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Abstract

IlIness and treatment experiences of adult patients with type 2 diabetes mellitus in the urban

and peri-urban of Central Ethiopia — a qualitative study

Bruck Messele Habte
Addis Ababa University, 2017

Introduction: Type 2 diabetes, which is increasingly becoming a public health problem in
developing economies including Ethiopia, is associated with a high level of microvascular
and macrovascular complications. Evidence from the Western world indicates that gaining
an understanding of patient perceptions and experiences would serve as useful inputs in the
design of effective strategies aimed at improving their care and health outcomes. This
research project utilized different theoretical models, namely Kleinman’s explanatory
model, Horne’s necessity-concerns framework as well as de Haes and Bensings’ medical
communication model to explore the illness and treatment experiences of patients with

type 2 diabetes in selected hospital settings in Addis Ababa and Butajira.

Methods: Qualitative interviews were held with 39 purposively sampled patients with type
2 diabetes who were selected to represent varied socio-demographic and a range of illness
and treatment experiences. Interviews were conducted until saturation of key themes. The

analysis and interpretation was carried out using a thematic analysis approach.

Findings: The findings from this study revealed that participants’ explanatory frameworks
were influenced by the biomedical and traditional models (including cultural and religious
influences). It was also apparent that participants’ biomedical knowledge was low which
was expected given their low formal education status. Cultural influences were apparent
for instance in the manner that participants labelled their illness as ‘sugar disease’ and their
perception of suitable treatment strategies. Religion likewise exerted its own influence with
respect to the perceptions of causation and the appropriateness of treatments. With regards
to the anti-diabetes medication, findings indicated that participants’ perceptions revolved
around their necessity and concerns which were also indicative of the utility of the Horne’s

necessity-concerns framework. In this regard participants’ concerns about their



medications were not that much different to those of their Western counterparts in certain
aspects (e.g., about the adverse effects and the number of medications) while they differed
in others (e.g., associating diabetes-related complications such as eye problems to
medication adverse effects) which seem to be influenced by their socio-cultural and low
educational backgrounds. Perceptions about the necessity of their medications were
however given less attention as compared to the concerns about safety issues. Though
participants’ concerns were mostly about adverse effects, inconveniences in handling and
accessing their medications were also found to be sources of concern. It was also apparent
that some of the participants’ concerns were quite strong or not based on evidence but may
nevertheless potentially affect adherence to prescribed medications. Findings with regards
to participants’ perception towards their healthcare providers were organized following de
Haes and Bensings’ communication model. Perceptions focused on fostering the
relationship and the provision and gathering of information aspects. By and large,
participants detailed their suboptimal experiences in the care provided by their healthcare
providers that were below their expectations. Participants’ adherence to prescribed anti-
diabetes medications were negatively affected by a range of factors that included:
perceptions about their illness especially related to symptoms and hope for a cure,
perceptions about prescribed medications especially related to concerns, their relation to
the healthcare providers and the health system factors such as the provision of diabetes
education and availability of medications and religious healing practices especially use of
holy water and religious duties. Factors that served as facilitators to adherence included the
presence of diabetes complications and perceived health benefits that enhanced medication
necessity perceptions, religious practices and social support. On the other hand, some of
the participants reported using medicinal plants such as Shiferaw (Moringa spp.) and
Anamuro (Ajuga spp) in a complementary manner to their biomedical regimens. While
their use did not seem to negatively affect adherence, some participants reported adverse
effects which led to discontinuation of these medicinal plants. Different factors influenced
the use of medicinal plants including perceptions that bitter things were good for diabetes,
claimed or experienced efficacies and mass media messages. Findings also revealed that
the use of medicinal plants was occuring in the context of limited information which may

further result in suboptimal health outcomes.



Conclusion: The perceptions held by the study participants towards their illness and its
treatment were found to negatively influence their experience and adherence to prescribed
anti-diabetes medications. The suboptimal care provision experienced by these participants
appears to be another factor that contributes to the nonadherence issue. It is therefore
recommended that a chronic care model be implemented that incorporates current care
standards, strengthened and context specific diabetes education and adherence support

programs.

Key words: Type 2 diabetes, Kleinman’s model, Horne’s Necessity-Concerns model, de
Haes and Bensing Medical Communication model, Adherence to Anti-diabetes
Medications, Qualitative research, Ethiopia, Addis Ababa, Butajira
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1. Introduction

This PhD dissertation details the qualitative work to explore the illness and treatment
experiences of patients with type 2 diabetes who were attending treatment in three hospitals
in central Ethiopia, two of which were in Addis Ababa and third one in Butajira. A

qualitative design was followed for this study that used individual interviews.

This dissertation is organized into four chapters. The first one is this introductory chapter
that contains background and problem statements, study rationale, review of relevant
literature, introduction of the different conceptual frameworks used in the study and the
research objectives. The second chapter describes the methods used in detail including the
philosophical assumptions that guide the study and the ethical considerations. The third
chapter presents an overview of the main findings of the study, a discussion of these main
findings as well as their practice and policy implications. The final chapter presents the

conclusions, recommendations and directions for further research.

1.1. Background
Non-communicable diseases (NCDs) have as of late drawn the attention of global leaders,
international health organizations and health authorities in developing countries. Among
these is diabetes mellitus that has been described by the International Diabetes Federation
(2015, p 12) as “one of the largest global health emergencies of the 21% century”. Current
estimates put the number of adults with diabetes at more than 415 million globally with
this figure expected to increase to 642 million by the year 2040 (International Diabetes
Federation 2015). The most prevalent form of diabetes is type 2 which is increasing due to
cultural and societal changes. The International Diabetes Federation estimates that more
than 193 million individuals with diabetes are undiagnosed and are therefore more likely
to develop complications. In addition, one-in-15 of all adults is estimated to have impaired
glucose tolerance with one-in-seven births being affected by gestational diabetes. Both of
these can lead to an increased risk for the development of type 2 diabetes in later life
(International Diabetes Federation 2015). Global reports also indicate that around 75% of
individuals with diabetes live in low and middle income countries, with type 2 diabetes

increasing across all countries (International Diabetes Federation 2015).



The number of adults with diabetes in the sub-Saharan Africa region and Ethiopia are
estimated to be more than 14.2 million and 1.3 million people, respectively (International
Diabetes Federation 2015). Studies from the African region including Ethiopia further
indicate the prevalence of diabetes is much higher in the urban areas compared to the rural
areas (Hall et al. 2011; Tesfaye 2008; Tran et al. 2011; Yemane et al. 2007). The rise in
diabetes has been attributed to the rise in the economic development, urbanization, and life
expectancy and as well decreased physical activity and less healthy diets (International
Diabetes Federation 2015). In case of Ethiopia, the wide use of alcohol and tobacco have
also been implicated as additional factors for the increase in the NCDs including diabetes
(Tesfaye 2008).

Diabetes is estimated to have caused about 5 million deaths and cost between 673 million
to 1.2 billion dollars in health spending in 2015 (International Diabetes Federation 2015).
In this same year, over 321,000 people, most of whom were below the age of 60, are
estimated to have died in the African region due to diabetes — the highest proportion of the
world’s regions. In the case of Ethiopia, more than 23,145 deaths associated with diabetes
were reported (International Diabetes Federation 2015). Diabetes places a substantial
economic burden on countries and their health systems in addition to the large financial
impact on individuals and their families. The large burden is related to the increased use of
health services, productivity loss and the long-term support required to manage diabetes-
related complications. The majority of countries are believed to spend between 5 and 20%
of their total healthcare expenditure on diabetes and with such a high cost, this condition
is bound to be a significant challenge for the health system and an impediment to

sustainable economic development (International Diabetes Federation 2015).

The limited studies from Ethiopia in relation to diabetes care attest to the poor health
outcomes of patients receiving treatment for diabetes at the public health facilities that
serve the large majority of the population. For example, the patients had blood glucose and
blood pressure above recommended levels and experienced high levels of micro- and
macro-vascular diabetes-related complications (Feleke & Enquselassie 2005; Gudina et al.
2011; Wabe et al. 2011; Worku et al. 2010; Adem et al. 2011; Nigatu 2012). A review
study also reported high levels of diabetic foot and other skin infections as well as high



levels of hypercholesterolemia and hypertriglyceridemia among diabetics in different parts
of the country (Nigatu 2012). A study from Ethiopia reported that uncontrolled diabetes
led to hospital admissions among a high proportion of patients (Feleke & Enquselassie
2005). Another study indicated that direct hospital costs were significantly higher with
substantial parts related to the management of diabetes-related complications (Feleke &

Enquselassie 2007).

A retrospective hospital-based study in Addis Ababa found out that the contribution of
NCDs to the proportion of deaths was high and asserted that the healthcare system not
geared towards the management of these group of diseases (Misganaw et al. 2012). This
has actually been observed by facility-based studies from different parts of the country
which have consistently described the services provided to NCDs including to diabetic
patients as below standard. For example, a study by Feleke and Enquselassie (2005)
described diabetes care as below acceptable standards despite the presence of well-
established material and human resource infrastructure especially in the surveyed public
hospitals. Another report came from the southwestern part of the country indicated that the
diabetes care in one of the prominent referral hospitals of the country was ‘far below any
recommended standards’. In this study, around two-third of the patients with type 2
diabetes had blood glucose levels well above recommended levels. Despite having fasting
blood sugar well above target level over the last three visits, no modification was done for
glycemic management for 69.3% of these patients (Gudina et al. 2011). Similarly, the
review study by Nigatu (2012) revealed that the recommended diabetes care components
were actually provided only in a low proportion of diabetic cases and that a lower
proportion of patients had adequate glycemic control. Study findings also depicted that a
high proportion of patients exhibited inadequate knowledge on the biomedical
management of diabetes (Feleke & Enquselassie 2005; Gudina et al. 2011). The review
paper by Nigatu (2012) similarly reported poor knowledge of chronic complications among
both type 1 and 2 patients, with patients with type 2 diabetes exhibiting significantly lower
overall knowledge compared to their type 1 counterparts.

A global strategy for the prevention and control of NCDs was endorsed by the World

Health Assembly in 2000 which has since been followed by action plans with a particular



focus on low and middle income countries and vulnerable populations (World Health
Organization 2011). African Ministers of Health have since expressed their commitment
in their regional WHO meeting to develop integrated national action plans and strengthen
institutional capacities for the prevention and control of NCDs (WHO Regional Office for
Africa 2011). However such policy level decisions and plans may take time to bear tangible
results as can also be discerned from a recent global assessment report (World Health
Organization 2016). In the case of Ethiopia, it has followed up its global and regional
commitments by publishing a strategic framework document and a national strategic action
plan for the prevention and control of NCDs with diabetes among the four prioritized
diseases. Among the objectives of the action plan was to ‘Strengthen and reorient health
systems to address prevention and control of non-communicable diseases through people-
centered primary care and universal health coverage’ (Federal Ministry of Health 2010;
Federal Ministry of Health 2014). A national guideline for prevention, screening, treatment
and care for NCDs including that for diabetes has recently come out as part of the
government’s intervention efforts to reduce the diseases burden (Federal Ministry of Health
2016a). The situation on the ground in the Ethiopian case with regards to NCDs and
diabetes is however still indicative of the enormous tasks ahead with a recent Federal
Ministry of Health (2016b, p 59) report describing the situation as indicative of the “poor
priority given to NCDs at all levels of the health system and in the community”. The
initiatives that have been underway are indeed encouraging but need to be followed up
with strong implementation and monitoring tools. Initiatives must also consider current
global standards for diabetes care while also giving due consideration to the local contexts

and cultures if they are to be successful and sustainable.

Current global practices suggest that healthcare for chronic conditions including diabetes
requires patient-centered approaches that give due consideration to their preferences and
concerns and requires their active involvement given that they are the ones responsible for
the bulk of self-care activities such as medication-taking and lifestyle modifications
(Capoccia et al. 2016; American Diabetes Association 2017). Study reports have revealed
that adherence to recommended treatment regimens and patients’ active participation can
be affected by their illness and treatment perceptions (Nam et al. 2011). Perceptions and

adherence to treatment have also been demonstrated to be associated with patient outcomes
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(Mc Sharry et al. 2011). Many of the studies have used conceptual models to guide their
inquiry into illness perceptions that resulted in interventions including educational that
were aimed at impacting illness perceptions so as to improve adherence to recommended
regimens and also improve patient outcomes (Mc Sharry et al. 2011; Sapkota et al. 2015).
Interventions that are available in the literature are mostly based on studies conducted in
the Western countries setting or minorities living there and it may not be appropriate to
apply them directly to the Ethiopian situation. Instead they likely need to be adapted

considering local contexts and culture.

1.2. Rationale for the study

The increasing burden of diabetes and especially type 2 diabetes coupled with the low
standard of care provided for these patients and consequent poor outcomes is indeed a
cause for concern. Identifying some of these patients’ illness and treatment experiences
would serve as an input for further research works and interventions to improve patients’
care delivery, their self-management activities and hence health outcomes. Interventions
in a setting such as Ethiopia need to be informed by studies into the management of diabetes.
Some of the relevant studies may include the assessment of the illness and treatment
experiences of patients from the perspectives of the different actors including but not

limited to the patients.

The present study is an attempt to assess the illness and treatment experiences of type 2
diabetes mainly from the perspective of the patient who is suffering from this condition.
This research project utilized a qualitative study approach informed by different conceptual
models including Kleinman et al’s explanatory model, Horne’s necessity-concerns
framework and the six functions medical communications model that have been widely
used elsewhere for exploring chronic diseases such as diabetes. The study settings selected
were public hospitals in central Ethiopia; specifically two hospitals in Addis Ababa which
mainly cater to urban patients and a referral hospital in Butajira town that serves peri-urban

and rural communities.

