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20 Chapter 1 

1.1 AIM AND SCOPE OF THE THESIS 

Globally, one in four persons will be affected by mental, neurological, and 

substance-use (MNS) disorders at some point in their lives [1]. It is now a widely 

acknowledged fact that MNS disorders are a leading cause of global long-term 

disability and debilitation [2]. The Global Burden of Disease Study 2015 

estimated that a substantial proportion of the world’s disease burden came from 

MNS disorders, comprising of 7.4% - 13% of global disability-adjusted life years 

[3]. MNS disorders are also the leading global cause (22.7%) of years lived with 

disability, with the burden being present in both males and females across the 

lifespan [3-6]. Mental disorders are also attributable for approximately 8 million, 

or almost 15%, of all global deaths per year [7]. 

In the two decades since the term “Global Mental Health” was coined in 2001 [8], 

there has been a rapid expansion of and focus on mental health interventions, 

research and advocacy [9]. These efforts call on the need to build capacity of 

health providers and health systems, as well as provide accessible quality care 

for MNS disorders. The calls include a focus on ensuring the human rights to care 

and dignity, and are especially relevant across low- and middle-income countries 

(LMICs) [10]. 

This movement for global mental health has been spearheaded on several 

occasions. To name a few, these include: the 2007 Lancet Series on Global 

Mental Health [11]; the 2011 Lancet Series on Grand Challenges in Global 

Mental Health [12]; the WHO’s 2013-2020 Mental Health Action Plan (now 

extended to 2030) [13]; and the more recent 2018 Lancet Commission on global 

mental health and sustainable development [10] and the WHO special initiative 

for mental health (2019-2023) [14]. 

Global mental health’s current foundations are reflective in its inclusion in the 

SDG health targets 3.4, 3.5, and 3.8 [15]. In an era that emphasises integrated 

health care and high quality people-centered health systems [16-18], global 

mental health endeavours now not only aim to reduce the treatment gap for 

persons affected by MNS disorders, but also to promote mental health and well-

being across the lifespan through integrated mental health systems of care [19]. 

Despite efforts at aggregating composite MNS data sources to showcase the 

burden of disease, there remain gaps in information and reporting of global and 
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national-level data on MNS disorders [20]. It is likely that there is an 

underestimation of the real burden of MNS disorders due to non-WEIRD 

(Western, Educated, Industrialized, Rich and Democratic) presentations of these 

disorders [21, 22]. The heterogeneity in cross-cultural mental health 

conceptualisations, their presentations and associated health-seeking 

behaviours, also need consideration in order to ensure appropriate responses in 

meeting the needs of persons affected with MNS disorders. This is especially 

relevant in order to address questions about the variability of coverage and the 

quality of the data available. This would then allow us to understand the extent 

to which these information systems are representative of and/or capture the 

actual needs of populations, especially in resource-constrained settings [23].  

In many LMICs, there is a large gap between the prevalence of MNS disorders 

and its care provision and use. The treatment gap can range from 76-85% of 

persons with MNS disorders, receiving either no care or improper care for their 

conditions [24]. Modern public MNS services in LMICs are often a result of 

competing health priorities in a context of scarce resources. As such they face 

continual barriers to care provision, which include: inadequate funding, human 

and material resource shortages, interrupted psychsotropic drug supply chains, 

stigma and cultural taboos and prejudice, and outdated and unimplemented 

mental health laws and policies, and so on [25, 26]. The treatment gap is 

furthered by the hidden burden and invisibility of MNS disorders in LMICs, where 

stigma towards MNS disorders is a major barrier to accessing care [27, 28]. This 

can lead to fragmentation and pluralism in help-seeking between traditional and 

modern types of MNS care [29, 30]. 

A linked concern arises from a quality improvement perspective with regards to 

the MNS care provisions that currently exist and are provided through public 

health systems in LMIC settings. The barriers described above often lend to 

concerns of poor quality in MNS care provision, care that often remains 

unintegrated within public health systems and is especially lacking in primary 

health care [16]. The six components of quality of care (QoC) are for care to be 

effective, efficient, accessible, patient-centered, equitable and safe [31]. Without 

them, public health systems in low-resource settings will continue to face 

challenges in ensuring equitable quality MNS care provision and improved MNS 

outcomes [32].  
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In short, while there has been much progress towards MNS research, advocacy 

and interventions in recent years, there remains the continued need for context-

specific understandings and situational analyses of the MNS needs and coverage 

in various contexts. This is critical if we are to globally, in the long-run, address the 

large unmet needs and treatment gap for MNS disorders, as well as break past 

the status quo of sub-standard public mental health systems, especially in 

resource-constrained settings.  

Thus, the aim of this thesis is to obtain insights into and explore the challenges of 

ensuring equitable quality mental, neurological and substance-use care and 

coverage in a low-resource setting. Based on transdisciplinary, mixed-methods 

research, this thesis reflects four years of theoretical study and applied field work 

in rural eastern Uganda. The results aim to delineate the real-life complexities 

that exist in trying to ensure equitable quality MNS care and coverage at the local 

health system level. In doing so, we hope to contribute to further strengthening 

the case for sustained global efforts that strive towards patient-centered, 

integrated and high-quality mental health systems of care for all. 

1.2 THESIS OUTLINE 

The thesis is structured to provide an all-round exploratory analysis around the 

challenge of equitable quality MNS care and coverage in rural eastern Uganda. 

The thesis is structured in three sections: Introduction, Findings, and Discussion. 

The Introduction Section comprises of Chapters 1 – 3. This includes the current 

Chapter which presents a short introduction to the thesis and the thesis outline. 

Chapter 2 provides the relevant background and definitions of key concepts 

within the thesis. These include, the status of MNS disorders in LMICs; the 

provisions of MNS services in LMICs and the role of local health systems within 

this; the status quo of MNS disorder in Uganda; and the concept of quality of 

care. This is then followed by a presentation of the key theoretical and conceptual 

frameworks that were used within the study to guide the overall research – 

namely, quality of care and patient-centered care. Chapter 3 discusses the thesis’ 

main research question, sub-questions and follow-through objectives. The 

chapter also describes the methodological approach and design that was used 

in the research undertaking. It also highlights the importance of research validity 

and primary ethical considerations within the scope of the thesis. 



 23 Introduction 

The Findings Section comprises of Chapters 4 – 11, which present the findings 

from this PhD research. This section and the chapters within it are further sub-

divided into four parts.  

Part I is that of Setting the Scene. Chapter 4 is a scoping review of the concept of 

patient-centered care and its application in sub-Saharan settings. Chapter 5 

further narrows this study to that of Uganda. Based on both policy analysis and 

active fieldwork, it focuses on a multi-stakeholder situational analysis of patient-

centered care in the specific context of the PhD fieldwork. 

Part II is related to the Conceptualisations and related Help-Seeking Behaviours 

of MNS disorders in this context. It reflects findings from the individual, family and 

community levels in eastern Uganda. Chapter 6 showcases community-level 

perceived illness representations of and associated help-seeking behaviours for 

perinatal depression – an MNS disorder which was seen as a “tracer” to identify 

and explore underlying systemic weaknesses in the management of MNS 

disorders at large. Chapter 7 focuses on the variations in pathways to care 

chosen by caregivers of persons with MNS disorders attending a district hospital 

level mental health clinic. 

Part III presents findings on MNS Health care and Service provisions in eastern 

Uganda. It reflects findings regarding the public health care delivery system in 

providing care for both perinatal health issues and general MNS disorders, with 

a quality of care lens. Chapter 8 highlights the complexities of providing patient-

centered perinatal health care at local health system level. Chapter 9 presents a 

case study of a mental health clinic at district hospital level, in terms of its nature, 

utilisation and quality of MNS care being provided. 

Part IV focuses on the notion of Integrated provision of MNS care within this 

context. Chapter 10 theorises on integration of (perinatal) mental health into 

basic health care service provisions at the primary health care level. It considers 

multi-stakeholder perspectives on ensuring accessible, integrated MNS care 

especially through front-line service and the primary health care system. Chapter 

11 discusses the dissemination efforts made during the course of this PhD 

research. It highlights the constant and iterative need for dissemination of 

findings as an active endeavour, especially in transdisciplinary research, and as a 

possible means of ensuring sustainable change in efforts towards the integrated 

provision of MNS care. 
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Finally, the thesis concludes with the Discussion Section, which comprises of 

Chapters 12 and 13. Chapter 12 presents an overview of the key findings in light 

of the research questions, discusses them in relation to the background theory 

and guiding conceptual frameworks, and ends with implications and 

recommendations for future research, policy and practice. Chapter 13 rounds off 

this thesis with some personal, methodological, ethical and conceptual 

reflections that were imperative to the creation, continuation and completion of 

this PhD endeavour. 
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This chapter presents the relevant concepts and background literature for this 

thesis required to explore the topic of equitable quality mental, neurological, and 

substance-use (MNS) care and coverage in eastern Uganda. 

The chapter begins by situating the status quo of MNS disorders in low- and 

middle-income countries (LMICs). This includes the prevalence and burden of 

various MNS disorders, and reflections on how socio-cultural differences globally 

require a cross-cultural and context-specific lens when approaching the topic. 

We then discuss the need and provisions of MNS services and care in LMICs. The 

concepts of local (district) health systems and integrated (mental) health care are 

highlighted in their roles to enable progress towards primary health care and 

universal health coverage. These findings are then narrowed down to present 

the currently known status of MNS disorders in Uganda. 

Lastly, the chapter introduces the overarching perspective within which the 

challenges related to equitable MNS care and provision in resource-poor 

settings are viewed – that of Quality of Care (QoC). The interpersonal aspects of 

care and patient-centered care are particularly highlighted. Finally, the chapter 

concludes with the presentation of the conceptual framework that guided this 

thesis. 

2.1 MNS DISORDERS IN LMICS 

The known burden of mental, neurological, and substance-use (MNS) disorders 

grew by 41% in the two decades between 1990 and 2010 [1]. It is also projected 

that the contribution of MNS disorders to the global disease burden will continue 

to increase in the future due to population growth, as well as climatic and 

epidemiological transitions around the globe [2]. This burden is present in both 

males and females across the lifespan [3, 4]. With 25% of the global population 

being affected by an MNS disorder at some point in their lives [5], this burden of 

MNS disorders currently accounts for one in every 10 lost years of health across 

the globe [1]. For those living with MNS disorders, it comprises up to 13% of 

global disability-adjusted life years (DALYs), and are the leading global cause 

(22.7%) of years lived with disability [6]. 

Within MNS disorders, mental disorders accounted for the majority proportion 

of DALYs (56.7% of burden), followed by neurological disorders (28.6%), and 

lastly by substance-use disorders (14.7%) [7]. The leading contributors of DALYs 
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linked to MNS disorders are depressive disorders (40.5%) and anxiety (14.6%) 

disorders, also known as common mental disorders [1, 6]. It is estimated that 

approximately 8 million, or 14.3% of deaths worldwide can be attributable to 

mental disorders [8]. Persons living with mental disorders have a mortality rate 

2.22 times higher than persons without mental disorders or the general 

population, and can have up to 10 years of potential life lost due to premature 

mortality [8]. 

Within the particularly vulnerable perinatal period, perinatal mental health is a 

growing public-health concern [9, 10]. The prevalence rates for common mental 

disorders of the perinatal period are higher in LMICs than in high-income 

countries, affecting up to 15.6% and 19.8% of pregnant women and new 

mothers, respectively [11]. One review highlights that specifically for the African 

continent, the prevalence of perinatal depression was found to be 11.3% 

antenatally and 18.3% postnatally [12]. There is growing recognition of the 

burden of perinatal depression, its associated risk factors [11-13] and related 

consequences for maternal, infant, and child health outcomes [9, 14-16]. 

Nonetheless, perinatal mental health often still gets relegated to the side-lines 

within the larger scope of maternal health, and its inclusion into the larger global 

health and maternal health agendas remain limited [17]. 

Epilepsy is one of the most common neurological disorders globally. The 

prevalence of epilepsy is highest in poor low-income countries, and is particularly 

prevalent across sub-Saharan Africa (sSA) [18]. This prevalence across sSA is 

almost double that found in other continents like Asia, Europe, and North 

America [19]. Regarding substance-use, a recent study found that across sSA 

there is a high use of psychoactive substances and drugs specifically among 

adolescents [20]. Meanwhile, alcohol use has been found to cause substantial 

health loss and is a leading risk factor for global disease burden [21]. 

However, in spite of the global efforts at ensuring composite MNS data to 

showcase the burden of disease, there still remain information gaps; especially 

in the reporting of country-level data on MNS disorders [22]. More often than not, 

national and/or sub-level routine monitoring systems are often inconsistent and 

incomplete in their routine data collection; there is also a lack of harmonization 

across various data sources [23]. For cross-cutting health outcomes like MNS 

disorders, improved data could provide useful information regarding its 
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comorbidity with other diseases [24]. Hence, it is hard to track for instance, the 

associated burden and mortality of MNS disorders being co-morbid conditions 

to other physical illnesses due to the limited epidemiological studies available 

[8].  

Additionally, from a cross-cultural perspective, unlike other physically rooted 

diseases, mental health and ill-health do not have universal conceptualisations 

across the globe. Idioms of distress are socially and culturally salient sanctioned 

experiences and expressions of distress [25, 26]. This is especially the case for 

mental disorders, and in particular depression [27, 28]. Depression has been 

found to often reflect culture-specific explanatory models of illness; culture 

bound syndromes that underly local nomenclature; as well as linguistic verbal 

expressions for a given illness [29, 30]. These idioms of distress are shaped by 

underlying socio-cultural contexts that influence how illnesses are 

conceptualised and coped with [30, 31]. 

In many sSA cultures, traditional forms of care can be primary or secondary help-

seeking pathways for MNS disorders [32]. There can also be a complementarity 

between the alternative traditional forms and the modern biomedical forms of 

care chosen for MNS care [33]. Thus, there is a vast socio-cultural heterogeneity 

in the way MNS disorders are conceptualised. This influences the ways in which 

they manifest and present, as well as in their associated help-seeking behaviours, 

that must be kept in mind. 

Thus, taking into account the variability of coverage and the quality of existing 

data on MNS disorders, as well as the likelihood of “non-WEIRD” idioms and 

presentations of MNS disorders, there is most likely an underestimation of the 

real burden of these disorders globally [7, 34]. These factors require greater 

attention when estimating the needs of populations, and in ensuring context-

appropriate responses in meeting the needs of persons affected with MNS 

disorders, especially in resource-constrained settings [22]. 

2.2 PROVISION OF MNS HEALTH SERVICES & CARE IN LMICS 

MNS disorders pose significant challenges to already burdened health systems, 

particularly in LMICs. In many LMICs, there is a large gap between the reported 

prevalence of MNS disorders and publicly available MNS care and service 

provision. For persons living with MNS disorders in LMICs who require care, this 
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treatment gap can range from 76-85% of persons receiving either no care or 

improper care for their conditions [35]. For epilepsy, there is also a very large 

treatment gap, with almost 60% of patients with epilepsy in sSA not receiving any 

treatment [19]. Furthermore, these estimations only reflect the known numbers 

of prevalence which are likely to be underestimated due to limited data 

availability. In many LMIC contexts, MNS disorders are likely to remain 

unrecognised and thus undetected. In turn, there will also be an additional 

unknown burden and an even larger treatment gap [3]. 

There are several reasons this treatment gap, which include but are not limited 

to: limited knowledge about MNS disorders and socio-cultural barriers; 

associated stigma, cultural taboos, related discrimination and human rights 

abuses; restricted accessibility, low quality and/or lack of availability of MNS 

services; inadequate human, material and financial resources; a lack of political 

will and competing diseases priorities; as well as outdated and/or 

unimplemented mental health laws and policies, respectively [36-38]. 

The knowledge base for what to do towards improving global MNS health 

outcomes is steadily growing, and several strategies to improve these treatment 

gaps and strengthen mental health systems have been proposed over the years. 

These include evidence-based MNS interventions and implementation science, 

as well as best treatment guidelines and improving policy guidance in terms [22, 

39, 40]. This means moving beyond only focusing on the classification, 

epidemiology and identification of MNS disorders. It requires gearing towards 

contextualised understandings that reflect the local worlds of MNS disorders in 

LMICs. 

A large proportion of evidence generation has focused on the cost-effectiveness 

of MNS interventions through integrated, collaborative care models of front-line 

basic health service provisions, and task-sharing opportunities [1, 40-42]. With 

these evidence-based interventions in mind, Primary Health Care (PHC) presents 

an opportunity to fulfil the notion of integrated, community-based, holistic care. 

The integration of MNS care into general health service provisions at the PHC 

level is a much lauded recommendation, especially in resource-constrained 

settings [43-45]. 

Systematised, integrated general care through front-line services in PHC has the 

potential to simultaneously improve both mental health and physical health 
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outcomes [46]. It also has the potential to reduce the fragmentation of health 

services through vertical programming and ensure continuity of care – across 

diseases and across the lifespan. Nonetheless, the biggest challenges towards 

integrated MNS health revolve around how best to scale up effective 

interventions and how best to integrate MNS health care into already functioning 

health systems, especially in low-resource settings [42, 46, 47]. 

For this change to occur in sustainable ways, it is important to take note of various 

health systems factors and structures that may be involved in the process. From 

a structural perspective, many national plans and strategies in LMICs have 

adopted PHC approaches. For this to succeed, these approaches are largely 

based around the centrality of the local health system (LHS), which plays a key 

role in the decentralisation efforts of central governmental administration 

systems. The LHS is the operational and managerial space situated at the meso-

level in the national health system. It is generally constituted by a pluralistic 

network of health care providers including public health centers, polyclinics, 

private practitioners, and other delivery platforms offering first line health care. 

The LHS is also otherwise known as the district health system, but as described, 

can also be larger in scope than the public health system alone. Recent literature 

questions how best to ensure such structures can be optimally positioned to 

coordination health service provision and treads the fine line of bureaucratic 

accountability to the central government and social accountability to its 

communities [48]. 

Finally, the translation of evidence-based treatments for mental health into 

specific local contexts can only be done taking into consideration existing 

circumstances – What is the level of awareness and engagement for mental 

health issues? What is the overview of human resources (including community 

health workers)? Does task-sharing lend opportunity or hindrance [49]? What is 

the available financial capital for mental health? Does it suffice for essential 

psychotropic medication supplies [45]? What is the political will and economy? 

Can multi-sectoral action and engagement promote increase buy-in and 

advocacy at the policy-level [50]? These reflections are required if we are to 

ensure equitable and accessible MNS health care at the PHC level as a first 

stepping stone towards universal health coverage, and achieving integrated, 

people-centered, and socially accountable systems of care globally [51, 52]. 
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2.3 MNS DISORDERS AND PROVISION OF MNS HEALTH 

SERVICES AND CARE IN UGANDA 

Like most sub-Saharan countries, Uganda faces a growing double burden of 

diseases amongst infectious and maternal and child health issues, and emergent 

chronic conditions, including MNS disorders [50]. Uganda has taken significant 

steps towards developing a national MNS health policy in the last decade, 

however, it still remains in draft form till date [53-55]. The stand along mental 

health law dates back from 1964 [56], and current MNS policy plans notably 

remain on paper and are harder to implement and put into effect [57]. The most 

lauded mechanism for ensuring MNS service delivery to the general population 

has been that of the integration of MNS care into PHC [53]. However, challenges 

remain in ensuring adequate integration of MNS health care into the country’s 

decentralised primary health care system.  

Uganda has a decentralised public health system, which in essence should 

provide free of cost care at the time and point of use of health services [58]. It has 

a six-tier organisation, from the lowest to the highest level of health facility and 

care provision. These range from Village Health Teams (VHTs), to level two health 

centre (HC II) and level three health centre (HC III) that provide basic in-patient 

and out-patient maternal health services and other general outpatient services. 

Level four health centres (HC IV) are larger health centres, almost small hospitals, 

serving district populations providing both in and out-patient care, as well as 

some having a small operating theatre. In some districts this level is also served 

by a district hospital, which has specialist service units (such as paediatrics, ENT, 

mental health clinics) in addition to the in- and outpatient care. Level five consists 

of regional referral hospitals which serve the population of entire regions of the 

country. Lastly, level six includes the two national referral hospitals located in 

Kampala – Mulago Hospital is the national general health care referral hospital, 

while is Butabika Hospital is the country’s national psychiatric/mental health 

referral hospital.  

According to the WHO Mental Health Atlas 2017 Member State Profile for 

Uganda [56], within these available levels of care and facilities, there are currently 

approximately only 363 MNS outpatient facilities attached to a hospital. Aside 

from Butabika hospital, there are 13 psychiatric inpatient units in general 
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hospitals across the country. There are no known or reported provisions for 

community-based MNS out-patient care provision or residential care facilities.  

Aside from these infrastructural and coverage challenges, human resource 

constraints remain a primary barrier to provision of care [59]. According to the 

latest estimates [56], the total MNS workforce in Uganda is currently estimated to 

be 1188 persons, including both governmental and non-governmental health 

workers. The country currently has 0.08 trained psychiatrists per 100,000 

population. With an estimated population of approximately 40 million persons, 

that is equivalent to 32 psychiatrists in country. The majority of the rest of MNS 

service provision is served by approximately just under 900 mental health nurses 

and 200 psychiatric clinical officers.  

Financial resource constraints also further burden the country’s landscape for 

equitable coverage of MNS care and service provision [59]. Uganda’s total 

expenditure on mental health as a percentage of total government health 

expenditure is currently not known or unreported [56]. However, inadequate 

financial resources may be gauged by the limited quantities of MNS 

infrastructure and workforce [22]. Research also shows that in general, the quality 

of and access to these existing MNS services remains low in Uganda, which may 

be associated to additional systemic barriers of health care provision such as 

interrupted psychotropic drug shortages, the negative attitudes of health 

workers towards persons living with MNS disorders, and the underlying  socio-

cultural understandings of MNS disorders [60, 61].  

Additionally, traditional healers are known to play an important role in sSA 

contexts where conceptualisations and provision of Western neuropsychiatric 

and psychological health care is limited. There is vast diversity in traditional care 

and providers can range from herbalists, diviners, faith healers, spirit mediums, 

etc. In the Ugandan context, it has been hard to capture the exact numbers of 

traditional healers, despite the government urging their registration and 

indexation [33]. Nonetheless, traditional care and its utilisation has been 

documented for a wide variety of biomedical and psychosocial health concerns, 

including HIV, malaria, child labour, spirit possession, child and adolescent MNS 

concerns, and severe mental disorders [62-68]. There is little, if any, structured 

and documented knowledge available on possible functional relationships in 
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terms of MNS care between traditional healers on the one hand, and health 

workers operating in public health services, especially the ones at the lowers 

levels in the health system, on the other. 

Moving onto more specific information about MNS disorders in Uganda, we find 

in general there is a dearth of data. In Uganda, there is not much evidence for 

perinatal mental disorder. However, there are two studies showing that the 

prevalence of antenatal depression in post-conflict northern Uganda to be 35.8% 

[69], while postnatal depression has been documented to be 6.1% in a peri-

urban setting in central Uganda [70]. Associated factors include young maternal 

age, unplanned pregnancies, the absence of a stable partner, and marital 

problems, amongst others [71, 72]. However, there is not much information on 

the likelihood of the progression from antenatal depression to postnatal 

depression, or the impact on perinatal depression on the mother, child and 

society  in this context [73].  

Specifically for epilepsy, a neurological disorder, a prevalence of 10·3 per 1000 

population of 6 to 18 years olds has been reported in Iganga-Mayuge itself [18]. 

However, another study reported that only 5.6% (21/377) of respondents would 

take a patient with epilepsy to hospital for treatment, while the majority would 

resort to traditional forms of care since it was socio-culturally perceived as being 

a spiritual or supernatural condition [74]. Additionally it is a highly stigmatised 

condition and negative attitudes are quite pervasive within communities across 

Uganda, thereby reducing the efficient delivery of available biomedical 

treatment options through the public health system [75]. 

Regarding alcohol and substance-use in Uganda, a recent study found that the 

level of alcohol use among adults in Uganda was high, with approximately 10% 

of the adult population having alcohol-use-related disorders [76]. Another study 

has shown that more than two thirds of a group of 12-24 year olds had tried 

alcohol use, while a third of the group used it regularly and whose levels of 

coping were also associated with experimental substance-use [77]. With this 

growing burden of alcohol and substance-use disorders in Uganda, quality 

prevention measures and treatment provisions are of high priority across the 

country. 
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2.4 QUALITY OF CARE  

Quality of care (QoC) is a key dimension of service provision [78]. However, it is 

oftentimes overlooked in low-resource settings as a contributing factor to health 

outcomes [79]. There is a growing body of evidence that indicates that low QoC 

is a major barrier to the progress in expected health care improvements in LMICs 

[23]. Simultaneously, it is acknowledged that the data of QoC in LMICS do not 

reflect actual disease burden, especially for complex health conditions like 

cancer or MNS disorders [80].  

QoC is a multi-faceted construct. It is generally considered to consist of six 

dimensions, namely, effectiveness, efficiency, accessibility, patient-centeredness, 

equity and safety [81]. It is also conceptualised for assessment purposes as 

consisting of “Structure, Process, and Outcome” factors that influence health care 

quality improvements [82]. However, most health care quality improvement 

efforts have aimed at focusing on systemic structural issues and health outcomes, 

while the interpersonal, relational processes and contextual determinants are 

often foregone [83]. Yet, if health systems are considered as enabling 

mechanisms that would not succeed without individual people nor our ethical 

guiding principles then these human aspects of health care, which are harder to 

measure and add further to complexity, cannot be left unattended [84].  

Strengthening the interpersonal aspects of health care – whether between 

patients and providers, or between health care teams and personnel – is only 

recently being recognized as being vital to improving health outcomes [85]. As 

such, it is suggested to focus on measures that actually matter to most people – 

such as competent care, user experience, patient-reported health outcomes, or 

confidence in the health system [80]. Patient-centered care (PCC) is one such 

domain of interpersonal care. PCC is usually defined as care that is “respectful 

of, and responsive to, individual patient preferences, needs and values, and 

[ensures] that patient values guide all clinical decisions” [86]. Some definitions 

further include the necessary reorganization of health services around patients’ 

needs and expectations for health care [23]. 

Efforts towards universal health coverage can play a large role in embracing QoC 

and improving the quality of health systems [80]. MNS care provisions that 

currently exist and are provided through public health systems in resource-poor 
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contexts are often a reflection of a complex interplay of factors [40]. This can often 

lend to concerns of poor quality of MNS care provision – care that often remains 

unintegrated within basic health care provisions at the PHC level [87]. To ensure 

equitable quality MNS coverage and improved MNS outcomes in low-resource 

settings, it would be crucial to ensure that the six dimensions of QoC are key 

drivers of MNS care provision, policy, research and health systems 

strengthening, as well as ensure that they are measured through quality-

corrected effective coverage [80, 81]. 

2.5 CONCEPTUAL FRAMEWORK 

This thesis focuses on the quality of MNS care in a low-resource Ugandan setting. 

QoC is the over-arching umbrella and lens that is used to inspect 

conceptualisations on MNS disorders and their care provision within this study 

context. A guiding conceptual framework for this thesis (see Figure 1) was 

created and is based on recent renditions of, 1. the classic Donabedian model  

of “Structure,” “Process” and “Outcome” for health care quality improvement 

[82]; and 2. the Akachi and Kruk model on measuring quality of care [23].  

Specifically within our study framework, we shall look at aspects of interpersonal 

processes of care, and focus on the dimension of patient-centered care [81]. For 

use within this thesis, we have used the definition by Stewart (2001) which centres 

on the notion that health care provision is “respectful of, and responsive 

to, individual patient preferences, needs and values, and [ensures] that patient 

values guide all clinical decisions” [86]. This definition of PCC guides this thesis 

by shaping our perspective to view and study MNS health service provisions in 

rural eastern Uganda, based around patients’ needs and their expectations for 

equitable and quality health care [80, 88].  

In this regard, the thesis considers several modes of understanding and 

assessing quality of care for MNS disorders at the local health system level in 

eastern Uganda, from the perspective of and for the people, with hopes of 

creating equitable, resilient and efficient high quality (mental) health systems of 

care [80]. Within this understanding, particular points of entry were identified to 

assess local health system functioning from a quality perspective – for e.g. routine 

data as available from health facilities; observations of structures and practices of 
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care; and perceptions on QoC of various stakeholders. It is important to note that 

perceptions on QoC, whether by service-users or health providers, may not 

reflect actual quality. In spite of equitable access to care, it has been found these 

perceptions on QoC remain an important determining factor in moulding 

service utilisation and/or provision of care, and thus can be a barrier to universal 

health coverage [85]. 
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Figure 2.1 Guiding conceptual framework for thesis  



 

 

Chapter 2 40 

REFERENCES 

1. Patel, V., et al., Addressing the burden of mental, neurological, and substance use 

disorders: key messages from Disease Control Priorities, 3rd edition. The Lancet, 
2016. 387(10028): p. 1672-1685. 

2. Vos, T., et al., Global, regional, and national incidence, prevalence, and years lived 
with disability for 310 diseases and injuries, 1990&#x2013;2015: a systematic 
analysis for the Global Burden of Disease Study 2015. The Lancet, 2016. 
388(10053): p. 1545-1602. 

3. Vigo, D., G. Thornicroft, and R. Atun, Estimating the true global burden of mental 
illness. The Lancet Psychiatry, 2016. 3(2): p. 171-178. 

4. Hay, S.I., et al., Global, regional, and national disability-adjusted life-years (DALYs) 
for 333 diseases and injuries and healthy life expectancy (HALE) for 195 countries 
and territories, 1990–2016: a systematic analysis for the Global Burden of Disease 
Study 2016. The Lancet, 2017. 390(10100): p. 1260-1344. 

5. World Health Organization, The World Health Report 2001: Mental health: new 
understanding, new hope. 2001: World Health Organization. 

6. Whiteford, H.A., et al., Global burden of disease attributable to mental and 
substance use disorders: findings from the Global Burden of Disease Study 2010. 
The Lancet, 2013. 382(9904): p. 1575-1586. 

7. Whiteford, H.A., et al., The Global Burden of Mental, Neurological and Substance 
Use Disorders: An Analysis from the Global Burden of Disease Study 2010. PLOS 
ONE, 2015. 10(2): p. e0116820. 

8. Walker, E.R., R.E. McGee, and B.G. Druss, Mortality in Mental Disorders and Global 
Disease Burden Implications: A Systematic Review and Meta-analysis. JAMA 
Psychiatry, 2015. 72(4): p. 334-341. 

9. Howard, L.M., P. Piot, and A. Stein, No health without perinatal mental health. The 
Lancet, 2014. 384(9956): p. 1723-1724. 

10. Surkan, P.J., et al., Maternal depression and early childhood growth in developing 
countries: systematic review and meta-analysis. Bulletin of the World Health 
Organization, 2011. 89(8): p. 607-615. 

11. Fisher, J., et al., Prevalence and determinants of common perinatal mental 
disorders in women in low- and lower-middle-income countries: a systematic 
review. Bull World Health Organ, 2012. 90(2): p. 139G-149G. 

12. Sawyer, A., S. Ayers, and H. Smith, Pre- and postnatal psychological wellbeing in 
Africa: A systematic review. Journal of Affective Disorders, 2010. 123(1–3): p. 17-
29. 

13. Howard, L.M., et al., Non-psychotic mental disorders in the perinatal period. The 
Lancet, 2014. 384(9956): p. 1775-1788. 

14. Prince, M., et al., No health without mental health. The Lancet, 2007. 370(9590): p. 
859-877. 

15. World Health Organisation and World Organisation of Family Doctors, Integrating 
mental health into primary care: A global perspective. 2008, World Health 
Organisation. 



 41 Background & Conceptual Framework 

16. Stein, A., et al., Effects of perinatal mental disorders on the fetus and child. The 
Lancet, 2014. 384(9956): p. 1800-1819. 

17. Rahman, A., et al., Grand Challenges: Integrating Maternal Mental Health into 
Maternal and Child Health Programmes. PLOS Medicine, 2013. 10(5): p. 
e1001442. 

18. Ngugi, A.K., et al., Prevalence of active convulsive epilepsy in sub-Saharan Africa 
and associated risk factors: cross-sectional and case-control studies. The Lancet 
Neurology, 2013. 12(3): p. 253-263. 

19. Ba-Diop, A., et al., Epidemiology, causes, and treatment of epilepsy in sub-Saharan 
Africa. The Lancet Neurology, 2014. 13(10): p. 1029-1044. 

20. Olawole-Isaac, A., et al., Substance use among adolescents in sub-Saharan Africa: 
A systematic review and meta-analysis. South African Journal of Child Health, 2018. 
12: p. s79-s84. 

21. Griswold, M.G., et al., Alcohol use and burden for 195 countries and territories, 
1990–2016: a systematic analysis for the Global Burden of Disease Study 2016. The 
Lancet, 2018. 392(10152): p. 1015-1035. 

22. World Health Organization, Mental health atlas 2017. 2018, Geneva: World Health 
Organization. 

23. Akachi, Y. and M.E. Kruk, Quality of care: measuring a neglected driver of improved 
health. Bulletin of the World Health Organization, 2017. 95(6): p. 465. 

24. Nambiar, B., et al., Improving health-care quality in resource-poor settings. Bulletin 
of the World Health Organization, 2017. 95(1): p. 76. 

25. Nichter, M., Idioms of distress: alternatives in the expression of psychosocial 
distress: a case study from South India. Cult Med Psychiatry, 1981. 5(4): p. 379-408. 

26. Nichter, M., Idioms of distress revisited. Culture, Medicine, and Psychiatry, 2010. 
34(2): p. 401-416. 

27. Patel, V., Explanatory models of mental illness in sub-Saharan Africa. Soc Sci Med., 
1995. 40. 

28. Pereira, B., et al., The explanatory models of depression in low income countries: 
Listening to women in India. Journal of Affective Disorders, 2007. 102(1): p. 209-
218. 

29. Haroz, E.E., et al., How is depression experienced around the world? A systematic 
review of qualitative literature. Social Science & Medicine, 2017. 183: p. 151-162. 

30. Kaiser, B.N., et al., “Thinking too much”: A systematic review of a common idiom of 
distress. Social Science & Medicine, 2015. 147: p. 170-183. 

31. Kirmayer, L.J., A. Gomez-Carrillo, and S. Veissière, Culture and depression in global 
mental health: An ecosocial approach to the phenomenology of psychiatric 
disorders. Social Science & Medicine, 2017. 

32. Burns, J.K. and A. Tomita, Traditional and religious healers in the pathway to care 
for people with mental disorders in Africa: a systematic review and meta-analysis. 
Soc Psychiatry Psychiatr Epidemiol, 2015. 50. 

33. Abbo, C., R. Odokonyero, and E. Ovuga, A narrative analysis of the link between 
modern medicine and traditional medicine in Africa: a case of mental health in 
Uganda. Brain Research Bulletin, 2019. 145: p. 109-116. 



 

 

Chapter 2 42 

34. Henrich, J., S.J. Heine, and A. Norenzayan, Most people are not WEIRD. Nature, 
2010. 466(7302): p. 29-29. 

35. Demyttenaere, K., et al., Prevalence, severity, and unmet need for treatment of 
mental disorders in the World Health Organization World Mental Health Surveys. 
JAMA, 2004. 291. 

36. Kidia, K., et al., Mental health in Zimbabwe: a health systems analysis. The Lancet 
Psychiatry, 2017. 4(11): p. 876-886. 

37. Lund, C., et al., Social determinants of mental disorders and the Sustainable 
Development Goals: a systematic review of reviews. The Lancet Psychiatry, 2018. 
5(4): p. 357-369. 

38. Lund, C., et al., Poverty and mental disorders: breaking the cycle in low-income and 
middle-income countries. The Lancet, 2011. 378(9801): p. 1502-1514. 

39. Thornicroft, G., Evidence-based mental health care and implementation science in 
low- and middle-income countries. Epidemiology and Psychiatric Sciences, 2012. 
21(3): p. 241-244. 

40. Patel, V., et al., The Lancet Commission on global mental health and sustainable 
development. The Lancet, 2018. 392(10157): p. 1553-1598. 

41. Mendenhall, E., et al., Acceptability and feasibility of using non-specialist health 
workers to deliver mental health care: stakeholder perceptions from the PRIME 
district sites in Ethiopia, India, Nepal, South Africa, and Uganda. Soc Sci Med, 2014. 
118: p. 33-42. 

42. Shidhaye, R., C. Lund, and D. Chisholm, Closing the treatment gap for mental, 
neurological and substance use disorders by strengthening existing health care 
platforms: strategies for delivery and integration of evidence-based interventions. 
International Journal of Mental Health Systems, 2015. 9(1): p. 40. 

43. Lund, C., M. Tomlinson, and V. Patel, Integration of mental health into primary care 
in low- and middle-income countries: The PRIME mental healthcare plans. British 
Journal of Psychiatry, 2016. 208(s56): p. s1-s3. 

44. Semrau, M., et al., Strengthening mental health systems in low- and middle-income 
countries: the Emerald programme. BMC Medicine, 2015. 13(1): p. 79. 

45. Collins, P.Y., et al., Grand Challenges in Global Mental Health: Integration in 
Research, Policy, and Practice. PLOS Medicine, 2013. 10(4): p. e1001434. 

46. Patel, V., et al., Grand Challenges: Integrating Mental Health Services into Priority 
Health Care Platforms. PLOS Medicine, 2013. 10(5): p. e1001448. 

47. Eaton, J., et al., Scale up of services for mental health in low-income and middle-
income countries. The Lancet, 2011. 378(9802): p. 1592-1603. 

48. Tumusiime, P., et al., Towards universal health coverage: reforming the neglected 
district health system in Africa. BMJ Global Health, 2019. 4(Suppl 9): p. e001498. 

49. Patel, V., et al., A renewed agenda for global mental health. The Lancet, 2011. 
378(9801): p. 1441-1442. 

50. Agyepong, I.A., et al., The path to longer and healthier lives for all Africans by 2030: 
the <em>Lancet</em> Commission on the future of health in sub-Saharan Africa. 
The Lancet, 2017. 390(10114): p. 2803-2859. 

51. World Health Organisation, Declaration of Astana, in Global Conference on 
Primary Health Care. 2018. 



 43 Background & Conceptual Framework 

52. World Health Organisation, Special initiative for mental health (2019-2023). 
Universal Health Coverage for Mental Health. 2019. 

53. Kigozi, F.N. and J. Ssebunnya, Integration of mental health into primary health care 
in Uganda: opportunities and challenges. Mental Health in Family Medicine, 2009. 
6(1): p. 37-42. 

54. Kigozi, F., et al., An overview of Uganda's mental health care system: results from an 
assessment using the world health organization's assessment instrument for mental 
health systems (WHO-AIMS). Int J Ment Health Syst, 2010. 4(1): p. 1. 

55. Ssebunnya, J., F. Kigozi, and S. Ndyanabangi, Developing a national mental health 
policy: A case study from Uganda. PLoS medicine, 2012. 9(10): p. e1001319. 

56. World Health Organisation, Mental Health Atlas 2017 Member State Profile - 
Uganda. 2017. 

57. Mugisha, J., J. Ssebunnya, and F.N. Kigozi, Towards understanding governance 
issues in integration of mental health into primary health care in Uganda. 
International Journal of Mental Health Systems, 2016. 10(1): p. 25. 

58. Government of Uganda, Health sector strategic plan III. 2010, Uganda: Ministry of 
Health, Government of Uganda. 

59. Mugisha, J., et al., Health systems context(s) for integrating mental health into 
primary health care in six Emerald countries: a situation analysis. International 
Journal of Mental Health Systems, 2017. 11(1): p. 7. 

60. Kisa, R., et al., Pathways and access to mental health care services by persons living 
with severe mental disorders and epilepsy in Uganda, Liberia and Nepal: a 
qualitative study. BMC Psychiatry, 2016. 16(1): p. 305. 

61. Abbo, C., et al., Qualitative evaluation of the outcomes of care and treatment for 
children and adolescents with nodding syndrome and other epilepsies in Uganda. 
Infectious Diseases of Poverty, 2019. 8(1): p. 30. 

62. Akol, A., et al., “We are like co-wives”: Traditional healers’ views on collaborating 
with the formal Child and Adolescent Mental Health System in Uganda. BMC Health 
Serv Res., 2018. 18. 

63. Wanyama, J.N., et al., Persons living with HIV infection on antiretroviral therapy also 
consulting traditional healers: a study in three African countries. International 
Journal of STD & AIDS, 2017. 28(10): p. 1018-1027. 

64. Moshabela, M., et al., Traditional healers, faith healers and medical practitioners: 
the contribution of medical pluralism to bottlenecks along the cascade of care for 
HIV/AIDS in Eastern and Southern Africa. Sexually Transmitted Infections, 2017. 
93(Suppl 3): p. e052974. 

65. Anywar, G., et al., Medicinal Plants Used in the Treatment and Prevention of Malaria 
in Cegere Sub-County, Northern Uganda. 2016, 2016. 14: p. 12. 

66. van Duijl, M., W. Kleijn, and J. de Jong, Unravelling the spirits’ message: a study of 
help-seeking steps and explanatory models among patients suffering from spirit 
possession in Uganda. International Journal of Mental Health Systems, 2014. 8(1): 
p. 24. 

