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Abstract

Atwine, Fortunate (2017). Healthcare-seeking behaviour and management of type 2
diabetes in Uganda: Perspectives of persons with diabetes, traditional healers and healthcare
providers, Linnaeus University Dissertation No 287/2017, ISBN: 978-91-88357-74-8.
Written in English.

Healthcare-seeking behaviour is important as it determines acceptance of
healthcare and outcomes of chronic conditions, but it has been investigated to a
limited extent, and not in developing countries. The overall aim was to explore
how persons with type 2 diabetes seek care to manage diabetes using different
healthcare providers including the use of complementary alternative medicine and
traditional healers in Uganda. The study design was a combination of quantitative
and qualitative studies to explore and describe healthcare-seeking behaviour. The
thesis included 41 persons with type 2 diabetes, 16 traditional healers, and 108
healthcare professionals. Individual semi-structured interviews, focus group
interviews and self-administered questionnaires were used to collect data. Data
were analysed using qualitative content analysis, qualitative data analysis of focus
group interviews and descriptive statistics of quantitative data.

The preference health service provider for people with diabetes was identified as
the professional health sector. Healthcare was mainly sought, or perceived to be
sought, among doctors and nurses in the public hospitals. Perceived failure in
healthcare to manage diabetes or its complications led many, particularly women,
to seek alternative treatment from complementary alternative medicine
practitioners. Reasons why persons with diabetes switched between different
healthcare providers were symptoms of diabetes or complications related to poor
glycemic control. Patients who sought alternative medicine reported to have been
tired of taking western medicine as their condition did not improve or they hoped
for cure. Traditional therapies of patients with diabetes were mainly described as
herbal medicine, nutritional products of local fruits and vegetables. Healthcare
organization, treatments costs, patients’ health beliefs, and general condition
seemed to have influenced healthcare-seeking practices.

In conclusion, the pattern of care seeking was inconsistent, with a switch between
different healthcare providers under the influence of the popular and folk sectors.
Healthcare providers need to develop a well-designed package of diabetes and
self-care management education designed to raise awareness about diabetes care at
all levels. Nurses and other health professionals need to carry out a comprehensive
health assessment to identify individuals’ educational needs in order to provide
appropriate educational and clinical support, in well-organized diabetes care, to
maintain good health.

Key words: Complementary alternative medicine, Healthcare-seeking behaviour,
Nursing, Traditional healers, Type 2 diabetes, Uganda.
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“You have to do by yourself, and
You can’t do it alone”
(Martin Rutte)
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INTRODUCTION

Healthcare-seeking behaviour is important as it determines acceptance of healthcare and
outcomes of chronic conditions (Nguma 2010). Diabetes mellitus is a multifaceted chronic
illness and its life-long treatment process requires patients to continuously engage with the
healthcare system (IDF 2015). However, healthcare-seeking behaviour in persons with diabetes
has been investigated to a limited extent, and not in developing countries. A switch between
different healthcare providers may interrupt glycaemic control and negatively affect health when
they become non-adherent to a diabetes treatment regimen (Kalyango et al. 2008).

Appropriate healthcare-seeking behaviour in diabetes care refers to early recognition of
symptoms, presentation to health facilities and compliance with effective treatment in order to
control or delay the incidence of complications related to diabetes (Dominguez 2010). Achieving
good glycaemic control early following the diagnosis of type 2 diabetes is key to optimizing
clinical output (Khunti & Millar-Jones 2017. Therefore, people with diabetes need ongoing self-
management education and support in order to achieve good glycaemic control early after the
diagnosis of type 2 diabetes through medical follow-up (American Diabetes Association (ADA)
2015).

However, healthcare can be sought in different sectors in society: among family members and
friends, in the popular sector, and/or from traditional/complementary and alternative medicine
practitioners in the folk sector and/or from health care staff in the professional sector in different
health institutions (Kleinman (1980). Traditional/Complementary and Alternative Medicine use
is acknowledged and growing widely in both low- and high-income countries, it is either the

mainstay of healthcare delivery or serves as an adjunct; in some countries it is termed



complementary and alternative medicine (WHO 2013). Traditional and complementary medicine
is used interchangeably and both are not fully integrated into the main country’s formal health-
care system (WHO 2010).

The incidence of type 2 diabetes mellitus diabetes is increasing worldwide, with a pandemic
mostly affecting people in developing countries in Africa and Asia (IDF 2015). The pandemic is
a result of urbanization, leading to longevity, and has driven dramatic changes of lifestyle, from a
traditional active way of life to a modern sedentary style with unhealthy diets and obesity,
combined with genetic susceptibility development (Shaw et al. 2010) and probably also poverty
(Kanungo et al. 2015). In Uganda the estimated prevalence of diabetes in the age group 20-79
years was 4.1% in 2013 (Guariguata et al. 2014), with a high prevalence of prediabetes of 9% in
all ages (Mayega et al. 2013). People who report to the health facilities come with many
symptoms of neuropathy, which is suggestive of living with undiagnosed diabetes (Baumann, et
al. 2010). Many are totally unaware when they get to the hospital that they have diabetes, only to
find that the diabetes had progressed to severe complications on diagnosis (Mutebi et al. 2012). It
should be noted, however, that despite the national increase in diabetic burden, interventions are
poor and epidemiological data are scarce (Bahendeka et al. 2016). National Referral (NR) and
Regional Referral Hospitals (RRHs) in Uganda are overburdened with the delivery of general
and specialized services to all cases of chronic diseases including diabetes (Katende et al. 2015).
The country is experiencing a double burden of disease as non-communicable diseases are
developing at the same time as communicable diseases are still present with a high prevalence
(Maher et al. 2010). Thus, it is important to explore where patients with diabetes seek healthcare,

the reasons for seeking help and where they find help.



Background

Diabetes mellitus and management

Diabetes mellitus is a chronic condition that occurs when the body cannot produce enough
insulin or use the insulin it produces, and it is diagnosed by observing raised levels of glucose in
the blood. There are two main types of diabetes mellitus, type 1 and type 2. Type 1 diabetes
results from beta cell destruction of the pancreas due to autoimmune processes usually leading to
insulin deficiency The disease can affect people of any age, but the onset usually occurs in
children or young adults, and people with this form of disease need insulin daily in order to
control the levels of glucose in the blood (IDF 2015).

Type 2 diabetes is a complex metabolic disorder associated with deficiency of insulin secretion
and insulin resistance in target tissues and it accounts for the vast majority of people with
diabetes, 80-90% around the world (IDF 2015). Type 2 diabetes continues to increase in
numbers as related to urbanization with longevity and change of lifestyles, from a traditional
active way of life to a modern sedentary style with unhealthy diet, obesity and a genetic
susceptibility (Shaw et al. 2010). However, type 2 diabetes can be prevented or its incidence
delayed by lifestyle modification with increased physical activity, and reduced weight (ADA
2015). Many people with type 2 diabetes remain unaware of their condition for a long time
because the symptoms are usually less marked than in type 1 diabetes. During this time,
however, the body is already being damaged by excess blood glucose (WHO 2016).

When type 2 diabetes is not properly managed, it progresses to micro-vascular and macro-
vascular complications affecting the eyes, kidneys, lower extremities and heart, likely to develop
over time in relation to poor glycaemic control (IDF 2015). Diabetes management requires

continuous medical care with multifactorial risk-reduction strategies beyond glycaemic control.



Ongoing patient self-management education and support are critical to prevent acute
complications and reduce the risk of long-term complications (ADA 2015). Furthermore, a
holistic approach with dietary adjustment, exercise, medication (if needed), education and self-
care besides medical regular follow-ups is mandatory (Hjelm et al. 2003).

Evidence shows that good glucose control in persons with type 2 diabetes is associated with
lower risk of complications (Khunti & Miller-Jones 2017). This can be achieved only when
appropriate healthcare-seeking behaviour is practised to manage illness, i.e. the early recognition
of symptoms, presentation to health facilities and compliance with effective treatment should
improve control of diabetes and thereby reduce the incidence of complications associated with
this devastating disease (Dominguez 2010). However, in the study area there was limited
knowledge about diabetes, the management and self-care demonstrated by persons with diabetes,
and the use of complementary and alternative medicine (CAM), e.g. herbs and prayers, was
indicated (Hjelm & Nambozi 2008). Women showed a higher risk awareness than men. Another
study in Uganda revealed perceptions that diabetes is a contagious disease, which may lead to
stigmatization, with barriers to treatment seeking, and seeing it as curable could make patients
dissatisfied with diabetes management (Rutebemberwa et al. 2013).