Such a study could provide useful information about the prevailing situation and local

contexts with respect to the management of this group of patients for policy makers,
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practitioners, patients and other researchers who may want to follow it up with further
studies. This is very important because in chronic conditions such as diabetes, the patient
IS an important decision maker and primarily responsible for the self-management of
his/her condition including the self-administration of medication and other treatment
regimens. This suggests that healthcare providers should be more open to sharing their
power with the patient and be more patient-oriented as has been recommended by studies
from the developed countries. At the same time, local culture and contexts should be
considered in developing recommendations and thus the rationale of studies that depict
patients’ perspectives towards these diseases. Policy makers can use the information to
plan interventions that can improve the situation while practitioners can use the findings to
improve their care for their patients and improve outcomes. Training institutions may
likewise use the findings as inputs in their curricula especially in relation to the
communications aspect. The findings of this study can also help researchers in a number
of ways including further studies to explore existing gaps and as well to investigate the
findings of this qualitative study on a larger, representative sample. Furthermore, the
findings may be useful for further intervention studies into addressing patients’ illness and

treatment experiences as well as their communication with their providers.

1.3. Review of the literature

1.3.1.1llness and treatment perceptions
Current standards for the biomedical management of diabetes recommend the active
involvement of patients given their critical role for the management of diabetes including
taking medications, self-monitoring, dietary and exercise modifications and foot care
among other things (American Diabetes Association 2017). A number of studies have
shown how adherence to recommended treatment regimens and other aspects of care have
been affected by patient perceptions about diabetes and its treatment (Ashur et al. 2015;
Alzubaidi et al. 2015; Broadbent et al. 2011; Nam et al. 2011; Martin et al. 2005; Lin et al.
2008). Perceptions about diabetes and adherence to recommended regimens have
furthermore been associated with the degree of control established over glycated
hemoglobin, fasting blood glucose, total cholesterol and blood pressure (Mc Sharry et al.
2011; Petricek et al. 2009; Broadbent et al. 2011). Negative illness perceptions were also
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associated with emotions such as depression and anxiety which could further negatively
affect adherence to recommended regimens (Hudson et al. 2014; Egede & Ellis 2010). The
various study findings have been been used to target interventions at illness perceptions
and adherence in an effort to impact patient outcomes (Hornsten et al, 2008; Mc Sharry et
al, 2011; Phillips et al, 2012). Majority of these studies however involve Western patients

or minorities living in the West, some of which are discussed below.

There are a number of studies that have attempted to compare the perceptions of Western
patients with diabetes with that of immigrants living in the Western countries. It was
apparent that the rich findings depicting illness perceptions were from qualitative studies
mainly using interview methods. The findings indicate that while there are some
similarities, there were a number of peculiarities among the non-Western patients.
According to some of these studies, Western patients in general reported better biomedical
knowledge and overall understanding about diabetes. These groups of patients also
exhibited more positive beliefs towards diabetes, had stronger beliefs in the both the ability
of the prescribed treatment regimen as well as their own ability to control diabetes,
suspected and related their symptoms to diabetes and sought help from the doctor, had
better understanding of its chronicity, and tended to recognize and report depressive
symptoms more openly. The Western patients also tended to internalize responsibility for
their diabetes and commonly cited personal roles including lifestyle and dietary choices as
being to blame for their diabetes (Alzubaidi et al. 2015; Hjelm et al. 2003; Barko et al.
2011; Lawton et al. 2007).

In general, non-Western study participants revealed limited biomedical knowledge about
diabetes and what can be considered a different explanatory model. In a number of different
cultures there is a tendency to label diabetes as ‘sugar disease’ and associate the condition
to sugar (Awah et al. 2009; Yilmaz-Aslan et al. 2014; Suparee et al. 2015). Similarly, many
patients described that their primary concern would be to decrease the sugar in their bodies
and thus linked diet control to just controlling sugar intake (Choudhury et al. 2009; Suparee
et al. 2015) and in some cultures to taking bitter things such as bitter gourd, a medicinal
plant (Choudhury et al. 2009). Some studies have reported about delays in visiting health

facilities to get care for their diabetes because symptoms were not initially related to



diabetes and many inidivuals waited until the symptoms become severe. Or they may seek
care for another condition which may lead to the chance diagnosis of diabetes (Hjelm et al.
2003; Hjelm & Mufunda 2010). There was a tendency to reported global, holistic and more
physical symptoms related to their diabetes on the one hand (Barko et al. 2011) but also
the tendency to associate their condition with the presence of physical symptoms and the
lack of symptoms commonly referred to as ‘mild’ or ‘invisible’ (Yilmaz-Aslan et al. 2014).
Participants in some study settings expressed strong negative beliefs about their illness,
reporting more somatic complaints, and that their diabetes exerted significant burden on
their lives (Alzubaidi et al. 2015). Diabetes was further considered to be a complex and
unpredictable condition which requires one to constantly be on guard (Yilmaz-Aslan et al.
2014). Negative emotions such as feeling sad and stressed were expressed by some towards
their condition (Suparee et al. 2015) where the depression was indicated in an indirect
manner by describing other symptoms consistent with the condition in certain cultures
(Barko et al. 2011). There were others however such as the Hispanic migrant workers living
in the United States who openly expressed depression in relation to their diabetes (Heuer
& Lausch 2006).

Participants of Indian and Pakistani origin for their part tended to externalize the
responsibility for their diabetes and would instead ascribe it to life circumstances such as
not being able to access appropriate diets and family responsibilities or experiences in
moving to Britain (Lawton et al. 2007). Some have cited as causes for diabetes supernatural
factors such as ‘Allah’s will’ (Ashur et al. 2015), God in the context of ‘divine trial’
(Yilmaz-Aslan et al. 2014), punishment from God, fate and witchcraft (Hjelm & Mufunda
2010) and karma (Suparee et al. 2015). Social and emotional factors such as stress or
negative emotions were also commonly believed to be causes among non-Western patients
including Hispanics where they are traditionally known as susto (Concha et al. 2016;
Yilmaz-Aslan et al. 2014; Hjelm et al. 2003; Hjelm & Mufunda 2010; Awah et al. 2008).
While the supernatural and social causes appear to dominate, there were some who cited
heredity and lifestyle factors (Hjelm & Mufunda 2010).

Diabetes was also thought to be an acute illness that would be cured in different cultures

but also as one that was a lifelong condition requiring chronic medication-taking in others



(Suparee et al. 2015). Hope for a cure was widely expressed which was in tandem with the
traditional and religious beliefs of the cause especially in participants from the African
region but also following completion of the prescribed regimen in others (Heuer & Lausch
2006; de-Graft Aikins 2004; de-Graft Aikins 2005; Hjelm & Mufunda 2010; Awah et al.
2009). The different studies also report about the desire of participants for self-management
so as to lead a normal life and not become dependent on others. However, most of the
studies report about the very limited understanding that the participants had about their
condition and their demonstrated passive role in their self-management (Choudhury et al.
2009).

With regards to studies that have assessed specifically medication-related beliefs, those
that used qualitative, rich descriptions were very limited. The findings of quantitative
studies revealed that patients’ beliefs about medications such as about their necessity and
concerns affected adherence to recommended treatment. The findings of a meta-analytic
review for instance, indicated that patients may intentionally decide to not adhere to
treatment if they have concerns about the potential or actual harms that could result from a
prescribed medication especially if they feel they have no personal need for that
medication. Alternatively, some patients may continue to take their medications they
consider as necessary for their condition even if they have safety concerns. There could
also be individuals who may forget to take their prescribed regimen if they have doubts
about its necessity and thus unintentionally non-adhere (Horne et al. 2013). A systematic
review study that assessed among other things the risk factors associated with
nonadherence to anti-diabetic medications revealed that lower adherence was associated
with concerns about the side effects and doubts about the necessity (Capoccia et al. 2016).
It was also highlighted by this, and other studies, that variations among different cultures
in medication beliefs may influence adherence. These findings are suggestive of the need
to explore potential variations in medication beliefs and to follow patient-centered
approaches that take into account patient preferences and address their specific concerns,
be it about the necessity for or concerns about different treatments (Capoccia et al. 2016;
Horne et al. 2013).



1.3.2.Patients’ perceptions towards their healthcare

providers

Studies into patient-provider communication from the perspective of patients with diabetes
in Western settings have described different perceptions towards their relationship with
their healthcare providers that influence adherence to recommended regimens (Matthews
et al. 2009; Brundisini et al. 2015). Some of the factors that positively influence adherence
include healthcare providers’ support, collaboration and good communication strategies.
Some of the factors that negatively influence adherence include relaying and explaining
diagnosis in a less caring manner; providing instructions as warnings and in a threatening
manner; deciding on topics to be discussed while also failing to address patients concerns;
patients’ perception of lack of support; barriers to communication; cultural insensitivity of
some providers towards minorities; inaccessibility of healthcare providers such as short
consultation times; and patients’ desire to be perceived as individuals and not as illnesses.
Another important factor was patients’ hope for a collaborative relationship with their
providers that was based on mutual trust and mutual agreement, that would allow open
discussion about their challenges and the concerns of the healthcare providers. Patients also
considered healthcare providers to be the major and reliable sources of information about
their illness and its treatment although communication barriers may preclude collaborative
relationships, preventing a shared understanding of appropriate treatment and thus

hindering adherence to medication adherence (Brundisini et al. 2015; Matthews et al. 2009).

Among the studies from non-Western settings is one from Oman which focused on the
perceptions of patients with type 2 diabetes regarding their clinical encounters with their
primary healthcare providers. The patients largely expressed dissatisfaction with the care
provided to them and cited weaknesses such as unfriendly welcoming, interrupted
consultation privacy, poor attention and eye contact and lack of encouragement for the
patients to ask questions by the providers. The participants in this study also noted their
inability to participate in the dialogue with their providers or express concerns. Other issues
cited by these patients from the Abdulhadi et al (2007) study include problems in being
patient-centered, insufficient access to health education, professional incompetence and
long waiting time (Abdulhadi et al. 2007). Studies from African settings that reported on
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patient negative perceptions towards their healthcare providers have reported problems
related to delays and lack of time by doctors to explain things and the array of restrictions
and prohibitions imposed that were considered as barriers to compliance. In relation, the
fact that patients’ illness and treatment beliefs were not considered by their doctors was
also among the issues that have led to conflicts (Hjelm & Mufunda 2010; Awah et al.
2008). One study involving Bangladeshi immigrants has reported their heavy reliance on
doctors for most of their diabetes-related information (Choudhury et al. 2009) while
another one involving Thai participants has reported that patients’ self-management was
influenced by their attempts to avoid the blame that may come from their healthcare
providers when their blood sugar levels increased above the recommended levels (Suparee
et al. 2015). Positive perceptions towards healthcare providers included their usefulness in
providing medication and lifestyle related information and in terms of psychosocial aspects
(Hjelm & Mufunda 2010; Hjelm & Nambozi 2008).

In the African setting, it was also apparent that one of the contentious issues that was the
cause of disagreement and dissatisfaction with the health services and communication
barriers was the different explanatory models held by study participants. This was another
reason for using traditional medicines which has affected their anti-diabetes treatment
(Awah et al. 2008). An Ethiopian study which determined that about a quarter of surveyed
patients used traditional medicines, either concurrently or while interrupting prescribed
medications, also revealed that patients were often reluctant to provide information to their
doctors pertaining to the utilization of traditional treatment, fearing disapproval
(Abdulkadir 1985). Such issues are illustrative of the importance of patients’ perceptions
towards their healthcare providers in influencing their self-management behavior including
adherence to recommended treatment regimens. Given that there are no reported studies in
this regard and its importance to inform interventions to improve diabetes care delivery,
this study aims to explore patient perceptions of their expectations and their experiences

towards their healthcare providers.
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1.3.3.1llness and treatment experiences with diabetes

With regards to the studies dealing with the illness and treatment experiences of patients
with diabetes, most of them are from the Western setting and are quantitative, although
there are a few from other settings and of qualitative nature. These studies in general
indicate that patients have low adherence to recommended biomedical regimens.
Furthermore and especially in the non-Western settings, there was the tendency for the
patients to use religious healing and traditional medicine complementary or alternative to

the biomedical regimen.

Some of the studies involving Western patients that revealed low levels of adherence, also
identified intentional nonadherence as a major concern. According to a study among
patients living in England, many of the patients reported problems with their prescribed
medications and had substantial unmet need for information. The major categories of these
problems included experience of side effects and concerns about their medication such as
skepticism in taking medicines and worries about taking new medicine including about
potential interactions and allergies (Barber et al. 2004). Another study involving African-
American and Latino patients of low socio-economic status also exhibited intentional
nonadherence related to low necessity beliefs about their medications especially when
sugar levels were considered in the normal range and concerns about side effects and
addiction (Mann et al. 2009). A meta-analysis of studies on the utility of the necessity-
concerns framework, most of which were from the Western settings revealed that higher
adherence to prescribed medications was associated with stronger necessity perceptions
and fewer concerns. This study concluded that interventions to improve adherence to
appropriately prescribed medications may be more effective if they consider patients’
beliefs about their treatment and how they perceive their personal need for the medicines

vis-a-vis their concern about adverse effects of taking them (Horne et al. 2013).