67. Abbo, C., et al., The prevalence and severity of mental illnesses handled by 
traditional healers in two districts in Uganda. African health sciences, 2009. 9(2). 



 

 

Chapter 2 44 

68. Kamatenesi-Mugisha, M. and H. Oryem-Origa, Medicinal plants used to induce 
labour during childbirth in western Uganda. Journal of Ethnopharmacology, 2007. 
109(1): p. 1-9. 

69. Natamba, B.K., et al., Reliability and validity of the center for epidemiologic studies-
depression scale in screening for depression among HIV-infected and -uninfected 
pregnant women attending antenatal services in northern Uganda: a cross-
sectional study. BMC Psychiatry, 2014. 14(1): p. 303. 

70. Nakku, J.E.M., G. Nakasi, and F. Mirembe, Postpartum major depression at six 
weeks in primary health care: prevalence and associated factors. African Health 
Sciences, 2006. 6(4): p. 207-214. 

71. Nakku, J.E.M., et al., Perinatal mental health care in a rural African district, Uganda: 
a qualitative study of barriers, facilitators and needs. BMC Health Services Research, 
2016. 16(1): p. 295. 

72. Kakyo, T.A., et al., Factors associated with depressive symptoms among 
postpartum mothers in a rural district in Uganda. Midwifery, 2012. 28(3): p. 374-
379. 

73. Baron, E.C., et al., Maternal mental health in primary care in five low-and middle-
income countries: a situational analysis. BMC health services research, 2016. 16(1): 
p. 53. 

74. Kaddumukasa, M., et al., Community knowledge of and attitudes toward epilepsy 
in rural and urban Mukono district, Uganda: A cross-sectional study. Epilepsy & 
Behavior, 2016. 54: p. 7-11. 

75. Kirabira, J., et al., Perceived stigma and associated factors among children and 
adolescents with epilepsy in south western Uganda: A cross sectional study. 
Seizure, 2018. 57: p. 50-55. 

76. Kabwama, S.N., et al., Alcohol use among adults in Uganda: findings from the 
countrywide non-communicable diseases risk factor cross-sectional survey. Global 
Health Action, 2016. 9(1): p. 31302. 

77. Abbo, C., et al., Alcohol, Substance Use and Psychosocial Competence of 
Adolescents in Selected Secondary Schools in Uganda: A Cross Sectional Survey. 
International neuropsychiatric disease journal, 2016. 7(2): p. 25387-25387. 

78. Donabedian, A., Evaluating the quality of medical care. The Milbank memorial fund 
quarterly, 1966: p. 166-206. 

79. Kruk, M.E., et al., Measuring quality of health-care services: what is known and 
where are the gaps? Bulletin of the World Health Organization, 2017. 95(6): p. 389. 

80. Kruk, M.E., et al., High-quality health systems in the Sustainable Development Goals 
era: time for a revolution. The Lancet Global Health, 2018. 

81. Institute of Medicine, Crossing the Quality Chasm: A New Health System for the 
21st Century. 2001, National Academies Press (US). Copyright 2001 by the 
National Academy of Sciences. All rights reserved.: Washington (DC). 

82. Donabedian, A., The Quality of Care: How Can It Be Assessed? JAMA, 1988. 
260(12): p. 1743-1748. 

83. Topp, S.M., <em>The Lancet Global Health</em> Commission on High Quality 
Health Systems&#x2014;where's the complexity? The Lancet Global Health, 2017. 
5(6): p. e571. 



 45 Background & Conceptual Framework 

84. Berwick, D. and D.M. Fox, “Evaluating the quality of medical care”: Donabedian's 
classic article 50 years later. The Milbank Quarterly, 2016. 94(2): p. 237-241. 

85. Hanefeld, J., T. Powell-Jackson, and D. Balabanova, Understanding and measuring 
quality of care: dealing with complexity. Bulletin of the World Health Organization, 
2017. 95(5): p. 368. 

86. Stewart, M., Towards a global definition of patient centred care. The patient should 
be the judge of patient centred care, 2001. 322(7284): p. 444-445. 

87. Patel, V., et al., Treatment and prevention of mental disorders in low-income and 
middle-income countries. The Lancet, 2007. 370(9591): p. 991-1005. 

88. Barry, M.J. and S. Edgman-Levitan, Shared Decision Making — The Pinnacle of 
Patient-Centered Care. New England Journal of Medicine, 2012. 366(9): p. 780-
781. 

 



 

 

46 

 

  



 47 Research Design 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Chapter 3 
Research Design 

 



 

 

48 Chapter 3 

3.1 RESEARCH QUESTIONS 

As stated in Chapter 1, the main aim of this thesis is to obtain insights into and 
explore the challenges of ensuring equitable quality MNS care and coverage at 
the local health system (LHS) level in eastern Uganda. By doing so, we hope to 
contribute to further strengthening the case for sustained global efforts that strive 
towards patient-centered, integrated and high-quality mental health systems of 
care for all. 

Based on this primary overall objective exploring MNS disorders, and using the 
Quality of Care (QoC) conceptual framework for addressing it, the main research 
question was formulated to be: 

How, and in what ways, can local health systems provide equitable quality 
MNS care and coverage in eastern Uganda? 

Within this, four sub-questions were formulated that guided all subsequent work 
– especially at the study-level: 

Sub-question 1: What are the current situational analyses of and perceptions 
towards quality of care and patient-centered care in Uganda? 

Sub-question 2: What are the conceptualisations and associated help-seeking 
behaviours of various MNS disorders from the local individual, family and 
community levels in eastern Uganda? 

Sub-question 3: What is the level of available quality MNS services and provisions 
within the local health system in eastern Uganda? 

Sub-question 4: To what extent is the integrated provision of quality MNS care 
within primary health care possible in eastern Uganda? 

Figure 3.1 presents an overview of the research questions and their relation to 
Findings Section of this thesis. Table 3.1 further illustrates how each thesis 
chapter and the findings of each are related to our research questions. Hereafter, 
this chapter presents the overall research approach and design that steered the 
thesis, and the specific research methodologies used to answer the above 
research objective and questions.  
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Figure 3.1 Schematic overview of research sub-questions, Findings Section and thesis chapters 

 

Table 3.1 Tabular overview of research sub-questions, Findings Section and thesis chapters 

Research Questions 
Findings 
Section 

Thesis Chapters 

4 5 6 7 8 9 10 11 

How, and in what ways, can local health systems provide 
equitable quality MNS care and coverage in eastern 
Uganda? 

All         

1. What are the current situational analyses of and 
perceptions towards quality of care and patient-
centered care in Uganda? 

Part I         

2. What are the conceptualisations and associated help-
seeking behaviours of various MNS disorders from the 
local individual, family and community levels in eastern 
Uganda? 

Part II         

3. What is the level of available quality MNS services 
and provisions within the local health system in eastern 
Uganda? 

Part III         

4. To what extent is the integrated provision of quality 
MNS care within primary health care possible in eastern 
Uganda? 

Part IV         
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3.2 RESEARCH APPROACH 

The chosen research design and methodological approach was a process 
outcome from identifying the research questions [1]. As a whole, this PhD 
research was based on the principles of transdisciplinary research, participatory 
research and the action spiral, and mixed-methods research – all of which was 
within the purview of health policy and systems research. 

Transdisciplinary approach 

Transdisciplinary research (TDR) is simultaneously both a theoretical and applied 
approach that brings together a multitude of perspectives in generating and 
utilising conceptual, empirical and practical knowledge that lends to a coherent 
and comprehensive analysis of relevant cultural, social, environmental, 
economic, political and systemic factors that influence health and well-being [2]. 
It is an inclusive research approach which transcends the discipline-based 
boundaries and dichotomies between academic and non-academic spheres 
inherent within multi- and interdisciplinary research, by viewing research as “a 
process of collaboration between scientists and non-scientists on a specific real 
world problem” [2, 3].  

This thesis adopted a transdisciplinary approach, which set the tone for 
continuous multi-stakeholder engagement as part of the overall PhD research. 
The inclusion of relevant stakeholders, and the co-creation of knowledge by all 
actors who may have relevant knowledge concerning societal problems in 
research, purports towards ensuring knowledge democracy [4]. By combining 
scientific research and evidence, as well facilitating the decision-making capacity 
of all knowledgeable stakeholders [5], these guiding principles of TDR allow it to 
address complex, culturally embedded problems and play a role in ensuring 
sustainable outcomes [6]. Thus, the TDR approach was viewed as an effective 
and practical approach to respond to the complex problem of equitable quality 
MNS health care and coverage in resource-constrained settings. 

Participatory approach 

With transdisciplinary principles in mind, this thesis naturally embraced 
participatory and community-engaged practices to ensure the active 
representation of all relevant stakeholders and provides multi-perspective 
assessments of a complex social issue. 

Participatory Action Research centres around the notion that collective, self-
reflective enquiry through partnership and participation can create greater 
understanding – and through that, action for change. It takes into account the 
historical, cultural and local contexts, as well as lived experiences and experiential 
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knowledge of research participants as valid and crucial forms of enquiry [7]. 
Community-based participatory research is a form of collaborative community-
engaged study which generates outcomes that are meaningful to the 
communities with and for whom the research is conducted [8], and 
simultaneously urges the researcher to be more conscious of why we engage 
with research the way in which we do, while working towards addressing health 
disparities [9]. Taking it a next step further, Critical Participatory Action Research 
creates space for critical discourse into own irrationalities, ineffective, unjust or 
unsustainable practices by engaging with self-reflection [10]. This insightful social 
analysis can lead to transformational change, and it is often through the well-
known Action Research self-reflective spirals consisting of Plan-Act-Observe-
Reflect-Repeat cycles [10].  

These principles of community-engagement and the iterative Action Research 
spirals for reflection and action, were key in this thesis’ methodological approach. 
It was adopted in all phases of study, including the way research was perceived, 
i.e., that the whole process of research should be a dissemination endeavour. 
We viewed dissemination as a “series of successive phases rather than one 
event” [11], that begins from research proposal development and 
conceptualisation to the end of formal data collection and interpretation of 
findings; from the initial stages of uptake to long-term utilisation of generated 
knowledge. Dissemination is thus both a key element and tool in community- 
and stakeholder-involvement and engagement, and is not usually an end in and 
of itself [12].  

Qualitative and Mixed-Methods approach 

Thus, from the very start this thesis lent towards qualitative and mixed-methods 
approaches as being the most appropriate methodological choice, especially in 
keeping with the principles of Action Research and dissemination as being 
crucial components of any transdisciplinary research design [5]. Both qualitative 
and mixed-methods have the virtue of eliciting context-specific learnings that 
value both empirical and experiential forms of knowledge that are embedded in 
social relationships. It was important for the thesis to partake in a methodological 
approach that allowed for flexibility and iterative knowledge co-creation. 
Especially since we hoped to inform potentially towards real-enacted changes in 
policy and clinical-practice, enhanced accountability, and ensured ownership 
and sustainability of MNS health and care in resource-constrained settings [13, 
14]. 

In this regard, mixed-methods research, through its use of triangulation, 
integrated analyses and contextual specificity, can be particularly suitable in 
opening the black-box of, and comparing multiple perspectives on, complex 
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health problems like MNS disorders and provision of their care [15]. Mixed-
methods designs also allow for local-understandings of the real-life worlds and 
complexities that are present in the “multi-layered nature of community and 
health care contexts” [16], in this case specific to the Ugandan context. This 
strategy especially helped further our knowledge, understanding, and 
appreciation of the underlying mechanisms of current MNS health care and 
policy implementation practices in Uganda . 

Health Policy and Systems Research 

The scope of this PhD research is situated within the field of Health Policy and 
Systems Research (HPSR). HPSR has been broadly defined as the “production of 
new knowledge to improve how societies organize themselves to achieve health 
goals” [17]. It is characterised as a multi- and inter-disciplinary field of study, 
focusing particularly on LMIC contexts, without the bounds of specific 
methodologies thus creating spaces for both explanatory and exploratory forms 
of study [18]. While it is acknowledged that health policies and systems are 
complex phenomena influenced by social and political realities and our human 
interpretations of these realities [19], HPSR nonetheless endeavours to engage 
with societal and national development through health systems strengthening 
[18].  

To effectively engage in this, there are calls for systemic and paradigmatic 
changes in the ways in which global health rises to the challenges of achieving 
policy goals like primary health care and universal health coverage [20]. These 
shifts include widening the purview of HPSR by firstly, including not only positivist 
clinical and epidemiological understandings of disease, but also the relativist 
reflections of health policies and their implementation [19]. In this regard, the role 
of the social sciences and qualitative forms of enquiry cannot be stressed enough 
[19, 20]. Secondly, it is important to also take into account the connected and 
complex nature of larger geo-political international systems, national health 
systems, and local health systems [18]. Finally, it would be important to 
concurrently ensure that relevant local and national stakeholders have the rights, 
autonomy and required capacities to determine the nature and progress of 
HPSR that required in their particular context [21].  

To underscore a more transdisciplinary approach, this thesis also includes within 
its working definition of HPSR, the communities in which the daily nuances of 
health and well-being play out. By bringing to the forefront and making 
transparent knowledge that is inherent to an individual and/or community’s lived 
reality, transdisciplinary HPSR can aim at making already existing forms of data 
and circumstances become pragmatically available and reusable by the 
individuals and communities themselves. We considered this as an essential 
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facet in deepening understandings of MNS-related health policy and systems 
challenges, as well as in reducing knowledge-gatekeeping tendencies, and 
ensuring knowledge democratisation processes within HPSR.  

Thus, the overall mix of research approaches within this PhD highlights how we – 
a transdisciplinary, participatory, iterative, community- and stakeholder-
engaged, mixed-methods and health systems approach – generated context-
specific understandings of, and solutions for, the local realities of MNS health and 
care provision in resource-constrained eastern Uganda. 

3.3 METHODS 

Study design 

According to Leech and Onwuegbuzie’s [22] typology of mixed method 
designs, this research followed a partially mixed, exploratory status design 
(QUAL + Quan). It was effected through an Action Research spiral that was 
participatory and iterative in nature, with two action phases.  

Based on the then existing literature a first action phase of research focusing on 
a qualitative exploration of perinatal mental health issues at local health system 
in eastern Uganda was conducted. As part of the Action Research Spiral this was 
followed by a reflection and analyses period. Within this first phase of research, 
we came to know of the existence of a mental health clinic (MHC) within Iganga 
District Hospital. This consequently led to an iterative planning stage in which a 
new follow-up study design and protocol was created. This second action phase 
focused on MNS care provisions at Iganga District Hospital’s MHC and was a 
mixed methods case-study design. 

The research was a community-based, health systems research, and in order to 
adequately answer the research questions, worked with both qualitative data as 
well as quantitative data. While the qualitative portions of the study were the 
primary methodological application of the research, the quantitative portions of 
the study served to complement the qualitative portions of the study, through 
data triangulation and integration.  

Study setting 

Uganda is a small, landlocked, low-income country in East Africa. The country is 
divided into 111 districts, which is further subdivided into counties, sub-counties, 
parishes and finally villages. Villages are the smallest administrative unit, covering 
approximately 1000 persons. 

This PhD research took place across the eastern rural districts of Iganga and 
Mayuge, which is located in the Busoga sub-region of the country. The districts 
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are approximately 120 kilometres or 2.5hours drive east of Kampala, the capital 
city of Uganda, along the Uganda-Kenya highway. The estimated total 
population of Iganga district was 504,197 in 2014 with approximately 58% of the 
total population aged 0-17 years, while Mayuge district has just under half a 
million in population [23, 24]. The districts are typical of most Ugandan rural 
population – subsistence farming is the main source of earning and livelihood of 
over 60% of households [23]. The primary languages spoken in the district are 
Lusoga, Luganda, English and Swahili, while religious affiliations include 
Protestants, Muslims, Catholics, faith-based and traditional cultural beliefs [24]. 

Additionally, the two districts of Iganga and Mayuge are host to the Iganga-
Mayuge Health and Demographic Surveillance Site (IMHDSS), which is a 
community-based research centre operated by the Makerere University Centre 
for Health & Population Research (MUCHAP). The IMHDSS covers an area of 
155km2 made up of 65 villages in seven sub-counties under the leadership of 
the two districts. It has been operational since 2005 and is an open population 
cohort that collects basic demographic data (births, in and out migration, 
marriage status) of all residents in the area under surveillance. Currently, there 
are 94,568 individuals living in 18,634 households that are enrolled with the 
IMHDSS. The average size of a typical household is 5 individuals in rural and 4 in 
peri-urban areas. The male to female ratio is 96:100. The majority of the people 
in the IMHDSS cohort are young people below 15 years.  

Uganda has a decentralised public health system, which provides free of cost 
biomedical care [25]. It has a six-tier organisation, from the lowest to the highest 
level of health facility and care provision. The lowest level begins in the villages 
themselves with Village Health Teams (VHTs) who are community health workers 
mainly tasked with health promotion activities. This is followed by various health 
centre (HC) level. First is a level two health centre (HC II) at the parish level which 
provides mostly maternal health and some basic general out-patient health 
services. Next is the level three health centre (HC III) that provides both in-patient 
and out-patient maternal health services and other general outpatient services. 
Level four health centres (HC IV) are larger health centres serving district 
populations providing both in and out-patient care, as well as some having a 
small operating theatre. In some districts this level is also served by a district 
hospital, which has specialist service units (such as paediatrics, ENT, mental 
health clinics) in addition to the in- and outpatient care. Level five consists of 
regional referral hospitals which serve the population of entire regions of the 
country. Lastly, level six includes the two national referral hospitals located in 
Kampala – Mulago hospital is the national general health care referral hospital 
and the other is Butabika national psychiatric/mental health referral hospital. 
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The local health system in Iganga and Mayuge district consists of four levels of 
care, starting from the village based VHTs, to HC IIs, to HC IIIs, and Iganga district 
having one public district hospital (Iganga District Hospital), while Mayuge 
district has a public HC IV at their top tier. Alongside public health facilities are 
several private for-profit and private non-profit health care facilities, as well as 
many recourses to alternative systems of care. These include traditional birth 
attendants, traditional healers, faith healers, herbalists, religious healers and the 
like. 

Within each level of the public health system, there are respective government 
administrative structures which implement and monitor all programmes, each 
being responsible for different levels of health care provision within the health 
system. At the village level, this consists of local council level one (LC 1) which 
governs the everyday administrative management. At district level, there is the 
district health office and the district health management team which coordinates 
all local health system care, including that of IMHDSS. 

Phases of research 

Phase One (March 2016 to May 2016). The first action phase of research 
focused on perinatal mental health issues at front-line health facilities – perinatal 
depression was seen as a “tracer” to identify and explore underlying systemic 
weaknesses in the management of MNS disorders at large. This first action phase 
took place specifically within four rural villages across the two study districts. This 
was community-based in the villages of Busowobi and Kiboyo in Iganga district, 
and Buwaiswa and Kabayingire in Mayuge district. At the health facility level, the 
study took place in two HC IIIs within Busowobi village in Iganga and Buwaiswa 
village in Mayuge, as well as in Iganga District Hospital. The four study villages 
were purposively selected to ensure that within each pair of villages per district, 
each village had access to the same HC III, which are public lower-level, front-line 
health facilities providing basic out-patient and maternal and infant health 
services. Total qualified clinical staff at each HC III ranged from three to eight, 
while daily on-duty staffing ranged from one to four.  

This phase of work consisted of a qualitative enquiry. This methodology was 
specifically chosen in order to generate grounded, locally-derived, and hands-
on qualitative data. This fed into the aim of tapping into often marginalised and 
underutilised forms of knowledge about perinatal and other MNS disorders – 
knowledge that is seldom explicitly evoked or spoken of  amongst individuals 
and/or communities in this context. Empirical findings from this phase can be 
found in Chapters 6, 8, and 10. 
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Phase Two (September 2016 to February 2017). Iteratively selected and 
based on the findings of the perinatal phase of study, the second action phase 
of research took place in the mental health clinic (MHC) of Iganga District 
Hospital, as well as across Iganga district (depending on where participants 
lived). The district hospital serves a catchment population of approximately 
1.5million, coming from across six neighbouring districts. Within the district 
hospital there is an outpatient MHC that, in this district, is a point of access to 
specialised neuropsychiatric care. The MHC provides outpatient 
neuropsychiatric services and access to psychotropic medication from Monday 
to Friday. At the time of study, the staff at the MHC consisted of four health care 
professionals: one psychiatric clinical officer, a psychiatric nurse, and two nursing 
aides. The cost of care at the MHC is covered through the public health system, 
however, it frequently suffers from medication stockouts resulting in out-of-
pocket medication expenses for patients.  

This phase of work was a mixed-methods enquiry. In addition to exploring 
experiential forms of knowledge through qualitative enquiry as described in 
Phase One, we also wanted to tap into existing quantitative data within the local 
health system. From an analytical perspective, there is also great value in 
appreciating and utilizing, the frequently under-valued and under-tapped, 
existing routine HMIS data. Analyzing routine HMIS data can be an additional 
and relatively “cheap” source of information towards a (problem-solving 
oriented) understanding of what is going on – and what is not going on – on the 
ground. Naturally, analysis needs to take into account possible flaws in terms of 
reliability and quality of the routinely collected data at the front-line of the health 
care delivery system. Within Phase Two of research, the routine HMIS data of the 
MHC is utilized as an additional source of insight, adding to our understanding 
and knowledge of MNS disorders within this context. Empirical findings from this 
phase can be found in Chapters 7, and 9. 

Ongoing analysis of QoC + Validation of key findings (across field work and 
August 2018). Additionally, we conducted a scoping review to analyse QoC 
and the relevance of patient-centered care in sub-Saharan Africa. To further this, 
an in-depth multi-stakeholder situational analysis of patient-centered care 
specifically in Uganda was subsequently carried out. To validate our empirical 
findings from the field, we ensured process dissemination through the PhD 
timeline, while additional explicit dissemination workshops were also conducted 
in August 2018. Whether it was the qualitative or quantitative strands of work 
within this research, from the beginning our findings were always meant to feed 
back into the local health system that generated them. For instance, through the 
qualitative strands of work we aimed to ensure that the marginalised voices of 
persons living with MNS disorders, and their caregivers, were given a space to 
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be heard. The quantitative HMIS analysis of this research was also built upon the 
premise that the HMIS should be there in the first place to be used locally – to 
help local managers and planners to take informed decisions, as well as to 
motivate the ones at the front-line who spend (much of) their time in collecting 
these data. There needs to be a feedback loop in which the individuals, 
communities, and health workers in a local health system, can visualize and see 
what this data can mean for their day-to-day lives and work. The findings from 
this phase can be found in Chapters 4, 5, and 11. 

Figure 3.2 below highlights Phases One and Two of research, their resultant 
empirical research chapters, and putting it all together with the chapters on 
ongoing QoC analysis and validation within this thesis . 

 

Figure 3.2 Phases of research and empirical research chapters within Findings Section of thesis 

 
 

Methodological details per phase of research 

Specific details – on the study setting, sampling and recruitment of the 

participants under study; chosen strands of research; as well as specific data 

collection techniques and analyses methods utilised – can be found in the 

methods sections of each of chapters in the Findings Section (Chapters 4 – 11). 

Due to the transdisciplinary nature of this thesis, we first identified and then 

engaged with the appropriate stakeholders groups as related to both QoC and 

MNS disorders in Uganda. Table 3.2 highlights the stakeholder categorisations 

used to first categorise and then recruit relevant participants to take part in this 

research. Exact numbers of participants from relevant stakeholder groups who 

participated within each phase of research can be found in the methods sections 

of these chapters.  
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Table 3.2 Stakeholder classification criteria 

Level of Stakeholder 
Type of 

Stakeholder 
Description of Stakeholder* 

Primary 
Stakeholder 

The beneficiaries§ • Perinatal women who may be at risk from 
perinatal depression, during the time of 
pregnancy and post delivery 

• Adult men and women who may be at risk of 
an MNS disorder 

Secondary 
Stakeholder 

Those directly 
involved in the care 
of the beneficiaries 

• Care givers: Group of people who see and 
face the everyday reality and brunt of care 
taking and responsibility towards primary 
stakeholder group. E.g. Family and/or 
household such as parents, spouses, children, 
extended family/ community members 

• Care providers: More formal group of people 
involved in the care and treatment of primary 
stakeholder group. E.g. Health workers, 
midwives, nurses, traditional healers, faith 
healers, social workers, psychologists, 
psychiatrists, health system administrators 

Those whose 
jobs/lives may be 
affected by the 
lives of the 
beneficiaries 

• People who may come across, interact with 
and possibly influence the lives of the primary 
stakeholders through their various job or 
community related lives. E.g. Police/law 
enforcement, employers of the primary 
stakeholders, village heads, community 
members 

Key Informants 

Government 
stakeholders 

• Those who play a crucial role in determining 
mental (and physical) health care systems on a 
national (and global) level. E.g. Legislators, 
district level administrators, and national level 
policy makers such as the Ministry of Health, 
mental health policy and strategy makers, and 
national insurance scheme creators 

Other vested 
parties 

• Those who are all involved in the field of MNS 
health care and have their own agenda and 
reasons for partaking and being interested in 
the field. E.g. Academic actors, public health 
specialists, civil society groups, and national 
and international funding organizations, and 
pharmaceutical companies 

Others who may 
have some form of 
tangible influence 

• Community/tribal/religious leaders, media and 
others 

*Inclusion criteria for participation, included adults ages 18 and above 

§For ethical considerations, no persons with diagnosed MNS disorders were active participants of this thesis 
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All participants in Iganga and Mayuge were recruited through our contacts at 

MUCHAP/IMHDSS and the district health authorities; all Kampala based 

participants were recruited through Makerere School of Public Health. A team of 

locally based, Lusoga speaking research assistants were hired to assist with data 

collection in Iganga and Mayuge. All analyses were furthered by on-field 

analyses with the research team, local academic colleagues and supervisors, as 

well as PhD supervisors.  

3.4 RESEARCH VALIDITY 

Public health research done in the real world aims at ensuring that all 
procedures, data, results, and conclusions being drawn are valid. Validity 
in this case is defined as, the extent to which these methods, findings and 
conclusions drawn are meaningful and credible indicators of the content 
and constructs being measured [26]. Validity in mixed-methods research 
is complex. However, the crux of mixed-methods lies in combining the 
complementary strengths of qualitative and quantitative research 
methods, which should ideally outweigh their otherwise nonoverlapping 
weaknesses [27]. From this perspective, social science can further support 
HPSR by lending to richer explorations of context; supporting policy 
dialogues and learning; as well as enhancing the rigour and quality of 
research being conducted [19]. 

Within this thesis, several measures were embedded within the research 
to minimise research bias and ensure accurate representation and the 
legitimate interpretation of the findings. Measures taken in this thesis that 
were common to both qualitative and quantitative methods, included:  

(i) Forward- and back-translation of all data collection tool guides to 
ensure that conceptual meaning and linguistic accuracy was retained, 
respectively; 

(ii) Pre-testing of all tool guides in a neighbouring district (Kakira district) 
that had similar cultural, linguistic, geographic and economic features 
as our study field site; 

(iii) Recruitment of locally embedded research assistants (through the 
IMHDSS/MUCHAP) who spoke the local language of Lusoga and were 
already specialised in either qualitative or quantitative data collection 
methods.  

Specifically, for qualitative methods, the use of open-ended and non-
leading questions in our tool guides; daily team debriefing sessions post 
data-collection and ongoing-field analysis leading to in-field data 
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saturation; triangulation of various perspectives and types of data; 
independent coding followed by analytic consensus building by multiple 
team members, as well as researcher-reflexivity ensured the credibility of 
the findings presented in this thesis. For the quantitative section of work, 
we used independent double observations followed by consensus-
generation; independent double data entry of all paper-based data into 
electronic databases, as well as the use of two statisticians to reach 
agreement in the findings and their presentation.  

Finally, the biggest strength of this research lies in the iterative, 
transdisciplinary and community-engaged nature of the study. Working 
with Makerere School of Public Health and the IMHDSS/MUCHAP 
embedded us in within the local context from the very beginning. The 
continuous engagement of relevant stakeholders, including the 
development of each phase of study all the way to final dissemination 
endeavours, ensured local and contextual validation of our findings 
throughout the process of research. The triangulation of multiple methods 
and stakeholder perspectives were as crucial as the multi-disciplinary team 
of researchers involved, which included psychologists, psychiatrists, 
medical anthropologists, maternal health experts and health systems 
specialists. 

3.5 ETHICAL CONSIDERATIONS 

Ethical (and regulatory) review  

The protocols and translated data collection tool guides of both phases of 
research (Phase 1 on perinatal mental health and Phase 2 on the MHC case study, 
respectively), both received formal ethical approvals from the Institutional 
Review Boards of the Institute of Tropical Medicine in Antwerp, Belgium (Nos. 
997/15 and 1125/16), Makerere University, School of Public Health in Kampala, 
Uganda (Nos. 299 and 452), and the Ugandan National Council for Science and 
Technology (Nos. HS 1888 and SS 4184). This also included a formal working 
agreement with the Iganga Mayuge Health and Demographic Surveillance Site 
(now formally known as the Makerere University Centre for Health and 
Population Research) (No. PMH/001/09/2015). 

No participants were enrolled, or any research related activities were performed, 
before the official approval from these bodies was obtained. The study was 
carried out according to the principles stated in the Declaration of Helsinki, all 
applicable regulations and according to established international scientific 
standards. 
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Risk to participants 

MNS disorders are stigmatised in the Ugandan context [28]. Hence, there was a 
potential for risk for the beneficiary and caregiver groups of stakeholders being 
identified as participants in either of the two phases of research of this thesis. As 
such we were aware of potential risk of study association for women living with 
perinatal depression or patients and their families attending the MHC. This risk 
was mitigated in phase one since the study did not diagnose, identify or label 
any women with perinatal depression or other mental health problems, and all 
recruitment of perinatal women was done through the general health care 
services at primary health facilities at the village level. For phase two, the study 
took place in the out-patient department of the MHC of Iganga district hospital, 
where all service-users and their caregivers were already attending the clinic and 
self-identified as needing MNS care, hence there was no extra risk than already 
present.  

Additionally, while there was no diagnoses given to any of the beneficiaries (nor 
was there any direct contact with the MHC patients themselves, only their 
caregivers) there was the minimal risk that through the process of recruitment for 
the research, study participants could have been triggered in re-living certain 
traumatic experiences or undergo psychological distress and discomfort. In such 
cases, there was the provision for immediate consultation at the Iganga District 
Hospital MHC itself for any participant requiring psychosocial support. For those 
who they did not feel comfortable going to the Iganga District Hospital MHC, 
then there was option for active referrals to Kamuli Hospital or Jinja Hospital (the 
nearest district hospitals) which also had the provisions for neuropsychiatric care. 
Thankfully, this provision was never needed to be put into practice. 

Being identified as participating in this study also carried a certain risk for other 
groups of stakeholders too. For health workers and health care professionals 
there was the risk of fearing consequential negative actions at a later stage, 
especially if they were to express unfavourable opinions towards current health 
care policies, national authorities and/or local managers. To reduce this as far as 
possible, we assured all participants of their confidentiality and pseudonymity 
during recruitment, informed consent and after ending data collection. In the 
reporting of any data we have minimised as far as possible the risk of 
identification of interviewees and attribution of findings to study participants. 
Despite these efforts, we are aware this risk may have led to reporting and/or 
acquiescence bias in our data collection which is an acknowledged limitation. 

As far as possible, for both phases of research, all forms of data collection were 
conducted discretely with participants and in as neutral and private a premise as 
possible, and if not, in a space that is as inconspicuous as possible to minimise 
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any potential risk or conflict. Additionally, we conducted several conscious and 
repeated stakeholder-engagements and dissemination efforts in the community 
and at the local health system level. These included giving small scale informal 
community based MNS health awareness and sensitisation talks, as well as 
continuing medical educational seminars for health care professionals across the 
districts. As such we are hopeful that the research promoted increased 
sensitisation and awareness in the local community of MNS health issues and 
may have helped in combating associated stigma of the topic and participation 
in the research.  

Informed consent 

Regardless of the phase of the study, all research participants were free to 
choose for themselves whether or not to participate in the study and then 
required to provide written informed consent for participation. The study 
participants, once identified, were first recruited verbally and invited for data 
collection. Post their verbal confirmation and acceptance, written informed 
consent was sought from each participant, which not only sought to gain 
informed consent from each participant but also explained the research, its aims 
and participant rights to them.  

To this end, depending on the stakeholder, the applicable informed consent 
form (ICF) was presented to the participant for signing and on acceptance, this 
form was counter-signed and dated by the researcher. The ICF was specific to 
and depending on both the topic under study, the specific type of data collection 
method, and the type of stakeholder being approached. There was also the 
option to sign a local language-based (Lusoga) ICF, which was primarily used by 
community-level participants. There was also a thumbprint and eye-witness 
informed consent procedure for any illiterate participants, which was also used 
at the community-level.  

Participants were informed that participation was completely voluntary, and that 
they had the possibility to opt-out, as well as have their data withdrawn at any 
time, without any negative consequences. No participant opted-out in either of 
the two phases of study. Due to the sensitivity of the topics and stigma associated 
with MNS disorders, participants were also informed they did not need to 
respond to any question if they did not feel comfortable doing so. All participants 
were also asked whether they accepted audio-recording of interviews and focus-
group discussions, as well as notetaking for any paper-based data collection – all 
participants who signed the ICF agreed on this.  

For both phases of work, all study participants were informed that at any point in 
the study, they were welcome to contact the Primary Investigator (the author of 
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this thesis) or local representative (one of the research team members) whose 
details had been provided, in regard to any feedback required. This was taken 
up in a handful of instances in the first phase of study when some perinatal 
women participants post-interview telephoned us to ask for guidance and advice 
on how to deal with their spouse who did not provide for the family, or what to 
do in the case of a miscarriage and other sexual-health related issues. 
Appropriate guidance and health-care advice, and if required a referral to the 
relevant health facility, was provided to the callers. 

Privacy and Confidentiality 

All collected data from both phases of study has been kept strictly confidential. 
As the principal investigator, I was responsible for creating coded and 
confidential reports of all participant data, as well securely storing all electronic 
data on an internal server of ITM, as per the Institute’s data management 
protocols, while paper-based forms are kept under lock and key in a secure 
location. All archived data has been be coded and/or pseudonymised for all 
personal identifiers to provide greater confidentiality and security for the study 
participants in both phases of the study. All paper-based forms, interview notes 
and related audio recordings, were given individual identifiers and stored 
separately from one another. All efforts were made to report findings that are 
lacking in identifiers and not be attributable to any one study participant. The 
peer-reviewed publications resulting from this research generally only contain 
aggregate group data or pseudonymised individual cases.  

Access to information and Compensation 

Having a formal working agreement with the IMHDSS/MUCHAP involved a one-
time payment for access to the IMHDSS data and available resources at their 
disposal. This included a 300USD payment that was to be kept aside specifically 
for dissemination purposes to be conducted by MUCHAP in collaboration with 
us based on the findings of this thesis. Currently, this money has been put aside 
to go towards a public service radio announcement on mental health awareness 
and sensitisation that is currently under development (more information on this 
can be found in Chapter 11). During data collection, compensation was not 
provided to any study participants for their involvement, except for refreshments 
and travel expenses for participants of focus-group discussions. This was 
provided at local normative rates as suggested by MUCHAP and their standard 
operating procedures. 
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An overview of the work on perinatal mental health (Chapters 6, 8, and 10) 
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An overview of the all the field work (Chapters 5, 6, 7, 8, 9, 10 and 11) was 

presented at: 

SPEED symposium on Partnerships, Policy and Systems Developments for 

Universal Health Coverage, 29th August 2019, Kampala, Uganda – Oral 

presentation  
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ABSTRACT 

Patient–centered care (PCC) is increasingly recognized as a key dimension of 

quality healthcare, but unfortunately remains poorly implemented in practice. 

This paper explores the current state of PCC in sub-Saharan Africa and potential 

barriers to its implementation, with a focus on public first line health services. We 

develop an analytical framework based on expert knowledge, field experience, 

and a conceptual literature review. Factors contributing to the (lack of) 

implementation of PCC are structured in three distinct but interacting layers. The 

first layer encompasses factors that influence and shape the performance of 

providers. The training of health workers is key in that respect. Training models 

remain dominated by a biomedical perspective, with little attention for 

psychosocial dimensions of the illness experience. The second layer of 

determinants relates to the structural and organizational features of the health 

system. The emphasis in many African health care systems on specific 

programmatic outputs, and the subsequent pressure this creates on health 

workers, jeopardize the delivery of PCC. The third layer is related to the broader 

socioeconomic environment in which health workers operate. Noteworthy is the 

gap between the “official” norms in the public sector and the actual behavior of 

providers. We then propose possible avenues for change for each of these three 

layers. We conclude by arguing the need for further fine-tuning of the framework 

outlined in this paper, investing in the contextual validation of measurement tools 

for PCC, and testing solutions in a participatory action research framework. 

KEYWORDS Patient-centered care; primary health care; people-centered 

health systems; sub-Saharan Africa   
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4.1 INTRODUCTION 

The American psychiatrist George Engel set the course for patient-centered care 

(PCC) in the late ‘70s with his famous plea for a new medical model [1]. He 

criticized the excessively narrow (biomedical) focus of clinicians in regarding 

patients as objects and the denial of including patients’ subjective experiences 

in scientific study. In doing so, he championed an ideology focused on reversing 

the dehumanization of medicine and disempowerment of patients. Later, 

Western family physicians and psychiatrists adopted and developed PCC, 

inspired by their daily practice, as a more comprehensive approach compared 

to the traditional biomedical view [2]. Progressive conceptualization of this “good 

practice” resulted in what is now acknowledged as an essential component of 

quality of care [3].  

From a scientific perspective, a growing body of evidence underpins the crucial 

role of PCC in improving not only process indicators (e.g., patient adherence, 

better integration of preventive and promotive care [4–6]) but also outcome and 

impact indicators (e.g., patient satisfaction, quality of life, and survival [7–9]). More 

recently, evidence from behavioral and social sciences has shed light on why and 

how PCC works by identifying the mediators behind these improved outcomes 

(e.g., the role of perceived autonomy [10]). An obvious example is the crucial role 

of PCC in self-management, the cornerstone of chronic disease management 

[11]. Indeed, self-management is one of the reasons PCC has become 

increasingly relevant in low- and middle-income settings where health systems 

face dramatic transitions from acute to chronic diseases [12]. We emphasize that 

PCC is not in contradiction with evidence-based medicine but needs to combine 

(useable) evidence with professional expertise and the individual’s context so 

that patients receive optimal treatment. As Greenhalgh and colleagues argue, 

evidence-based medicine should accommodate basic scientific principles, the 

subtleties of clinical judgment, and the patient’s clinical and personal 

idiosyncrasies [13]. 

From a moral perspective, different arguments support a patient-centered 

attitude [14–16]. Apart from its contribution to positive health outcomes, treating 

a patient with dignity and respect reflects deontological norms; in following a 

virtue-based approach, PCC can be seen as ‘the right attitude to treat a patient’ 

[14]. 
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PCC also deserves a prominent role in the current worldwide effort toward 

universal health coverage (UHC) [17, 18]. Policies on universal UHC have 

traditionally focused on financing and expansion of health care coverage, but 

they have largely fallen short in addressing the issue of quality of care [19, 20]. 

PCC is relevant to any type of care, ranging from preventive to curative and 

rehabilitative care for both acute and chronic conditions. PCC is also tailored to 

each unique individual, facilitating inclusion and equity [15, 16]. As such, it can 

uniquely unite quality of care, equity, and universality. 

Despite all the evidence and the growing acceptance by global policy makers of 

PCC’s importance [21, 22], it has proved to be difficult to implement in many of 

the current health care systems [16, 23]. As of yet, for example, little work has 

been done analyzing the dimension of PCC in low-income sub-Saharan African 

countries. We wish to take a step toward addressing this knowledge gap and ‘set 

the scene’ by engaging in a broad exploration of why PCC is (still) poorly 

developed in Africa and some possible ways forward. Our overall aim in these 

exploratory musings is to put the issue of quality of health care – and more 

specifically the patient-centered character of it – much higher on the international 

(research) agenda, especially in light of UHC policies. 

Concretely, we will focus on factors influencing providers in the first-line services 

of public health care systems. These structures are the backbone of most health 

systems in low-income African countries and generally staffed by small multi-

purpose teams of front-line health workers – in many instances, nurse 

practitioners and nurse aides, but increasingly also medical doctors. In the first 

part, we will define PCC, situate it in the emerging international debate on 

person- and people-centered systems, and propose a basic analytical 

framework to study PCC in the context of sub-Saharan African health systems. In 

the second part, we will present a brief overview of the current status of PCC in 

these systems, and guided by our analytical framework, explore different layers 

of external factors influencing providers in their delivery of PCC. In the final part, 

we look into some of the avenues that could eventually enhance the patient-

centered character of health care in African health systems. 
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4.2 METHODOLOGICAL APPROACH 

Evidence collection 

This paper is based on peer-reviewed and grey literature. Papers were searched 

purposively in Medline and Google Scholar, with a substantial part of the 

literature on PCC coming from the field and practice of (Western) family 

medicine. Our search strategies included reference tracking, “asking around,” 

and being alert to serendipitous discovery [24]. Three of the authors of this paper 

(BC, JDM, and JVO) are faculty from the public health department of the Institute 

of Tropical Medicine (ITM), with an accumulated experience of several decades. 