A previous study in South Africa showed that CAM was mainly used for chronic conditions such
as diabetes if health care failed to cure the underlying conditions (Singh et al. 2004). Due to high
levels of poverty, traditional medicine is considered essential for physical and mental welfare,
especially of rural black households in South Africa, with more than 60% of all healing taking
place outside the formal/western medical system (Semenya & Potgieter 2014). Another related
study of treatment-seeking behaviour and compliance of patients with diabetes in a rural area in

South India reported both government and private clinics to have been used by a large proportion
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of patients (Srinivas et al. 2002). However, there is limited information about healthcare-seeking
behaviour among persons with diabetes and none focusing primarily on developing countries.
Yet underlying living conditions such as affordability of drugs, food, equipment for self-
monitoring of blood glucose and different gender roles also determine beliefs about health,
illnesses which affect health-related practices including health-care seeking behaviour (Hjelm &

Nambozi 2008).

Diabetes care and the healthcare delivery system in Uganda

Health services in Uganda are provided by Ministry of Health (MoH), the central government as
the topmost body that provides a leadership role, planning and developing health policies to
govern healthcare delivery in all public and private health sectors (MoH 2010). See Figure 1.
However, Uganda acknowledges the major challenge of controlling non-communicable diseases
(NCDs), including diabetes; these are lack of local data, inadequate capacity of the health system
to address these chronic conditions and the high cost of their management (Uganda Health
System Profile 2005, WHO 2014).

Uganda implements a level-based healthcare system for health services, with the public sector
and a private sector. The public sector has two parts: Central Government and the Local
Government. The distribution of resources is determined by the infrastructure at the respective
levels including the recruitment of health care providers, and the degree of specialization varies
between hospitals (Regional Referral Hospitals 2012). According to the MoH (2012) report,
there is one national referral hospital, located in Kampala, the capital city of Uganda. This acts as
a referral centre for all cases from the regional referral hospitals because this facility has more
multiple specialists and subspecialists than the lower levels of the health system. Therefore, this

facility is expected to handle referred cases with more complex diabetes-related health problems
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from all over the country. The advanced conditions such as diabetic neuropathy (Mwebaze &
Kibirige 2014), chronic renal and cardiovascular diseases in diabetes (Kalima et al. 2015, Babua
et al. 2015) need advanced health assessment and care. At the same time people from the local
communities expect to receive diabetes care, which includes assessment and diagnosis of
diabetes, treatment of acute hyperglycaemic/hypoglycemics conditions, health education,
monitoring of blood sugar which is done at the hospital because patients cannot afford to do self-
monitoring of blood glucose.

There are 12 regional referral hospitals below the national referral hospital and these are located
in the urban areas. These facilities act as referral centres for district hospitals to manage some
acute and chronic conditions of diabetes complications as mentioned above. Most diabetes
diagnoses and related complications are made at this level. Because of limited resources, some of
these cases are also referred to the national referral hospital for further management. These
provide specialist services such as ophthalmology, screening and managing some advanced
complications of diabetes such as limb amputations. Some of these hospitals have established
diabetes clinics that operate once a week. The clinics in some of these hospitals are often based
on general practitioners, a few physicians specialized in diabetology and non-specialized nurses.
A few diabetes specialist physicians in internal medicine have adequate skills to manage
diabetes, but the nurses are not prepared as diabetes nurse specialists; these nurses provide
comprehensive care and they keep rotating to other areas in the hospital. So far, Ugandan nurse
training schools do not offer accreditation of diabetes nurse specialists (Nurses & Midwives

Council 1996, Uganda Health Professionals Council 2009).
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Under Central Government, there is the Local Government in charge of district general hospitals
which are located in the rural areas. These facilities are referral centres for health units of which
are grouped in four different ascending levels as Health Centre I, II, III and IV; however, the
level below Health Centre IV does not deal with diabetes care. The general hospitals are led by
general practitioners who are doctors, but the outpatient services are offered by clinical officers
(diploma holders). Many of the nurses at this level are enrolled nurses and midwives of the
lowest cadre for Ugandan nurses (Nurses & Midwives Council 1996). Diabetes can be diagnosed
at this level and treated but patients with more complex diabetes-related health problems such as
vision impairment, cardiovascular diseases etc. all are expected to be referred to Regional
Referral Hospitals.

In Uganda the provision of chronic care services, including diabetes, is patchy and primarily
concentrated at higher-level facilities (hospitals) rather than at the periphery, suggesting that the
population in the mostly rural catchment areas of these health facilities remains underserved with
respect to diabetes care (Settumba et al. 2015).

The private sector is composed of the private not-for-profit, Private Health Practitioners and the
Traditional/Complementary and Alternative Medicine Practitioners. The private-not-for-profit
sector belongs to the faith-based umbrella organization of Uganda Catholic Bureau, Uganda
Protestant Bureau and Uganda Orthodox Medical Bureau. This sector has a significant presence
in both urban and rural areas. The private health practitioners sector has more of its facilities
located in urban areas. The private hospitals are designated as general hospitals but the service
they provide varies, with some providing specialized services usually found only in referral
hospitals (Regional Referral Hospitals 2012). This sector operates alongside the public health

services, and has played a key role, accounting for over 40% of healthcare delivery, but as in the
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public sector, the management of diabetes is handled at the hospital level. Private pharmacies
and drug shops mainly belong to the private health practitioners (MoH 2012).

The Traditional/Complementary and Alternative Medicine practitioners are present in both rural
and urban areas. Approximately 60% of Uganda’s population seek care from this sector, i.e.
herbalists, traditional bone setters, spiritualists and traditional dentists, before visiting the formal
sector. Many traditional healers remain unaffiliated and this results in late referral, poor
management of  various medical cases including diabetes. (MoH = 2010).
Traditional/Complementary and Alternative Medicine is referred to as the folk sector, which
provides care outside the professional health sector that involves health practices, approaches,
knowledge and beliefs incorporating plant, animal, mineral-based medicines, spiritual therapies,
manual techniques and exercises applied singly or in combination to treat, diagnose, prevent
illnesses or maintain well-being (WHO 2013). There has been a recent increase in the number of
practitioners of non-indigenous traditional or complementary medicine such as Chinese and
Ayurvedic medicine. Though Traditional/Complementary Alternative Medicine Practitioners are
popular in Uganda, their practices are not integrated into the National Health System (MoH

2010).
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Summary of diabetes management in Uganda

In 2006/2007 a specific Non-Communicable Disease (NCD) programme was launched with a

single officer given the responsibility for this area at the Ministry of Health Headquarters (MoH

2010). Diabetes care in Uganda is grouped under NCDs. With very limited funding for NCDs,

and resource constraints at the Ministry of Health, there are few hospital clinics specifically for

diabetes. Uganda is a reference case reflecting how most Sub-Saharan African countries

experience shortage of educated staff, equipment and medicine to treat diabetes in public and

private not-for-profit health facilities (Baumann et al. 2010, Peck et al. 2014). Diabetes care in

Uganda is run within the public and private healthcare sector (MoH 2010). Some hospitals have

established diabetes clinics in the outpatient departments that operate once a week across the

country. The clinics are based on general practitioners or internists and physicians in diabetology

and non-specialized nurses. Human resource distribution, particularly among higher-level

professional cadres, is skewed towards urban areas. For example, the National Referral Hospital

in the capital city, Kampala, has an 87% filled workforce of doctors, clinical officers, nurses and

midwives vs Regional Referral Hospitals, in urban areas with filled posts at 72% vs general

hospitals found in semi-rural areas with 63%, Health Centre I'Vs in villages have 61% filled posts

(MoH 2012).
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There is no national health insurance system. The government is the main provider of health

services free for clients in the public health sector, but health services are underfunded and

frequently drugs are not available which forces patients to purchase from private pharmacies (Xu

et al. 2006). Besides formal organization in the professional health sector, there are traditional

and complementary medicine practitioners. These include herbalists, spiritual healers, hydro

therapists, bone setters, etc. There are several associations with registered members at the sub-

county and district levels coordinated by cultural offices (MoH 2005). The traditional and

complementary medicine practitioners have also played role in providing diabetes care in

Uganda (Mukasa 2012). Traditional medicine is used in diabetes because it is perceived to be

cheaper than western medicine, payment for it may be in instalments and it is vigorously

marketed by traditional healers (Rutebemberwa et al. 2013).
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The theoretical framework

The main aim of nursing and thus of nurses’ work is to assist patients to live as healthy as
possible (Meleis 2012). In order to understand the dynamic of healthcare-seeking behaviour,
theory triangulation (Patton 2015) was considered to accommodate the social and cultural
aspects that shape an individual’s behaviour to achieve good health. The Health Belief Model
(HBM) was applied in the study to facilitate the understanding of individual risk perceptions and
decision-making processes (Rosenstock et al. 1988). The application of the healthcare-seeking
explanatory model by Kleinman (1980) and the explanatory model by Kroeger (1983) served as
a lens for the HBM constructs, allowing them to be seen as being culturally embedded to reflect
the realities of the social context. Hence, the reason behind the use of the three models of HBM
(Rosenstock et al. (1988) and the Explanatory Models (EMs) by Kleinman, (1980) and Kroeger
(1983) see Figure 2. According to Rosenstock et al. (1988), the assumptions of HBM are that
people are more likely to change behaviour if they believe they are susceptible to disease, that
the disease is severe, that the behaviour change will help to cure or prevent the condition. when
these constructs are conceptualized in the context on health-related behaviour, the
correspondences are: the desire to avoid illness, or if ill, to get well, as for this case because the
studied population were people living with diagnosed diabetes and how they sought help if they
had health problems; HBM was guided by the four main constructs before the decision-making
process was completed:
1. Perceived susceptibility/vulnerability to illness: i.e. when one recognizes that failure to seek
effective treatment of diabetes will generate a higher risk of developing diabetes-related

complications due to poor glycaemic control
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2. Perceived severity/ seriousness of illness: i.e. realization of the effects caused by
progression of micro- and macrovascular complications of diabetes and the need to seek
appropriate help

3. Perceived benefits of carrying out positive healthcare-seeking behaviour: i.e. calculations
made to make savings by cutting down expenses for transport when switching between
different healthcare sectors, time lost and experiencing ill health from diabetes and its
sequel

4. Perceived barriers involve: Understanding how to overcome obstacles that may hinder the
process of self-care management; i.e. reducing knowledge deficit about diabetes and self-
care in order to be able to adjust and maintain a desired lifestyle: healthy diet, increased
physical activity, blood sugar monitoring and medication adherence.