Studies carried out among diabetes patients in the African region have reported different
factors that have negatively affected their adherence to biomedically recommended
treatment regimens. Some of these include their low biomedical knowledge, psychosocial
burden of the treatment regimens themselves and stigma and discrimination (or fear

thereof). A major factor that stood out is patients’ explanatory model with regards to the
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cause and the course of illness, i.e. hope for a cure that was influenced by traditional and
religious beliefs. It was apparent from these studies that ethno-medical and religious
healing were used by the study participants alongside the biomedical regimens. Some of
the religious healing used included prayers and holy water. It was interesting that the hope
for a cure was also expressed even among the more educated participants who hoped for a
research breakthrough which might be further reasons to try out medicinal plants (Awah et
al. 2008; de-Graft Aikins 2005; de-Graft Aikins 2004; Hjelm & Mufunda 2010; Hjelm &
Nambozi 2008; Kolling et al. 2010; Awah et al. 2009). It may be worthwhile to note here
that religious practices were reported as positive coping strategies not only by non-Western

patients but also among the Westerners (Namageyo-funa et al. 2015; Hjelm et al. 2003).

Studies carried out among individuals with diabetes living as immigrants in Western
countries have revealed a relatively higher use of medicinal plants compared to their
nonimmigrant, Western counterparts (Barko et al. 2011; Hjelm et al. 2003). Some of the
reported medicinal plants included bitter gourd, neem, spices such as fenugreek and cumin
and as well teas and walnuts (Porqueddu 2017; Choudhury et al. 2009; Hjelm et al. 2003).
A study that assessed the use of herbal remedies among patients with diabetes in Trinidad
and Tobago revealed that the use of herbal remedies was part of the shared culture in that
region and that a large proportion reported using them at least once weekly for their
condition. It was apparent that those who reported numbness or burning in the feet or
feelings of weakness, tiredness, giddiness or dizziness used herbal medicines more
frequently for their diabetes than those who reported other symptoms. Furthermore,
participants who were on insulin less frequently used herbal medicines. Some of the
commonly reported medicinal plants used as herbal medicines which have also been
reported to demonstrate hypoglycemic activities included Momordica charantia,
Stachytarpheta jamaicensis, Aloe vera, Aloe barbadensis, Neurolaena lobata, Leonotis
nepetifolia and Annona muricata (Mahabir & Gulliford 1997).

A number of studies are available that have reported on the use of medicinal plants by
patients with diabetes. Some of the studies that involved participants from African
countries have reported a wide use of medicinal plants to manage their diabetes. Among

those mentioned include Moringa powder, garlic, aloe, coconut, cinnamon, noion, ginger
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and honey (Hjelm & Nambozi 2008; Hjelm & Mufunda 2010; Popoola 2005). In fact, the
use of medicinal plants as part of traditional medical practice and as self-care tool are
reported across the sub-Saharan Africa region with studies from the western Africa region
corroborating this phenomenon (Diéye et al. 2008; Abo et al. 2008). In the study report
from Senegal by Die'ye et al (2008), the majority (65%) of surveyed diabetic patients
considered medicinal plants to be ‘efficient’ for the treatment of diabetes. Other reasons
mentioned by these patients included the fact that they were traditional options and the
lower cost. A minority of participants from the Senegalese study also mentioned side
effects and lack of information on the doses of the medicinal plants. Given the fact that the
disease is becoming of public health importance and the expected considerable use of
medicinal plants by African diabetic patients either as home remedies or after
recommendation by traditional healers, studying the use of this group of remedies will be
important in the effort to identify their care practices and come up with appropriate

recommendations.

Some of the studies from Ethiopia have also reported the use of medicinal by patients with
diabetes in Addis Ababa (Abdulkadir 1985) and the southwestern part of the country (Wabe
et al. 2011) which could have its own impact on the treatment of diabetes. The study by
Abdulkadir (1985) had its main focus on the utilization of medicinal plants by diabetics
attending the diabetes clinic at Black Lion Hospital. It reported that among the 729 patients
registered and attending the clinic in 1982, 34.7% reported using traditional medicinal
plants. Abdulkadir (1985) further reported that the treatment was taken concurrently with
or during interruption of modern medicine. This practice of traditional medicine use could
lead to nonadherence to recommended regimens and possible interactions with prescribed
medicines. On the other hand, such studies could reveal medicinal plants used which
actually have anti-diabetic activities such as the ones that have been reported by local
pharmacological studies on the crude extracts of commonly used medicinal plants
(Ghebreselassie et al. 2011).
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1.3.4.Summary of the literature review

The literature review carried out on the illness and treatment perceptions and experiences
of patients with diabetes revealed rich findings that also revealed differences based on the
different contexts and cultures. Importantly, perceptions which have been observed to have
considerable influence on patients’ self-management of their diabetes are different among
Western and non-Western patients and especially from that of the biomedical way of
thinking which informs standard textbooks and authoritative recommendations on the
treatment guidelines. Current global recommendations now recommend that individual and
cultural contexts be considered so as to optimize the management of diabetes. Guidelines
also are recommending patient-provider communications that are considerate of the
different factors that may affect patients’ self-management of diabetes but also aim for a
collaborative relationship and recommnedations not to blame patients for nonadherence
when their health outcomes are not optimal (American Diabetes Association 2017). Of
course such recommendations suggest the need for studies that illuminate some of the
cultural and contextual factors that could be used to adapt them.

In light of the dearth of relevant literature in Ethiopia on these issues, and especially
qualitative studies that provide rich information about the experiences and contexts that
could guide further interventions, studies such as the present one are needed. This study
will help to fill important gaps and could open the way for further exploration and wider
recognition of patients’ perspectives and experiences that can be used as inputs in the

national effort to improve their care and health outcomes.

1.4. Conceptual frameworks

This study followed a critical realist perspective and used three theoretical models to better
understand the illness and treatment experiences of type 2 diabetes patients (Cruickshank
2012). The models that informed this study were Kleinman’s Explanatory Model, Horne’s
Necessity-Concerns Framework, and the Six Functions Communication Model. These
three models helped to look at the data in a more detailed manner and from different

perspectives. Each model is described in more detail below.
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1.4.1.Kleinman’s explanatory model

According to Kleinman, individuals have their personal explanatory models about their
health and illness which could potentially influence their health seeking behavior,
adherence to treatment and their health outcomes. It is therefore important that these
explanatory models are understood so as to improve healthcare delivery. It appears that
these explanatory models are informed by individual, family, social and cultural beliefs,
religious affiliations, education and past illness and treatment experiences among other
things. These social and cultural factors govern patients’ perceptions, the manner in which
they label, explain and value their discomforting experience including the symptoms and
the complications as well as how they cope with their condition. Patients’ perceptions and
explanations about these generally include issues similarly described by healthcare
providers’ models which include: etiology; onset of symptoms; pathophysiology; course
of illness (including type of sick role — acute, chronic, impaired — and severity of disorder);
and treatment (Kleinman et al. 1978).

According to Kleinman’s explanatory model, patients and healthcare providers have
different versions or perspectives on sickness— the illness version for the patient and the
disease version for the provider. Iliness from the patients’ perspective constitutes the entire
condition including difficulties of living with and managing the condition. In contrast,
providers usually disregard these illness problems and focus instead solely on the disease.
The outlook difference is partly responsible for suboptimal clinical care, dissatisfaction
with professional care and nonadherence to recommended treatment. Such differences may
also serve at least partly as explanations for patients’ resort to alternative treatments which
may at times negatively affect the benefits of the biomedical regimen and lead to decreased
health outcomes. It is therefore of high importance that providers try to understand the
iliness as well as the disease aspect and direct their care towards both aspects. This can be
done by investigating patients’ explanatory models so as to better understand the social and
cultural influences on the disease and its management and thus incorporate their
perceptions and concerns into the decision making process. The clinically relevant points

of difference between the healthcare provider and patient perspectives can be focuses for
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frank negotiation, clear explanation and patient education so as to improve the care process

and clinical outcomes (Kleinman et al. 1978).

1.4.2.Horne’s necessity-concerns framework

The necessity-concerns framework is among the widely used models to assess patients’
medication-related perceptions. This conceptual model that focuses on beliefs about the
necessity and concerns is deemed to play a major role in patients’ decision-making process
with regards to their medication-taking (Horne 2003; Horne et al. 2013). Patients’ beliefs
about their medications are likely to be different from their healthcare providers. These are
expected to be based on their personal evaluations of evidence about the benefits and risks
of different interventions (Horne et al. 2009).

The ‘necessity’ aspect of the Necessity-Concerns model deals with perceptions of personal
need patients may have for their medications which may also be affected by their beliefs
about efficacy of these medicines (Horne 2003; Horne et al. 2013). The ‘concerns’ aspect
deals with both abstract and concrete concerns towards their medications. The concrete
concerns are related to the unpleasant symptoms e.g. side-effects and disruptions of daily
life, while the abstract concerns are related to the worries that regular use might lead to
dependence or long-term effects (Horne 2003; Horne et al. 2013). Accordingly, patients
tend to adhere when perceived necessity is strong and the concerns are weak. On the other
hand, patients tend to intentionally nonadhere to their treatment when they have strong
perceived concerns and weaker necessity beliefs. Furthermore, patients may tend to
unintentionally nonadhere to their medication regimen and forget to take it if they have
lower necessity beliefs, i.e. they consider it to be unimportant for their illness . Other factors

that have been reported to intentional nonadherence include culture (Horne et al. 2013).

1.4.3.Six function model of medical communication

Haes and Bensing (de Haes & Bensing 2009) have suggested a communication model that
can be utilized to investigate the encounter between patients and healthcare providers. This
model has six functions that include (a) fostering the relationship; (b) gathering information;
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(c) information provision; (d) decision making; (e) enabling disease and treatment-related
behavior and; (f) responding to emotions. There is a dearth of literature that has used this
model. One review paper has reported its usefulness in framing patient perceptions towards
their expectations of doctors’ behaviors during the clinical encounters. The findings of this
review revealed patients’ abilities to express their desired communication behavior of
doctors which they were able to describe as ‘basic and too much taken for granted,
interpersonal abilities’. Additionally, findings revealed patients’ desire for recognition and
to be treated as individuals, along with other ‘relational expectations’. These expectations
were indicative of the importance of following flexible approaches on the healthcare
providers’ parts (Deledda et al. 2013).

Fostering the patient-practitioner relationship includes elements such as respect, trust and
rapport which are considered to be critical components of a therapeutic relationship.
Information gathering includes providers’ activities to solicit information from patients
about symptoms, experiences and expectations that would be used as inputs for establishing
the diagnosis and treatment plan. Information provision involves the healthcare providers
providing information to patients about their illness and its treatment that would help them
in the decision making process and to better support their coping efforts. Decision making
may involve an informed or shared decision making where communication between the
healthcare provider and the patient plays a crucial role to reach an acceptable decision. A
good decision making process has been determined to lead to improved adherence and
health outcomes. Enabling disease and treatment-related behavior is related to the support
or promotion of behavior related to the disease management that includes dietary and
lifestyle related behavior changes and adherence to treatment among other things.
Responding to emaotions is another critical function which is important given that emotions
are inherent in the illness condition where both the disease and treatment may make
patients more vulnerable and consequently laden with negative emotions such as anxiety,
sadness and even anger. And thus healthcare providers may naturally want to relieve this
emotional distress. Such emotions may also interfere with the other goals of the clinical
encounter and thus detection of such problems and appropriate referral may form part of

the treatment plan (de Haes & Bensing 2009).
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1.4.4.Summary of the discussions on conceptual frameworks
The three models facilitated exploration of different patient perspectives into their illness
and treatment experiences. Kleinman’s explanatory model opened the way to
understanding individuals’ outlook into their illness and treatment experiences mainly from
the socio-cultural perspective. Horne’s necessity-concerns framework for its part focused
the attention of this research on the beliefs that the study participants had about their anti-
diabetes medications. The medical communications model for its part turned the focus on
the clinical encounters that the participants had with their healthcare providers. These
models therefore allowed a more detailed and varied perspective of the illness and
treatment experiences of the study participants. They were used in this study to guide three

of the five objectives which in turn resulted in the respective original articles.

1.5. Objectives of the research

1.5.1.Research questions
The main question that this PhD research intended to answer was, ‘What are the illness and
treatment experiences of patients with type 2 diabetes attending their treatment in the
outpatient settings of selected hospitals in Addis Ababa and Butajira?’ and the specific

research questions were:

o What are the perceptions of these patients with regards to their illness and its
treatment?

o How do these patients perceive their communication with their healthcare
providers?

o What are the experiences of these patients in managing their diabetes?

o What are the experiences of using medicinal plants by patients with diabetes
alongside their prescribed medications?

o What are some of the reasons that hinder and facilitate the adherence to
recommended anti-diabetic treatment of these patients?
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1.5.2.0bjectives

1.5.2.1. General objective

The general objective of this PhD research was to explore the illness and treatment

experiences of adult type 2 diabetes patients receiving care in the outpatient settings of

selected hospitals in Addis Ababa and Butajira, Central Ethiopia.

1.5.2.2. Specific objectives

The specific objectives were to:

1.

Elicit patients’ personal viewpoints or explanatory models with regards to type 2
diabetes

Elicit patients’ beliefs towards their anti-diabetic medications

Elicit patients’ perceptions of their expectations and experiences towards their
healthcare providers.

Explore patients’ experiences with medicinal plants

Explore the barriers and facilitators to anti-diabetic medications adherence inherent

in Ethiopian patients’ experiences with type 2 diabetes.
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2. Methods
2.1. Choice of the qualitative study design

A qualitative research design was chosen for the present research to get a detailed
understanding of the illness and treatment experiences including the contexts in which
patients with diabetes live and manage their illness. This would be further justified in the
context where there is a dearth of literature in the Ethiopian setting regarding the
perceptions and experiences of patients with type 2 diabetes as almost all of the few studies
available were quantitative surveys with limited attention to these important issues. The
use of qualitative interviews for this research was appropriate as the purpose was to elicit
the beliefs, perceptions and experiences of patients with diabetes in dealing with and
managing their illness. Such an approach is further recommended to empower individuals
who can share their stories (Creswell 2012; Miller & Crabtree 2005).

