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Abstract

This study was designed to investigate access barriers to formal health
services among communities in Teso district, one of the traditionally known
human trypanosomiasis (HAT) or sleeping sickness foci in western Kenya.
The focus of the study was on the National Sleeping Sickness Referral
Hospital (NSSRH) based at Alupe. The study was undertaken between March
and June 2010 in four divisions of Teso District, namely, Chakol, Amukura,
Amagoro and Ang’urai. Three questions that centred around an establishment
of people’s knowledge and attitude towards sleeping sickness, treatment
procedure and the hospital; the factors that influence health seeking
behaviour of the people living in the research site; and whether formal health
providers in the study site offered referral advice to potential sleeping
sickness patients formed research questions that the study sought to answer.
The overall objective of the study was to assess barriers to formal health
services offered at the National Sleeping Sickness Referral Hospital. A

combination of disease theory and the health belief model guided the study.

Data were collected through secondary sources (journal articles, books,
theses, published and unpublished reports), structured interviews, focus
group discussions, key informant interviews and direct observation. The study
employed purposive sampling to establish the villages where research
activities were undertaken. In total, 400 respondents were interviewed and 8

focus group discussions were held.






The findings indicate that there are socio-cultural and demographic barriers
that may hinder access to services offered at NSSRH and formal health
services in general within the district. The barriers include social stigma
associated with the NSSRH, the disease and the treatment process; lack of
knowledge about the epidemiology of sleeping sickness, the location and
functions of NSSRH among community members; ethnicity; and the
existence of a multiplicity of healthcare options, both formal and informal,
within the research site. Long distance to health facilities was also indicated
by respondents as a determinant of their utilization of health services. The
health infrastructure also presented an access barrier to formal health service
provision through centralization of the NSSRH, diagnostic and treatment
procedure of sleeping sickness, and the quality of services exhibited through
harassment of healthcare-seekers by providers and/or long queues of

healthcare-seekers at the health centres.

The study concludes that access barriers to services offered at the NSSRH
and formal health services, within Teso district in general, exist. The study,
therefore, recommends continuous sensitization of the community and non-
HAT formal health attendants within the district about the disease and the
services offered at the NSSRH to increase hospital visibility. The study also
recommends capacity building of health facilities in all the divisions
traditionally affected by sleeping sickness in western Kenya and beyond to aid
in diagnosis of the disease. An improvement of diagnostic technologies for
HAT at the NSSRH to enhance compliance and confidence of the community

members for the hospital and its services is also recommended.

Xl
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CHAPTER ONE

BACKGROUND TO THE STUDY

11 Introduction

Trypanosomiasis is a devastating disease that affects both humans and animals
in sub-Saharan Africa. The disease is transmitted by the tsetse fly, Glossina spp.,
and adversely affects human health through sleeping sickness and constraints
livestock production through nagana. Human African Trypanosomiasis (HAT) or
sleeping sickness is one of the diseases categorised by the World Health
Organisation (WHO) among the world’s most neglected diseases affecting poor
populations in remote rural areas of Africa (WHO, 2002; Lutumba et al., 2007).
The disease impedes livelihood strategies available to an estimated 60 million
people residing in 36 African countries (Bukachi et al., 2005; Ng'ayo, 2005;

WHO, 2002).

The parasite causing sleeping sickness, the trypanosome, is transmitted to
humans through the bite of an infected tsetse fly. According to WHO (1998), the
disease is restricted to tropical sub-Saharan Africa and occurs in two forms, a
chronic form caused by Trypanosoma brucei gambiense (Tbg) and an acute form
caused by Trypanosoma brucei rhodesiens (Tbr). The chronic form (Tb
gambiense) is found in West and Central Africa while the acute form (Tb
rhodesiense) occurs in East and Southern Africa. Inhabiting the vast savannah

across sub-Saharan Africa, tsetse flies come into contact with humans, wild






animals, cattle and other domestic animals, all of which act as reservoirs for the

parasite.

The prevalence of the disease differs within and between countries. According to
WHO (2010), in the last 10 years, over 70% of reported cases occurred in the
Democratic Republic of Congo (DRC). In 2008 and 2009, the DRC and the
Central African Republic declared over 1000 new cases per year. Other countries
such as Angola, Chad, Sudan and Uganda declared between 100 and 1000 new
cases per year. On the other hand, countries such as Cameroon, Congo, Cote
d'lvoire, Equatorial Guinea, Gabon, Guinea, Kenya, Malawi, Nigeria, United
Republic of Tanzania, Zambia and Zimbabwe reported less than 100 new cases

per year (WHO, 2010).

Regional focus indicates that in East Africa, the disease is found in selected
areas of the three countries (Kenya, Uganda and Tanzania). In Uganda, the
disease is found in Busoga in the South-east and Arua in the North-west (Picozzi
et al, 2005). In Tanzania, the disease is found in areas surrounding the
Serengeti National Park (Sindato et al., 2008), while in Kenya it is endemic in

four districts bordering Uganda, namely, Busia, Bungoma, Teso, and Suba.

1.2 Disease Morbidity in Kenya
Sleeping sickness has been a problem for the health service system in Kenya

since 1900 with the peak of the disease burden being felt during the outbreak of






1954 where more than 450 people were infected with the disease (Figure 1.1).
Historically, the trend of sleeping sickness has been rising and dropping at
different times. However, from the year 1990, there has been a drop in numbers
of sleeping sickness patients treated at the hospital. For example, records show
that 95 HAT patients were diagnosed and treated for the disease in 1990. The
same records also indicate that the figures went down to 22 cases in 2002 and
only one case was reported in 2006 (Fig. 1.1) with an additional case detected in
2009. A point worth noting is that the records further indicate that virtually all
patients reported at the institution when they were in the second stage of the
disease (Unpublished KETRI sleeping sickness hospital reports). Conversely, on
the Ugandan side of the border, barely 10 kilometres away from the NSSRH,
health centres have continued to register a comparatively higher number of
cases. For example, in 2002, WHO estimated that Uganda continued to report

200 cases annually (WHO, 2002).

Sleeping sickness manifests itself in two stages. The first stage presents non-
specific symptoms such as headache, fever, sweating, and general body
weakness. If treatment is not given, the parasite invades the infected person’s
central nervous system thus setting in motion the second stage. This second
stage is characterized by such symptoms as anxiety, increased sleepiness,
insomnia (lack of sleep at night), drowsiness and uncontrollable urge to sleep

during the day (MSF, 2004; WHO, 2004; ADAM, 2005; Health-Cares, 2005).
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Figure 1.1: Sleeping Sickness Trends in Kenya 1950-2006

Source: Unpublished KETRI sleeping sickness hospital reports.

2006






Diagnosis of sleeping sickness relies on detecting parasites in the person’s blood
or lymph nodes. If initial diagnosis is positive, it is followed by a lumbar puncture,
a painful and potentially dangerous process, needed to determine whether the
parasites have crossed over to the central nervous system (second stage of the
disease). Determination of whether the patient is in the second stage is
necessary because the medicine used to treat second stage disease
(Melarsoprol®) is very toxic and may have fatal secondary effects. Thus,
treatment of the disease requires that the medicines are administered to only

those patients who need them (MSF, 2004; Thomas, 2004; Kuzoe, 2001).

The non-specific nature of symptoms presented by sleeping sickness patients
makes it necessary for diagnosis and treatment of the disease to be carried out
at specialized health facilities and by experienced personnel. In Kenya, there is
only one specialized health institution, the National Sleeping Sickness Referral
Hospital (NSSRH) based at Alupe that is mandated to provide health services to
sleeping sickness patients. Situational analysis of the disease in the country is

therefore, mainly premised on hospital admissions.






However, Kenyan patients sometimes cross over to Uganda Trypanosomiasis
Research Organization (now the National Livestock Research Institute [NALIRI]),
a hospital in Uganda near Tororo town that serves sleeping sickness patients. A
cross-border survey in 1998 indicated that 27 sleeping sickness patients from
Kenya were treated at the institution in that year (Unpublished KETRI sleeping

sickness hospital reports).

1.3 Indicators of Sleeping Sickness

In sleeping sickness-endemic areas, the presence of tsetse flies, movement of
people and animals within and out of the areas, as well as detection of
trypanosomes in livestock and other domestic animals would indicate a risk of
disease occurrence within the human population. This is particularly so when
there is animal and/or human movement (potential disease reservoirs) in and out
of sites characterised by comparatively higher disease prevalence as presented
by the Kenya-Uganda situation. Between the two countries, cross-border trade in
livestock and human movement particularly at un-official crossing points is

common.

Apart from detection of trypanosomes in animal blood samples, domestic
animals such as dogs with corneal opacity may also indicate a rise in human-
infective trypanosomes within the population. A study by Matete (2003) in Busia

and Teso districts in Kenya, revealed the presence of dogs with corneal opacity






within the population in the area and some vyielded human-infective
trypanosomes in their blood samples. This observation may indicate low level
presence of sleeping sickness among communities on the Kenyan side of the
border, a common characteristic of neglected diseases. The temporal decline in
admissions and treatment of sleeping sickness patients at the Kenyan sleeping
sickness hospital could, thus, be due to the presence of access barriers to health

services offered at the hospital.

The World Health Organization estimated that out of 60 million people at risk of
acquiring the disease in 1999, only 3 to 4 million were either actively screened or
had access to a health centre with the appropriate diagnostic and treatment
capabilities (WHO, 2001:89). On the other hand, studies by Odiit et al. (2004)
and Bukachi et al. (2009) in South-eastern Uganda and Western Kenya,
respectively, established the presence of inappropriate diagnosis of sleeping
sickness amongst health providers. The study by Odiit et al. (2004) revealed that
at first presentation, most (72.3%) of the patients were diagnosed and treated for
malaria and that only 22.6% of the patients were referred to NALIRI hospital for
treatment. The study further found that most of the patients (67.2%) that took part

in the study at first thought they had malaria while the rest suspected AIDS.

According to Mbulamberi (1989) and Okia et al. (1994), sleeping sickness is
likely to be highly under-reported as outbreaks tend to occur mainly among the

rural poor and during civil strife when control measures for the disease are






difficult to apply. At the end of the 1990s, WHO (1998:7) estimated that there
were approximately 300 000-500 000 new infections of both forms of sleeping
sickness per year but that only 45 000 were reported. A study by Odiit et al.
(2005:845) in Eastern Uganda projected that in every one reported sleeping
sickness infected person in the village, there are 12 others that are unreported.
These observations indicate a high level of under-detection of sleeping sickness

in affected areas (Odiit et al., 2005:840).

In many areas, sleeping sickness is mainly detected by passive case finding, with
patients presenting at a health facility for treatment and diagnosis based on
microscopic detection of trypanosomes (WHO, 1998). According to Cattand and
De Raadt (1991:805), microscopy as a diagnostic tool for sleeping sickness is
characterized by low sensitivity. Odiit et al. (2005:841) add that in a village setting,
effective detection of sleeping sickness through passive surveillance calls for
appropriate knowledge of the disease and the specialized treatment facility by
the concerned community members. However, due to under-detection, estimating

the true prevalence of the disease based on microscopy and passive surveillance is

difficult (Odiit et a/., 2005:840).

1.4 Statement of the Problem
The number of sleeping sickness admissions at the NSSRH has been
diminishing over the years. This has led to changes in control strategies aimed at

managing the disease within affected communities in Kenya. Ordinarily, during



times of disease outbreaks, active surveillance, a strategy that entails officers
from the hospital going to the community to establish disease status using
various diagnostic tests, was frequently used. With dwindling sleeping sickness
admissions at the NSSRH, passive surveillance, a strategy that requires people
who suspect sleeping sickness to present themselves to health facilities for

testing and treatment, has been depended upon for disease control.

However, the occurrence of sleeping sickness in Kenya is faced with two
contradictory observations. On one side, there is an observation of diminishing
numbers of sleeping sickness patients served at the country’s sleeping sickness
hospital (NSSRH). This may indicate that authorities have successfully controlled
the disease, putting the country on the verge of eliminating sleeping sickness as
a public health problem in Kenya. Indeed this triggered discussions over the
possibility of declaring Kenya sleeping sickness free. On the other hand, reports
as a result of field surveys in the period when there were diminishing sleeping
sickness patient admissions at the NSSRH indicate presence of tsetse flies, the
disease vector. Reports from the livestock department in the district have also
indicated that livestock trypanosomiasis is still one of the major diseases
affecting livestock production in the area. Livestock, wild and other domestic
animals act as reservoirs for sleeping sickness. Likewise, studies by Matete
(2003) in the district also isolated sleeping sickness-causing trypanosomes in
dogs with corneal opacity. This isolation of sleeping sickness-causing

trypanosomes in dogs in the research site, the proximity of the site to Uganda






where comparatively more cases were reported, treatment of 27 Kenyan
sleeping sickness patients in the Ugandan health facility (NALIRI Hospital) in
1998, and the diagnosis and treatment of a sleeping sickness patient in the
district in 2009 indicates that the disease is in circulation within the population
although in low prevalent rates. The occurrence of diseases in low prevalence

rates is a common characteristic of neglected diseases (WHO, 2004).

Studies have shown that the occurrence of a single sleeping sickness patient in
a community indicates presence of more patients within the population (Odiit et
al., 2005). Therefore, the observation of reported low numbers of patients served
at the NSSRH makes it logical to assume that there are more infected people
within the population. If this is the case, there could be factors that hinder people
from presenting to the NSSRH for sleeping sickness diagnosis and treatment.
Unpublished reports at the Trypanosomiasis Research Centre, an institution that
manages the NSSRH, indicate that little attention has been given to the influence
of anthropological factors on sleeping sickness management. Based on the
contradictory observations therefore, this study assumes that communities in
Kenya likely face social, economic and/or geographical barriers to accessing
formal sleeping sickness healthcare. This study was, therefore, designed to

answer the following questions:

1. What are the people’s knowledge of and attitude towards sleeping

sickness, its treatment procedure and the NSSR hospital?
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2. What factors influence the health seeking behaviour of the people living in
Teso district?

3. To what extent does referral advice or lack of it by health providers
influence utilization of services offered at the sleeping sickness hospital by

people living in Teso district?

1.5 Study Objectives

1.5.1 General Objective
To assess access barriers to formal health services offered at the National
Sleeping Sickness Referral Hospital (NSSRH) based at Alupe in Teso District,

western Kenya.

1.5.2 Specific Objectives
1. To examine people’s knowledge and attitude to, sleeping sickness, its
treatment and the NSSR hospital.
2. To determine the factors that influence health-seeking behaviour of people
living in Teso district.
3. To establish the extent to which formal health providers offer referral

advice to people living within Teso district.

1






1.6 Rationale of the Study

This study provides valuable information about knowledge levels of people living
in Teso district relating to sleeping sickness, the NSSRH and their overall
perception of the disease and hospital. An establishment of this knowledge is
important because it points out barriers that may negatively affect disease control
strategies. Knowledge about this kind of barriers is also important in pointing out
areas that need corrective action through community sensitisation during disease

control activities.

Whereas passive surveillance is a method of choice to detect and treat diseases
such as sleeping sickness that are characterised by low morbidity compared to
diseases such as malaria (Odiit et al., 2005:841), there are fundamental
prerequisites that need to be fulfiled before successful operationalization of this
ideological structure. The basic assumption is that people’s health seeking
behaviour and the referral system in the health provision infrastructure work
synergistically in favour of passive surveillance. However, because knowledge
about if, how and when formal health providers offer referral services to
community members in the research site was lacking, this made it important that
such information is established. Understanding people’s health-seeking
behaviour and determinants for the behaviour is helpful to formal health providers
in understanding their clients better and thus put in place mechanisms that may

surmount any barriers that would otherwise have prevented people from seeking
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proven effective formal health services. This would make effective control of

health problems such as sleeping sickness in the country achievable.

The findings should also offer an additional explanation as to why virtually all
those admitted at the sleeping sickness hospital have always been in the late
stage of the disease. The findings also shed more light on the reasons why
patients cross the international border to Uganda to search for sleeping sickness

health services.

Apart from providing information that can contribute to the desired effective
management of sleeping sickness, this study’s findings also makes important
contributions to the enrichment of anthropological theory relating to the local
people’s health-seeking behaviour. The generated anthropological information
also provides valuable input in the debate about the status of sleeping sickness

in Kenya.

1.7 Assumptions of the Study

The following three assumptions guided the research.

1. The people of Teso District have basic knowledge of sleeping sickness but

have negative attitude towards its treatment procedures and the Sleeping

Sickness hospital.
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2. Perceived disease causality determine the health-seeking behaviour of
residents of Teso District.
3. People living within Teso district do not receive appropriate referral advice

from formal health providers within the district.

1.8 Scope and Limitations of the Study

In Kenya, the traditional foci for sleeping sickness and the catchment area for the
sleeping sickness referral hospital based at Alupe extend beyond the
administrative boundaries of Teso district. The other foci include areas in districts
such as Suba, Bungoma and Busia. This study’s coverage was restricted to the
four divisions of the larger Teso district (Now South and North Teso districts) and
did not extend to the other known traditional foci areas because these were not

relevant to the research problem at hand.

This study was anthropological in nature. Therefore, details such as obtaining
samples from local inhabitants to establish presence of trypanosomes in the

blood was not carried out.

Language was also a barrier. This was because the study design required that
there was direct face to face interview with respondents. However, this limitation
was surmounted through recruiting and training of research assistants who were

native speakers.
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In the structured questionnaire, some questions such as enquiries about whether
any member(s) of their families had ever suffered from sleeping sickness
required them (respondents) to exercise their recall capability. The researcher
took cognisance of the fact that there was a possibility of getting inaccurate
information due to recall period. To surmount this methodological hurdle, the
researcher also used other methods such as focus group discussions and key

informant interviews for triangulation purposes.
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1.9 Definition of Terms

Barriers
Any factor whether financial, environmental, social, cultural or infrastructural that

may prevent people from utilizing services at the National Sleeping Sickness

Referral Hospital (NSSRH) at Alupe.

Formal/biomedical Health Services
Health services offered at health institutions within the research site. The
services offered here are biomedical in nature and include diagnosis, treatment

and referral services.

lliness
This stands for culturally specific perception of loss of health. In broad terms, it
may be viewed as a sociological definition of disease. In this study, illness results

from pathogenic and /or humanistic agents.

Health
As defined by the World Health Organization, health is a state of complete
physical, mental and social well-being and not merely the absence of disease or

infirmity. This definition was also adopted by this study.
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Tradition Medical Practitioners

People involved in the provision of traditional medical services based on non-
western principles. The services here include use of herbal and other non-
modern substances and procedures to cure disease. In the research site they

include the musebe people.

Health Seeking Behaviour

This refers to all the actions taken and options used by community members
perceived to be ill in their endeavour to restore and/or maintain their state of
health. The actions include use of biomedical health services and/or traditional

medical practitioners.
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CHAPTER TWO
LITERATURE REVIEW

2.1 Introduction

This chapter presents a review of literature relating to sleeping sickness. It
focuses on the disease, its causative agent and the general impact of
trypanosomiasis on human communities and their livestock. The historical
perspective of HAT in Kenya and literature on health seeking behaviour and the
determinants of the behaviour in affected communities is also presented. The
chapter further explores some of the theoretical perspectives that explain
observable health seeking behaviour in different communities and ends with a

discussion of the theoretical framework which guided the study.

2.2 Sleeping Sickness

Human African Trypanosomiasis (HAT) or sleeping sickness is a vector-borne
disease caused by the parasite Trypanosoma brucei (Tb). In East Africa, the
parasite that causes HAT is T.b. rhodesiense while in West Africa the parasite
mainly responsible for sleeping sickness is T. b. gambiense. This disease is a
major public health problem in sub-Saharan Africa where it affects mainly the
rural poor (Lutumba et a/., 2007). The disease occurs only in sub-Saharan Africa,
in regions where the tsetse fly (vector) is found. However, in Kenya, for unknown
reasons, there are many areas, such as North-Eastern, Eastern and Coast

Provinces where tsetse is found but sleeping sickness is not. The rural
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populations that live in such environments and depend on them for agriculture,
fishing, animal husbandry or hunting are the most exposed, along with their

livestock, to the tsetse bite.