Cues to actions in this model are influenced by different internal and external factors. Internal
factors are the characteristics an individual experiences, such as feeling worsening of well-
being/pain due to poor treated condition. External factors may be influential when the person
becomes scared to see someone experiencing a threatening condition such as losing a limb or
sight due to complications of mismanaged diabetes.

According to Kleinman (1980) the explanatory model focuses on actual transactions between
patients and their families together with the care practitioners. It is the process of interaction
which discloses the real structure of knowledge, logic, relevance that operates in different
healthcare sectors. Health, illness, healing and health-related aspects of societies are articulated

as cultural systems. Most health care systems consist of three social sectors in which sickness is
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experienced, labelled/diagnosed, treated and where care can be sought: the popular, professional

and folk sectors. Thus, care can be sought among family, friends or relatives in the popular

sector, among health professionals in the professional health sector in different health care

institutions, or from traditional healers/complementary and alternative medicine practitioners in

the folk sector. This model attempts to explain and understand that health, illness and healing in

a society are part of the cultural system.

Kroeger (1983) incorporates the reality of pluralistic health care systems. The model suggests

that a patient’s choice of treatment is a function of three groups of factors: characteristics of the

patient/family, the health services and the illness. Treatments and providers in society make up

the determinant variables which are evaluated in terms of costs and efficacy and these are

associated with the choice of care. Utilization of health services is based on preventive and

curative health interventions. The uptake of these health care services is determined by the

availability, accessibility, acceptability, quality and costs of services as well as the social

structure, health beliefs and personal characteristics of the users.

The complexity of diabetes related to care seeking is a multifactorial interplay between the

individual’s characteristics, knowledge, attitudes, health beliefs and environmental influences

such as costs, community setting plus healthcare organization that form summative pathways for

healthcare-seeking practices (Rosenstock et al. 1988, Kleinman 1980, Kroeger 1983). Therefore,

this framework is intended to describe the interrelated factors influencing decision-making; it is
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either an applicable or an inappropriate way of seeking healthcare that may affect the standards

of self-care management of diabetes. People decide whom to consult and when, and according to

Kleinman (1980) a common behaviour in developing countries is to start with self-care, and if

the health problem persists, recourse is made to the popular sector, such as family, friends. If it

does not help, the person will turn to the folk sector, and in the last case then consultation is

made from health care staff in different institutions in the professional sector.
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Figure 2. Healthcare-seeking pathways and determinants of choice of healthcare providers of
patients with diabetes conceptualized by Health Belief & Explanatory Models
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The Rationale for the Study

Type 2 diabetes is the most prevalent form of diabetes and has increased alongside cultural and
societal changes (IDF 2015). Effective management of diabetes can be described if the
healthcare-seeking behaviour of persons with diabetes is known, but this has only been
investigated to a limited extent, and not in developing countries. Switching between different
healthcare sectors may interrupt glycaemic control and affect health (Karyango et al. 2008).
Given its chronic nature, most care of diabetes takes place in the everyday life of the affected
individual, the inner private sphere of self-care, rather than in the public sphere of the healthcare
system (Kolling et al. 2010). Individual beliefs about health and illness have been reported to
affect self-care and healthcare-seeking behaviour (Hjelm & Nambozi 2008). Factors affecting
healthcare-seeking behaviour are not rooted solely in the individual’s aspects but are more
dynamic, collective, interactive elements that vary in time and place (Rosenstock 1988,
Kleinman 1983, Kroeger 1983). In order to get a deeper understanding of the management of
diabetes, there is a need to explore the views, experiences and motivations of different
stakeholders in diabetes care. Understanding health-care seeking behaviour of persons with
chronic conditions is essential if health-promotion interventions are to be initiated and sustained.
This is a prerequisite for changing human behaviour to make an appropriate choice of care that
will be effective (Grundy & Annear 2012). Recommendations are suggested with the aim of
bridging the gap that is found to threaten effective diabetes management and policy

considerations to improve health-related practices.
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AIM

The overall aim of this thesis was to explore how persons with type 2 diabetes seek care to
manage diabetes using different healthcare providers, including the use of complementary

alternative medicine and traditional healers in Uganda.

. To explore healthcare-seeking behaviour, including the use of complementary alternative
medicine and traditional healers in Ugandans diagnosed with diabetes mellitus. Further,

to study whether gender influenced healthcare-seeking behaviour (I).

. To explore healthcare-seeking behaviour among persons with type 2 diabetes, to

understand reasons for using therapies offered by traditional healers (II).

. To explore healthcare-seeking behaviour and management of type 2 diabetes from the
perspective of traditional healers in the folk sector, to understand how traditional

medicine is integrated into the professional health sector (III).

. To describe healthcare professionals’ knowledge, attitudes and practice concerning
healthcare-seeking behaviour and the use of complementary and alternative medicine

among persons with diabetes (IV).
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MATERIAL AND METHODS

Design

The study design was a combination of qualitative and quantitative studies to explore and
describe healthcare-seeking behaviour among persons with diabetes, see Table 1. The
triangulation design was used in order to obtain different but complementary data (Creswell
2009, Patton 2015) on healthcare-seeking behaviour and management of diabetes to better
understand it from different perspectives. Data was collected by individual semi-structured
interviews, focus group interviews to explore perceptions and experiences of persons with
diabetes and traditional healers in the folk sector and self-administered questionnaires distributed

to healthcare providers in the professional health sector.
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Participants

A purposeful sampling method was used to find information-rich participants and obtain
maximum variation in sampling to explore the common and unique expressions of a studied
subject across a broad range of demographically varying opinions and perspectives (Patton 2015,
Polit & Beck 2008, Krueger & Casey 2009) of individuals with diabetes (I, II) and traditional
healers (III). All known healthcare providers (IV) working with management of diabetes in a
certain region were enrolled for the study.

Study I used a snowball sampling method. This type of sampling technique asks early informants
to suggest other study participants (Polit & Beck 2008). In this case the referral point started with
the registered patients from a nearby hospital as identified by the principal investigator, a nurse.
Then the chain continued asking somebody who knew a person diagnosed with diabetes for > 2
years. Participants were thus recruited from different places in the district in order to capture
variation in healthcare-seeking behaviour among people in general in the community. Inclusion
criteria for study I were: persons diagnosed with diabetes, duration of DM > 2 years, age > 20
years and without known psychiatric disorder (see table 1).

In study II participants were sampled as information-rich cases (Patton 2002) from traditional
healers’ facilities in south-western Uganda. These were patients with diabetes who had sought
treatment from three different traditional healers’ facilities. People were eligible to participate if
they had been diagnosed with type 2 diabetes mellitus, were > 18 years old, were able to express
themselves, had no known psychiatric disorder and were willing to freely participate in the study.
In study III traditional healers who reported that they managed diabetes were identified as
information-rich cases (Patton 2015). Participants were recruited by the principal investigator

from the traditional healers’ facilities found in different places in the district in order to explore

27



healthcare seeking and management of diabetes from traditional healers’ perspectives. The
inclusion criteria were: traditional healers aged > 18 years that freely consented to participate.
All people who reported to be helpers and not traditional healers but found at the traditional
healers’ facility were excluded.

In study IV, all known healthcare providers working with management of diabetes in a certain
region of Uganda, including rural and urban areas, were invited to participate in the study.
Respondents were representatives of a public regional referral hospital in the region, two mission
(not-for-profit) hospitals, a private hospital and five health centre IVs (HCIVs). All respondent
were approached while on duty in their respective healthcare facilities, of outpatient, medical,
surgical and emergency departments. All healthcare providers were eligible to participate if they
were employees of that particular facility, > 18 years old and freely consenting. All healthcare
providers working below Health Centre IVs were excluded from participating because these

facilities do not provide diabetes care.

