an emic (insider’s) picture from within the 
affected population, but also to gain knowledge from processes of meaning-making 
that take place in other dimensions. Concepts of NS are approached as deeply 
perspectival constructs that are influenced by the (historical/political/cultural/ 
social/economical) situatedness of their formative actors. In order to gain 
perspective of the different discourses taking place, it was therefore necessary to 
move between various groups of actors. While presenting an overview of the 
circulating narratives, I am highly aware of the impact of personal influences and 
have refrained from choosing between the validity of narratives of actors. I 
acknowledge that data cannot be simply gathered, but ‘that knowledge was 
produced between me and my interlocutors in an ongoing praxis’ (Pool, 1994, 
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p.211). The reflection of different narratives and perceptions, the observations
made in various settings and the presentation of information through the use of
film are ways to minimize the author’s voice.

In conclusion, the articles in this book are based on my personal summary of 
almost six years work in the area of nodding syndrome. The summary is far from 
complete -as the black box is far from able to capture a ‘system’-, and I expect the 
presented data to be debated and supplemented by others. Furthermore, there is no 
one version on the causes, consequences and facts of NS that is fully agreed upon by 
all parties involved. Keeping an open mind to what nodding syndrome entails 
continues to be very important. This book should therefore not be seen as a detailed 
description of the ‘phenomenon NS’, but as a way to allow its readers to follow more 
profoundly the different meaning-making processes of nodding syndrome. 

Outline of the book 

The present work consists of four main parts and an additional film documentary. 
The chapters have been grouped on the basis of logical coherence: the first articles 
address conceptualizations of nodding syndrome -how it is represented, why and by 
whom- and the remaining articles gain insight into how these concepts are acted 
upon. Both themes are combined in the film documentary, which addresses various 
conceptualizations of NS and how they facilitate particular actions. 

PART I  -Introducing the Unknown- consists of the current introductory 
chapter 1, with emphasis on the theoretical framework and settings of this study. 

PART II  -Labelling the Unnamed- comprises chapter 2, 3 and 4 and explores 
conceptualizations of recurrent episodes of head nodding in northern Uganda. 
Chapter 2 pays attention to the circulation of different discourses and explanatory 
models. Focus is put on how meanings of key terms related to nodding syndrome 
are produced and negotiated. While biomedical terms are dominant in academic 
discourses on nodding syndrome, in local discourses NS is mainly associated with 
social issues. The illness experiences are connected to the trauma of past conflict, to 
poverty and to (region-bound) frustration over neglect. This chapter argues that by 
only looking at the biomedical significance of this new syndrome, we will miss 
important aspects of how it is being experienced and understood. Thereafter, 
conceptualizations of nodding syndrome in media reports are further explored in 
chapter 3, and linked to the formation of public opinion and management of the 
affliction. The news coverage of NS follows a non-linear trajectory, increasing at the 
end of 2011 and declining a year later. This chapter examines the sudden rise and 
fall of NS in the Ugandan public discourse and concludes that it is necessary to 
contextualize illness and focus on processes of formation. Lastly, chapter 4 presents a 
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comparative study on conceptualizations of nodding syndrome in both Uganda and 
Tanzania. NS has been constructed as a biomedical category to serve global health 
discourse as well as national contexts of managing the condition. This chapter looks 
into the shifting meanings and conceptualizations of NS in the affected areas of 
Kitgum (Uganda) and Mahenge (Tanzania) district, and problematizes the perceived 
universality of biomedical classifications as conflicting with the specific contexts of 
lucluc and kifafa cha kusinzia. Reconciliation proves to be challenging, poignantly 
evoking the cultural construction as such of any medical condition. 

PART III  -Managing the Incurable- comprises chapters 5 and 6 and pays 
attention to how conceptualizations facilitate particular actions. The articles focus 
on biomedical, political and spiritual responses to NS and the way affected families 
enter into relationships with the actors and institutions representing these 
responses. Chapter 5 examines issues of healthcare provision and the political 
connotations of NS. The appearance of a novel set of symptoms combined with 
heated debates in parliament resulted in the creation of a parallel healthcare system 
for children afflicted by NS. In this chapter, questions are raised about the role of 
the state in healthcare provision and the range of factors influencing the outcomes 
and appreciation of the NS programme. The government is perceived as an 
important actor in the delivery of healthcare, but is also subjected to a lot of distrust 
that has been built up over the past decades in northern Uganda. The response to 
NS raises questions on the status of Acholi as citizens of Uganda and reveals feelings 
of detachment from the national healthcare system. Chapter 6 focuses on how 
narratives on NS are affected by the experience of conflict and how they in turn 
shape responses to illness. The intertwinement of NS and narratives on conflict 
facilitates the expression of both individual- and collective suffering during the 
search for relief. Just as illness understandings may change through time, the 
subsequent treatment options that are pursued may also change. Explanatory 
models are linked to different notions of healing and affected families combine 
various forms of therapy. By following healers and affected children, several 
therapeutic trajectories are mapped in this chapter. Attention is paid to the 
complex politics of illness and healing in the context of a pluralistic medical system. 

PART IV -Thinking Out of the Black Box- is the last part of the book and consists 
of a conclusion with final reflections. Chapter 7 revolves around the question 
whether we are now able to close nodding syndrome’s black box or should look for 
alternative ways of representation. 



33 









      CHAPTER 2

Nodding Syndrome or Disease? 
On the Conceptualization of an 
Illness- in-the-Making 

Published as:  
Karin van Bemmel,  I lse Derluyn and Koen Stroeken 
Ethnicity & Health,  2014.  19 (1) pp.100-118 



38 

Abstract 

Objective. To explore processes of conceptualizing nodding syndrome 
(NS), an unknown illness which has been reported to affect thousands 
of children in post-conflict northern Uganda, in South Sudan and in 
Tanzania. 
Design. This qualitative study comprised 40 in-depth interviews with 
affected families, health workers and politicians during five months of 
fieldwork in northern Uganda and a review of available reports, 
newspapers and academic literature on NS. In addition, observations 
have been made at treatment centres and during outreaches and 
meetings. Focus is put on how meanings of key terms related to NS are 
produced and negotiated. Attention is being paid to the circulation of 
different discourses and explanatory models. 
Results.  Discourses and explanatory models play an active role in the 
conceptualization of illness, as much by medical personnel as by 
affected families and the media. The prominent use of biomedical terms 
in the academic discourse on NS is striking; links are suggested with 
onchocerciasis and epilepsy. In contrast, the local discourse associates 
NS with social issues. The illness experiences are connected to the 
trauma of past conflict, to poverty and to (region-bound) frustration 
over neglect. The cultural significance of physical symptoms raises the 
question of the impact of culture on health. 
Conclusion. By only looking at the biomedical significance of this new 
syndrome, we will miss important aspects of how this illness is being 
experienced and understood. In our future dealings with NS, we will 
have to consider and reconceive the relation between culture and 
neurobiology. 
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Introduction 

A man encased in a grey suit and wearing polished black shoes looks straight into 
the crowd. The plastic chair has about collapsed under the fervour with which he 
rose. ‘How can you talk about ‘‘disease’’?’, he calls out to the other participants, 
while raising his palm in frustration, ‘We don’t have a clue what we are talking 
about! There is no diagnosis, no definition. Please, for now let us use the term 
‘‘syndrome’’!’ 

After this comment, many other attendees of the ‘Nodding Disease Discussion 
Meeting’ organized in Gulu, Uganda, stumble over the words ‘disease’ and 
‘syndrome’ -someone in the back of the hall even murmurs ‘nodding disease 
syndrome’. Their struggle to define a ‘new, mysterious illness’ is more than the 
product of failed medical diagnoses. The struggle reflects growing awareness of the 
different implications as participants negotiate the medical, mental, political, 
cultural and socio-economic dimensions of each definition. To conceptualize 
nodding syndrome (NS) as a ‘disease’ is to present the cause as an impairment of 
normal physiological function, calling for international investment to find the 
proper medication to alleviate the symptoms or prevent the epidemic from 
spreading further. Socio-economic causes such as poverty may be indirectly related 
to the existence of the disease. NS as a ‘syndrome’, however, is feared by some to 
open up Pandora’s box, for it more directly entails questions of trauma, conflict and 
frustrations over neglect in the northern part of the country. So, the tossing back 
and forth of ‘syndrome’ (group of symptoms and signs known to frequently appear 
together with an unknown cause to be clarified) and ‘disease’ (a morbid entity 
ordinarily characterized by recognized aetiological agents, identifiable group of 
signs and symptoms or consistent anatomic alterations) does more than pitting a 
broad against a narrow definition. The mental health aspect which might be implied 
by a ‘syndrome’ involves the whole country in the suffering of a small group from a 
marginalized region.  
 

Background 
The magnitude of  NS 

NS appears to affect thousands of children in northern Uganda, South Sudan and 
Tanzania (Musisi et al., 2011; Winkler et al., 2008). Recently, suggestion has been 
made of cases in Liberia and Cameroon (e.g. CNN, 2012; IRIN, 2012), but little 
information is available. Characterized by head nodding and convulsions when 
eating, children are reported to suffer mental retardation and stunted growth 
(WHO, 2012a). Little is known about the prognosis, but it is thought to be very 
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debilitating both physically and mentally. So far there is no known cause or cure 
(Donnelly, 2012; Nyungura et al., 2011). 

The Director General of Health Services in Uganda counts 3094 cases of NS in the 
northern districts of Lamwo, Kitgum and Pader where NS was first discovered 
(DGHS, 2012). The World Health Organization (WHO) reports 170 deaths due to NS in 
these three districts (2012b). Recently, new reports of NS in other foci emerged in 
Gulu, Amuru, Oyam and Lira districts. In all these areas, the preferred medication to 
reduce the occurrence of nodding attacks is the anticonvulsant sodium valproate, 
which is provided for free by the government. The Ministry of Health (MoH) in 
Uganda developed an ‘Integrated Response Plan for the Control of the Nodding 
Disease Syndrome’ (2012a) which took off in January 2012 and includes an 
‘emergency phase’ (January-December 2012) and a ‘post-emergency phase’ (January 
2013-December 2014). A draft ‘Training Manual’ for health workers dealing with NS 
has been formulated (MoH, 2012b) and three ‘Nodding Disease Screening and 
Treatment Centers’ have been opened in March 2012 in the districts of Lamwo, 
Kitgum and Pader. In August 2012, a NS day care centre was opened in Gulu district. 

In South Sudan, NS was first reported in the Western Equatoria State in the 1990s. 
NS is also reported in Central Equatoria and anecdotally in Lakes and Eastern 
Equatoria States (MoH South Sudan, 2012). There are limited data available on the 
magnitude of NS and no systematic prevalence-assessment has been undertaken so 
far in this country. Data on the distribution and burden of NS in Tanzania are also 
limited. According to the Tanzanian Ministry of Health, the epidemiology of NS in 
this country is not yet documented by the MoH. The Ministry emphasises that 
inability of recognizing the ‘head nodding syndrome’ has led to unavailability of 
data (MoH Tanzania, 2012). Tanzania has up to now treated the syndrome as 
epilepsy (NTV, 2012). The studies conducted, for example by Winkler et al. (2008) in 
Mahenge area in southern Tanzania, do not clarify how the cases in Tanzania relate 
to the Ugandan and Sudanese NS-cases that occur in post-conflict settings. 

Jilek-Aall proposes to compare the NS cohorts in these different countries so as to 
determine whether ‘we are always describing the same phenomenon’ (in Williams, 
2012, p.334). She for example notes that the long-term effects of NS in Tanzania 
seem to be milder than she heard reported in Uganda and Sudan. Mitchell et al. 
(2013) also wonder whether the syndrome represents the same entity in all 
countries, because the syndrome is not rapidly progressive and does not result in 
severe encephalopathy in most cases in Tanzania, contrary to what has been 
reported from northern Uganda. They suggest that the head nodding may be the 
result of different underlying pathological processes and that more research is 
required on this issue. 
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Methods 

How to study an affliction that does not allow for generalized or definite statements 
about prevalence, burden and presentation? The central thesis of this article is that 
we can learn more about NS by looking at formative processes through which 
knowledge is produced. Hence, the article describes the various and distinct (e.g. 
medical, political and spiritual) discourses that seek to gain insight into the illness 
and thus constitute its conceptualization. 

Our description is based on 40 in-depth interviews with affected families, health 
workers and politicians, and on observations made at treatment centres, outreaches 
and meetings during five months of qualitative fieldwork in northern Uganda, 
mainly in Kitgum district. In addition, this study comprises a review of available 
reports (e.g. MoH; WHO; CDC), Ugandan newspapers and academic literature 
concerning NS. Our research is qualitative and in the explorative stage. Our analysis 
of the qualitative data is inductive (Creswell, 2002, p.266), identifying significant and 
recurring segments of text in our interviews as well as in documents (media reports, 
journal articles and official statements). These segments are synthesized into a 
handful of categories, as presented in the section ‘Results’ and further discussed. 
The findings presented in this paper are based on various research methods in order 
to attempt a holistic understanding and emphasise the existence of different 
discourses. The first part of the analysis is based on a review of available reports on 
NS and the second part comprises both literature and field data. 

The face-to-face interviews have been conducted during fieldwork in February 
and March 2012 and in July until November 2012, making use of a semi-structured 
topic list on explanatory models (notions about an episode of sickness and its 
treatment that are employed by all those engaged in the clinical process (Kleinman, 
1980, p.105)), expressions of distress, help-seeking behaviour and support networks. 
For the purpose of highlighting different discourses, we selected respondents with 
diverse backgrounds (health workers, politicians and affected families) through 
different institutions/actors, such as the NS-treatment centre, mosque, 
humanitarian organizations and community leaders. We opted for the snowball 
sampling because of the evidence for the affliction being characteristically 
anecdotal. The sampling continued until saturation was achieved and no new 
insights came forward from further interviewing. The interviewees were asked 
about their attitudes and perceptions towards NS and attention was paid to 
processes of labelling, as this has important consequences for those identified 
(Good, 1994, p.34). The interviews were conducted in English or -with help of a 
translation assistant- in Acholi language and were recorded with the respondents’ 
consent and supplemented with field notes. Each interview took between 30 and 70 
minutes and was afterwards transcribed verbatim and anonymised making use of 
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pseudonyms. Analysis of the transcribed data was by thematic analysis whereby key 
concepts were identified in the interviews. In this article, findings on the 
conceptualization of NS are presented. 

The participant observation was sensory sensitive (i.e. comprising the non-
verbal) and included the (medical) exchange between various practitioners, 
community leaders, clients and families. The lead investigator spent five months in 
Kitgum district and was able to observe daily activities -such as the screening and 
evaluation of patients, wound dressing and distribution of medication- at the main 
NS treatment centre and outpatient department and she regularly attended the 
outreach programme of the NS response team. In addition to the interactions that 
took place at the hospital, affected families were also visited at their homes. 
Humanitarian organizations dealing with NS (such as Red Cross, AVSI and MSF) and 
local community leaders were also visited on a regular basis and meetings took 
place with Islamic and herbal healers. During the fieldwork period the lead 
researcher attended the international conference on NS in Kampala and multiple 
local meetings from NGO platforms and the NS task force in Kitgum. 

To situate the current study within the local body of literature, we analysed the 
NS coverage in academic journals and Ugandan newspapers. Analysing newspaper 
articles allowed us to examine the media discourse on NS, which plays a large role in 
the conceptualization of the affliction. The sample period ranged from August 2009 
until December 2012; in this period, a total of 313 articles on NS were published in 
four Ugandan newspapers: Daily Monitor (173), The Observer (63), New Vision (53) and 
Acholi Times (24). The NS coverage illustrates the upcoming interest in the topic over 
the past years: from our sample, six articles on NS were published in 2009, two 
articles in 2010, eighteen articles in 2011 and 287 articles mentioning ‘nodding 
syndrome’ or ‘nodding disease’ were published in 2012. 

Although NS has been reported to affect children in three countries, the authors 
were only able to undertake fieldwork in northern Uganda. However, we could 
compare our field data with data from other studies. By reviewing academic 
literature and reports on NS cases in South Sudan and Tanzania, we attempted to 
provide a broader perspective on the syndrome in this paper.  

Results 
NS:  fact  or  f ict ion? First  accounts  

The WHO (2012a) terms NS a ‘mysterious disease condition’ characterized by 
nodding of the head, mental retardation and stunted growth, which mainly affects 
children aged 5 to 15 years. On posters hanging in the screening and treatment 
centres in northern Uganda, a probable case definition of NS is described as ‘any 



43 

person at least 2 years old or adolescent who was previously growing well, with, 
reported or observed, two or more episodes of head nodding that occur 
spontaneously or consequent to the sight of food or coldness; with or without other 
types of fits/neurological signs, regression in growth, and mental retardation’. 
Health workers in northern Uganda make a further distinction between NS and 
nodding syndrome plus (NSP), the latter referring to a person with other types of 
fits/neurological signs, regression in growth or mental retardation in addition to 
recurrent head nodding episodes (MoH, 2012b). NS outreaches, regularly conducted 
by ‘MoH Nodding Disease Response Teams’, are directed at screening children with 
NS, NSP and epilepsy and the distribution of medication in rural areas. Children 
living under the poorest conditions, lacking food, pure water or decent housing, 
seem most susceptible to the syndrome (CDC, 2011). Most of the affected families 
have experienced food shortages and have a history of internal displacement (WHO, 
2012c). Many children have dropped out of school (WHO, 2012a), and some have 
died. Death mainly results from secondary causes. A lot of these cases showed marks 
of drowning or burns from fire (Donnelly, 2012), which might have followed 
seizures, or malnutrition. 

Several reports note that the nodding episodes occur in response to sensory 
changes, more exactly when the affected child begins to eat or starts to feel cold 
(CDC, 2012; WHO, 2012b). Lacey (2003, p.714) asserts that researchers found the 
nodding to begin when children are fed the local diet of beans and starch, but that 
‘candy bars and energy bars do not seem to have any effect’ (see also WHO, 2011). 
Although most respondents during our fieldwork indeed mention food as 
precipitating factor, the type of food has not yet been confirmed as a mediator. 
Nyungura et al. (2011) emphasise that this relationship needs further investigation, 
as they did not observe any head nodding after children were offered food. Some 
patients during our study also pointed at cold weather as a trigger for the nodding, 
which was similar to patients in a Tanzanian study (Winkler et al., 2008). 

The disease presentation is suggestive of (a new type of?) epilepsy, since the head 
nodding episodes consist of repetitive dropping forward of the head (WHO, 2012a). 
According to a WHO meeting report (2012c), NS appears to be an epidemic epileptic 
encephalopathy, the head nodding being caused by atonic seizures. Mitchell et al. 
(2013) call the syndrome a ‘new epilepsy disorder’ and attribute the head nodding 
‘most likely’ to loss of neck muscle tone. Another possible neurological relation is 
that with Onchocerca volvulus (causing river blindness), although results are 
controversial. It has been deemed conspicuous that the main affected areas are 
situated in the onchocerciasis belt and that a high percentage of the children 
affected with NS are infested with the filarial worm (Winkler et al., 2008). A team 
from the US Centers for Disease Control and Prevention (CDC) recently visited two 
communities in South Sudan where they investigated children suffering from NS. In 
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the first community, an association was found between onchocerciasis and NS; in 
the second community, the team failed to find any such relation (CDC, 2012). A link 
between river blindness and other cases of epilepsy has also been proposed. Pion et 
al. (2009) established that in areas where onchocerciasis is endemic, epilepsy 
prevalence increases with onchocerciasis prevalence. But the evidence for this link 
with NS is inconclusive. Epidemiologists have suggested that climate change could 
play a part in facilitating the spread of the parasite causing river blindness 
(Donnelly, 2012). 

Some reports link NS to the Nakalanga Syndrome (e.g. APOC, 2006), which was 
described for the first time in 1950 in eastern Uganda (Raper & Ladkin, 1950) and 
later in western Uganda (Kipp et al., 1996). The clinical pattern resembles many of 
the NS symptoms, including stunted growth, retardation in mental development 
and failure to develop secondary sexual characteristics. The aetiology of the 
Nakalanga Syndrome is not clear, and a link with onchocerciasis has been suggested 
(Kipp et al., 1996). 

Another theory associates NS with the consumption of monkey meat, but 
investigation has determined no links (Donnelly, 2012). NS has been associated with 
malnourished children suffering from vitamin B6 deficiency as well. However, 
deficiencies in vitamin B6 and other micronutrients were also present to large 
extent in children in the same area without NS (WHO, 2012b). 

The Ministry of Health, with support from various international partners, 
conducted epidemiological investigations in Uganda. According to the WHO, these 
investigations entitle exclusion of possible aetiological agents: infections, toxic or 
nutrition factors (WHO, 2012a). In May 2011, CDC investigators conducted a case 
control study in two NS areas in South Sudan, collecting exposure information and 
biologic specimens. In their (preliminary) analyses of the results, no association 
with NS was found with other risk factors, including exposure to munitions, 
parents’ occupations and demographic characteristics (CDC, 2012). In conclusion, 
quoting from a recent meeting report: ‘Although independent researchers and the 
respective ministries of health of the affected countries have conducted over ten 
investigations on NS, etiology, mode of transmission, pathogenesis and clinical 
course remain unknown’ (WHO, 2012c, p.2). 

Case definit ion:  an i l lness-in-the-making 

It seems clear that despite all efforts of medical research and discussion, there is no 
consensus on the causes of this ‘mysterious disease’. In a newsflash on Ugandan 
television Amos Okot, the Agago County MP looks despairingly into the camera: ‘The 
register has no diagnosis, there is no name about it. People just grapple to find out, 
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what is this disease? This disease has paralysed the whole community’ (New Vision 
News, 2011). The uncertainty leaves room for collective constructions of illness and 
misfortune, whose study requires anthropological tools. 

The meaning of illness terms derives from their position in a semantic network 
negotiated in dialogue (Pool, 1989). Participants co-producing a new diagnostic 
entity are faced with the distinction between disease and its subjective 
manifestation, illness (Kleinman, 1980). Thus enter power struggles (Good, 1994), as 
we have learned from the ‘construction’ of post-traumatic stress disorder as a 
specific psychiatric diagnosis after the Vietnam war (Summerfield, 2001). Therefore, 
attention should be paid to narrative dimensions: to the construction of the story 
and to the context in which it is constructed, to whom is allowed to articulate the 
story, and to whom has the authority to construct (the) illness. 

An opportunity to construct an influential NS story occurred during the 
‘International Scientific Conference on Nodding Syndrome’ in Kampala (30 July – 
2 August 2012), organized by WHO in collaboration with the MoH Uganda, CDC and 
the UK Department for International Development (DFID). The invited participants 
given the authority to articulate the narrative on this occasion included scientists, 
funding agencies and political leaders of the affected NS countries. Invitations were 
limited, so several health workers based in northern Uganda expressed frustration 
to us over the fact that they were not invited (and hence voiceless). One remark was 
that the conference should have taken place in the affected area, instead of the 
luxurious boardroom of the Kampala Sheraton hotel. 

The official invitation stipulated that the first three days would be dedicated to 
scientific presentations and discussions, while on the fourth day stakeholders in 
Uganda would be briefed. The influence of the conference should be felt on the 
national (and international?) level as ’it is envisaged that the recommendations 
from the main meeting will be used by the National Task Force to update the 
National NS response plan as appropriate’ (Invitation Conference, 2012). Thus, the 
construction of a powerful illness narrative takes place. 

One of the aims of the international meeting was the development of a 
harmonized standard case definition -an agreed-upon set of criteria- for NS, which 
could be used for purposes of future screening, diagnosis and research in all affected 
countries. Over the years, elements leading to a diagnosis of NS were different from 
country to country and various terms have been used, including head nodding 
syndrome (Winkler et al. 2008), nodding syndrome (Nyungura et al., 2011), nodding 
disease (Lacey, 2003) and nodding disease syndrome (MoH, 2012a). In the 
community in northern Uganda, people talk about ‘Lucluc’ (nodding, dropping 
forward of the head) or sometimes ‘Yengo wic’ (head movement). During the 
conference the discussion focused on an objective designation to get rid of all the 
different names and the present label of a ‘mysterious disease’. A consensus was 
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reached on using ‘nodding syndrome’ as the official terminology, based on the 
broad spectrum of clinical symptoms and presentations. Subsequently, more time 
was spent on the development of a case definition, which, as we could observe, 
caused heated debate. Because a case definition confronts participants with lived 
reality, a sense grew of how difficult it is to conceptualize an illness when so little is 
known about its aetiology, symptoms, prevalence and treatment. 

Questions arose concerning the type of categories that should be created and 
their purposes. For example, how practicable is it to make an electroencephalogram 
(EEG) a criterion to confirm NS, when most health centres in the affected areas do 
not have access to this technology? At the end of the international conference, 
participants agreed on three case definitions along a scale, which will need to be 
reviewed and modified as new data become available (WHO, 2012c):  

Suspected case of  NS 

Used at the community level: 
Reported head nodding in a 
previously normal person. 
Head nodding is defined as 
repetitive, involuntary drops 
of the head to the chest on 
two or more occasions. 

Probable case of  NS 

Suspected case of head  
nodding with: 
Both the following major 
criteria:  
- Age at onset of nodding

between 3 and 18 years old
- Frequency of nodding 5 to 20

per minute

Plus at least one of the  
following minor criteria:  
- Other neurological

abnormalities (cognitive
decline, school drop-out
due to cognitive/
behavioural problems,
other seizures or
neurological
abnormalities)

- Clustering in space or
time with  similar case

- Triggered by food and/or
cold weather

- Stunting or wasting
- Delayed sexual or physical

development
- Psychiatric symptoms

Confirmed case of  NS 

Probable case plus: 
A documented nodding 
episode that is:  
- Observed by trained

health worker, or
- Videotaped, or
- EEG/EMG

Figure 1.  Case definitions nodding syndrome as formulated during the Scientific 
    International Conference on Nodding Syndrome, Kampala 2012. 
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Given the inconsistency of case definitions used during previous investigations and 
across countries, the currently available data are not necessarily comparable (WHO, 
2012c). Scientists and policy makers are hopeful that the standardized definitions 
will provide more consistency across future research activities. The new case 
descriptions are yet to be presented and implemented at ground level, where a 
different terminology continues to be used at the moment. 

In general, the content of the conference was scientific, as announced by the 
invitation. Emphasis was put on laboratory results and research on causes and 
intervention. A participant complained in soft voice to us: ‘Everybody wants to 
measure something!’ Questions could be raised over whether the NS story created at 
the international conference overlaps with NS narratives that are present in the 
affected communities. An agitated health worker in northern Uganda summarized 
her feelings about the scientific conference during an interview as follows:  

It was interesting, but they didn’t allow us to talk. The international people 
dominated the conference, not the ones handling the cases. (...) We have been 
here, touching the children and seeing them progressing. We see from out 
here, but they were giving other information. It was scientific, not local. If it 
was local, they would have understood nodding syndrome. 

In Kitgum, northern Uganda, people are now showing more and more frustration 
over ‘scientists that just fly in, look at the children for one week and go back’, often 
without explaining and sharing their research findings. 

The significance of an affliction like NS lies as much in the (important) work that 
is being done in the biomedical laboratory as in the role it plays in conversations, 
considerations and negotiations at micro-level. The next section makes clear that 
the seemingly neutral act of making a biomedical diagnosis is not as clear-cut as 
often perceived. 

Making a diagnosis  

Since little is known about the natural history of NS, difficulties arise during the 
screening of patients. As elaborated above, scientists, health workers and politicians 
define the syndrome in different ways, resulting in confusion about what a ‘real NS 
case’ looks like. The question, then, arises: how to make a diagnosis of an unknown 
illness? 

During our fieldwork in northern Uganda, health workers occasionally 
mentioned having difficulties differentiating between epilepsy and NSP. In general, 
the screening tool from the MoH training manual (2012b) is being used to make a 
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diagnosis, including the poster-case definition as mentioned above. The MoH also 
created a ‘medical intervention algorithm for NS’ to guide health workers in their 
decision on possible referral and medication. Officially, five different treatment 
packages are available, but in practice they are difficult to realize because they refer 
to investigations with EEG, CT scan and MRI, technologies that are not available in 
the treatment centres in northern Uganda. ‘Basically, we rely on how patients 
present the symptoms’, a hospital staff member tells us, explaining how a diagnosis 
of NS comes into existence. Her colleague adds, pointing at the difficulties in making 
a proper diagnosis: ‘It also happens that people fake symptoms. That is difficult, 
because the nodding cannot easily be seen’. 

Caregivers of the affected children often mention that they started hearing about 
the symptoms in the internally displaced person (IDP) camps around 2003, or that 
they learned about the syndrome through the radio. Indeed, a lot of attention has 
been given in the media to NS. During the past year, posters have also been 
distributed in northern Uganda by the office of the prime minister, telling people  in 
local language leb Acholi  to be alert for nodding symptoms: ‘If you have seen these 
symptoms in the child, take him/her to where they give drugs for ‘Two Luj’ (NS), so 
that the child receives treatment’. Caregivers talk about referral to the NS 
treatment centre by Village Health Teams or recount being told by neighbours to 
bring their child to the hospital. The diagnosis of NS or NSP, as mentioned in the 
medical booklets, is obtained through health workers, mostly at the hospital or 
during outreach or screening exercises. An aid-worker from an international 
humanitarian organization points at what he sees as a shortcoming of the case 
description: ‘There are only inclusive criteria, but no discharge criteria. Once you 
receive the diagnosis, there is no way of getting out’. 

A minority of health workers express doubts over the existence of NS as a new 
diagnostic entity or type of disease. With a worried expression on his face, a young, 
Ugandan clinician tells us: ‘I wish that they would just announce that nodding 
syndrome is being ruled out, so people can start treating what they should treat’. He 
deems the syndrome to be highly politicized and a lot of money to be involved, 
interfering with managing ‘the real problems’. Another health worker in northern 
Uganda believes that ‘there might be something’ but thinks that ‘the numbers are 
not accurate, because the diagnosis is not always right. Patients are not properly 
probed and investigated’. On several occasions during our field study, we found that 
symptoms and diagnoses written in the medical booklets were not congruent with 
illness narratives of patients or caregivers, or that diagnoses were changed multiple 
times. A dedicated social worker explains: ‘People often don’t negotiate their health 
with health workers, they do not talk. Patients think they don’t have the right to ask 
about the diagnosis’. 
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Future research should verify whether NS cases are real additions to the 
prevalence of epilepsy and mental health issues in the affected regions, for making a 
diagnosis is difficult and some ‘suspected NS-patients’ end up having epilepsy or a 
type of mental illness. Because of this, the quoted numbers of NS cases may be 
unreliable. Also some mimicry might be involved in symptom formation, behaviour 
can be copied or learned by others. And due to secondary gains of a NS diagnosis, 
such as an increase in attention, free food hand outs and other forms of financial/ 
social support some malingerers find their way into the health system. Most of them 
come from poor families, trying to receive some extra help by claiming to suffer 
from the illness. One illustrative example we witnessed during an assessment at a 
mental health unit in northern Uganda, when a mother declared that her daughter 
was having NS. As a plate of food was presented to the girl (in order to trigger head 
nodding symptoms), the mother secretly tried to signal to the child to drop her 
head and refrain from eating. To the mother’s visible disappointment, her 
daughter’s strong appetite got the better of her. Afterwards the health worker 
jokingly concludes that ‘the only thing she was suffering from was a soar neck from 
nodding her head’. The advantage of a multi-layered context-sensitive concept of 
NS is that attention can be given to reasons for this help-seeking behaviour.  

Local  public  discourses  

When looking at the academic discourse on NS the prominent role of biomedical 
terms is striking. Most literature focuses on Onchocerca volvulus, blood samples, 
vitamin deficiencies, carbamazepine, sodium valproate, epilepsy and EEG scans (e.g. 
Winkler et al., 2008; CDC; WHO; MoH). Policy makers, health workers and 
researchers predominantly discuss NS in biomedical terms. Yet, the heated 
discussions about the correct label illustrate the sensitivity of the subject, which 
derives from the belief by some, and the fear by others, that more than biological 
factors are involved. 

Although the efforts in Uganda to explore causes and appropriate treatment 
should be applauded, little information is available about local management and 
perceptions of NS. The academic literature focuses mainly on biomedical aetiology 
and explanatory models. At the same time the affected community, local 
government and media are trying to make sense of the misfortune. Sickness poses 
questions about our very sense of existence and non-existence, and thus raises 
questions about how to deal with the uncertainties of living (Steffen, Jenkins & 
Jessen, 2005). In different ways and by diverse means we seek a sense of control 
when faced with crisis, especially when we are not sure what we are dealing with. A 
participant in the earlier mentioned discussion event in Gulu emphasises: ‘We need 
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knowledge and attitudes from the community’. This points to awareness of the 
active role of the population’s discourse in the formation of illness, their 
appropriation of biomedical, Christian and other concepts in their own interest: 
‘Power is being exercised and there is a struggle for control of discourse, but it is not 
simply a one-way process’ (Pool, 1989, p.266). Paying attention to the way local 
community talks about NS is important, keeping in mind that discourses often 
overlap and are non-static. 

In the past few years, many ideas and speculations on the causes of NS have been 
put forward. Unfortunately, no studies have been undertaken so far to explore 
community perspectives on NS in Tanzania, so out of necessity in what follows we 
solely focus on South Sudan (literature review) and northern Uganda (literature 
review and field data). In the future, it would be interesting to compare explanatory 
models across these three countries. 

According to Nyungura et al. (2011), some elders in affected communities in 
South Sudan speculate that NS resulted from childhood vaccinations. The 
epidemiologically relevant fact of past resettlements has also been mentioned, 
hinting at the intermarriage between local community and other war-displaced 
South Sudanese communities. As an alternative these elders mention flies, which 
invaded the areas of wartime displacement. The suggestion that flies might cause 
NS also came up in our conversations with affected families in northern Uganda. 
Santhosh (2004) writes that some Sudanese villagers consider the disease as a curse 
of supernatural origin; others refer to the Sudanese government’s attacks in the 
area with chemical weapons during the civil war. NS would be the neurological 
effect. Others believe that munitions left over from the war have left toxic residue 
on the earth, resulting in brain damage. These explanatory models are also heard in 
Uganda, on which we will elaborate later. Santhosh (2004) suggests that the 
displacement of many villagers during the war in South Sudan led people to eat 
whatever they could find and to sleep in the open, making them prone to local 
foodborne diseases. Kitara and Amone (2012) state that community members in 
Uganda believe that the syndrome is caused by eating meat from black cows from 
Karamoja, although this idea has not come up during the interviews we undertook 
with caregivers in Kitgum. Lastly, another theory blames international relief 
agencies, which brought in seeds coated with toxic substances designed to aid crop 
growth. Despite warnings that the seeds were not fit for consumption, some people 
ate them. In both Sudan and Uganda, people mention their concerns regarding the 
relief food they received in the IDP camps. Lacey (2003) notes that the appearance of 
nodding indeed coincides with the launch of major international relief operations. 
Or has their arrival permitted exposure of the problem? 

In conversations, newspapers and news items on television in Uganda, topics 
such as conflict, trust, compassion, spirits, victimhood, negligence and suffering 
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often come up in relation to NS. The syndrome is invariably linked to central social 
issues. For example, in March 2012, the Women MP representing Kitgum brought a 
group of children with nodding symptoms from northern Uganda to the Mulago 
National Referral Hospital in Kampala, according to the newspaper New Vision 
‘because she was not convinced that enough studies had been done’ (Nabatanzi, 7 
March 2012). She tells a reporter of the Daily Monitor:  

When there was a foot and mouth disease outbreak in western Uganda, 
Parliament was called from recess, a supplementary budget passed and the 
area declared a disaster, why can’t we do the same for people? Unless cows in 
western Uganda are more important than people in Acholi! (Ayebazibwe, 8 
March 2012). 