They are also medical doctors by training with hands-on experience in family 

medicine in Belgium and the Netherlands. Whether consciously or not, this 

‘identity’ probably contributed to shaping their views. 

Our analysis also found inspiration in the longstanding empirical work of ITM in 

African health systems, at the levels of both local health care delivery systems and 

policy. This experience includes field observations, informal interviews with local 

health caregivers and managers at all levels of the system, communications with 

health policy makers, and exchanges with students. For many years, the ITM has 

been organizing an experiential and interactive master’s in public health course 

for mid-level managers and clinicians from low- and middle-income countries. 

This course has been and still is a powerful opportunity to discuss the issue of 

quality of health care with health professionals from all over the world. 

Defining PCC 

The United States Institute of Medicine has proposed six specific areas for 

improving 21st-century health care systems [3]. Health care should be safe, 

effective, timely, efficient, equitable, and patient-centered. They defined PCC as 

“providing care that is respectful of and responsive to individual patient 

preferences, needs, and values and ensuring that patient values guide all clinical 

decisions” [3]. Moira Stewart has provided an emerging international definition 

of PCC [25]: “care which (a) explores the patients’ main reason for the visit, 

concerns, and need for information; (b) seeks an integrated understanding of the 

patients’ world – that is, their whole person, emotional needs, and life issues; (c) 

finds common ground on what the problem is and mutually agrees on 
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management; (d) enhances prevention and health promotion; and (e) enhances 

the continuing relationship between the patient and the doctor.” 

Along the same lines, Mead and Bower [6], in their seminal paper, define PCC as 

encompassing the following five dimensions: 1) a biopsychosocial perspective, 

broadening the scope of medicine from organic diseases to a far wider range of 

dysfunctional states, and referring to the very useful distinction between disease 

and illness; 2) the patient-as-person, i.e., as an experiencing individual rather than 

the object of some disease entity, and emphasizing the unique identity of every 

patient; 3) sharing power and responsibility, with a greater patient involvement 

in care than is generally associated with the biomedical model; 4) a therapeutic 

alliance between patient and health worker as a fundamental requirement rather 

than a useful addition; and 5) the doctor-as-person, meaning that patient-

centered medicine is a ‘two-person medicine’ whereby the doctor is an integral 

part of the process and indicating that doctors are not purely interchangeable. 

Depending on the context, authors use the term ‘patient’ interchangeably with 

terms like person, people, client, resident, etc. We note an increasing popularity 

of the terms ‘person- and people-centered care’, emphasizing that individuals 

are (to be) active partners in their care process [26] and not the mere passive and 

obedient recipients of care prescribed by knowledgeable and powerful health 

workers [27]. We fully subscribe to the value of these considerations but 

nevertheless believe that the term ‘patient-centered care’ is more suitable to the 

focus of this paper: i.e., factors influencing providers in the interaction with a care-

seeking individual – whether that interaction is for curative, preventive, or 

promotional care. Moreover, the term ‘patient’ is still quite commonly used and 

understood by health providers and the general public [28]. 

How to analyze PCC? 

Mead and Bower proposed an elaborate model to analyze PCC.[6] Central to 

this model is the doctor–patient relationship, expressed in the form of a 

behavioral interaction between the two parties [6]. Potential influences are 

hypothesized at different levels: factors related to the patient, the provider, and 

the setting in which their interaction takes place. These elements in turn relate to 

the health system, the medical culture, and the embedding socio-cultural 

environment. 
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Liberati et al. distinguish two broad streams when it comes to promote (and 

investigate) PCC [29]. The first stream addresses PCC at the micro-level and 

focuses on the relationship between the patient and the provider. The second 

handles a more organizational and systems perspective (at both meso and 

macro levels) and looks into the structural, cultural, and procedural dimensions 

of health care organizations to achieve PCC. They further argue that meaningful 

connections must be built between the two streams.  

Inspired by these two approaches and focusing on PCC in the context of African 

health systems, we propose a basic model constructed around elements situated 

within three distinct but interacting layers (see Figure 4.1). The clinical encounter 

implies an interaction between a patient and a health worker – be it a medically 

trained worker, medical assistant, clinical officer, or nurse practitioner. A first layer 

of the model relates to the nature of this interaction, determined by external 

factors aiming to shape and improve providers’ performance and attitude (e.g., 

training, guidelines, incentives). A second layer of determinants is related to the 

structural and organizational features of the health services and health system in 

which the interaction is taking place. A third is related to the broader socio-

cultural environment in which health systems operate. 

 

 

Figure 4.1 The clinical encounter embedded in three distinct but interacting layers 
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4.3 ANALYSIS OF PCC IN AFRICAN HEALTH CARE DELIVERY 

SYSTEMS 

Current status 

For most of sub-Saharan Africa, rigorous evidence on PCC remains scarce. 

Existing peer-reviewed studies are mostly descriptive [30] and largely skewed 

towards specific health problems like maternal health and chronic infectious 

diseases such as HIV or TB. Several studies also mention a tendency among their 

study population to respond favorably to questions related to quality of care [30–

33]. Despite this tendency, the data on PCC-related aspects in African health 

centers are not very positive. These findings are in line with our own experience: 

conceptualization and practice of PCC still remain limited in low-income African 

countries. 

The studies we identified have investigated different aspects of PCC, using 

methodologic approaches from qualitative interviews to quantitative checklists, 

and taking the perspective of different actors (e.g., health providers, patients). 

This diversity made it difficult to compare them or to develop a structured 

synthesis. Instead, we will organize our findings per type of care they relate to: 

general primary care, maternal and reproductive health, and HIV/TB care. 

Concerning general primary care, a study in a rural area in central Ethiopia reveals 

that patients visiting local health centers perceived low empathy from doctors 

[34]. In a study in rural Sierra Leone, patients gave a high score to the doctors’ 

friendly approach, the interpersonal relationships, and information-sharing. 

Factors associated with shared decision-making received a lower score [35]. The 

authors mention that long-term patient–caregiver relationships are practically 

non-existent [35]. An ethnographic study in the capitals of Senegal, Mali, Ivory 

Coast, Guinea, and Niger confirms the difficult and provider-centered 

relationships between patients and health providers [36]. A study in rural Nigeria 

reports relatively high scores of patient satisfaction with health personnel 

empathy and courtesy [32]. A study in urban, peri-urban, and rural areas in 

Zambia reports disrespectful or unresponsive care that undermines patient trust 

in health worker values and professionalism [37]. 

Several studies related to maternal and reproductive health address aspects of 

PCC. In focus groups with childbearing women in rural northern Ghana, 
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participants spontaneously mentioned maltreatment in the form of physical 

abuse, verbal abuse, neglect, or discrimination [38]. Maltreatment was also 

reported in community interviews and in interviews with health care providers. 

Nonetheless, the majority of the respondents reported positive experiences [38]. 

In another study, rural Ghanaian women seeking reproductive care reported a 

lack of respect and privacy, a withholding of essential information, and an 

ignorance of their preferences [39]. A study with pregnant women in the 

southwest of Nigeria reports a high level of overall satisfaction, and at least two 

thirds of the study population reported receiving as much information as desired, 

while two thirds of the women also were unhappy about their involvement in 

decision-making with respect to birth planning and postpartum contraception 

[33]. A study of immunization services at primary health facilities in Calabar, Cross 

River State, Nigeria, reports low client satisfaction and attributes this to poor 

attitude of health care providers, long waiting times, and lack of respect for client 

rights [40]. A survey of patients receiving reproductive health services at the 

clinics at Mdantsane Township in Eastern Cape Province reveals dissatisfaction 

regarding confidentiality of services, options available to participants, and staff 

friendliness [41]. 

HIV and TB patients in a rural sub-district of KwaZulu-Natal, South Africa, reported 

being globally satisfied with the healthcare services received, while 52% of HIV 

and 40% of TB patients agreed that some staff did not treat patients with sufficient 

respect [42]. A study analyzing patient–caregiver interactions related to 

prevention of mother-to-child transmission of HIV in a rural area of Tanzania 

reveals disrespectful treatment, a power imbalance in favor of health workers, 

and unclear communication by health workers [43]. In contrast, the providers 

offered substantial psychosocial support [43]. In a study of home-based HIV 

counseling and testing in Kumi district, Uganda, the majority of the patients (94%) 

were satisfied with the received information and the interaction with the 

providers [44]. 

A lack of PCC may thwart health outcomes, which has, in the context of sub-

Saharan Africa, mainly been highlighted in studies focusing on adherence to 

treatment [45–48]. Patients also express a demand for a more person-centered 

approach according to a study in rural Sierra Leone [35], another in rural 

Tanzania,[49] and one in a semi-urban area of Mozambique [34]. A study in rural 

Nigeria emphasizes the importance of the local culture and religious beliefs in 
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care-seeking behavior favoring witch doctors over biomedically oriented public 

services which are less tailored to the population [51]. The study reveals that 

providers do not sufficiently take into account individual or contextual factors and 

may even treat patients disrespectfully to such an extent that patients speak 

about providers being abusive and inhumane. Patient preferences seem to be 

largely ignored, and they do not receive much information about their condition 

or treatment [51]. 

The nature of the patient–provider interaction 

Training and educational support 

A significant part of caregivers’ future attitude vis-à-vis patients is shaped during 

their training, which will thus influence them in being patient-centered or not [52]. 

In most African countries, training (still) is embedded in a strong hierarchical 

environment, prioritizing biomedical aspects over cultural, social, and 

psychological aspects. Medical training remains very doctor-centered, often 

ignoring the importance of patient preferences, needs, and expectations [36]. 

Historically, modern medicine in Africa was at its roots exogenous, imported by 

the colonial powers, and therefore not an emanation of African society [53]. 

Colonial medicine in Africa was largely characterized by hospital-centered 

curative care (with only a very basic offer of curative care in peripheral 

dispensaries) and vast disease-control programmes aiming to control endemic 

diseases. The concept and practice of general medicine as we know it in Western 

Europe, however, was not exported [53]. Compared to other continents, Africa 

today still lags behind in offering postgraduate training in family medicine and 

recognizing this type of training [54].  

In many African health systems, nurse practitioners are still the backbone of first-

line health services, even with today’s growing dynamic in posting medical 

doctors at this level in the health system. Tasks are delegated to less qualified staff 

through a process of standardizing diagnostic and therapeutic behavior, for 

instance via the use of decision aids and clinical guidelines [55]. Success stories 

of such standardization – effectively contributing to the expansion of health 

coverage and promoting local human resources for health – are well known [56–

58]. Standardization, however, tends to stimulate a reductionist approach to the 

patient’s story that leads to favoring objectively verifiable biomedical aspects of 

a particular disease. This is certainly the case in settings where a ‘mechanical’ use 
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of standardized guidelines is not challenged but is instead even promoted by 

hierarchy and the supervisors of the front-line nurse practitioners. In such a case, 

the more subjective biopsychosocial elements and clinical complexity related to 

chronic diseases and multimorbidity are often ignored. More seriously, a too 

rigid standardization may even contribute to dehumanizing the care process 

[36]. Stewart nicely conceptualizes the pitfalls of an abstraction process in which 

individual differences among patient illnesses are ironed out in the interest of 

generalization [2]. She argues that the price paid for the benefits of abstraction is 

a distancing of the health provider from the patient. Patients should always 

remain at the center of care while decision tools can inform both the patient and 

the physician. The actual decision should be a mutual agreement between 

patient and provider, obtained through negotiation and not through a rigid and 

bureaucratic adherence to a decision tree or a guideline.  

Motivational support  

A more recent policy in African health systems is to guide health workers via 

performance-based financing. This method has effectively improved 

performance of specific activities but may also induce unintended and perverse 

effects and discourage a holistic approach [59–61]. Incentives are preferably 

connected to specific and easily collectable indicators that are supposed to 

reflect performance as objectively as possible [62]. It is, however, a difficult 

endeavor in this performance assessment to avoid an undesirable fragmentation 

of elaborate care processes and to adequately capture the complexity of quality 

of care in general and its patient-centered dimension in particular. If addressing 

quality of care at all, chosen indicators mainly focus on structural aspects of the 

biomedical dimension of quality, which are far easier to measure than the 

biopsychosocial dimension [62, 63]. This imbalance in appreciation may 

disproportionally promote only specific aspects of quality and eventually 

discredit a holistic approach. When incentives are directly tied to such 

performance indicators, caregivers may lose interest in other aspects of quality: 

incentive salience may lower intrinsic motivation to maintain or adopt a patient-

centered attitude [64]. Furthermore, performance-based financing may promote 

a culture among caregivers of focusing on indicators rather than on patients. 

 



 

 

82 Chapter 4 

Organizational and Structural Health Systems Features 

Structural systems constraints 

Health system–related constraints on PCC in sub-Saharan Africa correspond to 

the prevailing weak status of structural health system elements (e.g., lack of 

qualified staff, weak information systems). Public underfunding, skewed towards 

capital investments, results in a poorly rewarded and underqualified health 

workforce. Ill distribution of this workforce and lack of essential equipment and 

drugs may further compromise their already limited availability through 

demotivation and overburdening, giving the opportunity to the often more 

numerous and accessible private providers to flourish [65, 66]. This configuration 

in which underfunded public systems are being overrun by heterogeneous 

private markets typically results in irregular ethical conduct with high user fees for 

poor services and may even further decrease public providers’ availability [65, 

66]. A longitudinal relationship between caregivers and patients is further 

compromised through difficulties in accessing health facilities and the 

sometimes high turnover of staff. In addition, a lack of medical files and weak 

health information systems hamper follow-up over time and adequate 

communication among caregivers, both of which are key elements in PCC [67]. 

The situation in the Democratic Republic of Congo exemplifies in an extreme 

way the difficult structural environment in which health services operate: i.e., a 

toxic combination of poor policies on human resources for health, substandard 

training programs in medical and nursing schools, and uncontrolled 

mushrooming of private clinics in virtually unregulated health system [68]. 

Mixed public–private systems 

Public health systems remain a major actor in the African health care delivery 

landscape. They are in most instances characterized by a pyramidal service 

structure with the district health system at its base [69] and a centralization of 

power at the top, typically operating in a bureaucratic “command-and-control” 

culture. These centrally planned government systems work side by side, but 

rarely in a coordinated manner, with an important – and growing – private sector. 

This private sector can be subdivided into (1) a private not-for-profit sector, 

largely composed of church-based health facilities, typically hospitals in rural 

areas, that may sometimes benefit from prominent philanthropic funding [70]; 

and (2) a growing and poorly regulated private commercial health care delivery 
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sector [71]. Such mixed public–private systems result in a high diversity of health 

care provision [65] in terms of type of establishment (from solo formal or informal 

providers to multispecialty hospitals) [72, 73] and type of care (from traditional to 

allopathic medicine). 

Another characteristic of these mixed health systems is that financing 

mechanisms and employment arrangements are often overlapping, which leads 

to a blurred distinction between the public and private domains [65, 74]. A 

concrete example is health workers moonlighting between their government 

facility and private clinics, creating a substantial conflict of interest [75–77]. Limited 

public health spending, significant managerial deficits, and a lack of procedural 

transparency strongly compromise public health services and typically result in 

very high out-of-pocket spending while quality remains poor [65]. These 

characteristics may hinder PCC, as reported in a study in Zambia where weak 

trust in health center managers’ organizational capacity and the perception of 

unfairness have undermined teamwork and enabled disrespectful treatment of 

patients through blame-shifting and one-upmanship [37].  

Vertical programs 

The health care landscape in most sub-Saharan African countries is further 

characterized by a myriad of disease specific or vertical programs bringing in 

important resources, generally earmarked, but also contributing to 

fragmentation. Global initiatives, international organizations, and donors have 

often promoted these disease-specific programs, which can be very effective 

and efficient in tackling a particular disease but may distort the local and national 

health system [78, 79]. These programs may also bend the offer of care in favor 

of a selected group. International donors have attempted to address these 

negative effects through incorporating health system strengthening in their 

approach, but the lack of a specific definition allows a broad interpretation of this 

concept [80]. Concentrating on one particular disease tends to go against the 

holistic nature of PCC and may stimulate providers to focus on diseases rather 

than on the patient [81]. 

The inverse primary care law 

Primary care has a strong potential to make care more patient-centered due to 

its particular position in the health system. Elements through which primary care 

may enhance patient centeredness are the geographical and relational 
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proximity to the patient and her close environment and the horizontal integration 

of personal medical information in the life course of the patient. Unfortunately, 

primary care does not always receive the level of attention it deserves, with the 

bulk of the resources going to the more ‘visible’ secondary and tertiary care 

hospitals [82]. In several African countries, primary care suffers from significant 

staff shortages, while this shortage is less prominent in higher levels of the system 

[83]. Some of the main reasons for providers not to work at the primary level are 

the poor working environment, difficult living conditions, and a poor career path 

[84]. The limited appraisal of primary care may also induce a perception of 

“inferiority” compared to staff working in specialist services. Providers’ reluctance 

to enter primary care tends to be directly proportional with worsening conditions 

in terms of poverty and need for primary care, which has been described as the 

inverse primary care law [84]. 

The Socio-Cultural Environment 

Caregivers who have relocated to rural areas and caregivers in poor urban 

neighborhoods are often quite different from the people they serve in terms of 

education, social status, and culture [85]. As a consequence, the hierarchical 

nature of many African societies pushes them into an authoritarian position, and 

patients have to show trust in the doctor’s word as a sign of respect [35]. The 

setting in which public providers end up is often very challenging, with a huge 

imbalance between patient needs and available resources, including a lack of 

equipment, medication, and infrastructure. In an attempt to cope with this feeling 

of powerlessness, caregivers may become indifferent and keep more distance 

from patients and their problems. In addition, health workers themselves may 

face a range of psychosocial needs and challenges [86, 87]. However, the 

environment in which they operate is often not responsive to these difficulties 

[88]. A study on nurses in South Africa suggests that some of them may adopt 

violence as a means of creating social distance to assert professional and middle 

class identity [89]. Other societal elements bolstering an asymmetrical power 

relationship between patients and caregivers are the caregivers’ status of civil 

servant in governmental services and the limited presence of empowering 

initiatives that may facilitate patients to mobilize themselves.  

A recurrent feature of public health services in several African countries is the 

considerable gap between the official norms that are supposed to govern the 
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sector and the actual behavior of its employees [90]. Authors usually explain this 

gap by the intrusion of social norms, supposedly induced by the incompatibility 

of the colonial or post-colonial bureaucratic rules with the local traditional, mainly 

pre-colonial culture [90]. De Herdt and de Sardan propose that apart from these 

social norms, civil servants follow practical norms that are shared and implicit, in 

contrast with the explicit social or official norms [90]. Not following these practical 

norms may provoke contempt for health workers. These practical norms are 

believed to be a response to the indifference towards non-conformity, which has 

likely been induced by legal pluralism, or the co-existence of several legal 

systems [90]. Legal pluralism originated partly from the colonial period but may 

have further worsened during the post-colonial period through the multitude of 

institutional structures promoted by external development agencies [90]. 

Practical norms can in some cases explain ignorant or disrespectful attitudes of 

health providers towards patients. From another perspective, however, these 

norms may make up for certain shortfalls and play an essential role in the survival 

of public services (e.g., “under the table” payments for badly rewarded health 

workers). An example of a practical norm in Niger is hospital staff neglecting 

patients if they do not have an attendant [90]. Practical norms partly explain the 

behavior of health workers and may provide insight into how to change this 

behavior, insight that is crucial to making care more patient-centered. 

4.4 THE WAY FORWARD TO ENHANCE PATIENT-CENTERED CARE 

IN SUB-SAHARAN AFRICA 

Making care more patient-centered will be a long and complex process in sub-

Saharan Africa with its current health system design and organization, and 

furthermore, with the strong biomedical health culture that still largely prevails. 

This paper was not developed with the ambition to present an exhaustive 

overview of all possible paths but rather is an attempt to highlight elements of a 

way forward in the development of PCC in the specific context of African health 

systems. Again, we will follow the three-layered model we have proposed in our 

own analysis. Making care patient-centered requires action at the level of the 

individual patient–provider interaction while concomitantly addressing structural 

and organizational problems within (local) health systems, and still more broadly, 

contributing to shape a social and cultural environment that would be more 

conducive to the nurturing of PCC.  
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The nature of the patient–provider interaction 

Training and educational support  

Medical education in African countries is changing rapidly [91], which may create 

a window of opportunity for the introduction of PCC. Several authors suggest 

giving more attention to PCC in the medical curriculum in sub-Saharan African 

countries [35, 50, 92], and after graduation through techniques like supportive 

supervision [93]. An important observation here is that PCC is about more than 

only adding some new communication techniques or a behavioral science 

course to the curriculum; PCC requires a specific attitude and belief in what it is 

to be a physician [2]. Learning PCC requires sufficient time and hands-on training 

under supervision of an experienced professional, following a student-centered 

approach. The way teachers relate to students will influence how students will 

relate to their patients, which explains why a supportive student–doctor 

relationship and a student-centered education are important to developing a 

patient-centered attitude [94]. Similar to a patient-centered approach, key 

elements of a student-centered approach include: an understanding of the 

student as a whole person and taking into account the context in which s/he is 

learning; exploring the student’s learning needs and aspirations; finding 

common ground; and building a relationship based on mutual trust and respect 

[2]. Next to this human development, medical education should provide 

students with specific skills. Good communication skills, for instance, are crucial 

to PCC [95, 96]. Production of high-value reusable learning objects like case 

studies and role plays are necessary to facilitate practical acquisition of skills, 

especially in areas like motivational coaching, in which local training institutions 

do not have experience and for which training materials are scarce in sub-

Saharan Africa. A concrete step in making medical education more patient-

centered is the integration of family medicine as a post-graduate specialty. The 

“Primary Health Care and Family Medicine Education project” is an example of 

South–South cooperation among several African countries to facilitate the 

integration of family medicine training in medical education [97].  

While standardization of diagnostic and therapeutic processes and the 

introduction of clinical guidelines can substantially increase the quality of care, 

the ways in which these are implemented and used may have repercussions on 

the attitude of providers. Providers could be given more freedom in the 
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application of clinical decision tools, as well as being trained and supported via 

supervision to use these tools in a non-mechanical and flexible manner to 

account for the unique character of each illness experience. There is great scope 

to introduce clinical methods in African first-line health services that are more 

patient-centered and therefore more able to capture the complexity of patients. 

One example of such a method is the exploration of the patient’s ideas, concerns, 

and expectations (known as ICE). This method is a relatively simple way to 

partially unravel the patient’s complex belief system that explains how s/he 

understands and responds to medical advice [98, 99]. ‘Ideas’ are rational 

thoughts about the cause or nature of psychological or physical phenomena the 

patient perceives. Ideas may trigger a health-seeking response. An example is a 

patient who has badly injured his/her leg and may think it is broken and needs a 

plaster. ‘Concerns’ are the emotional triggers linked to the perception of 

psychological or physical changes. An example is a patient who becomes 

anxious when s/he feels pressure on the chest. ‘Expectations’ are derived from 

the patient’s previous experiences and the patient’s beliefs about the 

responsiveness of health services. Expectations also depend on the patient’s 

representation of the problem. Exploring the patient’s expectations will shed 

light on the patient’s (hidden) agenda. The exploration of ICE is only one 

example of potential methods to make care more patient-centered that could be 

used in the African context. Many other methods are known and may be 

preferable, depending on the context.  

Motivational support  

We believe that patient-centeredness reflects providers’ idealism and real 

concern about their patients. Of course, coming to such an attitude requires 

essential health systems support, an enabling work atmosphere, and a fair 

remuneration [100]. Western literature tends to indicate that autonomy and 

personal development are important drivers of commitment [100]. Future 

research may reveal to what extent these factors are being valued in low- and 

middle-income countries. Nonfinancial incentives are often proposed as a 

means to ‘buy’ commitment; research in Ghana, for example, indicates that trust, 

perceived organizational support, and good relationships are valued by staff 

[100]. We believe that supervision that is supportive, rather than controlling, can 

play a significant role regarding the attitude of providers. We also believe that 
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patient-centered interactions in themselves can be motivating for providers to 

sustain their attitude.  

Performance-based financing may be effective in enhancing the performance of 

specific activities but is likely to be less appropriate when it comes to promoting 

PCC, given PCC’s complex character and the important concern of not 

fragmenting health care provision. A 40 year meta-analysis on intrinsic motivation 

and extrinsic incentives concludes that both types of motivation should not be 

seen as working antagonistically; rather, whereas intrinsic motivators better 

predict the quality of performance, extrinsic incentives better predict the quantity 

of performance [64]. This implies that straightforward or highly repetitive tasks 

will surely gain from extrinsic incentivizing like pay for performance whereas tasks 

that are more complex or require more personal investment should be more 

closely linked to intrinsic motivation [64, 101]. Perhaps a combination of 

arrangements could be considered in which performance based financing could 

be coupled with methods to capture the complexity of care processes and 

stimulate providers to adopt a holistic approach.  

Organizational and Structural Health Systems Features 

PCC may certainly benefit from the worldwide endeavor to strengthen health 

systems. People’s needs and preferences should be at the center of such health 

system strengthening. To facilitate a patient-centered approach at the individual 

level, we need a people-centered approach at the systems level. Meeting this 

need calls for empowerment of the community and openness to participating 

with the community. Encouraging in that respect is the growing international 

advocacy for people-centered and integrated health services [21] and the calls 

to give more attention to the dimension of quality of health care in the realm of 

national UHC policies, beyond the ‘classic’ issues of coverage and financing that 

tend to dominate UHC debates [19, 102–105].  

Patient-centered health system strengthening should also foster a holistic 

approach, which means a need for a more optimal – and less distortive – 

interaction between vertical programs and the general health services in African 

health systems. Whenever relevant and feasible, specialized disease-control 

activities should be integrated into the general health system [78]. Some vertical 

programs, such as HIV/AIDS programs [106] and increasingly also programs 

addressing non-communicable diseases, [107] have incorporated elements of 
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patient centeredness, but only for people facing the specific disease targeted by 

the program. We nevertheless think that such selective examples have much to 

teach us and may perhaps function as a gateway to a broader adoption of PCC 

for all sorts of patients, also those not presenting with the illnesses targeted by a 

specific program. In that respect, the experience of the integration of a basic 

mental health care package in the first-line health services of the NGO Fraternité 

Médicale Guinée in Guinea-Conakry provides a powerful illustration [108]. It 

demonstrates that staff attitudes and use of patient-centered methods for the 

care of patients presenting with a mental health problem can effectively ‘trickle 

down’ to the care for patients presenting with other problems. We think that 

investing in a strong primary health care system is the best way to facilitate 

integration and that governments should be stewards supporting a patient- and 

people-centered approach.  

The socio-cultural environment 

Building trustful relationships between patients and providers usually benefits 

from geographical and relational proximity, which is crucial in building a 

longitudinal rapport among patients, the community, and health providers. This 

proximity means that providers ideally live close to their patients and are 

engaged in and interact with the local community. Such proximity may also help 

providers cope with their new environment and related difficulties. Effective 

improvement in PCC would also require effective systems for dealing with 

psychosocial problems among health care workers.  

4.5 RECOMMENDATIONS FOR FURTHER RESEARCH 

If African health care systems are to deliver more PCC, a huge research agenda 

follows on this goal. There is the need to further expand and fine-tune the still 

rudimentary framework we have outlined in this paper. There is a need to invest 

in the validation of measurement tools for PCC that are easy to administer in the 

specific context of African health systems. Finally, there is a need to actually test 

possible solutions in a research framework in which all actors (community, 

patients, health care providers, systems managers, and policy makers) are 

involved. Such research should focus not only on what works but also on how it 

works in given contexts. Methods like realist reviews and evaluations could be 

tapped to better identify the mechanisms for answering such questions while 

taking into account complexity [109]. It should go without saying that Africans 
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should take the lead in this research endeavor. Their ideas and proposals could, 

however, strongly benefit from support by academics and experts from 

countries where PCC has been more firmly established.   
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ABSTRACT 

Background.Patient-centered care (PCC) offers opportunities for African health 
systems to improve quality of care. Nonetheless, PCC continually faces 
implementation challenges. In 2015, Uganda introduced PCC as a concept in 
their national quality improvement guidelines. In order to investigate whether 
and how this is implemented in practice, this study aims to identify relevant 
stakeholders’ views on the current quality of primary health care services and 
their understanding of PCC. This is an important step in understanding how the 
concept of PCC can be implemented in a resource constrained, sub-Saharan 
context like Uganda. 

Methods.This qualitative study was conducted in Uganda at national, district and 
facility level, with a focus on three public and three private health centres. Data 
collection consisted of in-depth interviews (n = 49); focus group discussions (n = 
7); and feedback meetings (n = 14) across the four main categories of 
stakeholders identified: patients/communities, health workers, policy makers 
and academia. Interviews and discussions explored stakeholder perceptions on 
the interpersonal aspects of quality primary health care and meanings attached 
to the concept of PCC. A content analysis of Ugandan policy documents 
mentioning PCC was also conducted. Thematic content analysis was conducted 
using NVivo 11 to organize and analyze the data. 

Findings and conclusion.While Ugandan stakeholder groups have varying 
perceptions of PCC, they agree on the following: the need to involve patients in 
making decisions about their health, the key role of healthcare workers in that 
endeavor, and the importance of context in designing and implementing 
solutions. For that purpose, three avenues are recommended: Firstly, fora that 
include a wide range of stakeholders may offer a powerful opportunity to gain 
an inclusive vision on PCC in Uganda. Secondly, efforts need to be made to 
ensure that improved communication and information sharing–important 
components of PCC–translate to actual shared decision making. Lastly, the 
Ugandan health system needs to strengthen its engagement of the 
transformation from a community health worker system to a more 
comprehensive community health system. Cross-cutting the entire analysis, is the 
need to address, in a culturally-sensitive way, the many structural barriers in 
designing and implementing PCC policies. This is essential in ensuring the 
sustainable and effective implementation of PCC approaches in low- and 
middle-income contexts. 

KEYWORDS Uganda; patient-centered care; primary health care; stakeholder 
analysis; interpersonal aspect; quality of care   
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5.1 INTRODUCTION 

Evidence suggests that most health systems in sub-Saharan Africa still struggle 
to provide quality primary health care to all the members of their population [1]. 
Shortages of staff, unreliable disbursement of medicines, inadequate health 
financing and transitioning health information systems are persisting challenges 
that further deepen inequities in the quality of care provided across countries [2–
5]. The changing burden of disease with increasing non-communicable chronic 
diseases means that health systems have to care for patients with complex health 
care needs. In addition to preventive, promotive and curative care, some patients 
will also require continuing chronic care management with links to the 
community and social services [6]. The increasing demand for accountability 
within the functions of the health system has also warranted the involvement of 
both providers and consumers in defining health goals and evaluating both 
technical and non-technical aspects of quality [2, 7, 8]. 

Patient-centered care (PCC) has been proposed as one of the approaches to 
improve the responsiveness of health systems by focusing on interpersonal, 
psychosocial and cultural aspects of health care [9, 10]. In this vein, incorporating 
user experience as a measure of quality of care is another recommended 
strategy [2, 11, 12]. There are many definitions of PCC. Most of them are centered 
on providing care that is “respectful of, and responsive to, individual patient 
preferences, needs and values, and ensuring that patient values guide all clinical 
decisions” [13]. This, however, can be further interpreted to include 
reorganization of health services around patients’ needs and expectations for 
health care [2, 14, 15]. Barry et al. [14] state that PCC is “about considering 
people’s desires, values, family situations, social circumstances and lifestyles; 
seeing the person as an individual, and working together to develop appropriate 
solutions”. While some definitions emphasize that the patient should be the 
judge of PCC [13], caution is due in cases where patient health literacy is low and 
patient expectations may not match minimal expected standards of primary 
health care [3]. Consequently, PCC implies a culture that considers patients 
and/or caregivers as equal partners in their own health, alongside health 
professionals in planning, developing and monitoring care in accordance to 
expected health standards. While this is accepted in principle, it provides a 
cultural challenge in empowering patients to see themselves as equal partners 
[16]; a professional challenge in prompting health workers to involve patients in 
decision-making by taking into account their lived experiences as a resource 
[17]; and last but not least, a research challenge in measuring its implementation 
[18]. 
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Evidence also suggests that a patient-centered focus of primary health care 
contributes to improvements in quality of care [2, 8, 19, 20]. Benefits include the 
following: positive effects on health worker satisfaction [21], better reported 
patient outcomes [22], better understanding of providers and consumers of 
health services, difficulties are experienced in first translating evidence to policy, 
and finally, policy into practice. 

In 2015, Uganda, a low-income country in sub-Saharan Africa, introduced PCC 
as a concept in their national quality improvement guidelines [36–38]. In order 
to investigate whether and how this is implemented in practice, this study aims 
to identify relevant stakeholders’ views on the current quality of primary health 
care services and their understanding of PCC. This is an important step in 
understanding how the concept of PCC can be implemented in a resource 
constrained, sub-Saharan context like Uganda. 

5.2 METHODS 

Design 

This is a qualitative study using document analysis, In-Depth Interviews (IDIs), 
Focus Group Discussions (FGDs) and feedback meetings with different 
stakeholders at national, district and health facility level in Uganda. 

In exploring the understandings of PCC, we use a funnel approach to first 
conceptualize stakeholders’ perceptions of the quality of primary health care in 
Uganda. We use recent renditions of the Donabedian model [8] for health-care 
improvement to classify stakeholders’ perceptions of quality of primary health 
care into the categories of “Structure,” “Process” and “Outcome” for health-care 
quality improvement. Akachi and Kruk [2] provide more details of how to 
measure changes in the quality of care, and bring attention to the inclusion of 
user experience as a measure of outcomes in the assessment of quality. Using 
this refined model of quality of care, this study first explores stakeholder 
perceptions of what is required at the structural level to provide good quality 
patient-centered primary care. Secondly, we describe the processes of care that 
consider the patient-provider interpersonal relationship, using Hudon et al.’s 
[39] framework, which combines the various PCC domains as defined by Stewart 
et al. [40] and Mead and Bower [41]. These domains of PCC include exploring 
perceptions on health and the illness experience, understanding the person as 
a whole, finding common ground, enhancing the patient doctor relationship, 
and health promotion. We also incorporate Santana et al.’s [20] conceptual 
framework on how to practice person-centered care, which “emphasizes the 
structural domain, which relates to the health-care system or context in which 
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care is delivered, providing the foundation for PCC, and influencing the 
processes and outcomes of care”. 

Data collection tools (including interview guides and questionnaires) were 
designed considering these two main areas of exploration: 1) Stakeholders’ 
perceptions of the quality of primary health care and contextual factors affecting 
its improvement; 2) Stakeholders’ understanding of PCC and factors affecting its 
implementation in the Ugandan context. As shown in Figure 5.1, this 
combination of frameworks is necessary in understanding stakeholders’ 
perceptions of PCC as an important part of improving the quality of primary 
health care that is provided in a context like Uganda. 

Setting 

This study was conducted across multiple levels within the Ugandan health 
system. The Ugandan health system is organized into six levels of health care: 
level I comprises of village health teams (VHTs) and community medicine 
distributors; Health Centre II (HC II) led by an enrolled nurse; Health Centre III 
(HC III) led by a senior clinical officer; Health Centre IV (HC IV) and/or district 
hospital led by a senior medical officer; regional referral hospitals and finally the 
National Referral and Teaching Hospital (see illustration in Supplementary File1). 

At national level, we engaged and interviewed staff from the Ministry of Health, 
Makerere and Mbarara Universities, and NGOs involved in the provision of 
primary health care in Uganda. Most of the interviews at this level were 
conducted in Kampala. At the district level, this study was conducted in the 
eastern Ugandan districts of Iganga and Mayuge, within the Iganga Mayuge 
Health and Demographic Surveillance Site (IMHDSS). It has a population of 
about 67,000 people in about 13,000 households. The IMHDSS is located on 
the boundary between the districts of Iganga and Mayuge, about 115 km from 
the capital Kampala. The area is predominantly rural with only about 10% living 
in a peri-urban environment. The majority of people are of Busoga culture and 
speak the local language of Lusoga. The IMHDSS catchment area has one 
district hospital, four government HC IIIs, three non—government HC IIIs, five 
government HC IIs and three Non-Governmental Organization (NGO) HC IIs. 

For the purpose of this study, we selected HC III facilities within the IMHDSS 
catchment area. A HC III has, on average, about 18 staff, led by a senior clinical 
officer, with a general outpatient clinic, a maternity ward and a laboratory. 
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Figure 5.1 Combined frameworks used in this study for exploring stakeholder perceptions 
regarding quality and patient-centered care  
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We purposively selected six HC III facilities according to the following criteria: 
inclusion of both governmental as well as private health facilities in both urban 
and rural settings; different demographic and epidemiological characteristics; 
different experiences with community strategy; and patient-centered 
approaches, if any. We hypothesize that patients with certain diseases 
(HIV/AIDS, tuberculosis (TB) or malaria), as well as maternal care patients, receive 
more patient centered care given the attention and additional resources 
available in funding, the additional training of staff, and evaluating outcomes of 
patients with these ‘programmatic’ diseases/conditions. This allowed us to 
analyze any differences in patients visiting the facilities for routine care, maternal 
and child health (MCH) or specialized clinics. We selected three public HC IIIs 
(facility 1 and 2 in Iganga and facility 3 in Mayuge) and three private for-profit HC 
IIIs (facility 4, 5 and 6 in Iganga district). A short description of these facilities is 
presented in Table 5.1. 
 

Table 5.1 Description of selected health centre IIIs 

 Location of 
facility 

Type of 
facility 

In-charge 
interviewed 

Additional Services* Link to 
community 

Facility 
1 

Rural, Iganga 
district 

Public 
HC III 

1 clinical officer 
Specialized care for 

patients with diabetes 

2 VHT 
members, 

active 

Facility 
2 

Semi-urban, 
Iganga district 

Public 
HC III 

1 clinical officer No additional services 
2 VHT 

members, 
inactive 

Facility 
3 

Rural, Mayuge 
district 

Public 
HC III 

1 clinical officer No additional services 
1 VHT 

member, 
active 

Facility 
4 

Semi-urban, 
Iganga district 

Private 
HC III 

1 facility 
administrator, 

1 clinical officer 

Inpatient care, dental care, 
ultra-sound and minor 

surgeries 

5 social 
workers, active 

Facility 
5 

Semi-urban, 
Iganga district 

Private 
HC III 

(Faith -
based) 

1 clinical officer 
Inpatient care and minor 

surgeries 
3 social 

workers, active 

Facility 
6 

Rural, Iganga 
district 

Private 
HC III 

1 midwife 

Specialized in attending 
to pregnant women & 

young children 

1 VHT 
member, 

active 

* Offered in addition to routine: Outpatient Care, Maternal and Child Health Care, laboratory testing 
services and care for patients with HIV/AIDS 
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Stakeholder selection 

First, we identified the different categories of stakeholders involved in the 
provision of primary health care in Uganda (a stakeholder is defined as any 
group or individual who can affect or is affected by the achievement of the 
organization’s objectives [42, 43]). The stakeholders identified were grouped 
into nine categories as shown in Table 5.2. Next, several exploratory key 
informant interviews were conducted at the Makerere University School of 
Public Health to understand the organization of the Ugandan health system, 
select the district level setting, and identify relevant representatives of 
stakeholders from within the nine stakeholder categories. 
 

Table 5.2 List and description of stakeholder categories 

 
Stakeholder 

category* 
Stakeholder description 

C
o

m
m

u
n

ity
 le

ve
l 

1. Patients & 
caregivers 

People who had visited the selected primary health care facilities for 
curative care. Caregivers are people who accompanied patients to the 
health facility and were interviewed on behalf of the patient. 

2. Village health 
teams 

Community volunteers who are elected by their community members 
and are given basic training on major health programs so that they can 
mobilize and sensitize communities to actively participate in utilizing 
the available health services, provide health education and treatment 
of uncomplicated diseases, and contribute to community disease 
surveillance through active data collection and reporting–Ministry of 
Health guidelines [44]. 

3. Local 
community 

Local council members, patient support groups and families. 

H
e

al
th

 fa
ci

lit
y 

4. Health 
workers 

Health care workers who directly provide health care to patients 
visiting primary health care facilities. These include the facility in-
charges (clinical officers and nurses), midwives, laboratory technicians, 
pharmaceutical assistants, nursing aids and social workers. 

D
is

tr
ic

t l
e

ve
l 

5. Health 
managers 

Members of the District Health Management Teams and programme 
managers that are charged with the planning, implementation, 
monitoring and evaluation of health services at district and national 
level. They can be from the Ministry of Health or programme 
managers. Staff from the IMHDSS are in charge of “collecting routine 
data to provide a longitudinal data platform from more than 70,000 
people to facilitate field trials for health, socio-economic assessment, 
agriculture and other technological interventions in rural and peri-
urban populations”. 
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Stakeholder 

category* 
Stakeholder description 

N
at

io
n

al
 le

ve
l 

6. Policy makers 

Officials at the Ugandan Ministry of Health, Public Health Service 
Commission (in-charge of the health workforce), and regulatory 
bodies like the Uganda Nurses and Midwives Council and Allied 
Health Professionals Council. involved in policy-making to improve 
provision of primary health care in Uganda. 