Procedure

The individuals with type 2 diabetes (I, II), traditional healers (III) and healthcare providers (IV)
were contacted by the principal investigator after written permission was granted by the ethics
committees of the University, the District Health Officer’s office and heads of health institutions.
The information (both verbal and written) about the study in English, the official language, and
Runyankore, the language of the area, and assurance of voluntary participation was given to all
the participants at their homes or workplaces. The principal investigator’s contact details were
also included in the written information in case the participants had any questions. Those

interested in participating in the study gave verbal and written consent after understanding the
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purpose of the study. To come into contact with persons in study (II), the principal investigator
approached the traditional healers’ facility, in different facilities in the district where patients
receive treatment in the folk sector. Information about the study was given to the manager of the
facilities and they were requested to invite patients diagnosed with diabetes who had come for
treatment to participate. The facility managers identified quiet places convenient for interviews
without hindrances. The principal investigator approached traditional healers (III) at their
workplace because they were thought to be knowledgeable and experienced (Patton 2015) in
treating diabetes. Those in charge of the health facilities in the professional health sector each
identified a staff member of the area to guide the principal investigator through the facility in
order to access the healthcare providers. All known healthcare providers working with diabetes
in a certain region, including urban and rural areas, were invited to participate in the study by the

principal investigator (IV).

Data collection

Different methods of data collection were used to capture a more complete and contextualized
description of the phenomenon under study (Polit & Beck 2008, Patton 2015). The techniques
used consisted of semi-structured individual interviews (I, III) in order to yield powerful
information (Patton 2015), rich in information, through focus group interactions (II) (Krueger &
Case 2009) and self-administered questionnaires (IV) to determine and describe (Polit & Beck
2008) healthcare providers’ knowledge, attitudes and practices concerning the healthcare-seeking
behaviour of patients with diabetes and the use of complementary and alternative medicine to

manage diabetes.
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Semi-structured individual interviews

Semi-structured individual interviews (I, III) were used. Healthcare-seeking behaviour and
readiness to disclose diabetes treatment modalities by traditional healers appeared to be sensitive
issues to be discussed in groups. The semi-structured interview guide offers a clear set of
instructions for interviewers and can provide reliable, comparable qualitative data (Patton 2015).
Since semi-structured interviews allow questions to be prepared ahead of time, this arrangement
allowed the principal investigator to be prepared and competent, yet gave the participants
freedom to express views in their own words but within a given frame. Data were collected in
2009 for study I, between April and September 2015 for study IIl. The interviews started with
structured questions concerning the participants’ socio-demographic data in order to establish
rapport and create a friendly atmosphere. This was then followed by semi-structured interviews
concerning healthcare-seeking behaviour and management of diabetes mellitus using CAM.
Semi-structured interview guides with open-ended questions were developed based on literature
and previous investigations in study I (Hjelm & Nambozi 2008, Hjelm et al. 2003, Hjelm, et al.
2005), and in study III (Atwine et al. 2015, Hjelm & Atwine 2011). A pilot test for each was
made on two men and two women (1), and three traditional healers (III) (not included in the
studies), resulting in minor changes in the way questions were asked. In Study I, sixteen
interviews were held in English (official language) and eight in the local language Runyankore,
led by a bilingual nurse, the (principal investigator) in a secluded place provided by the owners
of the home/facility. The interview sessions lasted 45 to 60 minutes, and were audio-taped to
accurately capture the participants’ responses and then transcribed verbatim in English. The eight

interviews which were conducted in Runyankore were translated into English and then back-

30



translated by the principal investigator. In study III, 16 interviews were carried out using
Runyankore, the local dialect, which were translated into English and then back-translated. The

interviews were led by a bilingual nurse, a native speaker and the principal investigator.

Focus group interviews

Focus groups are defined as carefully planned series of discussions designed to obtain
perceptions of a defined area of interest in a permissive, non-threatening environment (Krueger
& Casey 2009). Data for study II were collected between February and April 2011. An
individualized standardized interview lasting for 15 minutes, focusing on socio-demographic and
medical data, was carried out before the group sessions to establish friendly contact and an open
environment (Krueger & Casey 2000, Krueger & Casey 2009), and to protect confidentiality in
the group setting. Dynamics in group discussions are important attributes and integral parts of
the data collection process. The purpose of focus groups is not to reach agreement on the topic
discussed, but to encourage a variety of responses which provide a greater understanding of the
participants’ perceptions of the research objectives (Krueger & Casey 2009). The discussions
were led by a bilingual moderator, a nurse, a native of the study area and the principal
investigator, who had acquired moderator skills through series of practices before data collection,
by mastering the key questions, using probes and pauses in order to yield powerful information
from all the participants (Patton 2015). Through group discussions, when people feel secure, they
can get carried away in discussion so that thoughts, beliefs, experiences — even unconscious ones
— can be uncovered (Krueger & Casey 2009).

The disadvantage of focus groups is that the participants may influence each other or try to

impress each other. Some participants appear to be smarter or cleverer while others may appear
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to be quiet and withdrawn. To avoid these situations, each focus group comprised five or six
members; small groups are suggested because they are easy to manage yet they can yield rich
information (Krueger & Casey 2009). To encourage successful discussions, an interview guide
was used which was developed based on the literature obtained from a previous study (Kalyango
et al. 2008). It was peer reviewed by nurses and general practitioners working in diabetes care
and a pilot test was done on two women (not included in the study), which led to minor
corrections in the way questions were asked. An assistant moderator, a native male, aided in
taking field notes and tape-recorded the sessions in order to capture all the content of the sessions
(Krueger & Casey 2009). All interviews lasted 90—-120 minutes in free and flowing interactive
discussions using the local Runyankore dialect, were audio-taped and transcribed verbatim. The
interviews were then translated into English, and then back-translated by the bilingual moderator,

the principal investigator.

Self-administered questionnaires

Self-administered questionnaires were used to investigate knowledge, attitudes and practice of
healthcare providers (IV) concerning healthcare-seeking behaviour and the use of CAM
therapies in patients with diabetes. The design enabled the investigators to gather information on
the variables of interest to describe diabetes management using CAM therapies from healthcare
providers’ perspectives. All known healthcare providers in a certain region including urban and
rural areas were invited to participate in the study between April and September, 2015. Face-to-
face recruitment generated a high response rate of 93% and thus few people have been missed. In
this study though the plan was to investigate health professionals, but assistants in medical
laboratories, pharmacies and nursing were enrolled as well because they were part of the diabetes
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management providers. The study population therefore had characteristics similar to what is
found in Uganda in an area outside the capital city (Mukasa 2012).

The structured questionnaire (IV) with closed-ended questions was developed based on literature
and previous studies (Hjelm & Atwine 2011, Atwine et al. 2015, Atwine & Hjelm 2016, Lie &
Boker 2004, Nguma 2010), the health belief model (Rosenstock et al. 1988), and the healthcare
seeking explanatory models (Kleinman 1980, Kroeger 1983). The theoretical framework under-
pinning the study, with pathways and determinants of choice of healthcare providers, is shown in
Figure 2. The questionnaire covered background data, health professionals’ knowledge related to
diabetes care, healthcare-seeking practices of patients with diabetes, health problems reported for
those already on treatment and attitudes towards CAM use. The responses to questions on
diabetes care were ranked against a five-point Likert scale from “strongly agree” to “strongly
disagree” and the mid-point was undecided. The section on healthcare seeking had multiple
choices and responses were given by ticking only one alternative of what they knew about the
subject. Attitudes towards CAM use were assessed by a previously validated 10-item CAM
Health Belief Questionnaire (CHBQ) because it was a practical and reliable instrument with a
Cronbach’s coefficient alpha of 0.75 (Lie & Boker 2004). Items were framed in a seven-point,
Likert-type rating scale format (from 1-“Absolutely disagree” to 7-“Absolutely Agree”).
Directions to the CHBQ were “Please read and respond to each of the 10 statements below by
circling the number that most agrees with your belief. “Yes or No” questions were asked to
determine whether health professionals recommended CAM therapies. If the answer was yes,
each respondent was asked to mark therapies that she/he had recommended to patients during
previous experience. The questionnaire was peer-reviewed by nurses and general practitioners

working in diabetes care. Face and content validity was tested by a pilot test (Polit & Beck 2008)
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on four nurses and two doctors (not included in the study) from one of the hospitals before data
collection, and consequently different cadres of health care providers were included: the
assistants in medical laboratory, pharmacies and nursing who were observed to provide diabetes

care in Uganda.