During our fieldwork, many people in Kitgum label the journey undertaken by this 
politician as the time the syndrome came into the limelight: ‘when the world knew 
there was a problem in this country’. In this same month, women activists tied 
themselves to trees at NGO Forum offices in Kampala to show their solidarity with 
mothers whose children were suffering from NS. They were holding placards 
reading ‘Women in the north are also mothers, save the future of Acholi now’, 
referring to cases that appeared in the media of mothers who tied their confused 
children to trees to prevent them from wandering away. During our interview with 
one of the activists she angrily calls out:  

When have human beings become like goats, reduced to be tied on trees? This 
is a serious problem in our country. We demonstrated this, it was inhumane 
and it was traumatizing. (...) Personally, I don’t see that this government has 
any political will to put nodding syndrome on top of its priority.  

In this way, NS has come to symbolize the marginalization of an entire region, 
including failed delivery of public service and a general feeling of distrust. The body 
in sickness here offers a model of social disharmony, conflict and disintegration 
(Scheper-Hughes & Lock, 1987). Like a victim suffering twice by being stigmatized 
for her dire fate, the region feels abandoned all over again. Odonga Otto, the 
disappointed Aaru county MP, speaks in a news item: 

We have lost so many during the war, we have lost so many during Ebola. I 
think God should be fair. Of all places in the world, finally again it is still 
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Acholi where we have lost children to this nodding disease syndrome (New 
Vision News, 2011). 

The dominant idea in public discourse in Uganda is that not enough has been done 
to address the problem and to assist the local community. ‘Instead of taking care of 
the victims, they spend money on testing their airplanes!’, a lady in Kitgum 
complains to us about the governmental response to NS. The NGO Health Watch 
Uganda accuses the government of negligence and filed a civil suit against the 
Attorney General (AG) in May 2012. In that same month, the Kitgum District Women 
MP also filed a case against the AG, blaming government for an inadequate response 
to NS. NS in this way becomes a symbol and instrument in a political struggle, 
highlighting perceived oppressions from the government. A local leader explains to 
us:  

We have always been suspicious. What is this type of disease that has invaded 
our people, and which is present where there was war? It has been there since 
a long time and no one wants to talk about it, they don’t want this issue to be 
discussed. And that really confirms in our minds, that the chemicals that were 
being used during the war could have been deliberate, and these are now the 
effects of it.  

During our field study, people mentioned that staff members in the treatment 
centre were not allowed to talk about NS to outsiders without the proper MoH 
permits and that journalists have been denied access to meetings on NS. A local 
radio presenter wonders: ‘Why are they being so secretive about it? It makes us 
think they have something to hide’. The political significance of the affliction also 
becomes clear in an open communication from the Lord’s Resistance 
Army/Movement, in which they use the syndrome in their battle against Ugandan 
government when they state that:  

The puzzle of the cause of the nodding disease in Northern Uganda, the place 
where the conflict originated and the same Uganda military forces used 
poison to contaminate food-stocks and water-wells in their counter-
insurgency operations in the 1990s, has yet to be solved (LRA/M, 2012). 

By now the Ugandan government has established NS treatment centres and trained 
health workers to take care of the patients. But the distrust that has built up in the 
meanwhile might lead to reluctance to accept medical help. One health worker 
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knew of patients refusing to take the anticonvulsant medication (sodium valproate) 
provided by the treatment centres. The small silica gel packets saying ‘do not eat’ 
used to absorb and hold water vapour to reduce spoilage of products that were 
found accompanying the distributed humanitarian food also caused a stir in local 
communities, (incorrectly) elevating people’s concerns about government trying to 
poison them. The distrust of government is not a new phenomenon in northern 
Uganda, but stretches back to -among other things- a long existing north-south 
divide crystalized under colonial rule, to the fear of president Museveni persecuting 
the Acholi in revenge for atrocities committed by soldiers during the civil war and 
to bad experiences during the 20 years of conflict in northern Uganda (see Atkinson, 
2010; Behrend, 1999; Finnström, 2008). 

These examples show that if we attempt to understand what NS is and how it is 
experienced, we should look at the context in which negotiation and meaning-
making takes place. Scheper-Hughes and Lock (1987, p.20) emphasise that symbolic 
equations between concepts of the healthy body and the healthy society, as well as 
the diseased body and the malfunctioning society, are often encountered. The 
illness experiences of NS are connected to other experiences people have had, such 
as the conflict, poverty, distrust and frustration over neglect. That is how the 
paper’s next section will interpret the popular connections between illness, conflict 
and the wider world, including that of spirits. According to traditional healer Sylvia 
Namutebi ‘nodding disease is not a medical problem, but a spiritual one’ (Kiboga, 17 
March 2012). An elder in northern Uganda mentions during one of our interviews: 
‘There is no way to investigate this syndrome through laboratory, because demons 
cannot enter under a microscope slide to be seen’. By only looking at the biomedical 
significance of this new syndrome, we will miss important aspects of how this 
illness is being experienced and understood.  

Confl ict  and i l lness  

So we return to that Wednesday afternoon discussion on the first floor of a 
university building in northern Uganda. A tall, grey-haired professor rises from his 
plastic chair and wonders out loud: ‘Why has it [nodding syndrome] come at this 
time, as we emerged out of war?’ He warns the audience: ‘If we don’t link this, we 
will miss something important!’. A man sitting at the front of the room remarks that 
NS cannot be looked at without taking the war into consideration: ‘There is a lack of 
sense of community togetherness because of the war and a lack of political will’. 

The past conflict is rarely mentioned in the academic literature on NS. One NS 
article even writes explicitly that there has been no war in Uganda (Nyungura et al., 
2011). Yet, the various threads of discourse invoke a wider context that forewarns 
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us against overlooking the conflict. The districts in northern Uganda where NS is 
present have served for twenty years as a battleground for the war between the 
Lord’s Resistance Army (LRA) and the Ugandan Government. During the course of 
the conflict, it is estimated that between 25,000 and 60,000 children have been 
abducted to serve in the LRA (Betancourt et al., 2009; Derluyn et al., 2004; 
Vindevogel et al., 2011) and an estimated 1.7 million people have moved into over 
180 IDP camps. By 2005, more than 90 per cent of the population of Gulu, Kitgum 
and Pader had been driven from their homes into IDP camps (Harlacher, 2009). The 
violent past and the breakdown of traditional kinship networks and relations in the 
camps have resulted in the erosion of social trust and morality (Baines, 2010) and 
disrupted the coherence and embeddedness of the community (Angucia, 2010). 
Currently, questions can be raised about how this social trust can be restored, given 
that the returning of people from IDP camps to their former home places creates 
important land issues, together with the often difficult reintegration processes of 
former child soldiers, who are often perceived (although almost all abducted by 
LRA) as perpetrators of all suffering the population has been going through. 

During our fieldwork in northern Uganda, we could establish that many local 
explanatory models do link NS with the past conflict. As elaborated before, the local 
community points at distributed seeds in the IDP camps and toxic residue from 
munitions as possible causative factors, and the general feeling of political distrust. 
But more contextual models came to the fore as well. ‘The women in the IDP camps 
saw many bad things’, a young man suggests, ‘maybe this was transferred to the 
unborn children in their wombs’. Some informants refer to a deeply rooted 
explanatory model. They talk about cen as possibly causing NS. The spirits of people 
suffering a violent death become cen (Baines, 2010; Finnström, 2006), so many cen 
have been roaming the land since the war. A teacher in Kitgum explains: ‘If a person 
is unjustly killed, the person dies angry. Cen are evil spirits. They can come and 
make you become mad. (...) If the spirit is not happy it may bring sickness or 
accidents’. Like many others, he suggests a possible relationship with NS:  

Even if they examine a child with nodding syndrome, they find nothing in the 
blood. If they examine the brain, they find nothing in the brain. Then you 
wonder, what is happening? There is no treatment and no proper name for it. 
And nodding syndrome is not in all areas. Why? 

Many caregivers point to cen as a plausible cause of NS, although they often have 
different explanatory models existing next to each other. A worried mother tells us: 
‘I believe it is cen because of the many mass killings that were committed in Acholi 
land. People were killed in a horrendous manner. The spirits of those people are 
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now attacking the children’. In Tumango, Kitgum district, a healing ceremony was 
held for the sick children, whereby two animals were sacrificed and rituals 
performed to chase away the cen. Kitgum town was also visited for some days by a 
team from an Islamic Centre for Treatment and Development from Kampala, which 
attempted to treat ten NS patients by recitation of the Quran and application of 
anointed water. One member explains why they decided to come to northern 
Uganda: 

On seeing the obstacles faced by the MoH and other organizations to realize 
the treatment and cure of the disease, it came to our concern to find 
alternative solutions. (...) We came to realize that the disease was caused by 
devilish, evil spirits and could not be treated by scientific measures. 

In the New Vision newspaper, chiefs of the affected area indeed state that there could 
be some connection between NS and the spirits of the people who were killed 
during the conflict and whose remains are still scattered in the bushes: ‘There is 
need to search for the remains of people who were massacred by the LRA rebels and 
perform rituals while giving decent burial to them’ (Ocuwun, 16 March 2012). In a 
different way, Musisi and colleagues (2011) make a connection with the same 
conflict, supporting the theory of war trauma in children. They suggest that NS 
could possibly be related to trauma, since most of the NS cases seem to appear in 
post-conflict areas. Also, because extensive local and international research for 
causative agents has been fruitless so far, Musisi et al. (2011) advance the hypothesis 
that NS reflects the psychological effects of protracted, repeated mass war trauma 
in children. They conclude that NS could be a cultural presentation of complex post-
traumatic stress disorder (PTSD) or developmental trauma disorder (DTD), 
complicated by severe and prolonged depression with total anhedonia and anorexia 
resulting in wasting and stunted growth. Their psycho-trauma hypothesis is based 
on eight cases of NS in the hospital, children who were exposed to instances of 
extreme violence during the war. The NS cases in South Sudan similarly occur in a 
post-conflict area and involve internally displaced people (CDC, 2012). According to 
the majority of interviewed people in a study in Sudan, NS was first noticed around 
1997 in IDP camps (Nyungura et al., 2011). NS-affected families in northern Uganda 
also emphasise that NS started in the camps (new cases continue to be reported but 
seem to be rare). Scientific knowledge about the relationship between the 
psychological, social and biological aspects of stress is still incomplete. The impact 
of social deprivation during childhood on brain functions in humans has been little 
examined. A study that illustrates a connection between psychological, social and 
biological aspects of stress has been conducted by Chugani et al. (2001), showing 
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that Romanian orphans who are exposed to early social deprivation have long-term 
cognitive and behavioural deficits. Also illustrating this connection are case studies 
of asylum-seeking children in Sweden, showing signs of social withdrawal and 
pervasive loss of bodily functions in vital areas, symptoms that are possibly linked 
with traumatic events they have experienced (Von Folsach & Montgomery, 2006). 

According to Musisi et al. (2011, p.57), future research should gain insight in 
cultural expressions of the psychological effects of repeated trauma in children 
living in post-conflict communities. Hereby, the local perception of epileptic 
symptoms is highly important to take into account. In a study of Mushi et al. (2011) 
in Tanzania, the majority of respondents ascribed their epilepsy to non-medical 
causes, such as demonic power, witchcraft, laana (curses) and ugonjwawa Mungu 
(God’s sickness). These explanations overlap with the above-mentioned local 
explanatory models for NS.  

Burden of  NS 

Besides looking at different explanatory models, attention should be given to the 
social and financial burden of NS on the community. Caregivers complain that the 
illness interferes with livelihood activities and that the affected children are highly 
stigmatized. Although scientists assure that NS is not transferrable, several 
community members in northern Uganda are convinced that the syndrome is 
contagious and even some health workers are afraid to come close to patients 
because they fear contracting NS. During our fieldwork, a young health worker from 
a hospital in Kitgum (not connected to the NS treatment centre) mentions: 

If you don’t know what is causing it, it is very difficult to manage. It seems 
you can get it through contact. First one child in the family has it, and then 
others also start having symptoms. You can come to the hospital with malaria 
and leave with nodding syndrome. (...) I fear nodding syndrome. I have never 
seen anyone recover. If it spreads through the whole country, we will become 
extinct. We don’t know what is it. There is no cure, they are only treating the 
symptoms. 

Caregivers in northern Uganda often mention during interviews that NS children 
are separated from other children while eating. Sometimes, this happens because 
the caregiver or patient worries that the syndrome might be transmitted; more 
often it happens because other community members fear it is contagious. One 
mother also refers to the widespread belief that NS is transmittable when she 
recounts her journey by bus to a treatment centre with her daughter diagnosed 



57 

with NS, memorizing how embarrassed she felt when the other passengers did not 
want them to board the vehicle: ‘I am never going to travel by bus again’. Other 
mothers also complain about the difficulties of travelling with the affected children 
to the treatment centres. Especially when more than one child in the family has 
symptoms: ‘If one is having seizures you cannot take care of the others’. 

Reports indicate that NS worsens the poverty situation in the affected 
communities, as parents spend a lot of time caring for their affected children, 
instead of engaging in economic activities. Caregivers also mention feeling socially 
isolated, because they stay home and all their time goes out to nurturing. During 
informal talks, alcohol abuse was reported in family members trying to deal with 
the stresses of giving care, and recent divorces were attributed to the burden of NS. 
Several community members make remarks about a condition of ‘learned 
helplessness’. According to them, this state of helplessness was learned during the 
time people spent in the IDP camps, when they were ‘used to sitting and waiting for 
help’. In some cases, this behaviour is now linked to dealing with NS and the 
provision of resources. 

NS-induced stigma contributes to the overall burden of the illness. 
Understanding the social-cultural aspects of NS will help to improve the situation of 
affected families. More insight should be gained into how NS is affecting livelihood 
activities, how support networks are constructed and how patients and their 
families are coping with a diagnosis of NS. 

Conclusion 

In this paper, we have explored processes of labelling, defining and diagnosing NS 
and demonstrated how local, national and international discourses emphasise 
diverse explanatory models, including neurological, cultural, psychological, political 
and spiritual aspects. These different discourses play an active role in the 
conceptualization of illness; by only looking at one model, we will miss important 
aspects of how NS is experienced and understood. Therefore, we suggest that 
attention should be paid to narrative dimensions and relationships of power and 
control, to provide insight into different layers of meaning. Questions about NS 
concern not only its aetiology but also the role it plays in conversations and 
negotiations, how people name ‘the unknown’, how they enter into dialogue with 
misfortune and how meaning-making takes place in a post-conflict context. In brief, 
so intricate the conceptualization of this ‘mysterious illness’ has become that the 
list of explanatory models grows, with models situated somewhere between those of 
disease and syndrome. 
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In the end, it seems that a variety of aspects play an active role in the existence of 
NS. By paying attention to the way in which different actors come to terms with 
mystery and misery, we can catch a glimpse of how people act when faced with 
uncertainty and affliction. Throughout all the different discourses discussed in this 
article, we find a shared need for knowledge and explanations. People are seeking a 
sense of control, whether emphasizing laboratory results, looking for answers in the 
political domain or focusing on spiritual actors in the form of cen. It shows that NS is 
more than an isolated event or yet-to-be-discovered organism or disease; it can also 
be seen as an instrument in a political struggle or as a symbol of the marginalization 
of an entire region. Besides the biomedical importance of this syndrome, it offers a 
model of social disharmony, linking NS to the trauma of past conflict, to poverty 
and to (region-bound) frustration over neglect. In this way, we can look at NS in the 
wider social and inter-subjective context and pay attention to the formation of 
illness. As Scheper-Hughes and Lock (1987) pointed out, the body (in health and 
illness) should be seen as a terrain where social truths and contradictions are played 
out.  
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Abstract 

Nodding syndrome is an unexplained affliction that has affected 
thousands of children in post-conflict northern Uganda, South Sudan 
and in Tanzania. This study focuses on the sudden rise of nodding 
syndrome in the Ugandan public discourse, based on 369 newspaper 
reports over a timespan of 4.5 years and interviews with journalists, 
politicians, caregivers and health workers during 15 months of 
fieldwork in Kitgum district. The news coverage of nodding syndrome 
follows a non-linear trajectory, increasing at the end of 2011 and 
declining a year later. Attention is paid to the conceptualization of 
nodding syndrome in media reports, linked to the formation of public 
opinion and management of the affliction. Different settings elicit 
different concepts and it is therefore necessary to contextualize illness 
and focus on processes of formation. 
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Introduction 

The story has been one pitying tale of an ignorant population caught 
unaware, fighting a mysterious illness that has sent many of their children to 
an early grave and a government caught napping as the unknown disease 
consumes the young people (Newspaper Daily Monitor about nodding 
syndrome, 26 May 2012). 

In May 2012, two Members of Parliament move a motion asking the Ugandan 
government to declare ‘Acholi sub-region’ a humanitarian emergency area (PoU, 
2012b). In this way, hope arises for the distribution of emergency relief after 
thousands of previously healthy children in northern Uganda, South Sudan and 
Tanzania are reportedly affected by nodding syndrome (NS). On a daily basis 
Ugandan news reports, weblogs and television-items about this unexplained illness 
appear throughout 2012, thereby often linking the syndrome to conflict, ethnic 
identities and politics, and using prefixes such as ‘mysterious’, ‘devastating’ and 
‘deadly’ (e.g. see introductory quote). 

According to the World Health Organization -that labels the syndrome a 
‘mysterious disease condition’- nodding syndrome is characterized by repetitive, 
involuntary nodding of the head, triggered by food and cold weather, mainly 
affecting children aged 5 to 15 years and resulting in mental retardation and 
stunted growth (WHO, 2012a; Winkler et al., 2008). Some children are unresponsive 
to commands and stare absently during nodding episodes, whereas for others the 
head nodding does not disrupt eating or the ability to follow commands (Tumwine 
et al., 2012, p.244). Children living under the poorest conditions seem most 
susceptible to the syndrome (CDC, 2011) and the majority of the affected families 
experienced food shortages and have a history of living in internally displaced 
person (IDP) camps during war at the beginning of this century (WHO, 2012c). In 
local explanations the syndrome is often associated with conflict, since the affected 
areas have served for 20 years as a battleground for the war between Lord’s 
Resistance Army (LRA) and the Ugandan government. As a result, many ‘cen’ -the 
spirits of people suffering a violent death- are now said to roam the country, 
bringing sickness and accidents (Van Bemmel, Derluyn & Stroeken, 2014). From a 
biomedical perspective, epidemiological studies have suggested a link between the 
syndrome and Onchocerca volvulus (e.g. Winkler et al., 2008), fungal contamination of 
food (Spencer et al., 2013), complex developmental trauma disorder (Musisi et al., 
2013) and paediatric catatonia (Dhossche & Kakooza-Mwesige, 2012). Sejvar et al. 
recently associated the nodding spells with clinical and electrographic seizures 
including generalized tonic clonic and absence seizures (2013). So far at least 170 
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deaths have been reported (WHO, 2012b) and more than 10 investigations on NS 
have been conducted, but the aetiology, mode of transmission, pathogenesis and 
clinical course remain unknown (WHO, 2012c). In other words; up to now, there is 
no known cause or cure for the approximately 3000 children that suffer from the 
syndrome in northern Uganda. 

Although similar symptoms have been described in the mid-1960s in Tanzania 
and were mentioned by caregivers in South Sudan and Uganda to have started about 
a decade ago (Bukuluki et al., 2012; Jilek & Jilek-Aall, 1970; Nyungura et al., 2011), it 
is only recently that reports on the syndrome appeared in media, thereby touching 
upon political and ethnical sentiments, such as the long standing north-south divide 
in the country and a perceived neglect of the northern region by the government. 
Since only children belonging to the Acholi ethnic group in Uganda seem to be 
affected by the syndrome, suspicion arose in the northern area over the cause of NS 
and anxieties emerged over whether it could be a planned attack in order to ‘wipe 
out the next generation of Acholi’. Although government did not declare the 
affected areas to be emergency zones, NS did spark a public debate on issues of 
health and unity in Uganda. It became a hot topic in national public discourse, 
generating a lot of attention; over the past three years an international scientific 
conference on NS has been organized in Kampala, a response plan for ‘the control of 
the nodding disease in Acholi sub-region’ was developed (MoH, 2012a), several 
governmental NS-treatment centres have been opened and two lawsuits blaming 
government negligence have been filed (2012). All along, the media has been 
reporting from the front row. As one biomedical investigator -somewhat agitated- 
tells me: ‘It has been a media circus’. 

Methodology 

Practices of medicine are inextricably linked with wider political and social 
phenomena. In a previous paper, we detected the circulation of different NS-
discourses with a clear divide between hegemonic biomedical accounts and 
counter-hegemonic social-issue analyses. Besides its biomedical importance, NS 
offers a model of social disharmony in which it is linked to conflict, poverty and 
frustrations over neglect (Van Bemmel et al., 2014). The present article continues to 
emphasise the importance of contextualization, while analysing media reports and 
exploring the sudden interest in the syndrome in national public discourse. 
Although NS was noticed by the local populace in northern Uganda around 1998 and 
officially reported by the Ugandan Ministry of Health in 2009 (Bukuluki et al., 2012), 
national and political interest only came at the end of 2011; resulting in more than 
200 news reports in the major daily newspapers during the following year. This 
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paper seeks to demonstrate the role of media in the conceptualization and 
management of illness and aims to analyse how certain perceptions of NS were 
formed. Previous studies examining images of (mental) illness in media indicate that 
they are often misrepresented through exaggerations and misinformation (Stout, 
Villegas & Jennings, 2004, p.558) and could contribute to stigma, inaccurate use of 
terms and unfavourable stereotypes (Wahl, 1995). Paying attention to the media-
narratives of NS provides a fertile ground for investigating processes of 
conceptualization and the historical power relationships that put people in their 
current socio-geographical sphere (Blommaert & Bulcaen, 2000). Instead of focusing 
on the ‘product NS’, attention is shifted to processes of formation. 

The nature of how media -the primary disseminator of information to citizens- 
portrays facts and expert opinion is crucial in understanding the nature of what 
informs people’s opinion (Shanahan et al., 2008), and media is likely a powerful 
shaper of public opinion (Swain, 2005 in Kiwanuka-Tondo, Albad & Payton, 2012). 
The analysis of the sudden media interest in NS reveals how the topic has been 
presented to the public over time and how it obtained -and lost- a central place in 
public discourse. This description is based upon 90 in-depth interviews with 
journalists, health workers, affected families and local politicians during 15 months 
of qualitative fieldwork (2012, 2013 and 2014) in Kitgum district, an area in northern 
Uganda in which many cases of NS have been reported. Interviewees were asked 
about their knowledge, attitudes, perceptions and practices related to nodding 
syndrome, making use of semi-structured topic lists on explanatory models 
(Kleinman, 1980, p.105), expressions of disease, illness-management and media-
attention. Snowball sampling was used and respondents were selected through 
different institutions, such as NS treatment centres, humanitarian organizations, 
religious institutes and community leaders. Interviews were conducted in English 
or, with help of a translation assistant, in leb Acholi. Each interview took between 30 
and 90 minutes and was recorded with the respondents’ consent. Analysis of the 
transcribed data was by thematic analysis whereby key concepts were identified in 
the interviews. Observations have been made at the homes of affected families, 
treatment centres, during outreaches and meetings. This article presents the 
findings on the media-conceptualization of NS. 

An analysis of all articles about NS in two Ugandan national newspapers, Daily 
Monitor (DM) (203) and New Vision (NV) (70), and the regional online-newspaper 
Acholi Times (AT) (96) was conducted. The sample period ranges from August 2009 
-when the first media report on NS appeared- until March 2014. The online
databases of the three newspapers were searched using ‘nodding’ as keyword. In
addition, other Internet search-engines were used (Keywords: ‘Daily Monitor AND
nodding’; ‘The Monitor AND nodding’; ‘New Vision AND nodding’; ‘Acholi Times
AND nodding’). The articles obtained from this search were selected when they
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addressed ‘nodding syndrome’ or ‘nodding disease’. An in-depth content analysis 
has been carried out of all news reports mentioning ‘nodding’ in the headline in DM 
(124), New Vision (37) and AT (73)5. Content analysis is a method to systematically 
code media content according to pre-determined categories, enabling drawing 
inferences on media treatment of defined topics of interest. In the media accounts 
on NS, attention was paid to significant and recurrent segments, corresponding 
with often-mentioned topics during interviews. These key concepts were identified 
and synthesized into categories selected for coding. The developed coding scheme 
evaluated each news-report in terms of the length of the article in words, the 
quoted number of NS-affected children and mortality rate6, the mentioning of 
politics 7  and negative remarks concerning the political response to NS 8 , the 
description of social9 and physical effects10, references made to the potentially 
deadly character11 of NS and to mysterious elements12, such as an unknown cause or 
cure. In addition, all selected news-reports were coded on the presence of keywords 
‘victim’, ‘suffering’ and ‘Acholi’. 

The two daily newspapers were chosen for content analysis because they have 
the highest newspaper circulation. New Vision (NV) is established in 1986 and sells 
about 38,000 copies daily, reaching 304,000 readers, and the Ugandan state owns 53 
per cent share in its publishing house (African Media Barometer, 2012, p.33). The 
non-governmental newspaper The Monitor is established in 1992 and relaunched as 
Daily Monitor in 2005. The paper sells about 25,000 copies daily, reaching 254,034 
readers (Kiwanuka-Tondo, Albad & Payton, 2012), and operates since 2000 as a 
subsidiary of the Nairobi-based Nation Media Group, which is present in Kenya, 

5 Three New Vision, one DM and four AT articles are excluded because they are not available for analysis 
(NV), focus solely on cases in South Sudan (DM) or are a duplication of reports from other news-sources 
such as CNN and IRIN (AT). 
6 NS prevalence rate is mentioned in 47 per cent and mortality rate in 41 per cent of the selected articles. 
Only reports mentioning the total affected number of people in Uganda were taken into account in this 
analysis and when several amounts were mentioned in the same article, the highest quoted number was 
used. 
7 Article contains at least one (neutral, positive or negative) remark about politics in relation to NS, e.g. 
Ministry of Health opens treatment centres. 
8 Article contains at least one negative remark about politics in relation to NS, e.g. government has 
neglected nodding syndrome. 
9 Article contains at least one remark about social effects of NS, e.g. children dropping out of school due 
to the symptoms, parents not being able to work on the field because of taking care of their children. 
10 Article contains at least one remark about physical effects of NS, e.g. stunted growth, seizures, mental 
retardation, saliva drooling. 
11 Article contains at least one remark about deaths resulting from NS, e.g. describing NS as a ‘fatal 
illness’. 
12 Article contains at least one remark about NS being a mystery, e.g. mentioning the unexplained cause 
or cure. 
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Uganda, Tanzania and Rwanda (NMG, 2013). According to their own statement, the 
private ownership of the paper ‘guarantees the independence of its editors and 
journalists, free from influence of Government, shareholders or any political 
allegiance’ (DM, 23 November 2009). In addition to the two national newspapers, 
Acholi Times has been chosen for a content analysis since it is a private owned news-
source from the area in which NS is prevalent and reports from a regional 
perspective since 2010. It is published by Kumalo Entertainment -all contributors 
come from Acholi sub-region- and ‘free from the influence of Government, 
shareholders or any political allegiance’ (AT, 2014). On its website, AT is introduced 
as ‘a voice of the suffering people of northern Uganda’ and its mission described as 
‘an alternative to the pro people’s suffering in Acholi and the international media 
who have instead turned to cheering and glossing over the neglect and abuse of the 
Acholi people’. The paper’s political views are often opposing the current national 
leadership. 

The combined use of quantitative and qualitative data on NS answers the need 
for contextualization of text and enables the linking of media reflections to data on 
events and local discourse in northern Uganda. Hereby, attention can be paid to 
power relations and the situatedness or construction of meaning of the analysed 
texts. Blommaert and Bulcaen (2000, p.460) argue that discourse analysis could 
benefit from more attention to ethnography as a resource for contextualizing data 
and as a theory for its interpretation, so that attention is paid to social 
circumstances under which text is produced and consumed and what effects it has. 

First, I start by looking into media ownership and the reflection of nodding 
syndrome and argue that media plays a large role in the conceptualization of NS as a 
‘mysterious, political and deadly illness’. I then demonstrate that images of the 
suffering- and political body often emerge in media accounts and suggest that 
earlier narratives of suffering and conflict are being reproduced and reinforced into 
media frames when discussing NS. In addition, several factors are identified that 
contribute to the media interest in NS and the sudden increase and gradual downfall 
of public attention. Finally, I will look into the relationship between media reports 
and illness-management, referring to the theory that actual language products 
stand in dialectic relation to social structure.  

Media reflection 

The sudden rise of national interest in nodding syndrome is illustrated by the 
coverage in Ugandan press. From the national newspaper-sample, the first articles 
mentioning NS appeared in 2009 when ‘A strange disease strikes Kitgum children’ 
(headline DM, 21 December 2009), followed by fewer articles on NS in 2010 and an 
increasing number of reports at the end of 2011. A major jump in coverage took 
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place in 2012 with more than 200 published articles, followed by a decline in media 
interest in 2013. The same pattern in coverage of NS can be seen in the regional 
online newspaper AT, which came into existence in 2010.  
       The relevant discourse-data question ‘Why now?’ (Blommaert & Bulcaen, 2000, 
p.461) -and the equally important question ‘Why not anymore?’- will be addressed 
later in this article, but for now the fact that more than 200 news reports mention 
NS in 2012 points at the central place the affliction has obtained in public sphere 
over the past years. Through its mass appeal to audiences, media had the ability to 
bring NS to be a public matter. Besides playing a role in disseminating information, 
media -pushed by several actors- also played an important role in the development 
of interpretations. There is a strong correlation between the emphases that media 
place on certain issues and the importance attributed to these issues by mass 
audiences. Tversky and Kahneman (1973) state that judgement and attitude are 
directly related to the ease in which instances or associations could be brought to 
mind. By making some issues more salient in people’s mind, mass media can shape 
the considerations that people take into account when making judgements or 
forming attitudes. Framing models assume that how an article is characterized in 
news reports can influence how it is understood by audiences.   
       When analysing the content of newspaper articles on NS, narratives on mystery, 
suffering and politics are prominent (Figures 1 to 3), overlapping with local 
discourse in northern Uganda. Newspapers term the syndrome ‘the death sentence 
that is slowly wiping out Acholi children’ (AT, 27 February 2012), ‘a form of 
genocide’ (AT, 7 November 2012), ‘the new terror in Acholi sub-region’ (DM, 31 
January 2012) and ‘mysterious killer disease’ (DM, 21 December 2012). DM uses the 
headline ‘Acholi sub-region desperate as children nod to their death’ (14 January 
2012) and describes the situation as ‘sitting on a explosive that will detonate to 
destroy a whole generation’ (23 May 2012). The fact that not much is known about 
NS probably fuels the amount of media reports, suspicions and attempted 
explanations: e.g. ‘Northern disease still a mystery’ (NV, 8 December 2010), ‘Are 
pharmaceutical trials to blame?’ (AT, 9 April 2012) and ‘Acholi MPs link nodding 
disease to weapons used during the war’ (AT, 21 May 2012). Although scientists 
assure that NS is not contagious, media reports feed the fear for contraction. An 
article from DM for example states that ‘more new cases are likely to continue 
emerging, more people will continue dying and, maybe, the disease may spread to 
other areas so far not affected’ (5 March 2012) and AT reports that ‘officials are 
warning of a pandemonium and widespread deaths, which, if not adverted 
immediately, could easily wipe out a whole generation’ (7 November 2011). In short, 
the press reports seem to conceptualize the syndrome as a mysterious, fatal and 
Acholi (i.e. region- and ethnic-bounded) affliction, thereby often referring to 
politics, conflict and marginalization.  
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  Figure 1.  Number of reports mentioning NS in 
   DM, NV, AT, Aug. 2009-March 2014. Average  
   length  of articles in words and average quoted   
   mortality rate of NS in newspaper reports with   
   ‘nodding’ in headline. 

Figure 2.  Average quoted number of children             Figure 3.  Topics mentioned (%) in newspaper 
affected by NS in newspaper reports with          reports with ‘nodding’ in headline Aug. 2009-        
‘nodding’ in headline Aug. 2009-March 2014,         March 2014, DM (124), NV (37), AT (73).  
DM (124), NV (37), AT (73). 

The varying descriptions of NS illustrate how difficult it is to conceptualize an 
illness when so little is known about its aetiology, symptoms, prevalence and 
treatment. In the media sample, the average reported number of people being 
affected by NS is 4637 (Figure 2), with figures shifting from ‘more than thousand’ 
(DM) to ‘ten thousand’ (AT). In general, the governmental newspaper New Vision 
reports lower mortality- and prevalence rates than DM, with AT reporting the 
highest average numbers of deaths and affected children. Deadly aspects of NS are 
mentioned in 65 per cent of the articles (mostly in AT) and the mysterious character 
of the syndrome is emphasised in 67 per cent (mostly in AT and DM) of newspaper 
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reports with ‘nodding’ in the headline (Figure 3). Discrepancy between reported 
mortality- and victim rates is visible between the newspapers and the Ugandan 
Ministry of Health and World Health Organization, who report that 3094 children 
have been affected (DGHS, 2012) and estimate that 170 deaths occurred due to the 
syndrome in Uganda (WHO, 2012b). Unfortunately, there is no doubt that several 
affected children indeed have died (the author witnessed six cases of death during 
fieldwork), but there is no indication that the syndrome itself is deadly or 
contagious –as often misrepresented in newspaper articles. So far, the reported 
cases of death are due to secondary causes such as drowning and falling into fire 
during seizures (Donnelly, 2012; Van Bemmel et al., 2014). 

Ownership 

It should be noticed that the government-owned New Vision newspaper and the 
private news sources DM and AT differ greatly on the amount of negative remarks 
being made on political interventions regarding NS (Figure 3). In Uganda, an 
adequate response to nodding syndrome has largely been seen as a government 
responsibility, and the current leadership has been criticized for a lack of support 
and downplaying the prevalence and impact of nodding syndrome (e.g. ‘Minister of 
Health downplays number of victims affected by nodding disease’ AT, 6 August 
2012). In addition, rumours circulate in northern Uganda about the hypothetical 
role of government actors or chemical weapons in the aetiology of NS. In local 
discourse, feelings of political distrust are often mentioned, stretching back to a 
long existing north-south divide in the country and experiences of conflict and 
frustration over neglect (Van Bemmel, Derluyn & Stroeken, 2014). This is reflected 
in narratives on NS. During a parliamentary meeting, the Kitgum MP for example 
made -and later withdrew- an allegation about distributed food-aid for NS-affected 
families: ‘I was informed by the sick people, that when the food was distributed [by 
government], they found metallic cans (...) labelled ‘poison’’ (PoU, 2012c). 

These stories find their way to media representatives, and mediatized narratives 
of suffering have the potential to mobilize popular sentiment and collective action 
(Kleinman, Das & Lock, 1997). Who owns the news-organization may impact the way 
in which information is presented and what information is presented about NS. DM 
is part of the multinational Nation Media Group, the largest independent media 
house in East and Central Africa and operating since 1959, and therefore not tied to 
a specific political programme in Uganda. New Vision, however, has to think about its 
majority stakeholder when it comes to articles it publishes, since some critical 
stories -such as mentioned above- might damage government programmes (African 
Media Barometer, 2012, p.34). To some extent the newspaper serves ‘as a 
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mouthpiece for government policies and strategies’ (Kiwanuka-Tondo, Albad & 
Payton, 2012, p.369). The sensitivity of press reports was visible when the office of 
newspaper DM was closed for more than a week by authorities after publishing a 
critical report on the Ugandan president in May 2013. Acayo and Mnjama (2004) 
wrote about the state of press freedom in Uganda: ‘The publication of information 
deemed to be contrary to the government’s view may result in warnings, arrest, 
harassment, assault, court proceedings and even imprisonment by the government’. 
During interviews with journalists in northern Uganda, fear was regularly expressed 
for punitive measures after writing about politically sensitive topics. 