Sleeping sickness affects remote and rural areas where health systems are least
effective, or non-existent. The disease spreads with socio-economic problems
such as political instability, displacement of populations, war and poverty. It
develops in foci whose sizes can range from a village to an entire region. Within
a given focus, the intensity of the disease can vary considerably from one village

to the next (WHO, 2001; Bukachi, 2007).

The World Health Organisation estimated that in the affected areas of Africa,
about 300,000 people were infected with sleeping sickness in 2004 and over
60,000 people die from the disease every year (MSF, 2004). The parasite
causing sleeping sickness is transmitted to humans through the bite of infected
tsetse flies. Tsetse flies, humans, cattle, other domestic and wild animals act as

reservoirs for the parasites (MSF, 2004; WHO, 2004).

When a person is infected, sleeping sickness progresses in stages. The non-
specificity in symptoms of the first stage makes it difficult for non-specialised
personnel to diagnose the disease. However, when proper diagnosis is done, this
stage is relatively easy to treat. If no treatment is given, the parasites cross over

to the infected person’s central nervous system and the second stage sets in.
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This can be as early as a few weeks or as late as several years after infection

(MSF, 2004:2). If no treatment is done, the patient ultimately dies.

Prevalence of sleeping sickness in an area is likely to be driven by different
environmental, climatic and social factors associated with the presence and
density of tsetse flies (Berrang-Ford et al., 2006; Rogers and Randolf, 1993).
Courtin et al. (2005) add that the introduction of the parasite in an area, the
presence of reservoir host species and the frequency of human-fly contact also

contribute to the prevalence rate of the disease.

Spatial analysis and geographic information systems (GIS) have been applied
increasingly to the understanding of infectious disease epidemiology in recent
years. This has also included the analysis of sleeping sickness (Fevre et al.,
2001; Courtin et al.,, 2005; Zoller etal., 2008), animal trypanosomiasis (Flendrickx
et al., 2000) and tsetse distribution data (Rogers and Randolph, 1993).
However, according to Odiit et al. (2006:355), the factors that control the
distribution of the disease within small areas are poorly understood, though this
knowledge would be of practical use for the targeting of control efforts and the
prevention of further spread. Previous studies have linked the distribution of
sleeping sickness in Uganda with proximity to areas of swamp and low
population densities (Zoller et al., 2008). In addition, several studies have
examined the distribution of the tsetse fly, the disease vector, with a number of

environmental variables found to have significant correlations with their
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distribution. These factors include the distribution of green vegetation cover
(Normalized Difference Vegetation Index [NDVI]), humidity, temperature, rainfall

and elevation (Rogers and Randolph, 1993; Robinson et al., 1997).

Batchelor et al. (2009:9) observe that there was an increased risk of sleeping
sickness in villages closer to livestock markets than in villages farther away. This
suggests that the spread of the disease may result from the continued movement
of untreated cattle. The distribution of specialized health facilities for
management of sleeping sickness may also affect disease distribution. According
to Odiit et al. (2004:342), studies have shown that levels of geographical
accessibility to treatment facilities have an effect on the observed spatial
distribution of sleeping sickness. Thus, a smaller number of cases has been
reported from areas which are farther from the treatment centres. Other factors
contributing to the distribution of sleeping sickness include movement of

untreated livestock from trypanosomiasis affected areas to comparatively less

affected areas (Fevre et al.,, 2001:627).

In many areas, despite reinforced policy regarding the treatment of livestock for
trypanosomes prior to movement from endemic areas, because of some factors,
little input towards fulfillment of policy direction seems to be done (Wendo, 2002).
The stringent implementation of regulations requiring the treatment of cattle prior
to sale at livestock markets should be a priority for affected areas. Tsetse control

efforts may be more efficiently targeted to areas surrounding livestock markets to
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prevent the establishment of transmission in previously unaffected areas

(Batchelor et a/., 2009).

2.3 Disease Management and Control

2.3.1 Disease Management

Management of sleeping sickness is carried out through diagnosis and treatment.
Diagnosis of the disease relies on detecting parasites in the person’s blood or
lymph nodes. If the initial diagnosis is positive, it is followed by a lumbar
puncture, a painful and potentially dangerous manoeuvre needed to determine
whether the disease has reached its second stage. However, according to MSF
(2004:2), the current diagnostic methods are difficult to use particularly in

resource-poor settings as obtaining accurate results requires highly skilled staff.

Because of this difficulty, many sleeping sickness-infected people go
undiagnosed and die from the disease unreported. According to Odiit et al.
(2005:846), it is estimated that approximately 85% of the patients who die
undiagnosed do enter the health system at some stage, and that one-third of
those that do enter the health system die undiagnosed. It would thus be expected
that less-developed areas would have a high rate of under-detection, and hence

higher disease-related mortality, than areas with close proximity to specialized

health facilities.
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However, according to Malele et al. (2006:84), most health facilities in Third
World countries have inadequate capacity in human resource and diagnostic
services. Finding malarial parasites in the blood of a patient with sleeping
sickness is not unusual, and can mislead clinicians, diverting their attention from

the diagnosis of trypanosomiasis and other haemoparasites.

The non-specific nature of symptoms makes it imperative that effort is made to
distinguish sleeping sickness from other infections such as malaria, tuberculosis,
HIV infection, leishmaniasis, toxoplasmosis, hookworm infection, typhoid, and
viral encephalitis (Atouguia and Kennedy, 2000:346). This is because all the
above diseases have body weakness, wasting and fever as symptoms. Atouguia
and Kennedy (2000:352) further observe that anti-malarial treatment may
actually reduce the fever due to sleeping sickness, thus confounding and
delaying the correct diagnosis. In most cases, sleeping sickness and malaria co-
exist in the affected environments. This may partly explain the reasons for the
delay in the confirmatory diagnosis of sleeping sickness cases (Sindato et at.,

2008 179). Environmental conditions, infrastructural and socio-cultural barriers

« . thp effectiveness of disease control programmes. WHO
may afso arreci u

current sleeping sickness control activities reach only 10% of

persons at risk (Lutumba et R005:248).

Once parasites are Hgi%rct&d in an individual's system, the next step will be
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tap) to establish if the disease parasites have crossed over to the central nervous

system.

The presence of the trypanosomes in the central nervous system (in the
cerebral-spinal fluid) indicates that the patient is in the second stage of the
disease. The first stage is represented by restriction of the parasites in the blood.
After determining the stage of the disease, treatment is commenced. The
treatment of sleeping sickness involves the use of chemotherapy. The drugs
used in the treatment of sleeping sickness are stage specific. According to WHO
(2004) and MSF (2004), first stage sleeping sickness can be treated with two
existing drugs, Pentamidine® and Suramine®. These drugs were developed in
the 1920s and 1940s, respectively. Suramin® is used to treat sleeping sickness
caused by Tb rhodesiense. This drug has severe side effects and the treatment
course takes five weeks to complete. Pentamidine®, used against T.b.

gambiense, is usually well tolerated but must be injected in muscles (MSF, 2004;

WHO, 2007).

Most infected people only seek treatment when the disease has already
advanced to the second stage (Unpublished KETRI Reports). The most common
treatment at this stage against both parasites is the use of Melarsoprol® (Thomas,
2004:4). Introduced in 1949, Melarsoprol® is so painful when injected and so
toxic that it kills one in every twenty patients receiving it (MSF, 2004:2).

Furthermore, the drug is becoming less effective. In some areas, such as Omugo
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in Uganda and Ibba in Southern Sudan, in addition to its harmful side effects, the
drug has also been found to have a failure rate of up to 30% of patients treated

(MSF, 2004:2).

According to Fe'vre et al. (2001) and Welburn et al. (2001), there is need to
improve surveillance of sleeping sickness. Strategies that improve both passive
and active case findings should be operationalized. These should also include
increased awareness among the affected communities and, most importantly,
health workers, as well as a commitment of more resources by authorities for
health services at the local level. Given the high mortality that characterizes this
zoonotic disease during outbreaks, preventive measures such as chemotherapy
of the livestock trypanosomiasis can greatly reduce the risk of outbreaks
occurring in sleeping sickness endemic areas like eastern Uganda and western
Kenya (Wendo, 2002). Wendo (2002) adds that these areas have predominantly

been characterized by both livestock production and cultivation of land for

consumption and commercial purposes.

2.3.2 Disease Control

Control of sleeping sickness largely depends on vector control and disease
treatment in livestock. Livestock and wild animals act as reservoirs and sustain
the disease in communities. According to Thumbi et al. (2010:2), an estimated
45-50 million cattle are at risk of infection in Kenya, with an estimated economic

loss of up to US$ 1.3 billion in cattle production.
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Records relating to livestock trypanosomiasis at the Teso District Zoologist's (DZ)
office indicate that all the divisions within the district reported presence of the
disease in livestock in the first quarter of 2010 (Figure 2.1). However, the District
Zoologist noted that the livestock trypanosomiasis cases were on a reducing
trend compared to the preceding years. According to the Teso District Livestock
Production Officer (DLPO), the reduced monthly figures for reported livestock
trypanosomiasis cases was due to encouragement of farmers by the veterinary
and livestock production offices to use community crush pens and utilization of
acaricides that were used to control both tsetse and ticks in livestock. However,
according to reports at the District Zoologist’s office, in 2010, the district had at
least 100 trypanosomiasis reported cases every month. The zoologist indicated
that the most affected division in the district was Angurai with 262 reported cases

while the least affected was Amukura division with 96 cases (Figure 2.1).
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The disease also has public health implications and on this, Schofield and
Kabayo (2008) and Madanitsa et at. (2009), state that its public health
importance has led to attempts to control the disease nationally and regionally
with initiatives such as the Pan Africa Tsetse and Trypanosomiasis Eradication
Programme (PATTEC) and the East African Network for Trypanosomiasis
(EANETT). These initiatives have supported active surveillance amongst human

populations and general tsetse and trypanosomiasis (T&T) control activities in

affected areas.
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According to Kuzoe and Schofield (2004:12), control measures for sleeping
sickness include continuous surveillance of the population at risk, treatment of
infected people and suppression of vector density using insecticide impregnated
traps and targets. Along with this, an equally important aspect in tsetse and
sleeping sickness control is participation of the communities at risk. However,
community participation is minimal in most endemic areas. This has been
attributed to community knowledge gaps about the disease and the vectors
(Mboera et al.,, 2005). Limited community knowledge about any disease not only
has a negative impact on success of prevention and control measures but also

on health seeking behaviour (Kinung’hi et al., 2006:170).

In Malawi, Madanitsa et al. (2009:22) found that sleeping sickness cases tended
to cluster in close proximity to animal reservoirs such as game parks. This is also
consistent with findings of Kaare et al. (2007). Madanitsa et al. (2009:24) further
observed that men were affected more than women. This could be attributed to
greater exposure of men to the parasite because of the nature of the activities
that they engage in. These activities include poaching, honey gathering and
encroachment on the game reserve to clear land for tobacco farming, which is a
major economic activity in the northern region of Malawi. It is within the same
vein that the greater proportions of cases are adults owing to activities that bring

them into contact with the infected vectors.
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2.4 Impact of Trypanosomiasis

Trypanosomiasis is a disease of major economic importance due its effect on
both humans and their domestic animals, especially cattle. According to
Mulumba (2003) and Abenga et at. (2003), the disease is responsible for three
million livestock deaths and 55,000 people deaths in Africa annually. Geerts and
Holmes 1998 (quoted in Samdi et at,. (2010:47) further estimate that about 35
million doses of trypanocidal drugs are administered to livestock annually for

curative and chemoprophylaxis in Africa.

An outbreak of trypanosomiasis causes large losses in livestock numbers.
People are also forced to leave tsetse infested areas to less affected areas. This
leads to changes in settlement patterns and increases population density of the
destination areas (Swallow, 2000; WHO, 1998; Samdi et at., 2010). For example,
an outbreak of bovine trypanosomiasis in Lere district of Kaduna, Northern
Nigeria, led to livestock deaths and migration of the semi-nomadic Fulani people

from the area (Abenga et a/., 2003:109).

In the case of sleeping sickness, the disease reduces productivity of the affected
people. Family members who take care of the ill abandon their normal routine
work and affected school-going children may also drop out of school and assume
the responsibilities of more mature members of the community. This may sustain

illiteracy rates and levels of poverty in the affected communities (WHO, 1998:43).
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The effects of poor health also go far beyond physical pain and suffering. As a
result of poor health, learning is compromised, returns to human capital diminish,
and environments for entrepreneurial and productive activities are constrained
(World Bank, 1994:15). According to Bukachi (2007:31), poor health imposes
immense economic costs on individuals, households and society at large. It is

evident that better health can contribute positively to economic outcomes in

Africa.

If left untreated, sleeping sickness leads to death. The problems associated with
this diseases, at times transcend treatment. Besides long hospitalization during
treatment, some patients suffer life-long disease side effects such as reduced
libidinal energy and mental disturbances. The long hospitalization may also
negatively affect agricultural-based economies because the affected population
may be unable to work (Kuzoe, 2001; WHO, 1998). Patients may also develop
functional incapacities that increase their dependence on other community
members. Moreover, time and money spent in search of cure may be a serious
drain of the family’s resources. At community and family levels, mental
confusion, personality and behavioural changes which often result when the
trypanosomes enter the central nervous system (late stage of the disease), may
lead to divorce and break-up in homes. This may also present unfavourable
social environment for bringing up of children as well as lead to stigmatization of

the patient and the family. In some cases, such people become mentally
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disturbed, suicidal and violent. They may, therefore, constitute a danger to

themselves and the community (Kuzoe, 2001; Bukachi, 2007).

According to Aroke et al. (1998:833), studies in Uganda have observed that
sleeping sickness has adverse impacts on the functioning of households. These
impacts include increased poverty and decline in agricultural activities, often
leading to famine or lack of basic food security. In addition, the researchers
involved in the studies noted that the disease caused disruption of children’s

education and led to reversal of gender roles and obligations (Aroke et al.,

1998:834).

An epidemic of sleeping sickness creates a climate of panic that finally makes
the survivors abandon fertile land and their homes. Sleeping sickness also
creates social problems that completely change relationships and even cultural
values. Fear is aggravated by traditional beliefs that sickness and death are the
result of witchcraft, religious influences or wrong doing in the family. For
example, in the Niger Delta in Nigeria FIAT is regarded as a contagious disease.
In this case a person suspected of suffering from the disease is stigmatized,
isolated and put into quarantine (Airauhi et al., 1999; WHO, 1998). This may

increase loneliness and suicidal tendencies amongst sleeping sickness suspects.
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2.5 History of Sleeping Sickness in Kenya

Initial researchers who preoccupied themselves with the study of sleeping
sickness believed that the disease was a problem restricted to the Busoga area
of Uganda. However, Christy (1903, quoted in Wellde, 1989:1), believes that
sleeping sickness extended across the Kenya-Uganda border in 1901 and

spread beyond Kisumu into South Nyanza and progressed into Tanzania.

In 1904, the authorities in Kenya, under the leadership of Dr. Wiggins, then the
Medical Officer of Health (MOH) in Kisumu, had the desire to understand the
epidemiology of the disease. The causative agent of sleeping sickness was at
the time still only a speculation (Wellde, 1989:3). At the beginning of his
fieldwork, together with his team, Dr Wiggins failed to detect the disease in
people in Karachuonyo. However, farther south at Homa Bay, sleeping sickness
cases were found in every village. Tsetse flies and sleeping sickness were found
in South Nyanza along the Lake Victoria shore line at Gembe, Rangwe, Utegi
Karungu and Kadem Point. Disease prevalence and the fly population were

particularly heavy at Kadem Point near the mouth of river Kuja (Wellde, 1989:3).

On Rusinga Island, Dr. Wiggins found a few sleeping sickness cases. In Central
Nyanza, on Mageta Island, Dr. Wiggins learned from a local chief that about 500
inhabitants had died from the disease leading to abandonment of the area.

Farther north, at Sio Port and Yala, Dr. Wiggins found a high prevalence of
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sleeping sickness, a large population of tsetse flies and a shoreline with very
heavy vegetation. At Nzalagobe Hill, flies were numerous around villages where
most of the inhabitants were infected with two or three deaths daily (Wellde,
1989:3). Dr. Wiggin’s visit to these areas confirmed the association between
tsetse and sleeping sickness. This associated link propelled the colonial

authorities to put in place measures to control the disease and the vector

(Wellde, 1989).

Control of sleeping sickness started in 1909 with the signing of the Anglo-
German Sleeping Sickness Agreement. The agreement was designed to prevent
movement of populations across the Kenya-Tanganyika border. This was
followed by construction on an isolation and treatment camp at Kanyamkago. By
about 1912, the epidemic appeared to have receded and the sleeping sickness

camp was abandoned (Kenya Government, 1912, quoted in Wellde, 1989:4).

However, in 1917, a report indicated a re-emergence of sleeping sickness along
Sondu and Awach rivers and at Gembe in South Nyanza where the District
Medical Officer (DMO) advised on bush clearing and increased agricultural
activities to destroy the tsetse habitats. The areas were later classified as unfit for
human habitation due to tsetse infestation and proclaimed a prohibited zone
under the Native Authority Ordinance and many people were moved to other

regions (Kenya Government, 1940, quoted in Wellde, 1989:4).
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In the 1940s, control of sleeping sickness saw the introduction of increased
tsetse control using insecticides. Initially DDT® was used but later Dieldrex® was
found to be more effective in tsetse control. The insecticide was sprayed in the
affected riverine areas and lakeshores. Early in the 1950s, it was found that a
maijority of areas targeted had experienced effective tsetse control (Glover, 1962,
quoted in Wellde, 1989:6). However, reinvasion of cleared areas by tsetse flies
was found in 1959. It, therefore, became apparent that for sustained tsetse
control, constant vigilance and treatment of re-infested areas was necessary.
Tsetse control operations with the application of Dieldrex® continued in the early
1980s with activities concentrated in Lambwe Valley (Waema, 1984, quoted in
Wellde, 1989:7). This concentration of tsetse activities witnessed effective control

of sleeping sickness in the region at the time (Wellde, 1989:7).

However, there was re-emergence of sleeping sickness in the country in the late
1990s. This saw a total of 95 patients admitted at the sleeping sickness referral
hospital at Alupe (Unpublished hospital reports). Thereafter, the number of

recorded cases has been marked by fluctuation (Figure 2.2).
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Figure 2.2: Sleeping Sickness Cases Treated at NSSR (1990-2010)

Source: Unpublished Hospital Data

2.6 Perceptions of Disease and Health-seeking Behaviour

Across cultures worldwide, the way people define and respond to iliness is
learned and varies from one society to another. In different cultures, similar
symptoms may be atiributed to different causes and, as a result, different
communities view and treat their illnesses in varied ways (Logan, 1978.159).
Ward et al. (1997:23) argue that people’s beliefs about the cause of an illness

influence where and how patients from the community seek health services.
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According to Nyamwaya (1986a) and Whyte and Kariuki (1997), the Luo of
western Kenya believe that chronic wasting and debility in an individual is caused
by a ritual impurity locally known as chira. Chira is believed to be caused by
individuals not adhering to the community’s cultural norms. Some of the reasons
blamed for chira include: a man having sex with the wife of a living brother, a
breastfeeding mother meeting a woman whose child has just passed away, a
man having sexual relationship with a woman who is sexually related to his
son/sons, an unmarried girl sitting or sleeping on her parents bed and a man
neglecting his senior wives in favour of the younger wives (Wanjala, 2000:6).
linesses perceived to be caused by chira may therefore not be treated at formal
health centres. In this case the affected people are more likely to seek for health

services from traditional medical providers.

Among the Banyole of Uganda, when a person is unjustly or mistakenly killed by
a relative, he or she becomes a spirit called omuhieeno (Whyte, 1997:132).
Omuhieeno is believed to retaliate against the killer by causing diseases and,
ultimately, death to his or her children down through generations. According to
these people, the protection of children from this kind of illnesses can only be
done through the use of amulets. In such a case, therefore, people are less likely

to go to formal health providers for health services.

Apart from disease causality theories, people’s perceptions about disease

identity and the ultimate reaction from the other community members to the
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disease influences health seeking behaviour of the affected individuals.
According to Bukachi (2007), sleeping sickness is sometimes erroneously
attributed to HIV/AIDS or witchcraft. This causes the patients to be stigmatized
and may lead to adverse social and economic effects on HAT affected
households. The wrongful association of HAT to HIV/AIDS or witchcraft may

also lead to delay in seeking treatment (Bukachi 2007:166).