Data analyses

Data from semi-structured interviews (I, III) were analysed using qualitative content analysis
described by Krippendorff (2004) and Patton (2015). Collection and analyses of data proceeded
simultaneously until no new information was forthcoming from new sampled units (Flick 2009).
The audio-tapes were carefully listened to after the interview sessions and were transcribed
verbatim. All transcripts were read several times to comprehend and obtain a general sense of the
whole entirety for better understanding. A meaning unit of the text is the arrangement of words,
statements that relate to the same central meaning, referred to as the textual units (Krippendorff
2004) and patterns (Patton 2015). An inductive approach was chosen to analyse data because no
previous knowledge about the studied subject was found. The process started with specific
observation of the content and construct towards general patterns, by reviewing each line of the
text, searching and highlighting the textual meaning units or patterns to answer the research
question. The core content of each account was identified and textual units/patterns of similar
meaning were grouped together. In the next step they were coded into preliminary subcategories.
Comparisons were made during the whole analysis between the subcategories and the text as a
whole, and the subcategories with similar meaning were brought together into categories. The
aim was to be open to allow as much variation in the material as possible and to discover
regularities, contradictions and patterns that generate subcategories and categories. Phrases with
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similar meaning were condensed, a process known as abstraction, to shorten the long text but
preserve the core meaning. Categories are a group of content that exhaustively share a
commonality (Krippendorff 2004), or are internally homogeneous and externally heterogeneous
(Patton 2015). Therefore, categories were merged that linked the text to discover experiences of
healthcare-seeking behaviour and management. Then the model for healthcare-seeking behaviour
by Kleinman (1980) was introduced to give the main analytical content categories in study I.
Healthcare can be sought from different sectors in the society; the popular sector among family,
friends or relatives, or in the professional sector among health professionals in different
institutions or from traditional healers in the folk sector specializing in different forms of
healing. In study III, two healthcare-seeking explanatory models of Kleinman (1980) and
Kroeger (1983) were applied to give the main analytical framework as well as to aid in the
development of the content categories. Healthcare can be sought from different sectors in every
society as previously noted: the popular sector among family and friends; or from the
professional sector among health professionals of different institutions; or traditional healing of
the folk sector specializing in different forms of healing. The complexity of healthcare seeking is
influenced by multiple factors, which are attributed to the availability, accessibility, affordability
and acceptability of the service facilities to the care recipients (Kroeger 1983).

Focus group interviews (II) were analysed according to the method described for focus groups by
Krueger & Casey (2009). Collection and analysis of data proceeded simultaneously until no new
information was added after the third group interview. The audio-taped material was transcribed
verbatim for each group discussion immediately after the discussion, which included the content
of what the participants said and the interaction in the group. Then the interview text was read

several times in order to get a comprehensive picture of the data. The analyses were based on
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openness to variation in the data and a search for patterns, regularities and contradictions by
constantly comparing different statements of the participants. By reviewing each line of the text,
meaning units were identified and coded. Phrases with similar meaning were merged into
common subcategories. Categories were grouped together that linked the text to answer the
research questions. Then the model of healthcare-seeking behaviour by Kleinman (1980) was
introduced to provide the main analytical framework in the development of content categories.
Healthcare can be sought from the three sectors: the popular among family/friends, or folk from
traditional healers and professionals from different institutions in the formal health care system.
The names of the categories were formed as close to the terms in the original text as possible and
descriptive summaries were made from each category and illustrated by quotations of the
participants (Krueger & Casey 2009).

Data from the self-administered questionnaires were analysed using descriptive statistics (IV).
Frequencies, percentages, means and standard deviation were calculated and shown in tables
(Altman 1991). Analyses were performed using the Statistical Package for the Social Sciences

(SPSS) IBM SPSS software program (version 23.0).

Establishing trustworthiness

To present systematic, authentic and honest research findings in qualitative studies, the judgment
depends on the following terms: credibility, transferability, dependability and confirmability
(Lincoln & Guba 1985), referring to the adequate representation of the constructions of the social

world under study (Patton 2015, Krueger & Casey 2009), together building trustworthiness.
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Credibility was enhanced in this thesis through triangulation as a process of combining multiple
data collection methods (method triangulation), sources (triangulation of sources), persons with
diabetes, traditional healers and health care providers, theories or theoretical approaches
(theoretical triangulation) of HBM (Rosenstock et al. 1988) and explanatory models (Kleinman
1980, Kroeger 1983) and multiple analysis in analysing data (analyst triangulation) (Patton
2015). This strategy was enhanced not only by different methods of data collection, but also
transcribing and analysis of data. The key to credibility/reliability is the agreement observed in
qualitative studies (Krippendorff 2004) and therefore the content of the categories was
independently cross-checked by a diabetes specialist nurse with vast experience of qualitative
analysis (I, IIT) together with two other researchers also experienced in diabetes care and nursing
science (II), checking participants’ quotations to confirm their relevance. High agreement was
reached.

Credibility was further enhanced by prolonged engagement with participants (Patton 2015) in the
field and by the moderator studying the group interactions (Krueger & Casey 2009) during data
collection. Design checks was made by pilot testing and peer reviewing by experts (Patton 2015).
All interview guides were developed based on literature from previous studies of data collection
instruments and peer-reviewed by nurses and general practitioners working in diabetes care.
Reflexivity was enhanced by the principal investigator, the nurse tutor, conducting all the
interviews with the aim of minimizing her own biases, preferences, and preconceptions about the
studied subject (Patton 2015, Polit & Beck 2008).

Transferability means the extent to which results from the data can be transferred to other
settings or groups similar in characteristics (Patton 2015). Participants were born and living in

the same area, though they varied in age, gender, and had occupations of low socio-economic
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status; the demographic characteristics were therefore similar to most people in Uganda (SIDA
2011). However, the board range of experiences, perceptions and variations needs to be covered
to find out whether the findings are applicable to other settings (Patton 2015). Thus, the
characteristics of the studied population are carefully described. The most important benefit in
this thesis was to achieve a deeper understanding of healthcare-seeking behaviour and the use of
CAM to manage diabetes in Uganda.

Dependability is a criterion for evaluating integrity in qualitative studies, referring to the stability
of data over time and over conditions by using quality technical instruments (Patton 2015,
Krippendorff 2004). The interviews in studies I, II, and IIl were conducted by the same
interviewer, the principal investigator, a bilingual registered nurse fluent in both English and
Runyankore, the local language. The interviews conducted in Runyankore were translated into
English and then back-translated. Runyankore is one of 40 indigenous language in Uganda
(SIDA 2011) belonging to the Bantu languages, which is spoken in most of the southern half of
Uganda. Pretested interview guides were used to conduct interviews. The interviews conducted
in the local language were translated into English, the official language in Uganda, and then
back-translated. All the interviews were audio-recorded to facilitate documenting what was said
during the sessions.

The determination was to describe the research processes as clearly as possible in order to reduce
errors and biases so that researchers can clearly follow the decision trail used throughout the
study (Patton 2015, Krippendorff 2004). Different techniques were to study the problem area
from different dimensions (persons with diabetes, patients with diabetes using CAM and
traditional healers who reported managing diabetes) that provided rich information about

experiences and perceptions (Patton 2015) of healthcare-seeking behaviour and management of
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diabetes using T/CAM. The collection and analysis of data for the studies (I, II, III) proceeded
simultaneously until no new information was forthcoming from new sampled units (Flick 2009,
Polit & Beck 2009, Patton 2015), and for focus groups it is usually reached after the third group
interview (Krueger & Casey 2009) which was the case in study II.

Confirmability refers to the objectivity of the data, the connectedness between data and their
sources for the reader to judge that conclusions and interpretations arise directly from them
(Patton 2015). The interview guides were used to pose questions with accurate answers to
research questions and enhanced by probing for clarity where necessary. The results were
generated from empirical data from direct participants’ quotations. The thread connection of data
can be observed, shown as categories with subcategories and illustrated by illuminative
quotations from participants. The names of the formulated categories were as close to the terms

in the original text as possible (Patton 2015, Krippendorff 2004).

Validity and reliability

In quantitative research, the terms ‘“validity” and “reliability” are used to establish
trustworthiness. Validity refers to the extent to which an instrument measures the true value of
the intended attribute, while reliability refers to the degree to which the results are consistent
over time and the accurate representation of the total population under the study (Patton 2015).

Validity and reliability in study IV were achieved by using a validated and reliable data
collection instrument developed in previous investigations (Hjelm & Atwine 2011, Atwine et al.
2015, Atwine & Hjelm 2016, Lie & Boker 2004, Nguma 2010, Rosenstock et al. 1988, Kleinman
1980, Kroeger 1983), which was peer-reviewed by nurses and general practitioners working in

diabetes care. The attitudes towards CAM use were assessed by a previously validated 10-item
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CAM Health Belief Questionnaire (CHBQ) because it was a practical and reliable instrument
with a Cronbach’s coefficient alpha of 0.75 (Lie & Boker 2004). Face and content validity was
tested by a pilot test (Polit & Beck 2008) on four nurses and two doctors (not included in the
study) from one of the hospitals before data collection. Minor corrections to include different
cadres such as clinical officers, assistants in nursing were made in order to suit Ugandan
healthcare providers working with management of diabetes. The true representativeness of the
study population was established by recruiting all eligible known health care providers in a
certain region, including urban and rural areas. Face-to-face recruitment generated a high
response rate of 93% and thus few have been missed. In this study some assistants in medical
laboratories, pharmacies and nursing were enrolled as well because they were part of the diabetes
management providers. The study population had characteristics similar to what is found in
Uganda in an area outside the capital city (Mukasa 2012). Therefore it is argued that the sample
is representative and the results can be generalized (Polit & Beck 2008). Further, the intention of
the study was to generate primary information from healthcare professionals who provide

diabetes care, which is a strength.