Whereas the private-owned papers express a critical view on the results and 
approach concerning NS so far (e.g. ‘Nodding: Parents cry as government makes 
slow move to save kids’ DM, 11 January 2012 and ‘Lack of government support 
increasing desperation among parents of nodding syndrome victims’ AT, 16 
December 2013), the reports in New Vision frequently emphasise achieved success 
and contributions of government programmes (‘Government to open nodding 
disease treatment centers’ NV 7, March 2012 and ‘Nodding disease children 
improve’ NV, 14 March 2012). More and lengthier articles on NS are covered in the 
private newspapers (Figure 1) and these employ a political frame more often than 
the government-owned newspaper. Whereas New Vision puts more emphasis on the 
physical effects of the syndrome and its unknown cause, the other newspapers 
mention more negative comments on political intervention, quote a higher number 
of affected children and mortality rate, describe more social effects of NS and use 
the term ‘Acholi’ significantly more often in connection to the syndrome (Figure 3), 
thereby creating a link between the syndrome and -highly politicized- ethnicity. 
Narratives heard during fieldwork in Kitgum mostly resemble the private news 
accounts, linking NS to questions of political marginalization and frustrations over 
neglect. The influence of media ownership has been clearly described by Kiwanuka-
Tondo and colleagues (2012) in an article on HIV/AIDS coverage by Ugandan press. 
Their results show that private newspaper DM published more features and 
lengthier articles on HIV and utilized action, tragedy and victim frames more often 
than the government-owned New Vision, corresponding with the findings on NS 
reports. In conclusion: the story depends in part on news organization ownership.  

Victimhood and media 

A prominent and frequently used tragedy-frame is the ‘victimization’ or devastating 
portrayal of NS-affected children, who have been termed ‘Uganda’s walking dead’ 
(AT, 28 May 2012) and ‘half-human’ (DM, 17 February 2012) in news reports. 
According to Kleinman et al. (1997, p.1) suffering is ‘a master subject of our 
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mediatized times’. Perhaps the fact that NS afflicts children, arguably the weakest, 
voiceless components of society, adds to the eagerness of media and other 
spokespersons to speak on their behalf. A published letter in one of the newspapers 
states that: ‘Children, unlike adults, are innocent beings and I believe these children 
wished they could help themselves’ (DM, 31 January 2012). While describing an 
award-winning picture of a little girl collapsing from hunger in Sudan, Kleinman 
points out that the child is depicted as a ‘lone individual’ (existing free of local 
people and worlds) and the picture assumes that ‘they must be protected, as well as 
represented, by others’ (...) ‘Something must be done, but from outside of the local 
setting’ (1997, p.7). In almost all news reports on nodding syndrome, children are 
reduced to the status of passive, helpless victims and in 46 per cent of the articles 
the term ‘victim’ -which could be perceived as an image of innocence and passivity 
(Kleinman, Das & Lock, 1997, p.10)- is literally being used. Distress is emphasised and 
more than half of the articles report social effects of the syndrome, mostly 
mentioning children dropping out of school due to the symptoms, parents not being 
able to work on the field because of taking care of their children, stigma, cases of 
rape resulting in pregnancies and in some occasions parents are mentioned who ‘tie 
children onto trees’ (DM, 17 February 2012) in order to prevent them from 
wandering away. Physical effects from NS, such as stunted growth, mental 
retardation and saliva drooling, are mentioned in 47 per cent of the articles (Figure 
3). An example of the devastating portrayal of affected children is the following 
description of a girl with NS: 

Her skin peels off like that of a snake. Occasionally, big chunks of her skin falls 
off reveal[ing] the red part of her inner skin. Adong must keep alert all the 
time to keep flies away from sucking on her daughters fresh skin. (...) Two 
[children] are almost mad and very violent. They walk around naked. When
given clothes, they tear them off their bodies (DM, 31 January 2012).

In addition, a reporter from the AT writes: ‘Half naked, pale, looking tired and with 
her legs tied together. (…) Her hands are scarred and rotting away from burns she 
obtained after she fell into a fire during an attack’ (27 February 2012) and NV states 
that: ‘In some cases, instead of the children eating chicken, you find the chicken 
pecking on their wounds’ (18 May 2012). 

It is worth noting that the private- and government-owned media have a 
different approach to victimhood. As mentioned before, the private media puts 
more emphasis on the social effects on the lives of affected families, whereas the 
government newspaper pays more attention to the physical effects of nodding 
syndrome (Figure 3). By writing about social -arguably more subjective- aspects of 
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NS, the syndrome is being ‘personalized’; evoking empathy from the reader and 
arousing critique on the current situation. Thereby, the stories perhaps encourage 
readers to blame certain actors for not putting enough effort to support the affected 
families and minimalize the (partly preventable?) secondary effects of NS. I’d like to 
argue that the victimization of nodding syndrome in media and local discourse is 
linked to the political and social status of Acholi in Uganda, whereby the suffering, 
victimized status of NS children is used in political statements about the perceived 
marginalization of Acholi people and as a way to criticize current leadership. I will 
elaborate on this later, when I discuss the political body of NS. Contrary to the 
private media, the government-owned newspaper focuses more on physical 
-biomedical- effects of NS; although these images certainly evoke empathy, direct
finger-pointing cannot take place over the existence of (more or less) objective
symptoms such as seizures, stunted growth and saliva drooling -and thus less
politics are involved.

During a discussion with a Ugandan (opposition) politician about my intentions 
of writing a report on NS, he suggests to entitle the document ‘Terrible, Mysterious, 
Killer, Nodding Syndrome’, as a way to attract attention. Although I obviously opted 
for a different title for this paper, his suggestion would probably have attracted 
more readers. Disaster brings attention. When searching for ‘nodding disease’ in the 
search engine of the popular video-sharing website YouTube, thousands of videos 
come up. One of the video clips shows a CNN news report on NS that has been 
posted twice: one clip is posted by the official CNN news channel (in March 2012) 
and has been viewed 9622 times (May 2014), while the other is posted by someone 
called ‘wshDAY17’ (in March 2012) and has been viewed almost 15 times more often 
(143,023, May 2014). The content is the same, the only difference being the title of 
the video-clip. CNN named its news-coverage ‘Mysterious disease devastating 
families’ while the other clip is entitled: ‘Mysterious ‘‘Zombie’’ Illness Strikes 
Uganda (Turns Children Into Violent ‘‘Zombies’’)’. Sensationalizing seems to work in 
order to receive attention: viewership increases by using spectacular headlines. 
There is a market for suffering: victimhood is commodified (Kleinman, Das & Lock, 
1997, p.xi) and voyeurism is an outcome of construing suffering at a safe distance, 
without the social responsibility of real engagement (ibid, p.xviii). 

Although the children and their families are certainly burdened by this illness 
and encounter many difficulties, reductionist portrayals of them as merely passive 
victims are not representative for all children afflicted with NS. In the mediatized 
experiences of suffering, the ‘sufferers’ are often isolated from their local context. 
But even while suffering, people remain actively involved in life tasks. During 
fieldwork in Uganda, I encountered NS-afflicted children under different 
circumstances; some of them were in terrible condition, malnourished, not able to 
walk or talk and no doubt desperately in need for help. Others, however, were 



 72 

coping well with the symptoms and able to go to school, participate in daily 
activities, such as washing clothes and play with age mates -though often put on 
daily mediation. The nature of how media portrays facts is crucial in understanding 
the nature of what informs people’s opinion (Shanahan et al., 2008, p.117) and we 
should challenge dominant images that focus exclusively on their status as victims, 
since labelling has important consequences for those identified (Good, 1994, p.34) 
and to be deemed ‘sick’ can have restrictive consequences (Gardner et al., 2011). 
Caregivers in Kitgum complain for example about social stigma and report that 
their children are at times not allowed to play or sit in class with other children out 
of fear for transmission. Although the acknowledgement of distress caused by NS 
should be encouraged, caution should be used when creating (unrealistic) media-
images, since they could complicate screening activities and help-seeking behaviour 
and lead to social stigma, in the end harming the affected children. 

At this ‘age of the picture’ cultural technologies exist that can fashion the ‘real’ in 
accord with the interests of power (Kleinman, Das & Lock, 1997, p.xiii). It seems that 
their perceived helplessness and vulnerability makes the NS-affected children ideal 
‘mascots’ in order to attract humanitarian funding and play out political battles 
-perhaps without necessarily taking account of the children’s interest. Last year, for 
example, a fight took place between two opposing politicians in front of affected 
families, accusing each other of ‘eating the money meant for nodding syndrome’. 
Later on, during a meeting on NS, the appointed chairman desperately sighed: 
‘Political leaders are using nodding syndrome. They are destroying our children for 
their political games’. On both national and international level this could easily lead 
to well-known images of ‘the suffering African child’: the image of poor, suffering 
children coming from a politically and economically marginalized post-conflict area 
seems to be easily digested in media and on weblogs (e.g. a news-item recently 
shown in Belgium and the Netherlands compared the NS-affected children to 
‘zombies’ (literally dehumanizing them) and stated that ‘ten thousands already died 
and 15,000 victims are dying at this moment’). Thereby some aspects of NS become 
expressible, while others are wrapped in silence. How we picture suffering in media, 
becomes that experience and ‘what is not pictured is not real’ (Kleinman, Das & 
Lock, 1997, p.xiii). 

The most well-known photo in relation to NS depicts a child being tied to a tree, 
her fingers covered in bloody wounds. After this photo was published in a Ugandan 
newspaper, women tied themselves to trees in Kampala as a way to show solidarity 
with mothers whose children are suffering from the syndrome (and in the 
meantime criticize the slow response of government), illustrative for the way media 
can trigger forms of social mobilization. During a meeting with a group of non-
governmental organizations some months later, the members decided to visit some 
of the affected children, expressing the idea that ‘If it drops some tears in your eyes, 
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you are ready to start a plan’. According to this view emotions are deemed as a 
necessary base for actions, being able to speak a ‘language of suffering’. Another 
example occurred when a foreign investigator recently visited a hospital in 
northern Uganda and took multiple pictures of a severely malnourished girl covered 
in burns after falling into fire. She admitted finding it difficult to do and looked 
uncomfortable while using her camera, but explains that ‘in order to receive 
funding in the future’ she needs this kind of coverage. In this way, the suffering, 
neglected child is being seen as the archetype of the NS-victim in ‘disease ridden 
Africa’. Portraying the syndrome in its most devastating form is perceived as a way 
to receive attention and funding. Perhaps this is telling us more about the needs and 
expectations of potential donors and indicates that showing images fitting into a 
charity frame (Darnton & Kirk, 2011) is the most successful way to engage this 
economically powerful group. Images of victims are frequently commercialized and 
taken up into ‘processes of global marketing and business competition’. Experiences 
are hereby used as a commodity, and through the representation of suffering, the 
experience is being ‘remade, thinned out, and distorted’ (Kleinman, Das & Lock, 
1997, p.2). Mass-mediated reports of disease in Africa have a signal impact on 
Western constructions of ‘third world peoples’ as abject, intractable and doomed 
(Comaroff, 2010, p.25), representing the Constitutive Other. The way Comaroff 
(2010, p.31) describes a third world HIV/ AIDS sufferer as homo sacer (citing 
Agamben, 1998) is also applicable to the image of NS-affected children: ‘A scarcely 
human being condemned, in an age of humanitarian empathy, to callous exclusion, 
to death without meaning or sacrificial value; a being left untreated in an era of 
pharmacological salvation’. Suffering children coming out of a 20-year during war 
seem to fit well into this kind of framework and it is precisely this image that is 
emphasised in media-conceptualizations of NS. Like war, this media frame strips the 
human of all meaning, so as to rebuild in reference to a consumable model.  

The suffering body 

The discourse surrounding NS seems to point at a broader discussion -we could even 
argue that the children afflicted with NS are only portrayed on the sidelines. Not 
only the medical healthcare system is at stake, but the syndrome stands as a symbol 
for political, social and economical marginalization, since it targets an area and 
people that have for decades been associated with suffering, opposition and conflict. 
This view is expressed in often-heard comments during fieldwork, stating that the 
deaths which occurred due to NS can be ‘blamed upon a general lack of interest (of 
current leadership) in supporting Acholi’ and that, when looking at the response to 
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NS, ‘cows in western Uganda seem to be more important than people in Acholi’ (DM, 
8 March 2012). 

The portrayal of Acholi-people as ‘victims’ is not a new phenomenon, but can be 
traced back to narratives on ‘a wandering people’, raids by slave traders in the 19th 
century, colonialism and a north-south division, cattle raids, forced displacements 
and IDP camps, Ebola, Cholera and a lot of conflict: for example Acholi involvement 
in the Uganda Bush War (1981–1986), Alice Lakwena’s Holy Spirit Movement (1986–
1987) and the war between the LRA and Ugandan government (1987–2006) (for a 
short historical context of violence and war in Acholiland, see for example Branch, 
2012). During the course of the recent insurgency, it is estimated that between 
25,000 and 60,000 children have been abducted to serve in the LRA and an estimated 
1.7 million people have moved into IDP camps (Derluyn et al., 2004; Harlacher, 2009). 
For decades the Acholi people have been associated with hardship and distress. 
Whitmore (2011, p.192) writes about the perception of Acholi people in Uganda: 
‘The Acholi are not only on the whole darker-skinned than most southern 
Ugandans, they are often described as less modern and more ‘backwards’ by others 
in the country’. Opira Morise Kato, a well-known singer and adungu-player in 
Kitgum district, describes the continuous hardship in Acholiland in his song ‘Can 
lobo’ (poverty of the world): 

We have suffered in this world. In World War II, during the British era, (…) 
even during the Mau Mau rebellion, (…) our cows were all taken by 
Karamojong, (…) Kony also finished us, (…) HIV/AIDS, (…) Nodding disease 
wants us also, (…) We have suffered, our children (Opira Morise Kato, 2014).  

Can we perhaps, when looking at the conceptualization of NS in media and local 
discourse, detect continuity in the way Acholi political, cultural and historical 
region-bound identity is being negotiated (or perhaps victimized)? As Daily Monitor 
writes in one of its newspaper-reports: ‘For a region that has endured two decades 
of war, the nodding disease presents another bereavement: the death of their 
future, which is their children. But for how long should Acholi land remain 
Uganda’s heart of despair?’ (30 January 2012). In many ways these earlier narratives 
of suffering and conflict are reproduced and reinforced in the media frame, 
whereby the syndrome represents the return of well-known misery to the area. NS 
is being labelled ‘a fresh distress to the already suffering region’ (DM, 16 July 2012) 
and is described in similar terms as earlier conflict. President Museveni is for 
example quoted in DM (26 March 2012) saying that he would ‘defeat the nodding 
disease syndrome just as he did with the elusive LRA leader Joseph Kony’ and that 
he will ‘return to command war against it’ and AT argues that the syndrome 
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‘presents a form of bereavement that has come to finish what the war has left 
behind: the death of Acholi future’ (28 May 2012). 

It is interesting to note that the (homogenized stereotype of) suffering in these 
reports is often applied to the Acholi ethnic group instead of the affected 
individuals. This points to the relationship between media and the local history, 
whereby a reductionist image of Acholi-identity is displayed with descriptions of a 
unified, homogeneous group, bounded to the so-called ‘Acholi sub-region’, and 
frequently linked to conflict and politics. But this image is not only prevalent in 
media accounts. A local politician in Kitgum district mentioned for example during 
an interview: ‘If one eye hurts, then the whole body suffers’, emphasizing the 
perceived oneness of Acholi and how NS is affecting the whole community. This 
illustrates that health is a social process and human suffering can be at the same 
time collective and individual (Kleinman, Das & Lock, 1997). The narratives yield 
traces of past relationships between political, cognitive, and ideological hegemonies 
and patterns of resistance (Blommaert & Bulcaen, 2000).  
 

The political  body 

Besides linking the media-conceptualization of NS to a long-existing association 
between Acholi people and conflict or suffering, I argue that NS is also used as a 
symbol of marginalization in political struggles. Concerns are not only with the 
physical body and experiences of physical pain and fragility, but also with social and 
symbolic aspects (Jenkins, Jessen & Steffen, 2005). Politics seems to be a main issue 
in the conceptualization of NS; in nearly all conversations during fieldwork in 
northern Uganda and in most newspaper reports political aspects are mentioned 
(Figure 3). Scheper-Hughes and Lock (1987) describe the concept of ‘body politic’ as 
an artefact of social and political control and mention that bodies can be regulated 
by government and external influences during conflict. It is interesting to note that 
respondents in northern Uganda perceive the time when their bodies were 
‘damaged by NS’ to coincide with the period in which over 90 per cent of the 
population were driven from their homes into IPD camps by government forces 
(Harlacher, 2009); when the control over their bodies was externalized. During a 
meeting in Kitgum a local leader cried out: ‘This syndrome [and thereby the body in 
sickness] is highly politicized!’. 

In more than 60 per cent of the articles with ‘nodding’ in the headline, negative 
remarks about the governmental approach to NS are being mentioned, as expected 
more often in the private- than government-owned newspapers (DM 62% and AT 
74% versus NV 35%). These negative remarks mostly concentrate on a perceived 
lack of government response. As mentioned earlier, the dominant idea in local 
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discourse is that Ugandan government has not done enough to assist the affected 
community. In 2012, two civil suits have been filed against the Attorney General, 
accusing the government of negligence and inadequate response to NS, violating 
‘the right to life, education, freedom from discrimination, freedom from cruel and 
inhumane treatment’ (NV, 29 May 2012). In 2013, media reports appeared about a 
group of Members of Parliament (MPs) from northern Uganda calling for the region 
to break away and form an independent country: ‘The lawmakers (...) accused the 
government of discriminating the people of northern Uganda, whom they said had 
suffered a lot in the last 30 years’. The MP women of Kitgum is quoted saying in 
terms not concealing ethnic strive: ‘The nodding disease syndrome hasn’t ended 
and it is high time we broke away and formed our own government or continue to 
be marginalized’ (DM, 21 February 2013). On another occasion opposition politician 
Besigye went to visit affected children at the hospital and expressed the need for 
change of government, stating that: ‘The current one is not sensitive to issues 
affecting citizens such as nodding disease’ (DM, 12 March 2012). These examples 
show that NS is not only related to the affected children but is linked to broader 
long-standing social issues and used as an instrument in political debates. In 
particular, members of opposition parties make sure that their voices are heard 
when NS is being discussed, thereby playing a big role in politicizing the 
conceptualization of NS in media. During a parliamentary meeting in Kampala, the 
Aruu county MP cries out for more help in the struggle against the syndrome: ‘Come 
and explain what is happening, because we are also Ugandans. We are tired of 
complaining every day. We also want to be treated like other people’ (PoU, 2012c). 

In addition, narratives of (political) violence and conflict automatically come up 
when discussing NS. Symptoms first appeared during the insurgency in northern 
Uganda and many local explanations emphasise a link between NS and war, bombs, 
chemical weapons or spirits of murdered people (Van Bemmel, Derluyn & Stroeken, 
2014). Also in media accounts on NS, the war is frequently mentioned (e.g. AT, 21 
May 2012). In this way, addressing NS enables talking about experiences and 
atrocities that took place during wartime. In Kitgum, mothers led me to big craters 
next to their huts, pointing out where bombs exploded and sharing their thoughts 
about how this could have caused NS. One concerned respondent showed me a list 
of places in northern Uganda where he suspects that chemical weapons have been 
used. While discussing NS, a number of caregivers talked about the abduction of 
their children by LRA rebels -after which they started noting the nodding 
symptoms- or described the difficulties they encountered when living in IDP camps, 
where stories about NS first came up. And ajwaki (spirit mediums/traditional 
healers) mentioned the role of unhappy spirits of murdered people in causing NS, 
due to the difficult circumstances under which they died. It seems that by talking 
about NS, a range of social and political issues are being addressed. 
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The media and public discourse on NS illustrate how social and political issues 
intersect as people try to give meaning to experiences they have. In addition, it 
illustrates how the syndrome is being used to -vice versa- give meaning to political 
and social situations. We cannot understand the experience of suffering and health 
without paying attention to the context in which negotiation and meaning-making 
takes place. Discussions concerning NS could be seen in a broader attempt to 
negotiate what it means to be Acholi. The ‘afflictive history’13 that surfaces in many 
narratives on Acholi, as discussed in the previous section, influences the 
conceptualization of this ‘mysterious syndrome’ whereby NS can be seen as symbol 
of political marginalization. This ‘afflictive history’ also creates a community of 
suffering. We could argue that this combined suffering is a uniting factor and 
perhaps leads to combined efforts in finding healing and peace (e.g. therapeutic 
community?). 

Nodding syndrome’s popularity 

So far, we can conclude that NS has been a hot topic in media and public discourse 
over the past years. We could question why NS has attracted so much attention in 
the first place, since the narratives of suffering concerning NS resemble other well-
known stories about inefficient healthcare systems. As a matter of fact, there are 
many illnesses in northern Uganda that affect a larger number of people. So why 
has this large amount of (media) attention been given to this particular affliction 
and at this particular moment?  
      I start by suggesting that the recent amount of interest in NS has to do with the 
mystery surrounding the syndrome. When faced with crisis people seek a sense of 
control, especially when they are not sure what they are dealing with. Sickness 
poses questions about our very sense of existence and how to deal with 
uncertainties of living (Jenkins, Jessen & Steffen, 2005). In the case of NS a great 
amount of fear is involved as well, since the mode of transmission, prognosis and 
cure are unknown. Perhaps we could speak about the public representation of NS in 
terms of a ‘moral panic’, defined by Krinsky (2013, p.1) as ‘an episode, often 
triggered by alarming media stories and reinforced by reactive laws and public 
policy, of exaggerated or misdirected public concern, anxiety, fear, or anger over a 
perceived threat to social order (e.g. see Van Dijk (2001) about ‘voodoo’ in the 
Netherlands or La Fontaine (1998) about ‘satanic abuse’ in England). Moral panics 
gain momentum as politicians and other moral crusaders join forces with media 
(ibid, p.5) and the action or actors involved are pictured in a highly stereotyped way 

13 Affliction as a condition of great distress or suffering. 
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(Cohen, 2002). According to DM ‘frustration and fear has continued to dominate the 
nodding disease debate’ (27 February 2012) and ‘sooner than later it may spread like 
wildfire and doom the entire country’ (6 February 2012). The fear that potentially 
anyone could be affected enables easy identification with the victims and causes 
anxiety, like Canetti (1984, p.15) states: ‘there is nothing that man fears more than 
the touch of the unknown. He wants to see what is reaching towards him, and to be 
able to classify it’. Almost seventy per cent of the news-reports refer to mysterious 
aspects of NS, emphasising for example the fact that there is no known cause or 
cure (Figure 3). In response to this state of uncertainty, people look for information. 
Media deals with these lingering questions as it seeks to represent society and 
depends on public interest in order to exist. Perhaps the mystery also calls for 
detective-like initiatives to try solving the ‘nodding disease puzzle’ (DM, 12 January 
2012), ‘medical mystery’ (CNN, 6 June 2011) or nodding syndrome ‘riddle’ (Scott 
Dowells in Edwards, 2012). This could be seen as part of a competitive battle to ‘own 
NS’; the person finding the cause and -even better- the cure for NS is sure to get 
instant fame (and fortune?). Since so far no results came up everyone is still ‘in the 
race’. 

It seems plausible that mystery, uncertainty, personal identification and fear are 
factors contributing to the national interest in NS. Empathy should also be 
mentioned, since many people sympathize with the affected families. In addition, 
human beings seem to have a fascination for topics related to suffering. 
Contemporary society increasingly consumes both real and commodified death and 
suffering through audio-visual representations, popular culture and media (Stone & 
Sharpley, 2008, p.580). Watching and reading about suffering has become a form of 
entertainment (Kleinman, Das & Lock, 1997, p.8). In a study on tourist-attraction of 
sites associated with death and suffering, Dann (1998) argues that people like to 
‘dance with the death’ and that it might heighten their own sense of mortality. 
Spectacular forms of suffering can also ‘deflect attention from routinized misery at 
home’, Kleinman points out (1997, p.11). 

Another explanation for the syndrome’s popularity in media is its boundedness 
to a political sensitive area, therefore eliciting a lot of political statements and 
interest. Also, the fact that only children are afflicted by NS adds to the eagerness of 
others to talk on their behalf and, as mentioned before, makes them ideal 
humanitarian mascots, ‘turning children affected with nodding disease into a 
money making venture’ (AT, 16 June 2012). Attracting financial means to the 
northern region is especially important since many NGO’s closed their offices after 
years have passed by in relative peace. Reasons related to funding-issues were given 
for the call to declare Acholi sub-region a humanitarian emergency area, referred to 
in the introduction of this paper, since only then ‘the disease will receive the world 
attention it deserves and put pressure on stakeholders concerned, to act as they are 
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expected to’ (DM, 23 May 2012). This illustrates how media is able to place NS in the 
spotlight and can thereby put pressure on stakeholders to act accordingly. 

According to Critcher (2002) three arenas are crucial in shaping the prominence 
of social issues; it must assume prominence at the level of policy makers, media and 
the public. As illustrated above, all elements are present in the NS narratives. 

The rise and fall  of  an affliction 

The results in Figure 4 indicate that the news coverage of NS follows a non-linear 
trajectory; the interest in NS as a media-topic suddenly emerges at the end of 2011 
and decreases a year later. As Blommaert and Bulcaen (2000, p.461) state, the 
contextualization of discourse data is important and ‘Why now?’ is a relevant 
question in analysis. Why did attention for NS come up at this moment, while 
symptoms have already been noticed more than a decade ago? Or: why didn’t 
media-attention arise earlier? 

Figure 4.  Number of articles mentioning nodding syndrome in Daily Monitor, New Vision 
and Acholi Times, August 2009–March 2014. 

An obvious reason is that the area in which the syndrome is prevalent was until 
recently involved in a war; people had other priorities related to conflict and 
survival (e.g. food, shelter and safety). The symptoms of head nodding were being 
discussed in IDP camps, but not picked up by media or politicians. Mobility and 
communication means were restricted and the area was difficult to access. The 
more conclusive diagnosis of NS therefore appeared to coincide with the apparent 
end of the war. A more stable environment following the conflict led to a fairly 
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stable health delivery system, which enabled systematic recognition and diagnosis 
of the condition (Bukuluki et al., 2012).   
         However, relative peace returned to the area in late 2006 and the first sporadic 
NS-reports came up in media in 2009. Then why did NS only spark a public debate at 
the end of 2011? In the years after the conflict had ended, people were moving from 
IDP camps to their original homes and perhaps the overall magnitude of NS was not 
clear yet. Also, after decennia of receiving news reports on northern Uganda in 
relation to conflict, the national public and media-houses might have been tired of 
hearing about (new) tragedies in this area. ‘Compassion fatigue’ describes the 
scenario in which people who are constantly facing stories of suffering become 
desensitised to these stories over time (Kiwanuka-Tondo, Albad & Payton, 2012). 
Media-consumers can be ‘overwhelmed by the sheer number of atrocities’, 
producing ‘moral fatigue, exhaustion of empathy, and political despair’ (Kleinman, 
Das & Lock, 1997, p.9). In addition, the violent past and the breakdown of traditional 
kinship networks had resulted in the erosion of social trust and a lack of 
togetherness in the northern region (Angucia, 2010; Baines, 2010), complicating the 
united demand for media- and political attention. During interviews in Kitgum 
district, people would mention a perceived lack of interest in northern Uganda as a 
reason for the delayed national attention to the syndrome. Others link it to rumours 
that chemical weapons were used during the war and might now be causing NS, 
describing it as ‘part of war machinery that the Museveni government is using as 
part of the genocide project to eliminate Acholi as a community’ (AT, 27 August 
2012). Some respondents accused leaders that they are now trying to cover this up 
and purposely keep quiet about the syndrome. During a conversation with a 
political activist, she wonders out loud: ‘Could there have been any attempt to not 
bring this disease to light?’. 

When the frequency of media reports on NS increased at the end of 2011, people 
found themselves in a more stable environment. A better infrastructure had come 
into existence to disseminate information to the public and to ventilate (critical) 
opinions; there was more space to talk about NS and to think about the position of 
the Acholi within Uganda. An important factor is that regional media-houses were 
much stronger during this time; Kitgum radio-station Mighty Fire was for example 
established in 2008 and the regional newspaper AT came into existence in 2010. This 
is illustrative of how form and content go hand in hand; how networks grow out of 
ideas and matter. According to respondents in Kitgum, media played a large role in 
drawing attention to NS and many claim that local media-houses were the first to 
initiate action for the affected families. A media-representative in Kitgum mentions 
that attention to the syndrome increased after a local radio station invited a group 
of parliament members in September 2011 to visit the affected area. Another radio 
show on NS was also aired in Kitgum during the same month. While explaining the 
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purpose of this show, the presenter tells his audience: ‘We think it is important to 
come here today to share what suffering is inflicting your homes (...) so that the 
whole world can hear’. Later on in the show an interviewed local leader states: 
‘Mighty Fire should voice our concern out there, so that people with this disease 
start receiving help. (…) Voicing our concerns should be the number one issue’ 
(Mighty Fire FM, 30 November 2011). 

This local attention indeed coincides with the onset of increased media attention 
to NS on a national level. Thereby the Women MP of Kitgum (member of an 
opposition party) plays an important role as strong vocal person. She is cited in 
many newspaper articles on NS and gained a lot of media attention when she 
decided to transport a group of children with nodding symptoms from Kitgum 
district to the national referral hospital in Kampala, because ‘she was not convinced 
that enough studies had been done’ (NV, 7 March 2012). Respondents in northern 
Uganda refer to this event as the time the syndrome came into the (inter)national 
spotlight. Although it is difficult to pinpoint the exact reasons why NS rose up as a 
media topic in late 2011, improved infrastructure, the development of more 
powerful media houses, a strong vocal person and increased stability after the war 
are likely contributing factors. 

Figure 4 shows that after a peak in mid-2012 the media-interest in NS seems to 
decrease. Cohen (2002, p.1) argues that the object of a moral panic can be quite 
novel and suddenly appear in the (media) limelight, after which the panic 
sometimes ‘passes over and is forgotten, except in (...) collective memory’. Although 
the topic of NS did not totally disappear from newspaper reports, the amount of 
articles mentioning the syndrome went down and people in northern Uganda are 
not heard talking about NS as often as before. Perhaps this can be explained by the 
fact that no new insights into the cause or cure have been gained over the past 
years. New cases of NS continue to be reported by the community, but seem rare 
and some doubt exists over whether these reflect truly new cases. In addition, 
anxiety over the illness has calmed, since it doesn’t spread as fast as people initially 
feared and scientist are convinced that it’s not contagious. Especially for people 
living in other parts of the country, fear of catching NS has diminished and thereby 
identification possibilities with its victims also decreased. Another explanation for 
the decrease in media attention came up during interviews in northern Uganda; 
affected families and health workers were reportedly told not to share information 
on the syndrome with journalists (see also: ‘Mulago, police block media accessing 
patients’ DM, 5 March 2012). Secrecy and silence feed suspicion. Some respondents 
complained about political pressure and feared punitive measures when talking 
about NS. During an interview, a government employee mentioned that indeed only 
certain spokespersons were appointed to give out information about NS, in order to 
prevent false information, exaggeration and politicking (thereby automatically 
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making it more difficult to make (negative) statements about government’s role in 
NS). The respondent suggested that some people might have misinterpreted this 
initiative and completely banned -or even punished- talking about the syndrome in 
public. According to a report from Human Rights Network for Journalists-Uganda, 
local leaders in Kitgum district ‘forced journalists out of a meeting that was 
discussing the nodding disease’ and there was pressure to ‘suspend two journalists 
from the radio’ in September 2012 (HRNJ-Uganda, 2013, p.30). After this incident a 
local radio station and journalists were accused by the district of ‘hosting political 
discussions or campaigns, (…) by creating incitement (...) civil unrest, causing alarm 
and despondency among the general population of Kitgum district to the extent of 
courting urban terrorism’ (AT, 24 September 2012). In response to these allegations 
the Kitgum District Media Practitioners’ Association (KIMEPA) decided to suspend 
any coverage of the district chairperson for his alleged persistent attacks on the 
media. This action illustrates the sensitive relationship between media, politics and 
NS, arguably because the syndrome is linked to a region that is often associated with 
political opposition, marginalization and conflict. As stated before, narratives on NS 
often include narratives on conflict and a perceived lack of political support. 

All in all, national interest in the syndrome is going down. Other news-items have 
entered the stage, now receiving media-attention and thereby pushing NS into the 
background. Newspaper DM reports: ‘While a few months back it was a national 
issue, today it’s been relegated to the bottom of our priorities, only resurrecting 
when it claims life’ (6 May 2012). The media-narrative of NS illustrates the sudden 
rise and fall of illness in public discourse.  

The power of media 

It’s an early morning in 2013 when the usual stream of patients arrive at the NS 
treatment centre, this time encountering an empty outpatient department and no 
medical doctor to see them. The attending nurse is careful in her moves. She tells 
me that she wants to inform the patients that there is no doctor available at the 
moment. On the other hand she emphasises the need for sensitivity and the role of 
media as a powerful platform for complaints. She argues: ‘In two or three days they 
can go to the radio. You have to be very careful with them!’, thereby referring to 
previous occasions when the hospital was shown in a bad light in media reports 
related to NS. This incident illustrates the controlling factor of media and its 
connection to power; i.e. its ability to influence behaviour or events. Media can 
create as well as reflect reality (Le Roux, 2002). Language products stand in dialectic 
relation to social structure and linguistic-communicative events can be formative 
for larger social processes or structures (Blommaert & Bulcaen, 2000, p.452). For 
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example, a group of Islamic sheiks decided to travel all the way from Kampala to 
Kitgum (8-hour bus ride) after hearing about NS in news-reports, in an attempt to 
heal the children with Islamic doctrine. Another occasion in which the power of 
media was addressed, occurred during a meeting of Christian leaders. While 
organizing a NS prayer event, one of the invited guests remarked that it would be 
good to have recording devices on the days of prayer, because ‘that is how you make 
the world aware of what is taking place’. After heart-breaking pictures appeared in 
newspapers, women in Kampala -as mentioned earlier- tied themselves to trees 
(DM, 8 March 2012). Media can be used to control, to punish and reward and work as 
a watchdog of community wellbeing. 

Over the past few years, media sent out critical reports on the lack of 
involvement of national leaders in response to the syndrome, thereby putting 
pressure on stakeholders (Ministry of Health in particular) to act in a more visible 
way. Critique from opposition politicians also frequently appeared in the 
newspapers. While discussing NS during a parliamentary meeting, MP Byabagambi 
states: ‘We [politicians] hold a lot of power. When we talk in public, the public tends 
to believe what we say because of the power we hold. (...) When we talk, whether on 
radio or to the press, it is very serious because of the power we hold’ (PoU, 2012b). 
Kleinman et al. argue that ‘what we represent and how we represent it prefigure 
what we will, or will not, do to intervene’ (1997, p.xiii), thereby emphasising the way 
in which media can shape behaviour. The policy agenda must react to the 
prominence of issues in the media and public agendas. Sometimes the conditions of 
extreme public emotion can cause shifts in the views of opinion-leaders and 
policymakers (Critcher, 2002). Immediately after NS appeared into the 
(inter)national limelight -years after the symptoms were noticed for the first time- 
changes became visible in northern Uganda. In February 2012 -after a first peak in 
NS media reports- a NS governmental response plan was developed, followed by the 
construction of three NS-treatment centres in northern Uganda in March. In May 
2012 -during a second peak in media reports- two lawsuits were filed blaming 
government negligence. In July the first international conference on NS was 
organized in Kampala and in November 2012 the launch took place of a 
governmental aerial spraying programme against flies associated with the 
syndrome. The upcoming of NS as a topic in media indeed preluded the large-scale 
undertaking of action regarding NS, illustrating the relationship between language, 
power and social action. Figure 5 presents the monthly number of new admissions 
at the NS-treatment centre in Kitgum town since its opening in March 201214 and 
the amount of newspaper articles mentioning NS in the three different newspapers. 

14 Data based on hospital report. 
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Figure 5.  Monthly number of admissions at the NS-ward since its opening in Kitgum 
hospital and number of articles mentioning nodding syndrome in three 
newspapers, March 2012–March 2014. 