7. NGOs 

Non-profit organizations that operate independently of the Ugandan 
government and have a role in the provision of primary health care. 
They could be focused on specific target patients or they could be 
cross-cutting. 

8. Academia 

Academia include health educators and researchers. Health educators 
work in institutions that offer training to the health workers involved in 
the provision of primary health care, they come from both public 
universities and private nursing and clinical training schools. 

9. Development 
partners 

These are bilateral or multilateral international partners who contribute 
resources for health including primary health care, for e.g. USAID, 
Marie Stopes. 

*There were other stakeholders who were identified but we did not manage to engage with, 
including the Ugandan media that played a role during health worker strikes, as well as politicians 
who came in to get the health workers to end their strikes (see Supplmentary File 2). 

 

While instituted nationally in 2001, VHTs only became active in Iganga district in 
2010 [45, 46], with most VHTs supported by NGOs like The AIDS Support 
Organisation of Uganda (TASO) and research programmes (SMART 2D: 
Supporting patients with Type 2 diabetes in self-management). They interact 
directly with patients at the community level, and are supervised by the health 
workers at the facilities they are linked to and the program managers of NGOs 
working in their areas. Their roles are voluntary. 

Other stakeholders related to the health system include district health 
managers, policy makers, researchers and academia who provide evidence and 
knowledge, NGOs and other donors who provide additional financial and non-
financial support. Most stakeholders outside the health facility context do not 
directly interact with patients (reflected in Figure 5.2 by dotted lines). This points 
to the important role of the health worker as an initial advocate for the patient to 
health managers, policy-makers and donors. In order to provide PCC and 
ensure that patients are involved and contribute to discussions during 
consultations, alliances need to be formed at the health system level and 
beyond. 
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Figure 5.2 Mapping stakeholders involved in the provision of primary health care 

 

Data collection 

National level. In February 2018, IDIs were conducted with staff from the Ministry 
of Health, Makerere and Mbarara Universities, and NGOs. Interviews with policy 
makers and NGOs focused on understanding health care organization, 
legislative frameworks, health reforms/policies, resources available to primary 
health care facilities and any relevant PCC implementation initiatives in the 
Ugandan context. Interviews with academic participants explored whether 
aspects of quality of care, and more specifically PCC, were included in training 
curricula and student assessments. These interviews necessitated a narrative 
review of policy documents, news articles, and professional training guidelines 
that provide documented insight on the roles of potential stakeholders involved 
in the provision of primary health care in Uganda. A total of 11 policy documents 
were reviewed (see list in Supplementary File 1). 

District level. Following this, we engaged with the district health administrator 
who linked us with the District Health Management Teams (DHMTs) of Iganga 
and Mayuge districts, and the staff of the IMHDSS. After gaining permission to 
collect data in the primary health care facilities, we held two meetings at the 



 109 Stakeholder perceptions of PCC in Uganda 

district offices with members of the DHMT and staff of the IMHDSS once in 
February 2018 as an introductory meeting and again in August 2018 to discuss 
a summary of our findings. 

Health facility level. At each of the six selected health facilities, an IDI was 
conducted with the facility in-charge or a health worker, at a time convenient to 
them. Interview topics included discussions on their roles in the provision of 
services, their perceptions about the quality of health care being provided at 
their facility, and their knowledge and perceptions of PCC including possible 
challenges and opportunities. Two feedback meetings were held with facility in-
charges, once in February 2018 and again in August 2018 to discuss a summary 
of our findings. 

Community level. Of the patients visiting the six HC IIIs during the study period, 
37 patients were purposively recruited for in-depth interviewing at their homes. 
At each facility, two field assistants provided study information and gained initial 
consent from patients interested to participate. Only patients receiving curative 
care at the primary health care facilities were included in the study, in order to 
capture their perceptions of the process of care–i.e. the care that they received 
from the moment they entered the facility to when they left the facility. 
Furthermore, an effort was made to ensure that interviewees were 
representative of the three categories of patients receiving i) routine care, ii) 
curative maternal and child health care, or iii) attending a specialized clinic 
(people living with diabetes or HIV/AIDS). 

If the patient consented, the principal investigator (PI), i.e. first author of the 
paper, would sit in during their consultation with the health worker. Following 
the consultation, a patient exit questionnaire was subsequently filled in (in either 
the local language of Lusoga or English). The questionnaire collected 
quantitative data on patient demographics, and detailed patient experiences at 
the HC through Likert scale-based survey questions related to the 5 domains of 
PCC (exploring perceptions on health and the illness experience, 
understanding both the whole person, finding common ground, enhancing the 
patient doctor relationship, and health promotion) (see informed consent forms 
and questions asked in Supplementary File 1). After the questionnaire 
completion, a request was made to schedule and later visit the patient at a time 
and place of their convenience for conduction of the IDIs. 

IDIs were conducted to solicit patients’ perceptions on health-seeking behavior, 
who they thought was responsible for their health, their experiences at health 
facilities, their relationships with health workers and VHTs, their membership in 
support groups, their awareness of their rights and responsibilities as a patient, 
as well as how all these factors contribute to their perceptions of the quality of 
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primary health care available to them (see sample questions in Supplementary 
File 1). A follow-up FGD was held with patients from each facility–the same as 
those who had participated in the IDIs–to validate and clarify the key messages. 
In total, 37 IDIs (facility 1 had an extra patient interviewed) and six FGDs were 
conducted with patients. Figure 5.3 delineates how patients were purposefully 
selected for IDIs and FGDs in each facility. 
 

 
Figure 5.3 Selection of patients in each facility 

 

Additionally, a community mobiliser helped contact the VHTs and local council 
members serving in the catchment area of the six study facilities. Two 
discussions were held with VHTs and two discussions with local council 
members, respectively. Discussions were structured around the following: the 
perceived roles of VHTs and local council members, planning and execution of 
their daily activities, their motivation, and challenges they face, all in relation to 
primary health care provision. 

In summary, a total of 49 IDIs, 7 FGDs, and 14 feedback meetings were 
conducted with stakeholders at facility, district and national levels between 
February 2018 and August 2018 (see Table 5.3; a sample of interview questions 
is included in Supplementary File 1). 
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Table 5.3 Categories and numbers of respondents as per data collection method 

* Respondents 
In-depth 

interviews 

Focus 
group 

discussions 
Feedback meetings 

N
at

io
n

al
 le

ve
l 

Ministry of health, Quality 
Assurance department 

officers 
1 _ 

1 (10+ participants) 

Health Educators from 
Makerere and 

Mbarara Universities 

2 _ 

NGOs: Regional Centre for 
Quality of 

Health Care; Uganda 
National Health Consumers 

Organisation 

2 _ 

D
is

tr
ic

t l
e

ve
l 

District health managers 
(DHMT & IMHDSS staff) 

_ _ 

2 (Introductory 
meeting—4 participants; 
Feedback / validation 

meeting—10+ 
participants) 

F
ac

ili
ty

 le
ve

l (
6

 H
C

 II
Is

) 

Health workers 
7 (4 clinical 

officers and 3 
nurses) 

1 In-charges 
FGD (5 

participants) 
1 (5 participants) 

Patients 37 

6 patient 
FGDs  ̂

 

6 talks (with all patients 
present at facility during 

morning health talks) 

C
o

m
m

u
n

ity
 

le
ve

l 

Community members (VHT 
and local council groups) 

_ _ 

4: 2 with VHT (8 
participants; 7 

participants) 2 with local 
council members (3 
participants in each) 

Total  49 7 14 

*Data from structured questionnaires administered to patients and health workers are not included 
in this analysis 

 ̂Participants in brackets (m-Male, fFemale): Facility 1 (4m, 3f); Facility 2 (2m, 4f); Facility 3 (2m, 3f); 
Facility 4 (3m, 3f); Facility 5 (4m, 2f); Facility 6 (1m, 5f) 
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All national, district level and facility in-charge interviews and feedback meetings 
were conducted in English by the first author (PI of this study). IDIs with patients 
were conducted by the PI with a translator, while FGDs were conducted in 
Lusoga by two trained field assistants. Verbal or written consent was acquired 
from all respondents prior to all IDIs and FGDs. Information sheets were given 
to all respondents to retain in case they had future questions or complaints. All 
IDIs and FGDs were digitally recorded, while handwritten notes were made 
during all feedback meetings. 

Ethical approval for this study was obtained from the Institute of Tropical 
Medicine PhD committee (IRB/AB/ac/081), the Institute of Tropical Medicine 
Institutional Ethics Review Board (1166/17); University of Antwerp Ethics Review 
Board (17/24/278); the Makerere University School of Public Health Institutional 
Review Board (500); and the Ugandan National Council for Science and 
Technology. Prior to participation, written informed consent was obtained from 
stakeholders at national, district and facility level. In cases where patients could 
not write or provide a signature, verbal informed consent was obtained from 
patients and recorded in the study’s copy of the informed consent form. 

Data analysis 

Data from all sources were converted into digital text format for analysis. Audio 
recordings of IDIs and FGDs were transcribed; data extracted from policy 
documents; notes from feedback sessions were typed using Microsoft word. 
Any text in Lusoga was translated into English. The written text was imported into 
NVivo 11, a qualitative data analysis software, for organization and qualitative 
thematic framework analysis as described by Gale et al. [47]. 

Thematic framework analysis of IDIs and FGDs was begun in field by the first 
author while conducting the IDIs and FGDs, as well as after the feedback 
meetings at facility, district and national level to validate themes and direction of 
analysis. Data analysis was categorized into two major areas of exploration: 1) 
Understanding stakeholder perceptions of the quality of primary health care 
and 2) Understanding stakeholders perceptions on the patient centered 
approach and factors that influence its implementation. Within each of these two 
major areas of exploration, we aimed to look at the structural context (resources 
available, policies in place, stakeholder perceptions of their roles); stakeholder 
perceptions of the processes involved in providing quality PCC; perceptions of 
their own roles in practicing PCC; and lastly, stakeholder experiences. Emerging 
themes from IDIs, FGDs, and feedback meetings were iteratively added and 
applied to the data as it was being collected. Post data collection, the research 
team developed a coding framework, guided by the PCC conceptual 
framework described previously (see Figure 5.1) as well as collected data. Data 
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was coded according to the coding framework in NVivo 11 and organized into 
framework matrices or charts. Interpretation of data was conducted by the 
research team including the PI, research assistants who spoke the local 
language, and co-authors. The interpretation of data was also validated through 
feedback meetings with patients, health workers and district health managers. 

Qualitative document analysis, as described by Glenn [48], was used to study 
the inclusion of PCC in the 11 Ugandan health policy documents that were 
analyzed. Each of the documents was investigated for whether improving 
quality of primary health care is included in the objectives; whether the policy 
specifically mentions the term PCC; whether the policy describes the 
conditions/resources needed for implementation of PCC; and finally, whether 
any indicators for monitoring the progress of implementation of PCC are 
proposed. 

5.3 RESULTS 

The quality of primary care is crucial to the achievement of patient-centered 
primary health care. Stakeholders are more likely to support patient-centered 
approaches if they are associated with improved quality and patient outcomes. 
This section will first describe stakeholder perceptions on the current quality of 
primary health care in the Ugandan context using Kruk et al.’s [2] quality of care 
model, and the role of other actors in this regard. This is followed by delineation 
of the existing Ugandan policies related to the improvement of the quality of 
primary health care in general, and patient-centered care (PCC) in particular. 
Finally, we present an analysis of stakeholder perceptions on PCC (using a 
combination of the Mead and Bower [41], and Stewart [40] models of PCC); and 
discuss factors that may enable or hinder the delivery of patient-centered 
primary health care in practice. 

Stakeholder perceptions on the quality of primary health care 

In assessing the quality of primary health care, results are presented according 
to the framework of Kruk et al. [2]: (i) Structure (facility infrastructure, 
management and staffing); (ii) Process (technical [clinical] quality and patient 
experience); and (iii) Outcomes (patient satisfaction, return visits and health 
outcomes). Table 5.4 showcases related quotes from stakeholders on their 
perceptions towards the structural and procedural aspects of quality of primary 
health care. 
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Table 5.4 Quotes exemplifying structural and procedural aspects affecting the quality of primary 
care 

Structural aspects of quality of care 

C
h

al
le

n
g

e
s 

w
ith

 fa
ci

lit
y 

in
fr

as
tr

u
ct

u
re

, s
ta

ff 
ac

co
m

m
o

d
at

io
n

, &
 a

m
b

u
la

n
ce

s 
fo

r 
re

fe
rr

al
s 

“At the health facility, there are also no spaces to sit, you need to squeeze yourself or 
sometimes sit on the floor”  

(patient, female, 39 years, facility 1—public) 

“Our staff have their own challenges, we don’t have accommodation near the facilities, so 
that is why most of the time they are late, they have to come from very far” 

(facility incharge, male, 55 years, facility 3—public) 

“We share an external ambulance and sometimes you call the driver and he is somewhere 
else, this is a challenge especially at night”  

(facility in-charge, male, 38 years, facility 5—private) 

A
va

ila
b

ili
t

y 
o

f h
e

al
th

 
w

o
rk

e
rs

 

“We have big challenges, ...the number of staff is not enough and we have a very high 
workload... I also told you about our remuneration, it’s too little to cater for our needs”  

(facility health worker, male, 29 years, facility 1—public) 

A
va

ila
b

ili
ty

 o
f m

e
d

ic
in

e
s “You cannot have quality without resources... our resources are not enough, ...sometimes 

some things that are crucial to the running of a facility are missing, when you order and you 
find an item is missing you have to wait until the next supply...two months later... so we are 
forced to refer complicated cases” 

(facility in-charge, male, 51 years, facility 2—public) 

“In other facilities you have to pay, here we get medication for free, but sometimes the 
medicine is finished and you have to come back to get it on another day” 

(patient, female, 50 years, facility 2—public) 

A
u

to
n

o
m

y 
in

 
m

an
ag

in
g

 r
e

so
u

rc
e

s “In private sector, you have a lot of leverage to do things that are organized depending on 
what your team has decided but also you have the funds at your disposal to organize your 
delivery of health care in a way that is actually conducive for the patient but also for you as 
the health workers. But in the public, sector those things may not be very accessible and 
number one issue is funding, if you are going to procure something small you are going 
through a cascade of human beings and offices, that alone makes somebody lethargic to 
do”  

(family medicine health educator, female, 54 years) 

H
e

al
th

 in
fo

rm
at

io
n

 
sy

st
e

m
s 

“Every month we submit monthly reports to the districts but we never get feedback from 
them on how we are performing according to those reports”  

(facility in-charge, male, 51 years, facility 2—public) 

“... If a patient loses their book, it is still difficult to look for records from the last time they 
came... it would be easier if we had a computer but we need electricity first” 

(facility in-charge, male, 55 years, facility 3—public) 

In
ad

e
q

u
at

e
 

fin
an

ci
n

g
 

“The quality is not that bad and it is not that good. It is just average ...with primary health care, 
we also look at disease prevention and health promotion on top of treating patients...but you 
find there is a challenge of funds. The money is never enough to fund all of the activities that 
need to be implemented. Secondly, even when it is not enough, it is not sent on time so we 
are not able to implement all the activities...not to our best”  

(facility in-charge, female, 31 years, facility 1— public) 
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Processes in the provision of care 
C

lin
ic

al
 tr

ai
n

in
g

 p
ro

ce
ss

e
s “Once they pass their clinical and written exams, they are out of our hands, they continue to 

their jobs... there is no way for us to know whether they are actually practicing what we trained 
them to do... resources are not all there, or the equipment to be used is different, and they 
have to then learn from the people who are there”  

(family medicine health educator, female, 54 years) 

“Every week we always have continuous medical education meetings where one of the 
doctors shares their experience with complicated conditions or changes in practice”  

(facility administrator, female, 36 years, facility 4—private) 

S
u

p
e

rv
is

io
n

 p
ro

ce
ss

e
s 

“We are supervised by the district, like once every three months... they try not to interfere with 
us while we are seeing patients but at the end we have a discussion and you know... its useful, 
its important, they help to keep us on track ...sometimes we also tell them the challenges we 
are having and they report them back to the district”  

(facility in-charge, female, 31 years, facility 1—public) 

“The district supervisors rarely come here, we have to take the reports to them in the district... 
they should come here so that they really see how far it is and the condition that we are 
dealing with...”  

(facility in-charge, male, 55 years, facility 3—public) 

“We have a quality assurance team... who assess us every quarter. They are very strict, they 
even talk to the patients that they find here, complaints from patients are taken very seriously 
so we ensure that we always treat them well...”  

(facility incharge, male, 38 years, facility 5—private) 

R
e

fe
rr

al
 p

ro
ce

ss
e

s 

“For us it is easy to refer because Iganga district hospital is just along the road, we try to follow 
up with the patient afterwards but it is not always possible, we cannot access the patients 
information or records of treatment from the hospital”  

(facility in-charge, male, 38 years, facility 5—private) 

“This facility is very far, patients walk for hours to reach us so when we refer them to Iganga 
district (hospital), if they don’t have the means if is even more difficult for them to go there, so 
they stay at home and get very sick” 

(facility in-charge, male, 55 years, facility 3—public) 

W
o

rk
in

g
 w

ith
 

N
G

O
s 

“We want to involve the community whether through contributing to buying lamps for night 
deliveries, or paying health workers little fees as a token when they have to come to the facility 
at night, or engaging traditional birth attendants in working together with health workers and 
mothers...it helps them to own the facility and the service...and gives normal people some 
power to converse with the health workers and voice their opinions...”  

(NGO representative—UNHCO, male, 42 years) 

 

Regarding structural aspects of primary health care, stakeholders agreed that 
substantial improvements had been made in increasing the number of health 
facilities. Nonetheless, health workers in rural public health facilities struggled 
with not having accommodation provided next to the facility which in turn 
affected their punctuality. Health workers from the public health facilities 
conveyed facing more structural challenges and were especially concerned 
about the inconsistencies in available resources including funding, human 
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resources, medicines and salaries for health workers. Health workers in both 
public and private facilities insisted on the need for more ambulances to 
improve referral to the district hospital. Although health workers in private health 
facilities faced challenges in infrastructure, such as organizing referrals and 
patient follow-up, they were more confident about the general quality of care 
given at their facilities and appreciated the autonomy in planning and managing 
their resources (see Table 5.4). 

Regarding the processes of quality primary health care, national level 
interviewees gauged technical (clinical) quality based on the continuous training 
of health workers, referral procedures and support supervision. The health 
workers themselves, from both public and private facilities, prioritized adequate 
compensation, continuous training and supervision as crucial to the provision of 
good clinical care. However, health workers in private facilities felt that they were 
subject to more strict supervision and viewed patients as evaluators, with 
consequences if patients complained. Health workers in both private and public 
facilities reported having periodic medical education sessions, but these were 
run by NGOs and confined to HIV/AIDS, malaria and tuberculosis. Health 
workers in one private facility mentioned internally organized monthly 
continuous medical education sessions. All the interviewed health workers 
expressed challenges in accessing patient information and following up patient 
care after they had referred patients to the higher level district hospital (see 
Table 4). Training and supervision paid little attention to the process of care from 
the patient’s perspective. Patient experiences were not documented or 
evaluated by health workers or their supervisors. 

Regarding outcomes of care, patient experiences were perceived as satisfactory 
depending on the availability of medicines and polite health workers, easy 
access to the facility, time taken to get treatment, cleanliness of the facility and 
cost of care. Patients attending private health facilities seemed to be more 
satisfied with the cleanliness of the facility, 24-hour opening times, availability of 
medicines and ease of lab testing. Little emphasis was given to psychosocial 
aspects of care which will be discussed more in the section on PCC (and Table 
5.5). Further data on patient satisfaction was collected through patient-exit 
questionnaires which will be published in a later article. 
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Table 5.5 Quotes exemplifying stakeholder perceptions on patient-centered care 

PCC Elements Quotes 
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“The health worker is responsible for my health. He is the one to do the test, know what is 
wrong and give me medication to make me go back to normal” 

(patient, male, 44 years, facility 2—public) 

“I am the one who takes care of the home, I keep it clean, prepare the food and when my 
children are not feeling well, I am the first one to notice and tell my husband... he decides 
what we are going to do”  

(patient, female, 29 years, facility 6—private) 

“It depends on how serious the disease is, first we give Panadol, if it doesn’t resolve we 
go to the drug shop nearby, but when the condition is serious we just go to the health 
facility” 

(patient, female, 29 years, facility 3—public) 
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r “Some of the patients who come here relate their illness to traditional things... for some 
time now we give health talks in the morning teaching them about symptoms of 
common diseases... so now they come here instead of going to the abayiwa (traditional 
medicine men)... we used to have many deaths because of that but now it has reduced”  

(facility in-charge, female, 31 years, facility 1—public) 
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“It is difficult to ask patients about everything in their lives, I only ask when it is related to 
their illness for example for patients with diabetes we advise them on diet and exercise 
and to make sure they take the medication everyday” 

(health worker, male, 29 years, facility 1—public) 

“There is a musawo (health worker) who I talk to when I have lady issues (sexual and 
reproductive health) or questions, she also closes the door... yesterday there was a man 
(male health worker), and other people in the room... I will go again when the other 
musawo comes back... it is difficult to talk about these things with men in the room” 

(patient, female, 33 years, facility 3—public) 

U
n

d
e

rs
ta

n
d

in
g

 th
e

 
h

e
al

th
 w

o
rk

e
r 

as
 a

 
w

h
o

le
 p

e
rs

o
n

 

“We encourage the health workers working for us to be kind and consider the feelings of 
the patients, we take patient complaints very seriously”  

(facility administrator, female, 36 years, facility 4—private) 

“I see patients, manage the staff, order for drugs, write reports and look for funding... no 
one person can do all these things alone, so sometimes I get my colleague to see the 
patients and I handle the administrative things or take reports to the district” 

(facility in-charge, female, 31 years, facility 1—public) 
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“Sometimes it can also depend on the literacy of the patient, there are those who cannot 
understand so much and only want to be treated and they don’t ask questions, those 
who ask questions we answer” 

(facility in-charge, female, 27 years, facility 6—private) 

“of us who are not very well informed, when we have questions, we are afraid to ask 
because we might disturb the musawo (health worker) but they write in the book and we 
go and ask the VHT what was written in the book” 

(patient, male, 28 years, facility 2 –public) 
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“I always ask questions when I don’t understand, because I am paying for this care, if I 
don’t ask I will have to come back and pay again! The good thing is the health worker 
always answers and I understand what to do next” 

(patient, male, 34 years, facility 4—private) 

“I am satisfied, I did not understand why they did the test (blood test) but I got 
medication, and I feel better” 

(patient, male, 44 years, facility 1—public) 
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PCC Elements Quotes 

“I always bring the book with me but I don’t know what is written in it, should I ask?” 
(patient, female, 20 years, facility 2—public) 
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“We empower them to know about their rights and responsibilities ...when the 
community is mobilized, they know which services they are supposed to get, like in a 
health centre III” 

(NGO representative–UNHCO, male, 42 years) 

“Because you know they (patients) don’t understand that it’s their right to get respectful 
care, they don’t understand that it’s their right to ask the provider that what exactly am I 
suffering from? How does it come about, is it anything I did wrong? ...health workers do 
not communicate these things to them” 

(policy maker, male, 67 years) 
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“We don’t just teach and examine the medical side, we look at—has this person been 
able to diagnose this... but also how are they talking to the patient, we also teach them 
about communication, we are teaching them to be observant, so that when they are 
treating patients they capture the whole picture not just treating a disease” 

(nursing health educator, female, 52 years) 

“You have to see the patient as the person. They are outside the facility, they are 
someone’s parent, child, teacher or student, you have to treat them with respect and 
consider where they come from, what is their faith and things like that... these are not 
things you are taught in school, you learn with experience” 

(facility in-charge, female, 31 years, facility 1—public) 
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needed help, how would I want to be treated?” 

(facility in-charge, male, 55 years, facility 3— public) 

“During our training we are taught to listen and to treat the patient, but that did not 
include advise on their emotions or personal issues” 

(facility in-charge, female, 27 years, facility 6—private) 
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 “We treat all patients equally no matter what they are financially, cultural tribe or 
religion...all the health workers here have respect for patients and they come from this 
area. We speak to them in Lusoga (local language) and we understand how to treat 
elders... you notice all of them want to kneel down when they get inside the consultation, 
but if they are elderly, I let them know they can just greet me without kneeling” 

(health worker, female, 42 years, facility 4—private) 
 

Role of other actors in the provision of quality primary health care 

Each of the six facilities we visited had at least two Village Health Team (VHT) 
members attached to it. VHT members felt responsible to sensitize the 
community on health issues, and be an example for the community to follow. To 
them, the quality of health services provided at the health facilities was rooted in 
the communication between health workers and patients. Various NGOs were 
identified as having an impact on the provision of quality health care. 

These organisations operate at facility, district and national levels, and include 
organisations such as: Marie Stopes International (provided vouchers for 
women to access reproductive health services), TASO (support for people living 
with HIV/AIDS), UNICEF (different projects supporting immunization and child 
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health), WASH (programs improving water and sanitation), etc. Another 
example is the Uganda National Health Consumers Organisation (UNHCO), 
responsible for introducing the patients’ rights charter at national level, 
distributing this information and creating awareness about patients’ rights. 
Following the establishment of the patients’ rights charter in 2010, the UNHCO 
has been involved in many projects to empower communities. Specific to 
improving quality of primary health care are maternal and child health education 
and advocacy programmes to create awareness of patient rights. In an interview 
with one of the programme managers, it was said that patients need to be more 
involved in health policy making and empowered to evaluate the services they 
receive. They also felt the need to convince health workers and local 
administrators on this. 

Outside the health system, academia is an important group of stakeholders 
responsible for the training of health care workers in delivering primary health 
care services. The interviewees in this category were confident that trainees were 
adequately trained and tested to provide quality clinical care and preventive 
health services. However, they could not provide data to substantiate this 
assumption. 

Patient-centered care policies in Uganda 

In general, the need to improve quality of primary health care in Uganda was a 
key driving force behind the development of the policy documents reviewed 
(see Supplementary File 1 for a list of reviewed documents), with targets set for 
2020 to achieve better patient outcomes, health system performance and 
professional workforce development. However, only one document explicitly 
mentioned PCC in its title: a donor-driven policy document to improve care of 
patients with HIV/AIDS [49]. The Health Sector Quality Improvement Framework 
and Strategic Plan (HSSP, 2015) [33], as well as the Quality Improvement 
Methods (QIM, 2015) [34] manual both outlined PCC in their objectives. The 
family medicine curriculums at Makerere and Mbarara universities included a 
course on community and family-based care where they adopted the eight 
principles of patient-centered family practice (see Supplementary File 2). 

According to the HSSP and QIM documents mentioned above, patient- and 
family-centered care appears to be one of the components needed to improve 
the quality of health care. In these documents, patient- and family-centered care 
is defined in reference to the Institute of Medicine definition [50]: 

“Health care that establishes a partnership among practitioners, patients, and their families 
(when appropriate) to ensure that decisions respect patients wants, needs, and 
preferences and that patients have the education and support they require to make 
decisions and participate in their own care”... It is care that is “respectful of and responsive 
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to individual patient preferences, needs, and values and ensures that patient values guide 
all clinical decisions”. By involving patients and communities, they can contribute to the 
delivery processes and better manage their health care challenges.” (HSSP–page 9, QIM–
page 14) 

This definition is then operationalized to include five key components of PCC: 
“Dignity and respect, choice and empowerment, access and support, patient 
involvement in health policy, and information sharing” (QIM–page 11), while 
patient needs in terms of healthcare are described as follows: 

“Delivered on time by friendly and respectful staff; safe; produce positive result and that 
they can afford; provide patients with adequate information about their condition and 
treatment; provide patients with all the medicines they need; give privacy and 
confidentiality; within patients’ reach (distance) and given in a language they can 
understand; comfortable; allow continuity of care; provide choice.” (QIM–page 11) 

An additional requirement is a health care practitioner who has: 

“Adequate knowledge and skills, enough resources (staff, medicines, supplies, 
equipment, transport, etc.), a good working environment, regular training, good pay, 
respect / recognition for good work, encouragement from colleagues and supervisors, 
access to information, feedback and guidance from other levels.” (QIM–page 11) 

The documents offer many suggestions on ways to improve the relationship 
between health workers, patients and the community. However, there are no 
specified indicators of progress contextualized for a primary health care setting, 
where most likely one single clinician is attending patients, performing 
managerial duties, keeping documentation etc. The instances in which 
outcomes are mentioned are reflective of health system outputs (e.g. reducing 
waiting time, infection rates, complication rates), and are not linked to patient 
preferences [51] or experiences (e.g. patient satisfaction or patient enablement–
the latter referring to the extent to which a patient is capable of understanding 
and coping with their health or illness), despite being strongly recommended 
[26, 40]. Interviews at national level and feedback meetings with the Iganga and 
Mayuge DHMTs indicated that district level health managers were involved 
during the writing of both the HSSP and QIM manual for health workers. After 
publication, copies of both documents were sent to each district followed by a 
three-day training for district health representatives countrywide. The Iganga 
and Mayuge DHMTs confirm this in their interviews. The two DHMT’s organized 
a oneday training towards the end of 2014 to introduce the QIM, and gave a 
copy to each of the facility-in-charges, which was confirmed by the in-charges. 
However, no monitoring or trainings have been conducted since then. 
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Stakeholder perceptions on patient-centered care 

The following data on the perceptions of PCC is presented according to a 
combination of the Mead and Bower [41] and Stewart et al. [40] models of care 
distinguishing the following elements of PCC: disease and illness experience, 
the person-as-a-whole, finding common ground; and the patient-doctor 
relationship (as illustrated in Figure 5.1). Table 5.5 highlights the following 
sections with associated quotes. 

In exploring perceptions of health and illness, most patients indicated that they 
perceived the health workers being responsible for, and most knowledgeable 
about, the patients’ health. A few patients also said God was responsible for 
healing. At home, the household head (in most cases a man) was responsible 
for making decisions about when and where to seek treatment. The women 
(mothers, daughters and grandmothers) were responsible for ensuring homes 
were kept clean, children were fed, and that those who were ill followed the 
instructions given by the health worker or drug shop owners (the latter being 
visited when the illness was not perceived as being very severe). Health workers 
faced challenges in terms of patients’ expression of the cause of their illness, 
citing patients’ traditional and cultural beliefs. For instance, illness in the Busoga 
culture is part of everyday life and is even included as part of the morning 
greeting (ebikuluma) which translates to “how is your sickness”. These cultural 
considerations are important in determining the patient preferences and health-
seeking behavior (see Table 5.5). 

Understanding the whole person entails looking at the psychological, emotional 
and social aspects of health care. Patients felt it was not the responsibility of the 
health worker to discuss emotional and psychological aspects of their health 
with many saying “it is disturbing the health worker”. They appropriated this role 
to family and friends. Patients did not discuss how their illness was affecting their 
day-to-day activities at home and were more attentive to instructions on medical 
treatment as opposed to diet or reducing stress. Health workers reported that 
there was insufficient time during consultations to discuss psychological or 
emotional issues with all patients; they usually only discussed emotional issues 
with patients who were living with HIV, or patients with hypertension who did not 
adhere to treatment or clearly looked stressed (see Table 5.5). 

Finding common ground (or shared information and decision making) was seen 
as requiring patients and health workers to have distinct characteristics. Patients’ 
felt that the communication with the health worker was enhanced when there 
was trust. This was expressed from pleasant past experiences, kind language, 
keeping patients’ secrets and providing a private setting for consultation. 
Patients’ did not feel appreciated when health workers were late and were less 
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likely to express their thoughts about their illness if the health worker was harsh, 
or did not answer their questions. For instance, patients who felt that the health 
worker was rude during their first interaction, were less likely to ask what the 
result of a lab test was. Communication was a recurring theme in interviews with 
health educators and district health managers, with the assumption that if the 
health worker could communicate with patients they would have what they 
need to provide PCC. 

On the other hand, health workers viewed the interaction with patients as being 
more complex than just communication. They mentioned several factors that 
affected the extent to which they involved the patient in decision making. These 
included the patients’ literacy levels, but also respect and trust between the 
health worker and the patient, and whether the latter actively asked questions or 
showed interest in what was being done. The challenge is that while 
communication is a skill they were taught at medical or nursing school, gaining 
trust from patients and being able to empathize with their situation are 
capabilities that are individual to each health worker and require practice. There 
also seemed to be a strain in communication when there was a difference in the 
gender or a large age difference between health worker and patient. Health 
workers also reported losing concentration as the day progressed, especially on 
days when they had a high number of patents to attend to. With regard to joint 
decision-making, there were no marked differences in patient interactions 
between health workers from public or private health facilities; in both settings, 
it was the health workers who were making most of the diagnostic and treatment 
decisions. 

Health workers were also concerned that patients do not understand the 
treatment instructions since most of them cannot read. The treatment regime of 
the drugs were therefore given during the consultation, even though the drugs 
were normally dispensed by a different person after the consultation. This is 
contrary to the patients perspectives–while a majority of them did not 
understand what the results of their lab tests were, they did not ask for an 
explanation out of fear of being reprimanded for not knowing or not 
understanding. However, patients did know how to take the medication they 
had been given. Most patients getting routine care services were familiar with 
paracetamol tablets, but had little understanding of other types of medication. 
Patients attending HIV/AIDS clinics in both private and public facilities 
understood the dosage and purpose of the anti-retroviral or TB drugs that they 
were taking, and also received advice on diet and sexual health. The adverse 
effects of medications were never discussed (see Table 5.5). 

The relationship between the health worker and the patient showcases that the 
health worker holds more power than the patient because of their position and 
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their ability to provide the patient with a diagnosis and treatment. Culturally, 
women and children also knelt before the health worker as a sign of respect. 
Health workers had not been separately trained on PCC or elements of it like 
empathy, mindfulness or being present in the moment. They expressed that 
their main drive is attending to all the patients that come to the facility in a time-
efficient manner. Supervision also plays a key role in guiding the practice of 
health workers. Health workers complained that most supervision time was 
spent on clinical indicators and the availability of equipment; despite also having 
difficulties in staff management or personal issues, the health workers had no 
one to discuss these issues with or get advice from. They subsequently 
recommended training on interpersonal skills for health workers and patient 
engagement together with VHTs, in order to communicate better with their 
patients and the communities they serve. 

Different facility in-charges also mentioned strategies they use to get feedback 
from the patients on quality of care received at the facility. The most common 
method is a suggestion box at the exit of the facility. However, in a context where 
most patients cannot read and write, this is hardly an appropriate approach. 
Consequently, this only had some success at the semi-urban facilities, with most 
complaints addressing the rudeness of health workers. In the rural facilities, 
patients do not utilize suggestion boxes. Both patients and health workers 
attributed this to challenges in illiteracy, lack of stationery, fear of health worker 
reactions and the fact that the boxes are located in plain sight, jeopardizing 
anonymity. Continuity of PCC (outside of patient and health worker interactions) 
was difficult to explore as it involves the inclusion of families, communities and 
social welfare organisations that were not included in this study. 

5.4 DISCUSSION 

The Ministry of Health in Uganda has recognized the need for increased 
participation of patients and included the provision of Patient-Centered Care as 
one of its objectives in their Health Sector Quality Improvement Framework & 
Strategic Plan in 2015 [37]. However, no specific guidelines were outlined to 
implement PCC or monitor its progress. Consequently, PCC has not fully 
translated into primary health care practice in Uganda due to individual, 
community and health system factors that we detail below. 

Developing a patient-centered mindset 

Our findings point to a general mutual respect between health workers and 
patients, albeit with a hierarchical interdependence between them. Several 
challenges exist that affect the sharing of information between the two sets of 
actors. Patients felt that health workers are responsible for their health because 
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health workers are perceived to be more educated and have the ability to treat 
illness. Subsequently, health workers are seen to have more power, both within 
the health facility environment as well as within the community. During 
consultations patients only spoke in response to the health workers’ questions 
or prompting because health workers are perceived to have more knowledge 
on health matters. In public facilities primarily, negative past experiences and 
harsh language from rude health workers lead patients to be afraid and withhold 
information even when it was pertinent to their health and illness. This is in line 
with other studies conducted in the same field setting that showcase patients 
making the informed choice to not return to the same facility upon experiencing 
negative health worker interactions [52]. 

Patients visiting private facilities reported more confidence in asking questions 
because they were paying for the services, and felt the health workers are 
obliged to ‘be nice’ to them and give them what they want. Most patients also 
feel that it is inappropriate to discuss emotional or psychological issues with their 
health provider because it is not seen as part of the services offered at a health 
facility. Additionally, it is also against gendered cultural norms. Patients interact 
less with health workers who are younger or of the opposite gender, because 
elders are held in a position of high regard and the younger person is supposed 
to kneel in respect while greeting their elder. However, this norm is challenged 
by the health workers’ position of power and we observed old women kneeling 
to greet younger male health workers. In addition, sexual issues are only 
discussed among people of the same gend5er, and therefore patients would 
keep these issues for another day when a health worker of the same gender 
would be present. This could also be linked to local cultural perceptions of 
emotional and psychological illness which are considered more social in nature 
rather than biomedical, but also to health workers lacking the resources, 
capacity and/or training to provide adequate care for emotional and 
psychological issues [53]. A recent review suggests that patients’ expression of 
pain, identity, and lifestyle can be biased by gender and should be considered 
as an important part of the patient-provider encounter [54]. 

Our findings indicate that patients generally do not take responsibility for their 
own health and are not aware of their rights. Studies in Uganda and elsewhere 
have shown that patients may be more likely to accept and adhere to treatment 
when they understand their diagnosis and are involved in their treatment plan 
[55, 56]. There is also evidence that patient-reported health information 
interventions and patient education interventions improve healthcare 
professionals’ adherence to recommended clinical practice [56]. Patients are 
therefore an important resource in improving patient-centeredness, and PCC 
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interventions need to ensure that patients can participate fully by first accepting 
responsibility for their health. 

Health education needs to be accessible even to patients who cannot read 
visual aids. VHTs can be an additional resource to carry out activities to involve 
communities in setting their health priorities and enabling patients to 
understand health information, thereby improving their health literacy. For 
patients to be able to participate in decision-making, they also need to be aware 
of their rights. This is a longstanding global challenge [57–60]. Efforts in sub-
Saharan Africa have been targeting the publication of patient service and rights 
charters; in this stride, Uganda too, published its own charter [61]. However, 
patients interviewed were still not aware of their rights, even when these were 
posted on facility walls. More innovative and interactive methods that combat 
illiteracy and complacency are needed to create awareness of patient rights. The 
lack of understanding of patient rights leads to a perception that patients would 
not want to understand, or that they are not ‘the experts’. Acknowledging 
patients’ rights implies a shift to a culture of shared decision-making which will 
require commitment from patients, health workers and the health system at 
large [62]. 

Integrating interpersonal aspects of care in the training & 

assessment of health workers 

In Uganda, primary health care is mostly provided by nurses and clinical officers. 
Health workers are trained on the clinical aspects of health care that focus on 
getting the right diagnosis and prescribing the right medication. They also 
receive training on community health but this focusses on offering health care to 
communities through specific single-purposed outreach programmes to 
promote immunization, reproductive health services, screening for malaria, 
HIV/AIDS etc. Health workers do receive (some) communication training but 
admit to having limited skills in demonstrating empathy and gaining patients’ 
trust. These skills were more developed in health workers who had practiced 
over longer periods of time, or had experience in working in private facilities 
where supervision was more strict and mentorship was part of health care 
practice. Literature indicates that health workers are more likely to fall into 
traditional hierarchical practice behavior when there is lack of effective 
supportive supervision and mentorship [63–65], and a high workload [66]. In 
Uganda, interpersonal aspects of care are not included in assessments that 
license health workers and no patient dependent assessments exist. 
Consequently, cases of disrespect, abuse and misconduct, are rarely reported 
to authorities and health workers are seen to be above the law. Studies warn 
about the consequences of not having monitoring and evaluation methods in 
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place to collect and analyze patient complaints or even positive feedback [66]. 
There is a need for continuous training for health workers to develop skills on 
how to be present in the moment during consultations, actively listen to patients 
and create an environment where patients feel secure and empowered to 
explain their preferences and values. This can be incorporated into training and 
assessments using simulated patients [67, 68]; as well as into practice through 
mentorship and close supervision of practice [59]. 

Strengthening communication & the relationship between patients 

and health workers 

As stated in our findings, health workers are generally respectful and feel that 
they communicate well with their patients. However, underlying gaps in 
communication become clearer to pinpoint when the relationship between 
patients and health workers fares poorly on PCC elements like communication, 
caring attitudes, empathy, trust and especially shared decisionmaking. This is 
exemplified by the fact that despite the majority of patients not understanding 
the results of their lab tests, they did not ask for an explanation of their results or 
of the medication they were given, primarily out of fear of being reprimanded 
by the health worker for not knowing or not understanding. 