Ethical issues

Ethical approval was obtained from the Faculty Research Ethics Committee, Institutional Review
Board (IRB) of the University in the region as a prerequisite for data collection. Permission from
the District Health Officer was granted to collect data from the area for study I, including
permission obtained from the healthcare managers of the facilities to collect data for studies I,

III and IV.
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The studies for this thesis have been conducted in accordance with the principles for human
clinical research in guidelines stated in the World Medical Association (WMA) Declaration of
Helsinki (WMA 2013). The terms of reference used in the guidelines are: written informed
consent, right to self-determination, confidentiality, and beneficence (Beauchamp & Childress
2009). Therefore, all participants received written and oral information about the aim of the
study, the main aspects of the design, and the benefits of participation in the study. Information
included assurances that study participation was voluntary, and that they could withdraw from
participation whenever they wished without any consequences. The researchers were not
involved in the care of the participants, with the assurance that confidentiality would be
preserved (WMA 2013). The principal investigator’s contact details were included in case the
participants had any question. All participants gave verbal and written informed consent (I, II,
IV) except in study (II) where participants gave verbal informed consent because of illiteracy.
Participants had the opportunity to ask questions seeking clarity before and after the interviews.
Confidentiality in research means ensuring that private data identifying the participants will not
be disclosed (WMA 2013, Beauchamp & Childress 2009). To preserve the confidentiality of the
participants’ data, audiotapes, names and transcripts were anonymized and coded by numbers
and letters. All data were kept under lock and key, to which only the principal investigator has

access.
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RESULTS

This thesis is based on four studies which explore and describe healthcare-seeking behaviour and
management of diabetes from the perspectives of individual persons affected with diabetes,
traditional healers in the folk sector and health care providers from the professional sector. The
main findings are outlined as preference places for where healthcare was sought, reasons for
seeking healthcare from complementary and alternative medicine practitioners in the folk sector,
and management of diabetes from traditional healers’ perspective. Furthermore, health
professionals’ knowledge, attitudes and practice concerning healthcare-seeking behaviour and

the use of CAM among persons with diabetes were investigated.

The pattern of healthcare-seeking behaviour

In all participants, the preferred health service provider was identified to be the professional
health sector for people with diabetes. Healthcare was mainly sought (I, I, III, IV) or perceived
(IV) to be sought among doctors and nurses in the public hospitals. Males more often turned to
the private clinics while females often used the public institutions which are supposed to be free
of charge (I), The pattern of care seeking of persons with diabetes was inconsistent, with a switch
between different health care providers (I, II, IIT). Most participants met at the traditional healers
reported that they had sought help mainly from the professional health care sector in government
hospitals, health centres and private clinics. Some combined the professional health sector with

also seeking help from the folk sector. In a few cases, care was sought from all the sectors (II).
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In the perception of the traditional healers and healthcare providers, there was back-and-forth
movement of patients with diabetes, switching between different health care providers (III, IV).
Some traditional healers relied on diagnosis of diabetes confirmed by the professional health
sector by asking patients to report back with results (III). At the same time many patients with
diabetes whose conditions were difficult to manage by the traditional healers were told to return
to the public hospitals in the professional health sector. (III). Although the majority of health
care providers, 85.2%, reported that patients with diabetes would come for regular follow-up if
told by the physician or clinical officer (IV), many patients reported that they resorted to buying
medicine from drug shops or pharmacies (33.6%), followed by consulting traditional healers, and

to a lesser extent attended private health facilities (28.20% vs 16.8%) (IV).

Reasons for seeking healthcare

Symptoms of diabetes mellitus or complications related to poor glycaemic control forced patients
to seek help from the professional health sector first (I, II, III, IV). Females primarily consulted
professionals in the health sector for complaints described as symptoms related to poor
glycaemic control e.g. chronic pain in joints, vaginal itching, high blood pressure, general
weakness and collapsing. The males mainly used more of private for-profit clinics or private-for
profit nursing homes. However, a few people in both groups turned to traditional practitioners in
the folk sector (I). The participants found at the traditional healers’ facilities sought help for
obvious signs of diabetes such as polydipsia, fatigue and complications of diabetes related to

poor glycaemic control such as decreased sensitivity in the lower limbs (II).
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Among those who felt that western medicine in the professional sector failed to have any effect,
most sought care from (I, II, III) or were considered as having sought care from (IV) the
traditional healers. Some of those who consulted traditional healers had chronic conditions such
as diabetes and high blood pressure. Furthermore, they reported being tired of taking western
medicine as their condition did not improve or they hoped for cure (II, III). Predominant reasons
which were highlighted by health care providers (IV) for patients with diabetes who come to
their health facilities again were symptoms of diabetes or complications related to poor
glycaemic control such as diabetes neuropathy characterized by pins and needles in the limbs
(95.4%), high blood pressure (92.6%), general weakness (92.6%) and excessive thirst (88.8%),
diabetes nephropathy (68.7%), foot ulcer (67.7%), high cholesterol (60.2%), bodily pains

(56.5%) and history of stroke (49.1%).

Influence for seeking help

The popular sector played a major role in advising patients with diabetes to seek help mainly
from their relatives, friends, senior patients, and mass media, such as listening to radio
programmes (II). Some of these patients who sought help from traditional healers expected to get
cured of their condition (II, III). Costs for treatment by traditional healers seemed to be an
influential factor because they were described as being cheaper because of different rates
depending on the patients’ condition and the amount of medicine to be given in doses. Some
healers had fixed charges that were called enteerabishaka, a consultant fee, and okutashura, gifts
of some kind, e.g. food such as beans or animals such as hens, cows etc., to show appreciation
when clients felt that they benefited from the treatment. Some traditional healers were passionate

and offered free treatment to patients who were unable to pay for the services; some patients
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bought nutritional books on specific health problems such as diabetes after being convinced by

traditional healers (III).

The main factors which forced persons with diabetes to seek care outside the health care sector,
according to healthcare providers (IV), were outlined as: searching a cure for the condition
(87.0%), influence from the popular sector in terms of friends, relatives or social media (77.6%),
perceived threat of the condition (75.7%), place accessible (74.8%), perceived cost-effectiveness
(76.6%), the health facility is far away (63.6%), persistent signs and symptoms related to poor
glycaemic control (61.7%,) and pressure from co-morbidity, e.g. high blood pressure (59.0%,),
fear of unpleasant side effects of western medicine (57.0%), perceived failure of western
medicine to improve general condition (54.0%), personally found it beneficial (48.1%) and
patients know therapist with good reputation (48.1%). It was highlighted by most healthcare
providers (66.7%) that uneducated people were at risk of developing complications related to
diabetes and that most of the patients with diabetes were not knowledgeable about signs and

symptoms of diabetes before being diagnosed (IV).

Management of diabetes

Management of diabetes at the traditional healers was mainly described as using herbs and
different food substances in the form of local fruits and vegetables (I,). In some cases the
medicine was described as home-made products taken as food or patients were given already
extracted liquid medicine in bottles (II). Other medicines had labels based on the function they
expected to perform for patients, such as Suubi syrup which was explained as restoring hope in

patients, and Mutuuza, which was supposed to restore peace of mind after its effect of deflating
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the distended abdomen. Medicines which treated fevers were also considered to treat diabetes
because they had a bitter taste; such medicines includes aloe vera (III). Food was in the form of
known fruit and vegetables and those with a bitter taste like lemon were recommended most for
consumption. Food supplement were also given to boost immunity, detoxify or cleanse the blood
(I, TIT). There were some medicines that were imported from other places such as Kenya, India
and Tanzania. Many traditional healers mentioned counselling, teaching patients about diet and
exercises in some cases in order to manage diabetes. Other traditional healers reported
continuing monitoring patients’ progress via phone calls. A few traditional healers mentioned
treating patients with hot baths which they termed as hot springs (III). The most frequently
recommended types of CAM therapies stated by healthcare providers were dietary supplements
(27.8%); followed by massage (18.5%), prayers (17.6%), dance and music (12.9 vs 11.1%).
More traditional forms of CAM therapies such as acupuncture, Chinese and herbal medicine

were mentioned but to a lesser extent, 7%—10% (IV).

The perceived effects of treatment obtained from the traditional healers

Patients with diabetes (II) met at the traditional healers facilities agreed that the perceived effect
of treatment by traditional healers was mainly symptom relief for their conditions; a few talked
about perceived reduction of blood sugar or restoration of body function. However, some
patients (I, II) reported that the treatment had no or unknown effect but hoped it would work with
continued use, while others discussed worsened well-being on alternative medicine. Some
patients wished to continue with CAM but found it expensive, especially food supplements (I).