The graph shows that both media attention and the number of monthly admissions 
at the treatment centre declined over time and follow a similar pattern. It is 
plausible that the decline in media-coverage has affected help-seeking behaviour or 
vice versa. The consistent cries for help and attention in media reports (using moral 
sentiment to mobilize support for social action) encouraged different actors to 
respond to the NS situation -among other things to prevent a bad reputation. At the 
height of media attention in 2012, a nodding diagnosis often involved aid 
distribution (food, blankets, etc.) by government and NGO’s. This might have 
encouraged some people to seek out the ‘re-imaging of their condition so that they 
can obtain the moral as well as the financial benefits of being ill’ (Kleinman, Das & 
Lock, 1997, p.10). Health workers in northern Uganda recount that many parents 
claimed to have NS-afflicted children at the beginning of the media-attention -and 
peak of humanitarian aid-, although medical investigations often didn’t verify the 
syndrome. Currently less media-attention and (consequently?) less aid-items are 
being given to affected families, which is perhaps reflected in the decreased number 
of admissions at the NS treatment centre15. 

15 Other plausible reasons for this decline should also be mentioned, such as; a decrease in anxiety over 
transmission; no new medical insights into cause and cure; more children receiving biomedical 
treatment (anticonvulsants); no new reported cases; and a perceived lack of medical personnel and 
dedicated care at the hospital ward. 
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It seems clear that a relationship exists between media coverage on NS and 
illness-management: media reports encouraged healers (and international 
researchers!) to travel to the affected areas, media put pressure on politicians and 
NGO’s to undertake action, media spread information about the syndrome and 
treatment possibilities and motivated local families to look for help. Media reports 
could either be written in reaction to events taking place (e.g. more admissions at 
the NS-treatment centres elicit more media reports) or the other way around (e.g. 
more patients seek help at the centres after the occurrence of media reports on NS). 
Either way, it points to the connection between language and social structure and 
emphasises the importance of looking at social circumstances under which a text or 
discourse is produced and consumed.  

Conclusion 

Nodding syndrome has been a hot topic in public discourse over the past four years 
in Uganda. Although complaints about inadequate illness-management on the 
African continent are not new and the narratives of suffering concerning NS 
resemble other stories about illness, the symptoms attracted a lot of attention and 
‘the body in sickness’ became linked to political issues of marginalization, power 
asymmetries and conflict. 

In 2011 -more than a decennium after the symptoms had first been reported- 
local media houses in Acholi sub-region started spreading information on NS, in 
response to concerns among the local public and dissatisfaction about perceived 
negligence. Pressure groups and politicians became involved and required a 
response from the government. Thereby they attracted a wide public and the issue 
started being discussed on a national level. In this paper I have argued that NS 
mainly gained momentum because of the political connotations of the affliction; the 
idea that national leaders had -again- failed to offer adequate protection to the  
-already vulnerable- Acholi people. Within a short time, politicians and Acholi-
spokespersons dominated the debate on NS (this ‘politicking’ often frustrating
affected families) and sentiment was used in moving the public, playing out political
battles and putting pressure to change policy. Thereby NS was presented in a
stylized and stereotypical fashion. It seems that not only the affliction itself was at
stake, but the relationship between government and other institutions and groups;
both the perceived neglected and suffering status of Acholi, and the dissatisfaction
about the national policy of (dis)unity in Uganda played a large role. While
discussing NS as a health threat, the other two issues were constantly present -and
arguably even more important in the debate. The components of the discussion
included more than issues of health; violence, inequality and neglect were being
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incorporated into narratives on NS and the topic assumed prominence at the level 
of policy makers, media and the public. This resulted in the call for measures to deal 
with the problem, to which parliament responded by putting up programmes 
targeting NS. After months passed by without new input, media attention to NS 
declined. In northern Uganda, people also don’t talk about the syndrome as often as 
before. Perhaps the aims of the ‘media hype’ have been achieved; the 
acknowledgement of the affliction, venting critique on current leadership, gaining 
attention for the neglected and suffering status of Acholi, and the implementation 
of programmes regarding NS. Nevertheless; much-wanted answers to questions 
about its cause and cure have not come up. 

In this article I aimed to reconstruct the media-frame of NS as it appeared in 
Ugandan newspapers by exploring how different networks come together to act as a 
whole in the conceptualization of NS. I have illustrated how the establishment of 
new media institutions, news ownership, (the ending of) conflict, perceived political 
negligence, strong vocal persons, physically ill-looking children, the absence of a 
known cause or cure, donor expectations and mediums such as YouTube and 
newspapers can all be seen as related elements in a network surrounding NS. 
Thereby not only the role of human beings is important, but also the ability of 
(media) technologies and other non-human actors. The narratives on NS illustrate 
the rise and fall of an affliction in public discourse and demonstrate the role of 
media -influenced by social and cultural context- in negotiating which narrative is 
being accessed. Thereby, the depicted suffering and political body of NS has been 
used in media and local discourse to discuss other important social and political 
issues, such as a perceived lack of political will to support the northern region and 
atrocities that might have happened during war. Hence, instead of paying attention 
to the ‘product’ nodding syndrome, it is important to focus on processes of creation, 
in which media -among a variety of other actors- plays an active and important role.



      CHAPTER 4

Universal Classifications, National 
Approaches and Specific Situations: 
A Comparative Study on the 
Conceptualization of Nodding 
Syndrome in Uganda and Tanzania 

In Press:  
Karin van Bemmel and Kim van der Weegen 
Anthropology & Medicine,  2017. 



88 

Abstract 

This paper presents a comparative study on conceptualizations of the 
poorly understood nodding syndrome (NS) in Uganda and Tanzania.  NS 
has been constructed as a biomedical category to serve global health 
discourse as well as national contexts of managing the condition. We 
look into the shifting meanings and conceptualizations of NS in the 
affected areas of Kitgum (UG) and Mahenge (TZ) district. The perceived 
universality of biomedical classifications is problematized as conflicting 
with the specific contexts of lucluc and kifafa cha kusinzia. Reconciliation 
proves to be challenging, poignantly evoking the cultural construction 
as such of any medical condition. 
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Introduction 

Although briefly described in the 1960s and occurring in three relatively small areas 
in Uganda, Tanzania and South Sudan, the poorly understood nodding syndrome 
(NS) has received increasing international attention over the past decade. Medically 
defined as a seizure disorder, the syndrome manifests itself in episodes of head 
nodding, combined with stunted growth and cognitive decline in children between 
five and 15-years-old (Dowell et al., 2013). So far, no definitive cause has been 
identified and little is known about its course and cure. The nodding episodes are 
mainly triggered by food and cold weather and in many cases the patient eventually 
develops more complex partial and generalized seizures (Winkler et al., 2008). NS 
itself does not seem to be lethal, but patients have died due to accidents during 
seizures that led to drowning or burning (Korevaar & Visser, 2012, p.2). In addition, 
several cases of death as a result of status epilepticus have been reported during 
fieldwork in northern Uganda. It is estimated that 1687 (Iyengar et al., 2014) up to 
3094 (DGHS, 2012) children in Uganda are affected by NS and a total of 5000-10,000 
people in East Africa (Idro et al., 2013). As these numbers indicate, there is not much 
knowledge on the actual prevalence of the syndrome and specific information on 
the amount of cases in Tanzania and South Sudan is not available.  

Several biomedical hypotheses on the aetiology of NS circulate in the academic 
arena. The possibility of a relationship between nodding syndrome and Onchocerca 
volvulus is frequently mentioned, because many of the NS-areas are highly infested 
with OV (Winkler et al., 2008, p.2008). It has also been suggested that NS is a genetic 
syndrome, given the positive family history with epilepsy found in Tanzania 
(Winkler et al., 2014, p.92). Other potential causal factors include mycotoxins 
(Spencer et al., 2013), post-traumatic stress (Musisi et al., 2013) and a neurotropic 
virus (Colebunders et al., 2014). The course of NS on the long term is unknown, as 
well as prognosis and optimal treatment. Currently, patients are treated with anti-
epileptic drugs (AEDs) to control the seizure activity. Several types of AEDs are used 
in the different countries and there is no clarity about which medication is most 
effective (Dowell et al., 2013, p.1383). In addition, there is a lack of guidelines, tools, 
and medical technologies, making it difficult to confirm a diagnosis of NS and to 
distinguish it from other medical conditions (Van Bemmel, Derluyn & Stroeken, 
2014).  

The academic literature predominantly presents nodding syndrome from a 
biomedical point of view and leaves little room for the social context in which it 
occurs. According to Lewis-Fernández (1996) there is limited usefulness of purely 
descriptive diagnostics and a fallacy of universalistic course predictions and 
outcome measures. He pleads for an intensification of research on the epidemiology 
of indigenously defined syndromes as a powerful way of problematizing the 
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universality of established Western nosologies (1996, p.138). In the current study, a 
social constructionist approach to illness is applied, whereby the specific contextual 
factors of NS in Uganda and Tanzania are explored and attention is paid to the 
negotiation of categories. Determining which biological states are labelled as disease 
is a complex process of social construction (Conrad & Barker, 2010, p.67), and we 
should be aware of the unwarranted assumption that illness-categories have the 
same meaning in every cultural context. 

Previously, focus has been put on the conceptualization of nodding syndrome in 
Uganda (Van Bemmel, Derluyn & Stroeken, 2014; Van Bemmel, 2016a; 2016b). The 
comparison in the current paper enables the exploration of different (inter-) 
national and local discourses that reflect the diversity of negotiations. It offers 
insight into the construction of NS as a biomedical category and the meaning of 
head nodding symptoms in national and local contexts. Diverse layers of meaning 
are emphasised, illustrating how the presumed universality of a biomedical concept 
of NS does not hold when situated in different affected settings. It is the encounter 
between actors, discourses, and practices that leads to the unique and continuously 
changing meaning of nodding syndrome in Uganda and Tanzania. 

Methods 

Ethnographic fieldwork is characterized by the researchers’ prolonged residence 
among the research population, participation and observations in the field in order 
to get a holistic view of the subject that is being studied (Sluka & Robben, 2012, p.7). 
When studying the construction of nodding syndrome this approach to fieldwork 
becomes slightly problematic. First, we must be careful not to attribute conclusive 
explanatory power to a homogeneous idea of NS as universal phenomenon. At the 
same time, we should not overlook the discursive power of this universalizing 
tendency. Second, the actors determining the field of NS cannot be limited to one 
(or two) geographically circumscribed area(s); instead, it is the interaction between 
many scattered actors and sites that should be explored. Marcus (1995, p.105) 
describes multi-sited fieldwork as being designed around ‘chains, paths, threads, 
conjunctions, or juxtapositions of locations in which the ethnographer establishes 
some form of literal, physical presence’. At the centre of these paths is the object of 
study: the medically labelled nodding syndrome, but also the concepts of lucluc in 
northern Uganda and kifafa cha kusinzia in central Tanzania. In this paper they are 
approached as a collection of associations and explanations that connect a variety of 
actors. It is the first time that a qualitative comparison is made between NS-affected 
areas and we refer to this research as multi-sited in the sense that it is composed of 
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multiple sites organised around multidirectional connections16. Thereby we shift 
between international, national and local levels and embrace the indeterminate and 
fragmentary character of NS-narratives that circulate in the different areas.  

 The idea of multi-sitedness does not only apply to geographical scales, but the 
narratives on NS circulate through qualitatively different sites, such as the 
compound, the family, healer’s practices, media and so on. Since nodding syndrome 
is constructed at different levels, it is helpful to make a conceptual distinction 
between disease and illness. Disease can be understood as biological abnormalities 
in the structure or functions of the body, reinterpreted as objective symptoms by 
medical practitioners (Hanna & Kleinman, 2013, p.20). This is, for example, done in 
the construction of NS as a biomedical category to serve global health discourse. 
Illness refers to the subjective experience of certain socially disvalued states and the 
social meaning attributed to them (Conrad & Barker, 2010, p.67). It can therefore 
stretch beyond what is considered to be a disease according to the biomedical 
model. 

 The study of the construction of NS in different sites, asks for a variety of 
research methods. Apart from the study of written reports, news articles and 
academic literature concerning NS, the descriptions in this paper are based on 15 
months of data gathering in northern Uganda (2012, 2013 and 2014, KvB) and three 
months of explorative fieldwork in Tanzania (2014, KvdW). Although the head 
nodding symptoms were approached with a neutral stance, we should acknowledge 
the researchers as actors in the meaning-making process. Through the exchange of 
knowledge during (both verbal and non-verbal) encounters of ethnographic 
fieldwork, the researchers inevitably took part in the production of meaning. Their 
presence, the questions they asked and their interest in the syndrome all 
contributed to its conceptualization. However, through the combining of research 
strategies and the inclusion of different narratives, the outcomes of this study are 
less dependent on a singular perspective.  

 The main techniques for data collection were participant observations and 
informal- and semi-structured interviewing. Part of the fieldwork is done in the 
cities of Kampala (UG) and Dar es Salaam (TZ), more specifically in the offices of 
governmental representatives, global health actors and during an international 
conference on nodding syndrome. In both cities semi-structured interviews were 
conducted in English with actors from World Health Organization (WHO), Centers 
for Disease Control and Prevention (CDC), several non-governmental organizations 
(NGO’s), the Ministry of Health and academic researchers involved in the 
investigation of NS. Interviewees were asked about their attitudes and perceptions 

16 In the future it would be interesting to compare data across all three affected countries. Unfortunately, 
no anthropological studies on nodding syndrome in South Sudan are currently known to us. 
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towards the head nodding symptoms and attention was paid to processes of 
labelling. Even though no NS-cases have been reported from Kampala and Dar es 
Salaam, the actors in these cities have powerful voices in the construction of NS. 

Another set of data is gathered in the affected communities in northern Uganda 
and south-central Tanzania (Map 1), where actors dealing directly with NS were 
interviewed and observations were made.  

          Map 1.  Research locations 

In Uganda, fieldwork took place in Kitgum district, an area highly affected by 
nodding syndrome. Fifty in-depth interviews were conducted with affected families 
at their homes and in the hospital. Furthermore, forty interviews took place with 
health workers, traditional healers, local area leaders, media representatives and 
community members. Participatory observations were made at NS treatment 
centres, during outreaches, healing ceremonies and at the homes of affected 
children. In Tanzania, fieldwork took place in the Vigoi division in Ulanga district. 
The Mahenge Epilepsy Clinic is a central point in the management of NS and 
observations took place during consultations between health workers and patients. 
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Semi-structured, informal and focus group interviews were conducted at the homes 
of twelve NS-affected families and with twenty people suffering from epilepsy. In 
addition, traditional healers, several community members, health workers, catholic 
priests and village leaders were interviewed. All interviews conducted in Uganda 
and Tanzania took place after receiving verbal informed consent and with help of a 
translator in leb Acholi (UG) and Kipogoro and Kiswahili (TZ). Each interview took 
between 30 and 70 minutes and was afterwards anonymised and translated into 
English for coding. Thematic analysis of the data took place through the 
identification of key concepts in the interviews. In this article findings on the 
conceptualization of nodding syndrome are presented. 

The context in which NS exists largely influences its construction. Moving away 
from solely biomedical explanations, this paper shifts from the medical category of 
nodding syndrome to concepts circulating in the affected areas. Hereby we 
illustrate how NS is constructed through encounters between different actors, 
discourses, and practices. First, focus is put on the construction of nodding 
syndrome as a biomedical category to serve global health discourse. Furthermore, 
attention is paid to the national contexts in which the syndrome exists and the 
significance of NS as category for policymakers and practitioners. Thereafter, focus 
is put on the shifting meanings and conceptualizations of NS in the two affected 
areas of Kitgum (UG) and Mahenge (TZ) district. Although global health actors have 
powerful voices directing the definition that is used, reconciliation with the specific 
context of the syndrome proofs to be challenging. 

Nodding syndrome as a biomedical category 
First  accounts  

The involuntary and repetitive dropping of the head characteristic of NS was first 
reported by Dr. Jilek-Aall in Tanzania in the 1960s. During her medical work in 
Mahenge district, the Norwegian physician noticed a high prevalence of epilepsy 
among the Wapogoro, an ethnic group living in south-central Tanzania. The 
majority of the 175 patients in her study suffered from fairly typical grand mal 
seizures. A small part (27) of her research population however presented with fits 
which could not be identified exactly as either akinetic attacks or myoclonic petit 
mal. Jilek and Jilek-Aall report that in these cases ‘the child suddenly drops his head 
to the chest, then raises it up again’ (1970, p.46). This type of seizure was only found 
in children and frequently occurred in the morning shortly after awakening. 
According to their report, the descriptive term used by local people was amesinzia 
kichwa, Kiswahili for ‘nodding of the head’ (Jilek & Jilek-Aall, 1970, p.46).  
     In 2001, the WHO was invited to investigate ‘an epidemic of an illness 
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characterized by episodes of repetitive nodding of the head’ in the former southern 
Sudan (Tumwine et al., 2012, p.242). The local Moru people had noticed the 
syndrome in 1991 and referred to it by the name adravu legnaro; ‘a disease of eating 
ugali’, which points to the association of nodding episodes with the act of eating 
local food (Spencer et al., 2013, p.191). In northern Uganda, head nodding was 
noticed by the local populace around 1998 and referred to as lucluc (nodding) or 
yengo wic (shaking head). The symptoms came up during a period of war between 
the Ugandan government and Lord’s Resistance Army (LRA). The first biomedical 
investigations took place in 2009, led by the Ministry of Health in cooperation with 
the WHO and CDC. 
  

Global  health 

Although local accounts of head nodding existed in the affected area, Jilek-Aall’s 
writings are the first known reports in which it is described as a biomedical 
condition. It was only after the discovery of similar symptoms in South Sudan and 
Uganda, that the nodding episodes gained international interest and studies started 
focusing on NS as a distinct medical condition. At this time health organisations, 
scientists, and politicians active in the arena of global health became involved in the 
construction of nodding syndrome on an international level. 

Global health as a policy took shape when large institutions started coordinating 
international health initiatives. In the early stages of the global health agenda, 
nation states were the main source of authority in terms of setting priorities and 
allocating resources, but this changed after the United Nations’ Millennium 
Development Goals made health one of its focus points for development (Biehl & 
Petryna, 2013, p.6). From then on, a variety of actors with different motives and 
backgrounds jumped on board under the banner of humanitarianism, development 
and security. Global health therefore is not only the terrain of medical disciplines 
involved in the practice of healthcare, but also the terrain of politics, power, 
knowledge, social organization and economics (Langwick, Dilger & Kane, 2012, p.1). 
Prototypes of disorders predominantly derive from those with the power to reach 
large audiences and to be seen in research. National and private medical 
institutions, NGO’s, pharmaceutical companies and national governments are now 
all possessors of what is called biopower, defined by Fassin as a ‘normalizing power 
over life’ (2011, p.185). Knowledge about the body gives them the (bio)power to 
decide on the distribution and access to healthcare, medicine, and financial aid 
(Hanna & Kleinman, 2013, p.26). Although biomedical diagnoses have major 
influences on people’s lives, the individual does not have a say in the actual 
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labelling: it is the medical professional possessing the knowledge and power to 
decide.  

It is not only the ability to define disease that made global health actors powerful 
in the construction of nodding syndrome, but it is also the construction of 
biomedical knowledge as being universal, evident in the utopian vision of ‘health for 
all’. During the formation of a medical definition of NS, science was used as a 
universal language aspiring to ‘articulate all things in a common language’ and ‘to 
be knowledge for everyone, regardless of where and how we live, a universal human 
legacy’ (Fuller, 2015, p.61). Through these universal claims, medical discourse is able 
to influence how people behave towards their bodies in illness and in health 
(Conrad & Barker, 2010, p.69). It is therefore important to consider the processes 
through which biomedical knowledge is produced. 

The creation of  a  case definit ion 

Over hundred actors were engaged in a powerful NS-discourse during the 
International Scientific Meeting on Nodding Syndrome held in Kampala in mid-
2012. The meeting was organised by the WHO in collaboration with CDC, UKAID and 
the Ugandan Ministry of Health (MoH). Scientists, politicians, and NGO’s involved in 
the medical field were invited and plans were made for further investigations and 
collaborative actions in regard to NS. Since different labels were used to refer to 
what seemed to be a similar set of symptoms, it was decided that from then on 
‘nodding syndrome’ would be the most appropriate name. The participants also 
came up with a case definition that was to be used in all affected countries to 
‘ensure consistency in identification of cases and comparable research results’ 
(WHO, 2012c, p.20). This was done by elaborate discussions on the inclusive criteria 
of a nodding syndrome case. During the sessions, a word-document was projected 
on a large screen, enabling all attendees to follow (and take part in shaping) the 
definition-making process. Discussions, for example, focused on age restrictions, the 
frequency of nodding per minute and the desirability of including pre-nodding 
abnormalities. Second, much time was spent on the actual creation of the case 
definition, whereby linguistic issues came to the fore. The division into ‘major’ and 
‘minor’ criteria was debated, as well as the difference between ‘observed’ and 
‘reported’ episodes of nodding and the (in)advisability of including footnotes. On 
the projected word-document all attendees could follow the adaptations, until 
consensus was reached over the description of a nodding syndrome case.  

 The international scientific meeting and the actors involved exemplify how the 
construction of NS takes place on a global platform; together the actors had the 
power to define NS and choose the label to be used on an international scale. 
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Nodding syndrome became categorized and differentiated from other afflictions: it 
became ‘diagnosable’ and was classified as a neglected tropical disease by the WHO. 
This gave rise to novel connections between families, hospitals and health workers 
in the affected areas and researchers, funding organizations and institutes (e.g. 
WHO and CDC) at the other side of the world. Spaces that were not necessarily 
connected to each other were now transformed into overlapping, transnational 
zones of action. It is this construction that caused a shift in meaning of what was 
considered to be a type of epilepsy in Tanzania, an eating-related syndrome in 
South Sudan and a set of unexplained symptoms in Uganda, to a distinct medical 
condition called nodding syndrome. Currently, the term ‘nodding syndrome’ and its 
biomedical case description are reflected in academic literature, research reports 
and on websites from global health institutions. But when looking at the 
intersections between the universalizing logic of biomedicine, with its focus on 
international classifications, and the particular settings of NS in Uganda and 
Tanzania, defining nodding syndrome becomes more complicated. 

Nodding syndrome in Uganda and Tanzania  
National  pol icies  

During the scientific meeting, Ugandan and Tanzanian actors sat down together for 
the first time to discuss the prevalence of the poorly understood syndrome in both 
areas. On the first day of the international conference, both the Ugandan Ministry of 
Health (MoH) and Tanzanian Ministry of Health and Social Welfare (MoHSW) are 
asked to present the available data from their respective countries17. The Tanzanian 
representative kicks off and within minutes it is clear that data is lacking. One of the 
first PowerPoint-sheets reads: ‘Epidemiology of nodding syndrome in Tanzania is 
not documented by MOHSW’. Furthermore: ‘A lack of the health system has been 
noticed to recognize the head nodding syndrome’ leading to ‘unavailability of data’. 
The presentation ends with a slide on gaps: ‘Magnitude of the NS not known within 
the country (…) No case definition of NS (…) No linkage of the on-going efforts of NS 
studies under individual scientists and MOHSW policy guidelines and plans’. A 
representative from the Ministry of Health in Uganda takes over and briefs the 
participants on the status of NS in his country. In this presentation, the national NS 
coordinator reads out the Ugandan surveillance definitions and mentions that 3094 
cases are found in the northern districts. He talks about several investigations 
conducted by a combined team of MoH representatives and partners. Furthermore, 
he mentions that criteria for case-management are developed, a training manual is 

17 Representatives from the MoH in South Sudan were also present, but for the purpose of the comparison 
in this paper we focus on Uganda and Tanzania. 
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formed (MoH, 2012b) and NS treatment centres have been set up in several districts 
in northern Uganda. 

Socio-polit ical  context  

Given the fact that head nodding was first observed in Mahenge district, it is 
remarkable that information from Tanzania is currently lacking. No official reports 
or action plans are available and the prevalence of NS in this country is unknown. A 
contrasting situation exists in Uganda, where an official governmental response 
plan and emergency budget have been released (MoH, 2012a). Up to now, all new 
cases need to be reported to the office of the Ugandan Ministry of Health, where 
statistics on NS are being analysed. Furthermore, the majority of academic 
literature on NS is based on biomedical research that took place in Uganda. And 
while nodding syndrome appeared in over 250 newspaper reports in Uganda (Van 
Bemmel, 2016a), only two newspaper articles were found in Tanzania and both focus 
on the presence of the syndrome in Uganda (Bahati, 2012; Mugerwa & Ayebazibwe, 
2012). During fieldwork in Dar es Salaam, most people were not aware of the 
existence of NS as defined by the attendees of the conference. In Kampala however, 
it was difficult to find anyone without at least minor knowledge -and often a highly 
politicized opinion- about nodding syndrome.  

In order to understand the different approaches and amount of attention given 
to NS, it is important to keep the socio-political context in mind. The appearance of 
NS in Uganda took place at a time when media houses had a much larger audience 
than in the 1960s in Tanzania. On an international level, scientists became 
interested in the syndrome when its existence was reported from several places. Its 
importance shifted from unexplained local symptoms to a ‘global health issue’ and 
it became more attractive for international actors (and funding agencies) to get 
involved. In addition, the first observations in northern Uganda were made during 
wartime, when heavy fighting between the LRA and Ugandan government took 
place. The syndrome quickly obtained political importance and the government was 
blamed for not paying enough attention. In 2012 a court case against the Attorney 
General was filed on behalf of the NS patients and heated debates took place in 
parliament and media, touching upon questions of responsibility and healthcare. In 
this way, NS became an instrument in a political struggle and was used to highlight 
perceived oppressions from the government (Van Bemmel, Derluyn & Stroeken, 
2014). It was in this context that resources for nodding syndrome were made 
available in Uganda. The need for public alarm in Tanzania did not arise in a similar 
way. The nodding symptoms were not seen as something new and no unique 
developments were noted to have taken place since the first observations. 
Furthermore, the syndrome does not have the political connotations that exist in 
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Uganda. It was only after the discovery of cases in Uganda and South Sudan that 
Tanzanian health actors became actively involved.  

Contrasting situations  

Despite the fact that there is binding power in the international biomedical 
categorization, we have seen that national approaches towards NS differ. In 
addition, it is not clear whether NS represents the exact same phenomenon in the 
affected countries. The head nodding episodes are observed in all areas but other 
symptoms seem to differ. Lock and Nguyen challenge the assumption that human 
bodies are ‘readily standardizable’, since humans are inextricably entangled with 
historical, environmental, social, cultural, and political contexts (2010, p.12). 
According to Mitchell and colleagues, nodding syndrome is not rapidly progressive 
and does not result in severe encephalopathy in most cases in Tanzania (2013, p.22). 
In addition, the prevalence of NS in this country seems to be consistent over time as 
opposed to South Sudan and Uganda. Consequently, Winkler and colleagues (2014, 
p.90) suggest that NS in Tanzania might be endemic in character, and more
epidemic in character in the other two areas. During interviews in Dar es Salaam,
respondents also mentioned that the symptoms and affected population in Tanzania
seem somewhat different from the descriptions in Uganda and South Sudan. The
actual symptoms of head nodding and generalized seizures were known for decades,
but the quick cognitive decline leading to mental retardation seems to be absent in
many of the Tanzanian cases. Children wandering off in a confused state of mind, as
frequently described in Uganda, were not observed in Tanzania. In addition, the
area was already known for a high prevalence of epilepsy and the number of
affected people does not seem to be increasing, according to respondents. In fact,
they often mentioned that ‘nothing new’ is happening in Tanzania.

 The doubts about what NS in Tanzania entails reflect the friction between the 
internationally created definition and the specifics of NS in the national context. 
Although international actors have labelled the set of symptoms ‘nodding 
syndrome’ in all countries, on national level there is no consensus when it comes to 
the actual definition of this ‘universal’ medical category. As the next section will 
show, differences also exist between the conceptualization of NS in global health 
discourse and the specific areas in which the syndrome occurs. Although western 
concepts of illness are frequently included in local settings, they are often seen as 
just one of many possible lines of thinking that can be weighed against each other. 
By exploring the specific situations of nodding syndrome in Kitgum district (UG) 
and Ulanga district (TZ), the syndrome is presented as a dynamic, complex social 
construct that defies easy definition or measurement.  
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Head nodding in Kitgum district,  Uganda 
The cl inical  sett ing  

Kitgum district -bordered in the north by South Sudan- suffered many deaths and 
social disruption during the twenty years of war between the LRA and Ugandan 
government. Nearly ninety per cent of the Acholi population in this area spent 
years in internally displaced person (IDP) camps during the course of the conflict 
(WHO, 2005). Since relative peace has returned in 2006, the majority of people have 
found their way back to the original homesteads. However, they are greatly affected 
by the atrocities that took place in this area and the scars of war are present 
everywhere. 

One of the locations where the traumas of conflict are dealt with is the mental 
health clinic at the district government hospital. This is also the department where 
nodding syndrome patients are consulted and collect their medication on a monthly 
basis. In 2012, Kitgum hospital was assigned the task of NS case management. With 
support from the Ministry of Health a treatment centre was set up within the 
hospital ground, consisting of an outpatient screening site and an inpatient 
department for admission of severe cases. Although a large signpost offering 
‘nodding disease services’ still points towards the solid building of the current 
children ward, it was only for a short period of time that the NS centre was located 
here. Within a few months after its joyful opening, patients were shifted to a ward 
at the back of the hospital area, close to the mortuary. Seated in front of the 
building, one could frequently observe how corpses were carried in and out of the 
small construction. Two monitor lizards occasionally popped up, wandering around 
in the surrounding grass. Next to the ward, caregivers were busy preparing posho 
meals and siblings of the admitted patients ran between the small cooking fires, all 
patiently waiting for the day they could return home. In mid-2014, the patients 
shifted location for the third time. Currently, a former storage room of a 
humanitarian organization functions as the NS treatment centre. Like the mental 
health clinic, its location is separated from the rest of the hospital and a tall fence 
surrounds both buildings.  

The opening of the treatment centre was part of a three-year during NS-response 
plan launched by the MoH in 2012. The central monitoring of the plan is done by the 
Ministry of Health and a national coordinator was appointed. In addition, a national 
NS taskforce has been formed, mainly consisting of doctors and psychiatrists who 
create guidelines and undertake research and supervision. The implementation of 
activities in the affected districts is led by the district health offices. District NS 
taskforces have been set up and are supposed to share ideas with regional 
stakeholders on a regular basis, but meetings seldom take place. Furthermore, a 
selection of health workers received a special training on how to handle NS cases. 
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Throughout early interviews in 2012, nurses mentioned feeling fearful and hesitated 
to come close to the affected children. Nowadays fear has reduced, because 
scientists are convinced that the syndrome is not contagious and new cases of NS 
are rarely seen. People in the affected villages occasionally report new cases, which 
is contradicted by representatives of the MoH. 

 A diagnosis of nodding syndrome is indicated as ‘NS’ in the hospital record book, 
as well as in the personal booklets that people take home. When the patient also 
suffers from epileptic seizures the label ‘NS+’ or ‘NSP’ (Nodding Syndrome Plus) is 
given, and a diagnosis of epilepsy is marked as ‘E’. A difference is made in prescribed 
medication for patients with a diagnosis of epilepsy and NS/NSP; the nodding 
patients preferably receive sodium valproate and people with epilepsy are put on 
carbamazepine and sometimes take phenytoin or phenobarbital18. Medication is 
made available through supply from the MoH and the management of NS(P) and 
epilepsy is interlinked. On a regular basis the hospital statistics are send to the MoH 
office in Kampala, where data on nodding syndrome are analysed. According to the 
hospital book, approximately two hundred patients (NS, NSP and E) have been 
admitted at the nodding syndrome ward in 2012. The number of admissions 
decreased in 2013 when around seventy children were admitted, many of them 
suffering from severe burns. 
        Kitgum hospital provides as a referral NS treatment centre for severe cases 
from Lamwo and Pader district. Complicated cases can also be sent to the regional 
hospital in Gulu and to Mulago hospital in Kampala for further management. In 
addition to case management at the hospital, the nurses and clinical officer are 
supposed to visit three outreach sites in Kitgum district on a weekly basis. The MoH 
supplied the NS-team with a van and motorcycles, but the outreaches are 
irregularly conducted due to a frequent lack of fuel, medication, accessible roads 
and available staff. 

I l lness  experiences 

The households affected by nodding syndrome are mainly situated along riversides. 
Here, the syndrome is known as lucluc, which refers to the episodes of head 
nodding19. Other mentioned symptoms are saliva drooling and a state of confusion. 
Caregivers frequently report that the affected children see people -invisible to 
others- approaching them and hear voices calling their names. The images are often 
related to war, e.g. soldiers that are carrying rifles or rebels with pangas. 

18 In addition, the patients receive folic acid and multivitamins. When the person does not respond well 
to the medication, the medical doctors are supposed to offer alternative treatment. 
19 Other names that are sporadically used are two luj (nodding sickness) and yengo wic (shaking head). 
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Lucluc is differentiated from lirlir (two lirlir/lili), which is associated with 
uncontrollable jerking movement of the arms and legs, falling, frothing, temporary 
confusion and incontinence. Lirlir (translated as epilepsy by local health workers) 
has been present in the area for a long time but lucluc is a new illness that came up 
during the period of war, according to the local population. 

 A variety of explanatory models circulate about the aetiology of lucluc. The 
majority of respondents mention the interference of cen, revengeful spirits of 
people who died in a violent way. Because numerous people were murdered during 
the war, many cen are now considered to roam the area. Furthermore, the use of 
weapons and bombs during the recent insurgency is suggested to play a causal role. 
The small, black flies (transmitting Onchocerca volvulus) residing near rivers are also 
considered as possible aetiological factor, following suggestions from visiting 
researchers. However, the hypotheses posed by global health actors are frequently 
rejected in the local context, where conflict or spirits are central in most 
explanations. The grandmother of two affected children for example states: ‘People 
say that it’s caused by black flies, but it’s not true. Others say it’s the food we ate in 
the camps. But I don’t believe that is the cause.’ (Van Bemmel & Aalten, 2017, 12:00). 
In addition, the mother of a severely sick girl mentions: ‘Some say it’s black flies 
[that caused NS], but they were always here. It’s the war that brought it’ (ibid,
19:45). These comments illustrate that ideas are not formed in isolation, but are
shaped in dialogue with others. Frustration prevails towards biomedical scientists
that spend a short amount of time in the affected area and fail to explain and share
their research findings. According to respondents, this leads to the inability to
understand what lucluc entails. In addition, distrust of governmental actors
occasionally leads to the reluctance to accept help.

Most of the affected people stay at home, where the social effects of the 
syndrome can be devastating. A number of children are occasionally tied to trees to 
prevent them from wandering away in a confused state of mind, several afflicted 
children have been sexually harassed and some of the victims were impregnated. In 
addition, the past conflict has a major impact on the family situations in the area. 
Fathers are often not around and there are many reports on substance abuse. 
Caregivers report feelings of sadness, isolation, fear and hopelessness. Furthermore, 
the illness interferes with their income generating activities, because the children 
have to be under continuous observation. The situation is aggravated by the fact 
that NS frequently affects several children within one family. In some areas the 
caregivers have set up small saving cashbox groups. Besides building a financial 
support network, they often discuss the status of the syndrome during their 
monthly gatherings. In one of the affected villages, a group of caregivers has formed 
a choir and asks for attention to lucluc. The songs, for example, address the issue of 
children falling into fire or water during attacks (Okony Tumangu Tim, 2014a), 
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dealing with the death and burials of their loved ones (2014b) and the mysterious 
cause of the affliction (2014c). Because most of the affected families live close to 
each other, they communicate on a daily basis and advise each other in regard to 
the complications that the illness brings. 

In addition to support from family members and health centres, the affected 
children seek help from traditional healers. Some children visit an ajwaka, a spiritual 
medium who facilitates a dialogue between the afflicted person and the revengeful 
spirit(s). In order to treat the affected person, the spirit needs to be appeased and 
send out of the body. Several families collected money for a joint traditional healing 
ceremony in Kitgum district, but no improvement was reported afterwards. Islamic 
and Christian healers have also been treating affected children, by using anointed 
water and prayers to chase out jinn and devils, and different types of herbal 
medication have been distributed. However, since definite answers on cause and 
cure remain lacking, the quest for treatment continues (Van Bemmel, 2016b). 