One of the central factors affecting patient engagement is the challenge it poses 
to traditional power relations inherent in care relationships and contexts [57]. 
This could be confronted by encouraging continuous non-dominant, non-
hierarchical relationships, through morning health talks at the facility, and 
dialogue with the community. Health workers need to be trained to create an 
environment where patients are comfortable to ask questions (by ensuring 
privacy, prompting for questions and checking whether the patient has 
understood), and to translate clinical tests or treatment options into a language 
that patients do understand. Health workers could definitely learn from the 
training for providers and practice of care for people living with HIV/AIDS. Health 
workers also reported that they were trained not to get too emotionally attached 
to patients. While compassion fatigue is a legitimate concern when emotional 
involvement blurs professional conduct [63–65], empathy is considered a 
necessary requirement to achieve PCC [64]. Epstein et al. [66] further emphasize 
the need to build the capacities of clinicians to become more self-aware and 
resilient, and engage in compassionate action. 

In general, health workers reported that they are overwhelmed with clinical, 
administrative and managerial duties; nonetheless, health workers at private 
facilities showed more polite attitudes towards patients. This is linked to more 
strict supervision by facility in-charges, administrators and board members; and 
to the need to be seen as providing good quality health care in order to attract 
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more patients with the ability to pay for services. Incentivized activities, e.g. 
regular checks, but also additional staff as is the case for people living with 
HIV/AIDS and patients with diabetes can lead to better relationships between 
health workers and patients. The latter option, however, is often only available 
for the ‘privileged’ patients with these specific health problems that capture 
huge attention from donors and vertical programmes [46, 57–59]. All these 
challenges are further deepened by a lack of staff assessments and limited 
supervision capacity at district level with checklists still limited to output data but 
hardly focusing on processes. Efforts are needed to empower not only front-line 
health workers, but all actors in the health system, including in-charges, 
supervisors, district health teams, etc. to take responsibility for the provision and 
maintenance of good quality primary care. 

Translating policy into practice & encouraging community 

participation 

In Uganda, progress has definitely been made in including PCC as one of the 
objectives in improving quality of health care [37, 38, 60]. However, this progress 
hardly trickles down from the national and district policy levels into actual 
practice. There seems to be a disagreement between donors and Ministry of 
Health on the model of implementation, leading to a reduction in funding. This, 
in combination with a lack of patient and health worker involvement in the 
design of these documents, resulted in poor ownership and uptake of the 
initiative. The design of the QIM policy documents tend to focus on the health 
worker as the main agent of change, whereas it is important to also consider the 
health worker as a person with their own history, specific needs and drivers, and 
is often working in a challenging environment. 

Assessing patients’ perceptions of outcomes is a challenge because most 
patients reported being satisfied with services received, while simultaneously 
still complaining not being able to ask questions and not understanding the 
information in their patient books. This is corroborated by literature indicating 
the overwhelmingly positive patient satisfaction scores in surveys when 
questions are framed positively [69], and the need for more comprehensive 
methods in measuring quality of care [2]. Accordingly, there is a need to employ 
effective assessment methods that are specific to PCC and include patient-
driven outcome assessments of the quality of primary health care. Three (two 
private and one public) out of the six facilities we visited had a computer to enter 
patient information which was used to generate monthly reports on utilisation. 
However, the health information systems could not be used by health workers 
to access individual patient histories. Patients could also only access the data in 
their patient books. Health information systems need to be refined so that in 
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addition to compiling reports, they can provide historical information about 
patients and share data across facilities in a secure way to enable easy access to 
patient information for effective consultations and referrals. 

In line with the existing literature on primary health care interventions in Uganda 
and other LMICs, stakeholder engagement [57] and particularly community 
participation [62] in the design and implementation of policies, are important to 
prevent stagnation of activities in the absence of donor funding. In practice, 
however, challenges are expected in involving communities in policy-making 
due to low levels of health literacy, lack of funding for community engagement 
activities and the lack of methods to show the actual impact of community 
engagement on policy implementation. Lehmann et al. [70] recommend that 
the design, implementation and evaluation of community-based interventions 
by policy makers, whether through the mechanism of VHTs, or not, needs to be 
located within community health systems which “include a wide range of actors 
with: relative absence of formal bureaucratic structures and relationships are 
based on networking and reciprocity; rely on trust and acceptability and are 
context specific (influenced by local histories, economic and political systems, 
and social– cultural norms” [70]. 

In summary, PCC is not a clearly shared concept amongst relevant stakeholders 
in Uganda, but current perceptions highlight that some critical components exist 
that can be used as stepping stones towards the improvement of quality in 
health care in this context. These could involve, for instance, empowering 
patients to know their rights, as well as enhancing information-sharing which 
would enable them to participate as equal partners in their own health care. In 
this same regard, health workers could benefit from improved training, that 
includes aspects of patient-centeredness, accompanied with sustained, 
supportive supervision. Models of PCC implementation should allow for 
dynamic and context-specific applications, especially in resource constrained 
settings where not all components can be implemented concurrently. While 
PCC is not an ‘all or none’ concept, interventions should ensure the basic pre-
requisites: patients are empowered, health workers are competent, and the 
health system is supportive. Ways forward to ensure the successful 
implementation of PCC policies into actual practice require for specific 
indicators to be developed and contextualized to monitor progress in providing 
patient-centered primary health care. 

Study limitations 

Purposive selection of national and district level key informants means that we 
may have missed out on other relevant players: e.g. actors working at 
managerial level in the private sector, medical supply companies, social welfare 



 129 Stakeholder perceptions of PCC in Uganda 

organisations, media, etc. Some of the national level interviewees are insiders to 
the policy design phase on quality improvement documentation. We tried to 
counter this by triangulating the information given between different groups of 
stakeholders and the review of policy documents and newspaper articles. The 
study of patient-centered care (as compared to people/person centered care) 
means that patients’ families and members of community were not included in 
this study. Their perspectives were explored through discussions with VHTs and 
local council members. Data on patient satisfaction that was collected in patient 
exit surveys will be presented in another article and these findings can therefore 
not yet be linked to patient outcomes. 

5.5 CONCLUSIONS 
This study highlights the varying perceptions of patient-centered care amongst 
Ugandan stakeholder groups. Nonetheless, they agree on the following: the 
need to involve patients in making decisions about their health, the key role of 
healthcare workers in that endeavor, and the importance of context in designing 
and implementing solutions. We conclude with the proposal of three avenues 
for future action. Firstly, fora that include a wide range of stakeholders may offer 
a powerful opportunity to gain an inclusive vision on PCC in Uganda. For 
instance, the stakeholder fora that are advocated for in Ugandan policy 
documents could be activated, and the issue of PCC could be integrated in their 
agenda. Secondly, efforts need to be made to ensure that improved 
communication and information sharing–important components of PCC -
translate to actual shared decision making. In that respect, support supervision, 
monitoring and evaluation of the work of front-line health workers, with due 
attention for patient-centered care, would constitute a major step forward. Last 
but not least, the Ugandan health system needs to strengthen its engagement 
of the transformation from community health workers–VHT’s within the specific 
Ugandan context–to more comprehensive community health systems. Cross-
cutting the entire analysis, is the need to address, in a culturally-sensitive way, the 
many structural barriers in designing and implementing PCC policies. This is 
essential in ensuring the sustainable and effective implementation of PCC 
approaches in low- and middle-income contexts. 

 

 

Supporting information  
See Additional Sections: Appendices  
Supplementary File 1 → Appendix 1 
Supplementary File 2 → Appendix 2 
Supplementary File 3 → Appendix 3 
Supplementary File 4 → Appendix 4 
Supplementary File 5 → Appendix 5  



 

 

130 Chapter 5 

REFERENCES 

1. Soors W, Dkhimi F, Criel B. Lack of access to health care for African indigents: a 
social exclusion perspective. International Journal for Equity in Health. 2013; 
12(1):91. https://doi.org/10.1186/1475-927612-91 PMID: 24238000 

2. Akachi Y, Kruk ME. Quality of care: measuring a neglected driver of improved 
health. Bulletin of the World Health Organization. 2017; 95(6):465–72. Epub 
2017/06/13. https://doi.org/10.2471/BLT.16. 180190 PMID: 28603313; PubMed 
Central PMCID: PMC5463815. 

3. Akhlaq A, McKinstry B, Muhammad KB, Sheikh A. Barriers and facilitators to health 
information exchange in low- and middle-income country settings: a systematic 
review. Health policy and planning. 

4. 2016; 31(9):1310–25. https://doi.org/10.1093/heapol/czw056 PMID: 27185528 
5. Aluttis C, Bishaw T, Frank MW. The workforce for health in a globalized context–

global shortages and international migration. Global Health Action. 2014; 
7(1):23611. https://doi.org/10.3402/gha.v7.23611 PMID: 24560265 

6. Ewen M, Zweekhorst M, Regeer B, Laing R. Baseline assessment of WHO’s target 
for both availability and affordability of essential medicines to treat non-
communicable diseases. PloS one. 2017; 12(2): e0171284. Epub 2017/02/09. 
https://doi.org/10.1371/journal.pone.0171284 PMID: 28170413; PubMed 
Central PMCID: PMC5295694. 

7. Agyepong IA, Sewankambo N, Binagwaho A, Coll-Seck AM, Corrah T, Ezeh A, et 
al. The path to longer and healthier lives for all Africans by 2030: the Lancet 
Commission on the future of health in sub-Saharan Africa. The Lancet. 2017; 
390(10114):2803–59. 

8. Geldsetzer P, Haakenstad A, James EK, Atun R. Non-technical health care quality 
and health system responsiveness in middle-income countries: a cross-sectional 
study in China, Ghana, India, Mexico, Russia, and South Africa. Journal of global 
health. 2018; 8(2):020417. Epub 2018/10/26. https://doi.org/ 
10.7189/jogh.08.020417 PMID: 30356805; PubMed Central PMCID: 
PMC6189548. 

9. Donabedian A. The quality of care: How can it be assessed? JAMA. 1988; 
260(12):1743–8. https://doi. org/10.1001/jama.260.12.1743 PMID: 3045356 

10. World Health organisation. Interim report: WHO global strategy on people-
centered and integrated health services. 2015. 

11. World Health Organisation. Primary Health Care: Now More Than Ever. World 
Health Organization. 2008. 

12. Davis K, Schoenbaum SC, Audet A-M. A 2020 Vision of Patient-Centered Primary 
Care. Journal of 

13. General Internal Medicine. 2005; 20(10):953–7. https://doi.org/10.1111/j.1525-
1497.2005.0178.x PubMed PMID: PMC1490238. PMID: 16191145 

14. Institute of Medicine Committee on Quality of Health Care in America. Crossing 
the Quality Chasm: A New Health System for the 21st Century. Washington (DC): 
National Academies Press (US); 2001. 

https://doi.org/10.1186/1475-9276-12-91
https://doi.org/10.1186/1475-9276-12-91
http://www.ncbi.nlm.nih.gov/pubmed/24238000
https://doi.org/10.2471/BLT.16.180190
https://doi.org/10.2471/BLT.16.180190
http://www.ncbi.nlm.nih.gov/pubmed/28603313
https://doi.org/10.1093/heapol/czw056
http://www.ncbi.nlm.nih.gov/pubmed/27185528
https://doi.org/10.3402/gha.v7.23611
http://www.ncbi.nlm.nih.gov/pubmed/24560265
https://doi.org/10.1371/journal.pone.0171284
http://www.ncbi.nlm.nih.gov/pubmed/28170413
https://doi.org/10.7189/jogh.08.020417
https://doi.org/10.7189/jogh.08.020417
https://doi.org/10.7189/jogh.08.020417
http://www.ncbi.nlm.nih.gov/pubmed/30356805
https://doi.org/10.1001/jama.260.12.1743
https://doi.org/10.1001/jama.260.12.1743
http://www.ncbi.nlm.nih.gov/pubmed/3045356
https://doi.org/10.1111/j.1525-1497.2005.0178.x
https://doi.org/10.1111/j.1525-1497.2005.0178.x
http://www.ncbi.nlm.nih.gov/pubmed/16191145


 131 Stakeholder perceptions of PCC in Uganda 

15. Stewart M. Towards a global definition of patient centred care. The patient should 
be the judge of patient centred care. 2001; 322(7284):444–5. 
https://doi.org/10.1136/bmj.322.7284.444 PMID: 11222407 

16. Barry MJ, Edgman-Levitan S. Shared decision making—the pinnacle of patient-
centered care. New England Journal of Medicine. 2012; 366(9):780–1. 
https://doi.org/10.1056/NEJMp1109283 PMID: 22375967 

17. Charmel PA, Frampton SB. Building the business case for patient-centered care. 
Healthcare financial management: journal of the Healthcare Financial 
Management Association. 2008; 62(3):80–5. Epub 2008/12/23. PMID: 19097611. 

18. Cordier J-F. The expert patient: towards a novel definition. European Respiratory 
Journal. 2014; 44 

19. (4):853–7. https://doi.org/10.1183/09031936.00027414 PMID: 25271227 
20. Hartzler A, Pratt W. Managing the personal side of health: how patient expertise 

differs from the expertise of clinicians. Journal of medical Internet research. 2011; 
13(3):e62. https://doi.org/10.2196/jmir. 1728 PMID: 21846635 

21. Larson E, Sharma J, Bohrenc MA, Tunc¸alpd O¨ . When the patient is the expert: 
measuring patient experience and satisfaction with care. 

22. Lutz BJ, Bowers BJ. Patient-centered care: understanding its interpretation and 
implementation in health care. Scholarly inquiry for nursing practice. 2000; 
14(2):165–83; discussion 83–7. Epub 2000/09/ 13. PMID: 10983489. 

23. Santana MJ, Manalili K, Jolley RJ, Zelinsky S, Quan H, Lu M. How to practice person-
centred care: A conceptual framework. Health Expectations. 2018; 21(2):429–40. 
https://doi.org/10.1111/hex.12640 PMID: 29151269 

24. Van den Pol-Grevelink A, Jukema JS, Smits CH. Person-centred care and job 
satisfaction of caregivers in nursing homes: a systematic review of the impact of 
different forms of person-centred care on various dimensions of job satisfaction. 
International journal of geriatric psychiatry. 2012; 27(3):219–29. Epub 2011/05/04. 
https://doi.org/10.1002/gps.2719 PMID: 21538536. 

25. Nelson EC, Eftimovska E, Lind C, Hager A, Wasson JH, Lindblad S. Patient reported 
outcome measures in practice. BMJ. 2015; 350:g7818. 
https://doi.org/10.1136/bmj.g7818 PMID: 25670183 

26. Stewart M, Brown JB, Donner A, McWhinney IR, Oates J, Weston WW, et al. The 
impact of patient-centered care on outcomes. The Journal of family practice. 2000; 
49(9):796–804. Epub 2000/10/14. PMID: 11032203. 

27. McMillan SS, Kendall E, Sav A, King MA, Whitty JA, Kelly F, et al. Patient-centered 
approaches to health care: a systematic review of randomized controlled trials. 
Medical care research and review: MCRR. 2013; 70(6):567–96. Epub 2013/07/31. 
https://doi.org/10.1177/1077558713496318 PMID: 23894060. 

28. Inzucchi SE, Bergenstal RM, Buse JB, Diamant M, Ferrannini E, Nauck M, et al. 
Management of hyperglycemia in type 2 diabetes, 2015: a patient-centered 
approach: update to a position statement of the 

29. American Diabetes Association and the European Association for the Study of 
Diabetes. Diabetes care. 

30. 2015; 38(1):140–9. https://doi.org/10.2337/dc14-2441 PMID: 25538310 

https://doi.org/10.1136/bmj.322.7284.444
http://www.ncbi.nlm.nih.gov/pubmed/11222407
https://doi.org/10.1056/NEJMp1109283
http://www.ncbi.nlm.nih.gov/pubmed/22375967
http://www.ncbi.nlm.nih.gov/pubmed/19097611
https://doi.org/10.1183/09031936.00027414
http://www.ncbi.nlm.nih.gov/pubmed/25271227
https://doi.org/10.2196/jmir.1728
https://doi.org/10.2196/jmir.1728
http://www.ncbi.nlm.nih.gov/pubmed/21846635
http://www.ncbi.nlm.nih.gov/pubmed/10983489
https://doi.org/10.1111/hex.12640
http://www.ncbi.nlm.nih.gov/pubmed/29151269
https://doi.org/10.1002/gps.2719
http://www.ncbi.nlm.nih.gov/pubmed/21538536
https://doi.org/10.1136/bmj.g7818
http://www.ncbi.nlm.nih.gov/pubmed/25670183
http://www.ncbi.nlm.nih.gov/pubmed/11032203
https://doi.org/10.1177/1077558713496318
http://www.ncbi.nlm.nih.gov/pubmed/23894060
https://doi.org/10.2337/dc14-2441
http://www.ncbi.nlm.nih.gov/pubmed/25538310


 

 

132 Chapter 5 

31. Mead N, Bower P. Patient-centered consultations and outcomes in primary care: a 
review of the literature. Patient education and counseling. 2002; 48(1):51–61. 
PMID: 12220750 

32. Lewin S, Skea Z, Entwistle VA, Zwarenstein M, Dick J. Interventions for providers to 
promote a patientcentred approach in clinical consultations. Cochrane Database 
of Systematic Reviews. 2001;( 4). https://doi.org/10.1002/14651858.CD003267 
PubMed PMID: CD003267. PMID: 11687181 

33. Dwamena F H-RM, Gaulden CM, Jorgenson S, Sadigh G, Sikorskii A, et al. 
Interventions for providers to promote a patient-centered approach in clinical 
consultations. In: Holmes-Rovner M, editor. Cochrane Database of Systematic 
Reviews [Internet]. Chichester, UK: John Wiley & Sons, Ltd; 2012 [cited 2016 Nov 
14]. Available from: http://doi.wiley.com/10.1002/14651858.CD003267.pub2. 
2012. 

34. Bemelmans M, Baert S, Goemaere E, Wilkinson L, Vandendyck M, Cutsem G, et al. 
Community-supported models of care for people on HIV treatment in sub-Saharan 
Africa. Tropical Medicine & International Health. 2014; 19(8):968–77. 

35. Decroo T, Telfer B, Biot M, Maïke´re´ J, Dezembro S, Cumba LI, et al. Distribution of 
antiretroviral treatment through self-forming groups of patients in Tete province, 
Mozambique. JAIDS Journal of Acquired Immune Deficiency Syndromes. 2011; 
56(2):e39–e44. https://doi.org/10.1097/QAI. 

36. 0b013e3182055138 PMID: 21084990 
37. Nayiga S, DiLiberto D, Taaka L, Nabirye C, Haaland A, Staedke SG, et al. 

Strengthening patient-centred communication in rural Ugandan health centres: A 
theory-driven evaluation within a cluster randomized trial. Evaluation. 2014; 
20(4):471–91. https://doi.org/10.1177/1356389014551484 PMID: 25983612. 

38. Mkopi A, Range N, Amuri M, Geubbels E, Lwilla F, Egwaga S, et al. Health workers’ 
performance in the implementation of Patient Centered Tuberculosis Treatment 
(PCT) strategy under programmatic conditions in Tanzania: a cross sectional study. 
BMC health services research. 2013; 13(1):101. 

39. Van Olmen J, Marie KG, Christian D, Clovis KJ, Emery B, Heang H, et al. Content, 
participants and outcomes of three diabetes care programmes in three low and 
middle income countries. Primary care diabetes. 2015; 9(3):196–202. 
https://doi.org/10.1016/j.pcd.2014.09.001 PMID: 25281167 

40. Ersdal HL, Singhal N, Msemo G, Kc A, Data S, Moyo NT, et al. Successful 
implementation of Helping Babies Survive and Helping Mothers Survive 
programs—An Utstein formula for newborn and maternal survival. PloS one. 2017; 
12(6):e0178073. https://doi.org/10.1371/journal.pone.0178073 PMID: 28591145 

41. De Man J, Mayega RW, Sarkar N, Waweru E, Leys M, Van Olmen J, et al. Patient-
Centered Care and People-Centered Health Systems in Sub-Saharan Africa: Why 
So Little of Something So Badly Needed? International Journal of Person Centered 
Medicine. 2016; 6(3):162–73. 

42. Republic of Uganda. The Health sector Quality Improvement Framework and 
Strategic Plan (2015/ 16_2019/20). Improving the value of health care in Uganda 
with proven interventions, implemented with quality methods "our care saves" and 
"spend to save". 2016. 

http://www.ncbi.nlm.nih.gov/pubmed/12220750
https://doi.org/10.1002/14651858.CD003267
http://www.ncbi.nlm.nih.gov/pubmed/11687181
http://doi.wiley.com/10.1002/14651858.CD003267.pub2
http://doi.wiley.com/10.1002/14651858.CD003267.pub2
https://doi.org/10.1097/QAI.0b013e3182055138
https://doi.org/10.1097/QAI.0b013e3182055138
http://www.ncbi.nlm.nih.gov/pubmed/21084990
https://doi.org/10.1177/1356389014551484
http://www.ncbi.nlm.nih.gov/pubmed/25983612
https://doi.org/10.1016/j.pcd.2014.09.001
http://www.ncbi.nlm.nih.gov/pubmed/25281167
https://doi.org/10.1371/journal.pone.0178073
http://www.ncbi.nlm.nih.gov/pubmed/28591145


 133 Stakeholder perceptions of PCC in Uganda 

43. Republic of Uganda MoH. Health Sector Quality Improvement Framework & 
Strategic Plan 2015/162019/20. 2015. 

44. Republic of Uganda MoH. The Quality Improvement Methods: A Manual For 
Health Workers In Uganda. 2015. 

45. Hudon C, Fortin M, Haggerty JL, Lambert M, Poitras M-E. Measuring Patients’ 
Perceptions of PatientCentered Care: A Systematic Review of Tools for Family 
Medicine. The Annals of Family Medicine. 

46. 2011; 9(2):155–64. https://doi.org/10.1370/afm.1226 PMID: 21403143 
47. Stewart M. Patient-centered medicine: transforming the clinical method: Radcliffe 

Publishing; 2003. 
48. Mead N, Bower P. Patient-centeredness: a conceptual framework and review of 

the empirical literature. Social science & medicine. 2000; 51(7):1087–110. 
49. Freeman RE. Strategic management: A stakeholder approach: Cambridge 

university press; 2010. 
50. Freeman RE. Stakeholder management: framework and philosophy. Pitman, 

Mansfield, MA. 1984. 
51. Uganda Ministry of Health. VHT / Community Health Extension Workers. 2015. 
52. Ministry of Health U. National Village Health Teams Assessment in Uganda 2015. 
53. Oyo-Ita A, Wiysonge CS, Oringanje C, Nwachukwu CE, Oduwole O, Meremikwu 

MM. Interventions for improving coverage of childhood immunisation in low- and 
middle-income countries. The Cochrane Database of Systematic Reviews. 2016;( 
7):CD008145. https://doi.org/10.1002/14651858.CD008145. pub3 PubMed 
PMID: PMC4981642. PMID: 27394698 

54. Gale NK, Heath G, Cameron E, Rashid S, Redwood S. Using the framework method 
for the analysis of qualitative data in multi-disciplinary health research. BMC 
Medical Research Methodology. 2013; 13 

55. (1):117. https://doi.org/10.1186/1471-2288-13-117 PMID: 24047204 
56. Bowen Glenn A. Document Analysis as a Qualitative Research Method. Qualitative 

Research Journal. 2009; 9(2):27–40. https://doi.org/10.3316/QRJ0902027 
57. USAID P. A Comprehensive and Patient-centered Approach to Improving Chronic 

HIV Care and Treatment in Uganda. 2012. 
58. IOM. Institute of Medicine. Crossing the Quality Chasm: A New Health System for 

the 21st Century. Vol. 6. Washington, DC: National Academy Press; 2001. 
59. Winn K, Ozanne E, Sepucha K. Measuring patient-centered care: An updated 

systematic review of how studies define and report concordance between 
patients’ preferences and medical treatments. Patient Educ Couns. 2015; 
98(7):811–21. Epub 2015/04/08. https://doi.org/10.1016/j.pec.2015.03.012 
PMID: 25846191. 

60. Sarkar NDP, Bunders-Aelen J, Criel B. The complex challenge of providing patient-
centred perinatal healthcare in rural Uganda: A qualitative enquiry. Social science 
& medicine (1982). 2018; 205:82–9. Epub 2018/04/21. 
https://doi.org/10.1016/j.socscimed.2018.03.029 PMID: 29674017. 

61. Sarkar NDP, Bardaji A, Peeters Grietens K, Bunders-Aelen J, Baingana F, Criel B. 
The Social Nature of Perceived Illness Representations of Perinatal Depression in 

https://doi.org/10.1370/afm.1226
http://www.ncbi.nlm.nih.gov/pubmed/21403143
https://doi.org/10.1002/14651858.CD008145.pub3
https://doi.org/10.1002/14651858.CD008145.pub3
http://www.ncbi.nlm.nih.gov/pubmed/27394698
https://doi.org/10.1186/1471-2288-13-117
http://www.ncbi.nlm.nih.gov/pubmed/24047204
https://doi.org/10.3316/QRJ0902027
https://doi.org/10.1016/j.pec.2015.03.012
http://www.ncbi.nlm.nih.gov/pubmed/25846191
https://doi.org/10.1016/j.socscimed.2018.03.029
http://www.ncbi.nlm.nih.gov/pubmed/29674017


 

 

134 Chapter 5 

Rural Uganda. International journal of environmental research and public health. 
2018; 15(6):1197. https://doi.org/10.3390/ijerph15061197 PMID: 29880729. 

62. Samulowitz A, Gremyr I, Eriksson E, Hensing G. "Brave Men" and "Emotional 
Women": A TheoryGuided Literature Review on Gender Bias in Health Care and 
Gendered Norms towards Patients with Chronic Pain. Pain research & 
management. 2018; 2018:6358624-. https://doi.org/10.1155/2018/ 6358624 
PMID: 29682130. 

63. Altaras R, Nuwa A, Agaba B, Streat E, Tibenderana JK, Martin S, et al. How Do 
Patients and Health 

64. Workers Interact around Malaria Rapid Diagnostic Testing, and How Are the Tests 
Experienced by 

65. Patients in Practice? A Qualitative Study in Western Uganda. PloS one. 2016; 
11(8):e0159525. Epub 2016/08/06. 
https://doi.org/10.1371/journal.pone.0159525 PMID: 27494507; PubMed 
Central PMCID: PMC4975385. 

66. Kusch MK, Haefeli WE, Seidling HM. How to meet patients’ individual needs for 
drug information—a scoping review. Patient preference and adherence. 2018; 
12:2339–55. Epub 2018/11/23. https://doi. org/10.2147/PPA.S173651 PMID: 
30464421; PubMed Central PMCID: PMC6229142. 

67. Alhassan RK, Nketiah-Amponsah E, Spieker N, Arhinful DK, Rinke de Wit TF. 
Assessing the Impact of Community Engagement Interventions on Health Worker 
Motivation and Experiences with Clients in Primary Health Facilities in Ghana: A 
Randomized Cluster Trial. PloS one. 2016; 11(7):e0158541. 
https://doi.org/10.1371/journal.pone.0158541 PubMed PMID: PMC4954663. 
PMID: 27439012 

68. Kok MC, Dieleman M, Taegtmeyer M, Broerse JEW, Kane SS, Ormel H, et al. Which 
intervention design factors influence performance of community health workers in 
low- and middle-income countries? A systematic review. Health policy and 
planning. 2015; 30(9):1207–27. https://doi.org/10.1093/ heapol/czu126 PubMed 
PMID: PMC4597042. PMID: 25500559 

69. Vasan A, Mabey DC, Chaudhri S, Brown Epstein H-A, Lawn SD. Support and 
performance improvement for primary health care workers in low- and middle-
income countries: a scoping review of intervention design and methods. Health 
policy and planning. 2017; 32(3):437–52. https://doi.org/10.1093/ heapol/czw144 
PubMed PMID: PMC5400115. PMID: 27993961 

70. Ministry of Health, Government of Uganda. HEALTH SECTOR DEVELOPMENT 
PLAN 2015/16–2019/ 20. 2015. 

71. Uganda Ministry of Health, UNHCO. Patients’ Charter. 2009. 
72. Molyneux S, Atela M, Angwenyi V, Goodman C. Community accountability at 

peripheral health facilities: a review of the empirical literature and development of 
a conceptual framework. Health policy and planning. 2012; 27(7):541–54. Epub 
01/25. https://doi.org/10.1093/heapol/czr083 PMID: 22279082. 

73. Abendroth M, Flannery J. Predicting the Risk of Compassion Fatigue: A Study of 
Hospice Nurses. Journal of Hospice & Palliative Nursing. 2006; 8(6):346–56. 
PubMed PMID: 00129191-200611000-00007. 

https://doi.org/10.3390/ijerph15061197
http://www.ncbi.nlm.nih.gov/pubmed/29880729
https://doi.org/10.1155/2018/6358624
https://doi.org/10.1155/2018/6358624
http://www.ncbi.nlm.nih.gov/pubmed/29682130
https://doi.org/10.1371/journal.pone.0159525
http://www.ncbi.nlm.nih.gov/pubmed/27494507
https://doi.org/10.2147/PPA.S173651
https://doi.org/10.2147/PPA.S173651
http://www.ncbi.nlm.nih.gov/pubmed/30464421
https://doi.org/10.1371/journal.pone.0158541
http://www.ncbi.nlm.nih.gov/pubmed/27439012
https://doi.org/10.1093/heapol/czu126
https://doi.org/10.1093/heapol/czu126
http://www.ncbi.nlm.nih.gov/pubmed/25500559
https://doi.org/10.1093/heapol/czw144
https://doi.org/10.1093/heapol/czw144
http://www.ncbi.nlm.nih.gov/pubmed/27993961
https://doi.org/10.1093/heapol/czr083
http://www.ncbi.nlm.nih.gov/pubmed/22279082


 135 Stakeholder perceptions of PCC in Uganda 

74. Jani BD, Blane DN, Mercer SW. The role of empathy in therapy and the physician-
patient relationship. 

75. Forschende Komplementarmedizin (2006). 2012; 19(5):252–7. Epub 2012/11/07. 
https://doi.org/10. 1159/000342998 PMID: 23128100. 

76. Yoder EA. Compassion fatigue in nurses. Applied nursing research. 2010; 
23(4):191–7. https://doi.org/ 

77. 10.1016/j.apnr.2008.09.003 PMID: 21035028 
78. Epstein RM. Realizing Engel’s biopsychosocial vision: resilience, compassion, and 

quality of care. International journal of psychiatry in medicine. 2014; 47(4):275–87. 
Epub 2014/08/03. https://doi.org/10. 2190/PM.47.4.b PMID: 25084850. 

79. Fitzgerald M, Ward J. Using standardized actors to promote family-centered care. 
Journal of pediatric nursing. 2018; 45:20–5. Epub 2018/12/31. 
https://doi.org/10.1016/j.pedn.2018.12.002 PMID: 30594888. 

80. Arnold JL, McKenzie FRD, Miller JL, Mancini ME. The Many Faces of Patient-
Centered Simulation: Implications for Researchers. Simulation in healthcare: 
journal of the Society for Simulation in Healthcare. 2018; 13(3S Suppl 1):S51–s5. 
Epub 2018/05/18. https://doi.org/10.1097/sih.0000000000000312 PMID: 
29771815. 

81. Dunsch F, Evans DK, Macis M, Wang Q. Bias in patient satisfaction surveys: a threat 
to measuring healthcare quality. BMJ global health. 2018; 3(2):e000694–e. 
https://doi.org/10.1136/bmjgh-2017000694 PMID: 29662696. 

82. Lehmann U. From Community Health Workers to Community Health Systems: 
Time to Widen the Horizon? AU—Schneider, Helen. Health Systems & Reform. 
2016; 2(2):112–8. https://doi.org/10.1080/ 23288604.2016.1166307 

83. Primary health care systems (PRIMASYS): case study from Uganda. Geneva: World 
Health Organization; 2017. Licence: CC BY-NC-SA 3.0 IGO 

 

https://doi.org/10.1159/000342998
https://doi.org/10.1159/000342998
http://www.ncbi.nlm.nih.gov/pubmed/23128100
https://doi.org/10.1016/j.apnr.2008.09.003
https://doi.org/10.1016/j.apnr.2008.09.003
http://www.ncbi.nlm.nih.gov/pubmed/21035028
https://doi.org/10.2190/PM.47.4.b
https://doi.org/10.2190/PM.47.4.b
http://www.ncbi.nlm.nih.gov/pubmed/25084850
https://doi.org/10.1016/j.pedn.2018.12.002
http://www.ncbi.nlm.nih.gov/pubmed/30594888
https://doi.org/10.1097/sih.0000000000000312
http://www.ncbi.nlm.nih.gov/pubmed/29771815
https://doi.org/10.1136/bmjgh-2017-000694
https://doi.org/10.1136/bmjgh-2017-000694
http://www.ncbi.nlm.nih.gov/pubmed/29662696
https://doi.org/10.1080/23288604.2016.1166307
https://doi.org/10.1080/23288604.2016.1166307


 

 

136 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Chapter 6  

The social nature of perceived illness representations of perinatal depression in 

rural Uganda 

 

 

Chapter 7 

Intra-household variation in pathways to care for epilepsy and mental disorders 

in eastern Uganda  



 137 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
Part II 

Conceptualisations & related 
Help-Seeking Behaviours of 

MNS disorders 
  



 

 

138 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

The social nature of perceived illness representations of perinatal 

depression in rural Uganda 

Nandini D. P. Sarkar, Azucena Bardaji, Koen Peeters Grietens, Joske Bunders-

Aelen, Florence Baingana, Bart Criel 

A version of this article was presented at:10th European congress on Tropical Medicine 

and International Health, 19th October 2017, Antwerp, Belgium – Oral presentation with 

abstract in : Tropical Medicine and International Health 2017, 22(Suppl. 1), 114. 

https://doi.org/10.1111/tmi.12978 

Published in: 

International Journal of Environmental Research and Public Health 

2018, 15, 1197 

https://doi:10.3390/ijerph15061197  

https://doi.org/10.1111/tmi.12978


 139 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Chapter 6 
 
The social nature of perceived illness 

representations of perinatal depression in 

rural Uganda 
 



 

 

140 Chapter 6 

ABSTRACT 

While the global health community advocates for greater integration of 

mental health into maternal health agendas, a more robust understanding 

of perinatal mental health, and its role in providing integrated maternal 

health care and service delivery, is required. The present study uses the 

Illness Representation Model, a theoretical cognitive framework for 

understanding illness conceptualisations, to qualitatively explore multiple 

stakeholder perspectives on perinatal depression in rural Uganda. A total 

of 70 in-depth interviews and 9 focus group discussions were conducted 

with various local health system stakeholders, followed by an emergent 

thematic analysis using NVivo 11. Local communities perceived perinatal 

depression as being both the fault of women, and not. It was perceived as 

having socio-economic and cultural causal factors, in particular, as being 

partner-related. In these communities, perinatal depression was thought 

to be a common occurrence, and its negative consequences for women, 

infants and the community at large were recognised. Coping and help-

seeking behaviours prescribed by the participants were also primarily 

socio-cultural in nature. Placing the dynamics and mechanisms of these 

local conceptualisations of perinatal depression alongside existing gaps 

in social and health care systems highlights both the need of, and the 

opportunities for, growth and prioritisation of integrated perinatal 

biomedical, mental, and social health programs in resource-constrained 

settings. 

KEYWORDS Uganda; perinatal depression; mental health; illness 

representations; explanatory models; socio-cultural conceptualisations 
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6.1 INTRODUCTION 

There has been increasing recognition of perinatal mental health, and in 
particular, of perinatal depression, as a growing public-health concern 
with various health implications on maternal, infant, and child outcomes 
[1, 2]. Evidence indicates that prevalence rates for common mental 
disorders are higher in low- and middle-income countries (LMICs) than in 
high-income countries, affecting up to 15.6% of pregnant women and 
19.8% of new mothers in LMICs [3]. In Africa, the prevalence of perinatal 
depression was found to be 11.3% during pregnancy and 18.3% after birth 
[4]. There is a small but slowly growing body of evidence focusing on 
perinatal mental health conditions in Uganda. The prevalence of antenatal 
depression in post-conflict northern Uganda was recently reported to be 
35.8% [5], while postnatal depression has been documented to be 6.1% in 
a peri-urban setting in central Uganda [6]. Associated factors include 
young maternal age, unplanned pregnancies, the absence of a stable 
partner, and marital problems, amongst others [6, 7]. However, the 
likelihood of the progression from antenatal depression to postnatal 
depression, or the prevalence of puerperal psychosis, remain unknown in 
Uganda [8]. Similarly, there is a lack of information regarding the impact of 
perinatal depression or puerperal psychosis on the mother and child in the 
country [8]. 

Whether depression, and in particular perinatal depression (PND), is a 
Western concept, and the extent to which there is cross-cultural 
equivalence in the illness’ conceptualisations, expressions, and need for 
treatment, has been an additional debate [9]. It is generally accepted that 
PND exists in most cultures, and has been reported on in several sub-
Saharan countries [10–14]. Nonetheless, to further support the global 
health community’s continued advocacy for greater integration of mental 
health into the maternal health agendas [15], a more robust knowledge of 
the prevalence of PND, and supporting cross-cultural examinations of it, is 
still required. One way to address this is by understanding local 
conceptualisations of an illness. Although data exist on the factors related 
to psychological distress in eastern Uganda [16], on lay concepts of 
general depression [17], and on the explanatory models of psychotic 
depression amongst the Buganda in Uganda [18], the specifics relating to 
PND in Uganda remain unexplored. 
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Theoretical Framework 

The focus of cross-cultural conceptualisations of mental illnesses is usually on 
culture-specific, word-based expressions, or idioms of distress, which are 
referred to as culturally salient indicators of distress [19–21], as well as on the 
explanatory models of illness, in particular, depression [22–25]. Illness 
conceptualisations, however, can be shaped by both the underlying socio-
cultural contexts that influence how illness characteristics are perceived, as well 
as how they are coped with [21, 26]. Hence, the Illness Representation Model 
(IRM) [27–30] was chosen to explore the dual nature of illness conceptualisations. 
This model, with its five dimensions of illness representations, was deemed to be 
the most appropriate for exploring and understanding the nuances within 
culturally-variable health phenomena, as can be the case with mental health 
conditions which are often stigmatised and/or without recourse to care in 
resource constrained settings. 

The IRM is a theoretical model from health psychology which is used as a 
cognitive framework for understanding illness conceptualisations. Its key 
construct is rooted in the idea that illness representations, or the ‘lay’ beliefs 
about an illness, are composed of five dimensions [29]. These dimensions are 
categorised into beliefs regarding: (1) the identity of the illness in terms of 
symptoms or labels; (2) the causal attributions behind the illness; (3) the timeline 
of the illness; (4) the consequences of the illness; and (5) illness management in 
terms of curability, controllability and coherence. 

Previous studies using the IRM have largely focused on examining the influence 
of illness representations on coping behaviours and illness outcomes within the 
larger Common-Sense Model (CSM) of self-regulation [29, 31]. The CSM is a 
theoretical cognitive framework explicating the processes in which health threats 
are assessed cognitively and affectively, threat levels are negotiated, and action 
plans for addressing the health threats are managed, all through continuous 
feedback loops. 

The majority of studies on the IRM have primarily used quantitative factor analytic 
models focusing on chronic physical illnesses, such as hypertension or diabetes 
[29]. To the knowledge of the authors, there has been only one study worldwide 
that has previously used the IRM as a basis for qualitative enquiry regarding 
conceptualisations of depression [23]. 

The present study uses the IRM to qualitatively explore multiple stakeholder 
perspectives regarding illness representations of PND in rural Uganda, by 
extending the IRM’s usage beyond just the patient’s perspective, towards that of 
other stakeholders. By situating illness representations through a multi-
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perspective analysis, socially- and culturally-sensitive narratives of PND in rural 
Uganda are generated that may enrich our understandings of the phenomena. 
While this study engages with locally valid conceptualisations of perinatal 
depression, it stops at framing it within the CSM. Further applications of both the 
IRM and the CSM may help situate, as well as provide evidence towards, practical 
and applied improvements in integrated maternal biomedical and mental 
health service delivery and health care provisions. 

Study Objectives 

To qualitatively explore multiple stakeholder perspectives regarding illness 
representations of perinatal depression in rural Uganda using the IRM. It is 
argued that the IRM can serve as a rich and robust cross-cultural method to 
qualitatively examine varied acute, cyclical, as well as chronic, mental health 
problems, such as perinatal depression. 

6.2 MATERIALS AND METHODS 

Research Design and Setting 

The outlined study was a qualitative enquiry carried out from March to May 2016 
in eastern Uganda as a part of a larger study on the challenge of equitable mental 
health care at Local Health System (LHS) level in low-resource, rural Ugandan 
settings (2015–2017). The study setting consisted of four rural villages in Busoga 
communities, two level-three health centres (HC IIIs) located in the two 
neighbouring districts of Iganga and Mayuge, and the Iganga district hospital. 
The study sites were located in the catchment area of the Makerere University 
Center for Health and Population Research and the Iganga-Mayuge Health and 
Demographic Surveillance Site. 

The HC IIIs are part of Uganda’s decentralised, tiered public health system, and 
are lower-level front-line health facilities providing basic out-patient, maternal, 
and infant health services. Iganga district hospital is a general hospital providing 
preventive and curative outpatient services, maternity services, as well as 
inpatient, emergency surgery and blood transfusion, and laboratory services. 
Recent demographic indicators show that the region has a Crude Birth Rate of 
30.62, a Total Fertility Rate of 3.4, a Crude Death Rate of 6.4, neonatal mortality 
of 30.1, and infant mortality of 59.8 [32]. 