Qualitative research has been described as a method that utilizes an emerging approach for
its inquiry; collecting data in a natural setting where study participants experience the study
problem, and data analysis in a manner that is inductive, i.e. building patterns, categories
and themes from the raw data in a bottom-up manner. The use of qualitative research in
health has been argued to lead to an increased understanding of illness and disease by
acknowledging and exploring it as a cultural construction. It can open up knowledge of a
range of explanatory models and acknowledge the importance of spirituality in an
individual’s life. Furthermore, qualitative research can better illuminate that the therapeutic
process especially for a chronic condition occurs in everyday life and is not limited to the
clinic events. The presentation of qualitative research, be it in written form or oral, includes
the voices of the study participants, a complex and rich description and interpretation of
the findings and the reflexivity of the researcher (Creswell 2012; Miller & Crabtree 2005).

2.2. Philosophical assumptions
Researchers must ensure congruency between their philosophical assumptions and the
research questions and objectives they intend to address. It is useful to understand how
these philosophical assumptions influence not only the research process, but also the

outcomes. In selecting the qualitative research approach for the present study, certain
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philosophical assumptions were made about the ontology (the nature of reality),
epistemiology (the relationship of the researcher with the participants) and the axiology

(the role of values in research) (Creswell 2012).

The ontological aspect deals with the nature of reality and that of human beings. In the
present study, a critical realist philosophical position was selected (Bhaskar 2011). This
position recognizes and in fact insists upon, the reality of events and discourses of the social
world. Bhaskar (2011, p 2) however holds that “one will only be able to understand — and
so change — the social world if the structures at work that generate those events and
discourses can be identified...These structures are not spontaneously apparent in the
observable pattern of events; they can only be identified through the practical and
theoretical work of the social sciences”. The task of the scientist then would be to interpret
how these structures operate in an open system for which theory can be used positively to
inform policy or other recommendations emanating from the study (Cruickshank 2012). In
line with this position, this research has strived to understand how patients with type 2
diabetes live with and manage their condition. In relation, different factors including
individual, cultural and religious factors as well as healthcare providers and system factors
that influenced their explanatory models and illness and treatment experiences including
some that may have negatively affected their self-management and health outcomes were
identified. This philosophical approach was amenable to qualitative research that has been
described to be well suited in such studies that endeavor to understand individuals’
perceptions. The subjective realities of the different study participants can be evidenced in
the multiple quotes that are based on the words of different patients with diabetes, reflecting
their different perspectives (Creswell 2012; Cruickshank 2012).

With regards to the epistemiological assumption, a critical realist approach was followed
in this qualitative study. In line with this approach, the researcher tried to get as close as
possible to the study participants with the intention of understanding the contexts in which
patients with diabetes perceive their illness and its treatment, interact with their social
world and how it influences how they manage their conditions (Bryman 2012). A basic
assumption in this regard is the need to analyze individuals’ actions and exchanges which

involves actively engaging them. For this purpose, in-depth interview was selected as
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appropriate because it would allow the exploration of in-depth personal experiences that
the study participants had with living with and managing their diabetes. In addition to the
detailed information that was obtained, this interview method also allowed freedom to
discuss personal topics in an inhibited manner. Furthermore, the study was conducted in
the ‘field’, where the study participants attend their treatment, live, worship or recreate
which are considered as important contexts to better understand the intended messages
(Creswell 2012; Verhoef & Boon 2011).

While all researchers bring forth values to a particular study, qualitative researchers
explicitly express those values which is the axiological assumption characterizing
qualitative research (Creswell 2007). In this study, the values of the principal investigator
are explicitly stated, considering that these values are bound to influence the conduct of the
research including the design, data collection and analysis as well as its reportings. This

has been presented in the ‘researcher position and reflexivity’ in the study.

2.3. Researcher’s position and reflexivity

A qualitative researcher needs to be conscious of his relationship with the study participants.
An important issue has to do with the positionality of the researcher which has been
described as to how his various identities (e.g. age, race, gender and social class) may
influence the interactions, processes and outcomes of the research (Hopkins 2007). The
principal investigator therefore had to be conscious of his own positionality and how it may
influence the manner in which the study is carried out and its results interpreted. The
process of qualitative inquiry is too sensitive to the setting and the primary investigator had
to be conscious about the manner of asking questions, the locations where the interviews
were conducted and how the analysis and interpretation were carried out among other
things.

With regards to the investigator’s positionality there were three major considerations. First
is the fact that the primary investigator is an academician and a PhD researcher and is
bound to be considered as a ‘scholar’ among the study participants most of whom have
limited education. This has been one issue requiring consideration as it might set him apart

from the majority. Secondly and perhaps relevant to this study is the fact that the
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investigator is a healthcare provider, a pharmacist, which he revealed to a few participants
who asked. The majority of the participants were satisfied with the researcher’s initial
introduction as a ‘researcher doing his PhD studies’. However a few of the better educated
participants did question further and thus were informed that the person interviewing them
was a pharmacist as well. The principal investigator had practiced for some years in a
community pharmacy setting in Addis Ababa serving different kinds of patients including
those with type 2 diabetes.This could have impacted the interaction with some participants.
Although the researcher no longer involves in patient care activities, he cannot escape from
his biomedical perspectives which is what the patients are encountering in the clinics and
that may have affected the design, interview process, analysis and interpretation. In this
regard, some of those who knew about the researcher’s status as a healthcare provider may

not have revealed some of their actual perceptions and experiences.

On the other hand, the fact that the principal investigator is from the health sciences and
thus of a quantitative background may have its own impact in the design, conduct and
analysis of the research. For instance, during the interview the investigator had used a
preprepared set of questions for the interview guide as per the predetermined research
themes. This interview guide was used in the early stages so as to cover all questions
faithfully. Reflection following the interview and the preliminary analysis indicated that
the participants had little interest with some of the questions. This is suggestive that
researchers should enter the field and interview with an open mind so as to be able to
explore the subject matter collaboratively with the participant. It is further testimony of the
need to use the interview guide as a mere steppingstone and that qualitative researchers
need to be willing to ‘discard’ their interview guide should it become overly restrictive for

the interview (Hsiung 2008).

The third consideration had to do with the socio-demographics where the principal
investigator is male, an Ethiopian, an Amharic speaker, a native of Addis Ababa and a
follower of Orthodox Christianity. Such a background would bring commonalities with a
number of the participants which may have helped in a better acceptability by the
participants but also provided a situation where he had some understanding of the context

in which the diabetes study participants live and struggle with their illness and its treatment.
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In actual context, gaining access to the participants and their lived experiences was
achieved with minimal restriction in Addis Ababa but also in Butajira. He also personally
knows patients with diabetes in the course of his life some of whom have been close
relatives. His experiences as a native as well as specific experiences with patients also gave
him some idea about the use of religious healing especially among the followers of
Orthodox Christians and also about the use of medicinal plants. That did not however
prevent him from presenting himself as naive to their experiences and doing his best to

inquire for deeper and richer details of the participants’ perceptions and experiences.

The principal investigator has tried his best to approach the patients as a ‘researcher’ with
an interest in diabetes and diabetes patients and has not volunteered his profession lest they
saw him as another healthcare provider. He has instead tried to be conscious of his position
and attempted his best to document their perspectives and their experiences as ‘any’ social
scientist will do. It is however very possible that the researcher’s positionality as a PhD
researcher, a healthcare professional and his socio-cultural background has influenced his
relationship with the study participants and as well during the analysis and interpretation
phase. Most of the participants seemed to be content to discuss their illness and treatment
experiences. For one, it was an opportunity to discuss about their concerns about the
healthcare delivery in the respective hospitals including about their healthcare providers,
the different doctors each time they came to the hospital, low level of diabetes education
provided, problems with medicines accessibility, delays in the start of the clinic services
and cleanliness of the facilities among others. In revealing this, some were just airing their
frustration while others may have assumed that the investigator had some authority or at
least may relate their message to the responsible bodies. For others, it was an opportunity
to discuss about their illness experiences including about the many challenges that they
faced and many appeared to experience relief from an empathetic conversation. There were
still others who had a need for information about their illness or its treatment and were
seeking advice in that regard. This the primary investigator was able to address on issues
that could be handled and offered advice to consult a relevant healthcare provider for the
others. The consultation and referral were all done after the completion of the interviews.

The principal investigator maintained a diary to note his reflections throughout the research
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process so as to be able to assess his assumptions, to document any factors which may

influence the research process and of course as a quality assurance means.

2.4. Selection of study settings
The settings for this study were three selected hospitals in Addis Ababa and Butajira, both

of which are located in central part of Ethiopia. Amharic, the official language of Ethiopia,

is widely spoken in both Addis Ababa and Butajira.

Addis Ababa city is the capital city of Ethiopia and the largest urban center hosting almost
25% of the urban population in the country. There are a total of 11 public hospitals in Addis
Ababa including the one managed by Addis Ababa University (AAU), four managed by
the Federal Ministry of Health designated as referral hospitals and six hospitals managed
by the Addis Ababa City Administration. The city administration also operated 88 health
centers and this number was expected to increase in the coming few years (Federal Ministry
of Health 2015a). Six of these hospitals offer specialist diabetic services of which four
general hospitals, namely Yekatit 12, Menelik Il, Ras Desta Damtew and Zewditu
Memorial Hospitals are managed by the city administration (Feleke & Enquselassie 2005)
and are expected to primarily serve the residents of Addis Ababa. Two of these hospitals,
Tikur Anbessa Specialized Hospital run by AAU and Yekatit 12 General Hospital, that
are serving a high number of patients with diabetes were selected as the study sites for the
Addis Ababa study.

Tikur Anbessa Specialized Hospital, located in Lideta Sub City is the largest teaching and
national referral hospital run by AAU. During the study period, the hospital had 850 beds
for pediatric and adult patients to be treated as inpatients. The major operations of the
hospital are to provide medical services, training to undergraduate and graduate programs
in the College of Health Sciences and to medical residents and conducting research in the
health sciences. The number of physicians employed directly by the hospital at the time of
the study was 20. This number, however, does not include the resident and specialist
physicians who were working in the School of Medicine. The number of nurses was 600
and there were 26 pharmacy professionals including 6 druggists. The hospital provides

diagnostic and medical services in the outpatient, inpatient and emergency departments.
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Other services in the outpatient department include the information service, referral clinics
/units/ service, special diagnostic service, pharmaceutical service and minor surgery
service. The inpatient medical service includes internal medicine, surgery, gynecology and
obstetrics, pediatric, intensive care units for internal medicine and gynecology, radio
therapy, anesthesia department service and infant recovery service. Endocrinology unit is
one of the specialty units of the hospital, which provide service for diabetes patients.
Patients with diabetes are managed in the Diabetes Center that was run during the study
period by three endocrinologists and two internists attending the endocrinology
subspecialty program who work as consultants on a rotating basis, five to six residents in
the Internal Medicine program who during their month long attachments are assigned to
take the primary role in managing patients, six nurses and one recently recruited pharmacist.
Patients treated in Tikur Anbessa would be ‘randomly’ assigned to one of the doctors each

time they come for their clinic appointment.

Yekatit 12 Hospital, located in Arada Sub City, is a hospital managed by the Addis Ababa
City Administration. It was a 265 bed hospital that was undergoing a service and facility
expansion at the time of the study. This hospital had recently become a teaching hospital
for training medical doctors in the country and thus the formal change of its name to Yekatit
12 Hospital Medical College. The hospital had a total of 564 staff of which 351 were health
personnel including 23 specialists, 30 general practitioners, 197 nurses, 13 pharmacy
personnel, and 88 comprising the other medical personnel. The clinical services for patients
with diabetes were predominantly offered in the general outpatient department that was run
at the time by four general practitioners and four nurses. Similar to that of Tikur Anbessa,
patients coming for their clinic appointment would be ‘randomly’ assigned to be seen by
one of the doctors. Those cases that were deemed to need specialist care were referred to

the medical clinic run by internists on a rotating basis.

This study aimed to explore the perspective of patients living not only in urban settings but
also that of the peri-urban and rural part of central Ethiopia for which reason Butajira town
was selected as an additional site for the study. Butajira town which is located 135 kms
away from Addis Ababa has one publicly owned referral hospital and a public health center

while another NGO run hospital exists about 10km away from the town. A growing number
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of private clinics and dispensaries are also reported to exist. Butajira is home to the Butajira
Rural Health Program, which is one of the very few demographic surveillance sites
monitoring vital events in populations in the country that has been operational since 1987
(Shamebo 1994; Tesfaye 2008) . It has, therefore, a rich source of information about the
health status of its population including a population-based study on cardiovascular risk
factors that included populations from both the rural and urban part of Butajira (Tesfaye
2008). The Butajira Rural Health Program is an AAU public health ‘laboratory’ managed
by the School of Public Health, College of Health Sciences to which the investigator has
better access. The staff working there were expectedly lower in number and expertise than
those in the Addis Ababa hospitals. The care delivery for patients with diabetes at Butajira
had been similar to that of the other two study hospitals described above. Butajira had
however lately established a medical clinic run by a general practitioner and a nurse to
separately serve patients with diabetes. At the time of this study, these patients had just

started seeing the same doctor when they came for the monthly appointment.