Perception of the seriousness of an illness by community members may also
influence their health-seeking behaviour. Nichter (1991, quoted in Helman,
1994:366) points out that in some communities in the Philippines, diarrhoea
associated with dysentery may be considered more serious than ordinary
diarrhoea. Fever and pain, not blood in the stool, were seen as the reasons for
going to hospital for treatment. However, in Sri Lanka, bloody diarrhoea is
associated with ‘heat’ trapped in the body and such an illness is treated by
ingesting ‘cooling substances’. Some people, therefore, refuse antibiotics as they
look at them as dangerous heating agents. In contrast, others refuse to use oral
re-hydration salts (ORS) for watery diarrhoea because cultural beliefs dictate
drying of the watery stool during diarrhoeal episodes. However, even in cases
where there is general agreement about hospitals being the only capable
sources of effective health services, people also exhibit preference for some
health facilities to others. Some of the factors that determine people’s choice of

health facilities include perceived quality of service, distance to the health
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facilities from the people’s homesteads and the cost of health services (Wanijiru,

2011:440).

2.7.1 Factors Influencing Patients’ Choice of Health Facilities

The choice of where an individual goes for health services is largely dependent
upon decisive conclusions made by the concerned person. Many factors have
been observed by researchers as having an influence on decisions about which
health facilities to go to in the event of an iliness. Top on the list of factors is the
cost of health services offered. In rural areas where most of the people are poor,
the cost of services has been noted as the greatest single determining factor.
According to Collins et al. (1996:61), poor people are more sensitive to service

cost changes and the income of poor households strongly influences the choice

of their health provider.

Some researchers have observed that user fees introduced by many African
governments during the 1980s led to a decline in public hospital attendance. For
example, in Tanzania, studies carried out by Hussein and Mujinja (1997:749) in
hospitals noted that utilisation of outpatient services in government-owned
hospitals in Dar es Salaam declined by more than 50% following the introduction
of user charges. In Ghana, the scheme resulted in a drop in attendance at health

facilities, especially in the rural areas and one of the reasons given was the high

cost of care (Asenso-Okyere, 1995.87).
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Kenya introduced user-fees in public health facilities as a cost-sharing
programme in 1989. The authorities in the Ministry of Health noted that the
introduction of this programme was followed by an average reduction in
utilisation of outpatient services by 27% at provincial hospitals, 45% at district

hospitals and 33% at health centres (Collins et al., 1996:52).

Many researchers have found an association between cost of health services
and attendance to health services particularly for outpatient services. Litvack and
Bodart (1993) for Cameroon, Lavy and Germain (1994) for Ghana, Gertler and
Van der Gaag (1990) for Cote d'lvoire and Ngugi (1999) for Kenya, all found that

the introduction of user fees reduced the usage of public health services

particularly among the poor.

Mwabu et al. (1994) and Hutchinson (2001), however, found a strong association
between utilisation of health services and distance. They found that those
households that were far from health facilities were less likely to use the facilities
often compared to those that were located close to the facilities. Hutchinson’s
(2001:428) survey among Ugandan households found that for every kilometre

travelled to the health unit, usage fell by approximately 1%.

The choice of the facility where a patient is taken for treatment is largely made in
the household by parents, guardians or relatives. However, at times, patients

make decisions about where to go for health services. This happens particularly
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when the patients are decision-makers within their respective households (Furuta

and Salway, 2006:24).

Apart from household decisions, factors related to health infrastructure such as
distance to the health facilities from the household, quality of service offered by
the facilities and hospital charges influence facility choice and attendance.
However, a study by Egunjobi (2002:265) in Nigeria established that personal
factors such as connections with hospital staff, religion and income levels of the
affected patients also determine which hospital or health facility to go for health
services. King'ola (2010:63) adds that other factors such as gender roles, more
particularly the many roles played by women in households, and lack of
awareness about the services offered by health facilities negatively influenced

utilization of health services by women in Kilome, Makueni (now Mukaa )

District.

2.8 Theoretical Perspectives on Disease and Health-seeking

Behaviour

Communities have different ways of approaching health, disease and misfortune.
In the event of illness or misfortune, particularly when faced with uncertainty
relating to cause, family members engage in activities aimed at getting answers
about the causative agent(s) and the mechanisms of restoration to what is

perceived to be normalcy. In most cases, conclusions made influence the health

seeking and maintenance behaviour (Venkatraju and Prasad, 2010:27).
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Health-seeking behaviour studies acknowledge that health control tools, where
they exist, remain greatly inadequately used. Understanding human behaviour is
a prerequisite to changing behaviour and improving health practices (Hausmann-
Muela ef al, 2003). Experts in health interventions and health policy have
become increasingly aware about the influence of human behavioural factors in
quality health care provision. In order to respond to community perspectives and
needs, health systems need to adapt their strategies, taking into account the
findings from behavioural studies (Hausmann-Muela et al,, 2003:3). Researchers
in the area of health seeking behaviour have utilized theories and models to

focus their studies. Some of these models and theories are reviewed below.

2.8.1 The Health Care Utilisation Model

This model was proposed by Andersen (1968). The gist of the model| is treatment
selection. The model includes both material and structural factors, which
influence choice of treatment options. The model identifies, in a logical sequence,
three clusters or categories of factors which can influence health seeking

behaviour. These factors are predisposing, enabling and need factors.

i.Predisposing factors

These include factors such as age, gender, religion, prior knowledge about

disease and general attitude towards health services from the option in
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consideration. For an individual to utilize health services, they must be aware of
the existence of the services, the social environment in which they live (gender,
religion, possession of formal education), must be permissive to the health action
and must have positive attitude towards the offered health services (Andersen

1968, cited in Hausmann-Muela et al., 2003:12)

ii.Enabling factors

Utilization of a health system is dependent on factors that facilitate accessibility
of the offered services to targeted individuals. These factors include availability of
the services to be offered and resources to enable health service seekers to

access the rendered services (Andersen 1968, cited in Hausmann-Muela et al.,

2003:12).

iii. Need factors

These include perception factors. For an individual to utilize health services
related to a particular heaith condition, factors such as perception of severity,
total number of sick days, total number of days in bed and days missed from

work or school, among other factors, influence health seeking behaviour

(Andersen 1968, cited in Hausmann-Muela et al., 2003:12)
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The model was specifically developed to investigate the use of biomedical heaith
services. The use of this model has, however, been extended to include studies
on other health care sectors such as traditional medicine and domestic
treatments (Weller et al., 1997). Figure 2.3 presents a combination of factors that

influence health seeking behaviour.

Predisposing Enabling Need

factors factors factors

Figure 2.3: Anderson, 1968’s Steps in Health Care Utilization Model

(Source: Hausmann-Muela et al., 2003:12)

Whereas the model acknowledges perception about disease to be an important
determinant of choice of health care option, it does not address perception about
the treatment procedure or institution, factors that may influence one’s utilization
of a health service provision option. The model is also silent on the individuals’
knowledge about disease and seems to give more weight to the social
environment as determinants for health care choices. Finally, the model does not
address disease causality and its influence on health seeking behaviour. The

model did not, therefore, fully address the areas that the project sought to cover.
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2.8.2 The Pathway Model

This model was developed by Janzen (1978) and focuses on pathways followed
by patients while seeking health restoration in an event of illness. Starting with
recognition of symptoms, the model centres on the path that people follow in their
search for health services. The model situates the patient at the centre of a social
group, ‘significant others’ that plays an important role in disease management

and establishment of the treatment option to be visited (Fig. 2.3).

According to Janzen (1978, quoted in Hausmann-Muela et al., 2003:15)
‘'significant others’ are part of the ‘therapy management group’, which is key to
understanding decision-making in therapeutic processes. However, Hausmann-
Muela et al. (2003:15) are of the opinion that the emphasis on ‘significant others’
as key to understanding therapeutic decisions in communities stresses the
pivotal role of extended groups of relatives and friends in illness negotiation ang

management and challenges the role played by the individual in health

management.
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Traditional Practitioner

n Of “Signiﬁcant Therapy Self‘treatment:
> others” > hoice Home remedies; shop
medicines; chemist;

market; herbalist, etc.

Biomedical Practitioners:
Government; Private

Figure 2.4: Janzen's Pathway Model (Janzen, 1978, presented in Hausmann-Muela et al.., 2003:15). The

grey arrow indicates that people can move from one sector to another.

This model overlooks the influence of past disease experiences on individuals’
health seeking behaviour. The individual perception about disease, treatment
and health facilities is not recognized as a role player in an individual’'s health
seeking behaviour. The individual is not also seen as a decision-maker in health
care choices but the social grouping in which he or she belongs. Therefore, the

Pathway model does not fully address all the areas that the project sought to

Cover.

2.8.3 Social Learning Theory

Social learning theory was proposed by Bandura (1977). The theory looks at

behaviour as being shaped by events within the environment and views the
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individual as an active participant in his or her behaviour, interpreting events and

selecting courses of action based on past experience

However, according to Rosenstock et al. (1988:176), the theory does not
acknowledge an individual's perception of disease or health provider as an
important determinant of health seeking behaviour. It does not also address cues
to action within the health provision infrastructure such as referral services or
health related advertisements within the environment that may influence health
seeking behaviour. The theory concentrates on past experiences. Therefore, the

social learning theory did not provide an appropriate framework for the study.

2.9 Theoretical Framework
To answer the research questions this study utilized two theoretical frameworks,

namely, the health belief model (HBM) and the disease theory (DT).

2.9.1 Health Belief Model (HBM)

The health belief model is a psychological model that attempts to explain and
predict health behaviours by focusing on the attitudes and beliefs of individuals.
The model was developed as part of an effort by social psychologists in the
United States Public Health Service (USPHS) to explain observed poor public
participation in health screening and prevention programmes particularly during
the free and conveniently located tuberculosis project (FHI, 2004:2). Since then,

the HBM has been adapted to explore a variety of health behaviours, including
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sexual risk behaviours and the transmission of HIV/AIDS. According to
Rosenstock et al. (1994:14), the key variables of the HBM include perceived

threat, perceived benefits, perceived barriers and cues to action.

The perceived threat consists of perceived susceptibility (one’s subjective
perception of risk of contracting a health condition) and perceived severity (the
feelings concerning the seriousness of contracting an illness or the
consequences of leaving it untreated-including both medical and social
consequences). Perceived benefits include the believed effectiveness of
strategies designed to reduce the threat of illness. On the other hand, perceived
barriers constitute the potential negative consequences that may result from
taking particular health actions, including physical, psychological and financial
demands. Finally, cues to action include events, either bodily such as disease

symptoms, or publicity that motivate people to take action (FHI, 2004; Eisen et

al., 1992).

2.9.2 Disease Theory (DT)

Disease theory was conceptualised by Foster and Anderson (1978). The theory
deals with causality, the explanations given by people to account for the loss of
health. Explanations such as breach of taboos, an upset in the hot-cold balance
within the body, failure of a person's immunological defences against pathogenic
h as germs and viruses or the work of a sensate agent who may be a

agents suc
supernatural being (2 deity or @ god), a non-human being (such as ghost
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ancestor or evil-spirit) or a human-being (a witch or a sorcerer) are, therefore,
found in a people’s disease theory. The main tenet of the disease theory is that
the people's ideological standpoint about causality of a particular health disorder

influences their health seeking behaviour (Foster and Anderson, 1978:37).

The subject matter of explaining illness, its causes and how to go about curing it is,
therefore, found in the disease theory of any particular community. According to
Foster and Anderson (1978:42), the disease theory dictates where and from whom
to seek treatment. For example, if an illness is defined as due to an intrusion of an
object by a sorcerer, extraction of the object is essential to return the patient to
health. In Western medicine, if a laboratory analysis indicates a pathogenic
infection, then an appropriate antibiotic is prescribed by a physician. Studies by
Wanjala (2003) and Whyte (1997) amongst the Luo of Kenya and the Banyole of

Uganda respectively reinforces the ideas by Foster and Anderson (1978).

This theory, therefore, focuses on people's beliefs about the nature of heath, the
perceived causes of illness and the approaches used for restoration and protection
of health. The disease theory has been utilized by other scholars such as Maithya
(1992) in his investigation of the awareness and management of mental illness
among Babukusu of Bungoma District and Wanjala (2000) in his research on

perceptions of diarrhoea in children under five years of age among the Luo of

Bondo District in Western Kenya.
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2.10 Relevance of the Theories to the Study

This study was conceptualised with the basic assumption that there are barriers
within the community that prevent potential sleeping sickness patients from
seeking formal health services at the sleeping sickness hospital. The health
belief model addressed issues related to perception of threat, seriousness and
cost (including financial, social and geographical) of sleeping sickness by the
people living in the research site. The model also focussed on the existence of
any supportive programmes within the community that influenced community
members to seek for health services from the sleeping sickness hospital. On the
other hand, the disease theory addressed issues related to disease causality
among people living in the research site. A combination of the two theories,

therefore, provided the framework within which this study was mapped (See

Figure 2.5).
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SLEEPING SICKNESS

HEALTH DEATH

Diagrammatic Representation of the Conceptual Framework

Fi 2.5:
lgure 2.5 Source: Adapted from Foster and Anderson (1978).
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CHAPTER THREE
METHODOLOGY

3.1 Introduction

This chapter describes the methodology used in the study. The study site is
described with focus on administrative boundaries, health infrastructure and the
people. Emphasis is put on the people’s cultural aspects relevant to the study.
The research design involving study population and unit of analysis, sampling
design, the scope and limitations of the study and strategies employed to
overcome the limitations is also presented. The chapter concludes with a
presentation of the data collection methods, data analysis techniques and the

measures put in place to fulfil ethical requirements during and after the fieldwork.

3.2 Study Site

3.2.1 Location and Physical Features

Teso district is one of the 19 districts that make up Western Province. The district
is bordered by Bungoma South district to the East, Bungoma West district to the
North-east, Busia district to the South and the Republic of Uganda to the West
(Fig 3 1). The district lies between latitudes 0 and 0° 32’ North and longitudes
34° 0T and 34° 07 East. It has an approximate area of 553 km2 with a
permanent water surface area of 137 km2which increases during the wet season

when the low lying swampland along river courses floods (GoK, 2002:4). All the
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rivers in the district are part of the Lake Victoria basin drainage system (Angus,

1996).

Most parts of Teso district receive between 1,270 mm and 1,790 mm mean
annual rainfall, though some parts of the district may receive an evenly
distributed rainfall of up to 2,000mm. About 50% of the annual rainfall occurs
during the long rains season with peaks between late March and late May while
25% falls during the short rains with peaks in August and October. A dry spell

with scattered rains occurs in December to February (GoK, 2002:4).

Temperatures for the whole district are more or less homogeneous. The annual
mean maximum temperature ranges between 26°C and 30°C while the mean

minimum temperature ranges between 14°C and 22°C (GoK, 2002:6).

The district’s altitude ranges from 1,300 metres above sea level in the south to
an average of 1,500 metres above sea level in the central and northern parts.
The land is suitable for both food and cash crops (GoK, 2002:4). The main staple
foods grown in the district are maize, cassava, millet, sorghum, beans,
groundnuts, sweet potatoes and bananas. The crops are consumed at

subsistence level but at times they are sold, thereby serving the dual purpose of

food and cash crop (Angus, 1996:76).

52



Figure 3.1: Map of Teso District showing administrative divisions and the location of NSSRH,

Alupe.
(Map drawn by Mr. Musembi Kikwae, GIS section, KARI-TRC)
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3.2.2 Administrative Divisions

Teso District is divided into four administrative divisions that include Amagoro,
Angurai, Amukura and Chakol (Figure 3.1). The district is further sub-divided into
thirty locations and eighty-two sub-locations (Table 3.1 below). In 2009 the
district had a population of 255,871 people. Chakol division, with a population of
76, 388 was comparatively more populated while Amagoro division, with a
population of 58, 207 people, was the least populated. Amukura division had a
population of 61,536 people while Angurai had a population of 59,740 people

(GoK, 2010).

However, as far as population density is concerned, Chakol and Amagoro
divisions were comparatively more densely populated with population densities of
543 and 510 people per square kilometre, respectively. Amukura division, with a

population density of 387 people per square kilometre, was the least populated

(GoK, 2010).
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| Table 3. 1: Administrative Units in Teso District

Division® Area km* Locations Sublocations
Amagoro 114 9 21
Amukura 165 7 20
Angurai 149 8 23
Chakol 135 6 18
Total 553 30 82

Source: GoK (2009:3)

* The process of sub-division of the district is on-going. Amagoro and Angurai are to be

based in North Teso with its headquarters in Amagoro Town while Chakol and Amukura
are to be based in South Teso with its headquarters in Amukura Town. With completion

of the sub-division, new administrative units may be created.

3.2.3 Religion

The Iteso practise religions of conversion (Christianity and Islam) as well as their
traditional religion. These people knew of the existence of God, whom they called
different names. The names that were used to refer to God were Nakasuban

(creator), Akuj (one in the sky), Apaap (great father) and Ejokit - the good one

(Akong'a and Ekeya, 1986:28).

During times of need or crises such as epidemics, barrenness or drought

communal prayers and sacrifices were offered. The prayers were led by a diviner

(Imurwon). The lteso attributed misfortune to causes other than God. The
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causes and remedies for individual misfortunes were sought through divination.
Most diagnosis always points to witchcraft, breach of taboos and omission of
rites. Besides diagnosis, an Imurwon (plural, Imuruok) prayed for blessings over
people, officiated at the trial of a suspected criminal and performed ritual cursing,
ilami, whose result was misfortune and illness to the victim (Akong’a and Ekeya,

1986:29).

3.2.4 Health, Belief Systems and Status

Among the Iteso, diseases are grouped into two categories, namely, those
diseases that are best treated at home and those that require hospital treatment
for effective recovery of the patient. Diseases such as leprosy (emulo), scabies
(chup), measles (ekuwam) and epilepsy (imataula,) are believed to be best
treated at home while diseases such as diarrhoea are believed to be effectively

treated at the hospital. Such beliefs affect the actions taken when a person falls

sick (Nyamwaya, 1986b.89).

The occurrence of illness in an individual in this community is blamed on factors
that include natural, supernatural and humanistic. If improper funeral rights are
performed on a dead family member, it is believed that the displeased spirits will
hound the living members of the family, causing them illness. The healing
process in such cases involves performing rituals by a diviner to please the
affected spirits. The rituals (epunyas) involve exhuming the afflicting ancestor’s

bones placing them under a specific tree and subjecting them to libations of food
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and drink. To prevent ancestors from causing illnesses, epunyas should be
performed about ten years or less after death. Another ritual known as eworo is
performed when an iliness is believed to be caused by humanistic causes and

the healing process is set in motion when an animal is slaughtered and villagers

invited to eat the meat (Nyamwaya, 1986b:98).

The most prevalent diseases in Teso district are malaria and respiratory tract
infections (RTIs). However, the greatest challenge in the district is posed by HIV
infections with a prevalence rate of 5.1 per cent. The district has a total of 18
health facilities — 2 Sub-district hospitals, 4 Health Centres, 11 Dispensaries, and

1 Nursing home. There are 16 private clinics in the district, the average distance

to the nearest health facilities being 5 km (GoK, 2009: 18).

3.2.5 Education

The District educational statistics in 2008 indicated that at pre-primary level, total

enrolment for both boys and girls stood at 12,100 pupils with negligible dropout

rate. There were a total of 66,524 pupils enrolled in primary schools consisting of

33,027 boys and 33,497 girls (GoK, 2
o district (GoK, 2009: 19).