Deborah (pseudonym) and her daughters live in one of the most affected villages 
in northern Uganda and have been looking for treatment over the past decade. 
Their story provides an illustration of the experience of lucluc in Kitgum district:  

After an approximate forty-minute ride on a motorbike, we reach the 
household of Deborah. Her husband has recently died and she takes care of 
seven children by herself. When they were younger they did not experience 
any health problems, but now two of her daughters are suffering from lucluc. 
Akello is 15 years old and started having episodes of head nodding in 2005 
during her stay in an IDP camp. Later, she also started falling down (reto ping) 
and shaking (dancing) the body (miel kom). Her sister Idah (now 11 years olds) 
reported the first symptoms in 2009, after the family had returned home from 
the camp. She frequently has an episode of lucluc, but unlike Akello does not 
suffer from falling down. In both girls, the nodding occurs on a daily basis in 
response to food or in the early morning when it is cold, but the episodes also 
come without trigger. Deborah is afraid that her daughters will get hurt and 
doesn’t allow them to come near the fireplace or go to the river. The sisters 
attended a healing ceremony in which a sheep was killed and cen was being 
addressed, but their condition did not improve. Currently, they receive 
sodium valproate from the hospital outreach team, but mother reports that 
‘the medication keeps on changing’ and that there is no improvement. She 
suggests that lucluc comes as a result of fighting in the war and also mentions 
that it is a spirit that brings the sickness. At the end of our visit, mother 
emphasises the importance of ‘finding medication that can help them’. 

The case of Deborah’s family illustrates how stories on conflict, spiritual actors and 
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biomedicine are incorporated into the experience of lucluc. Multiple explanatory 
models and help seeking attempts based on different discourses are mentioned, 
pointing to the constantly shifting meaning of lucluc in Kitgum district. 

Head nodding in Ulanga district,  Tanzania 
The cl inical  sett ing  

The Kilombero river, the natural border separating Ulanga district from the rest of 
the country, is a 12-hour bus drive away from Dar es Salaam. After crossing the river 
by ferry, the journey continues for hours on a dirt road, up to the mountains of 
Mahenge. Mahenge is the main town of Ulanga district, situated in the Morogoro 
region in south-central Tanzania. Like Kitgum, it has all the amenities you would 
expect in a small town, but still it is hard not to feel cut off from the rest of the 
world. A few weeks into the fieldwork a heavy rainy season hit Tanzania. The 
Kilombero river flooded and the ferry was out of use, meaning that no vehicles 
could get in or out of Ulanga. In addition, the roads connecting villages to each 
other and the outside world were practically impassable. Life can be tough for the 
population of Ulanga, the majority of which belong to the Wapogoro ethnic group. 
Most people live in red mud brick houses and are forced to live off their small plots 
of land, because there are barely opportunities for employment. The crops people 
grow are mostly for their own consumption and during the dry season this often 
means great food shortages.  

 The Mahenge Epilepsy Clinic is located on the property of the government 
hospital in Mahenge and was founded by Jilek-Aall in 1960. Epilepsy in Tanzania is 
classified as a mental health condition and the epilepsy outpatient clinic serves as a 
district mental health clinic. Because NS is locally classified as epilepsy, it is treated 
here. The clinic consists of a small room situated at the back of the government 
hospital property. It employs two nurses who are in charge of diagnosing, treating, 
monitoring and evaluating patients with psychiatric conditions and epilepsy. Most 
patients visiting the clinic are from the Vigoi division, which covers a big 
mountainous part of the district so people often walk for hours to find treatment. 
They come to the clinic once a month to collect medication and report on their 
progress, the consultation usually only lasts a few minutes.   
       Working together with the epilepsy clinic, Winkler and colleagues confirmed 
sixty-two cases in their research on nodding syndrome in 2005 (2008, p.2010). 
Searching through the hospital registers from recent years, twenty registered NS 
cases were found during the current fieldwork. In contrast to the situation in 
Kitgum district, patients with episodes of head nodding usually receive the code ‘E’, 
referring to epilepsy. Only two register books were found in which ‘+NS’ (nodding 
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syndrome) was added to the existing ‘E’ description. It is striking that these books 
were created around the time when research into NS was conducted at the clinic, 
while in the current registers no differentiation between epilepsy and nodding 
syndrome was found. It seems that the implementation of the constructed 
biomedical case definition does not take place as the attendees of the international 
conference had in mind. Besides the registers, small notebooks also enumerate 
diagnoses that serve as patients’ files. If a patient with head nodding episodes 
develops generalized seizures, the diagnosis of NS is quickly changed into epilepsy. 
Furthermore, patients regularly stop their treatment at the clinic. All these factors 
make it difficult to determine how many NS-patients the clinic actually treats.  

 Locally not much is known about the international health discourses that take 
place regarding the syndrome. Occasionally the nurses at the clinic and local 
communities come in contact with global health actors in the form of researchers 
studying NS, but these visits are more sporadic than in Kitgum. During one of these 
meetings, nurses and patients heard about the possible link between NS and 
onchocerciasis. However, besides a document given to them by Dr. Jilek-Aall, no 
documentation about NS exists at the clinic and the interviewed nurses find it 
difficult to come up with a definition of nodding syndrome on request. Because little 
up-to-date information on NS is available to them, they rely on practical experience 
for a large part.  

 Treatment for epilepsy -and therefore NS- is distributed free of charge at the 
governmental clinic. The Tanzanian government provides three types of anti-
epileptic drugs: phenytoin (PHT), phenobarbital (PB), and carbamazepine (CBZ). 
Local nurses state that carbamazepine is the medicine of choice to treat NS. 
However, both CBZ and PHT are regularly out of stock so patients frequently shift 
between different types of drugs depending on availability. A study conducted in 
2009 indicates that the majority of patients are treated with the most consistently 
available medicine of phenobarbital (Winkler et al., 2014, p.90). During an interview, 
one of the nurses states that sodium valproate would be a better option, because it is 
thought to cause fewer side effects. However, in contrast to Uganda, this type of 
medication is not provided by the Tanzanian government. 

The labelling of illness depends on the interaction between different actors. One 
of the nurses mentions that when foreign researchers came to the area, a separate 
Kiswahili term had to be developed to refer to NS in contact with the patients. The 
term amesinzia kichwa, as previously mentioned by Jilek and Jilek-Aall (1970, p.46), 
was used by the local population to describe the actual symptom of head nodding, 
but not to refer to ‘nodding syndrome’ as a distinct medical condition. Accordingly, 
the term kifafa cha kusinzia was created. Kifafa is the Kiswahili word commonly used 
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for epilepsy20 and kusinzia (to doze off) refers to the nodding of the head, as if 
someone is falling asleep. The transition from kifafa to kifafa cha kusinzia shows the 
shift in meaning of NS in Tanzania, a transition that is taking place in interaction 
with actors from outside. Although still seen as a form of epilepsy, nodding 
syndrome now has its own name in Kiswahili.   

I l lness  experiences 

Kifafa is an integral part of the construction of NS in Ulanga district, as the name 
kifafa cha kusinzia shows. Kifafa is associated with generalized seizures characterized 
by a person falling on the ground in an unconscious state combined with jerking, 
frothing, and incontinence. Other types of involuntary movements of the body and 
psychiatric illness can also be associated with kifafa. The Wapogoro often relate the 
condition generally to the occult or more specifically to spirit possession, leading to 
stigma, namely fear and exclusion of the suffering person. Although views towards 
epilepsy are slowly changing, fear remains present that contact with bodily 
excretions of the patient might spread kifafa. Because a close connection exists 
between NS and epilepsy, the stigma surrounding kifafa is also affecting people with 
kifafa cha kusinzia. 

 The Catholic mission runs two shelters near Mahenge for people that cannot 
provide for themselves due to illness or disability. A large number of people 
suffering from kifafa are found here, many being excluded by their family. During 
interviews with community members it was often mentioned that kifafa sufferers 
from all over the country were brought to these makambi (camps) decades ago, and 
suspicions were aired that the high prevalence of kifafa in Ulanga district exists 
because the ‘people from the makambi mixed with the local population’. 

 Several people suffering from kifafa cha kusinzia were visited in the Vigoi 
division during fieldwork. Especially in more remote villages it was not easy to 
locate people, because many families live in the hills far from the village centres and 
main roads. This usually meant a walk through a maze of narrow paths, leading 
through rice fields and forested hills, with small huts scattered here and there. The 
difficult access explains why many patients fail to show up for their check-ups at 
the government hospital. For a while the clinic visited remote areas on a monthly 
basis to dispense medication, but there is no longer a vehicle available to do this. 

20 The specific name of epilepsy with generalized seizures is kifafa kuanguka, meaning epilepsy and falling 
down, but usually the term kifafa is used. Kifafa cha kusinzia is considered to be the harbinger of kifafa 
kuanguka. According to interviews during fieldwork, kifafa kuanguka usually raises more fear and is seen 
as more dangerous. 
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 The epilepsy clinic did not treat young children with kifafa cha kusinzia at the 
time of our fieldwork, and in fact had not seen any new cases for a while. All the 
people we visited at home were above the age of 16, and most of them above the age 
of 18. Only few had cognitive impairments but none of them was attending school; 
some were sent away out of fear, more often they were advised by teachers to quit 
because they experienced difficulties with learning. Parents also tend to keep their 
children at home, fearing that seizures would happen on the way to school on a 
potentially dangerous place. Like in Kitgum, most of the afflicted people spend their 
days at home, occasionally doing some small chores. One of them is David 
(pseudonym), who has been suffering from kifafa cha kusinzia over the past years: 

In a village one hour away by car from Mahenge, we meet David and his 
father. David is 21 years old and started experiencing kifafa cha kusinzia about 
six years ago. He usually gets episodes of head nodding while eating. David’s 
father describes the attacks as ‘falling asleep’ and ‘being unconscious’. Once, 
he fell down and remained unconscious for hours. After that he started 
experiencing episodes of head nodding more often, not only during meals. 
David was still going to school when the problem appeared, but he soon 
started to forget his books or lose them on the way. He was sent away from 
school because of fear of transmission. When kifafa cha kusinzia started, the 
family took him to a traditional healer. According to his father, spirits were 
involved because David used to be very smart before the nodding started. 
Unfortunately the treatment did not work and the healer was unable to tell 
them the cause of the illness. Afterwards, the family consulted their local 
dispensary and David started taking anti-epileptic drugs. Father also 
mentions a meeting with researchers who suggested that kifafa is caused by 
an insect. Currently, David experiences around four episodes of head nodding 
a month. Some people stay away from the family out of fear of contagion and 
call David names on the street. The family worries about how the illness will 
progress, since a cure is not known. They state that ‘whatever happens in the 
future is up to God’.  

Central in David’s story is the search for answers. During the course of the illness, 
multiple explanatory models circulated. At first, the head nodding episodes were 
seen as a result of spirit possession, because the attacks started suddenly and David 
was considered to be healthy before. When a traditional healer failed to bring relief, 
the family decided to seek help at a medical dispensary. David’s father also refers to 
his interaction with researchers who suggested the involvement of black flies. 
Currently, people in the area receive yearly treatment for onchocerciasis and 
David’s father expresses hope that therefore there will be less kifafa in the future. 
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But most importantly, the family mentions, it is up to God to decide what will 
happen. 

Lucluc and kifafa cha kusinzia 

The illness narratives in Kitgum and Mahenge show the different and seemingly 
contradictory discourses and practices that are used when dealing with the 
syndrome. Biomedical, traditional, and religious discourses and practices are used 
interchangeably in the search for treatment and explanations. As the case studies 
illustrate, the socio-political context in which the affliction exists influences 
explanatory models, case management and illness experience. Irrespective of the 
different accounts on symptoms, aetiology, labelling and treatment, the affected 
families in both areas mention similar experiences with stigmatization, isolation 
and a lack of knowledge on cause and cure. Although the content of illness 
narratives and the management of cases differ in Kitgum en Mahenge, there is 
constant negotiation about the meaning of terms in both areas. 
       The illness experience is an important part of the construction of NS and 
illustrates the intersections of its universalizing logic in biomedical terms and the 
particular context in which the symptoms exist. Unlike the narrow biomedical 
categorization of nodding syndrome, the concepts of lucluc and kifafa cha kusinzia are 
able to include narratives on important issues that exist in the local context. Here, 
the body is not understood as a vast and complex machine, but rather as a 
microcosm of the universe (Scheper-Hughes & Lock, 1987, p.21). It is necessary to 
recognize that biomedicine itself is part of an international subculture that imposes 
certain categories on the world that may not fit equally well everywhere and that 
never capture the illness experience and concerns of patients (Kirmayer, 2001, p.27). 
As Lock and Nguyen (2010, p.54) argue, the effects of the global dissemination of 
biomedical knowledge and practice are by no means straightforward. Local 
accounts, such as given by Deborah and David, should be drawn on in creating 
health policies, since the promise of and effects of biomedicine are embedded in the 
social relations and moral landscapes in which they are applied (2010, p.5). At a time 
when global discourses on nodding syndrome are predominantly biomedically 
oriented, we should be careful not to overlook the importance of local 
conceptualizations in the affected areas.   

Conclusion 

The actors, discourses, and practices from the arena of global health were able to 
cause a shift in meaning through the potential universal validity of their claims: 
from a type of epilepsy (TZ) or a set of unexplained symptoms (UG) nodding 
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syndrome became recognized as a distinct medical condition. Thereby, 
transnational intervention spaces came into existence, emphasizing the perceived 
universal character of NS. The majority of academic literature presents the 
syndrome as an ‘all compassing’ phenomenon, whose ‘significance and validity is 
not dependent on the ‘props’ of a ‘culture’ or a ‘society’’ (Collier & Ong on global 
phenomena [2005, p.10]). Although biomedicine allows for the possibility that 
certain afflictions are culture- or context specific, the use of the label and 
description of NS across different settings illustrates the universality of the 
constructed medical category of nodding syndrome -in contrast to the variety of 
concepts circulating ‘on the ground’. The aim of this paper has not been to rank the 
validity of specific claims (or to suggest that non-Western cultures are, by 
definition, ‘traditional’ or ‘non-scientific’ in their explanatory models (Patel, 2001, 
p.35)), but to shed light onto the different processes of creating claims, ideas and
narratives concerning NS.

 The symptoms in Tanzania were known for decades as a specific type of epilepsy 
and treated as such, but received a new label and level of urgency with the creation 
of NS as a distinct medical condition. Although attention was paid to the newly 
constructed diagnosis, a rise in media reports, data on prevalence and a specialized 
treatment programme did not come up. This contrasts with the situation in Uganda, 
where the symptoms were quickly related to sensitive political issues and received a 
large amount of national attention. Unlike in Tanzania, differentiation between 
symptoms of epilepsy and nodding syndrome (plus) takes place in the Ugandan 
governmental response plan and at the constructed NS treatment centres, resulting 
in diverse treatment protocols. Following different processes of adaptation, 
transformation and replacement in society, the syndrome acquired different 
meanings and management-strategies in Uganda and Tanzania. 

Although a new label was created, it did not replace other concepts of the head 
nodding episodes. Moving away from solely biomedical explanations, this paper 
shifted from the international definition of nodding syndrome to the concepts of 
lucluc and kifafa cha kusinzia in the affected districts of Kitgum and Mahenge. Paying 
attention to the local conceptualization of illness is a way to problematize the 
universality of established Western nosologies. If we accept that there is an 
authentic illness category, then we expect some actors, beliefs, practices to be 
‘inside’ and that others will be ‘outside’. In that case we should only understand the 
conditions of authenticity in order to determine whether or not it fulfils those 
conditions (Cook, Laidlaw & Mair, 2009, p.66). However, the exploration of different 
NS-discourses in this paper emphasises the shifting meaning of the head nodding 
episodes when dealing with different actors. Even when a universal quality of NS 
exists, the creation of diagnoses and processes of categorization are still in relation 
to a common set of meaning, understanding and social structures. Compared to the 
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biomedical definition of NS, the local terminology of lucluc and kifafa cha kusinzia 
leaves more room for the actual illness experience and context in which it takes 
place. NS cannot be explained in a complete and unambiguous way because its 
meaning is continuously being co-produced through interaction, as illustrated by 
the negotiation of causal factors and inclusion of different types of healers in the 
illness narratives.  

In the end, it is impossible to give an all-encompassing definition of nodding 
syndrome, lucluc or kifafa cha kusinzia. Although Uganda and Tanzania seem to be 
affected by a similar set of symptoms, different elements are emphasised which 
invoke different interpretations, national approaches and processes of 
conceptualization. Despite the fact that global health actors have powerful voices 
directing the definition that is used, reconciliation with the specific context of the 
syndrome has proven to be difficult. Therefore, we must avoid a priori decisions 
about which kinds of practices and beliefs are part of a universal medical category 
and be careful not to construct a homogeneous idea of NS. Instead, we suggest to lay 
to rest holistic assumptions and embrace the indeterminate character of the 
circulating illness narratives. While acknowledging the fluid meaning of illness, this 
paper explored the construction of various concepts of ‘nodding syndrome’ and 
illustrated how their meaning varies across contexts. 









      CHAPTER 5

Phone Calls and Political Ping Pong: 
Nodding Syndrome and Healthcare 
Provision in Uganda 

Karin van Bemmel 
Manuscript submitted for publication 



 114 

Abstract 

This article pays attention to the poorly understood nodding syndrome 
(NS) and its political connotations, while exploring a case of mortality 
in northern Uganda. The appearance of a novel set of symptoms 
combined with heated debates in national media and parliament, 
resulted in the creation of a parallel healthcare system for children 
afflicted by NS. This article raises our understanding of the role of the 
state in healthcare provision and the range of factors influencing the 
outcomes and appreciation of healthcare programmes. Although the 
governmental response to nodding syndrome resulted in the 
acknowledgement of the burden of NS, dissatisfaction is expressed 
about a lack of accountability, coordination and connectivity between 
multiple actors. The political constellations that arise from the 
emergence of NS should be seen within a historical framework of 
regional politics. The government is perceived as an important actor in 
the delivery of healthcare, but is also subjected to a lot of distrust that 
has been built up over the past decades in northern Uganda. The 
response to NS raises questions on the status of Acholi as citizens of 
Uganda and reveals feelings of detachment from the national healtcare 
system. By publicly questioning the role of government, the affected 
families have become participants in the political arena. 
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Introduction 

The loud ringtone of a mobile phone drowns out the mournful cries. Several 
minutes have passed since the small, black coffin was covered by red, semi-arid soil. 
Most attendees of the burial have now gathered in the shadow of a big leafy tree, 
since the heat next to the newly constructed grave is almost unbearable. The 
ringing phone is picked up by one of the most prominent guests of the ceremony, a 
village health team member (VHT) who spent hours in vain trying to arrange 
medical help for the now deceased teenage girl. He puts the phone on speaker 
mode, in such a way that all attendees can listen to the conversation. We hear the 
agitated voice of an opposition Member of Parliament, enquiring about certain 
political figures that have failed to show up at the ceremony. In response, the VHT 
gives a detailed update of the sad happenings currently taking place in this small 
village in northern Uganda. 

The same phone has been playing a big role in this burial saga and proved to be 
quite a powerful tool –though not lifesaving. Its importance came up the week 
before, when the ill-fated girl started suffering from continuous seizures. Being 
diagnosed with the relatively new and poorly understood nodding syndrome (NS), 
she was familiar with convulsions. Several years ago she fell into fire during an 
epileptic attack, which resulted in a body covered in scars and lost sight in one eye. 
Doctors from the local hospital prescribed anti-epileptic drugs, but despite this 
medication Akello (pseudonym) continued to have frequent seizures. This time the 
shaking failed to stop and the local VHT was called. Upon seeing the sick girl at 
home and talking to the caretaking grandmother, he decides to call for an 
ambulance from the main city, located approximately twenty kilometres away. This 
is where the story turns bitter and the long string of phone calls begins.  
     The health workers from the general hospital explain that they are unable to 
travel to the village, since fuel for the nodding syndrome ambulance is lacking. 
After contacting responsible officials at district level, the hospital staff concludes 
that the girl cannot be transferred to the health centre. That same night, the young 
unfortunate lady dies at home without the attendance of a doctor. The local VHT is 
notified and calls the District Health Officer (DHO) to report her death and ask for 
instructions, following the highly politicised protocol for nodding syndrome cases 
(e.g. see Idro et al., 2013, p.230). The DHO then tries to reach the national nodding 
syndrome coordinator but fails, and tells the VHT to proceed with the burial 
arrangements. The VHT disagrees -wanting more attention to the mysterious 
syndrome that also affects his own family- and decides to involve a regional 
Member of Parliament. The MP is upset after hearing about the case and calls the 
Minister of Health. The Minister of Health thereafter dials the phone number of the 
Local Council V chairman, upon which the LCV calls the DHO and tells him to stop 
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the burial preparations and bring the dead body to the hospital mortuary in town. 
During the burial ceremony, the VHT reflects on the emotions he felt while he was 
waiting for the clinical officer to pick up Akello’s body:  

At that moment I became very sad. Yesterday the child was still alive and 
there was no fuel. But right now, the child is dead, that’s when fuel is 
available? That means that between the desire to help someone who is dead 
and someone who is alive, the desire to help someone who is dead is much 
greater. The one who is alive is useless. I had a lot of sadness at that moment. 

That evening the national coordinator, who had been contacted in the meantime, 
arrives at the small town in company of a pathologist. Before Akello’s body returns 
to the village of her grandmother, tissue samples are removed at the hospital 
mortuary and taken to Kampala for further medical investigation.    

Nodding syndrome  

So far, the story tells us about the connectivity between and involvement of 
multiple actors dealing with a case of mortality in a small village in northern 
Uganda. The descriptions are based on fifteen months of anthropological fieldwork 
in Kitgum district (2012, 2013 and 2014), a region highly affected by nodding 
syndrome. Ninety in-depth interviews with afflicted families, health workers and 
politicians were conducted, and observations made at health centres, affected 
homes and during outreaches. 

Reports of nodding syndrome in Uganda appeared around 1998, mainly along the 
riverbanks of the northern districts of Kitgum, Pader and Lamwo. Cases rapidly 
increased annually beginning in 2001, with peaks in 2004 and 2008, followed by a 
decline towards present-day baseline levels (Landis, Palmer & Spencer, 2014, p.2). 
However, it was not until 2012 that the Ugandan government developed a multi-
sector programme in order to address nodding syndrome. The relatively unknown 
condition –termed lucluc in northern Uganda- is characterized by repetitive 
episodes of nodding of the head in children with previously normal development 
between the ages of three to eighteen. The head nodding is often triggered by food 
and cold weather, and frequently combined with epileptic seizures, varying degrees 
of mental retardation, stunted growth and a failure to develop secondary sexual 
characteristics (Winkler et al., 2008; Sejvar et al., 2013; Idro et al., 2013). Up to now, 
an estimated 10,000 children have been affected in Tanzania, South Sudan and 
Uganda (Idro et al., 2016) and calculations of the total number of patients in 
northern Uganda vary from 1687 (CDC, 2014) up to 3320 (Idro et al., 2016). Several 
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researchers emphasise that the existence of NS should also be systematically 
investigated in other areas (Kaiser et al., 2015; Wamala et al., 2015; Föger et al., 
2017). A recent biomedical study suggests that NS might be an autoimmune 
epileptic disorder caused by molecular mimicry with Onchocerca volvulus antigens 
(Johnson et al., 2017), but a definitive aetiological agent has not been established. 
And although affected children seem to improve substantially with symptomatic 
treatment (Idro et al., 2014), no proven effective treatment is available as yet. In 
other words, despite considerable efforts from both governmental and non-
governmental actors the cause(s) and cure(s) of NS remain unclear. 

A range of political, economic and social factors influence the success rate of 
governmental healthcare programmes (e.g. see Parker & Allen on the control of 
schistosomiasis and soil-transmitted helminths in Uganda, 2011). As this article will 
illustrate, the (predominantly negative) reactions and political constellations that 
arise from the emergence of NS should be seen within a historical framework of 
regional politics. The NS-affected population in northern Uganda has experienced 
long periods of warfare, exposure to war chemicals and periods of internal 
displacement. The government is perceived as an important actor in the delivery of 
healthcare, but is also subjected to a lot of distrust that has been built up over the 
past decades in northern Uganda. Widespread notions on the failure of 
governmental actors to offer protection to the Acholi population during wartime 
now result in a lack of trust in efforts by the government to respond to nodding 
syndrome. The emergence of NS therefore raises questions on the status of Acholi as 
Ugandan citizens and reveals feelings of detachment from the national healthcare 
system. By publicly questioning the role and responsibility of government in 
healthcare delivery, the affected families become participants in the political arena.  
 

(Dis)Connection, power and mobility  

The circumstances of Akello’s burial gave us a glimpse of the political sensitivity 
surrounding the unexplained affliction and the unfortunate developments in this 
particular case. The phone seems to play a central role and connects a variety of 
people scattered across the country (Figure 1). But the event also highlights the 
disconnection between local villagers and public health facilities. Apart from the 
VHT, the family members and friends of Akello never spoke to any of the authorities 
on phone. And instead of highlighting the connecting possibilities of the mobile 
device, they angrily talk about being disconnected from the outside world.   
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    F igure 1.  (Dis)Connection. String of phone calls after Akello’s death. 

In addition to the connective applications of the mobile phone, we should consider 
the topic of mobility in a broader sense. In this case we could speak of quite a literal 
lack of mobility: the restriction of actual movement of a person resulting in the 
death of a young women. Whyte (2005, p.261) points out that access to the means of 
controlling affliction is always social in the sense that resources are differently 
distributed in society. She emphasises that this is particularly explicit in rural 
Uganda, where ‘knowing the right people is assumed necessary for getting things 
done’. Connections are never a neutral phenomenon but are embedded in existing 
social and political hierarchies (De Bruijn & Van Dijk, 2012). Whether addressing 
phone connections or actual physical movement, struggles over power are 
constantly involved. ‘There was no fuel to take her to the hospital when she was 
sick, but there was fuel to take her dead body to the hospital’ is one of the many 
angry comments heard during the burial at Akello’s home. A village elder makes use 
of political sentiment when he addresses the distressed crowd: 

The leaders in the district are the biggest culprits. (…) The person that they 
are leaving to die right now is the application that will give them a job in the 
future. The age [of the deceased girl] is 18 years. These children will vote in 
the future. If you do that to people, how will you start your work? If they say, 
after we ask them to come and collect a patient, that there’s no fuel, and the 
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patient is now dead and there’s fuel, where did it come from? (…) Do you save 
the one who is dead or the one who is alive?  

 
An area counsellor, not on good terms with the district leader, adds:   
 

If any more deaths happen because there’s no fuel (…) we shall carry the 
corpse and take it to the office of the area leader.  
 

Although it is not certain that medical intervention would have saved her life, there 
was no help when Akello needed it. However, after her death multiple actors from 
within and outside the region are quickly contacted and able to make (political) 
statements in a matter of hours. Besides the health workers from the local hospital, 
none of them ever spoke with Akello during her life and approaching these 
authorities would have been a major challenge, let alone attracting their personal 
attention. The angry speeches during the burial emphasise the intertwinement of 
politics and issues surrounding health and illness. During this sad gathering it 
painfully becomes clear how individual suffering is related to suffering on a 
collective level and how the ceremony involves more than the grief of Akello’s 
relatives. 

A week after the burial, a controversial and locally much beloved Acholi 
opposition politician holds a meeting at the exact same spot and talks about a court 
case she is filing on behalf of the population affected by nodding syndrome. After 
hearing about a sick boy in the neighbourhood, she immediately calls the hospital 
and demands for an ambulance. Before the meeting has ended, the ailing boy is 
already picked up and admitted at the nodding syndrome hospital ward in town, 
immensely contrasting with Akello’s case. Well aware of the displayed inequality of 
power, the grateful mothers hand an anyeri (edible rat) over to their influential 
‘matron’, thanking her for speaking out for them.  
 

Questioning healthcare responsibility 

The abovementioned events illustrate pressing issues concerning the negotiation of 
power and the accessibility of healthcare services in a community in northern 
Uganda. Here, questions of blame and responsibility arise during most of the 
conversations dealing with nodding syndrome. A couple of days after the burial, I 
meet the mother of an 11-year-old girl diagnosed with the same poorly understood 
syndrome. She tells me that her daughter does not feel fine these days. She is scared 
of what happened to Akello and mentions her concerns to her mother: ‘What 
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happened to her can also happen to me. I am afraid to die. When I am in need of 
help, there is no-one going to be there for me’. 

The question is a fundamental one: who is available for support in times of 
sickness? Will the public healthcare system be able to provide the needed medical 
(and social) assistance? At various levels discussions arise on the responsibility for 
healthcare provision in a world where power relationships and the position of the 
state rapidly change. Academics speak of a ‘new landscape of public health in 
Africa’, which -as Geissler poetically writes- could be seen as an ‘archipelago of 
public health’ replacing the vision of an ‘island republic’ (2014, p.232). Effective 
action in this new arena is a matter of short-circuiting the right nodes and relations 
are asymmetrical. Here, connections are ‘initiated, controlled, and sustained from 
certain locations and positions of interest and ownership’ (Geissler, 2014, p.232). 
Families like that of Akello seem to lack such important connections and could be 
seen as inhabiting the ‘black holes’ of the healthcare system, raising questions on 
which actors are responsible for their healthcare provision. When looking at public 
health systems in Africa a current shift to the ‘NGO-isation of society’ is visible, 
which draws responsibilities away from the state. Could we carefully speak of a 
collapsing state healthcare system in this part of the world? 

 Prince (2014) indeed emphasises that many African countries have witnessed the 
decay of government-controlled health services since the 1980’s. Healthcare 
provision has been shifted to the arena of market and non-governmental and 
transnational organizations, which often target geographically and temporally 
limited projects. The governmental hospitals proudly built in the 1960s and 70s 
today display ‘peeling walls and leaking roofs, electricity and medical supplies are 
intermittent and staff are overworked and often absent’ (Prince, 2014, p.4). In 
Uganda, differences in healthcare provision are clearly visible when looking at the 
services which private clinics offer their paying clients compared to the minimal 
services available at governmental health centres, where patients stand in long lines 
waiting to receive basic treatment. The country is highly dependent on external 
funding for healthcare programmes and government seldom takes new health 
initiatives on its own (Whyte, 2014, p.188). As Whyte (ibid, p.200) rightly remarks: 
‘In principle, treatment is free at government health facilities. In practice, 
equipment and medicines are very often lacking’, creating a fundamental division 
between the rich who can buy medicine and the poor who cannot afford the extra 
healthcare services.  

The term ‘public health’ conventionally refers to the duties of the state 
concerning the protection and care of the health of its citizens, but Prince 
emphasises that ‘this situation has never been fully implemented on the African 
continent’ (2014, p.1). Processes undermining public healthcare provision are global 
economic policies, political (dis)interest, lack of resources, differences between 
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urban and rural services and the large burden of disease after independence. In 
order to understand the present-day response to nodding syndrome in northern 
Uganda, we need to explore the particular historical relationships between political 
authorities, individuals and collectives, as well as their ideas on state citizenship. 
What is considered to be the state’s current role in healthcare provision? How 
should we view the potential friction between healthcare deliverers and their 
intended public? And in what way are long-existing (political) sentiments involved 
in the evaluation of healthcare programmes? These questions are not only present 
in the academic arena but come up in daily conversations in countless villages like 
that of Akello’s family. 

Response to nodding syndrome 

Uganda’s healthcare system works on a referral basis, whereby the range of health 
services varies with the type of health facility. Usually, a sick person in a rural area 
first contacts the village health team, consisting of local volunteers. Their members 
do not distribute medicine, but give advice and refer patients to health centres. On 
district level the governmental health system comprises Health Centres II, III, IV 
and general hospitals, which all report to the local governments. In contrast, 
regional and national referral hospitals communicate directly with the central 
government. In a review of public healthcare reforms in Uganda, Okech (2014) 
reports high incidence of inefficiencies, such as frequent stock-outs, low quality of 
healthcare and a high level of out-of-pocket spending, corresponding with 
observations made during the current fieldwork. Furthermore, considerable 
inequity in health outcomes and distribution of healthcare facilities exists across 
regions in Uganda. Especially in Kitgum district -the home area of Akello- the 
distribution of staff in public health facilities is worrisome: Kitgum ranked 110th out 
of the 111 Ugandan districts in 2015, with only 25 per cent of total staff positions 
filled (MoH, 2015a, p.38). 

 Parallel to the existing public healthcare system, a specialized governmental 
programme was launched in response to the appearance of nodding syndrome. 
Although the symptoms were already noticed in 1998, it was only at the end of 2011 
that national media started picking interest (Van Bemmel, 2016a). Soon after, 
heated parliamentary discussions resulted in the launch of an emergency budget 
and the development of a governmental NS response plan. Its main objective is to 
provide an integrated response ‘through coordinated implementation of 
interventions and measures that will ultimately identify the cause and control the 
disease to the level where it is no longer of public health importance’ (MoH, 2012a, 
p.4). Furthermore, nine specific -and quite ambitious- objectives are mentioned:
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Objectives Nodding Syndrome Response Plan (MoH 2012) 

1. To ensure appropriate treatment and management of cases for better treatment outcomes

2. To provide psychosocial support to the children and care providers

3. Enhanced nutrition to sick and affected families through initiation/strengthening of
supplementary and therapeutic feeding program

4. To provide a rehabilitative education program addressing the special needs of affected
children

5. To conduct additional epidemiological studies to better understand the disease
conditions and related factors

6. Advocacy and community sensitization for awareness creation in the affected region

7. Enhanced surveillance within and outside Acholi sub-region

8. Promotion of livelihoods improvement and diet diversification

9. To coordinate, monitor and evaluate the implementation of interventions and their impact

Figure 2 .  Objectives Nodding Syndrome Response Plan, Ministry of Health (2012). 

The overall monitoring of this plan is in hands of the Ministry of Health. 
Furthermore, the position of a national coordinator was called into existence, and a 
national taskforce was formed in order to take care of supervision, research and the 
creation of guidelines. The implementation of activities in the affected districts is 
led by the local district health offices. In addition, district taskforces have been 
developed, which are supposed to meet with local stakeholders on a regular basis.  

 The management of nodding syndrome and epilepsy is interlinked since the 
affected children receive anti-epileptic medication. Treatment aims at symptom 
relief and includes the use of sodium valproate and carbamazepine for seizures. The 
national medical stores deliver these medicines to the districts, which are 
responsible for further distribution to the specific health facilities. In March 2012, 
several nodding syndrome treatment centres were opened in northern Uganda, 
with Kitgum governmental hospital providing as a referral centre for severe cases 
from Lamwo and Pader district. The majority of admitted children suffer from burns 
or frequent seizures, and complicated cases can also be referred to the regional 
referral hospital in Gulu and Mulago hospital in Kampala for further management. 
Furthermore, a health workers’ training manual has been developed (MoH, 2012b), 
experts were identified to train and supervise the teams at the treatment centres 
(Nduhuura, 2012), mass administration of Ivermectin (to control Onchocerciasis) 
has been undertaken in the affected districts (Idro et al., 2014), and 124 officers were 
trained in community surveillance to track and monitor all children with NS (MoH, 
2015c). 
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Parallel  system 

Through the construction of a specialized governmental approach to nodding 
syndrome, the affected children end up navigating in a system that operates parallel 
to the Ugandan national healthcare programme: the treatment centres are located 
within the existing hospitals, but NS patients are admitted at a separate ward, 
included in a special outreach programme and expenses are paid for through a 
distinct budget. 