2.5. Sampling and recruitment
Participants for this study were patients with type 2 diabetes who were purposively selected
while attending treatment in the selected hospitals during the study period. The inclusion
criteria for this study were: age of 18 years and older, being on anti-diabetic medications
for at least a year and not exhibiting overt or known psychiatric conditions. The only
exclusion criterion was being a healthcare professional. Furthermore, efforts were made to
include participants with varying socio-demographic and socio-economic backgrounds
such as sex, age, marital status, religion, educational level, employment status, place of
residence (in case of Butajira) and a range of illness and treatment experiences. In this
aspect, the principal investigator initially recruited every one who fulfilled the study criteria.
After about three or four participants were recruited and interviewed in each site and the
initial analysis of the interviews and of the participants’ background ensued, additional
recruitment followed a more purposive approach. For example, all those recruited were
initially females, and thus subsequent recruiting focused on the males. In this manner, age,
religion, educational level, duration of illness and medications used were taken into

consideration and some of those originally approached were not included if they did not
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fulfill these additional criteria. Study participants’ recruitment was facilitated by the

respective clinic nurses whereby they identified eligible patients and introduced the study.

Once a preliminary selection was made, the principal investigator followed up by
contacting each potential study participant to begin the recruitment process. In this a brief
self-introduction was followed by additional information about the study such as the
general purpose of the study and about further eligibility checks. These checks ensured that
the individual was a resident of Addis Ababa/ Butajira or its environs, able to communicate
fluently in Amharic and willing to complete in-depth interviews. Responses to the checklist
was used to determine if an individual was eligible to participate in the study or not. If an
individual was found to be eligible to participate in the study, he or she would be informed
about it and further information provided that was available in the information and consent
form (Appendix 1). When however an individual was found not to be eligible, an

explanation was also provided as detailed in the information and consent form.

For those individuals who were found to be eligible, still further information about the
study was given in the form of a verbatim reading of the study information including more
detail about their required participation, short description of measures that would be taken
to ensure privacy, annonimity and confidentiality (Appendix 1). Following this it was
assessed whether each individual was still interested in the study or learning more about
the study. In the end of this exercise, time was taken to respond to any inquiries that the
individual may raise before they could move forward. Once participants who could
potentially be involved in the study were identified and their eligibility was determined,
they were asked to sign the informed consent form (Appendix 1). This was followed by
arranging an initial meeting date at a location that was mutually acceptable to conduct the

first in-depth interview.

In this manner, a total of 45 participants who fulfilled the study criteria were approached
of which 39 were able to actually take part in the study. The other six were not included
due to some refusing citing personal reasons or due to problems in telephone
communication. Among the study participants, 24 were from Addis Ababa with Tikur
Anbessa and Yekatit 12 Hospitals contributing 12 each. The remaining 15 were recruited

from Butajira Hospital. Although a pre-determined sample size was not set when entering
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the field, the final sample size was reached based on the concept of data saturation
described as, ‘the point where you have identified the major themes and no new
information can add to your list of themes or to the detail for existing themes’ (Creswell
2012). Data collection at each of the three study sites was stopped after conducting two

additional interviews following a preliminary analysis that was indicative of data saturation.

2.6. Data collection instruments and procedure

Data collection for this study comprised of in-depth interviews with individual participants
with field notes taken about each encounter. The in-depth interview guide was mostly
framed on and adapted from Kleinman et al.’s (1978) explanatory model, Horne’s (2003)
Necessity-Concerns framework and Abdulhadi et als’ (2007) paper on patient perceptions
towards their healthcare providers. See Appendix 2 for the interview guide. These set of
questions aimed to understand and capture study participants’ illness explanatory models
including about the symptoms, illness course, problems encountered as a result of their
diabetes, causation and treatment; medication-related perceptions about their necessity and
concerns; and about their perceptions towards their healthcare providers including the
doctors, nurses and pharmacy personnel. The interview guide which was initially prepared
in English was translated to Amharic and back to English where the consistency was
checked before the Amharic version was used in a pilot study prior to the conduct of the
main study. In the pilot study, test interviews were conducted with three patients with
diabetes attending their treatment in a hospital setting to ensure the comprehensibility of
the interview guides. As this pilot test did not identify any major issue with
comprehensibility, the interview guide prepared was largely used in its original form. Data
that were obtained from the pilot test was not included in the analysis.

The in-depth interviews that were held from December 2013 until March 2014 by the
principal investigator lasted from 30 to 120 minutes (median duration of 49 min). All the
interviews (completed in Amharic) were audio-recorded with the consent of participants.
The interviews were conducted in a conversation-like manner to facilitate the exchange of
information focusing mainly on eliciting information and getting feedback from the study

participants. During the interviews, standardized probes were not used although prompting
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questions were used to gain deeper understanding on a particular topic or for the purposes
of clarification or elaboration. Effort was also made not to discourage the participants to
discuss issues that were of concern to them freely so long as they are within the broad
framework of their illness and treatment experience of diabetes. The in-depth interviews
were supplemented with field notes of the interview. The interviews were conducted in
different places including quiet spots of restaurants and cafes, church compound,
participant homes, academic office and vacant classroom in the School of Pharmacy (AAU)
and secluded location in the hospital compound. Following each interview, basic
information about the recruit was taken including about the socio-demographic and socio-

economic backgrounds, illness duration and prescribed medications (see Appendix 3).

2.7. Data analysis

The data from the in-depth interviews which were all audio-recorded were transcribed by
an experienced research assistant. The field notes taken during each interview were
likewise transcribed by the principal investigator. Quality of the interview transcripts was
checked by the principal investigator by listening to randomly selected audio-recordings.
This check did not reveal major issues with the quality of the transcribing. The transcripts
were repeatedly read that helped in the development of preliminary analytic ideas. This
was followed by open coding that led to the identification of key content areas and then
further grouping into separate subthemes and main themes depicting participants’ illness
and treatment perceptions and experiences. For this a thematic analysis approach was used
which has been demonstrated to be a flexible tool while providing detailed and rich
accounts of the results (Braun & Clarke 2006). Coding of data from each study site was
continued until data saturation and no new information was emerging (Creswell 2012).
Every effort was made to ensure that the analysis was grounded in the data rather than just
reflecting the analytical frameworks that are used for this research. In this regard, an
inductive style was followed with ‘immersion’ into the transcripts from the interviews and
the field notes read and reread individually until they made sense. There was also a
‘simultaneous immersion’ into literature from the field that influenced the data analysis
(Sandelowski 1995).
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The initial stages of the data analysis were done in Amharic. The field notes were primarily
used for the reflection on the experiences of the principal investigator and the participants
and the clinic settings which also enabled him to focus his attention on any issues that
needed further investigation in the subsequent interviews. The field notes were also
analyzed for any emergent themes. Patterns and themes emerging from the transcripts of
the initial interviews in each site were discussed with the research assistant and other PhD
candidates in the group. Use was made of different and relevant conceptual models which
provided a framework for both the ‘interpretation and representation of the data’ following
preliminary analysis. The use of conceptual frameworks such as Kleinman et al.’s (1978)
explanatory model and Horne’s (2003) Necessity-Concerns framework has been found to
increase confidence in the codes and themes that were generated.and in a manner served
as a theoretical triangulation (Sandelowski 1993). This was followed by further
interpretation that was conducted after translating key sections of the transcripts, i.e. those
that are relevant to the emerging themes, to English. The principal investigator worked
with one of his supervisors (Prof. Boon, who is a medical sociologist with a pharmacy
background) to interpret key findings until they reached consensus. This was followed by
further discussions with his other supervisors. The data management including storing,
searching through the data for specific phrases or words, assigning codes and organizing
into subthemes and themes was facilitated by NVivo version 10 qualitative data analysis

software.

2.8. Quality of the research
2.8.1.Validity

The issue of quality of qualitative research has been a subject of attention by many
researchers who reported different perspectives (Creswell 2007). In the present research, a
range of strategies were used to ensure the quality of the research including clarifying the
researcher’s position and reflexivity, prolonged engagement in the field, as well as

researcher and theory triangulation (Creswell 2007).

The principal investigator spent a total of more than four months in the study settings and

engaging with the study participants. In this endeavor, he was able to interview a number
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of participants, some of which he met more than once. Such extended stay and repeated
encounters has helped to understand what is important and of concern to the participants

and of relevance for the purpose of the study and of interest to focus (Creswell 2007).

The other issue is about clarifying the researcher’s bias so that the readers will know his
position and of any bias or issues that may influence the research (Creswell 2007). In this
regard, this paper has dedicated a section clarifying the position and reflexivity of the

principal investigator.

This research strived for multiple triangulations in order to gain a more thorough
understanding of the phenomenon. One of these is the triangulation of data where the
interviewer used interviews and field notes data from multiple individuals and at different
sites which enabled for a varied spectra of perceptions and experiences (Creswell 2012).
The other issue is the involvement of different researchers from different background. The
design, conduct, analysis and interpretation and the write up of this dissertation was done
with the close collaboration of his supervisors Prof. Boon (a senior medical sociologist
with a pharmacy background) and Dr. Teferi a senior pharmacoepidemiologist with a
pharmacy background) and his co-supervisor Dr. Tedla, an endocrinologist with an almost
daily encounter with patients with type 2 diabetes. Furthermore, continual discussions were
conducted with other PhD candidates in the team who were all involved in qualitative
researches. Such discussions with senior researchers having different practice and research
backgrounds helped to enrich the analytical and interpretation process and served as a

further triangulation by virtue of the different investigators (Creswell 2007).

2.8.2.Reliability

Reliability in qualitative research can be addressed in different ways including the use of
detailed field notes, audio recording the interview for subsequent transcription, the use of
computer software in the analysis of the data and intercoder agreement use of multiple
coders to analyze transcripted data (Creswell 2007). In the present study, reliability was
maintained by taking detailed field notes which were transcribed. Furthermore, all the
interviews were audio recorded, transcribed in MS Word and then analyzed with the

support of a computer software for qualitative data analysis, NVivo version 10. The

33



primary investigator also worked on the data analysis and interpretation of the key findings
with Prof. Boon (highly experienced in qualitative research methods) until consensus was

reached.

2.9. Ethical considerations

This research was approved by the Institutional Review Board of the College of Health
Sciences, Addis Ababa University (protocol number 036/13/PSP, see Appendix 4).
Following this approval, all the hospitals where the study took place gave permission for

the conduct of this study.

2.9.1.Informed Consent Process, Privacy and Confidentiality
All the participants recruited for this study were provided with adequate information about
the study and their participation before they were requested to consent in written form.
Those participants who were not able to write stamped on the signature page using their
finger. An information and consent form was prepared in English which was translated into
Ambharic and used with the participants (see Appendix 1). They were further told that their
involvement was voluntary, and that their identity would be held in the strictest confidence
and that anonymity maintained in the research reports. Patients were informed that their
decision to participate or their choice to decline would not in any way affect their care or
any other services in the hospital. Audio-recording was done after informing participants
who were told that they can request that it be stopped at any time or the interview for that
matter. With regards to withdrawing from the study, the information sheet and consent
form clearly specified the conditions including that the information collected prior to the

withdrawal would be retained and that no further information would be collected after that.

All material identifying the participants in the study, including audio-recordings of
interviews and interview transcripts, field notes and any others were stored in locked files
at the investigator’s office at the School of Pharmacy, Addis Ababa University and were
accessible only to himself, and his graduate supervisors. Audios, reports based on this
research and all paper files were anonymized — with no names attached, as all identifying

information were removed, except a code number or pseudonym--prior to analysis of data
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or storage of it. All computer files were password protected, and data collected is kept
indefinitely in an appropriate database. No reports from this study have or will not identify
any single individual. With regards to all written reports as well as other future forms of
presentations where verbatim quotes will be used, it was noted in the information sheet and
consent form that anonymity would be maintained in cases excerpts from the interview

were or would be used.

2.9.2.Risks and Benefits

The study is assumed to have entailed minimal risk to the study participants. In the conduct
of the study the principal investigator did not detect any major problems, physical or
emotional. Some participants, may have in fact benefited from the opportunity of being
listened to and the chance to reflect on their perspectives and experiences with some
expressing their appreciation in this regard. Furthermore, patients and practitioners may
benefit in the future if some changes are made to the health services to improve the situation
as a result of the reports emanating from this study and further engagements by the research
group. Participants were free to decline to have their interviews audio-recorded, to decline
to discuss issues that they find uncomfortable, to request that components of their

interviews not be audio-recorded; or to stop participating in the study at any time.
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3. Key findings and discussion

3.1. Introduction

This study has contributed to an understanding of the illness and treatment perceptions,
beliefs and experiences of patients with type 2 diabetes from Addis Ababa and Butajira
and its environs. The findings have highlighted how cultural and religious factors coupled
with low biomedical knowledge influences the practices of these patients which is further
constrained by different resource levels and system factors which may have contributed to

the suboptimal adherence among the study participants.

In this chapter, an overview of the main findings from the five papers that constitute this
PhD study will be presented. This will be followed up by discussion that will further
explore key issues raised by this study and their practice and policy implications. The

chapter will end by stating the strengths and limitations of the study.

3.2. Overview of the main findings
The main findings from Paper | revealed participants’ explanatory models that were
influenced by both biomedical and traditional models. Participants’ biomedical knowledge
was limited, which was not unexpected given the low formal education status of the
majority. The traditional influence was pervasive amongst participants which was
informed by both cultural and religious factors. The cultural factors were clear, for example,
in the naming of their condition as ‘sugar disease’ but also in their perceptions of
appropriate treatment strategies. Religion had its own influence with respect to perceptions
about the cause of the illness and also the appropriate treatment. For example, religious
healing was quite popular, especially among the followers of Orthodox Christianity.
Participants discussed treating diabetes with religious healing and medicinal plants
alternatively or in a complementary manner to the prescribed biomedical regimen. Diabetes
care for these patients should therefore consider local and individual contexts and strive

for a patient-centered approach that also considers mental health aspects.