010). In 2009, there were a total of 124

primary schools in th

In 2008, the number of students attending secondary education in the district wag
7,543 consisting of 4,288 boys and 3,255 girls (GoK, 2010).There were a total of
e district (GOK, 2009: 19). However, statistics indicate

23 secondary schools in th
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that at primary level, the enrolment of girls is higher than that of boys. However at
secondary school enrolment, the number of boys is higher than that of girls (GoK,
2009:30). This disparity in enrolment between boys and girls at secondary level
may be explained by the preference for boys by parents, early marriages and

teenage pregnancies (GoK, 2009:30). According to Akong'a and Ekeya

(1986:32), women among the Iteso WEFQ P\8t| %HBRﬁsed to excel in areas

t mon This domain included leadership positions,
considered to be the domain of men. lhis aomc PP

. r indeDendence and inheritance of property. This
academic excellence, economic in P

o f m_n to occupy subordinate position to men and the
cultural expectation for women to P

) _ i ¢ +>0 mmDaratively low average attendance in
high cost of education may explain the comparat

Higtrict. GoK (2010:119) indicates that the

secondary schools for girls in
, owpr attended formal school in the district in 2009

number of males who had ne

h tn 19 983 females (Table 3.2).
was 13,327 as opposed to
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Table 3.2: Population by Sex, Highest Level of Education Attained and Division

Divisions* | Never Attended

Pre-Primary Primary Secondary Tertiary University
Male W Female \V Male \ Female | Male Eemde Male Female | Male Female | Male Female

Chakol and | 8261 12412 5186 5256 35112 | 38005 7947 6200 1284 1135 502 272
Amukura

Amagoro 5066 7571 4438 4356 29804 | 33581 9372 7127 1155 998 406 181

and Angurai

Total 13,327 | 19,983 9,624 | 9,612 64,916 | 71,586 17,319 | 13,327 2,439 | 2,133 908 453

Source: GoK (2010:119)
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3.3 Research Design

This study was cross-sectional in nature and both qualitative and quantitative
methods of data collection were employed. The study was structured into three

phases with frequent visits to the research site to undertake activities aimed at

answering research questions and emerging issues.

I ) . . .
During Phase one, the sur\/e%// iH%%FU%SH% W%S Bre tested in Sarnia district, a

, ) o , .0, rrh site This was done to ensure that the
neighbouring district to the research site.

_ _ [ * ,th ease and that responses from respondents are
interviews are carried out with
ovorrise was followed by structured interviews in

maximised. The pre-testing e
. establishment of households belonging to

Teso district. Also, during this phas |,
e * onH/nr their relatives was done to lay down the
former sleeping sickness patien s

groundwork for case studies.

of in-depth interviews. The participants in in-

Phase two involved cond * sickness patients and/or their relatives.

depth interviews were phase was key informant interviews. The

The other activity conduc sleeping sickness hospital staff, officers
inCu

Participants in these i district, local administrators (chiefs) and

t t livestock within the

from the ministry or ledgeable about sleeping sickness,

other people considered to

nrmid discussions. During this time,

i pnnd’ncﬁﬂ? focus group
phase three involved c activities such as why people from the

answers to emergin9 'sS
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district sought treatment from Uganda and the status of referral service by formal
health providers were given. This activity also provided the framework through

which triangulation of information from various respondents was made possible.

flnoli,,7gg -.cmn descriptive statistics and the results
Data from the survey were analyz g

presented in the form of taHles of FF&%BH&%% glnd Bercentages. Cross-tabulation

_ _ , d was also undertaken. Other analysis tools
of important variables to the siuay

o meiC fPCAg were also utilized to establish
such as principal component analysis (POA

_ _ _ .ori*hipg On the other hand, data collected
meaningful interactions between variables, on

. nc kev informant and in-depth interviews were

during focus group discussio
* alusis and presented in form of verbatim quotes.

analyzed through content anay

4 Study Population and Unit of Analysis
H households within the four divisions of Teso

study pepulatien ielude ~ A A  of analysis since deeisions about

stict. The household co N illness were made within the

, for healthcare in the ev
sn and where to go f°

isehold.
hove years old were approached to
mjits 18 and aoov
hin the household, ao t0 the research instruments. The
d provide 30s
ticipate in the research a Omprehend their experiences with the

Js on adults is because

sase better than childre
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3.5 Sample Size and Sampling Strategy
A multi-stage sampling strategy involving purposive and simple random sampling

teonnigues was utilized in this study to get me desired information. Purposive

thp wiiiaaes from where research activities were

sampling was adopted to got th 9
, campled included Apatit and Obekai (from
undertaken. Villages that were P
"aku,o fAmaaoro division), Obuchun and
Amukura division), lkapolok and Totokakile (Am g

% nH Katotoi and Ademoru (Angurai division)
Amaase (Andungosi division), a
,~aq used because former sleeping
[Figure 3.3], This sampling techmqu
Pd at the NSSRH hailed from these villages.

sickness patients served at

/hprp respondents were obtained, the
holds from where

To get the number of house ternet-based resource for sample size
researcher utilized Raosoft® (2 html) The required variables to
oft cgm/sam” N/
calculation (httei//w " " _ household sample included the margin
enable computation of the repres N households in Teso district,
of error, confidence level and the unknown at the time, given the
f households v/
Because the total number number of households was
nstruction, tne
dynamic nature of residential therefore, inserted into the table
variables we 1
taken to be 20,000 The * « 8 A of Ih. minimum representative
Provided by Raosoft ® (2»04>an<l For easy workability, however,
iceho”s
sample reached at 384 O A sjze to be 400.
samPle

researcher took his wo
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Table 3.3: Raosoft Sample Size Calculation

- Raosoft

What margin of error can you %
accept?
(5% is a common choice)

What confidence level do you %
need?

(Typical choices are 90%. 95%. or 99 /°)

200
What is the population size?

~ you don't know, use 20000

T hat is the response
distribution?
(Leave this as 50%)

384

Tour recommended sample 5,ze
is

JIwww

The margin of error is the amount of error
that you can tolerate. If 90% of respondents
answer yes. while 10% answer no, you may
be able to tolerate a larger amount of error
than if the respondents are split 50-50 or 45-
55. Lower margin of error requires a larger

sample size.

TMIMfjAn ce level is the amount of
uncertainty you can tolerate. Suppose that
you have 20 yes-no questions in your
survey With a confidence level of 95%. you
would expect that for one of the questions (1
in 70) the percentage of people who answer
" cwould be more than the margin of error
“wav from the true answer. The true answer
f. the percentage you would get if you
exhaustively inferviewed everyone.

Higher confidence level requires a larger

sannplesize
Tﬁovrnan e P#e ar thﬁre 10cl) oose your
»anm ple from? The sample size

doesn't change much for populations larger

than 20.000.
------- Irh Question, what do you expect the
For  rjsn be? If the sample is skewed highly
reSU nr the other,the population probably
one | vou don't know, use 50%. which give
jjU a mple*» e See belowunder_____

————— A size of yoi

ThISIS you create a sample of this many
survey- "'y responses from everyone.

PeOple™ore Ilkely to get a correct answer than

you re mo sample where only a
sma"pe"entage of the sample responds to
yourjpurvfy:

"MtW samplesize.htm )

ueStionnaire was administered,

.« Where the qu

i household
the individualI ﬂomlJJs

h, d local adml

he, appro*"'®’

headmen.

(Chle¥s§<wno with the assistance

households for the above
XK



vﬂ\ages The lists consti ut'ed SFHBIIHB FF%PHSE f|(u)|r the households. Theresfter,

) ) . npt a maximum of 50 households from
simple random sampling was employe 9

T, optiial ooerationalization of the simple random
each of the above villages. The actu

AL Qc tn thp nrovided households. The
sampling procedure involved assigning nu
f nanpr (a single number on each piece of
numbers were then written on pieces o p P
, IHpd and dropped in a box. Thereafter, four
Paper). The papers were then o
jck the pieces of paper with numbers

research assistants were asked to p
the box in turns till a count of 50 was

APresenting individual house»W from A A — Lhe lis| tO
reached. The 50 randomly P *** "umberS " village. In total
ipH households P
9've the 50 randomly samp tirinnaire administration in the

tarneted for questionnan
therefore, 400 households were

, Ann
distnct. Each of the sample

;eholds provided a respbhaﬁ?‘ Yor

'nerviews.
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3-6 Methods of Data Collection

36.1 Structured Interviews

During the survey, face-to-face interviews were conducted with the help of a

structured questionnaire (Appendix 1). The questionnaire was composed of

“Pen-ended questions. This questionnaire design was necessitated by the

“searcher's desire to gi.e respondents the frameworK in which to provide

“nrestricted ho, moderated information oh the variabies in question. This activity

- the community and information about the

was

as used to get initial insights int
. » lox/p|c of sleeping sickness and the

9eneral area of interest, including knowledge levels
« | of Aiiine* determination of people’s

N“«0,a, Steeping Stckness Keferra, Hospital at Alupe.
sickness:; establishment of the

“» h seektng behaytour in relation A ag, nts; anJ determination

“k'stence of referral services among managam,nt and control. The

Copies prioritisation of sleep basis for other
Was therefore, useu

]
nf° rrnation obtained at this stage A fOCUS group discussions.

rRSearch methods such as key informant mt

-depth Interviews ieeping sickness patients or their

fh former

stories were conducted wi AN djsease during and after periods

BerienCeS conducted- to &ﬁ@ﬁ?"sr‘ if the former

a , InterviawS werS interacted with during the
people they inte

Retrospective m
attendants in the district

w_metjzatiorl frorn
countered stlgmawz hospltal atten
. W.vperiencer>

ives to ge?their &%

sss and after. Thei
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in terms of whether they were referred to the NSSRH and the ultimate path they

followed in their endeavour for heath restoration were also sought.

"“formation on location of the former sleeping sleKness pnllem. and/or inert

relatives was ob.arned from the sleeping siPKness hospital. A tot.r o, SO former

Mo _ _ cpiected for interview from a list
eeping sickness patients were purp
. cippnina Sickness Referral Hospital.

J:
Provided by officers from the National Sleeping
r +hp cieeDinq sickness survivors, or

Ario n for inclusion was the avallablll:ty of the sleepi ¢
u ,pd nniv 43 former sleeping sickness

relatives However, daring the °nl,
. I therefore, employed snowballing that

Patlents were traced. The researcher,
ciPeoing sickness patients and/or their

ye|lded the seven additional form A ntervieWS were particularly important

elatlves within the research site. In P of peop,e who were once

because they illuminated the health se of the patients.

victims or reianv

affected by sleeping sickness either

of sickness patients

%
E*trapolative explanations as to WW hncDhjtal while in the second stage
* n sickness nO"

PréSented themselves at the sleeping histories. A checklist of themes
h the case 1

°f the disease was established thro 9
t ,he Interview3-

A :
( PP®ndix 2) was used to conduc

in depth information about the

'6'3 Key informant Interview o get
Ks>, , . carried ou . ed through the sun/ey
y informant interviews wer inform A obta

tOp'’c 'n question and also authert
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, onnQiHpred knowledgeable about sleeping
The key informants were those peop

,* hphaviour in general either through training or
sickness and health seeking be

It Of having interacted with sleeping sickness patients,
experience as a result of havi g

. a*n\inral administrators (chiefs and village
Therefore, the key informants includ

. 1 etaff The major objective of this
headmen) and sleeping sickness hospi
. mformation about the path followed by sleeping

Method was to provide in-dept in . hospital for
irately reach the sleeping sickness hospital

nckness patients before they A ALA was g|so

treatment. The information that _k informants were
nt interviews. A total of *
authenticated during key informa A was used to conduct

* "n/iPW quide (ApPe
'nterviewed. A key informant in

the interviews.

36-4 Focus Group Discussions complement information
a to authenticate a
Focus group discussions were use observed from the findings. Each
Gained through the survey and to disClisSants. The participants in
fA s group discussion was composed o members beiieved by
the discussions were purpoS'vely samP the subject under discussion. The
. aneabie ab , MI]D discussion guide
""s resea,Cher to be of , focus g -«
- , »ith the help held, four with
'‘ScUssions were conducted discuss'’ns
(a nht f°cUS 9 aditional qualitative data to
Ahpendix 4). A total of lde< addition
Wom N This « « « » « 9 f . during the survey. The
Aen and four with men. collected
inform al , _ hce in the research site. An
Ich the quantitative oetiol » ' eS"
Irj #* pe

HJsion/exclusion criter'ori
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individual who had resided in the research site since the 1980s qualified to be

included in the focus group discussions. The 1980s was the period when the

: . 0 . omnnn
sleeping sickness problem was a among major

. . o I| in tno gistrict and so whoever had resided
authorities involved in disease control In the district

fn hP knowledgeable about the disease,
in the district since then was deemed to be knowi vy

3.6.5 Secondary Sources
J. already collected and published data by

Secondary data were obtained r
m .nlved in work on similar or related topics to the

researchers who were in ) niocnfth*Qoc
hut not restricted, to copies 01‘I }Ehe es,

Published books, published ThP rollection of this kind of data was

reports, news prints and internet materials

a continuous exercise throughout the

. n and Analysis
3-7 Data Processing . . d focus group discussions were
t interviews aria

ANata obtained from key ., programme ahd analysed through content
using Open Code 2.0 .( reality * In-depth
Presentation was by d S by verbatim quolatiohs of the

,S were analyst a"d retrospect On the other hand, data

ion provided by ihe compete, and analysed by

| from the survey were c°de programme and hnd.ngs

ive statistics Hglr% SpSS perceh%&gg Cross-tabulations were

f freque'lCieS
3d in tables 0O
69
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done in instances where comparison of variables was seen to be necessary.

Principal component analysis (PCA) was also used to establish significant

determinants of the health-seeking behaviour of the study subjects.

3.8 Ethical Considerations

. ) . from the Kenya Medical Research Institute, a
This project received clearance from the Keny

nriat® tn carry out research related to
national research institution with the mandate V

.- I\ A, far as participation in the research
human health in Kenya (Appendix 5). As far a p

, nf respondents was sought before
activity was concerned, the conse
. Evidence for acceptance of participation was by
commencement of interviews. _
on the consent-seeking section of the

aPpending of one's signa ure t Jtv and
.U the purpose of the research activity and

gUM °"naire- FU" “ PI'",a,* * 1 respondents, however, took ptecedence.
expectations of the researchers ~ * A con(iden,iality from the data
The study ensured a high degree o * NN Instruments only
‘election stage to storage Dur™ for ide, ,ifica,i0, A separate note

'bdicated codes instead of resPond "~ N codes This was done to ensure that
book was used to record the identiti A A |ocation Of respondents just in

Or|ly the researcher understoo
nf issUes was needed.

c9se a revisit for clarification
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CHAPTER FOUR

m F sleeping sickness

tiamc N
knowledge AND PERCEPTIONS O

4.1 Introduction knoWledge and perceptions of sleeping

This chapter presents findings
nf TesO district. The chapter begins with a

sickness and the NSSRH by resident
hie characteristics of the respondents, their

Presentation of the socio-demograp
es from (respondents’) residences to major

economic activities and distanC* ~ ~ respondents’ knowledge of sleeping

access roads. Thereafter, highl'9 . . Knowledge of the
gQated with the disease an g
sickness, the symptoms asso rocPnted. The social cost of
Referral Hospital are P
National Sleeping Sickness n treatment process are also

. nts' perceptions of the
disease and the respon

highlighted.

* nmental Characteristics

. . H Envii'onrne o
4-2 Socio-Demographic an the four divisions of Teso

, were drawn rrul

The respondents tor # * studV vjr0,, me, , | factors in focus are a9e of
otistricr. The socio-demorrrapl* ec,,omic ao.ivi.ias and distance
, education attai

resPondents, level of form
) . raccess roads-
rom homesteads to nnaj0

oldest was 82 years old.

21 A f age whl
ge and Sex payeats agewhile
nt

Ho
youngest respond A years.
fta WINES
The respondents’ modal a9

Tk
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As far as the sex of respondents was concerned, over half, 57.5% (230), were

female while 42.5% (170) were male.

4.2.2 Educational status

rooH and write in Kiswahili, English and
Literacy was gauged by the ability to read and w

, Qcnnnses indicated that more than half
Ateso. the local language. Multiple tespon
i . nnt read or write in Kiswabhili, 50 /o (200)

(57.3%, 229) of the respondents, cou
m pnalish and an equal proportion of respondents

could neither read nor write m A A |ocal language. Regarding the

(50% or 200) could not read or wri rpsDondents had primary level of

, (243), of the r P
evel of formal education, hghest level attained. Slightly over a

education though with variations m between 6 and 8 years of formal
: had taken d

third, 36.6% (146) of the respon e education). Only a few

inner PrirTiary 6
schooling (had gone up to econdary level of education, to either

respondents, 1.5% (6) had ? . ns that is, completed 14 years of
arv institutions.

Aversify or other post-secondary A of respondents across

ferma, educa,i0,. A focus on A A had a comparative,, high

Avisions revealed «ha< secendar, school Th. c,,n, for

, ho had c°m 1000 (N=100) and 12 %(
PrePortion of respondents education stood a

h° Se who had completed
the two dv,s

N 700), respectively, trorl
f years taken for formal

gl range O
the m° fupper primary level of

ACoss an divisions. 6’

iducation by respondents W
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. . orma ucation across all the divisions
education).  Those without any ¥orma| ggucatlon

_ ..»t& with Amukura and Amagoro divisions
constituted 18.8% (75) of respondents with AmuK

f respondents without formal education. The
having the highest number of P

, »atinna, level attained indicated that Amukura
divisional data relating to the educational

u .9,% (24) of respondents without any formal
and Amagoro divisions each ha

education (see Figure 4.1).
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4.2.3 Economic Activities

, *Vv. oro mncerned results indicate that a majority
As far as economic activities are concerne

in small scale-farming, and mainly
90,5% (362) of respondents were eng g

i f 7 V/ia (29) of the respondents were engaged in
subsistence farmers. A total of 7.

, arhers by profession. Those who engaged in
business while 2.3% (9) were teachers y P

., ciich as cereals, fruits and other

business activities sold agricultural pro borders
, da and some within the Kenyan borders.
Amerchandise obtained from 9an . 9B 7% 2386;
holds, most of the respondents, 93.7 386),
Regarding accessibility to house all-weather or murram
' access roses,
resided 1-5 kilometres from maj°
roads.
4-3 Knowledge of SloePin? from the research site were
f the respondents
Results indicate that most o tsetse bite and sleeping
. fjon betweo"
knowledgeable about the assoo positivel» linked tsetse
Hpnts i«
k«,ess. A n,aloriy of «« A"mission. Howese,. a sm,,
bite with sleeps * , how,edge .bout el,ben the
A on (EA S . - 0
n"b er of respondents, 49 8% (5" "d 1£ﬂ3%r'1%r%llllqus'0ns’ 22.8%
m caent °f th® ., thP transmitting agent for
e or the transmitting a9e ly identify the

of the respondents did

Ping sickness (Table
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_sickness transmitting agent
Table 4.1: Knowledge of sleeping

Cause/Transmitting Percentage
Frequency
Agent
77.2
. 309
Tsetse bite - 128
Don’t know . 33
Mosquito bite 05
2
Stress 6 2
. 25
Witchcraft 100
400
Total
, ts rightfully associated sieeping sickness with
Whereas a majority of respon e Angurai divisions had
. djcate that Amagoro
the tsetse bite, divisional data m indicated that they did not
tlle highest number of respond nstituted 17% and 18% (N—100)
s These con
know the cause of sleeping sickn = Other caUS6S 9'Ven by
« respondents from the two mos,utto bite and the bod,
., hs included
respondents across the divisio N 2).

h as stress (
c°ndition of individuals su
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~sickness cause by division
Table 4.2: Knowledge of sleeping

Divisional

. i Total
Division I\B/Ii(:esqwto Witchcraft  Know Stress
0(0%) 100(1000%0)
kol 655 4% 1(1%) 7(7%)
Chako 88(88%) 4(4%
100(100%
8% 9(9%) 0(0%) (100%)
Amukura  80(80%)  3(3%) %
5(5%) 17(17%) 2(2%) 100(100%)
0] 0, 0
Amagoro  76(76%) 0(0%) o, 18089 o(0%)  100(100%)

Angurai 65(65%) 6(670)

_ mnjifirant relationship between the
find a significa

study did not, howev > sleeping sickness cause or

i Hne about the

respondent's age and knowie yLikewise the swny did not find any significant

transmitting agent (P-Value>0. male) relating to knowledge about the

difference between gender (m

Cause of the disease.