Study Population, Sampling and Recruitment 

The study population included a variety of LHS stakeholders from both the 
community and the informal and formal health care systems (see Table 6.1). 



 

 

144 Chapter 6 

Table 6.1 Participant types and data collection schedule 

Participant Type 
In-Depth 

Interviews 

Focus Group Discussions 

(Total no. of Participants) 

Perinatal women: 
Single 16 2 (12) 

Partnered 16 2 (16) 

Partners of partnered women 16 2 (16) 

Religious Leaders 4 - 

Village LC1 chairs and vice-chairs 4 - 

Traditional Healers 2 - 

Traditional Birth Attendants 2 - 

Village Health Team members - 2 (14) 

Formal Health Care Providers 10 1 (6) 

Totals 70 9 (64) 

 

Purposive and snowball sampling strategies were utilized to enable maximum 
variation of identified participants through gradual selection processes. 
Recruitment at community level was initiated through the Makerere University 
Center for Health and Population Research and the Iganga-Mayuge Health and 
Demographic Surveillance Site; the latter institution has been working in the area 
since 2004. They introduced us to the four village Local Council 1 (LC1), who are 
the first level of elected local government administrative officials in charge of 
each village. The LC1 provided contacts for local Village Health Team (VHT) 
members, who were the main contact points through whom purposive sampling 
of remaining community members took place, including the perinatal women, 
their partners, and religious leaders. Recruitment of health professionals was 
conducted through the local district administrations and district health offices, 
which provided initial contacts at the district hospital and HCIIIs. This was 
followed by purposive sampling of health workers, which led to further snowball 
sampling in field. 

Data Collection 

In-Depth Interviews (IDIs) and Focus Group Discussions (FGDs) were considered 
to be the most appropriate methods for generating in-depth information 
regarding individual and community perceptions regarding PND and its 
representation. Both IDI and FGDs were guided by the use of a standard case 
vignette describing the thoughts, feelings, and symptoms of either a pregnant 
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woman or a new mother suffering from PND. A team of three local, Lusoga-
speaking data-collectors was trained for six days by the lead author. This 
included two days of piloting, pre-testing, and refining preliminary case-
vignettes of antenatal and postnatal depression, as well as the subsequent 
supporting preliminary IDI and FGD question-guides (see Table 6.2) in the 
neighbouring, demographically and linguistically similar district of Kakira. The 
case-vignettes and IDI and FGD question-guides were further developed in-field 
based on concurrent data analysis that took place during the data collection 
process.  
 

Table 6.2 Tentative IDI and FGD question guide 

Tentative question guide based around a Case Vignette describing a pregnant 
women/new mother suffering from depression. The questions were formulated around the 
five dimensions of the Illness Representation Model. All questions were open to further probing 
and exploration. 

• What do you think is happening to the pregnant woman/new mother? 

• What would people in the community think or say about her? 

• What do people in the community call this? 

• Why you think she is experiencing this? 

• Can you think of what might have caused this? 

• Do you believe that she is suffering an illness? If so, what kind of illness? If not, what could it 
be? 

• How often do you think women in your community experience this problem? 

• How long do you think this situation will last? 

• Can you think of problems that she could have, because of this situation? • How do 
you think this affects her caring for her unborn/new born child? 

• How should she act upon these feelings? 

• Does she need any kind of help for these feelings? If so, what? If not, why not? 

• If she needs any kind of help, who would be able to help her? What would you advise her to 
do? 

• Will she feel better with this help? What do you think should be done to give her better help? 

 

Written informed consent was obtained from all study participants prior to data 
collection. For the illiterate, verbal and thumbprint consent was acquired in the 
presence of an eyewitness who also signed in their attendance. All interviews 
and FGDs were audio-recorded, ranging from 30 min to 120 min. They were 
conducted in settings appropriate to the participant and data collection method, 
i.e., ranging from sitting under a distant tree slightly away from the household 
whilst interviewing a perinatal woman, to local fields and village halls for FGDs, 
to unoccupied hospital delivery rooms for interviews with health workers. 

The three local data-collectors conducted, transcribed, and translated into 
English all the Lusoga-language IDIs and FGDs. The lead author and one data-
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collector conducted and transcribed all the English interviews. Data cross-checks 
corroborating audio-files and transcripts were conducted by the other members 
of the data collection team. 

Data Analysis 

The qualitative data analysis was based on both a theory-driven and emergent, 
partially-inductive thematic coding process. During the data collection period, 
daily debriefing sessions were held with the whole data collection team to 
ensure quality control, as well as to conduct the process of field analysis. The 
debriefing sessions ensured that all emergent data was analysed in an iterative 
manner, leading to concurrent content and process discussions throughout the 
whole data collection period. This process of field analysis in the group enabled 
the lead author to develop manual data-driven codebooks, which facilitated the 
on-going theory-driven analysis of thematic concerns and trends as they arose 
whilst in the field. This process also allowed for the emergent realisation of data 
saturation as it occurred. Once relative data saturation had been reached and 
the data collection process concluded, all transcripts were individually and 
manually coded using both theory-driven and data-driven codebooks in the 
qualitative analysis software NVivo 11 (QSR International, Doncaster, VIC, 
Australia). The lead author would routinely receive feedback from senior authors 
based on analytic discussions, which informed the final interpretations as 
presented here. 

Ethical Approval 

Individual sub-components of this study, such as translated data collection 
guides, as well as the larger research on the challenge of equitable mental health 
care at LHS-level in low-resource, rural Ugandan settings (2015–2017), of which 
this study is a part, received ethical approvals from the Institutional Review 
Boards of the Institute of Tropical Medicine in Antwerp, Belgium (No. 997/15), 
Makerere University, School of Public Health in Kampala, Uganda (No. 299), and 
the Ugandan National Council for Science and Technology (No. HS 1888). 

6.3 RESULTS 

The results present a short description of the sample characteristics, followed by 
a breakdown of the data through the 5 dimensions of the IRM: (1) perceived 
identity of PND; (2) perceived causes of PND; (3) perceived timeline and course 
of PND; (4) perceived consequences of PND; and (5) associated help-seeking 
behaviours for the perceived illness. 



 147 Social nature of PND in Uganda 

Sample Characteristics 

A total of 70 IDIs and 9 FGDs (N = 64 participants) were conducted with various 
groups of LHS stakeholders. A total of 32 IDIs were conducted with 16 pregnant 
women and 16 new mothers, along with 4 FGDs of mixed groups of pregnant 
women and new mothers, with 28 FGD participants in total. Of the women 
having partners (the remaining being ‘single’), 16 IDIs and 2 FGDs (N = 16) were 
conducted with their respective spouses. From the larger community, IDIs were 
conducted with 4 religious leaders (Muslim imam, Catholic catechist, Protestant 
and Evangelical pastors), as well as 4 village Local Council 1 (LC1) chairs and vice-
chairs, who are the first level of elected local government administrative officials 
in charge of the village. At the informal health care level, IDIs were conducted 
with 2 traditional healers and 2 traditional birth attendants, along with 2 FGDs (N 
= 14) with Village Health Team (VHT) members who straddle the intersection 
between informal and formal health systems. At the formal health system level, 
10 IDIs with health professionals included 2 clinical officers from the HC IIIs, and 
5 nurses and 2 midwives from the district hospital, as well as the hospital medical 
superintendent. The health professionals in the FGD consisted of 2 nurses, 3 
midwives, and 1 HIV positive ‘mentor mother’ from the district hospital only. 
Table 6.1 outlines the participant types and data collection schedule. 

The perinatal women, their partners, other community members, and informal 
service providers were from Busoga communities, and spoke the local language, 
Lusoga. The majority of formal health professionals identified as Busoga; those 
who did not could still speak and communicate in Lusoga, as well as English. 

Perceived Identity of Illness 

Participant narratives on the perceived identity of illness focused mostly on 
various idioms of distress, rather than on specific symptomatic descriptions. This 
may be linked to the usage of case vignettes of PND, which already provided 
descriptions of thoughts, feelings, and symptoms. For instance, the majority of 
stakeholders described the case vignette as depicting a perinatal woman as 
“thinking too much” or “having too many thoughts”, and often referred to how 
this idiom of distress was both a symptom of, and was causally linked to, the 
perceived identity of the illness. Across the participant groups, the perceived 
identity of PND fell into three inter-related, yet independent categorizations of 
illness. The expressed idiom of distress primarily focused on the perinatal 
woman’s positionality, and was closely related to causal models of explanation, 
rather than on a symptomatology of illness (see Table 6.3). 
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Table 6.3 Perceived identity categorizations of PND highlighting a woman’s positionality 

PND Identity 
Categorizations 

Descriptors1 Meanings 

External to woman 

Omunaku 

Kubonabona 

Okuyawunga/Zonto/Zilo
go/Muwuvu 

Helpless 

Suffering 

Confused 

Kusiruwa 
Condition of lack of self-awareness and 
self-perception 

Internal to woman 

Mudoofu 

Mussiru 

Mudenkunu 

Foolish 

Stupid 

Someone who behaves differently from 
the past, but now it is negative 

Woman as related 
to man 

Mukyaawe 

Munobe 

Someone who was once loved, but this 
is no longer the case 

Someone who has been left by her 
partner 

Yadiba Someone who failed to get married 

1 In Lusoga language. 

The first categorization of the perceived identity of PND was that of it being 
external to the woman. The perinatal woman was viewed as a passive recipient 
of the illness, and the woman was believed to bear no active role in its occurrence 
and experience. As such, she was seen as being helpless, as suffering, or being 
confused, i.e., a victim of the illness. 

In contrast, the second PND identity conceptualization placed the illness as being 
internal to the woman. In this instance, the woman was considered to be an active 
participant in her mental ill-health. There was a connotation of blame and 
judgement towards the woman, and she was perceived as being foolish, stupid, 
or even someone who now behaves differently than in the past, and is thereby at 
fault, i.e., someone responsible for her own condition. 

The third category of perceived identity to emerge from the narratives revolved 
around the perinatal woman as related to man in her experience of PND. In this 
perspective, there was a simultaneous mix of the first two external and internal 
categorizations, i.e., she could be both a victim of, as well as the responsible party 
for, her illness, but specifically within the contexts of her positionality to man. 
Consequently, the perinatal woman with mental health problems was viewed as 
a woman who was once, but is no longer, loved by someone, or a woman who 
was left by her partner, or a woman who failed to get married. 
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Perceived Causes of Illness 

“I think at the community level we (see) social problems, economic ones...” 

—Enrolled midwife 4_FGD 

This quote from a health worker highlights the fact that despite attributing a wide 
range of causes to PND (see Table 6.4), for most community members, social 
and economic factors were the predominant modes explicating women’s 
mental distress during the perinatal period. 

Table 6.4 Classification and examples of participants’ perceived causes of PND 

Category Perceived Cause Exemplary Quote 

P
ar

tn
e

r 
re

la
te

d
 

Lack of love and care 

Does not provide for 
woman 

Abandonment/Paternity 
issues 1 

Verbal and physical abuse 

“The person responsible for her pregnancy has ignored the 
responsibility to take care of her and so she gets worried 
of how she would survive . . . ”  

—Partner of new mother 6 _FGD1 

“Your husband is abusing you and mistreating you so that also 
brings you worries.”  

—Partnered pregnant woman 3_IDI 

Polygamy/Affairs 

“Our women in the community, most of them hate polygamous 
families, as soon as anybody hears any rumour that your 
husband is going in with another lady, there is a tug of 
war. There the struggle starts.” 

 —Enrolled midwife 4_FGD 

F
am

ily
 r

e
la

te
d

 

In-laws mistreatment and 
abuse 

Lack of parents to turn to 

“She could have caused it by not relating well with her in-laws 
whom she is living with. It could be that they don’t see eye 
to eye.”  

—Traditional birth attendant 1_IDI 

“If your parents had paid (school) fees and you drop out of 
school, they abuse you that ‘look at her, she was just 
thinking of boys’ . . . You thought that you wouldn’t (need 
your parents) but now you are suffering . . . ” 

 —Single pregnant woman 5_IDI 

O
th

e
r 

so
ci

al
 s

u
p

p
o

rt
 r

e
la

te
d

 

Lonely  

Lack of friends to talk to 

 

 

“She may look at her friends (whom) she used to converse with, 
she fears them (since) her friends are in a good condition . 
. . even when her friends try to advise her, she feels she 
can’t fit among them . . . ”  

—Partnered new mother 9_FGD2 
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Category Perceived Cause Exemplary Quote 
S

p
ir

itu
al

/S
u

p
e

rn
at

u
ra

l r
e

la
te

d
 

Displeased ancestors 

Bewitchment by jealous 
in-laws/co-wives 

“The spirits have their own power and authority, it is based on the 
differences from the families, in some places if a sacrifice is 
not offered on behalf of the woman, she may never have 
peace in her marriage.” 

 —Partner of pregnant woman 1_IDI 

“ . . . It can even be anyone else who bewitched them, not (only) 
the mother-in-law or sister-in-law but any other person 
who interfered with their marriage and wants them to 
(have) conflict and suffer forever . . . ”  

—Partnered pregnant woman 1_FGD1 

P
o

ve
rt

y 
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te

d
 

Lack of basic needs 

Lack of food 

“It may be caused by poor conditions of living including poor 
feeding...”  

—Village LC1 chair 1_IDI 

“Sometimes feeding causes problems, she could be interested 
in eating something, and she won’t get it as desired, and 
that stresses her.” 

 —Partner of new mother 3_IDI 

P
re
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n
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cy
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Condition of pregnancy 

Birth/Delivery fears 

Unwanted pregnancy 1 

“This situation normally happens . . . when women have got 
pregnant and after giving birth...”  

—Partnered new mother 6_FGD1 

“Young girls who are 17–19 years, (they have) unplanned or 
unwanted pregnancies . . . and no love for the expected 
baby and then the stigma itself stands that she is young, 
she is pregnant . . . ”  

—Enrolled midwife_IDI 

M
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HIV/fear of infection from 
partner 

“(She may) have got pregnant and she finds out that the person 
she loved is HIV positive, so she thinks a lot and even hates 
the baby she has delivered.”  

—VHT 7_FGD2 

“Worry” related 

“Of course, she is sick because there is nothing heavier than 
thoughts. Thoughts are the biggest cause of sickness.”  

—Partner of pregnant woman 4_IDI 

1 Cited more often for and by ‘single’ perinatal women 

 

Partner Related Distress. Amongst the social factors, partner-related issues were 
the most frequently cited and strongly perceived cause of PND. These partner-
related causal beliefs ranged from “the lack of love from husband” to 
experiences of intimate partner violence and domestic abuse. A commonly cited 
causal belief was that “the husband does not provide for the woman”. 
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Characteristics of the Family Unit and the Role of Social Support. In addition to the 
partner related social-support factors, other social causal explanations revolved 
around the family unit. This ranged from having no parents to turn to for help, to 
jealous and competitive co-wives, to mistreatment and abuse from the in-laws. A 
lonely woman with no social support system was frequently perceived as being 
at greater risk of PND. 

Supernatural and Spiritual Attacks. These social causal beliefs were also 
intricately interwoven with socio-cultural causal models involving the spiritual 
and supernatural realm. Two recurrent themes arising from the causal narratives 
for a perinatal woman’s depression were that of (i) displeased ancestral spirits 
placing a curse on a woman’s partnership with her husband, or (ii) an abayiwa 
(witchdoctor) bewitching a partnership upon solicitation of co-wives or in-laws. 

Poverty and Lack of Essentials. A lack of providing was often linked to other 
economic causal beliefs of PND being poverty and diet-related, in which the lack 
of food, or a balanced diet, or basic needs such as bedding, all contributed to a 
pregnant woman or new mother’s experience of distress and depression. 

Pregnancy and Perinatal Perceptions. In a small number of cases, causal beliefs 
were pregnancy or delivery related. Some individuals thought it a normal 
situation of the perinatal period, while others thought it was related to fears and 
stress regarding potential delivery complications. In some cases, women 
mentioned how their own experiences of PND were linked to the pregnancy 
being unwanted and/or how often they considered abortion. 

Medicalisation of Illness. Medical models of causation for PNDs were linked to 
having a specific disease, such as HIV, malaria or ulcers (due to the lack of food), 
or the fear of contracting HIV from their partner. Some participants also quoted 
PND as being a “worry related” illness. 

Despite the thematic presentation of causal beliefs, it should be noted that these 
perceptions of illness causation are very much intertwined as reflected in the 
following quote: 

“For me I think what causes that is that if some men make you pregnant, they neglect you. 
Some women we get sick and your condition changes from the normal one, we need to 
eat in a different way but he has neglected you . . . you don’t want to eat anything so you 
stay hungry . . . you are feeling sick but you can’t move to the health facility because he can’t 
even provide to you transport to go to the health facility. So, you are fed up and you even 
hate giving birth, and you reach an extent of saying that dying is better because you feel 
giving birth is useless because you can tell him something but he doesn’t care about you . 
. . So, you feel the situation has become hard . . . for me I think that is what causes that.” 

—Partnered pregnant woman 2_FGD2 
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Perceived Timeline and Course of Illness 

Participant perceptions regarding the timeline and course of the PND was the 
least expressed dimension of illness representation. Nonetheless, PND was 
generally perceived to be a common occurrence during the perinatal period 
across the various stakeholders. Throughout the course of the study, multiple 
perinatal women shared their own experiential understandings of it, as well as 
informal and formal health workers receiving depressed women: 

“It normally happens . . . and we go through it so much. It is the one I am going through...” 

—Partnered pregnant woman 4_IDI 

“I have received some (mothers with depression). The woman comes and explains to me 
that maybe since giving birth, am feeling like this and that, then I give her advice. I have 
never got one who thinks about death but I get some with a lot of worries and thoughts.” 

—Traditional birth attendant 1_IDI 

Another illness timeline feature was differences in perceptions between 
stakeholders regarding the course that PND would take. It was often stated that 
a woman would recover quickly from PND if she received the appropriate social 
support and treatment. However, there was a marked difference in the way 
partners viewed the timeline of the illness and the speed of recovery, as 
compared to the perinatal women themselves. This may be attributable to the 
fact that while partners could only try and put themselves in the shoes of the 
women, in some instances the perinatal women spoke out about their own lived 
experiences of PND, and, thus, knew first-hand the challenges of recovery and 
rehabilitation from PND in this particular context: 

“For her situation to improve, it needs the previous situation (of lack of provision) to 
normalize first . . . It doesn’t even take a week, it’s very easy . .” 

—Partner of new mother 2_IDI 

“It will be quite long (to recover), as long as she doesn’t get someone to counsel her on the 
situation and how she could go about it. The new born could (age up to) two years if she 
(does not) get counsel from anyone about the situation. If at all she could find someone to 
counsel her within those 2 years, the period could be less . . . ” 

—Partnered new mother 1_IDI 

Perceived Consequences of Illness 

While this dimension of the IRM did not receive as much attention by the 
participants as some others, the majority of participants recognised the various 
corollaries that could arise from a woman suffering from PND. The perceived 
consequences of a woman suffering from PND fell largely into three categories 
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of recipients: the woman, the new born baby, and/or the community at large. 
Most participants recognised the possibility of a woman with PND committing 
self-harm or suicide: 

“If the situation continues that way without any remedy, based on her situation she may do 
harm to herself, she might think of abortion and even committing suicide...” 

—Partner of pregnant woman 5_IDI 

As the quotes above and below show, the community also expressed concern 
over the possibility of harm (both intentional or unintentional) that could come to 
both the foetus and new-born. Abortions and ‘birth defects’, as well as abusive 
behaviours towards the infants as a result of PND played largely on the minds of 
the perinatal women and the community: 

“If you have many thoughts, the baby will also be thoughtful. She will be spoiling the baby’s 
brain. The brain will not function very well.” 

—Partnered pregnant woman 2_IDI 

“It affects my baby, because if I am worried and she is also putting me on pressure as she 
is crying... and for me who is quick to anger, I slap her...” 

—Single new mother 4_FGD3 

Lastly, the participants also spoke of various biomedical and social ramifications 
that could occur not only for the perinatal woman, but also for the immediate 
family, and how this plays out in the larger community: 

“When the community saw her pregnant, they reported (it) to her parents. As you know, 
the parents they just quarrel and take her for a medical check-up; once they realize that she 
is pregnant, some parents have a tendency of saying that ‘for me I do not like the person 
who impregnated you, so let us abort’ and if she refuses, they neglect her, that ‘since she 
refused, let her suffer’ and other people start laughing at her.” 

—VHT 5_FGD2 

Associated Help-Seeking Behaviours & Illness Management 

This dimension of the IRM was one of the more expressed upon facets of PND’s 
perceived representation. Participants proffered a variety of strategies, which 
they believed to be appropriate and adequate towards remedying the primarily 
social affliction of PND. The majority of these illness management strategies were 
not necessarily “health” seeking, but rather, were primarily non-health related 
mechanisms through which the community believed perinatal women’s overall 
mental health and well-being outcomes could be ameliorated (see Table 6.5). 
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Table 6.5 Classification and examples of associated help-seeking behaviours and management for 
PND 

Category Exemplary Quote 

Partner related 

“She can go and find a job for herself, make her (own) money and in the 
future, build her own house . . . the man will just hear about it (since) 
she leaves the man . . . ”  

—Partnered new mother 4_IDI 

Socially related 

“If someone has not come to you or you have not learnt about her situation 
because that person may not be social, then you cannot know what 
that woman is going through . . . now if someone has a problem and 
does not converse with people, then they cannot be helped . . . ” —
Religious leader 3_IDI“We can tell her to first check (her)self, and we 
have local marriage courts . . . we send them there for counselling.”  

—Village LC1 chair 4_IDI 

Spiritual/Supernatural 
related 

“The majority (of women, go to traditional healers) because they believe 
that is the only working God. Going for witchcraft, they give you 
things - ‘Now you shower with these things, put these in your 
husband’s food and he will become soft (kind), providing for 
everything and giving you whatever you want.’ This is being 
practiced so much in the villages. Actually, women also come to the 
facilities when they have tied charms around their bodies saying ‘this 
one is for my husband to love me so much’ . . . ”  

—Clinical officer 1_IDI 

Bio-medically related 

“She should first go to hospital and then to the shrines if they have failed in 
hospital.”  

—Partnered new mother 6_IDI 

 

Partner Related Strategies. The most prominent and recurrent strategies involved 
the partners of the perinatal women. These ranged from behaviours aiming at 
actively improving the relationship with the husband, leaving/divorcing him, 
and/or empowering oneself financially and not having to rely upon him for 
financial support. 

Socially Related Interactions and Behaviours. Further modes of improving mental 
health outcomes revolved around other socially-related interactions and 
behaviours. Women were prompted to seek advice from their parents, friends, 
religious leaders, village chiefs, etc. “Being-open” and “not hiding one’s worries” 
were perceived as being useful while engaging in greater communication efforts 
with other community members. Similarly, other socio-behavioural strategies 
included improving relationships with one’s in-laws and/or co-wives (for those in 
polygamous relationships). Most accounts of these social strategies with other 
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community members were done in the hope of eventually improving the 
relationship with the husband, which was believed to be at the crux in improving 
the woman’s well-being. 

Supernatural and Spiritual Treatments. For those instances where PND was 
perceived to be a result of spiritual attacks or supernatural causes, the first resort 
was seeking help from traditional healers. Traditional healers were primarily 
sought to appease any angered ancestors, in order to improve relations with the 
husband, or prevent bewitchment from co-wives or other jealous community 
members. 

Biomedical Health-Seeking Behaviours. If a perinatal woman’s depression was 
thought to be biomedical in nature (such as fearing HIV infection), then her 
associated health-seeking behaviour would be to go to the health facility to 
receive medication and treatment for the underlying medical condition. 
Nonetheless, traditional help was often sought as a secondary option once 
conventional biomedical care was deemed to have failed. 

These ways of coping or treatment narratives were not linear, nor individually 
compartmentalised and segregated. More often than not, the narrated help-
seeking behaviours for PND were a complex interplay happening 
simultaneously and/or sequentially, in some cases in a trial-and-error fashion. 

The following is an example of this pluralistic approach in treatment and coping: 

“The health care provider should give this woman adequate counselling to this woman, 
and then she can go for the cleansing process to take away all her problems of the family 
spirits. The health workers should not segregate these women when they return with a 
changed status after the shrine, the health workers should embrace them and provide the 
care as appropriate.” 

—Partner of pregnant woman 6_IDI 

Finally, it can thus be seen that local communities perceived PND as inherently 

linked to a woman’s positionality, with a predominant focus on socio-economic 

and cultural causal factors, in particular to partner-related factors. PND was also 

perceived as being a common occurrence in this context, and it was recognised 

as having negative consequences for women, infants and the community at 

large. Related appropriate ways of coping, both individually and as a community, 

as prescribed by the variety of stakeholders, were also primarily socio-cultural in 

nature. The following excerpt highlights these mixed nuances: 
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“Many young girls are reportedly carrying out abortion because care for them is poor or 
not there at all. Most men in this community have many relationships even when they are 
not able to provide financially for the many woman they have. Therefore, they end up 
abandoning the women and hence this causes them to develop many thoughts. This ruins 
their future. A law must be put in place against early marriage.” 

—Village LC1 chair 1_IDI 

6.4 DISCUSSION 

To the knowledge of the authors, this is the first study exploring grounded 
conceptualisations of perinatal depression using the Illness Representation 
Model as a basis for qualitative enquiry in sub-Saharan Africa. In-depth 
interviews, as well as the usage of case vignettes, elicited in-depth narrative data 
from a variety of local health system and community-based stakeholders 
regarding mental health and ill-health during pregnancy and postnatal periods. 
The IRM allowed for systematic and detailed analyses of the ways in which local 
Busoga culture viewed and shaped PND illness representations. 

The local representations of the various dimensions of the IRM emphasised the 
social nature of perceived perinatal depression. A combination of factors 
attributed to the sociocultural context, and to the woman’s social well-being, 
played a central role in outlining the identity of PND, associated causal 
attributions, potential timelines for the illness, its consequences, as well as its 
management. 

Within these Busoga communities, the identity of PND fell largely within the 
realm of idioms of distress [19, 20], in particular, that of “thinking too much” or 
“having too many thoughts”. This is similar to findings of Okello and Ekblad [17] 
regarding conceptualisations of general depression amongst the Baganda in 
Uganda. However, supporting the findings of Kaiser et al.’s qualitative review 
[21], the present study’s findings indicate that this idiom of distress was not 
merely an expression of symptomology, but rather, simultaneously, also the 
causal explanation of a perceived social (and in some cases, physical) problem. 
These causal identities of PND were primarily situated around a woman’s mental 
and social sense of self, i.e., where the idiom of “thinking too much” is either 
internally attributable to her and viewed as her fault, or external to herself, in 
which she is more of a victim, or as a consequence of her existence in relation to 
a man. 

The woman’s positionality in PND is further highlighted and reinforced in the 
predominantly social nature of the remaining dimensions of IRM. The causal 
explanatory models voiced across all groups of study participants are distinctly 
related to social and interpersonal problems of causation, followed by socio-
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economic and supernatural reasons. While lack of social support and conflicts 
with partners, in-laws and/or parents are frequently cited causal attributions or 
known risk factors for general and perinatal depression in LMICs or Africa [3, 4, 
6, 7, 12, 13, 17, 25, 33–35], the role that the perinatal woman plays in these 
conflicts is repeatedly brought up in this study’s narratives. Her social position in 
relation to others, in particular to her husband or partner, and her own role and 
responsibility within such a precarious situation, defines how she is perceived by 
others. Importantly, this social positioning is also perceived to play a role in her 
own mental health during the perinatal period. 

Most participant groups recognised that real consequences can exist for the 
women, the new-borns, and the community at large; these findings are similar to 
those from the neighbouring country of Democratic Republic of Congo [10]. 
However, the extent to which the perceived problem of PND was thought to be 
curable or preventable was dependant on the stakeholders’ notion of what was 
wrong, which was especially highlighted in the way in which perinatal women 
voiced their experiences compared to others. 

Coping with PND, conceptualised primarily in terms of social and cultural issues, 
was centered around activating social support, especially from the partner. This 
is similar to the findings of previous research on general depression in Uganda 
[7, 17, 36]. Most coping strategies were socially and culturally sanctioned, and 
aimed at improving interpersonal relations through either direct means (such as 
through open communication with partner) or indirect means (such as through 
lifting of a curse from co-wife by visiting the traditional healer). Biomedical 
treatment was therefore often sought in conjunction with traditional health-
seeking behaviours, supporting previous traditional healing and health-seeking 
research in Uganda [16, 37]. Strikingly, formal maternal health providers also 
shared similar conceptualisations with other community members, especially in 
regards to the causal beliefs of PND. This highlights the need for greater 
sensitisation and awareness of maternal mental health issues, not just amongst 
the community, but also within the larger health system, through training for 
maternal health workers, and service delivery itself. 

Situating PND as a socially-constructed illness and social problem in the context 
of rural Uganda allows for more nuanced understandings and comparisons of 
perinatal depression as a psychiatric disorder, as compared to a culturally-
normative expression of psycho-social, socio-economic, and socio-cultural 
issues. While there is indeed a sense of distress in the narratives of the perinatal 

women expressing their own lived experiences in this study, there is need for 
caution in potentially pathologising and over-medicalising the human 
expression of sadness and related normative coping behaviours [20, 26, 38]. As 
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Haroz et al. [39] have shown, the lack of certain globally mentioned features of 
depression in current gold-standard diagnostic criteria—such as social isolation, 
loneliness, both of which featured in this study’s results—highlights that both the 
discussion, and maintaining a critical eye, are still relevant. 

This is not said to compound upon any doubts surrounding the legitimacy of 
mental ill health and psychological distress; rather, it is intended to support the 
need to remain critically aware that both an over-medicalised or a primarily 
socially-constructed perspective of PND may contribute to a moralizing 
tendency of so-called “normalcy”, and in turn, may create blind spots vis a vis 
other perspectives. The line between normal and pathological is where a culture 
and a society chooses to draw it; in this case, this primarily social representation 
of PND, as offered through the lens of the IRM, may potentially lead to under 
detection of PND in rural Uganda. Understanding these socially constructed 
boundary lines of PND can help in informing both mental and maternal health 
agenda, policies, and services. 

The implications for health policy, practice, and research in Uganda include the 
fact that, while a national mental health policy exists in the country which includes 
maternal mental health, there is currently no mental health plan [8]. The lack of 
dedicated maternal mental health services and guidelines [8], combined with 
the perceived low quality of interpersonal maternal health care in this setting 
[40], creates waves of ineffective and unintegrated maternal health care 
provision towards perinatal women. Further efforts specifically aimed at 
screening, diagnosing and providing treatment options in such resource-
constrained settings need to be initiated. Integrated maternal mental health care 
as part of primary health care, community-level maternal care, or facility-based 
care, along with sustainably engaging VHT members, all need to be explored 
and advocated for from both policy and implementation perspectives. 

Additionally, the social dimensions of PND in rural Uganda make the case for a 
performant social services system which co-exists and coordinates with the 
health services system, especially at the LHS level. While the health system caters 
down to the village level, there are hardly any similar decentralized social 
services. As some of the excerpts demonstrate, most social care for PND is 
provided on an informal basis by informal caretakers or various community 
members, such as VHT members, religious leaders, and village chiefs, who 
provide counselling and advice. The lack of formal, institutionalised social care, 
and trained social workers at the peripheries of the system, is one aspect which 
can be improved. Developing the social sector as an adjunct to health systems 
and their maternal health programs would support the development of people-
centered and integrated provisions of care, not just for perinatal women, but also 
for new-borns and the community at large [41]. 



 159 Social nature of PND in Uganda 

Furthermore, while recent reviews have added much to our cross-cultural 
database of knowledge by highlighting idioms, factors, symptoms, and 
syndromes associated with general depression and PND [4, 21, 34, 39], it is also 
imperative to move beyond the perceived illness representations towards actual 
coping behaviours and illness outcomes. The IRM stands as a good entry point 
to understanding illness narratives in a culturally sensitive and nuanced manner; 
however, an added benefit lies in its key role within the Common-Sense Model 
(CSM) of self-regulation, as proposed by Leventhal [29]. Further research on 
coping behaviours and illness outcomes through the CSM framework may be 
useful in this regard. 

The strengths of this study lie in the generation of multi-perspective, socially- and 
culturally-sensitive narratives of PND, which form the basis for developing 
grounded understandings of the illness in rural Uganda. While the study did not 
purport to diagnose and identity amongst the perinatal women participants who 
had PND and those who did not, it is recognised that having complementary 
diagnostic data could have allowed for a deeper exploration of PND illness 
representations from the perspectives of women directly affected by it. 
Additionally, the study itself did not explore the CSM; thus, it leaves open space 
for future research into understanding more concretely how these illness 
representations of PND in rural Uganda impact the mechanisms of health 
seeking behaviours and self-care through individual- and community-level 
coping behaviours, and how it relays back to actual illness outcomes. Greater 
measures of control through participant observations and member checking 
could further validate the findings. 

In a real life public health space, the use of the IRM to contextually comprehend 
PND in rural Uganda through the perspective of various stakeholders potentially 
allows for the creation of community-based integrated social-health care 
programs. Informed by the realities on the ground and the primarily social 
conceptualisations of PND, this study reveals the need for comprehensive and 
integrated perinatal biomedical, mental, and social health services in these 
resource-constrained settings. With the ever-growing calls to action for 
integrating mental health into maternal health care [15, 42], further research into 
the contextualised illness representations of perinatal depression and other 
perinatal mental health conditions could potentially serve as stepping stones for 
delineating and working with the real-life complexities associated with 
improving global maternal morbidity and mortality outcomes. 
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6.5 CONCLUSIONS 

Using the Illness Representation Model as a framework for qualitative enquiry, 
findings from this study suggest that the perceived illness representations for 
perinatal depression are largely social in nature, across perinatal women and 
other stakeholder groups in rural Uganda. Placing these dynamics and 
mechanisms of local conceptualisations of perinatal depression alongside 
existing gaps in the social and health care systems, the study highlights 
opportunities for growth and prioritisation of integrated mental and maternal 
health interventions and programs that are aimed at improving overall maternal 
health outcomes. 
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ABSTRACT 

Integrating mental, neurological, and substance use (MNS) health care into the 
public health system has become a global priority, with mental health and well-
being now being part of the Sustainable Development Goals. In the aim to 
provide good quality care for MNS disorders, understanding patients’ pathways 
to care, both biomedical and alternative, is key.  

This qualitative study explores the pathways to care of patients attending an 
outpatient mental health clinic of a district hospital in eastern rural Uganda, from 
the perspectives of their caregivers. Out of 27 in-depth interviews with caregivers 
of MNS patients visiting the clinic, four case-presentations - where two family 
members suffered from similar MNS disorders yet received different pathways 
to care - were selected for further in-depth analysis. Data analysis was based on 
thematic and emergent content analyses using NVivo 11.  

Chosen help-seeking itineraries were largely pluralistic, combining and 
alternating between traditional healing practices and biomedical care, 
regardless of the specific MNS disorder. Intra-household differences in care 
seeking pathways – e.g. where one patient received traditional help or no care at 
all, while the other received biomedical care – depended on caregivers 
perceived contextual illness narrative for each patient, in combination with a 
variety of other factors. If interpreted as a form of bewitchment, traditional 
medicine and healing was the first form of care sought, while the mental health 
clinic was a recourse to “free” care. Patients, especially younger children, who 
showed visible improvements once stabilized on psychotropic medication 
provided motivation for caregivers to continue their biomedical care. However, 
stock-outs of the free psychotropic medication at the clinic led to dissatisfaction 
with services due to out-of-pocket expenses and precipitated returning to 
alternative therapy choices.  

Various combinations of individual, cultural, socioeconomic and structural 
factors affected caregivers’ choices of pathways to care for patients with MNS 
disorders, in particular young children. These cumulative complex processes, 
which ultimately impact patient treatment and MNS outcomes, need to be first 
acknowledged and addressed if we are to promote more inclusive, effective and 
integrated public mental health systems. 

KEYWORDS Uganda; MNS disorders; Epilepsy; Mental disorders; pathways to 

care; help-seeking behaviors; mental health clinic; caregivers  
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7.1 INTRODUCTION 

“It used to work like demons. She became ill and [had] headaches and walked aimlessly, 
like demons… She would fall down and do inappropriate things… we would take her to 
the traditional healers … we tried the medical doctors …then we decided to use those 
tablets… and whenever she swallowed them, she couldn’t fall down.”  

– Caregiver SN023 

 Mental, neurological, and substance use (MNS) disorders are among the 
leading causes of long-term disability and debilitation globally, accounting for 
7.4% to 13% of disability-adjusted life-years [1, 2]. On average, approximately 
one in five people experience a common mental disorder in any given twelve 
month period [3], while current estimates indicate that 14.3% of deaths are 
related to mental disorders globally [4]. Epilepsy, a neurological disorder, had a 
global age-standardised prevalence of 621·5 per 100 000 population in 2016, 
with the highest prevalence in eastern, western, and southern sub-Saharan Africa 
regions, central Asia, central and Andean Latin America, and southeast Asia [5]. 
As such epilepsy is considered a major public health problem in sub-Saharan 
Africa, and approximately 60% of persons living with epilepsy do not receive 
biomedical anti-epilepsy treatment [6]. While low- and middle-income countries 
carry a significant amount of the disease burden from MNS disorders, their 
resource-constrained mental health systems continue to face large treatment 
gaps and shortages [1, 7].  

Uganda, a low income country in East Africa, has taken significant steps towards 
developing a national mental health policy in the last decade [8-10]. 
Nevertheless, major challenges remain, especially in ensuring adequate 
integration of biomedical MNS health care into the decentralised Ugandan 
primary health care system [11]. Human and financial resource constraints are 
primary barriers in ensuring equitable coverage at the local health system level 
[12]. In general, the coverage, access to and quality of MNS services remains low, 
in part associated to socio-cultural and systemic barriers [13, 14].  

Additionally, alternative systems of care may compete with the limited 
biomedical care available for MNS disorders through the public health system 
within these contexts. It has been hard to estimate the exact numbers of 
traditional healers in the Ugandan context, despite the government urging their 
registration and indexation [15]. There is also a known vast diversity in traditional 
providers ranging from herbalists to diviners, faith healers, spirit mediums, and 
so on. As such, traditional care and its utilisation has been documented for a wide 
variety of biomedical and psychosocial health concerns, including but not limited 
to HIV, malaria, diabetes, perinatal depression, spirit possession, and severe 
mental illness [16-22]. 
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Regardless of the pathways of care chosen for those living with MNS disorders, it 
is important to recognise that persons with MNS disorders require some degree 
of caregiving. While it is known that MNS disorders often extol a significant 
burden and associated cost on both patients and their caregivers [23, 24], there 
is limited data on caregiver perceptions towards the illness experience, their 
motivations, and choice of therapeutic itineraries. The few studies on caregivers 
in Uganda, focus on caregivers of children living with HIV/AIDS and how 
caregivers can be supported [25-27]; or the lived experiences of caregivers with 
patients living with MNS disorders and how specific interventions can support 
them [28, 29]. Only one recent study specifically explores help-seeking 
processes amongst the parents of children with MNS disorders, which highlights 
a mixture of traditional, environmental, and biomedical understandings as 
underlying causes of illness that influence chosen pathways to care [30]. 

As such, there is value in also evaluating MNS needs from caregiver perspectives. 
Theoretical models for conceptualising and understanding health seeking 
behaviour – such as the Health Belief Model [31, 32], the PASS-model [33], and 
other anthropological and socio-cognitive models – can be useful tools in this 
regard. While normally used to situate patient perspectives, these frameworks 
can also be employed to understand and evaluate MNS-related service 
utilisation, not only from the perspectives of service users, but their caregivers as 
well [34].  

Additionally, in contexts where decision-making processes are highly 
dependent on the culture and surrounding social system, it would be highly 
relevant to take into account the role of the therapy management group (that is, 
those individuals who perform and partake in joint caregiving responsibilities of 
a patient), social support systems, social values and social pressures [35]. These 
factors, in combination with barriers in quality of, and access to, care and 
resource seeking, create deeply intertwined decision-making spaces that can be 
relevant to caregiver experiences and coping strategies. To improve access to 
and utilization of publicly available MNS care in resource-constrained settings, it 
is thus crucial to understand the decision-making processes of caregivers of 
persons with MNS disorders.  

Thus, the aims of this study were: (a) to explore beliefs and attitudes of caregivers 
of persons with MNS disorders regarding their patient’s particular MNS concern; 
(b) to understand the role of socio-cultural and socio-economic factors in 
caregiver decision-making; and (c) to assess caregivers’ perceived quality of, and 
satisfaction with, available biomedical (whether pharmacological or 
psychological) treatment, and other available alternative pathways to care. 
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7.2 METHODS 

Study design 

This article presents data from a qualitative strand of research in a larger study 
conducted from September 2016 to February 2017. The larger study consisted 
of a mixed-methods assessment of Iganga District Hospital’s Mental Health Clinic 
(MHC) and its visiting patients and caregivers, from a quality of care perspective 
(Author, submitted article, see Chapter 9). This qualitative enquiry focuses on the 
mechanisms underlying the help-seeking related, decision-making processes of 
caregivers of persons with MNS disorders visiting the MHC. 