The main findings from Paper Il revolved around the necessity and concerns that

participants had in relation to their medications. It was apparent that their perceptions were
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similar to those of Western patients in certain aspects but different in other aspects which
seem to have been informed by socio-cultural contexts and the low educational status of
the participants. Necessity perceptions were given less emphasis compared to the concerns
about medication adverse effects. Concerns about medication adverse effects focused on
those perceived at an abstract level and as well those that were actually experienced.
Additionally concerns were expressed about inconvenience in handling medications
especially insulin and about access issues. The findings indicate that some of the concerns
were quite strong and with others based on unfounded evidence which in any case have
the potential to negatively affect adherence to medications that were prescribed. Findings
were also suggestive of the utility of the selected conceptual model, i.e. the necessity-
concerns framework, in framing study participants medications-related perceptions. It can
be surmised that the patients could benefit from diabetes education that is developed
considering local and individual contexts and address their concerns and strengthen

necessity beliefs so as to improve adherence to prescribed medications and health outcomes.

The analysis of the findings described in Paper 111 were guided by de Haes and Bensing’s
medical communication model . They revealed that participants of the study emphasized
fostering the relationship with their healthcare providers and as well the provision and
gathering of information. Participants expressed few expectations and experiences in
decision making roles in relation to their care. Participants described suboptimal
experiences and that were less than their expectations in relation to the care provided by
their healthcare providers although there were some expressing positive experiences.
Recommendations from this paper included changes in the care delivery for diabetes
including adoption of a chronic care model, optimal use of nurse and pharmacist healthcare
team members who can work collaboratively with the doctors and a communication skills

training for the healthcare providers.

The findings from Paper IV revealed that a variety of medicinal plants including Shiferaw
(Moringa spp.) and Anamuro (Ajuga spp) were used by the participants while also
following their biomedical regimen. This paper also identified different factors that
influenced the use of the medicinal plants. Perceptions of the usefulness of bitter things for

diabetes, claimed and experienced benefits of some medicinal plants as well as the
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information from mass media were some of the factors that positively influenced the use
of medicinal plants. On the other hand, safety concerns were the primary reason that
negatively influenced the use of medicinal plants. It was apparent that most of the use of
medicinal plants occurred in contexts of very limited information held by the participants
which may contribute to their suboptimal experiences. A recommendation that emanated
from this study is of the need to give more attention to the medicinal plants commonly used
by patients with diabetes and to provide evidence-based information so as to optimize their
health benefits and outcomes.

The findings from Paper V revealed a number of factors that affected adherence to
prescribed anti-diabetes medications. Factors that seem to negatively influence adherence
included illness-related perceptions related to symptoms, perception of ‘minor’
consequences and hope for a cure, and medication-related perceptions especially safety
concerns and to some extent doubts about their efficacy and as well perceived
inconveniences with insulin. Furthermore religious duties and religious healing practices,
healthcare provider factors and the low level of diabetes education and medicines
availability also appeared to negatively influence adherence to their medications. On the
other hand, factors such as diabetes-related complications and perceived health benefits of
their medication as well as efficacy that contributed to necessity beliefs about their
medications and religious practices that provided psychological benefits, perceived self-
efficacy and social support have positively influenced adherence. These findings are
indicative of the need to give due attention to diabetes care including development of care
standards, strengthened contextual diabetes education and adherence monitoring and

support programs.

Each of the key research findings from these papers will be discussed in additional detail

below.

3.3. Illness and treatment perceptions

Findings related to participants illness and treatment perceptions are discussed.

38



3.3.1.1llness perceptions

The findings from Paper | indicate that participants had explanatory models about type 2
diabetes which were a mix of biomedical and traditional models. On the one hand, the
model was indicative of the low biomedical knowledge that most participants had which
was in tandem with their low educational status. On the other hand, their explanatory model
was illustrative of the strong religious and cultural influences which was pervasive even
amongst the better educated ones. Some of the issues discussed in relation to diabetes,
locally labelled as ‘sugar disease’, were in relation to the symptoms, causation, course of
illness, its control and associated negative emotions that participants perceived and
experienced as part of their illness experiences similar to that described by Kleinman et al.
(1978).

Symptoms seem to play important roles in the participants’ models where decisions about
ill health and care seeking were made based on their appearance. It was apparent however
that most of the participants were not able to identify initial symptoms as related to diabetes
but had to be informed about it at the health facility. Such low biomedical knowledge
regarding diabetes-related symptoms and diabetes in general and lack of discernible
diabetes-related symptoms have been stated as reasons for lack of early detection and
delays in care seeking as reported in local studies (Muluneh et al. 2012; Abebe et al. 2014).
Similar issues with patient models that are indicative of low biomedical knowledge and
different explanatory models have been reported by studies involving Turkish immigrants
in Germany (Yilmaz-Aslan et al. 2014), Arabs and Ex-Yugoslavs immigrants in Sweden
(Hjelm et al. 2003) and Zimbabweans (Hjelm & Mufunda 2010).

With regards to the cause of diabetes, a number of participants expressed uncertainty.
Those who claimed certainty, suggested negative emotions or heredity as the cause. The
uncertainty may be related to the low awareness about diabetes among the society similar
to that reported in similar settings (Nguma 2010). The most commonly cited emotional
causes in the present study had to do with rage which was in relation to social interactions
while among the least cited is religious cause, namely evil spirit attack. Such psychosocial
and supernatural causes seem to be commonly reported among non-Western study

participants such as Libyans (Ashur et al. 2015), Hispanics (Concha et al. 2016; Poss &
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Jezewski 2002; Jezewski & Poss 2002; Heuer & Lausch 2006), Turkish immigrants in
Germany (Yilmaz-Aslan et al. 2014), Arab and Ex-Yugoslav immigrants in Sweden
(Hjelm et al. 2003), Zimbabweans (Hjelm & Mufunda 2010), Ghanians (de-Graft Aikins
2005) and Cameroonians (Awah et al. 2009). Most of the causes given emphasis by the
participants in the present study, as well as in the non-Western studies, were external
factors that were considered beyond the control of individuals. Such perceptions may affect
self care activities including adherence to recommended biomedical regimens and may
further lead individuals to try out other healing systems such as traditional medicine and
religious healing which may be considered as more appropriate than conventional
biomedicine (Kassaye et al. 2006). Alternatively, studies that reported perceptions of
primarily internal factors such as dietary and lifestyle as causes for diabetes revealed that
individuals including the Swedes that were compared to the Arabs and Ex-Yugoslavs
(Hjelm et al. 2003) and Nigerians (Omeje & Nebo 2011) tended to adhere better to
prescribed treatment regimens (Theofilou & Saborit 2012).

Conflicting ideas were expressed by participants in this study about the chronicity and
curability of diabetes. However, the regimen perceived for both the acute, curable or the
chronic, controllable condition seem to be similar. They included the use of biomedicine
but also traditional medicine and religious healing. A point that practitioners should note
is that there may be some patients who may be expecting a cure and so are carefully
adhering to their biomedical regimen. In due course however, they may be frustrated should
their goal of a cure be not fulfilled which in turn could result in lower adherence to these
regimens or the tendency to use other healing modalities such as traditional medicines
including medicinal plants or religious healing or both (Kassaye et al. 2006; Levene et al.
2016). Other studies reporting from similar settings have detailed as to how such beliefs as
hope for a cure may lead to patients to try out what they perceive to be more culturally
appropriate approaches such as traditional medicines which have resulted in suboptimal
outcomes (Awah et al. 2008; Kolling et al. 2010).

Diabetes was also portrayed by some participants in the study as a deadly or as an
uncontrollable disease that would inevitably lead to severe physical and social

consequences however one adheres to recommended treatment. Such issues as poor control
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and severe complications were similarly described by an Israeli study involving immigrants
of Ethiopian origin which led the authors to suggest that the participants had limited
experiences of ‘living with and controlling a chronic illness’ and that disease management

was not a common word in their vocabulary (Jaffe 2002).

Negative emotions are not unexpected among those with chronic illnesses. However strong
emotional expressions that portray diabetes as deadly on the one hand and uncontrollable
on the other may potentially be destructive for patients’ adherence to their treatment
regimen and related health outcomes (Cameron 2003; Jayne & Rankin 2001; Mc Sharry et
al. 2011). The negative emotions may also lead some to try out other healing systems that
promise better control or even cure but actually result in worse health outcomes (de-Graft
Aikins 2005; Harvey & Lawson 2009).

Negative emotions have been reported by study participants as causes for their diabetes
while emotional distress was also reported as an illness consequence. This is suggestive of
the need to consider the possible influence of emotions in the illness and treatment for this
group of patients. The possible relationship between type 2 diabetes and emotional distress
and even depression has been reported previously. Diabetes has been associated with
higher risk of depression and vice versa (Egede & Ellis 2010; Moulton et al. 2015).
Although it is possible that some of the study participants in the present study may exhibit
depression as also been reported by another local study (Teklay et al. 2013), the presence
of diabetes-related emotional distress seems apparent. Such emotional distress and
depression have been found to relate to suboptimal adherence and poor glycemic control
(Moulton et al. 2015; Egede & Ellis 2010). Such findings are suggestive of the potential
health benefits that patients with diabetes could get if some form of mental health support
such as psychotherapy was to be instituted for their distress and depression if it is present.
The World Health Organization’s mental health gap action program that was also adopted
by the Ethiopian government actually recommends for the integration of mental healthcare
into all levels of the healthcare system and intends to utilize different arrays of health
professionals and paraprofessionals following short-term training (Federal Ministry of

Health 2012). Treatment for the mental health conditions include psychotherapy,
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pharmacotherapy or a combination therapy that includes both psychotherapy and
medications (Moulton et al. 2015; Egede & Ellis 2010).

3.3.2.Treatment perceptions

With regards to the treatment perceptions towards anti-diabetic medications, the findings
from Paper 11 revealed that a number of the participants expressed necessity beliefs which
were specifically about the efficacy of insulin compared to the oral agents. In general
though, participants placed greater emphasis on the concerns about their medications
compared to the necessity which could possibly affect adherence to the recommended
biomedical regimens and to the initiation of insulin. This seems in line with the necessity-
concerns framework which suggests that such perceptions can influence adherence
potentially leading to intentional nonadherence should the concerns about medications

much outweigh the necessity beliefs (Horne 2003).

Study participants raised a range of concerns related to the perceived potential harms from
the oral agents. Some of these include adverse effects such as hypoglycemia and gastritis
and to a lesser extent about the number of prescribed medicines similar to those raised by
patients in other settings (Grant et al. 2011; Lawton et al. 2008). Perceived concerns which
appear to be specific to the present study included concerns about adverse effects which
actually are expected as diabetes-related complications such as impotence and eye
problems. There were also concerns that related hypoglycemia to diabetes as a
complication rather than identifying it as a medication-related adverse effect which has
also been reported by another local study (Tassew 2015). Such findings are further
indications of the need to assess patient perceptions and of the importance of being open
to listen to their views so as to be able to offer appropriate diabetes education including
about the medications. Such interventions could alleviate some of the safety concerns that
can act as major barriers to medication adherence (Teklay et al. 2013; Wabe et al. 2011,
Bizu & Habte 2016).

Hypoglycemia was among the major adverse effects reported by study participants who
were on oral agents. Incidents reported that were likely related to hypoglycemia included

falls which may lead to dose skipping or reluctance to accept additional agents or dose
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increments. Hypoglycemia would not be unexpected given that most participants in the
present study were on glibenclamide which has high hypoglycemic potential (Bolen et al.
2015; Davis 2006). A study report from Nigeria indicated that hypoglycemia was among
the commonest side effects and a common reason for nonadherence for patients on
glibenclamide (Yusuff et al. 2008). Another study has reported a more than two-fold rise
in coronary artery disease risk when glibenclamide was used as the initial treatment with
the risk declining with newer agents such as glimepiride (Sadikot & Mogensen 2008).
These findings suggest that the government should consider alternative oral agents with
comparable costs but better safety profile such as glimepiride which is also a member of

the sulfonylureas (Davis 2006).

With respect to insulin initiation, the concerns reported in the present study such as
perceived adverse effects and its indication of an increased level of illness severity, appear
to be similar to the findings of other studies (Ng et al. 2015). Among concerns unique to
the present study was the perceived need to maintain stricter adherence for insulin
compared to the oral agents especially for those who make use of holy water as part of the
religious healing practice (Kassaye et al. 2006). There are other studies that have reported
that the use of holy water led to the discontinuation of treatment for other chronic
conditions (Bezabhe et al. 2014; Kloos et al. 2013). This also suggests the need to assess
patient perceptions and beliefs and provision of need-based education concerning the
benefits of following the recommendations with the biomedical regimen and not to
discontinue treatment even if one has plans to use holy water. The latter evidently requires
support at higher levels and possible similar policy interventions to those which have been
tried in the treatment of HIVV/AIDS. In the management of HIV/AIDs treatement adherence,
collaboration with religious leaders has led to the endorsement of the combined use of
antiretroviral treatment and holy water as compatible and thus encouraging the
complementary use of both forms of treatment contributing to increased adherence levels
(Kloos et al. 2013).
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3.4. Illness and treatment experiences

The illness and treatment experiences of patients with type 2 diabetes along with the
different factors that influence them are hereby discussed. The major findings in this regard
include the experiences with healthcare providers, experiences of taking anti-diabetic
medications including the barriers and facilitators, the practice of religious rituals and use
of religious healing and the use of medicinal plants, experiences with healthcare providers
and certain aspects of health system. Some of the major factors identified by this study that
affected adherence to prescribed medications include treatment perceptions about their
necessity and concerns; illness perceptions such as about symptoms, consequences,
curability and treatment; perceptions about healthcare providers and health system factors
such as diabetes education program and medications availability. In addition, cultural and

religious healing practices have affected adherence to biomedical regimen.