. sleeping Sick"ess
"¢3.1 Symptoms Associate «'< [espondents> 57 3% (229). associated

— . loc,llteso name forth, disease is
Results indicate that a majority

_ fact, the )
0, . cirkness- InfaC" "disease of sleep”. Other

eePiness with sleeping translates 0O

Jich [l'tera V "Hcants and discussants in
8**a ,a i " * by responds" s

rnentlul . _ anr| fever. However,
Syrhptoms of sleeping sick"e body was '
f : included heada about the symptoms of
°Cus group discussions A A pave any

11'8%(47) Of the r

S®ePing sickness (Table 4
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M7)

y fthe otn
Oof
*x infe ded ,SymPfOmS Were SWe"in9 °f feet and .»S(ab,,fy
th I nA L !
%t Psycholo WdUa,S HOM/e"er' ,nformaf,on from »  f'fom,ants ,nd(cafed
0th « cal problems, irritability, abortion and low libidinal
'Sen Mpn ener9y were

nces and symptoms of the disease.

'‘Ptoms ; i ' '
Ot associated with slee!olng smkness,l former stooping

enfs .. sickness

S 39.8% (159) Of the respondents talked about the disease
"o from their

Sp, e*Periences or those of close family members. A former */
>eSs eePmg

oy patient from Obuchun village of Chakol division summarized
*SOriQ, her
exPerience with sleeping sickness symptoms as follows:
'nthe early stages / wouldfeel very cold and ¢
the sun. My appetite for food also went very low and / became very

S/in>tike somebody with AIDS. People actually ran away from me f

,ater started feeling too sleepy every time and my stomach and
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, became easily

irritated and violen m

, was diagnose
Sickness. Referral Hespi

#ile weeks in #» “ .
s,k ,eSSand treaKd M

N wsttne55pafent,r.m

year old female form
village).

LnDQC,
, ehavioiirl®slcef,in9 “
4.3.2 Know,edge of * * * » "

, disease «*"™ S

Cina behavi°ur working in bushy
Knowledge about P f« «° A

A iepod«, <«* »* N AN A

(129, me
¥R yMPO0"den,S' w  sleep** oo x " ox 1 warn,* « - * %
' was a usk A ] an — »
respondents thought haviour th . _maU proportion of
+ps . frCtion. »
bathing or washing cO sicknesS IP .. N *0 tsetse bites.
tpiv sleep 19 redisp°siltl
tsetse bites and, ultima | cO|Our «i t to tsetse flies.
ggSOt a c dfl
respondents, 3% (12), as®

singled out a A chakal divisions
Alta colour, black, was pad'cua

Nanimalsanhancad

N

Participants in the focus group or A NN

indents from

Aere unanimous that pa«'n9 00

ever,126 (~ ~
°ne's susceptibility to tsetse bl

kﬁ viled9

sleeping sickness

t h3ve
N the divisions did 110

-disposing behaviour {Table 4
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behaviour to sleeping sickness
Table 4.4: Knowledge of predisposing

Percentage (%)

behavi Frequency
ehaviour 335
: : 135
Going to the river 49.1
. . 196
forking in bushy places 1.6
6
~utting on black clothes 1.6
) ) 6
~erding black animals 5 16
A Orking near grazing livestock 12.6
5 SHlit know 100
Total
0gs Treatment
113-3 Knowledge of Sleeping Sick" thatthe disease could

e"«rallv. most, 88.8% (355)-» "MreSP° i2 ble option W

8 'tested Information about t<* as a majority. 8»5* 1681, 0
s«se was, however, no. - t* * " * bB treated IN*> -' »
Isnondents indicated ,0, - " .« 0 «

ond dispens A total of 3.5% (14)
A -acuities (hospitals. A prac.~"n? A A
3uld be treated through trad’ AN way to resto A sufficient.
'Sp°ndents were of the °P,nl°| » and A idea about which
'okha u qgniritoal a-a POt

0Ss was through P pondents
IOWever, a few, 3% 0 2)’ °f~" cS treatment-
ickneS

Dtl° n(s) to Utilize for sleep'09 s
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4.3.4 Awareness of the National Sleeping Sickness Referral Hospital

When community knowledge of the NSSRH was tested, 47.5% (190) of the

respondents indicated that they knew the location of the Nationa
Cy +hat it was the institution

Sickness Referral Hospital and rightfully Poin e
® i“nva However, 28.2% (114) did not

N"ere the disease could be treated,” AN N

kn°w of any sleeping sickness treatmen A any government
VWH° did not know about the NSSRH A AN mission and private
h°sPital and other biomedical heal weVer, a few respondents,
h c There were, n

°sPitals could treat sleeping sicknes = gt UTRO Uganda and

3'5% (14), who thought the disease could only b

Anywhere in Kenya (Fig- 4-2)-
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150-

| ——1"  Urouath

|— L 1 Dont Know

AH govemntent

r T
NSHAYE AhFHgaVH fmlas p ~_ —--
' TreatmentHosp”tal® -J
— Hospital

____________________ N\ an y l_IATTW*IIIIII
Figure 4.2: Knowledge t0 treatment of

f thp opinion {ﬂ%t in matters * nsSRHi Alupe over

informant was of ~oce ttia

been kn° roSt charged for health
'9 sickness. UTRO W* " L, I»**rwe' "

. the comPa . Kenva has led many
W d,,g.o,e.n- - (onesil....... A fromUTRO a . S ,
* Uga"da 35 CO*"> colitinue “tiel"9 S' e general ««« relating to
I from Teso district o 2 that slightly
fy Hospital at Tororo, 9 kneSs h°sp

sleep'o9

Hge about the «enyan
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-ore than a half. 52 5% (210). of the responded did not h,e an, know.edg,

ab°ut the NSSRH.

n- . nf sleeping sickness hospital across
DiSa9gregated data about knowledge o
/[ IM-rnm of the respondents from

div'sions indicated that a majority, 69°0 ’ ,
NSSRH as the centre where

ATlukura division were knowledgeable abou A A numberi 30%
SleePing sickness could be treated m the A A from Angurai
(N' 1°0), of respondents, who had knowl 9 highest number of
h- e h~rd comparative”’

Iv'sion. The division (Angurai) also t"ey did not know
r t riahtly indicated

Sp°ndents, 35% (N=100), who ou knowledge may be
Wh trpatment. This a

ere to go for sleeping sickness A disease and hospital in
ottribPted to insufficient sensitization N=100), who knew
he d'vision. The highest number of r P was from Chakol division
UtRO # .nning sickness trea

as the centre for sleeplng
dble 4 5.
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Table 4.5: Knowledge of where to get treatment for sleeping sickness

Division |

INSSRH-Alupe

Ghakol 49(49%)
Amukura 69 (69%)
Amagoro 42(42%)
Angurai 30(30%)
Frequency Total 1 190

Name of Sleeping sickness hospital known

Alupe general
hospital
14(14%)

17(17%)
24(24%)
23(23%)

83

All government Other Don’t know
hospitals
0(0%) 0(0%) 25(25%)
0(0%) 0(0%) 14(14%)
3(3%) 0(0%) 30(30%)
5(5%) 1(1%) 35(35%)
8 1 104

83

UTRO-
Uganda
12(12%)
0(0%)
1(1%)
1(1%)

14



ffle community members were
i thst some

However, some informants state NN

. TRO a,d otlre.

knowledgeable about .be NSSRH ' ~

s watnmen. Thisisreflect"'be

health facilities In Uganda for sleePT™ s

) onses from one F°
Allowing excerpt of resp

UTRO as the only s,eep’  (reaffnenf of the
Withus ~ A Ze head ax=~ Aupe ~
Although we h A)upe deals m
disease, we know N gQ far for

(eprosy. Also,
Alupe too

Is alSo
when you are sick,

yoThe speak the
fartromusandUTR O KKS,

goes,
cheaperandallend*01* ~ A

same language * A A ' samP-es
fanguage) and « (UTRO) Atim es A
af Alupe. Sen* Apilal «* ~ | oU home*- A
are taken to (s wi»» * aUsek'es as s,d
w-lage and"*afm e"2*9"'* (lisviec*“ * ow chun
°c - ke me* PeOple ,da (F**'"

Thrs is becaus . ~ , 10
homes across ( , tho other
village, Chako jjScussi’ns

grobP

ted in foC
itTilar views were a\s®

Cilvissons in the district.

4tt Sleam"0 SIC y (159, had an -panence
Community Expe"6"'*5*

N

or »

° “t of the ago communW

* % n

Sleeping sickness. e *"s,W



t , rpcnits from divisions indicated that the
their respective families. Disaggrega

haH had an experience with sleeping
highest number of respondents who

, , , Luigion. A total of 27% (43) of
sickness, 35.8% (57), hailed from Cha o

mher(s) or themselves had su ere
mevents whose family - NN A w |east ,umber

dlsease were from Amukura division. disease were from Angurai

resPondents, 15% (25), who had experi

Vision.
366.,(H a,.o<«”™* dsrts,,0ma" ,he
Generally, slightly more than a thir n their relative(s) were
®v»lons indicated that they h,spital staff whO a,tea<ied *
s««hg from was sleeping f#*» M ‘ A th,ir condi'ion and the
However, 3% (12) indica,ed thal |h 1 an(l/or local administrators,
-n for their soaring from «e» ' sickness pafien. from« * .
omO one sleeP' y nbservation. The
lhe «me of this fieldwork m2  * jeaUM"lan
stll rinded?'9 N~ house,old. Her
9e of Amukura division, the dis®
*and had died ,mm sleeping * a,dt,e.r.a,m”" (» w
ab°ut her experience with the ) Oy coVP A would
, f, in2009 #»'
weeMen Py« * * A <* A n &
2endevens i~ j o~ g ~ o~ ,0spi,
Object me to a lot hoSpital pt ba y for
«N*n9 * fwent» 0* LPFrW -2 e poWS«
Claris but my ,s0ld~ A

90cf was treated f°r



+ | nnf seemed not to help me.
the treatment. All the treatment

; startethinking
Later people, including mysel, uiVlaid3q that | ha
bewitched. Some villagers even similar
, , ,hat my late husband had
Later, my son remembere treatment at the National
symptoms before he died while und g* A tfy the hospital for
Sleeping Sickness Referral Hosp/fa™1l that 1 was
my treatment. There, the initial A~ A~ fjaclchome. | had
negative for sleeping sickness and wa from [he hospital again
actually given up to fate when | saw Pe AN more fesfs
here at home. They informed me p/ood samples again. | was
They took me to the hospital and too s/c/cnesS and that they
later informed that | was positive wi A pa/nft// lumbar puncture
bad to perform lumbar puncture treatment (A 50 yea
* n sickness
female former sleeps
Amukura division).
m _ Prec ohout the sleeping
A Perception ofthe T Opini°nS
had va[ . nHtreatment issues
Ults indicate that respondents diagn®sisand trea
SomeoftdedlSe A ffeCt utilization of formal
ness treatment process. Mat nl3?
, respondent

-d by key informants an

N services include:

Cede(:rP:nSeed.SWhere* a maioM.,.
ced samoples utilized for was c° A |d freely give their
far as giving blood sa”P iJicated itra pathogenic status,
% (389), of the r&Pndents 4 i, FtaNlSILr9

ri intere

'les to anv research tea
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Aroto Those who stated that they
28% (11) indicated that they would not co-op

fpored that the samples would be

weuld not willingly give their blood samp
nt The respondents who held the

Objected to HIV tests without their cons
* divisions. However, a key informant
above view were from Chakol and Angurai samples
, division indicated that when blood samples

o0 'rOm APa,i' Vi"a9e' AmUkUra members always discoursed .he
Were ,aken from the villages, some com the blood samples
* ..o Participants in the exercise because (pul jt:

This is how the miu’
0l be used for other purposes.

.. p community members to get

Sometimes people coroe sortm e ~ pW(lrs,ap into

h ir blood samples However, s pMPB to * tor

, M understandable flie community
again. lItis, who take blood
samples are taken tftf* >hat whO come in
members’ benefit So* When A fo ~ Wood
from peop/e are sole " *
government vehicles eellen » Unfcer of peop/e
sampte mapy saW*,s nega).
their visit is to analyse gn, from AP

Vio have HIV (A45-yea
, impactafter

,hdadver cS 68.5% (274) of the
diagpoala (or A f pu,clure. Howey.r,
S af«"9 the diagnostic N know ,ad cried opiaions
b°ndents indicated that th nrocesS " , hts who knew about
th6 abouttheP . e reSp°n“entS
resPondents who kne” i"tT & 00
62-"do

U the process. Whereas
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[ .. nrocedure would not deter them
Unbar puncture were of the opinion that P
, , L, ro n 3% (N=126) indicated that
from seeking formal sleeping sickness hea

e _tn hoscital for treatment. The

lumbar puncture would prevent them from go 9

r a included the fact that the procedure was

eas’°ns that these respondents gav
m if thP nrocess was repeated

100 Painful and that they could not "te pa

an , w ,30) of the tespoodeots

9ain on them. On this basis, . . B Q‘l
nv sleeping sickness suspect to

diVis'ons asserted that they would not a indepth interviews
. | for treatment.

to the sleeping sickness hospi a sj(kness after treatment.

yiek)ed information about negative impacts of sleeping

Hits impact a former sleeping sickness

o n . <=ickness and it
this treatment of sleeping s

Patient had the following to say: A During treatment,
i trpated a ttlie ,(VIR? The process
| was sick in 2000 an , ON*x " xx
lumbar puncture A ,M dice « front
was ueryp a tn U , s,ffar A . <t
process, Ihave ~  pgjrlS an My fjrst ran
the year 2000, my re d u c e my matrimonial
forlong hours. | aS / cOuld n° r to see another
away from me bece fgCtionm1 can condition is as a
responsibilities to hers A A [q suffer the
person going S treel’ *"1' tmenl (AOt-ieat
resultof steepm * * * *oxox ok emu.

conseguencesefrnrp n?
male former sleep

Chakol division)-
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xpatfnent

,werl,d «*e" d"rng . » Sid<ness took
The | 0 n 9 w T o - haa
k male key informant > Twenty Per c@t period was too
six and eight weeks m the ho P tbe oP'n,on th obuChun and
N59) were narticipants <0 UD
experienced the disease A disc”r'00 ~ A particularly« the
long to be away fr°m horne t tpe Perl°d »
_ O .inanifh°uS
Amaase villages wer A
victim is the bread wino®
m, treaWent t0 community
hile under9°ing ,ias of c°nce t of
iv) Death of a patientw sickne aboUt tre
— 0, - 8K cy *x(Q * * %
N N ~ * * * * * « * * ' - N » * * ~ - ' ,* Z
Aping sickness at #* NSSB .cedtle ® S ,nev H
hade=*?6 afltm®n tt tod that out of the
WP " reSP° ndentS uhder9°'n9 tfds * * * * ind'GR000 and 2006,
A thSir PafentS » The *5* * reC’re bosPita’ » erf Or shortly after
the treatment process- AT S N 110 I
55 keeping sickness Pat,en Apiie un
diseaS®
Pa* nts died from the at,eOte
inte nt while at home- prior to

n icCommunityA * * dts* * éethe * " * *

A former sleeping sickné * e d’

appropriate treatrne 0]



AQsPital in Uganda, they (former HAT patients) moved from one hospital to

an°ther in search of health services. At community level, because of the
aPParent lack of being healed as a result of treatment in various formal health

entres, 67.6% (129), of the former sleeping sickness patients or respondents

relatives had been affected indicated that some members of the

Whose
including their relatives, thought they (sleeping sickness patients)

Anoity
had contracted HIV/AIDS. Ten (5.2%) respondents observed that other

QOMmIU% members thought that their illness was due to humanistic (witchcraft)

Pernatural causes (Table 4.6).

Sickness by Community Members

able 4.6 ¢ nitial Perceptions of Sleeping

n , a respondents, 79.8% (N=159),
\ h f the affected resp
9 the time of illness, a majority the other community

Ir>din q ,ra\ stigh'3 4 i
s°c viHage 9&%‘5% avoidance.

A ed ?Hat they expeHSHSS

érhberc. 7 ormed targets _ after treatment as
a S' They, therefore, " continued long

Qrdinn * . * the stiflrr'atlZa , t or HIV/AIDS, some
B to an informant, tﬂe bewﬂcﬂ”]!%n
X disease was not

Ofter realization that the dis*
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r natients as being abnormal or
, A at the former patieiu

members of the community looke A obselvaHon was also supported by

unable to function as their form A N fOCus group discussions. T

former sleeping sickness patients whotookp”™ ~ A

and/or psychological

discussants further observed thatl A

survivors, the other commun y
Problerms. According to these sleep 9

AN

Jibido and/or psycholog

., these experience treatment were
members thought that thes after disease

tpred during
Problems that they €ncoun

M'manM mkness P*"< n | <«
: caf, , ~ WS'CW

j-.ceass, a

Qn stigmatization about the

disease'
riences

LN

0T i
When | »as » | >"S faa»M - Ma” > “

lowing to say about his exp nA NDS or

from rocali E|ii§|5)ensarie sfn”

former friends an

*r others tame,

and f°° was so ds

negatively abou ~ gt r*e , Gafm 7 mernbers

people points unit/sC° ayin9 that * going tO othe[

Because of the were 1 ney by fore, left

shoo,* hot - * % r*r*r ., * * «  wse<<
Viias y°  _

herl w

positive iui ~

the diagnos'eO|



community members still could not believe that it was not AIDS.
They said that doctors talked about sleeping sickness as

another way of communicating HIV/AIDS status to confirmed

cases (A 45-year old male former sleeping sickness patient fr

Apatit village, Amukura division).

fI"™ er ,n,ormant from Angorai division who had suffered from sleeping sidrness

- was treatad at the NSSRH added iha, during — * sofee — i,
v . ui\/ nositive cases and were on anti-
observed -~

m ers thought that they were confirme

retroviral (ARV) treatment. The former sleeping sic

including his church members.
People ran away from him
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CHAPTER HVE

HEALTH-SEEKING BEHAVIOUR

N Introduction
T,. . u-havinur of people residing in Teso
This chapter presents the health-seek,ng behaviour

,,a cnnrces of healthcare and

district- The chapter begins by highlighting the sourc
r hpalth services amongst the

thereafter, factors that determine the utiliza ion

unity members are presented.

Purees of Healthcare N the research site utilize

- event of illness, findings indi Aorn utilization of formal
options range

Us healthcare options. TheS harrriaceutical outlets (chemists),

csuch *
‘eaioal) health provision source A nlly or across the inlernalional

dispensaries and hospitals A A alsO u.iiized as

™ o Uganda Tradition3' medicine an * A, ailable options a,

ot/pr responden 68do {272) of
es of healthcare. Howe = the onset of

For exarnP'e' dU Howvever, a key informant

-nt stages of illness. For chemist H°
. theV u tilin conditions,

sPondents indicated that the/ eva,ua,d
the local P /chemists), their friends

that in the event of BIn** tical shops (chem
tc in the pharrnaCe remedial measures on past

Jss'sted by attendants iagnosis apd

ltives and/or based the"-
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«ected them individual their

. h the various illnesses that a
experiences with tne

relatives, or their friends.
d ,957) of the respondents

- p - * -
,a, they - .0 - p* - — Aoo,wm,
on this disease Pr°9 Uganda, stayed at
healthcare. However. A kK KKy intervention through
after hospital utilization, super
or looked up
sought traditional medicine
i 5 1.
Prayer(s) increased 0"ab e Ithcare choice f°r
. the least e According
, 0 indicate that health « * » * '/
however, the findings also were Pnva e th facilities v/as a
Ne people residing in the research » by these «
t of health"® h . xpens\We-
a key informant, the cos <dVed t°

e nasit™aS
deterrent to their utiliz.~10
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Table 5.1: Respondentsfutilization of the various healthcare options/sources

Disease T Healthcare source
Chemists Dispensary Hospital Uganda | Stay at Private Traditional | Prayers
home Clinic Medicine

272(68%) \ 9 A(22.7%) 8(2.0%) 0(0%)  14(3.6%) 0(0%) 5(1.3%) 10(2.4%)

23(5.7%) \ 257(64.4%)\ 97(24.3%) \ 2(04%) 13(3.2%) 3(0.8%) 5(1.2%) 0(0%)

0(0%) \ 23(5.7%) \ 292(72.9%) \ 34(8.5%) 38(9.7%) 2(0.4%) 5(1.2%) 6(1.6%)
0(0%) \ 2(0.4%) \ 120(30%) \ 52(13%) 125(31.3%) 0(0%) 72(18%) 29(7.3%)

(Source

;Sum ot the % more than 100 as this was a mu\t\p\e response question
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5.3 Determinants of Health Seeking Behaviour

Results INdicate that the health-seeking behaviour of people in the research site

determined by cost of the offered health services, distance to health

. . Areictpnrp or state of illness and
facilities, perception of the cause of illness, p
, U -i#h infrastructure in the research
other factors that were mainly related tot e e
, . , factors included staffing levels, ethnic

éite— These health infrastructure-related facto
_r hpalth attendants, fear of HIV

backgrounds of facility staff, personal etique e

esf and historical factors.