Although the special attention achieved much-needed acknowledgement of the 
existence and burden of NS and created more awareness for the treatment of 
epilepsy and mental health conditions, negative effects are also visible. For example, 
children with a diagnosis of nodding syndrome are directly referred to the NS ward, 
regardless of the hospital department where most efficient support would be 
available for the individual case. Before the opening of the centre in Kitgum, the 
majority of these children would have been admitted at the much better-equipped 
children ward. Currently, NS children suffering from malnourishment, severe 
burns, frequent seizures or even tetanus are all brought together in one ward under 
the overarching label of nodding syndrome. In one case, a young pregnant girl 
waiting for delivery was admitted at the NS treatment ward, due to her dominant 
status as ‘nodding syndrome patient’. The shared diagnosis of NS thus brings a 
group of people together in a distinct treatment programme, where their needs 
might not be met in the best way. Furthermore, the unknown biomedical cause of 
nodding syndrome complicates the treatment of afflicted children. As a result, 
caregivers complain about inadequate support received at the centre and patients 
spend months -some of them years- at the special ward without much 
improvement. Many complaints have also been filed about the state of the 
treatment centre in Kitgum; e.g. the old building did not contain a proper ceiling, it 
could be cold during the rainy season, there was no examination room and the 
patients and staff were lacking privacy. The lack of knowledge and funding makes 
the nodding syndrome ward a place that one does not want to spend much time.  

Although it is praiseworthy that extra money has been retrieved in response to 
the emergence of nodding syndrome, the existence of a separate budget system has 
led to logistic and transparency problems. According to representatives of the 
Ministry of Health, money for the management of NS was disbursed to the local 
government accounts but has not fully been put to the intended use. Two years 
after the implementation of the programme, the affected districts had (on average) 
only accounted for half of the received NS budget (interviews with MoH 
representatives; see also URN, 2014). Despite the ambitious objectives mentioned in 
the programme, there is a frequent lack of equipment, trained staff, medication 
supervision, coordination and consultation in the field (see also Idro et al., 2016, 
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p.113; NTV, 2017a; NTV, 2017b). Outreaches are not regularly planned and taskforce
meetings rarely take place. In addition, there is a lack of transparency -and an
abundance of disagreements- between actors on different levels. Concerns have
been raised during fieldwork by MoH officials about inadequacies in the
management of interventions in the affected districts. Complaints were received
about equipment shortages, dysfunctional transport, a lack of medication at the
designated lower health centres, and a lack of staff to treat the patients at the
nodding syndrome centres. Furthermore, complaints were frequently raised during
interviews about the poor communication between actors on national, district and
local level. It seems that the parallel healthcare structure has caused confusion; it is
unclear who is responsible and where money comes from. In addition, the delays in
the payment of salaries, the problems with retrieving money (e.g. for ambulance
fuel) and the political sensitivity of the existence of nodding syndrome lead to a lack
of willingness to deal with the patients. On several occasions, comments were made
by health workers that jobs at all other hospital departments are preferred over
working at the NS treatment ward21.

The lack of accountability, coordination and connectivity are all factors 
contributing to unfortunate developments in cases like that of Akello. During 
interviews with both national and local actors, it was repeatedly stated that part of 
the emergency-money set aside for NS seems to have been (mis)used on several 
levels for activities other than the direct response to needs of patients. During an 
informal conversation with a MoH representative, comments were made about the 
possibility of integrating NS management into existing healthcare structures. The 
same idea was posed several times during a visit from the Minister of Health to 
Kitgum district in 2013, as illustrated by his following statement: ‘[We should] treat 
nodding syndrome as any other disease and train health workers accordingly. On 
the one hand we are condemning the stigmatization of nodding syndrome, but at 
the same time we are creating this. So we created a problem’. 

21 Several reasons are mentioned for the hesitation to work at the NS ward. Health workers frequently 
refer to NS as a ‘highly politicized disease’ and feel that they carefully have to choose their words and 
whom to talk to. Especially the year after the opening of the hospital ward, visitors needed special 
(governmental) permits in order to receive information on NS. On several occasions journalists would 
approach the health workers, but staff members feared to speak freely about the syndrome. Apart from 
being in the middle of political attention and fights, another reason why health workers tried to avoid 
the NS ward was the initial fear of the syndrome being transmittable. Therefore, a ‘risk-allowance’ was 
given to those handling NS cases. The lack of adequate treatment for NS resulted in unhappy patients 
that spend long times at the ward without much improvement. Furthermore, a study in 2013 revealed 
that primary healthcare workers in northern Uganda hold several negative stereotypes towards NS, e.g. 
that it is a disabling and fatal illness that makes the patient a burden to society. These notions may also 
negatively influence their commitment to clinical care of affected children (Mutamba et al., 2013). 
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 A major shift of healthcare responsibilities towards alternative actors -in the 
form of non-governmental organizations- has not been evident. The Ugandan 
government has joined hands with large transnational organizations such as CDC 
and WHO in conducting research towards the aetiology of nodding syndrome, but 
the only actor known to specifically target the needs of NS afflicted children is the 
American founded organization Hope for Humans. Although the organization is 
much appreciated among the local population, it heavily depends on foreign donors. 
Difficulties with obtaining the needed amount of money pose a threat to the 
continuation of their activities in the future. Although the day-care centre in Gulu 
district runs well, the constructed building in Kitgum district has been unable to 
operate due to a lack of funding (see also NTV, 2017b). Attempts in order to work 
together with governmental actors in the response to nodding syndrome have so far 
not yielded significant success22. 

Political  ping pong 

It is clear that nodding syndrome and healthcare provision are sensitive topics that 
are closely related to politics. The complaints on NS healthcare delivery, the setting 
of Akello’s burial and the many authorities involved hint at the political 
connotations of the unexplained syndrome. The majority of speeches during the 
burial ceremony address a lack of political support and an unequal distribution of 
healthcare facilities in the country. In addition, the sad event is used as a political 
instrument in order to gain attention and plead for more development in the area. 
An elder from Akello’s village quite opportunistically explores the possible 
outcomes of the happening: ‘There is now pressure on the district (…) to construct a 
health centre [in our village]’. His aged friend immediately agrees: ‘There is a lot of 
pressure on them. They now have to show that they are involved’. Besides asking 
for help from health workers, members of the local choir ask for the attention of 
district officials and parliamentarians in their songs on nodding syndrome, e.g.: 

[Name VHT], make a phone call so that we are saved
This disease [NS] has finished our children
(…) We beg you to come and save us
We are begging you

22 In August 2017, just before the publication of this book, the decision to dissolve Hope for Humans is 
announced. Five years after its foundation, the organization lacks the financial resources to continue its 
activities. 
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District officials, the disease has caught the children 
come and help us 
(…) We beg you to come and save us 
We are begging you 

Parliamentarians, the disease has caught the children 
come and help us 
(…) We beg you to come and save us 
We are begging you  

This song (OTT, 2014d) emphasises the involvement of actors on different levels, the 
importance of connections and the existence of power struggles. It illustrates that 
nodding syndrome is closely linked to diverse politics: not only health workers are 
involved, but district officials and parliamentarians as well. In other songs the 
leading lady of the choir calls out: ‘We are tired of dying from nodding syndrome’ 
(OTT, 2014b) and ‘Death is now painful (…) who is going to help us?’ (OTT, 2014a). 
The desperate outcries for help result from the inability to deal with the sickness on 
an individual level. Such sense of a structural dissociation is part of the field of 
feeling unconnected to the national healthcare system. As a father mentions during 
the burial of Akello: ‘I don’t know whether this Uganda, whether we are all in it. 
Some parts of Uganda, they’re for some Ugandans’. And a caretaking mother 
remarks: ‘If they [the afflicted children] were citizens of Uganda, all those kinds of 
things here wouldn’t be happening. For us, we speak in vain. We speak, cry and keep 
quiet. We cry but we keep quiet’. These comments underline the idea that 
connections are never neutral regarding power dimensions, and that they have the 
capacity to render positions of deprivation and inequity more visible (De Bruijn & 
Van Dijk, 2012). 

The dominant idea in local discourse is that the national government has not 
done enough to assist the NS-affected community. At the end of 2011, politicians 
were urged to make statements about their role in the management of nodding 
syndrome, and heated debates took place in parliament that hinted at sensitive 
issues of political in- and exclusion. Throughout the year 2012, nodding syndrome 
has been addressed in at least seventeen parliamentary meetings. Member of 
Parliament (MP) Mr Okot mentions that ‘it appears there is a kind of ping pong 
game. (…) This issue of nodding disease did not start yesterday (…) but it appears as 
if nobody wants to take a serious step’ (PoU, 2012d). At another parliamentary 
meeting, MP Anywar addresses the imbalance of power, when she threatens to 
evacuate the affected children: ‘I am going to bring the 3000 children to Kampala to 
the national referral hospital so that they are near the centre of power. As we talk 
now, it seems northern Uganda is being forgotten on this’ (PoU, 2012a, emphasis 
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added). It is interesting to note how this opposition MP publically doubts the ability 
of an adequate governmental response when the children stay at the upper end of 
Uganda, far from the place where important decision-making takes place23. 

 In my previous work I elaborated on the complex relationship between Acholi 
people in the northern region and the current Ugandan leadership, and illustrated 
how the existence of NS is often linked to stories on conflict and long-existing 
frustrations over political neglect (Van Bemmel, Derluyn & Stroeken, 2014; Van 
Bemmel, 2016b). The suggestion that nodding syndrome is an ‘Acholi illness’, i.e. a 
problem taking place in northern Uganda and of not much concern to other regions 
or policymakers in the country, is often heard during fieldwork. Several events 
highlight the difficult relationship between governmental policymakers and the 
affected population. Angry villagers for example approached the national 
coordinator during a visit to northern Uganda, accusing the government that it was 
wrongly denying the existence of cases in this region. On another occasion, a huge 
argument arose between a member of parliament and a district leader over the 
response to NS, in front of a large group of affected families. While forcefully 
holding the politicians apart, the onlookers were just in time to prevent a physical 
fight between the two. The complaints in northern Uganda mainly address a lack of 
health interventions to which people feel entitled as citizens of Uganda. The 
repeated comments on a discrepancy between facilities in the northern districts and 
other regions point at persistent feelings of detachment from the national 
healthcare system.  

Politics and the cause of nodding syndrome 

In addition to comments on the unequal distribution of healthcare facilities and 
governmental negligence of the northern area, one other layer of political meaning 
in regard to NS should be noticed: the idea of more direct involvement of political 
actors, not only in the reaction to but also in the emergence of NS. The fact that the 
NS-affected population consists of Acholi people with a shared history of conflict, 
makes nodding syndrome prone to political interpretations and evaluations. The 
distrust of government is not a new phenomenon in northern Uganda, but stretches 
back to a long existing north-south divide crystalized under colonial rule, the fear of 
president Museveni’s persecution in revenge for atrocities committed by soldiers 
during the Bush War, and to bad experiences during the insurgency in the Acholi 
region (Van Bemmel, Derluyn & Stroeken, 2014). The conflict between LRA and the 

23 Weeks after this gathering, MP Anywar indeed transports a number of affected children from northern 
Uganda to Kampala, where they reside for several weeks to undergo biomedical examinations that are 
not available at their local hospital. 
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Ugandan government particularly plays a large role in various explanatory models. 
During the time that NS emerged, northern Uganda was affected by multiple 
episodes of violence in which both government soldiers and LRA rebels committed 
serious crimes against civilians. Over the course of the conflict, almost the entire 
population of Gulu, Kitgum and Pader was forced to move into IDP camps. The 
government army announced that anyone found outside these camps would be 
considered a rebel and killed, but at the same time they failed to protect the 
encamped people (Finnström, 2008; Branch, 2007). Their failure to adequately take 
care of the citizens of northern Uganda during wartime creates suspicion towards 
current governmental initiatives, such as the response to NS. Furthermore, the fear 
that president Museveni might have a ‘specific intent’ to attack the Acholi 
population24, as occasionally mentioned during interviews, adds to the feelings of 
distrust. 

Due to the large amount of killings during war and the inability to carry out 
rituals of purification, many vengeful spirits -called cen- are now considered to roam 
the conflict-ridden districts. As a result of their violent and untimely death, the 
spirits create havoc and are often mentioned as cause of nodding syndrome. In 
response, afflicted children are brought to ajwaki, spiritual mediums, in an attempt 
to send the harmful spirits out of their bodies25 (for a lengthier account of the 
spiritual approach to NS, see Van Bemmel, 2016b; Van Bemmel & Aalten, 2017). 
Other explanatory models link the existence of NS to the use of weapons and bombs 
or the act of hiding outside during wartime. Occasionally remarks are made about 
NS as a deliberate attempt to kill the population, e.g. through the use of chemical 
weapons or poison. In an open communication, the LRA/M (2012) for example hints 
at a link between NS and the alleged use of ‘poison to contaminate food-stocks and 
water-wells’ by Ugandan military forces in the 1990s. But also in interviews with 
affected families in northern Uganda notions on a deliberate attack occasionally 
come up. Secretiveness has played a significant role in the political connotations of 
NS; the perceived existence of secrets gave rise to suspicions on the aetiology of NS 
(and consequently the motives of the governmental healthcare programme). When 
discussing the cause of NS, an Acholi elder mentions: 

24 Accusations about government officials wanting to reduce (of even destroy) the Acholi population are 
occasionally heard. These narratives point to the fear of a deliberate attack on the Acholi population as a 
way of revenge for atrocities committed during the Ugandan Bush War, as punishment for opposing 
politics in the region, or in order to take possession of the land (see also Whitmore, 2010). However, the 
rejection of biomedical treatment due to fear of the government using public health interventions to 
weaken populations (as described by Parker, Allen & Hastings, 2008), does not seem to take place in 
regard to NS. This is probably due to the large burden of NS and the willingness of patients and 
caregivers to try all options. 
25 Although nodding syndrome is predominantly linked to cen in local discourse, the vast majority of the 
NS-affected population seek out biomedical treatment in addition to consultations with local healers. 
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We have sections of our community that know what conflict has been and 
what consequences it could have had to produce these [sick] children. (…) The 
nodding disease speaks volumes. It’s nodding by description, but it’s a 
definition of a hidden manifestation of the process of extinction of society. 
There must be something bigger behind. 

 
Another respondent echoes these concerns:  
 

The true matter of this death or this disease, the government knows. The 
things that were used on this side of ours [during war] were very bad things. 
(…) It [NS] has been there since 1998 and no one wants to talk about it. They 
are quiet, the government is keeping quiet to assure that the targeted people 
can now eradicate from society. 

 
In these statements focus is put on the perceived existence of hidden knowledge, 
which fuels conspiracy theories and feelings of distrust. By linking the suffering of 
affected children to the suffering of a whole ethnic group, narratives on nodding 
syndrome are able to expose structural tensions of the Acholi in post-war society. 
De Jong and Reis (2010) point out that individual suffering may create a political 
danger if it becomes a metaphor of collective suffering due to structural poverty 
and violence. Nodding syndrome as a health condition has shifted into an idiom that 
addresses shortcomings of the state and emphasises existing tensions between the 
Acholi and Ugandan government. These sentiments are visible in the evaluation of 
the governmental NS programme.  
 

Conclusion 

The specialized healthcare response and heated parliamentary debates, I argue, are 
reactions to the strong political sentiments attached to nodding syndrome. In May 
2012, two members of parliament filed a court case against the Ugandan 
government for neglecting the children afflicted by nodding syndrome. The legal 
prosecution, discussions in public discourse, low distribution of staff and references 
to ping pong games underscore the idea of a collapsing state healthcare system: 
although a nodding syndrome response plan was developed, it seems that the role 
of the state in providing healthcare has not been meeting the needs of the affected 
population. However, the public discussions in parliament and the filing of a court 
case show that the state does seem to be held responsible publically -or at least 
openly has to defend why it has not been as responsive as people wanted it to be. To 
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speak of a disappeared statehood would therefore not be reasonable; the Ugandan 
state does play (and is asked to play) a continuing role in healthcare delivery. 
However, it seems that -due to varying reasons- both the state healthcare system 
and alternative systems currently fail to adequately provide the needed medical and 
social assistance in regard to NS. The term para-state might be applicable here: 'The 
state remains indubitably present and potent -if not always in control or fulfilling 
legitimate expectations of control' (Geissler, 2015, p.1). 

Through the illustration of the diverse politics that arise from the emergence of 
nodding syndrome, this article has furthered our understanding of the range of 
factors influencing the outcomes and appreciation of healthcare programmes. Not 
only the availability of medication, equipment and staff members, but also long 
existing (political) sentiments play a role in the evaluation of such initiatives, e.g. 
visible in the questioning of intensions of delivering actors and feelings of 
detachment. The negative reactions towards the governmental NS response need to 
be understood in relation to political and social developments in the area. The tense 
relationship between the affected population and governmental actors, the 
perceived link with conflict, and the lack of knowledge on cause and cure fuel 
suspicions towards the NS programme. In order to improve the outcomes, it should 
not only address the symptoms of nodding syndrome, but local concerns and 
anxieties in regard to the engaging actors as well. As Parker and Allen (2011) point 
out, successful health programmes require trust in those delivering treatment. 
Furthermore, instead of remaining situated in a parallel system, it is likely that 
patients would by now benefit from more integration into the existing national 
healthcare system. Although the main objective of the NS response plan has not 
been achieved and priority should continue to be given to the special research 
agenda on NS, the affected children need to be approached as other patients who 
look for optimal healthcare. Isolating these children raises stigma, and the lack of 
communication and responsibility heightens the risk of future cases like that of the 
young, unfortunate women dying at her grandmothers’ hut in rural Kitgum.  

 Just like Akello’s family was depicted as outsider in the string of phone calls 
made after her death (Figure 1), in local discourse the Acholi people are perceived to 
watch from the sidelines as politicians in a far-away centre of power discuss their 
wellbeing. On the one hand affected families ask for more inclusion into the 
national healthcare system, although at the same time appealing for special 
treatment parallel to the existing structures. Prior bad experiences with healthcare 
services in their area, perceptions of political negligence and the lack of adequate 
treatment fuel the outcry for extra support. Meanwhile, negative attitudes towards 
governmental actors enhance their distrust towards the approach to NS. 

It seems clear that the implementation of the nodding syndrome response plan 
did not take place without problems. Although the attention to NS certainly had 
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positive effects, the patients mostly ended up in a parallel healthcare system where 
coordination, transparency and perhaps willingness are lacking on several levels. 
Not far from Akello’s former home lives teenage girl Alur. She has been suffering 
from nodding syndrome for several years. Her father, who attended the burial of 
Akello, sounds defeated when he states:   

Alur is just dying here. I just tie her down. (…) That fuel [for the ambulance] is 
not there, so what do I take her with? If she dies, then we shall bury her.   

The villagers prepare themselves for the history to be repeated. The ping pong 
games between high-placed actors, feelings of detachment from the national 
healthcare system and a considered lack of control result in a state of despair in the 
affected areas. Although attempts are being made to understand and treat nodding 
syndrome, families like that of Akello are not well connected to those in the 
possession of power to control the healthcare system. The extent to which the 
bodies of affected children are perceived as instruments in diverse political 
discourses on NS, makes their individual experiences easily overlooked. Although 
occasionally raising their voices, the central actors affected by nodding syndrome 
are mainly spectators waiting for a victorious smash at the sidelines of the ping 
pong table. 
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Abstract 

Nodding syndrome is an unexplained affliction that affects thousands 
of children in northern Uganda. It is characterized by episodes of 
repetitive dropping forward of the head and often accompanied by 
convulsions. Symptoms were first reported in Uganda around 1998, 
during two decades of violent conflict between the Lord’s Resistance 
Army and Ugandan government. Violence and politics have been 
assimilated into local narratives on nodding syndrome and illness 
experiences are connected to the trauma of past conflict. This paper 
provides insight into how narratives on nodding syndrome are affected 
by the experience of conflict and how they in turn shape responses to 
illness. Attention is paid to the complex politics of illness and healing in 
the context of a pluralistic medical system. 
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Introduction 

Her arms are adorned with bangles and two colourful necklaces decorate her neck. 
She carefully chooses her words while sharing knowledge on the poorly understood 
affliction that recently emerged in this area. ‘During the past, it was not there. 
Nodding syndrome started happening during the era of the rebels. People were 
abducted and burned in their huts. They were killed for no reason. That is when this 
illness started coming’. The story of ajwaka Apira (pseudonym) resonates with the 
many narratives I heard while spending countless hours with affected family 
members at their homes, in health centres and during burial ceremonies. ‘I know 
it’s the war that has brought this illness’, the mother of a young, shy-looking girl 
explains. ‘A lot of guns were fired, the ground was shaking. And the people who died 
are now cen, evil spirits, attacking the [afflicted] children’. An elderly man softens 
his voice when speaking about his experiences with violence: ‘During the period of 
war, people saw many different kinds of killing. Some people were slaughtered with 
pangas, some were beaten to death. Others were burned in the house and some were 
shot with guns’. In the surrounding area several memorial monuments show the 
names of numerous people who lost their lives during the twenty years of conflict in 
the northern part of Uganda.  

Based on fifteen months of qualitative fieldwork and ninety in-depth interviews 
with affected families, health workers, politicians and spiritual healers in Kitgum 
District (2012, 2013 and 2014), this paper aims to create insight into the 
conceptualization of nodding syndrome (NS) in relation to conflict, politics and the 
quest for treatment. First, I focus on the context in which meaning-making takes 
place in order to explore the relationship between health, conflict and politics. 
Attention is paid to the political connotations of NS and responses from the 
Ministry of Health. In the second part, this paper discusses the quest for treatment 
and the different non-biomedical actors involved in this process, shedding light on 
illness management in the context of a pluralistic medical system. The narratives on 
nodding syndrome illustrate how illness experiences are affected by conflict and 
how these narratives in turn shape responses to illness.   

Nodding syndrome in a (post-)conflict setting 

A variety of unknown symptoms were observed and mentioned for the first time in 
local discourse in northern Uganda around 1998. Nodding syndrome, as the illness 
has recently been labelled by biomedical actors, has affected thousands of children 
in post-conflict northern Uganda, South Sudan and in Tanzania (WHO, 2012c). The 
syndrome mainly affects children aged between five and fifteen years old and is 
characterized by repetitive, involuntary nodding of the head, triggered by food and 
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cold weather (Winkler et al., 2008; Sejvar et al., 2013); the children start nodding 
their heads when receiving food or -mostly in the morning hours- in response to 
feeling cold. The affliction can result in mental retardation and stunted growth, and 
many of the affected children also suffer from epileptic seizures. At least 170 deaths 
have been reported in Uganda, mostly due to injuries after falling into fire or water 
during convulsions (WHO, 2012b). The number of affected children is not clear, but 
estimations have been made of 1687 (Iyengar et al., 2014) up to 3094 (DGHS, 2012) 
children in Uganda and 5000-10,000 afflicted children in East Africa (Idro et al., 
2013).   

From a biomedical perspective, NS is believed to be a new type of epilepsy. 
Epidemiological researchers have suggested links between the syndrome and a 
variety of factors: Onchocerca volvulus (Winkler et al., 2008), a novel neurotropic 
virus (Colebunders et al., 2014), mycotoxins and food (Spencer et al., 2013), post-
traumatic stress disorder (Musisi et al., 2013) and a link with pediatric catatonia 
(Dhossche & Kakooza-Mwesige, 2012) have all been mentioned in aetiological 
hypotheses. Despite the fact that more than ten NS-investigations have been 
conducted by the World Health Organization (WHO), Centers for Disease Control 
and Prevention (CDC), various academic institutes and the Ugandan Ministry of 
Health (MoH), its cause and cure are still unknown.  

The uncertainty of not knowing what nodding syndrome entails leaves much 
room for collective constructions of the affliction. Many ideas and speculations on 
the (various) cause(s) have been put forward as different actors try to make sense of 
the misfortune. Whereas academic discourse predominantly makes use of 
biomedical terms, in the local discourse nodding syndrome is mainly associated 
with social issues such as the trauma of past conflict and frustrations over neglect 
(Van Bemmel, Derluyn & Stroeken, 2014). The majority of the affected families 
experienced food shortages and have a history of living in internally displaced 
person (IDP) camps during the war between the Lord’s Resistance Army (LRA) and 
Ugandan government (WHO, 2012c). It was in these camps that symptoms of 
nodding syndrome were first noticed. Since only children belonging to the Acholi 
community seem to be affected by the syndrome, suspicion arose over its cause, and 
anxieties emerged over whether it could be a planned attack on the local 
population. Its limitation to a politically sensitive area -targeting people who have 
for decades been associated with suffering, political opposition and conflict- elicited 
a lot of political statements and (inter)national media attention (Van Bemmel, 
2016a).   

The dominant idea in local discourse is that not enough has been done to address 
nodding syndrome and to assist the local community. Negative remarks mostly 
concentrate on a perceived lack of governmental response; the current leadership 
has been criticised for a lack of support and downplaying the prevalence and impact 
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of the affliction. In addition, stories circulate in northern Uganda about the 
hypothetical role of governmental actors and chemical weapons in the aetiology of 
NS. Rumours on the role of explosives, the use of weapons, and poisoned or rotten 
food distributions are prevalent, as are narratives on vengeful spirits as a result of 
countless deaths during the period of war.   

At the end of 2011, media houses and local politicians increased pressure on the 
Ugandan government to make firm statements about its role in handling NS. The 
topic was presented in hundreds of newspaper articles and discussed several times 
in parliament. During one of these meetings, Member of Parliament (MP) Dombo 
hinted at sensitive issues of political inclusion and exclusion in regard to NS: ‘Can 
you imagine what will happen if this House fails to relate with the plight of the 
people of northern Uganda? This (…) could have political ramifications and also 
make people think that as Parliament, we do not care about the people?’ (PoU, 
2012d). Shortly after this meeting, MP Anywar transported a group of afflicted 
children on a bus from Kitgum to Mulago hospital in Kampala, publically doubting 
the ability of an adequate governmental response. During a parliamentary meeting 
she stated: ‘The situation is so bad that we cannot just sit here and look on as 
Government dilly dallies over the emergency money. (...) It is a national disaster 
which needs attention’ (PoU, 2012c).   

In northern Uganda, the distrust of political leaders and ideas about the suffering 
status of Acholi people stretch back to earlier experiences, including a long standing 
north-south divide in the country, involvement of Acholi soldiers in the Ugandan 
Bush War where they fought against the National Resistance Army (NRA), Alice 
Lakwena’s Holy Spirit Movement and the war between the LRA rebel movement and 
Ugandan government, in which both sides committed serious crimes against 
civilians. NS mainly generated a lot of attention because of its political 
connotations: the idea (according to local comments) that national leaders had 
failed to offer adequate protection to the (already perceived as vulnerable) Acholi 
people in the (neglected) northern region of Uganda. The affliction quickly obtained 
prominence at the level of policymakers, media and the public, whereby politicians 
and Acholi spokespersons dominated the national debate and played out political 
battles. The discussions highlighted dissatisfaction about unequal accessibility of 
healthcare and the neglected status of Acholi people in Uganda.   

The frustration over a perceived lack of state support for the affected families 
resulted in a court case in which the government was accused of negligence and an 
inadequate response to NS. In this way, the syndrome became an instrument in a 
political struggle, highlighting perceived oppression from the government (Van 
Bemmel et al., 2014). Through the references to structural causes of suffering in 
narratives on nodding syndrome, it came to represent suffering on a collective level.
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Public healthcare and the management of nodding syndrome  

The court case and accusations of governmental negligence touch upon pressing 
issues of healthcare accessibility and responsibility in Uganda. Questions arise about 
the role of the state and other actors in relation to NS. Who has the responsibility to 
take care of the afflicted children? In which manner and to what extent?   

It is clear that differences in healthcare provision and accessibility exist in 
Uganda. Far more people live below the poverty line in northern Uganda than in 
other regions of the country, and a direct relationship has been demonstrated 
between poverty and the prevalence of malaria, dysentery and diarrhoea (MoH, 
2010, p.9). The lack of a comprehensive social security system makes the poor more 
vulnerable in terms of affordability and choice of health provider. In 2002, the 
population within a 5-kilometre radius of a health centre in Kitgum and Pader was 
13.1 per cent and in Gulu 32.6 per cent (northern Uganda). In other regions such as 
Jinja, Tororo and Kampala, nearly 100 per cent of the population was able to access 
healthcare within 5-kilometre distance (MoH, 2005b, p.53). The distribution of 
human resources between the urban and rural areas is also disproportionate. In 
2005, the density of nurses in or around Kampala was 13.4 times greater than in the 
rest of the country (Kigozi et al., 2010, p.6). A variety of reasons can be mentioned 
for these regional differences -let us not forget that the long period of war affected 
the infrastructure in northern Uganda- but regardless of the involved factors, these 
differences can lead to angry feelings of being ‘left out’.   

Over the past years the Ugandan government did address the issue of nodding 
syndrome in several ways. In 2012, the Ministry of Health developed a national 
response plan incorporating various activities focusing on the challenges of NS 
(MoH, 2012a). A manual was developed on how to identify and effectively manage 
the affected children, and a selection of health workers was trained on the 
treatment guidelines (Idro et al., 2013). In March 2012, three NS treatment centres 
opened their doors and outreach services to the affected communities commenced. 
Forms for the detection of new NS cases were distributed among health centres and 
a ‘Medical Intervention Algorithm for Nodding Syndrome’ was developed in which 
‘intervention packages I up to V’ were described, ranging from outpatient 
management to investigation with (unavailable) CT-Scan or MRI (MoH, 2012b, p.78). 
Posters decorated with colourful drawings and written in the Acholi language urged 
caregivers to bring their sick children to the health centres. An aerial spraying 
programme against flies associated with the syndrome was launched and an 
international conference on NS was organised in Kampala. The majority of afflicted 
children currently receive anti-epileptic drugs (AEDs), mainly sodium valproate, 
which are (irregularly) provided for free by the MoH. Although this medication does 
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seem to alleviate the symptoms to some extent (Idro et al., 2014), the affected 
families are not satisfied with the results.   

The nodding syndrome treatment centres that have been constructed at several 
hospitals in northern Uganda could be approached as ‘zones of exception’ (Prince, 
2014), illustrating novel spatial and temporal forms of government. The centres 
were opened in response to the earlier mentioned allegations and look great in 
humanitarian reports and (inter)national media publications. In reality, the centres 
are under-resourced; there is a lack of equipment and adequately trained staff. 
Outreaches take place irregularly, as does the payment of workers’ salaries. The 
patients in the main treatment centre have been shifted thrice and the children 
spend months, some of them years, in the ward waiting for a ‘miracle pill’ that is not 
available. And despite much justified critique on the provision of governmental 
health facilities in northern Uganda, the question is what could be done for these 
families when answers are simply not there? Without the miracles the NS-affected 
families long for, the special hospital ward has become a zone of exception, not only 
detached from the village community but also from the medical system.   

Help-seeking and social  wounds 

In the absence of a well-functioning governmental treatment programme (or of 
resources for such programmes to be deployed) the quest for therapy continues, 
engaging a large group of different actors in a complex struggle for ownership of 
illness and treatment. This leaves the families of afflicted children navigating within 
a fragmented landscape of health promotion and dealing with inequality in access 
to (uncertain) treatment. So far we have looked at the socio-political context in 
which NS exists and macro structures at work concerning healthcare provision in 
Uganda. Let us now shift focus to the actors who have to navigate in the complex 
landscape of healthcare providers in a situation in which a definite cure is not 
available and current treatment efforts seem to fall short.  

When people are distressed they frequently turn for help to family members or 
others around them. Kinship groups are implicated in the diagnosis and treatment 
choice, and often function as well-structured social support nets for illness 
management (Muela, Mushi & Ribera, 2000). The process of diagnosing illness, 
selecting therapies and evaluating treatment is not an isolated phenomenon 
(Janzen, 1978, p.7). Cultural factors and popular perceptions of what is appropriate 
care influence therapy management, as well as previous experiences with healing, 
socio-demographic criteria, accessibility, availability and flexibility of payment 
terms (Muela, Mushi & Ribera, 2000; Abbo et al., 2008). The functioning and cohesion 
of support networks can be affected by the experience of conflict, since the scars of 
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excessive violence remain entrenched within the social fabric of society (Hollander 
& Gill, 2014, p.217). In northern Uganda, the violent past has resulted in the 
breakdown of traditional kinship relationships. Numerous people disappeared 
during the period of war and many fathers of NS-affected children are no longer 
around. Mothers often take care of the children by themselves and at the same time 
deal with the visible and invisible scars of war. De Jong (2007, p.350) asserts that 
family disruption, parental illness and death can affect attachment, bonding, 
separation and socialisation. During fieldwork in Kitgum, mental health issues and 
memories of traumatic experiences often came up. Feelings of sadness, fear and 
despair were frequently mentioned, as well as alcohol abuse and interference with 
social and livelihood activities.   

Apart from looking for social support from family and neighbours, the affected 
children and their caregivers seek treatment within a landscape of medical 
pluralism. Given that biomedical practice has often been uncertain, inadequate, and 
sometimes counter-productive, its superiority over other medical practices and 
forms of healing is fragile (Prince, 2014, p.6). The majority of nodding children 
undergoes repeated efforts to find healing using medical systems in combination. In 
addition to the biomedical doctors at the hospital, traditional healers are 
appreciated as key sources of care and knowledge on illness. According to the 
Health Sector Strategic Plan, approximately sixty per cent of Uganda’s population 
seeks care from traditional and complementary medicine practitioners before 
visiting the ‘formal sector’ (MoH, 2010, p.8). Abbo and colleagues (2008) argue that 
consultation of traditional healers is more likely to produce an illness identity that 
matches the patient’s perceptions. Traditional healers have the advantage over 
biomedical healthcare providers in that they spend more time and maintain a close 
personal relationship with their patients. As a result, patients usually feel secure 
enough to disclose their experiences, including family matters (Galabuzi et al., 2010, 
p.15).

Even if biomedical treatment has some effect, it does not address social wounds.
Health is not only located inside but also beyond the biological body, and sickness 
can be seen as a form of communication through which nature, society, and culture 
speak simultaneously (Scheper Hughes & Lock, 1987, p.31). An important question in 
many northern Ugandan minds is: who is going to heal the afflicted children? Since 
‘nothing can be found in the blood’ despite the efforts of biomedical doctors, who is 
going to offer meaningful treatment? In the search for answers, many of the NS-
afflicted families turn to non-biomedical authorities.   
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The quest for treatment 

In a small mosque in Kitgum town, Islamic sheiks promote Quran treatment with 
anointed water. Nearby, ajwaki also concentrate on the questions that the poorly 
understood affliction poses, while addressing vengeful spirits of murdered people. 
Herbal healers sell powerful products that the affected children need to smear, 
drink and inhale, and in the boardroom of a neighbouring school Christian leaders 
organise a prayer event to chase away the devils thought to cause the mysterious 
symptoms.  

Healers, patients and their significant others all participate in negotiating and 
constructing meanings of illness. They are engaged in the quest for a cure, by 
‘imagining alterative outcomes, evaluating the potential meanings of the past, and 
seeking treatment’ (Good & Del Vecchio Good, 1994, p.838). Whereas the case 
description of nodding syndrome designed by the Ministry of Health mentions a 
range of biomedical symptoms (e.g. regression in growth, mental retardation), other 
signs and symptoms are added in its local definition. The lucluc (head nodding) 
children are said to ‘wander around’, attacks come ‘when the moon comes out’ and 
‘shouting and noise are following them’. A mother describes how the eyes of her son 
‘become yellow, like the eyes of someone who is dead’ and an elderly lady mentions 
that her granddaughter’s eyes ‘turn red’ during an attack. Caregivers call their 
afflicted children ‘confused’ and sometimes ‘aggressive’, they can ‘suddenly run 
away, as a mad one’. Many of the children see things that are invisible to others; 
often these visions are related to war. A caregiver talks about the behaviour of her 
daughter: ‘She shouts that she is seeing a group of soldiers, clothed in uniform and 
armed with their rifles, advancing towards her. And nobody sees the soldiers’.   