3.4.1.Experiences with the healthcare providers
Study participants experiences with healthcare providers reported from Paper Il were
analyzed based on the six functions model recommended by de Haes and Bensing (2009).
More emphasis was given to ‘fostering the relationship’, ‘providing’ and ‘gathering
information’ aspects of the healthcare providers with little attention given to patients’
decision making function. More of the experiences described by the participants can be

described as negative with a few positive ones cited.

One of the functions given much attention by the participants was ‘fostering the
relationship’. In this respect, high expectations were expressed by the participants to being
shown respect and addressed in a caring manner which was often not fulfilled by their
healthcare providers. Many participants also expressed their strong desire to be treated by
the same doctors over time citing its importance to foster a good relationship. This was
also not the case for the large majority of participants in this study who were seen by
different doctors each time they came for their clinic visit. These findings were similar to
others with regards to a desire for a respectful, caring and a friendly approach by the
providers and to be seen by the same doctors to also ensure continuity of care (Deledda et
al. 2013; Abdulhadi et al. 2007; Ridd et al. 2009; Mayston et al. 2017). The findings from
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the local study that involved users of mental health services in Butajira town revealed that
being treated with respect, associated with warmth, acceptance, courtesy and hopefulness,
was identified as a foundation for a fruitful therapeutic relationship (Mayston et al. 2017).
Ridd et al (2009) on the other hand have described care provision by the same doctor to
enable both the patient and the healthcare provider to get to know one another personally.
Furthermore, it would support relationship building and for patients’ to gain trust and
enable the doctor to further know the patient’s medical history (Ridd et al. 2009).
Developing caring, respectful and compassionate health professionals is actually one of the
prominent targets of the five year Health Sector Transformation Plan of the Ethiopian
government (Federal Ministry of Health 2016b) . Expectations involving Western patients
additionally include expectations to be treated as a partner and for the healthcare provider
to be open to discussion (Deledda et al. 2013; Ridd et al. 2009).

According to some participants in the present study, the problem of not being seen by the
same doctor was further compounded when it appeared that some of the providers do not
review the medical history and tests ordered previously and nor do they give feedback on
the results of such tests which was a further source of frustration. It was also apparent that
there was limited education provided to patients about diabetes and its management. These
complaints are shared by patients in other studies reported from Ethiopia and other
developing countries which identify substandard care provision even in cases where
adequate human and material resources were available (Feleke & Enquselassie 2005;
Gudinaet al. 2011; Nigatu 2012; Abdulhadi et al. 2007; Rabkin et al. 2012; Workneh et al.
2016). Some of the local studies have reported about the ‘poor attention’ afforded to
diabetes care and lack of clinical guidelines for patient management according to standards
(Workneh et al. 2016; Rabkin et al. 2012). In addition, limited education as well as
adherence support for patients with diabetes were other issues raised by local studies
(Workneh et al. 2016; Feleke & Enquselassie 2005). Attempts were made by some of the
local studies to compare the service delivery for diabetes with that for HIV and tuberculosis
which are known to have much better services. They went further discussing how
experiences from the care delivery for these conditions can be used to improve the
suboptimal care for chronic diseases such as diabetes (Rabkin et al. 2012; Workneh et al.

2016). Experiences of managing diabetes in primary healthcare settings in high resources
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contexts using the chronic care model has been demonstrated to improve the health
outcomes (Stellefson et al. 2013) which could be considered for adaptation in resource-
limited settings. There is an intention by the Ethiopian government to institute measures
such as patient-centered care that considers the ‘preferences and aspirations of individual
service users and the cultures of their communities’in its drive to improve quality of the
healthcare delivery (Federal Ministry of Health 2015b; Federal Ministry of Health 2016b).

Another major finding from this study was that the role of pharmacy personnel and nurses
from the perspective of the patients appeared to be suboptimal in areas such as relationship
building, responding to emotions and providing education and diabetes self-management.
The role of nurses in the care of patients with diabetes according to a study from Oman
was similarly limited to providing basic screenings such as weight and blood pressure
measurements, minimila communication with patients and likewise limited in the provision
of education (Abdulhadi et al. 2007). Some Western countries have identfied the benefits
to diabetes care of using diabetes educators who usually are practising nurses and
pharmacists who are given additional training. These professionals work with the doctor
and other relevant members of the healthcare team and meet the patients more frequently
than the doctor to provide support with regards to behavior modification and improved
self-management so as to address both their physical and psychosocial needs. Successes
have been reported by such programs in different settings in improving clinical outcomes
(Wang et al. 2014; Burke et al. 2014). Current global standards also recommend redefining
the roles of the healthcare team members, including nurses and pharmacists, so that they
can function in a collaborative manner in managing chronic conditions. These standards
call for the empowerment of patients’ self-management which is considered critical for
managing chronic conditions alongside the multidisciplinary healthcare team working in a

collaborative manner (American Diabetes Association 2017).

3.4.2.Barriers and facilitators to medications adherence

The treatment related perceptions reported by Paper V were found to be similar to those
reported by others who studied participants of Western cultures (Mcsharry et al. 2016; Ng

et al. 2015). Some of the concerns identified as major barriers to medication adherence
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were safety issues that led participants to refuse insulin initiation out of fear of adverse
effects or decreasing of the doses and discontinuation of medications that they were taking
upon experience of different adverse effects. These findings were largely similar to those
from other studies from Ethiopia and as well from other countries (Kassahun et al. 2016;
Teklay et al. 2013; Wabe et al. 2011; Ng et al. 2015; Odegard & Capoccia 2007; Capoccia
et al. 2016; Mcsharry et al. 2016). Alternatively, illness perceptions especially about
impending complications and chronicity of diabetes, mediated with strong necessity
perceptions for the anti-diabetic medications were found to facilitate adherence similar to
other studies that have reported positive associations between these factors and adherence
to chronically taken medications including for diabetes (Horne et al. 2013; Kucukarslan
2012; Peeters et al. 2015).

As suggested by Kleinman, study participants’ explanatory model seem to be responsible,
at least partly, for the decisions and self-management related to their diabetes (Kleinman
et al. 1978). Among the illness perceptions that seem to have influenced adherence to
recommended treatment regimens were perceptions about diabetes symptoms — their
absence led to delay in treatment initiation or to treatment discontinuation only to restart
when symptoms reappeared. Such observations do not seem to be common among Western
patients diagnosed with diabetes although there are similar reports among patients with
hypertension (Ogedegbe et al. 2004). Perceptions about the symptoms however are
reported among non-Western patients including immigrants in the West and from Thailand
where study participants expressed belief that diabetes was a short term illness with the
oral agents providing symptomatic relief which however were unneeded once they ‘felt
well” (Mcsharry et al. 2016; Lawton et al. 2005; Alcozer 2000; Heuer & Lausch 2006);
they would be restarted once their illness was visible and symptomatic, and starting to
affect daily routines (Naemiratch & Manderson 2008). These reports are similar to the
quantitative studies done locally among Ethiopian patients with diabetes which reported
‘feeling of being well without treatment’ and ‘disappearance of symptoms’ as among
reasons for the low adherence to prescribed anti-diabetic medications (Tsehay et al. 2016;
Wabe et al. 2011). This result is similarly supported by other local studies where more
emphasis is afforded to symptomatic and acute conditions and hope for a cure is also
expressed (Reiff et al. 1999; Levene et al. 2016).
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Hope for a cure in relation to religious healing was another major barrier to participants’
adherence to their anti-diabetic medications This involved going to holy water sites where
they had to discontinue their anti-diabetic medications either for short or long durations
which was the case among certain followers of Orthodox Christianity. This practice may
be related to the wide-held belief among Orthodox Christians that supernatural forces
(especially the devil) is cause of illnesses and God provides healing usually through the
use of holy water. Holy water is commonly used by bathing in it or drinking it (Kassaye
et al. 2006). Studies involving patients with HIVV/AIDS have cited visiting holy water sites
to be baptized as part of healing process as one of the common reasons for treatment
discontinuation and being lost to follow up (Kloos et al. 2013; Bezabhe et al. 2014). Cases
of treatment discontinuation among patients following chronic treatment in favor of
alternative treatment systems are also reported from other places in Africa. Studies revealed
that patients with diabetes from Ghana and Tanzania reported hope for a cure leading to
use of faith healing (primarily prayers) and herbal medicines used on a complementary
basis but also alternatively that led some to discontinue their biomedical treatment (Kolling
et al. 2010; de-Graft Aikins 2005). The wide use of holy water for the healing practice
however appears to be more common among the followers of Orthodox Christianity in

Ethiopia.

Fasting which is one of the religious norms expected of the laity while taking hypoglycemic
agents such as glibenclamide and insulin was observed to act as a barrier to adhering to
recommended medication regimens that could lead to problems in the short or long term.
Fasting is a common duty followed by religious adherents in Ethiopia that is also believed
by certain individuals to have a curative power (Kloos et al. 2013). During the year,
Orthodox Christians are recommended to fast for 250 days of which 180 days are
obligatory for anyone older than 13 years. Fasting usually implies a single meal per day to
be taken after 2:45 p.m. or in the evening and the total avoidance of animal products (e.g.
meat, egg and dairy products (Ethiopian Orthodox Tewahdo Church 2003). Similarly,
Muslims are to avoid foods or drinks starting from early dawn to after sunset during the
holy month of Ramadan. Studies involving Ethiopian patients with HIV/AIDS have
reported that the followers of Orthodox Christianity and Islam either discontinued their

anti-retroviral treatment during their respective fasting seasons in order to fulfill their
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religious duties but also to avoid stigma (Kloos et al. 2013) or modified their dosing
regimens which mostly involved missing one of their medication doses during fasting
(Bezabhe et al. 2014). The present study is among the first to report on the influence of
fasting on anti-diabetic medication regimens among Orthodox Christians, although there
is literature describing how Muslim patients reduce their medication doses during Ramadan
(Mcsharry et al. 2016).

On the other hand, religious and religious healing practices such as going to church,
praying and use of holy water at home were observed to provide some study participants
with psychological benefits that can positively influence their illness experience and
adherence to prescribed medications, albeit in an indirect manner. These psychological and
mental benefits that participants may obtain from the religious healing and practices can
mitigate possible diabetes-related distresses that may be present and may lower adherence
among other things (Egede & Ellis 2010; Teklay et al. 2013; Birhanu et al. 2016). Such
observations were made regarding patients with HIV in Ethiopia where use of holy water
concurrently with medications led to gains from a holistic regimen that offered
psychological, mental and spiritual health benefits (Kloos et al. 2013). This form of
treatment is in line with the concept of health in Ethiopia where it is considered as holistic
encompassing not only physical but spiritual, mental, social, and psychological aspects.
Furthermore, health is considered a ‘gift’ or ‘will of God’ and thus the criticality of religion
believed by many to help keep them in good health (Kassaye et al. 2006). The benefits of
religion and religious practices among patients with diabetes are also reported from
different cultures involving both non-Western and Western patients such as Iranians,
African Americans, Swedes, Arabs and Ex-Yugoslavs. The participants reported prayers,
‘turning things over to God’, reading the holy scriptures and attending churches and
mosques as coping strategies that led to feelings of hope, security, peace and strength and
as well the alleviation of physical and spiritual distress (Namageyo-funa et al. 2015;
Heidari et al. 2016; Hjelm et al. 2003).

The lIranian study where the study participants engaged in ‘high levels’ of religious
practices, reported significant association with the self-care activities (Heidari et al. 2016).

Religious practices such as prayers and performing solat (obligatory prayers of Islam),
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described as ways of being close to God were likewise reported to have significant
correlation with illness perceptions among patients with end-stage renal disease in
Malaysia. Furthermore, these practices emerged as positive mediators between illness
perceptions and health-related quality of life in. This led to the study recommendation to
give due attention to illness perceptions and religious coping mechanisms in intervention

programs to enhance patients’ quality of life (Ibrahim et al. 2012).

3.4.3.Experiences with the use of medicinal plants

Findings from Paper 1V, which was on the use of medicinal plants by some of the study
participants, revealed that they did not pose a major barrier to their adherence to the
prescribed treatment regimen. While cultural factors and hope for a cure from diabetes
could be considered as major reasons for the use of medicinal plants, participants also cited
additional ones. These include perceptions that bitter things are good for diabetes,
beneficial effects either claimed or perceived and mass media influence. Safety concerns
about harm that they personally experienced or with others were on the other hand reasons
for deciding against using them.

Among the commonly cited reasons that influenced use of medicinal plants was the
pervasive belief among the study participants that bitter things are good for diabetes and
that they should be taken. While this belief may have a cultural root, it may be further
boosted by the education given by some healthcare providers who may recommend patients
to ‘take bitter things and avoid sweets’. This was actually amongst the common reasons
for using different medicinal plants such as the psychostimulant Tchat (Catha spp.), citing
benefits for diabetes and whose fresh leaves were chewed. Studies however have reported
that chronic Tchat chewing have led to an increase in blood glucose in patients with
diabetes (Saif-Ali et al. 2003). Such beliefs about the value of bitter things do not seem to
be unique to this study. Studies done involving Bangladeshi and Indian patients with
diabetes have also reported on the perceived value of bitter herbs and diets for diabetes
management (Chacko 2003; Choudhury et al. 2009; Khajuria & Thomas 1992).