°st of Health Services by health providers
cost of services o
®arch findings indicate that According to key informants,
Aghaviour.
cted the people's health-seeking sources {hey perceived
« community members uti>t«d b « ANNN palie,,s shunned
* effordable The informants ,hat ,hey believed were
“ from facilities or health pro«'»« A~ alsO reflected in the
. a m the health o se”s0
in regard to the t clinic oL
, health facility (<*e ' charged at some
of one formal he wealth s
the high cost sen/ices For ins,ance,
to respondents, availat*le he M
. nt to use of av f treatment would
icted as a deterre that t e
dents indie3 ed
0) of the respO facO eS
f healll

influence their cho
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I" all me four divisions of the research site, hospital charges were signitloantl,

associated with the factors .ha, weald dete, con— menrhers front seehtng

I .-canad to divisions, 86% (86) of

hosPital treatment (P-value < 0.05). n
fi5d0 (65) from Amukura, 75% (75) from
-pendents front Chahol division. NN A , tte

9°r, a"d 61% <61> A
Vlew that high hospital charges would p

tre9tment.

Households
li} D>stance to Health FacMieS frO A stated by 21 5do (86) of
Distance from place of residence to a health®» NN facility from where
indents as being a determining fact°r” was also reflected in

' Seek healthcare (Table 5.2). T,US dIS A members went to Uganda for

indents' explanations about why c respondents reportedly went to

N services. A total of H* <> ° health faciliies in Uganda were

UNda for health services 7 N iv e |y cheaper incost of the
and also co
graphically near their home Kenya-
a to facilitieS

Ic®s offered as opP°se
pohvoon distance to hospital and

aSSociat|On members within the
atidy also found a SS™ *8 » divisions had 9%.
tehdoncy lo utilize 7 A Amukura »" 2 dW>nce as a factor
arch site (P- value * 0 psPectively’ W health facility for
jpntS noin9 1
and 14% of the resp® mber fr°
munity

would prevent a com
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with 40% had the biggest proportion of
treatment. Conversely, Angurai division wi

~H nrevent one from accessing hospital
respondents stating that distance wo
» « n where the research activities were
treatment. Katotoi village o. Angurai d-nsron n

gcrh Alupe but snares
catied out is 40 km away from the ' 15km from Kocholia sub-

d the villeQ® IS
Uganda on its west. On the other an - Amukura and Amagoro to

v . »* \ The distance from m
D|strict Hospital (Amagoro division).

the NSSRH is 20 km and 30 km, respectively-

Causality of lllness _ealth-seeking behaviour. The results

" Mture of illness determined PeOple AL of the view that different

- tha, 237(59 3%) of #» reSP°ndC" ~ tha, me ability of healthcare

thcdfe options handle ............... A
to treat illnesses in#*"0* 1 ies aBeut disease causal,.,
u t the community5 informant, who doubled
3d the view that t to a key
Behav'our- ACC° » as defined as resulting from
Id nealth-seeKtHg A (ness that w fO( hea,h
local administrator (eh' [[tM,,al m **" wg flom

on Theheyinfr™ ~jenred?n'"n

m. N0t resP°n

listic causes woui the view that
WEre
f he.»d»P* jeS' 2 ' 9,h
ng utilization O 75 evesO \\ t%e t%ur cFV|S|on
jith facilities have resp°nde
0



AN research sitG indicated that thG ability of facilities to treat particular illnessGs

infuenced their choices to go to a health facility for treatment and other health

Services.

7<19ma

S* v findings also indicate that social stigma associated wi.fi illnesses

n'«nced health-seeking defiasioui. When laced w» a disease Ifia, was
from immoral or deviant behaviour,

N,
ae,l'a« by conomonity members as resfi.mg from immo
th facilities for healthcare. This is

Annunity members would avoid going to
[ » COf] to other community members

6CallSe they were fearful of either being exp
officers. Results indicate that 1/o (4) ot

be'n9 victims of ridicule from ho P hIV/AIDS may bar

of being teStea
carticularly in where blood

resPondents thought that e
h-coital services, p

rnunity members from seeking

N .
€S Wwere required.

re of lliness A e sought health services from

dicata that if » '*ss hoyond. An analysis of fho

re options witfii" rasa d« Ao~ s»arcfi site indioaled

skniodr-p a*'"'S”""'n' "fth8respendeasn .s-» -*telk al*m .

1tp,,,n.as.a”"'272)<B M, ,as» the. tesallss kdioa®

nt to traditional medical

> With Persis
.harniacisis)- *» w,0l
increase in e» ~ 45.8ft

Jritual nea'inS *
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believed that traditional medical practitioners were the best option for health
restoration, while 18.8% (75) resorted to supernatural intervention (prayers) for
ea*h restoration in times when persistence of illness was encountered. The
re$ults also revealed that when there was unsuccessful treatment of illness in

KenVa, 3.5% (14) of the respondents indicated that they crossed over to Uganda

r health services (Figure 5.1).



, r . . mmiinitv visited traditional medical
When asked why some people from the

rpnorted that some diseases
Practitioners, a majority (75%) of the responde P

ol mpans. This influenced the peoples
c’uld not be treated by biomedica
whfin they defined the illness as

utilization of alternative options, particula y

having been caused by humanistic or supernat

Th bv respondents for going *
ne other reasons given by _ traditional medical
. fact tnai
APetitioners for health services inc re cheaper, and that
, accessible, tney
"Petitioners were easily available an biomedical service
th problems unlike
had solutions to many hea rted that traditional medical
) , rpSporCentS  # o
hders. Thirty-one per cent of was a humanistic cause o
where tne,c
;titioners could also tell in A health solutions. On this
ss and hence enabled timely access to - * practitioners are better
» the respondents believed that traditm ~ A were also reflected
lany other healthcare option N fo c group dis
n9 the key informant interv ubject:
J. _avonthes
"dormant (chief) had o A AN ullages and
rc live rvith /hen they are
Traditions/ medico! cenl is « <
, , ang reSpeC (fieir d'aa ,nd also can tell
understand ana "ces, rausesS a ,
, health se . d/rnat™1 Mional medical

approached for superad

includes case§ BfW W &  inVolved » 4 jo  where natural

when  natural ca sQibe h about
. : _ .either Pr
practioners will , give

a involved 0
causes are 1In



charms °r sa” s" s as

£t /\ - - 7700 /\ i /\ . '
) x b Amukura division-, ,A40',earold
female local administrator

traditional me<*ical practiti®ners
Jble 5.2: Reasons for utiliz*io

Percentage
,\ Frequency 4516
eason 183
AOrne diseases cannot be
reoted by biomedicine 3l
124
1 is better than any other
0Pt 9.6
Ption
38
find out if there is a
Urrtan cause to illness
20
TheV are easily accessible 4.8
. . t long queues or slow
fiffetev d that i°ny M
duality of Services ts indica particular health
, the resP°n .. utilizatlon
fal of 10.3% (41) of , terrniried * . n during ‘he fieldwork
. ., tentres e° 0 bservatl
‘es at the' sBigReC . £3

'‘es for health service



, o Ar+if'niarlv nublic ones, there were long
healed that in many health facilities, particularly puo

* r rconfires at the facilities. According
queues by people and/or patients seeking for services

, discussants in practically all focus

to a local administrator in Katotoi village a
, ont_ seeking for health services are turned

gTOUP diSCUSS' ° nS' at ,imeS' 5°me Pa ', shortage at health fac... .. within the
away following day due to

district.

,he district, a hey informant had the

°n the performance ot health »-"""eS

fa|°wing to say:
S

r -4mps in this distnc, patients to
In many health fad * N gjvedrugso AN N A
laboratory diagnosis. fit time , N pavB
go and buy the drugs A AT
services because p A m  Beca A refore> g0 to
early. The ProVId°'S patients- a, in uganda for
some providers a AN uTro A g /of of
St. Anthony’s Hosp Uganda d°n district (Teso,
treatment. The N asked to buy almost

and they Qve LS Hospltal, *°U ~rUgs and even gloveS

Kenya,. »
wylhing indwWM A~ a pat ApassronaW ”
for gocors- use- ‘' A

problems m r**>*n gl**"Q"1

Uganda than in N \WBSe!

village elder fraTl
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¢ u/»oithrare among the available
Table 5. 3: Determinants of choice o

healthcare options

Percentage
determining factor
52.5
Cost of treatment
21.5
. . 86
distance from residence
10.3
Po°r services from providers 41 8.2
"ature or ability to treat illness 1
~Nack of laboratory services 1
Pearof HIV/AID Stest 55
of drugs, present of**nown pers” or
- among eother' were availably ° the facilities a"
acilities, waiting time before serV.'°”oup at the target health
staff member from one's own ethnic 9r0 of treatment

l, the dw'sions' 1
A focds On divisions also revealed that' » amongst the factors th

a'a distance ,0 health « «* * ""** conimunity (Figure 5 2)

determined health-seeking behaV'°U
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among the available
Table 5. 3: Determinants of choice of healthca

healthcare options

Irrnining factor
treatment
ance from residence
°0r services from providers 41
Mature °¢ apility to treat illness
of laboratory services

p
ear Of HIV/AIDS test

health
masenceofaKn-n-;;ithprovideror
present
' "Aed among 'other' were avaHabW °f* jiitie s
waiting time before serves ~ ~ tw target hea
att member from one’s own ethm n treatment
AfO aled that'n a" *he » the factors that
CJs on divisions also reve A highly  afT,omS
A N'Stance ,0 health f* ilifcS A

e,e[fhined health-seeking behaviO
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70.

60-

50-

40-

30-

10-

, bar community members from
What can hospital foy tregtment

goingto__ “Ip esst of treatment
Poor services from the
® providers
Inability to treat illness or
D lack of drugs
Lack of laboratory
\: S;irs\i::cse to health facility
p Fearof HVADStest
P Nothing
P Other
H
Chakel Amukura
DI,'S to hospl®1
prevent 9°'
'Sure 5.2 Factors thatJT"*ces Wdi,'S®
for health se
that would act a (pCA-
r ana'vsSiS ,he ing principn’ ce""0" " iB, end
h° Spital health «— A | ¥ * ek x Kk x ¥ * -
P N rest) re ¢ Yrent/PQ0
with Kaiser Normal”* 1 faCl|ities, hara ~ tedfor
 the health w of being ie
charges, lack of drugs m ~ A Nioes. a N~ N pre,n.
dors including long gn of >« X A for « *
s and nature of illness ¢ gojng t0 pe
njstrict »

Unities living in Tes®
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services (Figure 5.3). Of these faflors. '

,.e« hab

distance .o hospital, avai.abili.y of « s A

p a rts ' choices of

a Significant contribution to .be <*»'S** othcrs in the «nC

or health options °ve oH ia approximately 50
Particular health facilities NSSR

. » Anqurai division to

s0.05). The furthest pomlin

km away.
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vid Ethnicity

£/ni
c’mposition of officers working at health facilities was mentioned by 15%

o resPondents as among factors that may deter them from utilization of services
rem Particular facilities. Communication and cultural understanding were the

r determinants for the ethnic consideration by the community. The following
SXCerPt from an interview with a key informant exemplifies the local people's

Preference Of healthcare workers from their own communities to attend to their

nemith -
needs as opposed to workers from other ethnic groups.
hncnitais where the doctor comes

mmit is natural for people to go to ho p

) ,» hm upre people prefer to utilize

r’m the same ethnic group as : . Because
r Togo community. This is because

[FllueTlocaI language than in léfgwgﬁ‘h'.‘

A or St. Anthony

N for treatment.

services where the doctoré)s fro
in . fin

s eas/er to explain ones

or English.Because of that we pee
gre harsh to those

hospitals in Tororo, Uganda, to
village elder from

Sometimes doctors from owe
. _ /a "0 year °ta "
Peking for health services (A

Katotoi village, Ang'urai division).

Historical Factors \\TRO (formerly East African

the faot
romQ) was the institution whe

factors emanating
'somtasis Research Organs leaned local people s

sickness was trea<«< in " n,nere su8'ici ata'
. . r Tflisis particU,ar¥ _ ,0e where the NSSRH is
-eking behaviour. 1 nreCtion. M"UP =

* n sickneSS

illness being sleeP,n

107



rh as leprosy. According to a village
situated was associated with diseases s

, »fhav is a stigmatised disease
elder from Obekai village, Amukura division,

d to be caused by a curse. This is how
among the Iteso as it is considered

‘dormant put it:

mmmmany of us in Teso district aw centre. Alupe, where

sickness UTRO is the only known A sanctuary for Pe°Ple

NSSRH is located was known curses and other bad
_ .. ..ps resulting . B community

suffering from illness people fr°m

leases me leprosy. Some peoote *

did not want to be associate Q e|der from

that clew today. (a » °d

village).
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CHAPTER SIX

referral services

61 Introduction _ _ . of
nai accounts of interactions ©

This chapter presents information about A A within Teso

former sleeping sickness patients wi formal health
of referral serviceb vy

district. Information relating to provis' resented. The chapter

in the district is alsO P
Providers to community members referral advice to

mtra community provision
also highlights impediments to in National Sleeping Sickness

SleePing sickness suspects specifically target' 9
A ef®rral Hospital.

m ers and Former Patients

6'2 Interaction between HeaW and former sleeping
A "sous on interaction B®E%EEN A LS prefes o 0 IR -nn ™
districl—revég\gg H%%‘ aa .ho Bad had a"
'c"nesy paitieiitth in.the HUo V"
) . the respond indirectiy « « « Kd
- ...es. a maiontg of «
W hence with sleeping » “ had had an ”
People Who , anged for the same
na'aria and/or ‘yPh°id feVer efillliess’ drugs AeGding to a female ToffEF
l: - +the time or according to a
>SaSe indicat6d thot 3 1o the RealA BEYHES: g division, PEFSiSieRee of
'‘ease in subsequent v.st A vvage. An  * what the
; PIn9  SiCkn6SS rli-ia thatisresin.tt°
aria-like symptoms a nas a S
* c sufforin® r

Icu>ar individual was
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»m m,, anti-malarial drugs. This, according .. the fMe< P*">"' * «"»

forma, health providers to prescribe and administer the guinin. injecioh.

m , with another former sleeping sickness
The following excerpt from an intervie

he interaction bet.een pa.r.n.s and formal
Patient summarizes experiences

health providers in the research site.

n ig exposed to a lot of
o drk person is exp

in  the hospitals here, treatment. There are no
suffering in the course of » bers of patients and thus

enough persdbrre-ro®'* a e s as « -

tbrs forces people » no. served and aredr**
treatment In some cases. p» m>Ks peop/e "
hea/th facilities tn m fcsp Me,a— ,® or
conditions become 7 NN fansr”

change drugs , SIS an faction rs
Coatem® during A A djggnosis and
persistence of A reSorf. In 11 (he basis patients
administered as th done [<ey informant
treatment of » N

described signs on

from Amukura divis'°n =
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6-3 Provision of Referral Services by Health Providers

A . , . RiQO 5267), indicated that referral services,
A majority of respondents, 66.8/0 /
n _ cickness Referral Hospital, were not offered

Particularly to the National Sleeping S
o.rrh site. According to the respondents

by formal health providers within the res pt-pnted
rticularly if community members presented

and mf°rmantS' ,h'S W' P . alari, like conditions, one of the initial

flemselves ,0 hea,.h A indicate ,a. * * - "

SyrnPtoms of sleeping sickness. The toms presented. With
the basis ot syi v

resP°ndents received medication A AN appetite, most of the

SyrnPtoms such as fever, body weak

m «nd tvph°id fe
resPondents were treated for malaria an

naT formal health practitioners is

hv non-nM

AS far as offering of referral service AN they hgd been referred
c’hcerned, 33.2% (133) of the reSp A ¢S AccOrding to the responden

« «* health ........... during «m* [aS' ' " , moratory gnosis ,nd in
A referrals were infornrdd W *» A in accidents- The findings
tase of emergency cases snch A facility w«h labO0,,,W

tha, most a, the refer™5* a*' aad Amago'd.
i such

N"esortosuh-diStnC -P "- JFe -« m "
Tk . eferred °MelVe C Vvisits to baal,h

6 fespondents who hedbaa &g, ied

™ p*— ‘ respond isi,,.,heir

acilikes. Whereas ohoot a » done

. . .ear W ««'"
Trats \wptp Hone



7¢3/ nhealth f

refeTed : = r N °f resp°ndenfs’ 100"~  * * ¥ « « **
er the fourth visit to the facility (Figure 6.1).

fe 6-1:Number of visits made by respondents before referral service is given.

r:/ o,cS . to quHﬁ‘SF g%ggb%a glevlén:ﬁs patiarts. »P»ne»er paSents war. rafen.a
"0 L . . facilities, most of them were given
healthfacilities with laboratory
eCcw : ncada typhoid. S
N ations for treatment of malaria
fOUnn ° 'U U "f r both typhoid and malaria were advised by either
f nd to be negative for bot vy
% n to look for alternative
" "embers or some formal
b

‘'nemotably traditional
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it , oa. 2267) indicated that the formal health
For those who were not referred, 66.8/

providers in ,he area only changed .heir prescribed drugs oh subsequent visits.

A#er the fourth visit, some respondents indicated that the, were advised  try
a --vear old female former sleeping sickness
traditional medicine. This is how i

Patient put it:

years marriage when | became
| had taken approximately two malaria | hirst used traditional

il in 1988. | initially thought | had ~ However, this time, | did

herbal medicine to treat as | husband, we decided to
no, gsl betterAbet detib~c~™ j,,. ,was
go to Amukura Health Centre A thjrd visit, | was teste
malaria on the first and second vis . fO worsen.When

u mahutmyconcl: he,nriled me advised
and treated fortypho officer who " my
"ra, my ®-ess « y JittrJ® and use supe
husband invite d » K posses Wg 9, e
practitioners who spirlts m A djd not work.
powers to exorcise m Sickness
Later, a villager who wo uS o disilke for
Referral Hospital came becaUse When
tests. | had initially *»* A & *** |° ve with sleeping

oeluctan tly,d to be Phowever,

hospital drugsH wgS fwo
tests were carried out Noe hgve persisted o
sickness end pet Ob * k" f o m>~*"* * *x 7
beck petns the, *okok £ '
date. I cannot old feJ ’ alsie,,).
the treatment (A Amul<r

o
Dritieinf rtw.tit vill* 6
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The above information was also corroborated by data generated during focus

3'0UP discussions where participants indicated that formal health proyiders (from

services When a patient presented at the

clinjcs and dispensaries) gave referral
SUth a case, the patient was referred

heal(h facilities when in avery »  state' In

t0 Alupe Sub-District Hospital even before treatme

tfom the NSSRH, provision of referral services

According to a male Key mfomtan r A surrOUnding districts is

b
3)// oon-HAT formal health Providers in _ fh  ultjmate control of
i surveillance and

"Portant for the success of Pasbl A informant, early referrals lead

3Ping sickness in the area, Actreatment early. The
~ n<is and aPPr°Prate _
lerjts to access correct diagn of referral services by

., say ,egaf« pro™
rrnant had the following
h th® district.

3r formal health providers wit 11

, Nhls for screening. we rarely

, sims
get referrals. Althoug finance 's n 2~  t0have active

referrals. This PasS”" kneSs P ~ eniS’ sieeping sickness
approach to get sleepiil w aboil (the NSSRH).
surveillance to Ug £ole ertain?yhi (A" ° ff
ntrv W'ttlcc
situation in the coil been referred from
(94 indivclil
« b , , Z, » .. Mojony (21) Being
NSSRH records #>** 2006 »" A , Ihe NSSRH,
*h facilities in the fN""1 plisl. °
nistrictHOSP

rred from Alupe sub-



individuals under observation appeared to be
the referrals were made when the

sleepy.