Among the affected families, ideas about NS and healing other than the 
biomedical circulate. The majority mentions that nodding syndrome comes as a 
result of war and spiritual actors are often part of their explanatory models. Mass 
political violence aggravates the severity of harmful spirit possessions, according to 
Igreja and colleagues (2010, p.597). The body as an integrated aspect of self and 
social relations can be vulnerable to feelings, wishes and actions of others, including 
spirits or dead ancestors (Scheper Hughes & Lock, 1987, p.21). When illness may 
arise from the acts of evil beings that can harm humans, it is necessary to 
investigate alternative ways of negotiating illness and look beyond its biomedical 
importance. In what follows, focus is put on several non-biomedical actors involved 
in treating the NS-affected population.   
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Ajwaki ,  cen  and herbal treatment  

A respected elder in Kitgum explains that different kinds of illness exist: ‘Some 
things are medical, some things are spiritual. (…) It [NS] has defeated the medics. 
People forgot how to differentiate sickness of bad spirits and scientific ways of 
illness.’ Like many others in this area, the mzee is convinced that NS is related to 
conflict and caused by revengeful spirits. ‘Twenty years of war brought bad spirits, 
many people died and were not buried. Their bodies were rotting in the bushes and 
no ceremonies were being held. The spirits became annoyed. When the spirits are 
unhappy, they can cause bad sickness. (…) The only way of stopping nodding 
syndrome is by chasing away the bad spirits’.   

The spirits of people who have died a bad death are said to become cen and are 
considered to be extremely evil, vengeful and dangerous (Behrend, 1999, p.27). 
Since numerous people were killed during the conflict between LRA rebels and the 
Ugandan army, many cen are now believed to roam northern Uganda. During the 
war, it was often not possible to carry out rituals of purification and the spirits of 
those who were killed remain unreconciled, inflicting different kinds of misfortune. 
Dealing with these spiritual actors is not easy and a visit to the hospital will have no 
results. ‘They sent samples to America and looked at it in a complicated laboratory’, 
an elderly lady narrates. ‘They were testing A, B, C (…) and did not find anything. It 
is the evil spirit of the dead disturbing these children. You cannot treat this 
syndrome with drugs. (…) They should perform rituals to get cured’.   

When looking for treatment, some caregivers decide to bring their children to an 
ajwaka, the medium of a spirit. The spirit helps him or her to divine and investigate 
the cen. One of the ajwaki treating nodding syndrome is Apira, operating from a 
grass-thatched hut at the edge of town. The spirits have accompanied her for a long 
time, but she only recently started to offer her services. During the insurgency it 
was dangerous to do this kind of work and she feared that rebels would kill her. The 
spirits ‘found’ Apira when she was twelve years old and currently more than ten 
spirits accompany her. One of the spirits is a young government soldier who was 
killed in the bush during the war. When he is present Apira wears a camouflage 
army cap. Her sister-in-law Acomo also works as ajwaka, as well as her son Opio. He 
was very young when he started having seizures and a large number of spirits came 
to him.   

During a consultation, the ajwaka first needs to identify the spirit that is 
disturbing the client. In order to summon the spirits he/she shakes a gourd rattle 
(ajaa). Apira: ‘Then it [the spirit] starts talking. (...) It will say, I am the one who died 
at such and such a place, I was killed, that’s why I’ve come at this moment’. She also 
communicates with the spirits by using numerous cowry shells (gagi) and other 
objects, such as a large shell and stones. The spirits speak through the objects: ‘I can 
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see what is wrong. The gagi make me understand if a person is sick’. A dialogue 
starts between her own spirit(s) and the evil spirit (cen) that is disturbing her client.  

All three ajwaki are convinced that nodding syndrome is a new disease that is 
caused by ‘mostly young people, who were killed during the insurgency’. Apira 
explains: ‘The spirit of someone who died, who was killed when the rebels were 
killing seriously, it’s that spirit coming back to attack’. Young people were greatly 
affected by the violent conflict, since abduction of children was the main method of 
recruitment of the LRA (Derluyn et al., 2004, p.861). By possessing the nodding 
children, the spirits wreak havoc and re-enact the wrongs that have been done to 
them. The head nodding often occurs at the sight of food and, according to local 
comments, this is connected to the experience of food shortage during the 
insurgency. The suffering that was inflicted on the war victims due to hunger is now 
preventing the nodding children to eat: ‘When you bring food for the child to eat, it 
immediately throws the child down, it stops the child from eating. (…) The spirits 
are saying that they died without eating food, so the children should also die 
without eating’.   

Cen needs to be appeased, otherwise the afflicted person is doomed to suffer. The 
spiritual mediums treated several children by calling the vengeful spirits and 
satisfying their needs. Apira talks about the spirit affecting a girl with NS who was 
recently brought to her:   

The rebels abducted and killed him in the bush. When he was killed, he was 
not brought back home, like Acholi tradition says the spirit should be 
summoned back. (…) Even a funeral was not organised, now it [the spirit] has 
come back to disturb this child. (…) During the time when we called and it 
spoke, the spirit said that it is sorrow that made it come back to disturb that 
child. (…) Its desire is that since it was abducted and died, it should also kill. 
People should also die like it, because there’s no happiness in its heart. The 
spirit says that it was abducted and killed without reason before its time to 
die had reached.   

Cen can be seen as polluting forces violating the bodies of their victims. Past 
experiences with violence are transferred to the nodding children, whereby NS 
becomes an intergenerational issue affecting more than the individual body. The 
violated body incorporates collective narratives on conflict, and discussing NS 
therefore enables talking about experiences that took place during wartime.   

After the spirit is identified and asked for its wishes, preparations start in order 
to send the spirit away from the suffering person. Ajwaka Acomo explains how she 
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removes cen from the afflicted children:  

For lucluc we found cen, this needs a sheep to remove it. (…) The sheep is 
placed upside down on the anthill. We hold the knife together with the 
mother of the person with the illness and then we pierce the stomach of the 
sheep and open it. Then we cut off the head separately and first pull out the 
intestines and put them back. The sheep is then laid in the anthill like a dead 
person to be buried. You now summon the spirit that has been removed from 
that person and it will speak from inside the anthill. Then you put back the 
head of the sheep and then it is buried like a dead body so that the person 
doesn’t die. The spirit will now go with the sheep instead of the person with 
the illness.   

It is the sheep that ‘collects the unhappy spirits’. The spirit is summoned with the 
gourd rattle, which is put on the head of the sheep while the ajwaka tells it to ‘stay 
on the sheep’.   

In addition to this ceremony, the afflicted children receive herbal medicine. One 
of the ajwaki uses two types of plants. She grinds them to a powder which the 
children need to inhale and she mixes them with water to ‘drop three times’ in the 
nose. Others talk about herbal medication that the children need to drink, eat or rub 
under their nose. An older lady explains that she had a dream in which the medicine 
was shown to her: ‘They showed me the picture while I was dreaming. When it was 
dawn I woke up and saw that medication right in front of the house’. She now sells 
the roots of this plant to the affected families, who smear it on the bodies of the 
children and mix it with their food.   

Some community members point out that NS could be seen as revenge for ‘all the 
sins the Acholi people committed in the past’, thereby not only referring to events 
that took place during the insurgency, but also to plundering and murdering acts of 
Acholi soldiers during the Ugandan Bush War. Besides the role of the many killings 
during wartime, elders mention that NS exists as a result of a lack of traditional 
ceremonies. The places of worship where the ancestral spirits (jogi) were being 
honoured have been ‘tormented during war and are no longer clean’. This evokes 
ideas about the moral order associated with (romanticised) notions on how things 
were done before the political upheavals (Allen & Storm, 2012, p.25). When the 
ancestral spirits feel neglected, they become angry and can start war and illness. 
‘Right now, people don’t follow the right procedures’, according to an elderly lady 
who is well known in the area for her traditional knowledge. ‘People don’t bury 
their loved ones in the proper traditional way. (…) Most people also don’t have an 
abila [ancestral shrine] anymore. You have to please the spirits, otherwise they will 
become angry. That is what has happened now’.   
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Sheikhs and j inn  

A group of other spiritual authorities entered Kitgum town at the beginning of 2012. 
Their ‘adventure’ -as one of the Islamic sheikhs termed it- started when alarming 
reports of nodding syndrome appeared in the media. Soon after the first (quite 
sensational) stories were published, the four sheikhs from Kampala went on 
‘expedition’ to the small northern Ugandan town, in order to treat children with the 
notorious syndrome. Their appearance in this area is striking, since only a very 
small minority of Kitgum’s local population is considered to be Muslim. The decision 
to travel was made after previous efforts to heal the afflicted children ‘succumbed 
to timorous and perpetual failure’ and they concluded that ‘the disease is not 
scientific but explicitly devilish’ (Report compiled by Sheikh K. in 2012). According 
to the sheikhs, the children with nodding syndrome are being haunted by jinn.  

The primary written sources of Islam refer to the existence of jinn, which are 
attributed characteristics close to those of humans. A duality of living worlds is 
indicated: a human world and a jinn world. Although they can have good and bad 
qualities, the Quranic meaning of the word jinn is rather negative and many Muslims 
fear their unpredictable powers (Mackenrodt, 2006, p.5). Some types can be sent by 
a spirit practitioner to afflict a selected victim; others come on their own. They 
manifest themselves through illness and misfortune, and treatment requires the 
services of ritual specialists (Giles, 1995, p.90).   

Unlike cen, jinn are conceived of not as spirits of dead humans but as a separate 
form of creation. Whereas the sheikhs from Kampala are not familiar with the 
concept of cen, for the local Imam jinn and cen are both part of his spiritual 
surroundings. He states: ‘Jinn come here too much, because of killings. They like 
where blood splattered. (…) Those who died, their shadows [cen] are moving anyhow 
with those jinn now, in the area. They are together’. The combining of cen and jinn in 
Imam’s narrative on NS illustrates how his Acholi background mixes with an Islamic 
discourse on spiritual actors. Although cen and jinn are perceived to be different 
kinds of spiritual beings, both violate the bodies of nodding children in relation to 
past conflict.   

According to Sheikh K., one of the identified jinni (Limakaabir) in Kitgum can be 
seen as a ‘symbol of atrocities’. He mentions: ‘When you kill me, that jinni comes to 
your family, like punishment. (…) The Kony war, what happened here was 
unimaginable, like cutting someone’s lips and nose. If you do something like that, a 
creature [jinni] can watch you because it is invisible. And Kony was using a lot of 
ghosts during his war. Even [Alice] Lakwena, she was using a lot of ghosts.’ Sheikh J. 
explains that when rebel leader Joseph Kony left the region after many years of 
fighting ‘the devils separated with him’ and they ‘mixed with the devils in the 
villages, so it became a bigger problem to fight’.   
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There are many different types of jinn and it needs careful examination to detect 
which one is disturbing a person. The team of sheikhs identified several types that 
they believe to be involved in nodding syndrome. In their press release report 
(2013), we read on page 3:    

The prevalence of a Jinni (Devil) known as (Khadimu lilhammaamu) residing 
in toilets and dirty unhygienic places. Common signs of its presence: This 
type is very dangerous, it orders the possessed to commit suicide, fall in the 
river, crash with vehicle or drink poison (…) Swarms of flies buzz around the 
patient (…) Consistent trembling of the body. (…) Jinni Limakaabir. This type 
resides in cemeteries, graves, shades or under trees in and around cemeteries. 
Its signs: (…) dreaming of dead people and sitting among corpses and within 
graves. (…) Constant dizziness and weakness. When it attacks: (…) Nodding the 
head timorously. Denies one food and drinks. (…) The patient sees a silhouette 
that compels him to run away fearfully. Other types detected are Ashiku and 
Khadimu Sihiru but are not rampant.    

According to the sheikhs, human bodies are enjoyable to jinn. When they ‘invade’ 
the human body, they come in ‘hundreds, thousands and millions’ and they multiply 
rapidly. The moment they have entered the body, they don’t want to leave and need 
to forcefully be ‘flushed out’. After identification of the type of jinn, a personal 
treatment programme is made. All patients are registered and receive an ‘Iraaju 
form’, containing a file-number, diagnosis, ‘detected cause’ and the ‘dosage to be 
applied’, as in the following example:   

O. (15) is suffering from the deadly nodding syndrome for 9 years now. It
started by falling down and [he] remained unconscious from evening until
the next day by almost noon. From then he has been having the epileptic
condition once monthly. He dreams [about] people attacking him with spears,
when he tries to run is when he falls down. He eats well. Constant headache.
Detected cause: Khadimu Ssihiru. Dosages to be applied: (verses) Suratu Al
Bakara. Al Hiriku, Suratu Swaffaatu x 7, Suratu Qafu x7, Adhau x7. (Iraaju form
from patient O., March 2013).

The sheikhs treat their patients by means of reciting the Quran and the application 
of anointed water. The treatment should consist of ‘seven consecutive treatment 
sessions’, after which the patient needs to come once every week for ‘checking and 
counselling on preventive measures’ (Press release report, 2013).   
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During the recitation of the Quran, the patient sits in front of the sheikh(s) and 
verses are recited close to his/her ears. Suratu Swaffaatu is for example used to 
‘burn the devils in the body’. After recitation, treatment continues with the 
application of Ruqyatu Maaiyyat, water that is anointed with Quran verses. The 
patient sits or lies down on the floor of the mosque and water is thrown at him or 
her. Sheikh K. explains: ‘We are targeting different body parts. When the water hits 
the jinn it hurts them very much, they will cry and scream. (…) Sometimes they 
pretend to be strong, but it feels like iron is hitting them’. Some of the dosages 
applied to the patients are ‘responded by the devils running out of the bodies’. 
According to the sheikhs: ‘The moment they get out of the body, the patient starts 
feeling okay’.   

Devils and healing from above 

It is a quiet Sunday afternoon at the nodding syndrome ward in Kitgum hospital 
when five women, dressed in brightly coloured gomesi, gather around the hospital 
bed of teenage girl Aber. She was admitted to the hospital several months ago after 
she fell into fire while having a seizure. Both her feet are currently wrapped in 
white bandage, but the women assure her that she will be healed and that she 
‘should then praise and worship God’.   

The group of women visits the nodding patients every Sunday at the hospital. 
They stand in a circle around the bed and lift their open hands. One of the ladies 
puts a hand on Aber’s head and then the praying starts: 

Lord at this moment we lift Aber and put her in Your hands. For the pain she 
is feeling, we ask You to be the doctor for that thing. You heal her, send to her 
the Holy Spirit. (…) You created and gave us many good gifts. But our enemy 
comes and refuses and spoils the gifts You gave us. Right now in the name of 
Jesus Christ of Nazareth, we want You to return the gifts which You gave Aber 
in the beginning Lord. Return the gifts the devil stole from her Lord. (…) In 
the name of Jesus with the power that You gave us, we remove all the spirits 
and bad things that are disturbing her. (…) Protect her with Your precious 
blood and protect us also. Heal her, cleanse her bed with Your blood, the bed 
of each patient with Your blood. We cover the hospital with Your precious 
blood that doesn’t dry up Lord Jesus. Send Your Holy Spirit and angels to 
protect the patients and everyone in this hospital. (…) Let Him stretch His 
right hand and touch them, so that they receive the healing that comes from 
You. We pray in the name of your Son Jesus Christ our Lord. Amen.    
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The women end the prayer with a song, in which they sing: ‘Lord we are waiting for 
Your power from above (…), for Your Spirit from above (…), for Your healing from 
above’. Afterwards, they shake hands with Aber and move to the patient next to her.  

Although the patients in the hospital are advised not to use herbal treatment and 
to stay away from ajwaki and Islamic healers, there is no problem when 
representatives of Christian churches visit the children. Most of the reports written 
in the NS-hospital record book teem with biomedical terms, but now and then a 
spiritual entity slips into the writing. For example, in one of the night reports a 
nurse describes the status of an 18-year old patient: ‘She is not sleeping well during 
night hours, because the devil is disturbing her frequently’. The attending nurses 
often mention their personal Christian background and the affected families are 
encouraged to pray frequently.   

In a quiet part of Kitgum town a group of religious leaders gathers at a primary 
school. The topic of their meeting is ‘Intensive prayer for children affected with 
lucluc/NS’, as indicated at the top of the distributed agenda. Several Christian 
churches are represented. ‘All the denominations should join hands’, an Evangelical 
lady emphasises, since NS does not discriminate and ‘comes in every household’.   

Bernard is the organiser and chairman of the meeting. Supported by a charity 
organisation from UK, his church developed a programme to support the NS-
affected families in three communities. Home visits are regularly made and the 
families receive oxen, ploughs and seeds. An important aspect of the programme is 
conducting prayers for the sick children. The project officer puts it this way: ‘Most 
parents said that the cause of this disease is demonic. We can only chase away those 
devils through prayer. We can talk about oxen and farming tools, but it is important 
to start with praying to restore hope in parents’. According to a young man 
attending the meeting: ‘It is only God who can help. If you look at the blood, you 
don’t see anything. (…) The children present the disease as the devil attacking them 
and they need prayer to chase away the devil’. A Pentecostal pastor agrees that 
‘there is nothing like any medicine or drugs that can cure [NS], except from 
praying’.  

At the end of the meeting, the priest of a catholic church explains why he 
believes that nodding syndrome is targeting this area:    

The community of Acholi, we should accept that we are very vulnerable. Our 
vulnerability comes as a result of the long war we had. (…) All these problems 
come as a result of Satan, to distract the lives of the people. (…) When we had 
hepatitis A, which is like nodding syndrome, praying was helping. They 
confessed that they were healed by praying. (…) We should not be surprised if 
it [NS] might spread over the whole Acholi area. Let’s pray for the people of 
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Acholi. There are a lot of devils in this part of the country and they are 
fighting our people.   

Here, as in the explanatory models of the ajwaki and Islamic sheikhs, the causes of 
NS are situated in a violent past. An Evangelical pastor adds: ‘As Acholi, we might 
have been paid for the wrongdoing our ancestors have done’. All attendees agree 
with him that ‘it is faith from a person that can set you out of pain. (…) If the 
community has faith, they will be healed’.   

It seems that NS has currently joined the category of incurables such as HIV. In 
one of the affected areas, the church leader organises three days of prayer 
addressing both NS and HIV in every first week of the month. A delegation from 
another church has spent a week in the NS-affected communities to pray. Recently, 
a visiting Catholic leader also held special prayers for the nodding children, in order 
‘to provide spiritual healing and hope’ (Komakech, 2015).   

However, fighting the devil takes a long time. A representative from a Catholic 
church in Kitgum concludes: ‘This is just the beginning. These prayers may even 
take more than one, two or three years. If there is a war, commit yourself to fight 
until the war is over’. It seems that even when the actual guns become silent, violent 
actors remain present and continue to affect the local population for an extensive 
period of time.   

Conclusion 

This paper shows how narratives on nodding syndrome are affected by the 
experience of conflict and how they in turn shape responses to illness. Although NS 
is considered to be a new affliction, long-existing notions of suffering, political 
negligence and the role of spiritual actors are reproduced in its conceptualization. 
In explanatory models the causes of NS are mostly situated in a violent past. 
Vengeful actors are present during healing ceremonies and enable discussions 
about experiences that took place during wartime. Nodding syndrome hereby 
represents the continuity of well-known misery to the area; it allows for a 
simultaneously embodied language for the afflicted individuals as well as collective 
experiences of distress. The intertwining of NS and narratives on conflict facilitates 
the expression of both individual and collective suffering during the search for 
relief.   

The unknown cause of nodding syndrome elicits diverse explanatory models 
suggesting a variety of aetiological factors, ranging from Onchocerca volvulus to the 
role of evil spirits. These models are linked to different notions of healing. In their 
pragmatic quest for treatment, affected families combine elements from various 
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forms of therapy: e.g. several (non-Muslim) children interrupted hospital admission 
in order to attend Islamic healing sessions; a lady well-known for distributing herbal 
medicine spent weeks at the nodding ward with her bedridden daughter; and the 
majority of AEDs-taking children have visited a healing ceremony addressing cen. In 
addition, different forms of treatment overlap: Islamic sheiks borrow forms from 
biomedicine, nurses urge prayer, cen and jinn are considered to occasionally 
combine forces, and ajwaki, sheiks and Christian prayer groups all attempt to expel 
evil spirits. Although various therapies have been suggested and eagerly tried out, 
the current treatment efforts seem to fall short. Just as illness understandings may 
change through time, the content of treatment services and the available options 
also change as events unfold. Subjunctivising elements of conditionality, doubt and 
hope (e.g. Good & Del Vecchio Good, 1994; Whyte, 2005) in the narratives on 
nodding syndrome allow the affected families to justify continued care seeking.   

Viruses, bacteria, instruments of war, cen, jinn and devils can all be seen as 
polluting forces violating the bodies of the nodding children. Whether afflicted by 
biomedical, political or spiritual actors, the body can be seen as a place where 
battles of the past and present are played out. Since definite answers on cause and 
cure remain lacking, NS-affected families keep on being exposed to existential 
uncertainty and the quest for treatment continues.    



151 









      CHAPTER 7

Conclusion:  
Thinking Out of the Black Box 
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Introduction 

If we recognize that illness categories are not determined by an overarching and 
universal system existing somehow behind observable phenomena, then the essence 
of nodding syndrome is not a given or in any simple sense there to be discovered. 
Consequently, the description of nodding syndrome as an ‘illness-in-the-making’ 
could wrongly suggest the existence of an end-point or final conclusion26. Following 
this line of thought, the black box (Latour, 1987) of nodding syndrome would be 
visualized as a labelled and sealed product containing the reified phenomenon of 
NS. In that case, this would be the right place and time to sum up its criteria and 
illustrate how all the pieces and parts together create an uncontested whole, i.e.; to 
expose the real identity of nodding syndrome. 

The chapters in this book however illustrate the directional rather than 
conclusive processes that guide the different trajectories, motivations and 
expectations that make, remake and unmake concepts of the misfortune that stroke 
inhabitants of northern Uganda. Instead of one ‘illness-in-the-making’ they 
emphasise the plurality of ‘making’ multiple ‘illnesses’. The idea of looking for one 
coherent story is nonetheless central in all narrations on NS. Actors attempt to 
enfold their experiences with head nodding into larger developing narrative 
structures in order to make sense of what happens. Particular biomedical, spiritual 
and political actions take meaning by belonging to this coherent whole, creating an 
intelligible story that allows actors to respond in a suitable way. The shifting nature 
of these narrative-structures should however not be overlooked. Accordingly, the 
anthropologist writing a book on conceptualizations of a poorly understood 
affliction has to let go of the search for a unitary tale, a logic structure of a story on 
NS which ends in a preferably mind-blowing plot with final conclusions on its 
existence and meaning. As Mol and Law (2004, pp.58-59) suggest: ‘Smooth narratives 
that seek to bring coherence will miss the point. If the tragic aspects of living-in-
tension and intervention-for-the-best are to be described, jagged story-lines are 
needed’. The shape of this book is therefore as fragmented as the stories formed and 
reformed during fieldwork. Instead of a simplified input and output, the formative 
processes and internal complexity of the imagined black box have been the focus of 
this study. Rather than the fictitious qualities of NS as a reified phenomenon in 
itself, it is the (re)production and (re)interpretation of knowledge on NS that has 
taken centre stage, following different processes of adaptation, transformation and 
replacement in society.  

26 Nodding syndrome as an ‘illness-in-the-making’ has been the starting point of explorations, but over 
the course of this study focus shifted to the analysis of the ‘making’ of multiple ‘illnesses’ in regard to the 
nodding episodes in northern Uganda. 
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The search for identification 

An unwarranted assumption permeating much of the academic research into illness 
is that a set of symptoms corresponds to clearly bounded categories. Accordingly, a 
distinction is made between beliefs and practices that are expected to be in- and 
outside of the (e.g. nodding syndrome) category. The act of the creation, recreation 
or (equally important) denial of knowledge is visible throughout the analyses in all 
chapters. The designation of ‘knowledgeable’ and ‘non-knowledgeable’ actors, the 
determination of what counts as proof and the identification of ‘scientific’ versus 
‘non-scientific’ discourses raise important questions and have major implications 
for the management of nodding syndrome. 

In the course of this book the (un)identified and (un)known are recurrent 
themes. Identification emphasises the more formalized procedures in which 
symptoms are interpreted within a particular nomenclature that recasts it in terms 
of a disorder or misbalance. The determination of a diagnosis, or the recognition 
and labelling of the ‘exact character’ of a problem, is an essential part of its 
identification and consequently management. Without the process of identification, 
the (either medical, spiritual or political) acknowledgement of a problem and the 
advantages of healing do not occur. As we have seen in the narratives from afflicted 
families, living with the unidentified establishes fear and a sense of hopelessness. An 
Acholi elder -while pointing at a drawing of a river- specifies:  
 

For a community to be completely wiped out… It is like a flow of water. If 
water is flowing this direction going into the lake, you cannot stop the flow of 
water from here [the lake], because more water will be coming. But should 
you stop it from here [the source], the lake will dry up. The generation of 
Acholi is being stopped from the source, the young ones. They are our hope 
for continuity of the generation. And if someone has attacked it, then that is 
the end. Something is ought to be done very fast. People are in a state of 
despondency, they have lost hope.  

 
As this statement illustrates, uncertainty about affliction is mirrored in uncertainty 
about the relations, agents and motives behind affliction (Whyte, 1997, p.32). In 
response, diverse actors attempt to label the unnamed and create much longed for   
-but so far unsatisfying- definitions to classify the misery and regain a sense of 
control. The created categorizations direct help-seeking behaviour and enable 
healers to diagnose and confront its causing actor(s), e.g. ajwaki identify spirits as 
active agents in the existence of nodding syndrome, Christian healers point to the 
involvement of devils, Islamic sheikhs see jinn as the source of NS and biomedical 
health workers refer to microorganisms when diagnosing NS as neurological 
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condition. Thereby diverse healers appropriate the power to identify and treat NS, 
lucluc or kifafa cha kusinzia, illustrating the negotiation and shifting of centre(s) of 
knowledge and expertise. However, since relief does not occur, the act of 
identification has not been satisfying and conceptualizations of NS keep on being 
re-negotiated. As parents, politicians, medical practitioners, healers, journalists and 
scientists all for different reasons seek to pigeonhole, the edges of the black box 
continue to be reshaped.  
 

The construction of knowledge 

Two meanings of knowledge have been detected in this book. First, knowledge 
refers to the concrete availability of information: the sum of what is (un)known. As 
mentioned in the introduction, NS is an interesting case to study processes of 
formation since its starting point is non-existence; the affliction is considered to be 
something ‘previously unknown’. The actors in this book feel that information is 
lacking and therefore participate in the creation and appropriation of new concepts. 
The making-of-illness(es) is followed through processes of the assembling and 
labelling of different elements, the creation of new connections and the breakdown 
of others. Instead of a paradox, the subject of non-knowledge should be seen as part 
of the act of gathering information, whereby decisions are taken on the inclusion 
and exclusion of aspects in the creation of the black box of a condition. As Beck 
(2008, p.6) states when talking about risk societies, it is precisely the unknown which 
provokes the major conflicts over the definition and construction of rules and 
responsibilities. Non-knowledge should not simply be regarded as the opposite of 
knowledge, but as complementary to it (Kirsch & Dilley, 2015). The presence of a 
lacuna of knowledge has consequences; not-knowing (or the lack of knowledge) 
constitutes a major part of the meaning that NS has obtained and can be seen as a 
resource for political, spiritual and biomedical action. The chapters in this book 
have illustrated that it is mainly because of the gap in knowledge that actors are 
active in the negotiation of nodding syndrome. 

As will be emphasised in figure 1, there seems to exist a gap between actors 
possessing different types of knowledge in regard to NS. This points to another use 
of the term in this book, whereby knowledge has taken on a more Foucauldian 
meaning in which it is embedded in power structures. Here, the claims of knowing 
or identifying are attached to power discourses and loci of authority. What counts 
as proof when all knowledge is contested and probabilistic? And who is in the 
position to determine or present the ‘proof’ and thereby create a powerful 
construction of nodding syndrome? When knowledge is regarded as a form of 
power, a disease entity can be seen as a product of medical discourse (Foucault, 
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1975). Hence, the determination of what is considered to be ‘normal’ and ‘abnormal’ 
in the human body is a non-objective construction shaped by shifting frameworks 
and power relationships. The ownership of knowledge is one to which many 
different actors in this book hold onto; the claim to possess ‘true’ knowledge 
however has to be renewed every time. Various chapters have highlighted power 
struggles between scientific and non-scientific as well as political and non-political 
actors over the meaning of NS. Since international medical constructions often 
enjoy the sponsorship of the state and powerful vested interests (Steffen, Jenkins & 
Jessen, 2005, p.16), its spokespersons are able to articulate their narratives on a big 
platform. Consequently, the use of biomedical terms is dominant in policy 
programmes, political statements and academic texts on nodding syndrome. 

However, to knowledge drawn from the study of science and biomedical 
research, knowledge gained by the experience of a situation must be added. 
Affected families can be approached as experts due to their familiarity with NS, 
through which an authority is acquired in the Acholi region. Nevertheless, as 
illustrated in the chapters in this book, the centre of knowledge through experience 
and the centre of decision-making power do not necessarily overlap27. As will be 
further explored in the next section, local actors continuously emphasise that the 
centre of power is often positioned at the periphery of knowledge about NS -and 
vice versa. Hence, the possession of knowledge does not automatically lead to 
decision-making power.  

Actors revisited 

An overview of actors featuring in the nodding syndrome network is presented in 
figure 1, which illustrates the micro- and macro politics of negotiations. By stating 
that knowledge is constructed by socially situated claims-makers, this book has 
brought critical awareness to the sociocultural dynamics that influence 
conceptualizations of NS.  
      The actors in figure 1 are presented according to their geographical distance to 
the head nodding children, using different scales. It makes sense that the centre of 
knowledge through experience is located at the centre of the figure. Paradoxically, 
while knowledge from experience decreases when moving towards the outer layers, 
the power to make decisions regarding NS-management increases. In other words; 

27 Power can be determined by -among other things- the ability to create (international) guidelines and 
set descriptive definitions (e.g. WHO in chapter 2), the size of the audience (e.g. media institutions in 
chapter 3), the amount of money available for research and the ability to publish in academic journals 
(e.g. global health actors in chapter 4), the ability to take decisions on the management of healthcare and 
distribution of medication (e.g. MoH in chapter 5) or the identification and treatment of illness (e.g. 
several healers in chapter 6). 
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the local families have the power to know, but not to make far-stretching decisions. 
The friction between the ‘centre of experience’ and the ‘centre of power’ has been 
pointed out numerous times, for example by local health workers when discussing 
their absence at the NS conference meeting in Kampala. 

   

 F igure 1.  Nodding syndrome: field of actors 

 
In general, it seems that the further the actor in figure 1 is situated from the 
affected children, the more he/she is in the position to make large-scale decisions, 
access resources to reach a wide audience and to obtain additional quantitative or 
academic information on NS. Qualitative knowledge however decreases when 
located in the outer layers of figure 1. The opposite applies to those located in its 
inner circles; these actors are positioned at the centre of knowledge through 
experience, but generally lack the ability to make powerful decisions, reach large 
audiences and access information on NS through the use of laboratories, academic 
literature or close connections to global health actors and policy makers. The 
reciprocal relationship between power and knowledge is complex and never 
complete; it is the type of power (e.g. expert power within biomedical/political 
institutions or expert power within the setting of experience) that enables people to 
obtain and construct particular types of (non)knowledge. Vice versa, it seems that 
only certain types of knowledge on NS accumulate decision-making power on a 
large platform. 



 162 

The question arises whether it’s problematic that this kind of decision-making 
power is not situated within the centre of experience. A local say is after all 
obtained in other ways; the ‘periphery’ of power can itself be seen as a centre of 
power in cultural terms whereby the music and language of Acholi are examples of 
such agency. Ritual knowledge also forms a central part of a precarious social 
autonomy. Of course, knowledge through experience accumulates important 
decision-making power within the local setting (e.g. which healer to contact, what 
medication to use, how to seek comfort) and local agency is clearly present in 
protests, radio shows, the gathering of cash box groups etc. The value of a certain 
type of knowledge -either through experience and/or study- depends on the 
standpoint taken to evaluate it. Negotiation takes place between the actors in 
different layers and new connections are made. The lines in figure 1 are occasionally 
crossed, whereby actors exchange knowledge and experiences. 

However, it is clear that affected families feel that not enough communication 
exists between the inner- and outer layers of figure 1 and that the power to 
fundamentally change the situation is lacking. Although a form of local agency is 
definitely obtained and several connections exist, the gap between knowledge 
through experience and the power to take large-scale decisions and access 
information does explain the feelings of negligence and political frustration that are 
so prevalent throughout the chapters. The extent to which the bodies of affected 
children are perceived as objects of diagnosis, makes their subjective experiences 
less meaningful for -and therefore less visible in- biomedical and political discourses 
that often direct policy-making processes.  
 

NS as biomedical,  spiritual and political  problem 

In addition to arguing that the construction of NS takes place through encounters 
between different actors, discourses and practices, focus has been put on the 
content of conceptualizations. How a problem is defined affects how society and 
individuals respond to it. To that end, we must routinely question how the problem 
is formulated and what the consequences are of adopting this definition.  

Throughout the analyses in part II of this book, three approaches towards the 
aetiology of NS have taken main stage in which it has been presented as a 
biomedical problem, spiritual problem and/or political problem. In the following 
paragraphs a simplified overview is given of these conceptualizations28. 

                                                        
28 Although they are presented as different constructs, I would like to emphasise that they are 
intertwined and do not consist of parallel, homogeneous discourses. 
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Biomedical  problem 

Nodding syndrome as a biomedical problem came to life in medical workshops. Here 
the phenomenon of head nodding is frequently detached from the social body by 
researchers who look for a medical system that explains the specific type of head 
movements. Biomedical actors display expert knowledge about the constructed 
boundaries in physical functioning, whereby uncontrolled head nodding -‘a sudden 
electrodecremental episode with concomitant electromyographic decrease in neck 
muscles, followed by a sharply contoured theta activity’ (Sejvar et al., 2013, p.170)- 
is considered to be abnormal behaviour, and NS is presented as a bodily failure or 
unexplained neurological condition. The construction of NS as disease entity is the 
product of social interactions, medical investigations and power relationships. 
Through conversations, academic publications and a shared medical education 
these actors use a similar discourse when discussing NS, consisting of specialized 
terms for which its audience needs some form of medical background. Their 
conceptualizations are grounded in the biology of disease and the nodding episodes 
are interpreted within a particular nomenclature. For example, the following 
description consists of one of the most recent biomedical findings in regard to 
nodding syndrome:  
 

Leiomodin-1 autoantibodies were found in both the sera and cerebrospinal 
fluid of patients with nodding syndrome. Leimodin-1 was found to be 
expressed in mature and developing human neurons in vitro and was 
localized in mouse brain to the CA3 region of the hippocampus, Purkinje cells 
in the cerebellum, and cortical neurons, structures that also appear to be 
affected in patients with nodding syndrome. Antibodies targeting leiomodin-1 
were neurotoxic in vitro, and leiomodin-1 antibodies purified from patients 
with nodding syndrome were cross-reactive with O. volvulus antigens. This 
study provides initial evidence supporting the hypothesis that nodding 
syndrome is an autoimmune epileptic disorder caused by molecular mimicry 
with O. volvulus antigens and suggests that patients may benefit from 
immunomodulatory therapies (Johnson et al., 2017).  

 
In this definition, nodding syndrome is located beneath the skin and characterized 
by the presence and actions of autoantibodies. As mentioned in chapter 2, a 
biomedical case of NS has to fit certain conditions in order to be acknowledged: it is 
here that the construction of NS as a diagnostic entity takes place. 

The actors base their theories on biomedical studies, in which they make use of 
physical examinations and simplified questionnaires. In addition, skin snips and 
other body samples have been taken to laboratories for investigation. The results of 
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these examinations are mainly shared via publications in medical journals, which 
are inaccessible for the majority of people in northern Uganda. In response, the 
affected population expresses critique on the lack of sharing results, whereby 
suspicions on political motives prevail. 

Biomedical approaches could be criticised for treating human problems as 
individual or clinical rather than addressing the underlying causes for complex 
social problems and human suffering (Conrad & Barker, 2010, p.75). Hypotheses are 
not necessarily presented as ‘truth’, but biomedical scientists often dismiss non-
biomedical knowledge and pay little attention to the socio-cultural context and 
alternative explanations that circulate. Compared to the biomedical definition of 
NS, the local terminology of lucluc and kifafa cha kusinzia leaves more room for the 
illness experience and context in which it takes place, by emphasising the social, 
political and spiritual relationships involved. However, the therapeutic aims of 
biomedical research and healthcare should not be overlooked: although the 
biomedical frame is at times criticised in this book for its universalizing tendency, 
the author acknowledges the importance of this discipline and has seen the great 
effects it can have on reducing seizures and making children feel better.  