The claimed benefits of medicinal plants, primarily to cure but also to control diabetes

through their sole use were among the major factors for using them. The commonly cited
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medicinal plants reported by study participants included Shiferaw (Moringa spp.) and
Anamuro (Ajuga spp.), both of which were claimed to cure diabetes or at least reduce blood
glucose levels. Shiferaw (Moringa stenopetala), which is a tree native to southern Ethiopia
and widely used as a staple food is widely claimed as a remedy for various illnesses
including diabetes (Seid 2013). Claims of the anti-diabetic activities of some of the other
medicinal plants have also been reported previously (Abdulkadir 1985; Seid 2013). The
anti-diabetic activities of these medicinal plants have also been demonstrated by local
studies that have used animal models (Toma et al. 2015; Nardos et al. 2011; Assefa et al.
2017). One can therefore assume that at least some of these medicinal plants may indeed
affect the diabetes symptoms if not the blood glucose levels. However, there is no reported
evidence to date that these or any other medicinal plant may be as effective or more
effective than the biomedicines that these participants are using or that they can offer a cure

for diabetes.

A number of concerns about medicinal plants used for diabetes and traditional medicines
in general were raised that were cited to negatively affect the use of medicinal plants by
the study participants. The concerns about possible harm from traditional medicines and
medicinal plants were related to the negative experiences that some of the participants had
encountered personally or observed with an acquaintance or a close relative. The safety
concerns were mostly related to the lack of dose standardization and unknown quantities
recommended for these herbal medicines. The very limited regulatory activities in Ethiopia
with regards to traditional medicine and medicinal plants could be cited as important
sources for these concerns (Food Medicine and Healthcare Administration and Control
Authority 2016; Ethiopian Public Health Institute 2015). Most participants in the present
study who have used these medicinal plants for their diabetes uses reported different
adverse effects including anemia, hypoglycemia and problems related to the abdomen,
heart and kidney. Adverse effects related to the use of medicinal plants used for the
managent of diabetes have been reported elsewhere. These studies have suggested that the
problems may be associated with patients’ low knowledge regarding the doses, inherent
toxicities of some of the remedies even at low doses and possible interactions with the
prscribed allopathic medicines already being taken for their condition (Dieye et al. 2008;
Chang et al. 2007; Ezuruike & Prieto 2014).
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3.5. Implications of the study
The findings of this study have a number of practice and policy implications . Some of the

major ones will be discussed.

3.5.1.Practice implications
A number of practice implications arise from the present study. One of the most important
has to do with the strengthening and reorienting the healthcare system so that it can provide
optimal care to patients with diabetes. In this regard, the chronic care model which has
been demonstrated to enhance the health outcomes of patients with diabetes at different
healthcare levels needs due consideration (Stellefson et al. 2013; Baptista et al. 2016). This
model incorporates multifaceted interventions such as patient and provider education,
decision support, health organization support, clinical information system, care delivery
system redesign and community resources mobilization and is reported to be more effective
than the use of isolated components (Baptista et al. 2016; Piatt et al. 2010). The government
of Ethiopia should therefore give due consideration to this model in its endeavor to improve
the quality of healthcare delivery for chronic diseases such as diabetes (Federal Ministry
of Health 2010; Federal Ministry of Health 2014). In adapting this model, the government
can make use of previous experiences with local chronic care models such as with the anti-
retroviral treatment and tuberculosis programs which have systems for chronic diseases
management. Some of the strategies that can be adapted to a chronic care program for
diabetes include a minimum package of key services, the use of standard operating
procedures, introduction of support tools such as pocket guides and desktop references,
health information system tools, patient monitoring tools and adherence support programs

and peer educator programs (Rabkin et al. 2012; Workneh et al. 2016).

A strong group diabetes education program should constitute one critical part of the care
model cited above. In designing the group training programs, due consideration should be
made to encourage the active participation of the patients in the discussions about their
responsibilities in the care of diabetes (Adolfsson et al. 2008). This education program
needs to address local concerns and scenarios such as the one that are identified by the

present study. Some of the health education topics that may be considered include the role
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and implications of diabetes symptoms and relations to other monitoring mechanisms such
as blood glucose measurements, illness causes, its chronic and controllable nature,
evidence-based management approaches, about different anti-diabetes medications
including about their necessity and concerns, etc.

The group education programs should however not be a substitute for one to one education
sessions with patients by appropriately trained healthcare providers. It was evident in the
present study that participants differed in the level of biomedical knowledge, cultural and
religious influences and with the level of emotional distress and thus further rationale for
the individual sessions. Such one to one sessions would allow individual assessment of
patients’ knowledge and beliefs about their illness and its treatment, their motivation and
psychosocial status, required self-management skills and other issues of relevance to the
optimal management of diabetes. This can be used to facilitate more tailored and
individualized education, adherence support programs and care approaches that make use
of patient-centered principles. Such one to one sessions may also incorporate mental health
components, either in the form of psychotherapy or other forms that are appropriate to be
determined on a need basis. It is recommended that healthcare providers should regularly
assess and monitor patients with diabetes for depression (Egede & Ellis 2010). These
providers will need additional training in different areas including health communication
(Kleinman et al. 1978) and the fundamentals of identification and management of
depression (Egede & Ellis 2010) if they are to effectively care for their patients and offer

meaningful advice.

Individual sessions are also useful to assess perceptions towards and the use of traditional
medicines including medicinal plants and religious healing. With regards to medicinal
plants use, healthcare providers may inquire about their identity and mode of use in a
nonjudgemental manner. With information gathered in this manner, providers can explore
the medicines in common use and strive to provide evidence-based information which in
turn can be shared with the patients. Patient education should include the possibility of
adverse effects and potential interactions with the prescribed medications and illness
condition. While the concept of ‘bitter things’ may need additional study, education topics

need to include the merits and demerits of related practices. In relation to religious healing
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and religious practices, individual assessments should likewise be made so as to frankly
discuss their benefits and possible challenges with respect to diabetes management. Such
roles would evidently require that the concerned providers have training or orientation
about common traditional and religious healing practices and medicinal plants used for

diabetes.

The other important issue that needs consideration is task-shifting so as to optimally use
nurses and pharmacists as part of the healthcare team in support of the care provision by
the doctors. These providers, after undergoing additional training, have been used even in
more resource rich settings to take more advanced roles of diabetes educators where they
work collaboratively with the doctor. In this regard, they meet with the patients more
frequently to provide support in behavioral modification and other self-management issues
to address not only patients’ physical needs but in the psychosocial areas as well. Such
programs have been reported to result in improved health outcomes in different settings
(Wang et al. 2014; Burke et al. 2014).

3.5.2.Policy implication

In dealing with the religious healing and practices of patients, one needs to recognize the
challenges in bringing about behavioral changes in certain aspects while also recognizing
the psychological and mental health benefits from such practices. These issues therefore
may require discussions at higher levels from the side of the policy makers with leaders
and healers of the different religious institutions so as to forge collaborations aimed at
improving the self-management practices and health outcomes of patients with diabetes.
One target area could be supporting patients’ adherence to recommended medication
regimens while still following religious practices and healing modalities in a
complementary and compatible manner. There are reports of successful collaborations for
the management of psychiatric conditions and HIV/AIDS with the Ethiopian Orthodox
Christian Church in encouraging the use of both biomedicines and religious healing that
have resulted in improved adherence to the prescribed medication regimens (Kloos et al.
2013; Birhanu 2014).
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The issue of medicinal plants use among patients requires that the government implements
recommended regulatory frameworks required to enhance the safety, efficacy and quality
of at least those that are commonly in use. Measures in this regard include instituting
measures to ensure that medicinal plants offered for sale are safe, fulfill required
information for the appropriate use and are of appropriate quality. In addition, the existing
pharmacovigilance system should be strengthened and adapted to include safety reports
emanating from medicinal plants used by patients. The regulatory body should also work
to avail evidence-based information to patients, healthcare providers and other relevant and
concerned bodies (Ezuruike & Prieto 2014; World Health Organization 2004).

3.6. Strengths and limitations of the study
3.6.1.Limitations of the study

Like all studies, this one has some limitations which are described below.

Only study participants attending their treatment in hospitals were included in the study.
This may not be representative of those who may be following treatment with limited
interaction with the biomedical setting, have avoided the biomedical option and instead
following religious healing or traditional medicine or using medicinal plants either on a
self-medication basis or upon the recommendation of a traditional healer. In addition, the
fact that the study participants were recruited from public hospitals which primarily serve
populations from lower socio-economic section would indicate that those attending
treatment in the private facilities and who have higher socio-economic status may be less
represented in the present study. In addition, only those patients who had had diabetes for
at least one year or more were included. This would limit the perspectives of newly

diagnosed patients.

This study included only the perspective of the patients and not of the biomedical providers,
the religious healers or the traditional healers who may routinely use medicinal plants
having anti-diabetic activities. Future research should focus on gaining additional

perspectives on this topic.
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3.6.2.Strengths of the study
The qualitative nature of the study allowed for an an in-depth exploration of the views and
experiences of patients with type 2 diabetes, which makes this study one of the first in
Ethiopia. This study used mutiple in-depth interviews with purposively recruited
individuals of diverse socio-demographic and a range of illness and treatment experiences.
This has allowed for a richer understanding of the context and relevant socio-cultural and
individual factors influencing the illness and treatment experience of patients with type 2
diabetes including about the barriers and facilitators to medications adherence, use of

religious healing and use of medicinal plants.

Prolonged engagement in the field allowed for the research findings to be well-
contextualized and allowing for a more holistic understanding of experiences in living with
and managing their illness. As is appropriate for qualitative research, the principal
investigator clarified his positionality at the outset which allows readers to understand how
his perspective and previous expereinces may have impacted the research. This research
has made use of data, researcher and theory triangulation which are expected to further
enhance the validity of the study.
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4. Conclusions and recommendations

4.1. Conclusions

Findings from the present study have revealed that participants’ explanatory models which
included the labeling, symptoms, the course or timeline, impact, causation and treatment
of diabetes were a mix of biomedical and traditional models. It was also apparent that
participants expressed emotional distress in relation to their illness. This explanatory model
was found useful to identify different issues that may affect patients’ care of diabetes

including their adherence to prescribed treatment regimens and their health outcomes.

The treatment perceptions of study participants was also found to be different in certain
aspects compared to those commonly expressed by Western patients including very strong
and at times unfounded concerns towards insulin and the oral anti-diabetic agents. Their
perceptions towards the necessity of their medications were weaker especially towards the
oral agents. Such perceptions were further reasons to potentially non-adhere. The
necessity-concerns framework that was utilized to organize the medication-related

perceptions was found to be a useful tool in the study settings of this study.

Study participants expressed a range of expectations in relation to their communication
with their providers. The most common themes in this regard were fostering the
relationship with and the gathering and information provision of their healthcare providers.
The findings revealed that their communication expectations were largely not met by the
healthcare providers.

Findings also revealed that different medicinal plants including the commonly cited ones
of Shiferaw (Moringa spp.) and Anamuro (Ajuga spp.) were used by some of the study
participants. It was apparent that the medicinal plants were used in a complementary
manner alongside the prescribed medications. The use of these medicinal plants was
reported to be used in the context where participants had very limited information about
them and which have led to adverse effects and potentiation of the prescribed medications

in certain participants.

According to participants’ reports about their adherence to prescribed medications, they

reported a number of cases where they did not adhere, often intentionally. Some of the
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factors that were mentioned as barriers were illness related perceptions mainly about
symptoms and curability of diabetes and in relation religious healing and practices,
treatment perceptions especially concerns about the safety of the anti-diabetes medications.
Among the factors that were mentioned as facilitators were social support and religious

healing and practices that were reported to offer psychological benefits.

The main conclusion that can be drawn from this study is that illness and treatment
perceptions held by the patients with diabetes were found to negatively influence adherence
to the prescribed medications. Furthermore, the diabetes care provision by the healthcare
providers was below the expectations of the patients and recommended standards. Such a
context was at least in part responsible for the different types and levels of nonadherence,
in many cases intentional ones and the complementary and alternative use of religious

healing and medicinal plants that have led to suboptimal outcomes.

4.2, Recommendations

Based on the key findings and discussions, the following are recommended:

e There should be instituted a strong diabetes education program, individual and in
groups, that is considerate of the local and individual contexts. It would be
beneficial to incorporate mental health components into the individual sessions.

e Efforts should be made to make optimal use of other healthcare providers such as
nurses and pharmacists who can work in close collaboration with the doctor and
better address the needs of the patients.

e Further and continuing training needs to be given to healthcare providers in
different areas that include but are not limited to health communication, relevant
mental health issues and diabetes management.

e The need to consider use of chronic care model for chronic conditions such as
diabetes. In this regard, the experience of HIVV/AIDS and tuberculosis care can be
used as a starting point.

e The need to forge collaborations with religious leaders and healers so as to
encourage patients to adhere to the biomedical regimens while also following their

desired religious healing in a complementary manner.
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The need to give more attention to medicinal plants commonly used for diabetes in

terms of providers’ education but also regulatory and safety issues.

4.3. Directions for further research

Further research is recommended in different areas including:

Qualitative studies on the exploration of illness and treatment experiences in
noninstitutional settings to get the perspective of patients who do not regularly
follow treatment in these settings.

Qualitative studies to explore the explanatory models of individuals without
diabetes would also be an important area for further research so as to design
appropriate interventions including health education and screening programs that
could be used in the prevention, early detection and appropriate management of
type 2 diabetes.

Assessment of the illness and treatment perceptions on a large population sample,
that could complement the findings from the present study and further strengthen
recommendations for interventions to improve adherence to recommended
treatment regimen.

Further ethno-pharmacological research in different areas into the most commonly
used medicinal plants so as to provide evidence-based information for patients,
providers, policy makers and other relelvant bodies. Such surveys on medicinal
plants could come up with information about the common local names, their
common benefits, expected adverse effects and likely interactions with prescribed
medications and existing conditions. Furthermore, such surveys may potentially
identify gaps for additional pharmacological studies. In relation, it would be
worthwhile to include traditional healers and herbalists in the survey.
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