, Referrals to the NSSRH
6 4 Impediments to Intra-communi y

Dia9nosis of HAT at the NSSRH obuchun and Amaase

1 . jpkness patients

nterviews with former sleeping s Mational Sleeping Sickness
referred to the *

Vllla9es indicated that they had been re non pointed out that

Referral Hospital by their local ad[71inl A found negative for sleeping

While at the hospital, they were SCreSn* d (hat their illnesses persisted and

Sic*ness. However, these informants Xhey wel
they wen, ,0 Torero (UTR® ~ A mad, rhem have more

"» disease This, according » « - ., N,ona, S M tt

Odeng& i he VIRO h— '- 7 dsscrred N. — — «

eferr3l Hospital. This is h°W °

"Qvernent: during that
Ing sicKknesS in ffected, the local C 'G
| was infected with sleeP * » were NN f|, Alupe ya
ANy people *** @S, ed that IB ~ ~ villages with
come my=* * * x  mV A A
Juu’ (NSSRH). «e ha sicKness * ete Wh e n'wen
some National s0 (M on I "*s
their sleeping sicvV* ~ A by* ~ ~
my blood samp A er, Arny ¥
everything was hne "@. Bac

end the way | felt the>
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11 Tororo,Uganda, came and informed me to try UTRO Hospital
When / went there, | was diagnosed with sleeping sickness and
admitted for three weeks. Without the decision to go to UTRO, |

would be long dead (60-year old male former sleeping sickness

Patient from Amaase Village, Chakol Division).

interview with an officer at the sleeping sickness hospital on the surveillance

ang diagnosis procedure indicated that surveillance of sleeping sickness in the
sie , . . : :
epi"9 sickness foci in the country mainly depended on passive surveillance.

hosBLtal and their blood samples

' . : t
“tien keeping sickness suspects went to tRB nos
a rijaonostic procedure involving spinning

ken th . _ .
(aken, the buffy coat technique (BCT) - a diagnos
, Or3tp hlood components followed by

of u,
blood samples in a centrifuge to separate
, tn determine the disease status of the

mjan
c°pic observations - was use
* Hx hnjgue worked better when
N According to ,he Hospital informant, fh.s ,«0«
tfw , trvoanosomes) in the samples as this
was a heavy parasite load (many _ _
on, 6aVy Pa . microscope. However, Iin cases
A 7N blood sampies, the

ariCed their being observed throug
MiQp A trypanosomes

e there f the parasites through inoculation

is a small number o
Ihf’°hr . . .
'ant added that it required multip”

ih g'Tiple P
e (injecting mice with 3011 . hv microscopy- The sleeping sickness
N UTRO hospital, the NSSRH did

®d to multiply) before obse
|aboratory technicians at the

°Spita' informant indicated that compa”

hn j therofo’o, 1
ha\\f%)é mice coflony of Ir% 8‘”” an ajn|y through the l:())lﬂf.fyy coat technique
carried out the» obsonmfio"5 » * diagnos.* method had low

farther sb W

hho m.
Icroscopy. The inform
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. nnciQ nf sleeping sickness it is necessary
sensitivity and thus for success in diag

Hiannosis and research. The hospital
to build up a mice colony to aid in disease 9

Jh analysis of the blood samples should
‘dormant also added that for human hea ,
. cl,rh as polymerase chain reaction

involve utilization of other molecular met o s
. I pliable results, but are not used at the
(pCR) that were available and better o

hospital for the purpose.

.(Ccrn Officers

j Multiplicity of Roles by the NS g division recalled that in the
A toale key informant from Obuchu A villages. According to
1'0s and 1990s, KETRI had a hg A surveillance activities and
him' the organization was involved m a (0 the sleeping sickness
""Ported cases lda, they < « - th. K e y i * « 7”7 <
Soita, management a,th eir - * d*,ed and « «— "»
,h* in me eady 2000s. sleepi™ ~ w W — - —
hn formerly eng sava and potato
'‘ers saw the officers w promotion o
. » =uch as the P . made the community
,0 agriCUl,Ura’ A acc»-dinO"™'in,°""@wBaboutw capacity of
-«s within the A sB, AN A , that the
bers who knew abou e endre the National
Papital manage human » =« =~ sickness
_ tB reter ge _ a
6 by the eemmunity jrnpeélea-

Sickness Referral H°sp
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The following excerpt from a key informant in Amukura gives an indication of the

Prevailing views of the communities about KETRI and the N

would lead to KETRI A A gnalys/s. Jhe

villages to get animalandp H administrators and

officers from the hospital . _ Vvehicle that used
tv These days, i,C7

members of the local cotrimuni _ n livestock is seen in
i nf the disease

to come for patients and con ro A promote cassava breeds

the villages with officers with doubt the capability of the

and poultry farming. This makes

hospital to handle sleeping s'ckneSS Qfm disease. The active

in other activities unrelated to A hospita, (50 year-old

doctors we used to know
Amukura)-

male key informant fro in ,he early 2000s

thpfs a

1 cearch Institute
ar

A(&[):ording to an officer from H%g * Agricultural Bgse

that , ., f KETRI with Ke the activities of the
led to the merging . gt managed
fkA nt institution merger led to

**x')  KETRI was the Pare Of the oPinl°n
slefw ., The office was officer, this transition

pln9 sickness hospita ¢ AccorCn® /ToTv

the tr . ) tn A fryP»" ™ T8T’
e%ransfer its functions éihd sth«,0 tsetse and fryP»"»s»™asS (T8

uced fundin§l

ais . ) ) r sl.oP«
0 culminated into reguce nance Fgr

°ntr°l activities, particular®

aistrict
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transition from KETRI to KARI and the reduced number of sleeping

°n the
Sickness n_.. . . . . o
patients in Kenya, a key informant summarized his gpinion and
expgrip
nces about the disease as follows:

tivities.

Ah

for

ASRH in,h9 district * »

N the period from late 80s to around 2002, the hospital used to
carry out active surveillance with increased community advocacy
activities. However, since KETRI was taken overby KARI in 2003,

Bave had virtually no funds for tsetse and trypanosomiasis field

Wehave also observed increasing perception from the

community members that the hospital and its entire staff were

Inform ed into dealing with crops » ">
heeith. Therefore, decease of,he current end the
the, we current, here one steepm «En n
~ ~ "Z ~s Z e - »'
AN expected. We need to

surveillance is not working we
particularly in our

themselves to our hospital f°r scree”
A but not so many. We

carry out spot checks periodically'
traditional hot spots. We also get® ~ {hjnk we screen for HIV
A immunity is diminishing

also think people avoid us bee
g Referra, Hospital).

without their consent Our visibility'n
Officer from the National Sleep*

mihility of the NSSRH

Ser>ce of structures to en

structures to enhance

c°"cemy 'cw,esin#»

tevaalad that « *« 2
, SCreening f0'

K K K«

Anify members' voluntat

nhance o _
,.v sensitization about the disease and

direbbservation i

te

sicknass whan.aa, .hay



,+mc The structures of interest
(the local people) encountered possibe symp

onH nraffiti like what the government and
here included permanent billboards
tho rase of HIV/AIDS or malaria

non-governmental organizations have put up t

0 no observed structures to increase visibility of the

ontrol Likewise, there were weie ,he long gueues of

NSSRH to the community Instead what w A (hoapi,als and

immunity members at forma A N structures to enhance

disPensaries) seeking for health servi . ces for community
itv reduces tne

vis'bility of the hospital in the commun diminishing the possibility
(the hospital hence

"embers to have knowledge about g cases (0 the NSSRH from

for effective referral of possible sleep' 9

°ther community members.

\20



CHAPTER seven

discussion and conclusion

'*]1 Introduction

~is chapter discusses community knowledge about sleeping sickness and the

N*iona, Sleeping Sickness Referral Hospital in relabon to access ¢ *
The chapter also focuses on the peoples

SeeP'ng Sickness health services. A behaviOUr and elucidates the
health-seeking behaviour and determin healthcare. Lastly, the
: cc to sleeping sickness

mPact of the behaviour on acce community and formal

ices both  ulc
chapter discusses provision of referral se

hHealth provider levels in Teso distr

f hat and " SSRH MCMSH"™
2 Effects of Knowledge o

Services ondents were knowledgeable about
Tk * uw of theresp r6.7%) of them
d results indicate that a majt- n However, a -
L mMng age,, « sleeping sleePMm *
a rcoc ate SIET , instead, other factors
A the research site did S for the disease.

mfl behaviour

i _ . fl beh o |
" he associated eSi®8s N 9 ss were b '~ d for ~  diSeaSe

heh «0 bit® and Stre different cultures have varied
shc

as witchcraft, mosdul AN vieW that A {he rationale for
rpofll
Ster and Anderson (19°8) and/A of _ may be defined as
illnesses
, . Tle
"*Planations relating to ~ *  Aght-
fiff6. healthO3"

bf options for the
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_ rx nthprs mav be viewed as having
resulting from personal or human factors

Arrnrdino to Venkatraju and
‘heir roots in supernatural and/or natural cause .

v nf gnv disease epidemiology by both
Prasad (2010) objective knowledge
, . attaining effective control of the

scientific and local communities is imp° a

N rget disease.

Idge between biomedicine and folk theories about
Insuffigient or conflicting knowe y diseases or inappropriate
eithar the transmitting agent in cas centre may lead to

the treatmen
Inf°rrnation about the cause an O his may happen if

. inDjerrenting a9encieS
Unsbccessful disease control by ~approaches as guiding principles in

N icies for disease corrtrol use The

contradiction fo the '°'al *=*=*=»=x=xyg  fonards explanation illness

PersPecti»es taken b, the d ***' COm,n beh,w,,,,, of the » >*
"» . beanng on the indi™' | -**" au,hor«i.e (Venkaraiu and
.he ultimate disease — « N disease th.odes »
* tence of a m* te also consistent with
asad, 2010-27). The eXS nical starCpan®
. OSed to* * * * | sickness in western Kenya.
eP'ng sickness, as opP Ao~ Sleep'
~bgs by Bukachi (2007) 'n N N gleeping sickness
0nts a'tribUted the Hiral view about the
resp°nde ., the biomedical
Sul‘s indicate that some tent W' sleeping sickness as

Witchcraft, a fact tha% 's g peOple V\’RO de‘ined while those who
Idemiology of the disere  pionied|G h

lulting from witchcraft w°u
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. _ . d[hV mnsauitoes would go to any other
held the view that the disease is transmitte

AU +hoir reach for health restoration. This
(non-HAT) health facilities within the
X .Ae an access barrier to the
Nappropriate orientation in knowledge co
1 i Sleeping Sickness Referral Hospital as the
services offered at the National Sle P
th HAT hospital for proper diagnosis

Patients would either report to A segrching for health and die
treatment late or will suffer in the c A A N jhe causes of gn iNness
Phdiagnosed. The existence of a div established formal health
renders the control and management of members will have
Management units an uphill task. management (Toe et

health restoration and
Afferent mechanisms relating t°

2009)

I abo/r\t' he cauge ant* spread
. . e anation
existence divers!., o P A %@ ,n ttﬁ'&r S. sgy

is n.s . e _nlqg ©f Teso Distno ~» N existence of different
At peculiar to the peope

_ in DU,...ne , DQpulations. In their
*'» . and bed net W noA among « non n
Sanations relating to the oa maja,ia e » * wnsmission ,, as
Study’ they found th3t the °Qltally aooeP«ed link tO » of causes for the
9nd Mosquito bite, a bio-modica * on(5 of a nU A communities to
regarded by community MerTlbe® res taken
med th” sorrie meaSUr6d tQ mosquitoes. The adoption
Se9se. They also conclu gnd ,be causes of mala,ia
ov«nt malaria were mam®5'6 dB del*5a'" fcr therefore,
f - *heref°’re’ Blesser ca
net usage was _ bite &

5°Ple who defined the »
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did not see the use of bed nets as a mechanism to control the disease with the

seriousness that it desen/ed in the malaria-prone areas (Toe et a/., 2009:7)

Th . , fh f,9 8% of respondents had no knowledge of either
'he study results reveal that 12.8/
» cirknpss The results also indicate

‘he cause or transmitting agent for sleeping sickn

M |, have any knowledge of the symptoms
‘hat 11.840 of the respondents did not have
a ,ack of knowledge about the cause

° Cia,ed diSM e constiMes an access C a* ,0
fading mechanisms of a disease A N N becaUse the target

health services offered at specialize nDnosed to the health
re elsewhere as oppu

Population may try to find healt A serVices are offered. In the case

faci|ities where appropriate and eff knowledge about the disease

*t the lack m
°f Sleeping sickness in Teso d.str.c, for health services from

MAT patients
ame°ngst the population may see A A National Sieeping Sickness

i fag|,i,tt@§ as 0ppeS n nassivé sufveillanee in
fa endggtr:,& on pass

pel %?Ipen e a . nnrl

‘ : icp a scenano, (ask According to Venkatraju and
e‘erral Hospital. In such a

othpr "
ngr non-HAT hospital

. romes an Uphi" " . argely depends on the
c’°ntr0| of the disease E'gcom P vei|lance Igrg%)y P
, rpss of PasSiVe j their ability to recognize the
S<d (2010:21), succes diseaseand h
sSoftde d
c'®d communities' awarene

SionS- , Hae of wellness and illness
a kno”eC™
., » Wmmu™.y
Jr>y areas of develop'™ AN the tar9 A rjmjted knowledge

‘ accessibility of health ~ " tg]9 (1992-139 }

m According to Hunte
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»» COMMuUNIty perceptions »m»>«8

o, illness and wellness, — ., e,ect,.n,ss 0, « —

health seivice provider ha* >" N W * %
f ro important to u ng this
health services. It 's, ther®° population and »# A

factors of health seeking beha
a Hatcher, 2004--50)-
behaviour (Shaikh an remedies and

t self-care, home rem

,ces often le™ » These factors result m
Cultural beliefs - N * rUra,
consultation with tradition cOmme°n 3 oov28; Karim et
own health hot »» ANn a | s»s8 ., besid* 9e"
y are also assoca” ip8,»1.'9
marital states (NyC211089 .ndicate that 57.3 A of

. Qsickhess’ 91 S associalion of s'eepin9

Oi sleep"19 , €asa w,s portion o'
ta,ding the sympta"15° *HE»"»
mnted sleePineSS f the diseOse di,gnosis and
Pondents assoc ptotn °f Of apP[OP Refertal
as a p seek"19 ., Siokne*8 R
kness with sleep A .plae 7 s.eeP p,,*,*!»
spondents may 950 e n NoogrETE , »& disease.
( the u -wotb nrl staQy
hmate treatment o A the seC .patients comes
IDsP'tal records spte>= "®  eePing " ts will seek
>esented themseWeS t0 * N ¢Sekh'bfted imPieS~ A
Th's may be because xog xx

AN "he second stage O A



for

fH f he sl [ ick hospital . :
a,fH from the sleeping sickness hospital . sleepiness symptom is

ccord/ng to MSF (2004.2), treatment of sleeping sickness at the

Se°ond
sfage of the disease is more difficult due to the toxicity of the drugs

,L,volved Th . _
nerefore, people who present at the sleeping sickness facilities when

'n th'S Stario , .
may have bad experiences with the treatment procedure or even

Wtn
essed death of patients, a fact that can easily discourage people from taking

Ha t
Parents to the facilities for services. The pain associated with the lumbar

Ure may also act to keep away potential sleeping sickness patients from the

al'zed health facilities.

a majority (89.5%) of the r.spdodehts indicated that'he disease could

ugh biomedicalmeans. 52.5* of .hem d,d not have an,

~d g e ahou, ,he nssr,. Those »ho did no, have Knowledge ahoo, fhe

thouam E e gisease eoold he .mated a,« other government hospifat.

nou € disease couiu o-

O h, a,,r cniritual means. People who think
6> "editional medical practitioners and/or spin!

th. . .hpr means as opposed to biomedical

, treg%ed through other m
ar* 'tlness can be Irédtcu v '
W p the paalth services offered at formal health

mare more likely not to us population with such an
Cities : | -nn sicknessThe P

deludi'ng the sleeping referral services from other
Ig0lo A penefit from

9,cal standpoint may alsO n ahould in an ideal case, refer
ithfecilities)WaA

ol
|

%d,cal facilities (non-HAT hea sleeping sickness hospital

“*** to specialised health

% th*y get to their respectivefacilltieS
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pra] 3.5% Of the respondents did not

The study results indicate that, n Hospilal as a centre for

recognize the National Sleeping

_ disease could only
such people believed that tne

treatment of sleeping sickne ¢ knowledge about the
. _t Throro in Uganda.
be treated at UTRO Hospita A historical knowledge about

Ugandan hospital may have e A sleeping sickness in East

UTRO Hospital being the only Irealm ™ 2 African community (EAC) m

Africa from colonial days to the btea Hospjlal among the residents oi the

1979. This historical attachment to UTR® carrier to the HAT health sendees

‘esearch site, therefore. consti® an NN wO0,,d see po.en.ial

suspicions a
°ffered at the NSSRH as

nt in Uganda-
Patients presenting f°r treatm

ss of sleeping sickness involves

m dicate that the ® N

I I p”si’iye - W 8..” TM 7 (11
"he tesults also indica

aPd iffoun t , 5do of the respondents
getting plood samples fiern Ee e Rebereing 10

the blood, lumbar puncture '

' ' inful
plihcture E g Eal

the report that the lumbar

and former sleeping sick ood)ad ¥ ous The Pain asseeiated

Thnitias I—largeroLB _
Precedure. MISF (2004), ThO[Tia ~  put 8l danS"  jng the health serviees

Puhcture procedure is not patients A A treatment of sleeping

the lumbar puncture A mtPe N ferra| HosP'tal-

Pifsted at health facilitieS gleepin9 »

&c™ness including the "at

12?



t. results also indicate tha

10 add,t'°n'
utilization of health facilities whe

feared that

. 7800 O responden

. )ead tO their

where blood samples are

A Thjs fear of

", samon9 r.r .M A hat-7 r A~ - * A - %
80i"9 * w Sc,e«« “ HW gecaose * * « * *
because suspec,ed patients. «

(1994.31) in their study m ~ ~ 2 8a,pl.s » A w diagnosis and

trypanosomiasis involve goinQ 10

] ootential P ~ _
may discourage POXB patients-
ultimate treatment in ca sleepinS s’ckn
initV j/or rnental

KK

Results further tndica-s ma

Patients and often ass0013'*

a\ enetSV a

"ness or low lit>id*n
. n sickhesS

"mptoms for sleeping

same stigma a®s
I wasting may. °
We e Qcbrodmd = "
. Ppteprl
16vgs {9 desaihthe Aof P’

or late diagnosis &A% ‘€3

rl S'eep

16 KETRI unpub'ispe

IDS P8~ A

lan 3

, HW infd»" 3"d'
N fact that one d <«

«

cpndi»on ** B

<fertual '""fel< alsO associated »

AstinQ.aC also experience
. kness maVv
eping sl whO expenenc
ind™idua litjes

pody "

uacts 5

oid go'a "  stig-na atti n account

*Qea d in the findings from
A v ’ gt§|-|5|g_igated

the & *** * j ospita’ reP°rtS
t oftp ferm'H® P

A g gi{:k%ss



associate «* se',Pn9 ,, formal dia8» “* an,J

Tte socal SW" to spaala'lzecl liealt'l,aC" important e« » '
alao Oar peopie »t > A A SW™ oA
treatmeot Accotd.nU <° disease control » © “9~ t.a ,,e
determinant of the etfectwe" _ , d, ta that
t adherence- We epidemolog>ca>
seeking and N N A what * -
impact of stigma is disease- 'nS Therefore, f°r
a burden o' u romn"jn'tieS-
characterize the — A ,0 patients * ~ 2
heeo termed a «ddeh by agcnc,es « * « tx
effective control of health P A ejirninatio
_ _ of stigh3a d
°t the serious impaC*
+be pri°rtlze ° _ — %
effected areas nous atizatw t*''6*