Spiritual  problem 

Among the afflicted population, ideas about nodding syndrome in addition to the 
biomedical circulate. Here NS is mainly perceived as a spiritual problem pointing at 
social disharmony in society. The majority of affected families argue that it came as 
a result of war and spiritual actors are often part of explanatory models. The 
nodding children are affected by harmful acts from non-human actors, which are 
connected to previous encounters with conflict. The most frequently identified 
aetiological agents are cen, vengeful spirits of people who have died an untimely and 
often violent death. Rituals of purification were irregularly carried out during the 
twenty years of conflict between the LRA and Ugandan government, and the spirits 
of those who were killed remain unreconciled and are able to inflict misfortune. 
Pointing at the involvement of these spirits are certain symptoms that refer to 
lucluc, the local label given to the condition of head nodding. According to some, 
children nod their heads when seeing food because people died due to hunger and 
their spirits are now ‘preventing the children from eating’. Furthermore, the often 
occurring shaking of the body indicates the presence of spirits. The lucluc children 
are known to see things that are invisible to others, hear sounds that no one else 
hears, wander away in a confused state of mind and their eyes can change during a 
nodding episode. Criteria for the diagnosis of lucluc are based on knowledge from 
experiences with the afflicted children and knowledge on the local cosmology and 
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shared values in the affected community. Underlying causes such as sins committed 
by Acholi during times of war, negligence of ancestors through the disregard of 
rituals and the demolishment of places of worship are frequently mentioned. 
Mainly, a connection has been made between the many acts of killing during 
wartime and the inability to properly attend to the deceased, as explained by the 
mother of two afflicted children:  
 

In the tradition of Acholi, when a person dies in the wilderness, you go and 
collect that persons bones and bury them at home. But [during wartime] our 
children were dead and no one was going to bring their bones to bury at 
home, because no one knew where they died. You might collect the bones of 
someone you don’t know and that might bring death in the home. And also, 
when you would go to collect the bones of your child, the government could 
stop you and you might run into the rebels and they kill you. (…) This disease 
came during the time when people started running to the camps. The conflict 
was already there and a lot of people were already killed. Here, in [name 
village] a lot of people were abducted and drowned in the river. Even up to 
now, some children’s whereabouts are not known. When we came back home, 
this disease [NS] just worsened and no traditional rituals were performed. 
Some people had to sweep the bones of those who died from their compound. 
That is why the disease is disturbing the children. It’s the spirits of the people 
who were killed during the war.  

 
This conceptualization of lucluc is grounded in the spiritual world: it is mainly 
characterized by actions beyond the surface of the skin. The nodding episodes are 
interpreted within a particular set of terms, whereby a specific vocabulary is used 
for which knowledge on the local cosmology is needed. Certain conditions have to 
be fulfilled in order for the existence of lucluc to be acknowledged. By creating these 
conditions, the construction of lucluc as spiritual affliction takes place. 

Cen or lucluc does not need to address a personal failure of the afflicted children, 
but their bodies can be perceived as a symbol of the Acholi population. In this way, 
NS can be regarded as social suffering for the whole community and shows 
unbalance in society. Ajwaki, sheiks and Christian healers connect their spiritual 
explanatory models with atrocities of the past. Previous experiences with violence 
are transferred to the nodding children by spiritual actors, whereby lucluc becomes 
an intergenerational issue affecting more than the individual body. Nodding 
syndrome as spiritual problem is therefore more closely connected to local histories 
than its biomedical construction. 
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Polit ical  problem 

Nodding syndrome as a discourse was especially reacted to by those who identified 
a political component in its existence. As shown in this book, the intertwinement of 
NS and narratives on conflict facilitates the expression of both individual- and 
collective suffering. Through its emergence during war and its ability to address 
painful social issues, NS quickly became presented as a ‘political problem’. It mainly 
gained momentum because of the political connotations of the affliction; the idea 
that national leaders had again failed to offer adequate protection to the already 
vulnerable Acholi people. The depicted suffering and political body of NS has been 
used in media and local discourses to discuss other important social and political 
issues, such as a perceived lack of political will to support the northern region and 
atrocities that occurred during war. Thus by linking the suffering of affected 
children to the suffering of an ethnic group, narratives on nodding syndrome were 
able to expose structural tensions of the Acholi in post-war society (see also De Jong 
and Reis on the emergence of Kiyang-yang in Guinea Bissau, 2010). With the 
extensive media coverage, NS became an increasingly public experience, which led 
to the creation of social movements and demands for governmental action. 

Within northern Uganda, the concept of NS is highly attached to the 
disadvantaged status of the Acholi population, since its existence is bound to a 
region and community that have a complex relationship with current power 
holders. Occasionally NS is linked to worries of the complete annihilation of the 
Acholi as ethnic group, illustrating a deeply rooted fear for (revenge of) 
governmental actors which stretches back to earlier events. A specific form of non-
knowledge that has played a significant role in the political connotations of NS is 
‘secretiveness’ (Kirsch & Dilley, 2015). As illustrated throughout this thesis, the 
perceived existence of secrets gave rise to various conspiracy theories. In these 
narratives, focus has mainly been put on suspected political involvement in the 
aetiology of nodding syndrome and/or knowledge on test results that are hidden 
from the affected population. When addressing the cause of nodding syndrome, a 
local elder for example emphasises:    
 

It [nodding syndrome] must have been a response to some specific stimulus introduced to 
these children. There must have been secrets in the war we don’t know. The politicians 
are defending their jobs by falsifying the reality on the disease to create confusion that 
the disease is a metaphysical or spiritual dimension. To the politicians, the nodding 
disease is secondary, their jobs primary. What is happening in Acholi sub-region is not a 
mistake. It is an elaborate systematic approach by somebody whom we shall yet be able to 
discover with time. There is a syndicate and something hidden. (…) It is a deliberate 
attempt to kill the Acholi population because they are feared in the equitation of politics 
in this country. 



 167 

Here, nodding syndrome is seen as something that has actively been done to a 
vulnerable group of people. Explanatory models for example mention the 
distribution of poison in rivers and/or food, the circulation of rotten food in IDP 
camps, and the use of chemical weapons and bombs. Like this elder, many 
respondents show interest in the disclosure of what is -purposely or not-purposely- 
hidden from the affected population. Their (perceived?) exclusion of a particular 
stock of knowledge has fuelled anger, distrust and narratives on their outsiders’ 
position. 

In order to grasp the meaning of the political construction of NS, knowledge is 
needed about the local history, certain political actors and previous and current 
power struggles. The illness experiences are connected to traumas of past conflict, 
to poverty and frustration over neglect. Although nodding syndrome is considered 
to be a new affliction, long-existing notions on suffering and political negligence 
play a prominent role in its conceptualization. The political body of NS shows that 
the affliction is more than an isolated event, and that it can also be seen as an 
instrument in a political struggle or as a symbol of the marginalization of a region.  
 

Nodding syndrome management 

The emphasis on knowledge as constructed by different claims-makers brought 
awareness to the social situatedness of (various) concepts of nodding syndrome. 
Another question addresses the way in which these constructions facilitate 
particular actions. In part III of this book, attention has been paid to the policy 
implications of definitions and how they matter in the management of illness. In 
order to deal with the particular uncertainties of their situations, affected families 
act in the ‘subjunctive mood’: they ‘try, consider consequences, doubt, reconsider, 
revise their purpose perhaps, hope, and try again’ (Whyte, 1997, p.224). Although a 
definite cure has not been found, different healers aim to control the condition and 
lessen the effects of NS by treating the afflicted children. The constructions of NS as 
a biomedical, spiritual and political problem are linked to various notions of 
treatment. Thereby different hypotheses are posed and several actors claim to be 
situated in the ‘true’ centre of knowledge; e.g. biomedical doctors argue that 
progression will be available within their area of expertise, ajwaki are convinced of 
the need of their knowledge on spiritual actors, and sheikhs claim that Islamic 
treatment will bring improvement. 

Central to a biomedical approach to NS are scientific research and medical 
treatment. Large academic institutions are mainly concerned with detecting an 
aetiological agent. In regard to treatment, the Ugandan Ministry of Health 
developed a response plan in which differentiation between NS, NSP and epilepsy, 
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the distribution of the anticonvulsant sodium valproate and the registering of NS 
cases on national level is recommended. Several NS treatment centres have been 
constructed in which patients are admitted and medication is handed out. 

Attention has also been paid to the different -and often combined- ways in which 
affected families enter into negotiations with spiritual actors. Spirits are not time- 
and space bound and require specific measures to be dealt with. In Kitgum, a 
number of afflicted children are brought to ajwaki, spiritual mediums. Here, 
dialogues commence between spirits of the ajwaka and the spirit causing mischief, 
in which motives and wishes are revealed. Subsequently, preparations are made in 
order to send the spirit away, often including the killing of an animal. Islamic 
sheikhs are also involved in removing harmful spirits. Through the use of anointed 
water and recitations of the Quran, jinn are sent out of the bodies of suffering 
children. Furthermore, Christian faith healers organise prayer events in order to 
send away devils causing the children’s condition. 

Nodding syndrome as political problem has a less specific treatment trajectory. 
Actors attempt to remove political obstacles by attracting attention to NS and 
creating awareness of its political background. The political body of nodding 
syndrome is for example visible in the filing of a court case, parliamentary debates, 
circulating suspicions, protests by women groups and the transport of children to 
Mulago hospital. This pushes the Ugandan government to act in a more visible way 
and particularly leads to the implementation of biomedical care. As shown in this 
book, reactions towards the governmental response to NS need to be understood in 
relation to political and social developments in the area. Although the government 
is perceived as an important actor in the delivery of healthcare, it is also subjected 
to a lot of distrust that has been built up over the past decades in northern Uganda. 
Local actors occasionally address elements of a politically motivated cause of NS, by 
mentioning the use of poison or chemical weapons. In addition, NS as political 
problem due to wrongdoings during war is confronted by spiritual mediums that 
appease revengeful spirits. Here, the intertwinement of narratives on politics, 
spirits and biomedicine in the response to NS becomes visible.  
        In conclusion, a pluralistic medical system exists in which affected families 
combine various forms of therapy. Within all the discourses a shared need for 
knowledge and explanations is found. Since definite answers on cause and cure 
remain lacking, negotiation of the meaning of nodding syndrome continues. 

Nodding syndrome as black box? 

Throughout this book it is argued that the imaginary of a definite concept of 
nodding syndrome is a product of a specific history, consisting of certain actors, 
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shared ideas, power struggles and available resources. The explored concepts 
consist of what exists in the mind as a representation of the ‘phenomenon NS’. After 
a black box is drawn around these representations, their internal complexity 
becomes invisible. The processes of their construction and how they facilitate 
particular actions have been the main topic of this study. Rather than prioritizing 
the black box’s output, the chapters focused on processes of formation in which NS 
is identified, labelled and formulated as a distinct model by various actors. This 
formation started with the recognition of relationships among assorted and 
seemingly separate elements: people looked for an original and authentic 
phenomenon behind various signs and symptoms. Scattered attitudes, behaviour 
and explanations that had not previously been thought of as constituting one 
system were brought together and recognized as being part of the same 
phenomenon. However, different actors, who added diverse elements, created 
different ‘systems’ and plots. Although the boundaries are arbitrary and depend on 
the creating actor, the established concepts do have important explanatory and 
decision-making power. Through the formation of NS -either as biomedical, 
spiritual and/or political problem- it became something real upon which action is 
based. 

By exploring the circulating and often interconnected conceptualizations, a 
critical look at the perceived conclusive nature of illness-concepts has been 
established and attempts were made to unpack, deconstruct or un-identify their 
status as black box. However, this ‘deconstruction’ does not mean that all the 
unique pieces in the end fit together to make a perfect whole. NS cannot simply be 
seen as the sum of all gathered narratives in this thesis. Nodding syndrome is 
located both beneath and beyond the skin; it is connected to the present and past; and 
it is both individually and collectively experienced. There is no doubt that different 
discourses of NS profoundly influence each other and that some similar processes 
are at work in all discourses. But we should move away from the supposition that 
‘what is seen from those different vantage points, though apparently diverse, is all 
really part of the same coherent, integrated phenomenon’ (Cook, Laidlaw & Mair on 
multi-sited research, 2009, p.47). The concepts of NS need to be understood as 
tentative and evolving -rather than certain and unchanging- and without the 
assumption that the different elements construct one comprehensive, unified whole 
when put together. If we do continue to speak about the existence of a black box of 
NS, we should approach this box as a temporary construct, consisting of much 
complexity, which will continuously be (re-)opened. However, the boundaries of 
such a constructed box are unlikely to hold due to the large amount of friction 
within. 

 The framework of figure 1 resembles the idea of Susser and Susser (1996, p.675), 
who argue for a shift from black box paradigm to the use of Chinese boxes (fitting 
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neatly within each other) as future model for epidemiology. Within localized 
structures, they envisage ‘successive levels of organization, each of which 
encompasses the next and simpler level, all with intimate links between them’. 
Although their attempt to analyse determinants at different levels of organization 
and their emphasis on the relatedness of factors is welcome, the notion of an 
overarching system in which elements can be hierarchically placed in nested boxes 
(resembling Russian matryoshka dolls) does not seem useful for an anthropological 
approach to illness. Rather, the chapters illustrate that the bounds of a category like 
NS are arbitrary and can only exist as a -sometimes very powerful- idea. The 
concepts of NS that appeared in this book make it difficult to create a (either black 
or Chinese) box that reflects their diversity. Since it is implausible that all actors 
agree on its input and output, it is likely that different boxes -consisting of different 
representations- exist. Rather than approaching nodding syndrome as a single 
entity in different ways, various actors seem to enact an ‘object of their own’: ‘The 
point is not that ‘it all depends from which side you look at it’. Instead, there is no 
longer a singular ‘it’ to look at from different sides’ (Mol, 2014). Following this line 
of thought, we should dismiss the idea of one box containing all the different labels, 
explanatory models and descriptions of nodding syndrome.  
 

Thinking out of the box 

Since the characteristics of the narratives on NS do not constitute one model, the 
need arises to look for alternative ways of representation. Perhaps it is time to shift 
from a black or Chinese box to acknowledging the existence of a plurality of boxes 
and examine their different determinants and outcomes. However, instead of the 
static box there is need for a much more dynamic model of representation: a model 
in motion. Assemblage is such a post-structural conceptual tool that gained 
popularity over the past years. It can be seen as a ‘sort of anti-structural concept (…) 
to speak of emergence, heterogeneity, the decentred and the ephemeral in 
nonetheless ordered social life’ (Marcus & Saka, 2006, p.101). Ong and Collier (2004, 
p.12) emphasise the temporality of an assemblage and describe it as ‘the product of 
multiple determinations that are not reducible to a single logic’ whereby forms are 
‘shifting, in formation, or at stake’. Here, assemblage –just as the black box- is seen 
as product, but again not much attention is paid to its contingent and situated 
formation. It seems that it mostly has an important conceptual value as a term to 
point out heterogeneity in contrast to the formulation of final or stable states. 
Attention to how the ‘heterogeneity’ of ‘unstable states’ takes shape is often lacking. 

Instead of using assemblages or boxes as starting point, this book has focused on 
processes of how they come into existence; how certain heterogeneous elements 
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come together in a network surrounding the head nodding children. It is argued 
that actors visualize different -uncertain but real- products, whose contents 
continue to be negotiated. Thereby boundaries are established, observed, 
transformed and transcended, and actors are both consciously and unconsciously 
adopting and adapting ideas, or seek to influence and change policies. In the 
attempt to analyse NS we could use the example of a prism: while it separates light 
into different colours, not one of them is dominant in determining what we 
experience as white light. The same applies to the different (e.g. biomedical, 
spiritual and political) discourses on nodding syndrome. Instead of perceiving NS as 
the product of a static box, we could view the nodding episodes as a prism from 
which different discourses emerge. The main question is how the elements that 
compose ‘nodding syndrome’ are represented, both discursively and cognitively, 
and by whom. How is nodding syndrome identified, understood, explained and 
responded to by different actors and how do they contribute to the production of 
knowledge? Through the examination of different narratives, this thesis disrupts 
the idea of a singular (universal) perspective on illness and pleads for a focus on 
motion and plurality. It allows us to move away from the notion that all discourses 
need to come together in one static model of analysis. A valid ethnographic account 
does not need to correspond to an integrated whole or claim to understand how 
things ‘fit together’. In contrast, the value of anthropology lies in its ability to 
explore and describe a diversity of interpretations and fields of knowledge, without 
the necessity of integrating them into one overarching and unifying framework. 

Through the exploration of NS, this thesis has offered a way to recognize and 
capacitate different discourses that do not fit the criteria of a static model. Over the 
course of this study, the static box transformed into a more dynamic representation 
of NS, containing both the actual and the potential, the visible and invisible, the 
limits and infinity of the body. Following the elder who depicted the Acholi 
community as a flow of water, conceptualizations of nodding syndrome could be 
visualized as a swirling river: forming and dissolving, approaching and departing, 
ungraspable yet very real. Instead of solely aiming at the river’s (unclear) 
destination, let us focus on its raging waters, roaring sounds, various colours and 
continuous movements; in other words, its dynamic state of being.  





              ANNEX

Film Documentary  
Nodding Syndrome: An Illness in the 
Making 

Karin van Bemmel and Evert Aalten 
Scandal Studios,  2017.  
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A fi lm by Karin van Bemmel & Evert Aalten 
Scandal Studios,  2017 (38 min.)  

 
‘Nodding syndrome: an illness in the making’ is a film documentary that is based on 
fifteen months of anthropological fieldwork in northern Uganda. It shows the 
complexity of defining nodding syndrome and the many different narratives, 
explanatory models and coping styles regarding this affliction. In attempting to 
understand what nodding syndrome is and how it is experienced, we should look at 
the context in which meaning-making takes place.  

 

 
 

 
WATCH HERE: 

 
www.vimeo.com/noddingsyndrome/docu 
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Summary 

Nodding syndrome (NS) is a poorly understood condition characterized by 
repetitive involuntary nodding of the head, mental retardation and stunted growth, 
which mainly affects children aged five to fifteen years old. An estimated 10,000 
children are afflicted in northern Uganda, South Sudan and in Tanzania. Children 
living under the poorest conditions seem most susceptible to the syndrome and the 
majority of affected families experienced food shortages and have a history of 
internal displacement. 

This book is an ethnographic study of conceptualizations of nodding syndrome in 
northern Uganda. Symptoms were first noticed around 1998, during two decades of 
violent conflict between the Lord’s Resistance Army and Ugandan government. 
Although extensive research on NS for biological and environmental causative 
agents took place, no convincing single cause has been reported. The lack of 
knowledge has consequences; not-knowing constitutes a major part of the meaning 
that NS has obtained and can be seen as a resource for political, spiritual and 
biomedical action. The first chapters in this book explore the fields of meaning in 
which terms associated with nodding syndrome are embedded and the way they 
relate to each other in people’s discourse. The chapters gain insight into 
conceptualizations of head nodding episodes by focusing on how they are 
represented: which elements are emphasised, why and by whom? Once insight is 
gained into various concepts of nodding syndrome, the remaining chapters examine 
the question how they are acted upon and, in turn, facilitate action. Throughout the 
analyses, three interwoven approaches towards NS take main stage whereby the 
syndrome is presented as a biomedical, spiritual and/or political problem. The 
chapters in this book establish an understanding of different representations of NS 
and argue that the episodes of head nodding are related to the socio-political body 
in which they are manifested. The burden, unexplained elements and political 
connotations of nodding syndrome appear throughout all articles. Attention is paid 
to formative processes and narrative dimensions: to the construction of concepts, 
the context in which they are produced, and the actors who are allowed to 
articulate them. 

In the introduction, emphasis is put on the theoretical framework and settings 
of this study. The NS-affected population consists of Acholi people with a shared 
history of conflict, which makes nodding syndrome prone to political 
interpretations and evaluations. Narratives on nodding syndrome are intimately 
bound up with perceptions of societal and ethnic identities and in order to 
understand its political connotations, knowledge of the complex relationship 
between Acholi and current power holders is required. Furthermore, the 
consequences of war and a long existing north-south division are visible in the 
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functioning of the healthcare system in Kitgum district. The conflict resulted in loss 
of lives, mass displacement, discontinuation of social services and destruction of 
infrastructure. In this situation, nodding syndrome proved to be yet another 
struggle for the northern region. 

Chapter 2 pays attention to the circulation of different discourses and 
explanatory models. Focus is put on how meanings of key terms related to nodding 
syndrome are produced and negotiated. While biomedical terms are dominant in 
academic discourses on nodding syndrome, in local discourses NS is mainly 
associated with social issues. Nodding syndrome is more than an isolated event or 
yet-to-be-discovered organism or disease; it can also be seen as an instrument in a 
political struggle or as a symbol of the marginalization of an entire region. Besides 
the biomedical importance of this syndrome, it offers a model of social disharmony, 
linking NS to the trauma of past conflict, to poverty and to (region-bound) 
frustration over neglect. This chapter argues that by only looking at the biomedical 
significance of this new syndrome, we will miss important aspects of how it is being 
experienced and understood.  

In chapter 3 conceptualizations of nodding syndrome in media reports are 
explored, and linked to the formation of public opinion and management of the 
affliction. The news coverage of NS follows a non-linear trajectory, increasing at the 
end of 2011 and declining a year later. This chapter examines the sudden rise and 
fall of NS in the Ugandan public discourse and concludes that it is necessary to 
contextualize illness and focus on processes of formation. Through its emergence 
during war and its ability to address painful social issues, NS quickly became 
presented as a ‘political problem’. It mainly gained momentum because of the 
political connotations of the affliction; the idea that national leaders had ‘again’ 
failed to offer adequate protection to the ‘already vulnerable’ Acholi people. 
Thereby, the depicted suffering and political body of NS has been used in media and 
local discourses to discuss other important social and political issues, such as a 
perceived lack of political will to support the northern region and atrocities that 
occurred during war. Thus by linking the suffering of affected children to the 
suffering of an ethnic group, narratives on nodding syndrome were able to expose 
structural tensions of the Acholi in post-war society. With the extensive media 
coverage, NS became an increasingly public experience, which led to the creation of 
social movements and demands for governmental action. 

Chapter 4 presents a comparative study on conceptualizations of nodding 
syndrome in Uganda and Tanzania. NS has been constructed as a biomedical 
category to serve global health discourse as well as national contexts of 
managing the condition. This chapter looks into the shifting meanings and 
conceptualizations of NS in the affected areas of Kitgum (Uganda) and Mahenge 
(Tanzania) district, and problematizes the perceived universality of biomedical 
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classifications as conflicting with the specific contexts of lucluc and kifafa cha 
kusinzia. Reconciliation proves to be challenging, poignantly evoking the cultural 
construction as such of any medical condition.  

In chapter 5 focus is put on issues of healthcare provision and the political 
connotations of NS. The appearance of a novel set of symptoms combined with 
heated debates in parliament resulted in the creation of a parallel healthcare system 
for children afflicted by NS. In this chapter, questions are raised about the role of 
the state in healthcare provision and the range of factors influencing the outcomes 
and appreciation of the NS programme. Although the governmental response 
resulted in the acknowledgement of the burden of NS, dissatisfaction is expressed 
about a lack of accountability, coordination and connectivity between multiple 
actors. The government is perceived as an important actor in the delivery of 
healthcare, but is also subjected to a lot of distrust that has been built up over the 
past decades in northern Uganda. The response to NS raises questions on the status 
of Acholi as citizens of Uganda and reveals feelings of detachment from the national 
healthcare system. 

Chapter 6 examines how narratives on NS are affected by the experience of 
conflict and how they in turn shape responses to illness. Violence and politics have 
been assimilated into local narratives on nodding syndrome and illness experiences 
are connected to the trauma of past conflict. The intertwinement of NS and 
narratives on conflict facilitates the expression of both individual- and collective 
suffering during the search for relief. Explanatory models are linked to different 
notions of healing and affected families combine various forms of therapy. By 
following healers and affected children, several therapeutic trajectories are mapped 
in this chapter. Attention is paid to the complex politics of illness and healing in the 
context of a pluralistic medical system. Since definite answers on cause and cure 
remain lacking, negotiation of the meaning of nodding syndrome continues. 

Chapter 7 consists of a conclusion with final reflections. It argues that the 
imaginary of a definite concept of nodding syndrome is a product of a specific 
history, consisting of certain actors, shared ideas, power struggles and available 
resources. Rather than the fictitious qualities of NS as a reified phenomenon in 
itself, it is the (re)production and (re)interpretation of knowledge on NS that has 
taken centre stage, following different processes of adaptation, transformation and 
replacement in society. Through the examination of different narratives, this thesis 
disrupts the idea of a singular (universal) perspective on illness and pleads for a 
focus on motion and plurality: instead of one ‘illness-in-the-making’ it emphasises 
the plurality of ‘making’ multiple ‘illnesses’. The value of anthropology lies in its 
ability to explore and describe a diversity of interpretations and fields of 
knowledge, without the necessity of integrating them into one overarching and 
unifying framework. Through the exploration of NS, this thesis has offered a way to 
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recognize and capacitate different discourses that do not fit the criteria of a static 
model. Over the course of this study, the static black box transformed into a more 
dynamic representation of NS, containing both the actual and the potential, the 
visible and invisible, the limits and infinity of the body.  
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Samenvatting 

Nodding syndrome (knikkebolziekte) is een nauwelijks begrepen aandoening die 
wordt gekenmerkt door herhaalde, onvrijwillige knikbewegingen van het hoofd, 
cognitieve achteruitgang en groeistoornissen. De symptomen treffen naar schatting 
10.000 jongeren in Noord-Oeganda, Zuid-Soedan en Tanzania tussen de vijf en 
vijftien jaar oud. Kinderen die onder de allerarmste omstandigheden opgroeien 
lijken het meest vatbaar voor de aandoening. De meerderheid van de getroffen 
gezinnen heeft in het verleden te maken gehad met voedseltekorten en gedwongen 
migratie. 

Dit boek behelst een etnografische studie over conceptualisaties van nodding 
syndrome (NS) in Noord-Oeganda. Symptomen hiervan werden voor het eerst 
opgemerkt rond 1998 tijdens de twee decennia van het gewelddadig conflict tussen 
het Verzetsleger van de Heer (Lord’s Resistance Army) en het Oegandese leger. 
Hoewel uitgebreid onderzoek naar de oorzaak van NS heeft plaatsgevonden is er tot 
op heden geen overtuigende verklaring gevonden. Dit gebrek aan kennis heeft 
gevolgen; het niet-weten vormt een belangrijk onderdeel van de betekenis die NS 
heeft gekregen en kan worden gezien als een bron voor politieke, spirituele en 
biomedische stappen. In de eerste hoofdstukken in dit boek wordt aandacht besteed 
aan de totstandkoming van begrippen die te maken hebben met NS en de manier 
waarop deze met elkaar in relatie staan. Er wordt inzicht verschaft in verschillende 
conceptualisaties van de aandoening door te focussen op hoe deze gepresenteerd 
worden: welke elementen worden benadrukt, waarom en door wie? De overige 
hoofdstukken houden zich bezig met de vraag hoe naar de verschillende concepten 
wordt gehandeld en hoe zij op hun beurt handelingen in gang zetten. In de analyses 
komen drie met elkaar verweven benaderingen naar voren, waarbij nodding 
syndrome wordt gepresenteerd als een biomedisch, spiritueel en/of politiek 
probleem. De artikelen in dit boek verschaffen inzicht in verschillende 
representaties van NS en tonen aan dat de knikkebolaanvallen verbonden zijn met 
het sociale, politieke lichaam waarin ze zich manifesteren. Het leed, de 
onverklaarde elementen en de politieke associaties van nodding syndrome lopen als 
een rode draad door dit boek. Aandacht wordt besteed aan vormgevende processen 
en narratieve dimensies: aan de constructie van concepten, de context waarin ze 
worden geproduceerd en de actoren die de gelegenheid hebben om ze toe te lichten. 

In de introductie wordt de nadruk gelegd op het theoretisch kader en de 
achtergrond van dit onderzoek. De getroffen bevolking behoort tot de Acholi-
gemeenschap en heeft een gedeelde geschiedenis van conflict, waardoor nodding 
syndrome vatbaar is voor politieke interpretaties en evaluaties. Verhalen rond NS 
zijn nauw verbonden met percepties van maatschappelijke en etnische identiteit. 
Om de politieke associaties van het syndroom te kunnen begrijpen is kennis nodig 
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over de complexe relatie tussen Acholi en huidige machthebbers. Verder hebben de 
oorlog en lang bestaande spanningen tussen Noord en Zuid-Oeganda gevolgen 
gehad voor de gezondheidszorg in dit gebied. Het conflict leidde tot een groot 
aantal sterfgevallen, gedwongen migratie, stagnatie van sociale diensten en de 
vernietiging van infrastructuur. In deze situatie vormde nodding syndrome 
opnieuw een tegenslag voor de bevolking van Noord-Oeganda. 

Hoofdstuk 2 besteedt aandacht aan verschillende discourses en verklarings-
modellen. Nadruk wordt gelegd op de totstandkoming van betekenissen van 
belangrijke termen die verband houden met NS. Terwijl in academische discussies 
veelal gebruik wordt gemaakt van biomedische terminologie, wordt NS in lokale 
discourses vooral geassocieerd met maatschappelijke problemen. Nodding 
syndrome is meer dan een op zichzelf staand fenomeen of een ‘nog-onbegrepen-
ziekte’; het kan ook gezien worden als instrument in een politieke strijd of als 
symbool voor de marginalisering van een regio. Naast het biomedische belang van 
dit syndroom biedt het een model van sociale disharmonie, waarin NS wordt 
verbonden aan traumatische ervaringen met conflict, armoede en (regiogebonden) 
frustraties over verwaarlozing. In dit hoofdstuk wordt gesteld dat als we enkel naar 
de biomedische betekenis van dit nieuwe syndroom kijken, we belangrijke aspecten 
over ziektebeleving en -begrip over het hoofd zien. 

In hoofdstuk 3 worden conceptualisaties van NS in mediaberichten 
geanalyseerd en gekoppeld aan publieke opinie en reacties op de aandoening. De 
hoeveelheid nieuwsberichten met betrekking tot NS volgt een niet-lineair traject; 
het aantal stijgt aan het eind van 2011 en neemt een jaar later af. In dit hoofdstuk 
wordt geconcludeerd dat het van belang is om naar de context te kijken waarin 
ziekte bestaat en we ons moeten richten op processen waarin ziekte vorm krijgt. 
Doordat symptomen zijn ontstaan tijdens oorlog en aan de hand van NS 
maatschappelijke problemen worden aangestipt, werd het al snel gezien als een 
'politiek probleem'. De aandoening treedt voornamelijk op de voorgrond door de 
politieke associaties; het idee dat nationale leiders ‘opnieuw’ onvoldoende 
bescherming bieden aan de ‘al kwetsbare’ Acholi bevolking. Het lijdende en 
politieke lichaam van NS wordt gebruikt in media en lokale discussies om andere 
sociale en politieke kwesties te bespreken, zoals een gebrek aan politieke wil tot 
ondersteuning van Noord-Oeganda en de wandaden die tijdens de oorlog hebben 
plaatsgevonden. Door het lijden van door NS getroffen kinderen te koppelen aan het 
lijden van een hele etnische groep, kunnen verhalen over NS structurele 
spanningen van de Acholi bevolking in de naoorlogse samenleving blootleggen. 
Door de uitgebreide aandacht van media werd NS steeds meer een publieke 
ervaring, die resulteerde in de oprichting van sociale bewegingen en het eisen van 
overheidsmaatregelen. 
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Hoofdstuk 4 betreft een vergelijkende studie over conceptualisaties van 
nodding syndrome in Oeganda en Tanzania. NS als biomedische categorie wordt 
zowel op nationaal als mondiaal niveau gebruikt om vorm te geven aan de 
aandoening. In dit hoofdstuk worden de verschuivende betekenissen en 
conceptualisaties van NS in de getroffen gebieden van Kitgum (Oeganda) en 
Mahenge (Tanzania) besproken en wordt ingegaan op de vermeende universaliteit 
van biomedische classificaties, die afwijkt van de specifieke contexten waarin lucluc 
en kifafa cha kusinzia zich voordoen. Het verenigen van verschillende concepten 
blijkt een uitdaging, dat wijst op de culturele constructie van medische 
aandoeningen. 

In hoofdstuk 5 wordt aandacht besteed aan zorgvoorzieningen en de politieke 
associaties van NS. De onbekende symptomen en verhitte politieke debatten hebben 
geleid tot een parallel zorgsysteem voor de getroffen kinderen. In dit hoofdstuk 
wordt ingegaan op de rol van de staat in zorgverlening en verschillende factoren die 
de uitkomst en waardering van het NS-programma beïnvloeden. Hoewel de 
overheidsinitiatieven zorgen voor erkenning van het leed dat NS veroorzaakt, 
wordt op lokaal niveau onvrede geuit over een gebrek aan aansprakelijkheid, 
coördinatie en overleg tussen verschillende actoren. De regering wordt gezien als 
een belangrijke actor in de levering van gezondheidszorg, maar wordt tegelijkertijd 
gewantrouwd in de noordelijke regio. Het NS-overheidsprogramma roept discussies 
op over de status van Acholi als Oegandese staatsburgers en onthult gevoelens van 
uitsluiting met betrekking tot nationale gezondheidszorg. 

In hoofdstuk 6 wordt de nadruk gelegd op de impact van oorlogservaringen op 
opvattingen over NS en hoe dit de reactie op deze aandoening beïnvloedt. Geweld 
en politiek zijn onderdeel van lokale discourses over NS en ziektebeleving is 
verbonden met trauma door het voormalige conflict. De verwevenheid van NS en 
verhalen over conflict zorgt ervoor dat zowel individueel als collectief lijden tot 
uiting komt tijdens de zoektocht naar verlichting. Verklaringsmodellen van NS zijn 
gekoppeld aan diverse ideeën over genezing en de getroffen gezinnen combineren 
verschillende behandelingen. Door genezers en getroffen kinderen te volgen richt 
dit hoofdstuk zich op verschillende therapeutische trajecten, met aandacht voor de 
complexe politieke dimensies van ziekte en genezing in een pluralistisch medisch 
systeem. Aangezien kennis over de oorzaak en genezing van NS ontbreekt, worden 
discussies over de betekenis van nodding syndrome voortgezet. 

Hoofdstuk 7 bestaat uit een conclusie met reflecties. In dit hoofdstuk wordt 
gesteld dat conceptualisaties van nodding syndrome het resultaat zijn van een 
specifieke geschiedenis, bestaande uit bepaalde actoren, gemeenschappelijke 
ideeën, machtsstrijden en beschikbare middelen. In plaats van de fictieve 
eigenschappen van NS als een op zichzelf staand fenomeen te bezien, staat de 
(re)productie en (her)interpretatie van kennis over NS centraal in dit boek. Door het 
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belichten van verschillende verhalen en opvattingen over NS gaat dit proefschrift in 
tegen het idee van een enkelvoudig (universeel) perspectief op ziekte en pleit het 
voor een focus op beweging en pluraliteit. In plaats van een 'ziekte-in-wording' 
wordt het 'maken' van meerdere 'ziekten' benadrukt. De meerwaarde van 
antropologie ligt in het vermogen om een diversiteit aan interpretaties en 
kennisgebieden te verkennen en te beschrijven, zonder dat zij noodzakelijkerwijs in 
één overkoepelend en verenigend kader samen dienen te komen. Door de studie van 
NS biedt dit proefschrift een manier om verschillende discourses te herkennen die 
niet passen binnen de criteria van één statisch analysemodel. In de loop van dit 
onderzoek is de statische ‘zwarte doos’ (black box) omgevormd tot een meer 
dynamische representatie van NS, die zowel het huidige als het potentiële, het 
zichtbare als het onzichtbare en de begrensdheid als grenzeloosheid van het 
lichaam bevat. 
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