Healthcare providers (IV) had relatively positive attitudes towards using CAM in patients with
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diabetes to manage their condition. They supported the statement that patients expectations,

health belief and values should be integrated into the care process.
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DISCUSSION

This thesis is unique as no previous studies have been found investigating healthcare-seeking
behaviour from different perspectives of persons with diabetes, traditional healers who provide
complementary and alternative medicine, and the professional health care providers, for the
purpose of providing a comprehensive presentation of diabetes management in a developing
country. The main findings in this thesis are that the first preference for healthcare seeking in all
participants was the professional health sector (I, II, III, IV). Healthcare was mainly sought from
nurses and physicians from the public hospitals, especially by females who used more of free-of-
charge services. However, the pattern of care seeking was inconsistent; it involved switching

between different healthcare providers under the influence of the popular and folk sectors.

Reported perceived failure of effect from western medicine forced many persons with diabetes,
particularly women, to turn to the traditional healers in the folk sector. Those who used the
traditional healers’ facilities sought help for signs of diabetes such as polydipsia, fatigue and
complications of diabetes related to poor glycaemic control such as decreased sensitivity in the
lower limbs. Chronic conditions of diabetes, hypertension, and patients getting tired of taking
western medicines with no effect were among the reasons reported by traditional healers for

patients who came to them with diabetes (11, III).

Most of the healthcare providers (IV) perceived that uneducated people are at risk of developing
complications related to diabetes, and most of the patients with diabetes are not knowledgeable
about signs and symptoms of diabetes before they are diagnosed. Of patients who seek care from

the professional health sector, many report symptoms of diabetes or complications related to
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poor glycaemic control such as diabetes neuropathy characterized by pins and needles in the
limbs (IV). The complexity of diabetes care and healthcare-seeking practices is influenced by
several interrelated factors in living conditions, including treatment costs, healthcare

organization, patients’ health beliefs, general condition (I, III, IV) and gender issues ().

Healthcare-seeking behaviour among persons with diabetes in Uganda to manage diabetes has
been shown to be neither limited to nor terminated by access to one single healthcare provider (I,
I, 11, IV). This observation of healthcare-seeking practices contradicts the pattern hypothesized
in the theoretical framework described by Kleinman (1980), asserting the use of folk healers in
the first case and professional consultation lastly by people from the developing countries. The
disconnection of the engagement with the professional health sector is possibly explained by the
fact that the use of health services is the result of an interaction process between factors related
to the individual and the context in which the illness is perceived (Rosenstock et al. 1988), and
the healthcare organization in the community (Kleinman 1980, Kroeger 1983). Diabetes
management in Uganda is grouped under non-communicable diseases and its provision services
are primarily concentrated at the hospital level rather than the periphery, suggesting that the
population in the mostly rural catchment areas of these health facilities remains under-served

(Settumba et al. 2015).

I1l-health experienced by patients with diabetes has been noted to be an issue forcing patients to
switch between different healthcare providers (I, II, III, IV). Most participants were of lower
socio-economic status, corresponding to the attained educational level they had (I, IT) and most
people are reported not to be knowledgeable of signs and symptoms of diabetes before they are
diagnosed (IV). This world view recognizes good health as a complex system involving

interconnectedness with higher education, relatively better socio-economic status, the lower odds
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of having undiagnosed diabetes compared to poorer individuals because the former subjects have
potential to access information and can afford better healthcare-seeking practices (Kanungo et al.

2015).

Examining healthcare-seeking behaviour and management of diabetes from a theoretical
perspective in this thesis, it is observed to be difficult to identify which determinants are the most
influential in the decision to utilize healthcare. Culture, economics, access, perceptions,
knowledge, beliefs about health and illness, age, gender roles, and social organization are among
the extensive list of factors influencing both the choice to seek healthcare and the assessment of
which care option to utilize for treatment of illness (Hjelm & Nambozi 2008, Hjelm et al. 2005).
To understand how these variables are interrelated, three theoretical models — the Health Belief
Model by Rosenstock et al. (1988), explanatory models by Kleinman (1980) and Kroeger (1980)
— were considered to give a broad picture of how these variables can influence healthcare-
seeking practices. Participants’ perceptions of the effect of treatment by traditional healers/fCAM
varied in many ways. Some participants experienced worsened well-being on complementary
medicine, others reported the treatment to be expensive and those who reported to the traditional
healers gave reasons for being tired of taking western medicine with less effect. Other
participants experienced some relief of symptoms and restoration of body function, while others
hoped to feel an effect from continued use of treatment despite absence of the effect (I, II, III).
Explaining this observation from Rosenstock et al.’s (1988) perspective, people with the
opinions of feeling better and hopeful about the treatment are more likely to have perceptions of
perceived benefits and lower perceived severity /or seriousness of the condition. Ceased or
reduced symptoms from the treatment as an internal stimulus will be the determinant factor for

the individual’s choice of treatment. In this case the treatment will be valued to have been
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effective, and thus people are likely to opt for alternative therapies and ignore the recommended
diabetes treatment. This observation is in accordance with report that patients who opt to use
alternative medicine did so because of perceived reduction of symptoms and lowered cost of side
effects associated with western treatment (Huri et al. 2009). Patients use alternative medicine
from the folk sector to be cured of diabetes and health problems that professionals in the
professional health sector is unable to manage (Awah 2014) observed in diabetes complications
related to poor glycaemic control (I, II, IV). On the other hand, the participants who perceived
failure of treatment or the treatment to be expensive, are more likely to switch between different
healthcare providers, searching for a therapist with a good reputation (Kleinman 1980) and some

may be those who reported severe symptoms of the diabetes (Kibirige et al. 2014).

According to the explanatory model of Kleinman (1980), a treatment plan involves negotiation in
conjunction with the patient that is congruent with and meets the needs of both the provider and
the patient. Therefore, when care providers fail to understand the patients’ expectations,
consequently alternative treatment will be sought since in every community there are three
known sectors: popular, folk and professional. There is limited access to formal diabetes care in
Uganda, as most services are executed at the hospital level in the outpatient department
(Settumba et al. 2015), which faces posing challenges to cope with a double burden of
communicable diseases and non-communicable diseases (Maher et al. 2010). According to
healthcare providers in this study there was shortage of skilled healthcare staff to manage
diabetes, especially in rural areas. Because patients with diabetes are numerous and medical
consultations’ time was estimated to be < 30 minutes for patients to see the doctor/clinical officer
(IV). In contrast to the care provided by the traditional healers, who demonstrated a sense of high

commitment to their work through many forms of engagement with their clients, such as
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teaching, and keeping connected through phone calls even when patients were at home. It is
logic to imagine that traditional medicine system is holistic in its applications by dealing with
mind, body and soul of individuals’/families (Mbeh et al. 2010, WHO 2010). This observation
could support the statement that the organization of the healthcare system may be a determinant
factor, forcing patients to switch from the first choice the healthcare provider in the professional
health sector, to other sectors such as the folk and popular sectors. Given that the lines between
the popular, folk and professional health sectors present in every community are porous, they act

as points of entry and exit for patients at any time (Kleinman 1980).

Kroeger (1983) explains the determinants within the health services system, referring to the
organizational health structures in the society as well as characteristics of the care providers and
care recipients. Alternative medicine was sought from traditional healers in the folk sector for
several reasons. First, the cost at the traditional healers’ facilities influenced healthcare-seeking
practices because it was perceived to be affordable as it was negotiable, accessible and always
available (III). Secondly, traditional healers regard themselves as intelligent people because they
can diagnose the case and treat it with their products (Mbeh et al. 2010). Most traditional healers
had medicinal gardens in their courtyards, and some of these healers manufacture products with
attractive health messages, products which are easily accessed on the open market in the country
(IIT). The most challenging issue in Uganda is the lack of health insurance for patients, and
services are underfunded, drugs are frequently out of stock and patients are expected to purchase
drugs from private pharmacies or drugstores (Xu et al. 2006). Further, diabetes clinics have been
developed only at some hospitals (MoH 2010) and this explains the unpreparedness to manage

diabetes within the health care system (Katende et al. 2015). The high cost of medication is
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considered to be significantly associated with non-adherence to diabetes treatment in developing

countries (Rwegerera et al. 2014).

As fundamental reasons for seeking help from different health care providers, patients reported
having severe patterns of symptoms related to diabetes or poor glycaemic control (I, II, III, IV).
Something of interest to note in this thesis is that participants found at the traditional healers’
facilities had obvious signs of diabetes such as polydipsia, fatigue, severe headache and
complications of diabetes such as decreased sensitivity in lower limbs (II). The observations
highlighted in this thesis affirm that the strained economic resources and the poor healthcare
system have a negative impact on diabetes management in Sub-Saharan Africa, as its diagnosis
is made late with advanced symptoms or complications (Tuei et al. 2010). Glycaemic control
among persons with diabetes in Uganda is reported to be suboptimal because most patients
present with diabetic neuropathy and diabetic cardiovascular complications in the hospital
outpatient clinics (Kibirige et al. 2014, Mwebaze & Kibirige 2014). The reasons for seeking care
from the folk sector and mainly using herbs or food supplements when perceiving healthcare has
failed are in accordance with findings in other studies (Mwangi & Gitonga 2014) in Kenya and
(Thorsen & Pouliot 2016) in India. People use CAM worldwide in an attempt to improve the
outcomes of their illness as well as to improve general well-being (Medagama & Bandara 2014).
Furthermore, chronic diseases of lifestyle, e.g. diabetes and hypertension, are commonly treated

by traditional healers from other cultures by using plants (Semenya & Potgieter 2014).