229 am- W' *" (,osc «no ha* — |
disease uPs - A N VARSI
es prejudice a,acted P»'s OF .« .« «
,0 violence « * * A eB8dtom cot*~ A
3> add ,ha*sw T ANger kwypN dYE > e —  n”
r'uded from s°cl n'°re to~ardS us disease an

diseaseS' nUb"c 1 -s to”ard

ntro, of infectious

langIn9 the attribut>°nS a ntNapf ly addressed
,. de’e t for P ct be a°
*"8. ,he public «uld ~ add it'd’ s t< diftd

'c affected ind,v'dcals ~ ass°d

tn he 12p



Sagha et al. (2001:42) observe that clinicians working in developing countries
AOWJId, therefore, be prepared for the challenges of providing care to diverse

PoPulations through a deeper understanding of what past caregivers and patients

ha\
e Encountered when disease and discrimination intersected.

research results indicate that sleeping sickness is associated with witchcraft
and permanent mental illness, conditions that lead to finger pointing and

PeSenion This ,S consistent with the findings of Bokach, (2007) who reports that

> » stigmatization and accidence of former sleeping sickness patients who

the.
conditions associated by

o ilinpss
libido and mental illness,
A treatment According to Bukachi

“""™onities with sleeping sickness infection or troatmen
nnt limited to people external to

*Perlence reduced

ton
S007?i84,, s,eepmg sickness ,,gmatiza.ion was no,
family through avoidance and neglect. This

family 5Sut ajso existed within the
shun the diagnosis and treatment
make potential sleeping sickness patients

CeP,f® (NSSRH) for fear of being associated with the -
the treatment process such as

6 aPParent side effects of either the a)sO negatively affect
"mwl|b'd'nalene9g o
i@epinc] Sickness Referral

Vchelogjcai disturbances and/or low
ili at the
Ut”"ati°n of the services Offered pcounter these experiences and/or
SSjtal. This is because Pe°Ple, . N oQjnting
joandfingerpl

bC .
Orrie the focus of village g°sSlp
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Health-seeking Behaviour and Access to HAT Formal Health

Services

Stu
V results indicate that the community members within the research site were

exPosed to a variety of healthcare options from which to seek for health when

'lIness occurred. The options ranged from traditional medical practitioners

b,0rr>edical sources of health (including chemists/pharmaceutical outlets, clinics

d,sPensaries and hospitals run by religious organizations, government or private

bOdies> This finding is consistent with those of Bukachi et  (2009) who found
uti ized more than one source of
utlize

that a .. .
a majority of community members
thmuah over-the-counter drugs. This

health
ealfhcare with most using self- treatment througn
iitira| outlets were described by

@J Nation of drugs from chemlsts/pharmace tica
ku- _ Mor cPQor of healthcare and utilized
Ne,nnan (1980.65) as belonging to «  PopoW sec.o

restoration. Similar findings were also

Clety as the initial step towards
n and Nyamongo (2006) and Miguel ef &.

sport
p°rted by Amuvunzu-Nyamongo a . .
Philippines, respectively.
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/oria in Kenya "
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In their studies on ma
nuire specialized attention

AQ9tion of health services from #
. fillnesses that req
A N here the agents for health

I0d With which proper diagnosis o
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published reports by KETRI indicate that most of the attendants in the health
G,ites within the district including chemists/pharmaceutical outlets were not
I<nQWedgeabIe about sleeping sickness and the National Sleeping Sickness

Referral Hospital. Study findings suggest that, intially, most of the former
sleePing sickness patients were treated for malaria and/or typhoid fever before

theV found their way to the sleeping sickness haspital either through referral by
,he NSSRH employee, local administrator or past experiences with the disease in
the family or neighbourhood. This finding about lack of knowledge of sleeping

SiK'ess and the hospital by non-HAT formal health providers within the district
sickness, the affected member(s) may have

Sli )
es that in the event of sleeping
Similar sentiments were

notion

aiff; :
*"%>0 in trying ,0 get appropriate treatment opt»".
« , noted th MsCombie. 2002:339) based on

Ssed By Durrheim et si. vy vy
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. hy what the Pe°P

ovement IS informed vy

option for healthcare-
jhe context of health-
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t of Africa, health &€ " A diversity Westem biomedicire,
, medicine co-exist, and care-

thprefore. refeCS
the country, the traditi°na m

patent medic** N °pS/™
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seekers choose among these options to meet their health needs (lzugbara of
2009 37). on the onset of illness, resolts indicate that 68-/. of respondent,

utilized chemists,pharmaceutical outlets and when there is disease persistence,
m Hisoensaries and, subsequently, to local

64.4% of respondents went to lo
h 1 , »N02-331) in their stud, on health-seeking behawour
hospitals. Ayodele et nitv membar ZF?rgtz'lﬁj‘z)éd home remedies

in Nigeria, however, found that comm

and only went to the hospital when cases became se

Anorlu et (2004) in their studies on

~Nandwalo and Morkve (2000) a AN N reSpectively, found that a
tuberculosis in Tanzania and cervical ca hospital and a few either
ht treatment at a
Majority of the patients first soug nearby drug shop or were
* n medicine from
themselves at home by buy patients delayed to present to
sd ,0 b, a local N poking
nt |onger Per'® . hiip to poor referral
~tal because they S or delays
_ .. __ or private b°spla sted, at times, without
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proper treatmen A N research s A Ao
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_ _ _ Pofifrip a nroblem in the success of
detecting trypanosomes in patients may co

o natients may remain untreated and
trypanosomiasis control programmes as p

frr the other community members

esS Into

hence serve as reservoirs for the diseas i |mina¥
nnngjc that culminates IND

k— ) ) )

InaPpropriate treatment of the dis .rrpss barrier to formel
d hence act as an access u

related morbidities and mortalities a A~ |ead to late reporting

health services offered at the sleeping sick

of cases.

pita, treatment Wthout success, the
This study also found that after A gt home 1o vt for any

PoPulation that crossed over to u9  traditional medicine and prayers,

eventualities and the ones that nces of Pe°Ple 9°'n9 I° A A
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Predominantly Iteso, distinguishing a Kenyan Iteso from a Ugandan one is an

uPhi» task.

7,4 Determinants of Health-seeking Behaviour and Access to

Services at NSSRH
ReS|Jlts indicate that 52.5% of respondents and key informants were of the view

that the cost of services offered by health facilities in Teso district may deter the
cal people from utilization of the offered health services. There was a general

VeW arnong respondents that the cost of health services was higher in Kenya as

CoPpared to the amount charged by the Ugandan health facilities. According to

the pendents and key informants, this made some people go to Uganda for

0 The aroup that goes to Ugandan health

heaim _ ;
alth services as opposed to Kenya. The group
of the perceived high COSt of heaith Services in

lles for services because
Kenyan sleeping Sickness cases.

K
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un, les resulted le — -
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éf Davment of consultation fees and
regular health care providers because PV

nrmuidprs offer treatment for common
transport expenses. The alternative Heafth P

hoarlarhe and stomach-ache (Asenso-Okyere
a||ments like fever, diarrhoea, headache

a/~ 1998:185).
h  ho [d to patients engaging in self-treatrrent,
charging of user fees has a . 1-g08)
, » » m  McCombie (2002, and Gomes « (1908,
According to Deressa »(a/. 2 1 comnon for illness
. nf treatment and is nore
Se|f-treatment lowers the cos nntential dangers such as
e. However, Poie"ua
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,Jreatment (Gomes et al., 1" 8) ACC° nf health care
the benefits
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Lawson (2004 20) demand analysis for healthcare in Uganda suggests that the

distance traveiied to health centres is important in deve,oping countries as far as
oH He concludes that the use of more localized

access to healthcare is concerne e
I nf rare may be a feasible alternative to
"with institutions that offer a higher level ot hate
I ra , numbers of POT* and Iha. policies armed

Centralized units which cater fo access of

9 L
IH have a positive impact towards access
at lowering travel costs wou

hsalthcare to community members.

] nn service use becomes
the effect of distance on sen/

In many developing countries, ansportation and with poor roads.
str°’nger when combined with the d . eased costs of visits to health
Thia state of affairs contributes tow " physical distance of the

facilities (Daniels, 2000:743). Avails A undoubtedly influence the health

facility and the time taken to reac services (Noorali et at., 1999.19 )
Seeking-behaviour and the utilisation of h * potjents and clients from

Wording D'Souza (2003,. * » usep a«-*- — "

n jmportan s rare especially in case
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e fnnis is characterized by poor transport
hospitals particularly if the area In

. 1 k therefore, associated with how
infrastructure. Delay to present to hospi

[t is thus, necessary to recommend that

accessible the hospitals are. -

~n,intries should try to take health care
9overnments, particularly ind e v « N . areas
Closer to the people. This is pa form the bulk of the workforce

who make the majority of the population an

f°rthese countries.

e mav also affect utilization of the
ith facilities may
The centralization of specialized hea the centralized health
Co in cases
offered services. This is particularY location of the National
x distances- 11
Cities serve patients front w -+ otner nealtl. facilities -

QP S i HosprU S APEW o rect utilization of
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sickness hospital as being fa, from peoples' hemes,ends me, also lead ,0 people

no, accessing ,he HAT sendees doe ,h, long distances in.ol.ed, Re.ened cases

: to the hospital In the event that they are
may also fail to honour referra

discouraged by long distances.

from the research site had a
The results indicate that c o m m u n i1 t y |f) genera] these

Multiplicity of explanatory theories anjSic, supernatural and

tk . . .S a ¢ resulting from hure>
Tories explalned iliness spondents associated sleeping

naturalistic causes. Six point two perc 99721), cultural practices
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rmntml aaencies should develop interest in
countries, governments and disease

tracifional  healers as the NEAIER Pro-® an opp«™*
, k a,h svstem in increasing pronpt access
between the traditional and the formma e
man, health problems conmon m
effective biomedical treatmen

countries.
Historically, traditional healers have appear to delay patients from
disease treatment and prevention smce™h N AN Worjd Hedlth
accessing appropriate treatment. N nOtes that the involverment
Or9anization (2008, quoted in chibwW ~ early referral and pronpt
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. With disease persistence, some
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tf sleeping sickness amongst community members in Teso District would lead to

some affected people shunning treatment a. NSSRH and instead cross o»e, to

UTRO.

an Patients and Formal Health Providers ln
7.5 Interactions between

the District
sieeping sickness patients were first treated for
The study found that most forme diseases when they went to the
majaria and later typhoid or treated MggRH or UTRO for treatment.
hea'th facilities before they ultimately 9°* o non-HAT formal health
a nH Kkey informants,
Acording to respondents a ~Naria and/or typhoid fever during
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structural shortcomings in the health sector within the district such as
ac®quate staffing levels and lack of sufficient health-related supplies such as

QSsential medicines for treatment of common diseases affect utilization of formal
hea,th services provided by health facilities Within the district. Because of these

Structural shortcomings, particularly inadequate staffing levels, long queues

°f hea'th service seekers at health facilities were observed. This observation was

a'so ~ade by Mugunieri and Wanjala (2007:6) in their study on the interaction of

he spital attendants and community members during nmelaria treatmrent in Teso
ki treatment, rticularly i
seewrgg eatment, particularly in

itrirf
dIStrJE)t— :H1ey observed that patients see
Igpaest (average of 3 hours) before

Qovern, . : , .. the
erntlient outpatient hospitals, Waited the
was significantly higher in government
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In9 treatment The waiting t -
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oUf
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£, hospital staff and long waiting

a
™ Tte
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h
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i Thk method was described by a key
trypanosomes in the collected samples. T
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Fig. 7.1: Summary of Determinants of Health Seeking Behaviour and their Impact on Utilization of Health
Services offered at the National Sleeping Sickness Referral Hospital (NSSRH).
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7.6 Conclusion
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would not know where to seek appropriate
the affected community members

treatment on their own.
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4 The study also recommends further research within Teso district to
document peoples’ mobility patterns particularly to areas in Uganda
and beyond where the risk for disease contraction is comparatively

high. This will be important to illuminate the level and seasonality of

risk for contracting sleeping sickness.
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Appendix 1: Questionnaire

Consent
nSen' ltude,,a.lAO A™"{" * O0O,Na“ a'd

My name is Kennedy Wanjala, a jna sickness, which
» a research on sleepmy

an employee of KARI-TRC: lam seeks to gat inforetion from

-.nctionnaire se
think is common in this area. This q experiences With sleeping
rception of. ah

you about your knowledge andPe. m .n establish the existence ofany *

sickness. The purpose of this actlVity The information so ob
access barriers to « sleepW N, used Woe F e
will be used for educational B’rJFBOSGS an offerefi §the sleeping

Oformal PRalth 5 , h treatedconfident
address existing barriers provide

informati°n yoU P
Slckness hospital. The i _ " pero---......

N you accept to participa*e’ P

A- Background l'ifor,T1 Resp’ndentC

Marne of Enumerator....... milage-

" . responden’
ftfie res?:

1 Education level

2. Sex of the resP°nde

3. Relationship

4. Occupation

1«4






YV o N T

Sleep,ng sickness be treated?

YOU KN
now Of any specialized sleeping sickness hospital in Kenya?

L3 I Y @ S - e
In Q12 above, what is the name of the hospital?

14 lvya
Ve y°u or any ofyour relatives ever suffered from sleeping
Slc/coess?
1S
' >f B g 14 abovewhere did you oryour relative go for treatmen
76
[f"yes"inQl4 above, did yo
17

youor the relative recover
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26 If Yes', how muchwereyouc”9ed- .....ccoocviiciiiiiennnnnnn.

......................................................... dsarnplesfor>"aWteStSt®

, Hive yourblood
27 Would you willing y . kneSs?

of sleeping™
establish prese .l

.................................... mhar Euncture’?
. thelumD3L

28 Do you knowab® .l -

fnnl seeking bospital

eSsdeters fr'm
can tde pr°C
29 If YES for Q 28 at°

30 Would youad 0S|eePin9 the

. KETP'AUP arneper”10
to go to the ..gcon"sgn

31 If No for Q3° aW'e

hospital?

................ . aton°®spitalf°r
rti go'n®

p e N0l reven onefr®

C. Health-seM"1

32.Inthisconn?'

treatment? 00"

IS8



f rtreatment in Uganda?
f m this community go for treat

33. Do some people fom L

34 If'Yes'in Q 34 above Why do they



, | the place mentioned above?

38 Why do you go fortreaWen in =~ ...ooiiiiiiiiieeeeeee,

..................... people sis'ltraditiona
40 Why do some P p e e,

nt to anotber?

ntooneP|aC
refert°g
41. W hy would y°up s e,

.................... ,n this Nx ken?
42. Do people m ,plesa L.

where blood

.............. ["...---""~d o " yfear?
...................... hove.nY,,

43.1f Yes' m u

P<ex
f Hea'th
D. Performance |9°



s € L, W e *]Vv«o '«

44 The last time you ory

treatment9

........... Dc dAdrYV ut@eﬂs)fo y
,th centre, how ««ny
45 If you went to the hea sVmptoms?
........................................ -my wi”® t"e sarne synlpto® J
* N
46. If you went to EHS facllity Ioanot{agrdealtn
ir relative refe
were you ory°
treatment? "
................ , preferredt0?
................................. Ory°urre'at'Vv LT
47.1, 'Yes'-ere *** N
................................................. SR g
48.What were you 9|V
......... ooom RITTY ferred?
............ re‘el
49. Did you go to the h ttle n°sp'tal
tyou9ol°
50. If NO to Q48 ar>°
............ rrefenr' »

51. Did you 9et e

for further



was he/she friendly?
. nf the health provider, was

52 What is your assessmen e
...................................................... health providers
53 How do you rate mesS=,*«* ered>
area’? e
" s m e e mnmmm 7 L |
54. How far is your home o health centre

55. Can distance MaryouW «°W

any other health

na
e , and disP®nsarl

56. Apart from clinic this area

it e s e e e e aear e re e aa
57.1f'Yes', who are they- ... wijthrn°der

. a| practltl® ner
. n3\'med|C
............ pand"°

uc,n,
58. How do you cO p

medical prac,itioner5? L e——— o



Ppend/'x 2: In-dePth Interview Guide

1 When did youl/your relative suffer from sleeping sickness?
2 What made you conclude that it was sleeping sickness?

3. Were youl/your relative referred to TRC (KETRI) Sleeping sickness

Referral Hospital or how did you/your relative get there for treatment?
How long did it take you/your relative to get well and go back home?

5. What do you think about services offered at the (KETRI) Sleeping

Sickness Referral B
, fp go for treatment at tf
6 Would you recommend any otner

hospital for sleeping sickness services.

this area go for health services in Uganda?
7. Why do some people from

sleeping sickness cases admitted at the

8. Why do you think there are no
Referral Hospital in the recent past?

TRC (KETRI) Sleeping

m| stigma associated with sl

9. Is there any social stign

sleeping sickness L'(Pssﬁ]ta' in thiscommuUn' y
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PPendix 3: Key informant Interview Guide for Sleeping SICKNess
Hospital Staff

1M The last case of sleeping sickness admitted to this hospital was in
2006. Why do you think we have not had any new admissions since

then?

2 There is an indication that the disease is no longer a problem in Kenya.

What is your personal view on this?

3- From your past interaction with steeping sickness patients, is there

X * fmm seeking health services offered
anything that would deter patients from seeKi g

at this hospital?

) n surveillance; do you think it
4 What is your personal evaluation ofpassi

5 From YOU interaction wi sickness patients than Kenya?

Uganda has recorded more

this hospital for sleeping
munity come to

6. Do people from the com

sickness tests?
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Group Discussions (FGDs)

Appendix 4: Themes for F°

) transmitting agent
sickness (Cause,
Knowledge of sleeping
toms)

behaviour, synp

predisposing
-TRC

. gogeK,,,§9 N " ,NB<KARI
f the sleepinggic!‘(’ S
2. Knowledge of th Referra| Hospitat

[KETRI] Sleeping Sidk  onset
arch site

eOPein*ereSe
, of the P
behavi°ur

3. Health-seeking

_ rsistence)-
illness and pe

viour.
b

_ health-"elir9
4, Determinants of tted at ltie

cases admi

o dieeping SCKOSS  in the FECet Past

R why there I° pefetfd am
5. easons
QCKCPES
Or the

TRC (KETRO SleePin9 sicknesS
)’msleePing
~ted nhaSe

] __ assCciat _ N unity
v sodal stigna dthecoi'll
6. Is there any A ame°n3

Kness

sleeping s'c
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"PPendix .
5: Ethical Clearance

Kenya medical research institute

Ny .. n f>0 He* 53830-00200 HAIROBI. Kenya
- 11020) 2772541, 2713149 07¥%-805901 0733400003. Fm(zss)szzooexo
KJ:\11(1 Hjaavday/ °J1" Sherri cry )Z*cmn oig  Wtfnilc wwv ketm.
11 "Wlrch 28, 2008
IRO.m
$TL RLTAR}, KEMRI/Sulionnl Ethical Review Committee
ulllo® . .
litwrence M Godinh
TO:
Kennedy \V Uarasn (HARJ/TRC)
i finctpal Investigator
R1-:
Access barriers to Formal health Senices: Focus on the sleeping sickness
hospital in Western Kenva
*h-.n Sir.

cnn S f>n>I"rni Vnll hi.it during the ljjrd meeting of KEMRI/National Ethical Review
nnitu-e held on iOth APRIL 2008. the above study was reviewed.

I1:; (Bn,Phtcc notes thatyou intend to understand people's health seeking behaviour.
N do this using a variety of methods including Key Informant inteniews, Focus
1'eup Discussions, case histories and mapping of health facilities.

P Ui "™nsiderntion has been given to ethical issues and TESUOYiSgranted approval
"1today the 17hAPRIL 2008 toAPRIL i6'h2001).

j, R’l,sy note that any changes to the research study must he reported to the Scientific

- tvering Committee and to the Ethical Review Committee prior toimplementation, i us
nieludes changes to research design, equipment, personnel, rgorprocec ures tu
u,uld introduce iicivor more than minimum risk to research participants.

Kindly remit the translated informed consent documents and Questionnaire a the
secretariat for our records.

Respectfully.

N4,
R C. Kithinji,

. Secretary.
RI\iri/\VAtionfi pnitCAi.
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