Study site & population 

The study took place across the rural district of Iganga, in eastern Uganda, which 
is located in the Busoga sub-region. The district had an estimated total 
population of 504,197 inhabitants in 2014 with approximately 58% of the total 
population under the age of 18 [36]. The district can be considered 
representative of most Ugandan rural populations, with subsistence farming 
being the main source of earning and livelihood of over 60% of Busoga 
households [36]. The primary languages spoken in the district are Lusoga, 
Luganda, English and Swahili, while religious affiliations include Protestants, 
Muslims, Catholics, faith-based and traditional cultural beliefs [37]. 

The local health system in Iganga district consists of four levels of care and is 
illustrative of the decentralised public health system in Uganda, providing free of 
cost biomedical care. Iganga district has one district level general hospital in 
Iganga town, which is a semi-urban township. Iganga District Hospital serves a 
catchment population of approximately 1.5 million people, coming from across 
six neighbouring districts. Within the district hospital there is the outpatient MHC, 
which is the first point of access to outpatient neuropsychiatric care at the district 
level.  

According to hospital records, in the twelve months preceding the study period, 
the MHC had 4613 patient contacts in total, amounting to a median of 355.5 
patients per month (Author, submitted article). At the time of the study, the staff 
at the MHC consisted of four health workers: one psychiatric clinical officer, one 
psychiatric nurse, and two nursing aides.  

Sampling strategy 

Our study focused on caregivers, defined as individuals who, without being paid, 
“look after a family member, partner or friend who needs help because of their 
illness, frailty, disability, a mental health problem or an addiction and cannot cope 
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without their support” [38]. As part of the larger study, caregivers were 
purposively sampled among adults from the outpatient waiting area of the MHC 
in Iganga District Hospital, who were either: (i) accompanying a patient attending 
the MHC, or (ii) attending the MHC on a patient’s behalf. Those who consented 
to the larger study, first took part in an MHC consultation observation and an exit-
poll survey on patient-centered care and consultation satisfaction outcomes, 
respectively (Author, submitted article). From this larger set of participants, 
caregivers who were residents of Iganga district, were further sampled at the end 
of the exit-poll survey to be part of this qualitative enquiry. Those who verbally 
consented to be part of this qualitative study were asked to provide their contact 
details for future follow-up for an in-depth interview at a time and place of their 
choosing.  

Data collection 

In-depth interviews were used for data collection, as a means to explore 
caregiver help-seeking itineraries chosen on behalf of the MNS patients living in 
their care. Prior to the interview itself, participants were given an information 
sheet in Lusoga and provided written informed consent. Each interview lasted 
for approximately one hour and was conducted in the local language of Lusoga 
by a qualitatively trained research assistant, with NDPS supervising. Most 
interview locations were the housing compounds of the interviewees, or the 
fields on which they farmed. All interviews were digitally audio-recorded, 
transcribed verbatim, and translated into English. 

Data analysis 

Data analysis involved retroductive analysis, which uses both inductive and 
deductive coding processes. The PASS-model (see Figure 7.1), developed by 
the Partners for Applied Social Sciences and based on anthropological theory 
[33], facilitated the analysis of a broad array of elements that guided our analysis 
of caregiver help-seeking itineraries and patients’ access to care, as well as 
exploring more systemic and structural factors at play. The model organises 
relevant factors into four main categories: i) explanatory models around illness 
perception; ii) decision-making and its linkage to social values; iii) access to care 
and resource seeking; and lastly, iv) medical pluralism. Adding support to these 
factors and helping build the context of help-seeking processes is the inclusion 
of context-specific worldviews, local social structures and cultural values, and the 
formal and informal health systems at play. 
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Figure 7.1 The PASS-model for health-seeking behavior and access to care. Reproduced with 
permission from Hausmann Muela et al., 2012 [33] 

 

Field analysis began during data collection itself in the form of daily debriefing 
sessions between NDPS and the qualitative interviewer. Field analysis also led to 
the creation of a data-driven codebook related to emergent thematic concerns 
arising from the narratives, such as personal motivators to provide care and the 
emergence of intra-household variations in pathways to care for multiple 
patients within the same household.  

Once data collection was completed, analysis led to the identification and 
selection of four households of special interest due to having multiple people 
within the same household who required MNS-related health care, but whose 
caregivers reported intra-household variations in the chosen pathways to care 
for each person. This process of analysis was regularly checked and discussed 
with remaining authors to ensure consistency in the findings. NVivo 11 was used 
to facilitate the storage, analyses and further coding process of all transcripts.  

Ethical considerations 

Adult caregivers were informed about the study and provided initial verbal 
consent to be part of the qualitative study. Under-aged caregivers were not 
included in the study. The MHC patients themselves were not participants of this 
study. Prior to the interview itself, participants were given an information sheet in 
Lusoga and provided written informed consent. 
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The study protocol, along with informed consent forms and tentative interview 
guides (including Lusoga translations), received ethical approvals from the 
Institutional Review Boards of the Institute of Tropical Medicine in Antwerp, 
Belgium; Makerere University, School of Public Health in Kampala, Uganda; and 
the Ugandan National Council for Science and Technology. 

7.3 RESULTS 

Participant demographics 

A total of 27 in-depth interviews were conducted with the caregivers of MHC 
patients across Iganga district. The gender and age details of all participant 
caregivers and their related patients can be found in Table 7.1.  
 

Table 7.1 Gender and age details of participant caregivers and related patients 

 
Caregivers (N=27) Patients (N=27) 

Female 19 70% 12 44% 

Male 8 30% 15 56% 

Age range age 18-65 

40 

1-40 

16 Median age 

 

The majority of patients were children and adolescents: 19% were under age 
five, while 48% were between 6-17 years of age. The remaining third of patients 
were adults above the age of 18. The majority of caregivers were related to the 
patient (93%), female (70%), had a median age of 40, married (78%), and had 
primary school level of education (67%). The median household size was 6 
persons. The majority of caregivers and the patients were Muslim, followed by 
Protestant, as well as being of the Busoga tribe. 

Help-seeking narratives  

During analysis, intra-household variations in pathways to care for epilepsy and 
other mental disorders were identified in four of the participant caregivers; as 
such, their households were further selected for presentation as case studies, 
and are the focus of this article.  

Below we present four vignettes; each from the perspective of the caregivers of 
the four case presentations. The vignettes consist of narrative summaries of the 
interviews, including key quotes from the caregivers. They reflect varied health-
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seeking behaviors, chosen pathways to care and rationalizations made by the 
caregiver for the two patients who lived within each of their households. Vignette 
1 showcases the role of financial difficulties in ensuring care for both patients 
within the same household. Vignette 2 highlights the fear of the label of epilepsy, 
a highly stigmatized illness in this context, and its effect on help-seeking. Vignette 
3 underscores the importance of good quality interpersonal care provision and 
the impact it can have on a caregiver. Finally, vignette 4 calls attention to the 
influence of religion on help-seeking trajectories. To protect the identity of the 
participants, all names used in each vignette are pseudonyms. 

Factors explaining intra-household variations in pathways to care 

These four vignettes were retroductively analyzed, to thematically assess the 
most common factors that were likely to be decisive in choosing the appropriate 
pathway to care for each patient by their respective caregiver. While the PASS-
model [33] was used to initially situate our findings, further analysis identified 
specific factors applicable to this context and our findings. The identified factors 
were: 1. Contextual illness narrative ascribed for each patient; 2. Burden of 
caregiving and personal motivators to care; 3. Relevant social and cultural 
influences, including the therapy management group; 4. Socio-economic 
resources to provide continued care for that patient in the long term; and lastly, 
5. Actual structural aspects of care – knowledge of available treatment options, 
access to, and quality of that care. We end this section with a reflection on 
epilepsy, as a socially and culturally stigmatized disorder in this context and how 
it shapes chosen pathways to care. 
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Box 7.1 Vignette 1 

Vignette 1: Financial difficulties 

According to Sheila, her daughter Agnes (F, 18 years) was 16 years when she began 

beating up people and abusing neighbors. Initially the family sought traditional help for a 

while, but Sheila still doesn’t know what caused Agnes’ illness – “Some people may say that 

they bewitched me, and some say that they put witchcraft in my child’s books. We thought 

maybe her friends did something because she was in a private school and we thought that 

maybe she ate something.”  

A friend told the family about “a doctor who advertises himself on radio station in 

[neighboring district].. who operates on the human skull and he is so famous”. But this was 

not followed up due to continual conflicts with the neighbors who were complaining about 

Agnes’ abusive behaviors and “thought that the child was pretending”. The family had to 

resolve the dispute by going to the village local councilman. It was only this action which 

prompted Sheila, to request Agnes’ father to finally take Agnes to a health facility. That first 

time the health workers thought it was diabetes; another time they thought it was typhoid.  

Finally, a friend with an ailing elderly mother informed Sheila about the MHC, to which they 

had been going for approximately the last one year (at the time of the study). Sheila doesn’t 

like one of the health workers who works there and thinks they should be changed. 

However, she does like another health worker who “explains properly and tells you what is 

required and tells you what to do”; although till date she hasn’t yet once taken Agnes to 

have a face to face appointment at the MHC. Recently, her husband is getting tired of 

dealing with Agnes, but Sheila says she is still motivated to care for Agnes because she is 

the first-born child and “likes studying, is intelligent and the kind of child who respects her 

parents.”  

At the end of the interview, when we prompted to check if there was anyone else in the 

family who is ill or suffers from anything similar, Sheila hesitantly informs us of her son, 

Joseph (M, age unknown). Joseph started “convulsing at age six months, and whenever he 

would convulse, he would become anemic”, so for him they usually go to health centers for 

anemia treatment. At one point, his convulsing was thought to be (severe) malaria, for 

which they then sought malaria treatment. When we probe Sheila if she’s ever taken Joseph 

to the MHC, she says “I have thought of it… but because of lack of money, I haven’t, because 

I thought [the girl] would get well soon so that I take [the boy], but what has brought up the 

delay is [the girl] not getting well.” 
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Box 7.2 Vignette 2 

Vignette 2: A fear of “epilepsy” 

The caregiver’s name is Namaganda, mother to six children (two boys and four girls); her 

4th born child, Esther (F, 15 years) is the one for whom Namaganda visits the MHC. 

Namaganda starts by describing how initially she refused to believe Esther’s friends when 

“they told me that my daughter could have become mad, and I said no it can’t happen.” 

Even when she saw first-hand that Esther “had fallen on the ground and her eyes couldn’t 

blink, I thought that maybe she has become dizzy.” But later, Namaganda calls one of her 

sons to ask him that “Is this thing also attacking Esther, because Mariam got better?” That 

was when we first got to know that her eldest daughter and first born, Mariam (F, 20 years), 

also suffers from something similar.  

After this episode, Esther was initially taken to a traditional healer who said, “these children 

were bewitched using a grave of a person who had epilepsy so it´s that thing following up 

these children.” They sought traditional care for her for about five months, but there was 

no change in Esther’s condition. In May 2015 Namaganda heard from a community 

member that there were “certain whites in the district hospital who are treating the mental 

health disorder just like for your daughter”. She enquired on it, but by then the “whites” had 

left [they were international researchers conducting a research study on epilepsy [39]; 

instead, she came to know of the MHC and started attending there. However, soon after 

Namaganda stopped going to the MHC because “when you hadn’t gone with money, [one 

of the health workers] wouldn’t give you medicine.” She resorted back to traditional 

medicine, but by September 2016 thought “the traditional world was just wasting my money 

and time, so I decided to go back to [the MHC] so that I get tablets, and whenever I don’t 

get, I buy.” By this time the previous health worker was gone, and since then a much better 

health worker is in charge whom she is very content with.  

Mariam, Namaganda’s eldest daughter and firstborn, was just two months old when she 

began to have convulsions, and the family tried to look for medications but not much 

treatment was found. It was only when Mariam was seven to ten years of age, that the 

community members warned Namaganda to not “neglect that daughter, because you may 

think it is convulsion, but when it is not convulsion, it may even result into epilepsy.” The fear 

of it becoming epilepsy immediately prompted Namaganda and her husband to seek care 

at a neighboring health facility and start taking medication. However, soon the medication 

ran out and they didn’t get her another dosage; eventually they resorted to traditional help 

– “Fortunately she recovered but it remained on her eyes and could attack her eyes; maybe 

when she is talking and she keeps quiet.”  

We come to learn that Esther was first ‘attacked’ when she was one year old: “It could only 

attack half of her body, let us say maybe one leg, so when they brought medicine and tied 

on that leg, it would attack the other”. She was taken to a health facility and treated for 

malaria with quinine; the mother now believes that it was the quinine that made her this 

way, because since then she can’t speak properly. For Mariam, the mother believes it is 

linked to bewitchment, because she heard “that there is someone in their clan who was of 

that kind.. I: With epilepsy? Yes..” Mariam does not attend the MHC. 
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Box 7.3 Vignette 3 

Vignette 3: Quality of care and comfort 

Noori, the caregiver in this household, is the mother to Ali (M, 16) and the grandmother to 

Jamila (F, age unknown). Ali’s illness began when he was around three years of age, in 

which “all of a sudden, he started shaking and he fell down.. and whenever he fell down, he 

would defecate and urinate himself.” They initially went to the multiple traditional healers 

for seven years until he was about ten years old, at which point they stopped because “they 

took my goats but he didn’t heal.. People told me that leave traditional medicine and go to 

the health facility.” For several years thereafter, they received tablets from several nearby 

health facilities scattered in neighboring villages, but the travel and medication costs were 

all out-of-pocket.  

A few years ago, they came across a travelling doctor who would visit their home and 

provide medication there, but “after some time, that doctor stopped coming and we no 

longer saw him, so someone told us that there are free tablets at [the MHC].” Personally, she 

doesn’t know what has caused Ali’s illness, but that other people say “that he has cerebral 

malaria and traditional healers say that it is cultural and family issues.. because two children 

can’t fall ill from the same family.”  

Jamila is the Noori’s granddaughter, and according to the Noori, “malaria attacked her, and 

she started convulsing” when she was around one and a half years old. For five and half 

years, until she was seven years of age, they sought traditional help for Jamila’s condition. 

However, the caregiver worries that Jamila is not recovering as well as Ali. Noori states, 

“Jamila doesn’t realize when it’s going to attack her, you find her suddenly down.. [while] 

the change is there but very little because she convulses so much still.. when it attacks Ali, it 

doesn’t repeat.”  

Noori’s experience at the MHC has been very positive, she receives medication free of 

charge compared to the past, and she finds that one health worker there “talks to me as if I 

am his mother.. he really shows concern and tells me to always pick the tablets and comforts 

me.” She tries her level best to take care of the children, but wishes that the community 

wouldn’t abuse the children – “even these other children abuse the little ones, that look 

these ones have epilepsy, but I comfort them.. Ali even cries when narrating to you after 

being abused.”  

Noori also worries about out-of-pocket expenses for medication since at times all the 

required medication is not available at the MHC. There were a time when she had to stop 

giving the children medication because she couldn’t afford it, but then the children “were 

too badly off and people told me to leave the boy and treat the girl”; eventually she 

managed to resume both their treatments and improved their health.  
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Box 7.4 Vignette 4 

Vignette 4: Religious prompting  

We begin our interview enquiring about both the children who visit the MHC, and whom 

got the mental disorder first. According to their mother Prosper, it was the elder child Paul 

(M, 20) and it began immediately after his birth. They treated the boy for an infectious 

disease with blisters, soon followed by malaria treatment, but “he couldn’t even spend a 

week, maybe simple malaria attacks him, then he convulses, maybe you are sleeping, then 

he convulses”. When aged six, they found a travelling doctor “who could treat every illness.. 

and gave some tablets like millet grains” and the boy recovered slightly, being able to talk 

again and his lameness reduced for about four years. However, this doctor soon stopped 

visiting their home and Paul’s treatment stopped. This was all before the birth of the second 

child, John (M, 10).  

When Paul was 10, they heard on the radio about a mental health doctor in the neighboring 

district [at the regional hospital also having a mental health clinic], and after many efforts 

Prosper managed to find him who then gave some tablets for free. However, the 

neighboring district was too far and costly to travel to, and so Prosper looked in town for 

similar medication. She once even cheated an informal drug shop owner who “didn’t even 

know their price.. I am the one who gave the price.. and she accepted not knowing what loss 

she was making.. but I failed to go back because she discovered the price.” For a while after 

Prosper bought the medication at a private clinic. Eventually through the radio, Prosper 

came to hear that the medication had found its way to this MHC. This was back in 2014, 

and she was very happy to receive medication at the MHC, especially since there was one 

nurse who was kind to her.  

Her second son, Charles’ problem started when he was about eight years old – Prosper 

began to notice that he had a lame arm and would knock many things over accidentally. 

But the mother admits there was a lot of delay in seeking care for him. It was only when one 

day while picking up Paul’s medication at the MHC, that she found a ward “where a certain 

lady was walking in a staggering way, so I went and asked what that ward was about, and 

the doctors said it was for lame people, so I decided to take Charles there because his hand 

was lame.” After some treatment for the lame arm, Charles at some point got malaria, which 

led to convulsions. Prosper was “worried so much that Charles too has also started to 

convulse and even thought of leaving him...” But she kept silent about it: “It was my secret 

and I didn’t want [the doctor] to even know about it. But after some time, I was fed up, so I 

decided to go with him to the MHC.” From 2015 onwards she has been visiting the MHC 

for both children.  

Wrapping up the interview, we probe one last time about traditional medicine, to which 

the mother says “The truth is that I would have tried but my religion doesn’t allow such, but 

when others are conversing I hear what they have sold, goats, etc. and I thank God that he 

saved me from that, that I only use tablets from the hospital.” 
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Contextual illness narratives. In general, the specific context – namely, the time 
and place – of symptom onset, as well as perceived symptom severity and 
importance, played a role in the perceived causal illness etiology in the mind of 
the caregiver. This perceived causation shapes the contextual illness narrative 
created for the patient. The main symptoms that caregivers generally picked up 
on included: convulsions, ‘eye rolling’, being ‘lame’ (often referring to physical 
disability in the legs and arms), speech impairment, and having inappropriate 
‘abusive’ behavior. Despite attending the MHC, the most common perceived 
etiologies for these symptoms were malaria (notably cerebral malaria); malaria 
treatment, particularly quinine; or epilepsy, in this context believed to be caused 
by bewitchment. Several caregivers also stated not to know causation. Others 
retained what the MHC health workers tell them and understand it as a brain 
disorder, linked to a lack of blood flow to the brain.  

As was the case for Vignettes 1 and 2, even if caregivers had some awareness of 
a biomedical causation, knowledge of available MNS services, as well as 
accessing the MHC for one patient, they did not always immediately seek the 
same type of care for the second person within the household. This discrepancy 
in help-seeking and caregiver decision-making was linked to the differences in 
perceived causal links and timing of illness onset for each patient, limited/lack of 
knowledge on MNS disorders, as well as possible denial and rejection of a 
stigmatizing situation – namely, the fear of epilepsy.  

Burden of caregiving, and personal motivators to care. The burden of care 
primarily fell on a female member of the family, usually the mother, but 
sometimes also the grandmother or elder sister. Fathers were frequently recalled 
as becoming easily fed up with the patients, who due to the chronic nature of 
their illness require significant time, attention, and financial resources spent on 
them. In Vignette 4, we see that the caregiver became so worried with the second 
child’s illness onset, that she contemplated abandoning the child and even kept 
his symptoms a secret from the MHC health provider initially; it was only when 
she grew too exhausted of managing the situation that she finally also sought 
care for the second child at the MHC. Thus, the emotional capacity of caregivers 
was an important individual level factor affecting caregiver decision-making. 
Other personal motivators for the caregivers to continue taking care of their 
family members included the belief in God and fate; as well as the ‘goodness’ of 
the patient/child and them deserving a better life.  

Socio-cultural norms and the therapy management group. Caregiver 
decision-making was influenced by socio-cultural notions related to the lay 
knowledge and meanings of illness symptoms. Caregivers were influenced by 
the perception of individuals around them, in particular the therapy 
management group – namely, those individuals close to the patient who partook 
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in some manner of joint caregiving responsibilities. In some cases, the caregiver’s 
contextual illness narratives were linked specifically to the patients’ therapy 
management group members like the father or grandparents of the patient, 
while for other caregivers it was associated with the perceptions of surrounding 
community members such as neighbors or friends.  

These interactions with other members of society often shaped and 
reconsolidated the illness narrative in the mind of the caregiver. If the illness was 
highly stigmatized by the therapy management group and/or the larger 
community, such as was the case for epilepsy, this stigma would impact the 
caregivers chosen pathway to care for their patients. As such, the resultant 
contextual illness narratives were often a combination of the observed 
symptoms, their perceived etiologies, and socio-cultural influence. 

Socio-economic aspects of care. The data also highlights how the cost of 
therapeutic care was a significant barrier to care being sought. Out-of-pocket 
expenditures for any form of treatment, whether it is traditional healing, 
neuropsychiatric medication, or even the travel costs associated with visits to the 
health facility, were important considerations in caregivers’ foregoing a 
treatment option in favor of another lesser expensive option, or conversely 
returning to a previously forsaken option. The same choice – in how to best 
spend limited finances – extends to caregivers choosing whom to spend their 
money on treatment for when they have multiple persons to care for. In Vignette 
1, the caregiver claims that the second child does not receive biomedical care at 
the MHC, due to insufficient funds to treat two patients simultaneously.  

Structural aspects of care. Many of the caregivers in this study came to know of 
the MHCs existence through long-winded means – thus, knowledge of the 
MHC’s existence and it being an option for treatment was a deciding factor in 
caregivers’ decision-making. When caregivers were aware of the MHC and its 
available care provisions, it was of interest to note the importance of receiving 
good quality of care from the MHC – this was especially notable in Vignette 3. 
Having positive interpersonal relationships with health workers at the MHC was 
pertinent for caregivers. Perceived good quality care provision played a role in 
ensuring caregiver satisfaction and consistent use of the chosen therapeutic 
option. This was especially relevant in decision-making processes for illnesses 
that are otherwise stigmatized by the rest of society – it is already hard enough to 
take care of a patient with an MNS disorder, without having the additional 
burden of encountering rude or abusive care providers.  

Epilepsy: a socially and culturally stigmatized disorder. Epilepsy (like severe 
mental illnesses) is believed to be a clan illness, and is highly stigmatized since it 
is socio-culturally linked to bewitchment, spirit possession and familial curses. 
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This stigma is especially notable in cases where the patients are discriminated 
against and bullied by community members for having epilepsy like in Vignette 
3, or when traditional healers claim the hereditary link can only be due to 
bewitchment like in Vignette 2. For contextual illness narratives that are linked to 
epilepsy, caregivers almost always resort in traditional help at some point in the 
overall help-seeking trajectory.  

This stigma can also extend to the biomedical treatment available for epilepsy at 
public health facilities, including the MHC. For instance, in the case of Vignette 3, 
it was the fear of convulsions turning into the socio-culturally stigmatized 
epilepsy, which forced the caregiver to seeking biomedical care in the case of 
the second child. This implies that convulsions (which may be a familiar event for 
children under five and linked to fever, malaria or meningitis) by themselves are 
not necessarily perceived as being equivalent to the cultural form of epilepsy. By 
this logic, it is possible that in the mind of the caregiver, convulsions can be 
treated biomedically, while epilepsy cannot.  

Knowing these contextual understandings, the health workers at the MHC have 
come up with an ingenious grounded solution to combat any associated stigma 
with epilepsy – they simply do not use the word “epilepsy”, neither verbally nor 
written in their diagnoses of patients. Rather they refer to the specific type of 
seizure by its medical name such as “grand mal seizures” or “temporal lobe 
seizures”. The caregivers, who are lay members of society with limited medical 
knowledge, are generally content to have this medical terminology – which they 
do not know the meaning of – written in the patient medical booklets. They 
continue to seek the appropriate biomedical care for it at the MHC, without ever 
linking it to the socio-culturally stigmatized illness of epilepsy. 

7.4 DISCUSSION 

Our data showcase that caregivers’ initial chosen pathways to care for individual 
patients were based on a multiplicity of factors that converge to influence their 
differential decision-making process. The interplay of these factors in caregiver 
decision-making processes were different from one patient to another. The 
resultant selected pathways to care were flexible, variable and uncertain; in some 
cases, even amongst patients within the same household by the same caregiver. 
Figure 7.2 is an illustration of various decision-making approaches that may 
occur for different patients by the one same caregiver. The figure can be viewed 
as a pedagogical construction of how the complexity of intra-household variation 
in chosen pathways to care, by caregivers of persons with MNS disorders, may 
play out within this context.  
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Figure 7.2 Illustration of possible intra-household variations in chosen pathways to care by a 
caregiver of two persons with epilepsy and mental disorders living within the same household 

 

Differences in care seeking pathways depend on the caregiver’s perceived 
explanatory contextual illness narratives around the specific disorder for each 
patient. This is similar to other documented instances for MNS disorders across 
Uganda [13, 30, 40, 41]. However, in this study of particular interest was how 
caregivers attribute a given contextual illness narrative to one patient over 
another, in some cases even within the same household. We hypothesize that if 
the caregiver ascribes a different contextual illness narrative to the second 
person within the household, it could naturally then lead to a different chosen 
pathway to care than the first patient.  

Patient preferences and autonomous decision-making for their own health 
should also be taken into account and advocated for respectively, especially in 
this context [42]. However, considering the burden of MNS disorders and 
depending on the ascribed contextual illness narrative for each patient, the 
caregiver seeks appropriate care pathways for that patient. As shown in previous 
studies on mental disorders in this context, traditional medicine and religious 
care can often be either a first recourse to help or a secondary option after 
biomedical care fails [13, 16, 21, 40]. These help-seeking itineraries are often 
multisectoral and can be both simultaneous or sequential in nature [30]. 

The consequence of intra-household variations is that one patient may receive 
prioritization over the other, in terms of who has the available resources spent on 
them, and who receives what type of care, especially in resource-constrained 



 

 

184 Chapter 7 

settings such as these. It is important to recognize that personal motivators can, 
both unintentionally or intentionally, influence a caregiver in favoring the 
recovery of one child over another. This intra-household prioritization of access 
to preventive care or treatment is reported to be a neglected area of enquiry 
within health-seeking behavioral studies [33].  

This leads us to the notion of social vulnerability [43] and more specifically patient 
vulnerability. Patient vulnerability in being prioritized or not when receiving care 
may be influenced by factors such as higher parity of the mother (in case she is 
the main caregiver), or the child’s birth order or gender. There is a dearth of 
research in this particular line of enquiry; however, one study in a high income 
country indicates that girls are much less likely to obtain needed treatment for 
particular mental disorders than are boys, while middle birth order children are 
less likely to receive mental health care and treatment than are oldest, youngest 
or only children [44].  

Nonetheless, it is also important to emphasize that these processes of 
prioritization are (intrinsically) dynamic in time and space, they have their own 
rationality, and they are not necessarily problematic. They can also be viewed 
“positively”, as an indication of flexibility and adaptability of the caregivers), 
considering the unique character of every patient and the variability in resources 
available. Further research is required on these social factors, the prioritization 
and selection of care, and their impact on patient vulnerability by caregivers of 
persons living with MNS disorders in this and other low-resource settings.  

In a few cases, the caregiver whom we met at the MHC was the father of the 
patient. The father’s role was primarily to provide financial support towards 
chosen treatments, which is similar to findings from another recent Ugandan 
study on epilepsy [14]. One study in the USA reports that having larger numbers 
of adults within a household helps in children receiving treatment, by possibly 
reducing the burden of care and impact of resource-constraints; while the 
presence of a father inhibits the likelihood of a child receiving care [44]. However, 
it remains to be seen to what extent this would be valid in sub-Saharan African 
contexts, where the father is often the economic provider for a family.  

Our study also highlighted a pronounced caregiver fatigue in relation to their 
duties for patients with chronic MNS disorders, like that of epilepsy. This fatigue 
in providing care can be especially observed among primary caregivers, who 
face the largest burden of care, and is even more likely when a second child also 
falls chronically ill in the same manner [14]. The data indicates there was a 
withholding of information and delay in seeking help in some instances. This can 
also be viewed as some form of control and/or a coping mechanism in an 
otherwise chaotic and exhaustion-inducing scenario. It also highlights that there 
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still exists an unmet need for the recognition of relatives and families as 
‘caregiving experts’, and as genuine partners in patients’ pathways to care and 
health trajectories, as well as in biomedical and psychiatric practice and research 
[45]. 

In a system where the caregivers of people with MNS disorders remain 
undervalued and their contributions to the formal and informal health system 
outweigh the recognition they actually receive [46], these findings highlight the 
importance of acknowledging the role that intrinsic and extrinsic motivators play 
in how, why and to whom caregivers ensure and provide MNS care for, especially 
in low-resource circumstances. Strategies focusing on caregiver attitudes and 
information sharing have been found to translate into more positive outcomes, 
while encounters with health professionals can be perceived as frustrating to 
caregivers [47]. Increased perceived autonomy supportiveness of caregivers, 
alongside that of the patients, may motivationally impact caregivers in their 
consequent care-giving behaviors through adjustments in their emotional and 
cognitive capacities [47]. It has also been found that changes in the process and 
content of family psycho-education – reflecting the specific social, cultural and 
gendered realities – worked best for postpartum psychosis in central Uganda 
[28]. These strategies may be of relevance for this specific context, where the 
improved emotional and social support of caregivers, as well as the inclusion of 
the therapy management group and group care may yield to better patient 
outcomes through joint decision-making processes. 

In the creation of a contextual illness narrative, which can be thought of as an 
automatic perceptual and cognitive reaction to understanding a given health 
situation, the caregiver is also essentially placing a label or ‘tag’ in defining the 
problem. In labelling theory, these attitudes and actions towards stereotyping 
are linked to stigmatizing outcomes [48]. Thus, the label of “being bewitched”, 
being “mentally ill”, or having “epilepsy” are additional factors that may influence 
any actions taken towards help-seeking. In this specific context these labels do 
not simply affect the patient, but by association can also touch upon the larger 
family and extended relatives’ group. Referred to as courtesy stigma or social 
stigma, this process of stigmatizing a phenomenon through its labels has been 
previously reported cross-culturally, as well within the Ugandan context, 
especially as linked to MNS disorders and, in particular, to epilepsy [49-51].  

The reflections on epilepsy as a socially and culturally stigmatized disorder 
highlight how this stigma was locally managed by MHC staff in efforts to provide 
continued biomedical care. While, the existence of this stigma is largely 
supported by the literature [52, 53], these grass-roots tactics are important to 
note, as there is a substantial gap in knowledge and interventional research to 
reduce MNS-related stigma and discrimination, especially in low-income 
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settings [54]. This is particularly relevant in Uganda, where estimated country-
level prevalence of epilepsy has been reported to be as high as 10.3 per 1000 
people in eastern regions of the country [39]. 

While the ability to pay for health care is variable, financial facilitators or barriers 
are likely to remain influencing factors in caregiver decision-making processes 
especially in resource constrained settings. From a socio-economic perspective, 
out-of-pocket expenses are known to contribute directly to pluralistic therapeutic 
itineraries [15]. The implications for the MHC are that access to free psychotropic 
medication for the patients acts as an effective motivator for the caregivers in 
accessing biomedical care for the patients. As such, the MHC can be a key 
therapeutic choice especially once caregivers see active and visible 
improvements in the patient’s condition once stabilized on them through 
sustained pharmacological treatment. However, for patients who have only 
recently started pharmacological treatment and show little or no immediate 
recovery, the doubt about the benefits of biomedical care in combination with 
out-of-pocket payments, may likely revert caregivers towards other pathways of 
care or leave patients without care.  

Thus, due to the chronic nature of epilepsy or other mental disorders that require 
long term pharmacological treatment to prevent relapse, unavailability of 
psychotropic medication at the MHC, drug-stockouts, and the resultant out-of-
pocket medication purchases remain significant barriers to ensure sustained 
biomedical care [13, 14]. There is likely a constant cost-benefit analysis that 
caregivers are performing in their decision-making processes, sometimes even 
at the expense of both patients’ health. Poverty and associated vulnerabilities 
indeed shape patient health outcomes, via the pathways to care, or lack of, that 
are ultimately chosen by the caregivers.  

This link between poverty and mental health outcomes is well documented [49, 
55]. In this study, with financial barriers and out-of-pocket expenses being a 
significant barrier to biomedical care – barriers that further encourage pluralistic 
health seeking behaviors – it is important to recognize the need for ensuring 
universal health care for MNS disorders [56]. Bringing MNS concerns to the 
forefront for reflection and prioritization in the Ugandan public health system 
would encourage the country towards the creation of a holistic, high-quality, 
patient-centered health system as advocated for by the global health community 
[57, 58]. 

Finally, it is crucial for MNS patients and their caregivers to have knowledge and 
awareness of what MNS services and provisions exist in reality and what is 
accessible to them, especially for stigmatized conditions like epilepsy [59]. Aside 
from the social and economic vulnerabilities of MNS disorders, the widespread 
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stigma attached to MNS patients, their caregivers, and mental health specialists, 
acts as deeply ingrained social, structural, and even institutional barriers towards 
ensuring equitable MNS care [45, 52, 53, 60, 61]. The equitable coverage of 
quality MNS care is essential if we are to ensure that patients and their caregivers 
have access to safe, effective, timely, efficient, equitable and patient-centered 
care [56]. The right to health, and especially that of humane care, should be a 
basic underpinning in providing treatment for MNS disorders, regardless of 
context and resource constraints [7]. 

Limitations 

This study was a one-time qualitative exploration from the perspectives of the 
caregivers. There is no longitudinal data on how stable caregiver contextual 
illness narratives are or how they influence one another over time. There is also 
the question of reliability of lay conceptualizations and diagnoses of MNS 
disorders in the context of Iganga. The crystallization and stability over time of 
these caregiver contextual illness narratives, their linked help-seeking trajectories 
for MNS patients, and the reliability of illness diagnosis would be of interest for 
further study. Additionally, future study on patient perspectives, their 
preferences and autonomous health-related decision-making would be also of 
interest to complement caregiver perspectives. 

7.5 CONCLUSION 

This study showcases the variety of ways in which epilepsy and other mental 
disorders are not only conceptualized by the caregivers of patients with MNS 
disorders, but also how as a result, associated help-seeking itineraries are largely 
pluralistic, oftentimes combining and alternating between various pathways to 
care. In unravelling how and why intra-household variations to pathways of care 
occur, we highlight that these variations are a result of a complex interplay of 
individual, social, financial and structural factors, especially in resource-
constrained settings. Further research and prioritization in global health policy 
and practice is essential, if the equitable coverage of quality MNS care is to be 
achieved globally. 
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ABSTRACT 

Rationale. Increasing research and reflections on quality of healthcare across the 

perinatal period slowly propels the global community to lobby for improved 

standards of quality perinatal healthcare, especially in low- and middle-income 

countries. 

Objective. The purpose of this qualitative study was to obtain a deeper 

understanding of how interpersonal dimensions of the quality of care relate to 

real-life experiences of perinatal care, in a resource-constrained local health 

system. 

Methods. In total, 41 in-depth interviews and five focus group discussions (N = 

34) were conducted with perinatal women and local health system health 

professionals living and working in rural Uganda. Data analysis used an 

emergent and partially inductive, thematic framework based on the grounded 

theory approach.  

Results. The results indicated that interpersonal aspects of quality of perinatal 

care and service delivery are largely lacking in this low-resource setting. Thematic 

analysis showed three interrelated process aspects of quality of perinatal care: 

negative reported patient-provider interactions, the perceptions shaping 

patient-provider interactions, and emergent consequences arising out of these 

processes of care. Further reflections expose the central, yet often-unheeded, 

role of perinatal women's agency in their own health seeking behaviours and 

overall well-being, as well as that of underlying practical norms surrounding 

health worker attitudes and behaviours. 

Conclusion. These findings highlight the complexity of patient-centered 

perinatal healthcare provision in rural Uganda and point to the relevance of 

linking the interpersonal dimensions of quality of care to the larger systemic 

and structural dimensions of perinatal healthcare. 

KEYWORDS Uganda; quality of care; perinatal healthcare; local health 

systems; patient-provider interactions; practical norms; health seeking 

behaviour; patient-centered car  
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8.1 INTRODUCTION 

In the progress towards the sustainable development goals era, Quality of Care 

(QoC) is essential to ensure the strengthened capacity of all countries in health 

risk reduction and management [1]. Alongside this, with most countries not 

having reached the millennium development goals for maternal mortality and 

morbidity targets [2], there is a great impetus to ensure further progress on 

maternal health outcomes to validate it as a justified measure of sustainable 

development [3]. Quality of care is a key dimension of service provision [4], but is 

oftentimes overlooked in low- and middle-income countries (LMICs) as 

contributing to health outcomes [5]. There is increasing evidence that poor QoC 

is a major barrier to progress in expected healthcare improvements in LMICs [6]. 

As such, it is essential to successfully ensure that the six dimensions of QoC – 

namely, effectiveness, efficiency, equity, patient-centredness, safety, and 

timeliness [7] – are effectively addressed in healthcare provision, policy, and 

research. 

Combining the health and well-being sustainable development goals of 

improved QoC and maternal health outcomes, maternal healthcare should 

include care that is humane, respectful, dignified, and abides by the fundamental 

rights of women [8]. While patient-centered care is an essential component of 

understanding QoC and service provision, especially the interpersonal 

dimensions of care, there is limited evidence concerning its implementation in 

sub-Saharan Africa, despite important repercussions in terms of patient 

outcomes [9]. Most attempts at improving QoC in maternal health programmes 

focus on the technical and structural aspects of care [10]; strengthening the 

related interpersonal aspects – whether between patients and providers or 

between healthcare teams and personnel – is only recently being recognized as 

being vital to improving related outcomes [6, 11]. 

Increasing research, recognition, and reflections regarding poor QoC across the 

perinatal period in sub-Saharan Africa highlights the prevalence with which the 

mistreatment, abuse, disrespect, and neglect of women at the words and hands 

of front-line health workers occurs [12, 13]. Studies in Nigeria, Ethiopia, Tanzania, 

and Kenya have shown 98%, 78%, 19%–28%, and 20% of women participants, 

respectively, reporting at least one or more categories of disrespectful and 

abusive care during their last childbirth [14-17]. A growing number of reviews 
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showcase the various determinants and drivers of women's satisfaction with, and 

their use of, maternity care; health providers' interpersonal behaviour is often the 

most widely reported factor [11-13, 18-20]. 

Anthropological evidence and analysis further suggest that the over-

medicalisation of maternity care reinforces norms in which the ‘mother's body 

disappears from view’; that is, her body and her agency are not her own in the 

gendered power dynamics of maternal healthcare [21]. Meanwhile, health 

worker perspectives are lost and misunderstood without situating them in the 

everyday practice of practical norms and pragmatic contexts [22, 23]. The 

consequences impacting women's decision-making processes and changes in 

their maternal Health-Seeking Behaviour (HSB), such as forgoing facility-based 

delivery and decreased utilisation of skilled birth attendants, are increasingly 

being documented [12, 24, 25]. Yet, the mechanisms underlying both maternal 

HSB-related negotiations as well as LHS health worker practices require further 

elaboration and enquiry, as does research regarding consequences for women's 

mental health and well-being during the perinatal period [26]. 

This study focuses on the interpersonal dimension of QoC in perinatal healthcare 

within the public Local Health System (LHS) level in rural Uganda. In Uganda, 

home births and use of traditional birth attendants are often a common 

alternative [27] to public perinatal healthcare services that are characterized by 

poor attendance, poor counselling services, and poor patient-provider relations, 

with the QoC being worse in rural areas [27-29]. Within this context, the aim of 

this qualitative enquiry is to obtain grounded understandings of the 

interpersonal processes relating to QoC as perceived by perinatal women and 

LHS health providers, and how these perceptions and their underlying 

mechanisms impact real-life choices, experiences, and provisions of perinatal 

care. 

We highlight the data as related to reported patient-provider interactions, the 

perceptions shaping these interactions, and potential consequences. In our 

discussion, we reflect upon i) the interrelations between perceived QoC and the 

agency of perinatal women in their HSB, and ii) the role of underlying normative 

perspectives of LHS-level health professionals providing perinatal care, 

ultimately linking these back to the overriding impact on perinatal health 

outcomes and the global maternal health agenda. 
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8.2 METHOD 

Study setting 

The study took place in four rural villages and two health centre threes (HC IIIs) 

across two neighbouring districts in eastern Uganda (Busowobi and Kiboyo in 

Iganga district; and Buwaiswa and Kabayingire in Mayuge district), and Iganga 

District Hospital, from March 2016 to May 2016. The districts (locally reported to 

have higher rates of poverty and majority Muslim populations within Uganda) 

were purposively chosen as part of a larger overall study. The purposively 

selected study villages ensured that within each pair of villages per district, each 

village had access to the same HC III, which are public lower-level, front-line 

health facilities providing basic out-patient and maternal and infant health 

services. Total qualified clinical staff at each HC III ranged from three to eight, 

while daily on-duty staffing ranged from one to four. Iganga District Hospital is a 

level V general referral facility for the district. It currently serves a catchment 

population of over 1.5 million from seven neighbouring districts. 