People with diabetes should receive medical care from a collaborative, integrated team with
expertise in diabetes for effective management (ADA 2015). The role of the person with diabetes
is crucial for diet, weight loss, physical activity, and taking medication, and the involvement of

multiple organ systems means that the care of patients often includes comprehensive services or
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specialties (Inzucchi et al. 2012, Hjelm et al. 2003). This strategy is lagging far behind, judging
by the results obtained in this thesis. The study area has an acute shortage and poor distribution
of qualified health workers, geographically and professionally (Regional Referral Hospital
Report 2012, Matsiko & Kiwanuka 2003). As regards the healthcare workforce, this thesis
observed deficits in both the numbers of staff and the clinical skills of healthcare staff to manage
diabetes (IV). Less qualified enrolled nurses/midwives and clinical officers dominate the
workforce in general hospitals and HCIVs. This observation confirms that the primary healthcare
system for non-communicable diseases, including diabetes, is poorly developed in Sub-Saharan
Africa (Peck et al. 2014). Consequently, referral hospitals in Uganda have failed to meet
minimum standards for non-communicable disease interventions such as diabetes because of the

overwhelming numbers of patients with both simple and advanced cases (Schwartz et al. 2014).

An important observation in this thesis is that many patients did not know the core treatment of
diabetes they received from traditional healers (II, III). Reluctance to share knowledge about
traditional medicine with outsiders is a common practice because it may be due to cultural
reasons or mistrust regarding the way this information will be used (Oliver 2013). Failure to
know the treatment given leads to scepticism about discussing CAM use with health care
providers to affect further management. Healthcare professionals are mostly unaware of CAM
use by their patients and are not usually consulted prior to their use (Kesavadev et al. 2016).
Further, a low percentage of disclosing CAM use to the doctors by patients is reported (Singh et
al. 2004). Moreover, safety concerns also arise from possible kinetic interactions between herbal
products and western medicine. These interactions can bring about adverse side effects that are
not fully disclosed under the conditions of traditional medicine use (Moreira et al. 2014). Patients

taking herbs or supplements concurrently with western medicine may require more frequent
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evaluation to identify potential interactions (Birdee & Yeh 2010). However, some patients who
stopped using western medicine and switched only to traditional medicine were like other
individuals who believed that prayer was the only treatment they would need and they did not
seek western medicine for diabetes (Jones et al. 2006). This practice has a potential risk of opting
to replace clinically proven western medicine with alternative therapies, thus, contrary to the
guidelines on effective management of diabetes (ADA 2015). It is therefore important that nurses
assess the patients’ beliefs about health and illness, self-care including health-related behaviour

and care seeking to obtain information about the patients.

Traditional healers are known for their philosophical holistic care application that deals with the
complete person and provides treatment for physical, psychological and social symptoms (WHO
2013). The traditional healers in this thesis were observed to execute their duties under certain
rules or taboos to be applied to patients, and a philosophy known as Ubuntu. The word Ubuntu
comes from one of the Bantu dialects of Africa. It is a traditional African philosophy that gives
an understanding of a person as a human being in relation to the rest of the world (Manda 2009).
This philosophy requires a traditional healer to provide health services under a “humanity-first”
consideration and not for material gain. It imposes taboos on the practitioners, a strong code of
ethics, and thus a high demonstration of traditional healers’ context of professionalism and
integrity in the discharge of their work (Mhame et al. 2010). It was found that through this
philosophical orientation the traditional healers are supposed to communicate well with their
clients, are not allowed to disclose their medicine, and they are supposed to be kind. It is
assumed that those who provided free treatment did so because their care is deeply rooted in
Ubuntu philosophy concerning the health and life of the people in the community (Manda 2009).

The healthcare providers need to take into account that the patients are embedded in the
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community and therefore health professionals need to integrate their care with local care

structures in order to provide acceptable diabetes care (Awah 2014, Kleinman 1980).

Methodological discussion

The strength of this thesis was the wide range of perspectives on individuals with diabetes,
traditional healers and healthcare providers and different methods of collecting data such as
individual semi-structured interviews, focus group interviews and a self-administered
questionnaire completed by healthcare providers, providing primary information on healthcare-
seeking behaviour and management of diabetes in a developing country. Qualitative inquiry
allows studying real-world situations as they unfold naturally to contribute to a better
understanding of the subject studied (Patton 2015). The purposeful sampling methods were used
to obtain rich information about participants; data were collected in individuals’ homes (I),
traditional healers’ health facilities (II, III) and health care institutions in the professional sector
(IV). Most participants in studies I, II, III had an educational level from primary, secondary
school or college and occupations classed as being of low socio-economic status. As official
language use may differ in different socio-economic groups (SIDA 2011), the interviews were
conducted either in English (the official language) or in the local language Runyankore, and
were led by a bilingual nurse the (investigator) not involved in the management of the
participants’ diabetes care. Interviews in the local language were translated into English and then
back-translated. All interviews were audio-taped and transcribed verbatim.

The main limitation of qualitative studies is the inability to generalize data (Patton 2015), but

carefully collected and analysed data can be transferred to similar populations. The choice of an
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interactive data collection method like focus group interviews, carefully analysed, with a
thorough description of studied population, is intended to reach a deeper understanding of the
studied subject (Krueger & Casey 2009). Judgements about the transferability of the findings to
different settings will depend on the reader.

A common goal of survey research is to collect data representative of a population and determine
a large number of cases to reduce the variable sampling standard error in the estimates (Patton
2015). In this thesis all known healthcare providers in a certain region, including urban and rural
areas, were invited to participate in the study. Face-to-face recruitment generated a high response
rate (93%) and thus few respondents were missed. In this study assistants in medical laboratories,
pharmacies and nursing were enrolled as well because they were part of the diabetes care
providers. The study population had characteristics similar to what is found in Uganda in an area
outside the capital city (Mukasa 2012). Thus it is argued that the sample was representative and
the results are generalizable (Polit & Beck 2008). Further, the intention of the study was to
generate primary information from healthcare providers who offer diabetes services, which is a

strength.

Conclusion and Implications

The results of the four studies have indicated that healthcare-seeking practices and management
of diabetes seem to be complex in Uganda. The pattern of seeking care was inconsistent, with a
switch between different health care providers under the influence of the popular and folk
sectors. The management has been influenced by multiple factors attributed to perceived
dissatisfaction with western treatment or unmet expectations with the care providers. Therefore,

it is important to consider that socio-economic status, individual beliefs, gender-related roles and
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the organization of the healthcare systems are key determinants of health-related practices
including healthcare-seeking behaviour (Rosenstock et al. 1988, Kleinman 1980, Kroeger 1983,
Hjelm & Nambozi 2008, Hjelm et al. 2005). There was no formal referral system for patients
with diabetes. This type of back-and-forth movement of healthcare-seeking behaviour delays
diabetes care. Hence, it may be necessary to integrate traditional medicine into the formal health
care system in order to improve diabetes management as recommended (Awah 2014, WHO
2013).

Nurses play a central role in assessing information about people’s beliefs and health-related
practices (Hjelm & Nambozi 2008), and these nurses have a key role in delivering self-
management education geared to providing psychological support and education to persons with
diabetes in order to improve health-related practices including healthcare-seeking behaviour
(Haas et al. 2014). Self-care management in diabetes care comprises both practical and cognitive
tasks, i.e. self-monitoring, menu planning, medication adjustment and dealing with socio-
emotional aspects, e.g. coping with illness, managing relative inputs and negotiating access to
appropriate services (Hinder & Greenhalgh 2012). Care actors of significance to the patients
from the popular sector need to be included in the diabetes educational programme given that
people take decisions to switch between different healthcare providers, mainly being influenced
by the popular sector such as family members and friends through physical and financial
assistance (Kleinman 1980).

A well-designed package of diabetes and self-care management is urgently needed at all levels of
the healthcare system in Uganda, in order to rectify the knowledge deficit identified in this thesis
on diabetes. Raising awareness about the health dangers and the cost involved in treating

complications of diabetes is paramount (IDF 2015). Hospital diabetes care should be a starting
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point and then rollout to the rural areas in the form of outreach programmes. However, the
complexity of diabetes care calls for intensive health-promotion interventions involving inter-
professional collaboration in order to improve its management (Inzucchi et al. 2012). This will
require integration of traditional medicine into the formal health system because it may promote
better referral arrangements for patients with diabetes and also research (WHO 2013).
Intermediate and long-term strategies will require training of health care staff specifically for
diabetes care to manage diabetes adequately (Mukasa 2012) in order to conduct evidence-based

interventions.
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