Study design 

The outlined study is a qualitative enquiry based on 41 in-depth interviews (IDIs) 

and five focus group discussions (FGDs) with two groups of participants. 32 IDIs 

and four FGDs were conducted with perinatal women from rural Ugandan 

communities, alongside 9 IDIs and one FGD conducted with LHS health 

professionals staffed at the HC IIIs and the district hospital across the study 

period. These research activities were conducted as a part of a larger study on 

the challenge of equitable mental healthcare at LHS-level in low-resource, rural 

Ugandan settings (2015–2017). 

Study population, sampling, and recruitment 

The IDI participants (N = 32) included 16 pregnant women and 16 new mothers 

at the time of study. The four FGDs were mixed groups of pregnant women (N = 

12) and new mothers (N = 16), with 28 participants in total. To rule out any 

perinatal-related natural processes of grief and mourning, any women who had 

had the adverse pregnancy outcomes of miscarriages and/or stillbirths within the 

preceding 12 months of the study were excluded from participation. The IDI 

health professionals (N = 9) included two clinical officers from the HC IIIs, and five 

nurses and two midwives from the district hospital. The health professionals in 
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the FGD (N = 6) consisted of two nurses, three midwives, and one ‘mentor 

mother’ from the district hospital only. The perinatal women were from Busoga 

communities and spoke the local language of Lusoga. The majority of health 

professionals identified as Busoga; those who did not could still speak and 

communicate in Lusoga, as well as in English. 

Purposive and snowball sampling strategies were utilized to enable maximum 

variation of identified participants through gradual selection processes. Perinatal 

women were recruited through the Iganga Mayuge Health and Demographic 

Surveillance Site, village local councils, and community health workers. Health 

professionals were recruited through local district administrations and LHS 

records, personnel, and infrastructures based in Iganga and Mayuge districts. 

Data collection 

A team of three local, Lusoga-speaking data-collectors (with comprehensive 

previous experience in qualitative research) was trained for six days by the lead 

author, including two days of piloting and refining the preliminary IDI and FGD 

interview-guides for both participant groups in the neighbouring, 

demographically and linguistically similar, district of Kakira. Following this, 

participant observations began at the two HCIIIs and the district hospital and 

were conducted across the study period. Due to the emergent and iterative 

nature of this qualitative enquiry, the IDI and FGD interview-guides were further 

developed in-field, based on concurrent data analysis that took place during the 

data collection process. Prior to interviewing, written informed consent was 

obtained from all study participants. For the illiterate, consent was acquired 

through an eyewitness procedure. All interviews and FGDs were audio-recorded 

and ranged from 30 min to 120 min. They were conducted in private settings, 

ranging from sitting under a distant tree away from the household with a 

perinatal woman, to local community halls and fields, to unoccupied delivery 

rooms after working hours with health workers. 

The three local data-collectors conducted all Lusoga IDIs and FGDs, which were 

transcribed verbatim in Lusoga and then translated into English by the data-

collectors themselves. The lead author and one data-collector conducted all 

English interviews, and transcribed them verbatim. 
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Data analysis 

The qualitative data analysis used an emergent and partially inductive analytic 

coding process as guided by the Grounded Theory approach [30]. This process 

of analysis began during the data collection period itself in daily debriefing 

sessions with the whole data collection team, leading to both content and 

process discussions and analysis. Content discussions involved analysing 

incoming raw data thematically as well as noting which themes were reaching 

saturation and which required further exploration in future interviews. Process 

discussions focused on interviewer self-reflectivity and reviewing any process-

related tensions. 

This process of field analysis enabled the lead author to develop data-driven 

codebooks, which were used to facilitate the on-going analysis of thematic 

concerns and trends arising from the narratives. Once relative data saturation 

had been reached and the data collection process concluded, all transcripts 

were coded according to the codebooks using axial and selective coding using 

the qualitative analysis software NVivo 11. Based on analytic discussions, the lead 

author routinely received feedback from senior authors, which then informed the 

final interpretations presented here. 

Ethical approval 

The larger study on the challenge of equitable mental health in low-resource 

rural Ugandan settings (2015–2017), of which this analysis is a part, received 

ethical approval from the Institutional Review Boards of the Institute of Tropical 

Medicine in Antwerp, Belgium; Makerere University, School of Public Health in 

Kampala, Uganda; and the Ugandan National Council for Science and 

Technology. 

8.3 RESULTS 

In total, 32 and 28 perinatal women participated in the interviews and FGDs; the 

median age was 26 years of age, ranging from 16 to 45 years, with a standard 

deviation of 7.40. The average number of children per woman was three, 

ranging from 0 to 10 children, with a standard deviation of 2.70. The majority of 

perinatal women were Muslim, the others being Protestant, Catholic, and 

Pentecostal in descending order. Most perinatal women were primary school-

level educated. Of the total 15 health professionals across both IDIs and FGDs, 
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two were clinical officers, seven were nursing officers, five were midwives and 

one was a mentor mother. The number of years in service for the health 

professionals ranged from three to 33 years in service. 

To comprehensively delineate the complexity of the data, we present findings in 

three sections: 1) reported patient-provider interactions; 2) perceptions shaping 

patient-provider interactions; and 3) possible consequences arising out of the 

two former sections. Each section interweaves perspectives from both perinatal 

women and health professionals, and across the perinatal period – antenatally, 

during childbirth and labour, as well as postnatally. It is done purposively; by 

showcasing both participant group perspectives, side by side, our hope is to 

highlight the complexities behind their mutual entanglement and co-creation of 

experiences in the processes of care across the whole period (see Figure 8.1). 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 8.1 Cyclical patient-provider interactions: potential mechanisms and outcomes of perinatal 
care  
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Reported patient-provider interactions 

Perinatal women primarily and recurrently mention negative patient-provider 

interactions across the four villages. The most common negative report falls 

largely into the category of disrespect and abuse from and by front-line health 

professionals, ranging from verbal mistreatment and negligent behaviours to 

flat-out refusal in providing care: 

“Some tend to be rude, that is what [the patients'] say… Yes, some are not welcoming, 
[while] some are welcoming so I think it depends on someone.” 

-Enrolled nurse 

“One of our relatives didn't want to go for antenatal. When it came for [her] time to deliver, 
she entered the labour ward [at facility y], but the nurse in-charge at that time chased her 
out of the ward demanding antenatal record books. The girl resisted at first, but her mother 
[convinced] her to leave the ward. When she moved out of the facility, just outside the entry, 
she gave birth on the ground. Later the nurse felt for her, and took care of the [new] mother 
and the baby, but she had initially closed her out of the ward since she didn't go for 
antenatal.” 

-Pregnant women 

Another form of negative patient-provider interaction as experienced by 

perinatal women is that of false and deceitful communications from the front-line 

health professionals, leading to delays and refusals in care provision: 

“I went to [facility x] on Saturday at 7am in my labour pains but the health worker I found 
there said that this is a weekend and I am going to enjoy myself so I cannot wait until you 
deliver…” 

-New mother 

“Respondent: I had just gone to [facility y], but they did not work on me, because they do 
not work on Tuesday. 

Interviewer: When do they work? 

Respondent: They work on Monday, Thursday and Fridays… so they told me to go back 
on Friday.” 

-Pregnant woman 

In contrast, relatively few perinatal women spoke of actual positive patient-

provider interactions from front-line workers; often the mere provision of a 

service was equated with positive interactions: 

“[The care] is good because if you enter, the doctors test you… they tell you what you are 
suffering from and they treat you.” 
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-New mother 

“The good thing is that the health workers visit our homes, and counsel and advise us, if 
they have some items (medicine) they can give it you… they advise you so that you do not 
diverge from the right path…” 

-New mother 

Perceptions shaping patient-provider interactions 

The data highlight a large variety of perceptions, by both perinatal women as well 

as health professionals that may shape the reported patient-provider 

interactions. These perceptions can be broken down into three levels of possible 

influence: i) the individual and interpersonal levels; ii) the 

structural/organizational level; and iii) the wider socio-cultural and health policy 

environment. 

i) Individual and interpersonal levels. Various individual and interpersonal-

level perceptions exist for both healthcare providers and perinatal women. The 

most frequently cited health worker characteristic shaping the patient-provider 

interactions was that of their attitudes or underlying beliefs: 

“There is poor attitude of health workers generally. They have no respect for these patients, 
not enough time for them. There is no room for privacy. I can work on you from there 
whether people are seeing or not. There is no confidentiality. I can work on you, then come 
and discuss you with another person even in your earshot. There are no ethics. People have 
forgotten their code of conduct.” 

-Clinical officer 

“Those are the people who are daring. For them, they'll be like ‘Me, I went for this course 
and I know why I went to school… I know how to manage these mothers.’ So those are the 
ones who are daring.” 

-Nursing officer 

“For us we may have good attitudes towards them, towards the distressed (women) but 
then according to the communities, due to these cultural taboos, they have a different 
opinion towards us, the health workers… but as far as attitude is concerned provided you 
went to that short course of counselling and guidance, at least you can counsel, you can 
try…” 

-Enrolled nurse 

Conversely, there are certain patient characteristics that are perceived to 
influence health worker behaviours towards them. In many instances, poverty 
and women's inability to afford specific services, despite being part of a public 
and essentially free healthcare system, led to refusals of care: 
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“Like all pregnant mothers, we need a book and polythene… and if you do not have them, 
they do not treat you.” 

-Pregnant woman 

“[In facility x] if you do not have money they do not care about you… If they care maybe 
you have a doctor who is your relative, but if you do not have money they just look at you.” 

-New mother 

Women's previous perinatal HSB, in particular, traditional birthing practices and 

having utilized Traditional Birth Attendants (TBAs) in the past, provoke greater 

disdain and discrimination from health professionals, to the extent of direct 

refusal of care provision: 

“But if at all the nurses hear about your act of seeing the traditional nurses, they quarrel 
about it [with you].” 

-Pregnant woman 

“The health worker who was around then told me, ‘Take your baby to where you gave birth 
from for immunization.’” 

-New mother 

It was also seen that the higher the parity, the more likely perinatal women feel 
discriminated against: 

“I fear to come to the health facilities because if we come, they ask that how many times 
have you given birth and if you reply for example 10, the midwife will ask you that ‘Now 
why are you still delivering?’” 

-New mother 

ii) Structural/organizational level. At the structural and organizational level of 
influence, the data highlight perceptions related to the material or physical 
resources, human resources, and organizational characteristics. Both groups of 
participants spoke of insufficiencies in the health facility conditions; ranging from 
chronic shortage of supplies to inadequate infrastructure: 

“There is still inadequate supply of maternal drugs and equipment… You find that… We 
are supposed to weigh a mother whenever she comes, but you find that in the facilities, 
there are no weighing scales or they are there but they are faulty.” 

-Clinical officer 

“There are many pregnant women giving birth, and the beds are few, so you [settle] down 
on the ground to deliver from there… and you even get a disease from there.” 

-New mother 
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Aspects related to human resources, such as health worker numbers and their 
availability, were a recurrent topic of discussion amongst both groups of 
participants: 

“A woman [has] to deliver from the compounds of a health facility, but there is no health 
worker, but the buildings are there …” 

-New mother 

“The quality [of care] would have been good if we had enough health workers, but since 
[we] are also called to be taught more about health, [one] can go for a seminar and the 
other is sleeping because she was on night duty so we remain with no health worker… 
because we have [only] 2 midwives, so this woman who is pregnant who comes at that 
time, finds no midwife …” 

-Midwife 

Claims of chronic overburden of workload, the lack of time, and long working 

hours also emerged as significant barriers for the health professionals in catering 

quality care to perinatal women: 

“…At times, you find there are so many [patients], the [waiting room seats] are full… you 
[treat] one before she can tell you all her problems, since of course [once she begins] she 
can't exhaust them… you have a corridor full … the other women are seated there 
waiting… eh eh!” 

-Senior Nursing officer 

“We want to give a good service, but we are also poor.” 

-Midwife 

The data also underscore the relative importance of organizational 
characteristics, such as the specific culture within a health facility, and the impact 
of supervisions and leadership styles on health workers’ attitudes and provision 
of care: 

“…the people that are supposed to equip us are very far away from us, so that there is not 
even direct monitoring. There is no direct supervision, like they come train [then] go away. 
After like two years, they will come for supervision [again] so when people see them 
around, they'll try to fix and at times they give false information because you need to satisfy 
somebody. So they'll give inappropriate figures to get a way out… I think we should have 
like the way they do in PMCTC and everything … we should have a district focal person 
that can directly supervise those ones that are delivering the services directly, direct 
supervision. Other than when you tell me somebody from the ministry of health gives you 
a call, you know I'm coming for supervision and people will start passing information that 
people from the ministry are coming, so people will try fidgeting around getting 
solutions…” 

-Enrolled nurse 
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“You can find a facility that has only one midwife and nurse and maybe a nursing assistant. 
So at times [it's the] workload, because it's very hard for [us] to develop up [our]selves to 
serve a whole community, when you are very few and the population is bigger. Some other 
places have many staff, but they are all like that [having bad attitudes], they learn from each 
other.” 

-Midwife 

iii) Socio-cultural and health policy environment. The responses of both 

groups of participants need to be situated within the context of existing socio-

cultural and health policy environments, which can also shape perceptions of 

QoC and provisions of care. The data reflect that, in general, perinatal healthcare 

provision does not encompass sensitivity towards perinatal mental health issues, 

and cultural stigma and taboo may impact perinatal care: 

“Actually midwives need to be sensitized more about mental health activities and 
management [too], because in most cases whenever they get a mother with a mental 
disorder, they usually tend to isolate that mother. You find that when they are on the ward, 
a mother might be a caesarean mother and she is put in the last cubicle yet maybe they 
are not even causing any harm. To me it is stigma.” 

-Nursing officer 

“Then there are those that might say that ‘aaah, nze tisobola kukola kumulalu oyo’ (aaah, 
me I cannot work on that mad person).” 

-Clinical officer 

The previously mentioned traditional birthing and perinatal healthcare practices 

are in fact linked to a larger health policy context. The following is an excerpt of 

how the systematic overhauling of traditional birthing practices and phasing out 

of TBAs by the public health system shapes health worker attitudes and 

behaviours: 

“[The TBAs], they don't want to change. They are being sensitized [that] if a mother is a 
young primi gravida you should refer [her to us], she is not supposed to deliver from your 
place, if she has been operated on you are [not to do anything]. They know they were told 
all these things, but I don't know what is in their heads. We have lost mothers.” 

-Midwife 

Possible consequences of reported patient-provider interactions 

and related perceptions 

Responses display an assortment of possible corollaries emerging from the 

nexus of perinatal patient-provider interactions and their surrounding 
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perceptions, at both the patient level as well as the health system and services 

level. Consequences at the patient level include increased additional fear, stress 

and decreased emotional well-being for the perinatal women themselves. The 

repeated exposure to harsh and unpleasant care practices harbours a great 

sense of fear amongst perinatal women: 

“Interviewer: So, you see women delivering from outside? 

Respondent: Uhmm (yes)… and it brings fear to us who are observing.” 

-New mother 

Another consequence of perceived low QoC is the influence it may have on the 
perinatal women's mental well-being: 

“I can find [my friend] in a bad situation and I tell her to go to the health facility… If she has 
many thoughts… [you could] die if you do not stop thinking like that.” 

-New mother 

The perinatal women's perceptions of low QoC also affects their trust in the 

health system. There is a progressive change in the thought patterns of perinatal 

women, shifting away from a general sense of hope, belief, and trust in the actual 

health facilities and the services they are meant to provide: 

“They cannot refuse to give her treatment… As long as she explains what she is suffering 
from, because the doctors are there to help patients.” 

-Pregnant woman 

To a more critical, less satisfied, disillusioned perspective: 

“Health workers do not care… someone can come at 8:00am, because an illness has no 
time … but the health workers are not around…” 

-New mother 

The growing lack of confidence in the QoC being provided in the facilities is most 

visible at the health services level. Across the entire perinatal period, women 

indicate that there are times when they actively choose not to access maternal 

healthcare services. Whether it is a refusal in returning to facilities for remaining 

ANC visits, or decreased facility-based deliveries and opting instead for home-

based deliveries and TBA visits, perinatal women often voiced the conditions that 

cause them to change their HSB: 

“I would go for antenatal care at 8 (am) and you sit until 1 (pm). When the health worker 
comes, she works for one hour and goes for lunch; the rest of you do not get that care…. 
(long pause) …. So I asked myself that if they do this when I just come to get immunized, 
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what if I am in my labour pains, will I get enough care?! I come from [village A] and labour 
started at night so the simplest idea was to go to a TBA. I knocked and she opened. 
Because it's a sure deal.” 

-New mother 

All these experiences are, of course, intertwined. The following is an excerpt of 

how a vicious cycle (such as the one Figure 8.1 delineates) can be created when 

experiences of negative patient-provider interactions and perceived low QoC 

are followed by changes in perinatal women's HSB. In turn, this HSB prompts 

future negative interpersonal experiences, all the while with the often-

understated role of perinatal stress and anxiety within this process of change: 

“You come to [facility y] and you find a musawo (health worker) who is quarrelsome, she 
abuses you and even chases you … She chased me that she stops at 10am. But at 10am 
you are still in the village and there is a distance in going to [the facility, so you need to] 
wake up at 6am and you go or… But when you leave at 6am, she is not around when you 
go at 10am – she is organising the [health facility] first and [then] says that, ‘You delayed to 
come, so go back.’ But she is chasing you – remember? You remember. You have thoughts 
already and [all this] is adding more thoughts, so you do not go back next time… Because 
if you walked yesterday and you did not get help, will you go back today?” 

-Pregnant woman 

However, not all potential consequences are negative - some individual health 

providers can act as positive role models and “change agents”. For instance, one 

nurse called her superior a “daring woman” whom she finds inspiring in the way 

she handles and inspires other staff members: 

“Sister XXX… so she goes there and harasses [the other health workers] seriously. She goes 
and tells them that, ‘Now what is hard? If you can go and help a mother in labour who stains 
you with blood from your hair to your toes, a mother who can even afford to slap you when 
in her senses, now what is hard with just giving this mother treatment?’ So she is really a 
change agent by the way. I really like her.” 

-Nursing officer 

In summary, the analysis highlights that despite individual health provider efforts, 

there is significant reported negative interpersonal interactions, while the mere 

provision and receipt of related perinatal health services was often mistakenly 

perceived as positive patient-provider interactions. Poor interpersonal QoC 

includes neglectful and/ or duplicitous communication, verbal mistreatment, and 

negligent behaviours from health workers towards perinatal women. Further 

analysis reveals that shaping these interpersonal behaviour reports are 
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perceptions regarding health worker attitudes as well as patient attributes, with 

linkages to supervision and health centre management styles, and larger socio-

cultural perspectives. Possible consequences include decreased patient 

satisfaction with the formal health system, as well as extraneous stress upon 

women's emotional well-being during this period. These compounded-upon 

and unaddressed distresses are seen to influence women's subsequent HSB 

during the perinatal period, creating cycles of ineffective utilisation of services 

that may continue past the perinatal period, thereby potentially affecting both 

maternal and infant morbidities and/or mortalities. 

8.4 DISCUSSION 

This research highlights that these interpersonal, process aspects surrounding 

QoC for perinatal health service delivery in rural Uganda are still lacking in 

respectful perinatal and women-centered care. We shall now discuss the 

possible mechanisms at play and future implications from the perspectives of the 

perinatal patients as well as the LHS healthcare providers. 

Interpersonal dynamics, non-women-centered care and women's 

agency 

Perinatal women perspectives. Recent shifts in research now call for ensuring 

women's basic rights to quality care, as well as acknowledging their agency in 

their own healthcare [31]. It is comprehensible to imagine that if a pregnant 

woman witnesses another woman delivering a baby on the grounds of a health 

facility because the midwife on duty initially chased her out of the maternity ward, 

both patients may actively choose not to return to that facility for perinatal care in 

the future. Active discrimination towards specific groups of perinatal women is 

also present in the literature as well as in our study. Like those of a study done in 

Kenya [14], our results indicate that there is a component of active discrimination 

towards women with higher parity (especially if older in age) who had had 

multiple children; here, the low QoC received is linked to the underlying 

judgmental attitudes of the front-line health workers. Our results also highlight 

that women with previous histories of homebirths and traditional births face 

greater discrimination and receive inferior QoC, similar to the findings of another 

study in Uganda [28]. These not only potentially jeopardize the health of 

homebirth babies and mothers during birth and postnatally but also impede the 
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progress and implementation of the health policy shift to phase out traditional 

birth attendants in Uganda. 

Perinatal women's feelings of fear related to interpersonal contact with health 

workers are also not a new phenomenon. These documented experiences 

range from fear of social stigma, gossip, and devaluation at the facility [20], to fear 

of neglect and mistreatment by staff [27, 28]. What is of interest is the extent to 

which these experiences are unintentionally or intentionally maintained by front-

line staff. Our data highlight that there can be cases of deliberate 

miscommunication, which brings to question the intentionality behind health 

worker actions. If there is intentional fear-mongering, this would not only be an 

ineffective long-term solution to improving health services coverage, but also 

potentially a significant stressor impacting perinatal women's well-being during 

this already vulnerable period of their lives. 

Whether it is experiences of disrespect, neglect, discrimination, or fear-

mongering, our results suggest the consequences of these are similar. Based on 

their lived experiences, perinatal women utilize their agency to make informed 

choices as to whether avail particular health services. Thus, lower utilisation of 

available and accessible antenatal, facility-based birth or postnatal services, or 

greater preferences for homebirths and traditional births are all active choices 

that can be made by perinatal women in their (and their infants) own best 

interests, which includes not only their physical health but also their emotional 

and mental well-being. 

These issues bring us to a pervasively neglected dimension of overall well-being: 

the emotional and psychological well-being of perinatal women. Perinatal 

mental health is highlighted as an area requiring more interest within the health 

sector, especially due to its concurrent impact on both maternal and infant 

mortality and morbidity outcomes [32]; however, it is often relegated to the 

periphery [26]. The results of this study underline the power that negative 

interpersonal experiences, discrimination, and fear may have on the more 

common mental disorders during the perinatal period, such as depression or 

anxiety, and how these are intertwined with their sense of agency regarding their 

perinatal HSB (see Figure 8.1). 

While perinatal women do identify lack of supplies and drugs, accessibility issues, 

out-of pocket payments, and other factors as barriers to care, perceptions 
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regarding low QoC potentially act as the tipping point that sway a woman's HSB 

away from preferential health behaviours. Thus, it is vital to counteract this 

counter-productive trend of decreased health services usage done through 

choice. If left unaddressed, aside from impeding maternal and child physical 

health outcomes, there is also the potential of increased risks for perinatal mental 

disorders such as post-partum depression, post-traumatic stress disorder, and 

even post-partum psychosis [13]. The perceived low quality of interpersonal 

interactions affects a perinatal woman's physical and mental well-being, their 

satisfaction with perinatal health services, and consequent related HSB. As such, 

unless interpersonal process aspects of healthcare are systemically addressed 

and enhanced, perceived low QoC will remain a significant barrier to effective 

utilisation and uptake of maternal health service delivery. 

Socially-embedded legitimatisation of sub-standard care? 

Health worker perspectives. This study showcases the voices of midwives, nurses, 

and clinical officers working at the LHS level in rural Uganda, voices that are 

oftentimes lacking in research [19]. The results reflect the real-life complexities 

that front-line health workers often find themselves caught in – struggling to work 

under severe resource constraints and pressure, as well as balancing their own 

personal ideologies along with the healthcare needs of the patients and 

communities whom they serve, all within the boundaries of the official and formal 

public healthcare system. Two key elements arise from this study: First, the LHS 

health professionals' negotiations of the spaces between official and social 

norms along with their actual practices of care provision, and the role of these 

practical norms which arise from these negotiations [22]. Second, the varied 

practices of power within health workers' work-related interactions [33]. Health 

workers' interpersonal interactions are based within the public healthcare 

system's sphere of official and social norms, which should dictate formal health 

practices and attitudes. Despite knowing what they should do as public health 

professionals, the study results demonstrate there is considerable divergence 

from providing acceptable levels of QoC to perinatal women in terms of what 

they actually do. 

These real-life practices of poor QoC provision from front-line health workers, if 

one considers them as examples of practical norms that are shaped by 

underlying beliefs and attitudes [22], are, in ways, condoned by the larger 
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network of the public healthcare system as well as the local communities in rural 

Uganda. Viewed specifically within the pragmatic contexts [23] in which 

interaction occurs, interfaces between the health workers and their colleagues 

generally consisted of cooperation and solidarity, at least those shown 

outwardly. In this study, no health worker publicly discredited another health 

worker, even those they recognized as having ‘bad attitudes’, or voiced 

‘rudeness’ as a patient perspective rather than their own. Adding to the 

complexity are the enacted ethics of front-line health professionals [34]. The 

health worker speaking of how they too are poor or overburdened with work, 

showcases the active negotiation of personal, social, and official ethics. In these 

statements, there is a self-awareness of the health professional regarding their 

own personal welfare outweighing the needs of the perinatal women. This is not 

without consequences, with perinatal care provision potentially becoming 

disengaged from the lives of the patients, transforming the process into a routine, 

burdensome affair. 

This research also highlights ways in which LHS health professionals negotiate 

and balance power dynamics when providing care to perinatal women. Within 

the larger health system, a midwife or nurse may have a relative position of 

powerlessness to effect “real” impact because they are constrained by systemic 

and structural barriers, such as the reported lack of adequate management and 

supervision or lack of equipment and infrastructure. From another perspective, 

the health professionals yield substantial power through the processes of QoC 

they choose to provide to perinatal women. Whether it is refusing to see a patient 

at a specific time or taking a longer break despite a long line of women waiting, 

these acts can be viewed as authoritarian assertions of their power in workspaces 

where they may otherwise feel powerless. 

Thus, there is a need for understanding the complex interplay of practical norms 

and power dynamics that play a role in generating cyclical processes, which can 

perpetuate or exacerbate a problem (such as the cycle depicted in Figure 8.1). 

Potentially, these cyclical processes can also enable integration of better 

standards of care and be utilized to empower other staff. Leadership by example 

[27] is one possible method in harnessing the potential of ‘daring’ superiors, so 

called by the study respondents. These health professionals can be viewed as 

exemplary cases who do not blindly follow and embrace the status quo of 

existing systemic practical norms [34], and may be highly instructive in 
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encouraging and supporting other staff to embrace change as incited by 

exemplified leadership [35]. As demonstrated in Tanzania, there is hope and 

space for improvement of maternal care provision in resource-constrained 

settings through empowering management styles [36]. The essence lies in 

combining the personal values of these ‘change-makers’ and the discretionary 

power at their disposal to create safe, empowering places of work for their 

colleagues rather than continuing the tradition of uninformed and possibly toxic 

management [35]. Adoption of these practical norms and power practices may 

in the short term maximise a health professional's personal benefits, which can 

range from more ‘free-time’ to feelings of authority. However, over time this 

socially-embedded legitimisation of poor care provision to perinatal women may 

lead to the rationalisation, or even moral valuation, of sub-standard healthcare 

practices. 

To realize the necessary shift towards more women and patient-centered 

perinatal healthcare practices [19], further research is required associating the 

interpersonal QoC processes of perinatal healthcare provision with the roles and 

implications of practical norms, everyday ethics, as well as power and leadership 

dynamics of LHS health professionals. It is also imperative to incorporate these 

interactional dimensions of poor QoC into the structural dimensions of perinatal 

health care [37], with future interventional research bridging these gaps, to 

encourage effective growth and the generation of viable and responsive 

integrated health systems in LMICs like Uganda. 

Implications and recommendations 

Considering the pragmatic contexts of rural Uganda, and the overhauling 

normative and systemic limitations, we propose that maternal health 

programmes place greater stress upon participatory health systems and 

workforce strengthening, as part of their core strategy. If there is a lack of trust 

and satisfaction between perinatal women and the formal health system, 

community-based research is required to identify and implement best practices 

through non-judgemental explorations of the current conditions. Participatory 

research that emerges from and reflects required changes in the real-life 

agencies and practices of both perinatal women and LHS health professionals 

creates spaces for mutual and cooperative trust building. The cumulative effect 

of enacted ethics and micro-practices of power can be disabling if negative, yet 
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very promising if positive, hence focus should also be on fostering positive and 

patient-centered health facility working environments and organizational 

cultures. Distributed, everyday exemplary leadership [35] could be a vehicle of 

change to ensure health system maintenance, continuity of care, and good QoC 

at the front-line and LHS level. By shifting away from autocratic and paternalistic 

forms of leadership in health facilities as well as in healthcare provision, there are 

more avenues through which to better negotiate socially constructed spaces of 

transformation, and shape co-created equitable patient-centered perinatal 

health service delivery and policy outcomes as intended. 

Strengths and limitations 

A strength of this study is that, being a qualitative study, it delves into real-life 

evidence of complexity in everyday perinatal healthcare situations, thus enabling 

generation of research that is bottom-up and situated in tangible, context specific 

phenomena. A limitation of the present study is that there was no outright 

consensus from participant narratives. Yet, it was and can be counter-acted in 

research processes through observations, a dedicated understanding towards 

the context behind ‘expressed-words’, and actively addressing the context to 

better validate the data. Greater use of participant observations and member 

checking can combat social-desirability biases and ensure trustworthiness in the 

results. 

8.5 CONCLUSION 

This snapshot of resource-constrained rural Ugandan perinatal healthcare 

highlights how poor quality of care is a complex entity and almost normative of 

everyday practice. The complexity of vulnerabilities that perinatal women 

experience, as well as their agency, requires more attention in practice as well as 

in research. Interpersonal processes of care highlight the particular need for 

improved attitudinal and well-being oriented components within the training, 

leadership, and management experiences of Local Health System health 

professionals to ensure negative practical norms and power practices are 

abandoned. Incorporating greater holistic, woman- and patient-centered 

perspectives of care into the public services domain is the best method to 

ensuring sustainable, accessible, acceptable, and effective overall perinatal 

health services, and ultimately ameliorating the health outcomes of women and 

children in LMICs. 
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ABSTRACT 

The substantial burden of mental, neurological and substance use disorders is of growing 

recognition in low and middle income countries. Despite this, resource 

constrained mental healthcare systems continue to face large unmet needs and 

challenges, including the low coverage and quality of mental healthcare. 

Uganda, a low income country in East Africa, has made important strides in the 

country’s mental health policy and service provision in recent years; however the 

complexities and challenges in providing equitable and quality mental 

healthcare in Uganda remain persistent. This article provides a descriptive 

assessment, from a quality of care perspective, of the mental health clinic nested 

in Iganga district hospital in eastern Uganda, showcasing a snapshot of the 

realities and complexities of quality mental healthcare provision in a resource-

constrained setting. As part of a mixed-methods case-study design, collected 

data and analyses include quantitative health management information system 

records, structured consultation observations, exit-poll questionnaires, 

alongside qualitative observations and in-depth interviews. Results highlight that 

4613 patient contacts were registered at the mental health clinic over a 12-month 

period, with epilepsy being the most prevalent disorder. There is likely a large 

unmet need for mental, neurological and substance use care in this context, with 

currently available data and estimates requiring substantive improvement to 

truly objectivate this need. From a quality of care perspective, healthcare 

providers were limited in enacting patient-centered provider behaviours such as 

assuring patient/caregiver comprehension and encouraging shared decision-

making, nonetheless perceived patient and caregiver satisfaction with the clinic 

was high. If we wish mental healthcare to be truly universally accessible, for all – 

then we must bridge the policy-implementation gap and ensure the 

implementation and integration of mental healthcare packages into the dense 

Ugandan network of decentralized multi-purpose health centers IIs, IIIs, and IVs 

within the community. Eventually, the aim is to go beyond the offer of quality 

mental healthcare for patients who succeeded in reaching a district hospital, but 

also ensure access to appropriate mental healthcare for all people who need it, 

across their lifespan, at the different tiers of the public healthcare delivery system. 

KEYWORDS Uganda; mental health; mental health clinic; quality of care; 
district hospital  
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9.1 INTRODUCTION 

The Sustainable Development Goals era is one which emphasises the provision 

of integrated mental healthcare, people-centered primary health within high 

quality health systems [1-3]. It is now widely acknowledged that mental, 

neurological, and substance use (MNS) disorders account for 7.4% - 13% of 

disability-adjusted life-years, making them the leading global cause of years lived 

with disability [4, 5], with the burden consistent for both sexes across the lifespan 

[6].  

Specifically in low- and middle-income countries (LMICs), MNS disorders pose a 

substantial amount of the total burden of disease [7]. Despite this burden, mental 

healthcare systems face large unmet needs and challenges, such as: inadequate 

funding; human and material resource shortages; interrupted psychotropic drug 

supply chains; stigma, cultural taboos and prejudice; outdated mental health 

laws; and unimplemented mental health policies [8]. Additionally, there is 

evidence to suggest that the low coverage of mental healthcare, in combination 

with low-quality of care, can play a role in related-mortality [9]. Averting these 

deaths will require substantial efforts to improve service coverage, alongside 

improving quality. 

In recent years, MNS disorders have been recognised as a significant contributor 

to the public health burden in the Republic of Uganda, a low-income country in 

East Africa. these include, but are not limited to, severe mental illnesses, post-

conflict post-traumatic stress disorder and common mental disorders, among 

others [10]. Thus, within the last decade Uganda has included mental health as 

one of twelve components of the country’s National Minimum Health Care 

Package, which is meant to be provided at all levels of care throughout the 

nation’s decentralised health system [11, 12]. The creation and adoption of a 

National Policy on MNS disorders is a prominent result of these efforts whose first 

policy objective includes to increase the availability of, and access to, quality MNS 

services [13]. While this is a first step towards creating a more inclusive mental 

health system in the country, challenges remain in ensuring adequate resources, 

service delivery and access to quality mental health services across the country 

[11, 14].  

These challenges are important to take note of in a country where MNS disorders 

are often conceptualised as socio-cultural in nature, and thus, subject to cultural 
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stigma and taboo [15-18]. Traditional healing and practices can be strong 

alternative pathways to care for those living with MNS disorders [19, 20], and 

complementary public health system approaches providing adequate quality 

mental healthcare need to be cultivated keeping this in mind [21]. As such, there 

are many calls for an impetus towards the integration of mental healthcare into 

primary health care, as well as improving the core competencies for MNS care in 

Uganda [10, 22, 23].  

Similarly, the demand for patient-centered and high quality health systems is 

growing in momentum [2, 3]. However, while the global health community rallies 

on population coverage of care, social health protection and health system 

strengthening , improvement of Quality of Care (QoC) can sometimes be side-

lined. Difficulties often lie in the components and definitions of quality [24, 25], as 

well as the lack of appropriate measures of quality for use in low-income settings 

[26-28]. In this vein, while there have been important developments in Uganda’s 

mental health policy and service provision in recent years, the complexities and 

challenges in providing equitable and quality mental healthcare in Uganda 

remain persistent. To better understand these, there is a need for more in-depth 

research and enquiry into mental healthcare provisions in resource-constrained 

settings from a QoC perspective. 

Theoretical framework 

While being recognised as an important contributor to health, QoC has been 

identified as being a neglected dimension of healthcare and service delivery in 

LMICs [26]. As Donabedian (1980) puts it, health systems are enabling 

mechanisms that would not succeed without individuals nor the surrounding 

ethical guiding principles [29]., This purports that QoC is not limited to only 

systemic structural issues and health outcomes, but also interpersonal, relational 

processes and contextual determinants [30]. These are, of course, the human 

aspects of healthcare, which are harder to measure and add further to 

complexity. Measuring QoC through patient perceptions, for instance, may not 

reflect all aspects of quality, nonetheless, perceived QoC can be an important 

determinant in moulding service utilisation and be a barrier to universal health 

coverage, in spite of access to care [28]. 
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This study uses the QoC framework as proposed by Akachi and Kruk (2017), 

which remodels the Institute of Medicine’s (IOM; 2001) components of quality 

care and Donabedian’s (1988) three dimensions of QoC, i.e., structure, process 

and outcomes. We utilise distinct measurement domains and data sources for 

assessing and providing a case presentation of the workings of a district 

hospital’s Mental Health Clinic (MHC) in eastern Uganda [see Figure 9.1].  

 

Figure 9.1 Theoretical frameworks used in assessing quality of care at a district hospital mental 
health clinic in Uganda 

 

Study objectives 

This article provides a descriptive assessment, from a quality of care perspective, 

of the Mental Health Clinic (MHC) in Iganga district hospital in eastern Uganda, 

with the aim to provide a snapshot of the realities and complexities of quality 

mental healthcare provision in a resource-constrained, low-income setting. 

Specific objectives include: i. Providing a rapid assessment of the MHC and 

prevalence of MNS disorders presenting at the clinic; ii. Documenting actual care 

practices and interactions between MHC staff and patients and their caregivers; 

and iii. Exploring health provider and patient caregiver perceptions about the 

quality of and satisfaction towards services provision at the MHC, as well as 

places for improvement within the system.  
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9.2 MATERIALS & METHODS 

Setting 

The study was conducted at Iganga district hospital, situated in Iganga town 

along the Uganda-Kenya highway, in the eastern semi-rural district of Iganga, 

Uganda. With a population of 504,197 in 2014 [31], the district is typical of most 

Ugandan rural populations.  

Iganga district hospital is a district level referral facility. It currently serves a 

catchment population of over 1.5 million, covering parts of six neighbouring 

districts [see Figure 9.2]. The primary setting within the Iganga district hospital is 

the Mental Health Clinic (MHC) of the hospital, which provides outpatient 

psychiatric services from Monday to Friday. It is part of the decentralised six-tier 

Ugandan health system; ranging from: Village Health Teams (VHTs, health center 

Is); health center IIs; health center IIIs; health center IVs/district hospitals; regional 

hospitals; and finally the national referral hospital (level 6).  

 

Figure 9.2 Map of Uganda and study region: Iganga district is highlighted in dark red color 
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The MHC was created in 2007, and operates within two self-contained 

consultation rooms and associated open waiting area, all located within the new 

outpatient department of the hospital. At the time of study, the MHC operated 

with four full time health providers; two of whom were trained mental health 

clinicians. MHC staff demographic details can be found in Table 9.1.  

Table 9.1 MHC staff demographic details and work experience 

MHC Staff Age Sex Religion Tribe Professional 
Experience*# 

(years) 

Time at 
the MHC* 

Education/ 
Training 

Psychiatric 
Clinical 
Officer 

40 M Muslim Basoga 10 years ~8 years 

(since 
inception 
of clinic, co-
founder) 

2 years post 
graduate 
diploma in 
psychiatry 

Psychiatric 
Nursing 
Officer 

32 F Catholic Basoga 9 years 4 months Registered 
Nurse with 
Specialist 
training in 
Psychiatry 

Nursing 
Assistant 1 

40 F Muslim Basoga ~15 years 1 month Diploma 
Nursing 
Assistant 

Nursing 
Assistant 2 

59 F Protestant Basoga 39 years 11 months Primary Seven 

* indicates at time of interview; #not limited to clinical work in psychology/psychiatry 

 

Design 

The study is an equal status, mixed-methods case-study design, with two parallel 

quantitative and qualitative strands (QUAN + QUAL) of research. The 

quantitative strand consisted of HMIS records analysis, structured consultation 

observations, and closed fixed-response interviews. The qualitative strand 

gathered independent but complementary data via qualitative observations and 

in-depth interviews.  

The chosen design and methods were a reflection on and a process outcome of 

the identification of the study objectives [32]. The case study design allowed for 

exploring “a topic” within its real-life context through the concurrent use of 

different sources of information and data collection methods [33]. This ensured 

a pragmatically-oriented, single program of enquiry in which the MHC could be 
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presented as a whole (via triangulated and integrated analyses of both numerical 

and narrative strands of data). 

Sampling and Recruitment 

The study population was limited to the relevant stakeholders within the sphere 

of mental healthcare delivery at the MHC of Iganga district hospital. This included 

the caregivers of MHC service users attending the MHC within the active study 

period and the health professionals working at the MHC. The recruitment of all 

patient caregivers and hospital staff was first approved through the senior level 

of management of the Iganga district hospital.  

As part of mixed-methods sampling procedures in conjunction with the nature 

of the study [34], we used material sampling of the units of written data, in this 

case the HMIS records. Since we were observing and interacting with members 

of a particular population of interest, only the caregivers of patients attending the 

MHC (and the patients themselves) were recruited from the MHC waiting area 

during the active study period. Criterion sampling – for those patient caregivers 

who fit the above criteria and consented – was used to conduct the structured 

consultation observations and linked closed fixed-response interviews, across a 

consecutive 8-week study period. Purposive exhaustive sampling of the MHC 

healthcare providers was used for conducting in-depth interviews with them. 

Data Collection 

The study consisted of using multiple data collection strategies for both the 

quantitative and qualitative strands, and took place between Oct 2016 – Feb 

2017. These are presented according to Teddlie and Tashakkori’s (2009) 

classification categories in Table 9.2. 
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Table 9.2 Data collection strategies used in the study 

Quantitative unobtrusive archival records data: HMIS data 

The HMIS data of the MHC, as available through the hospital records, were retrospectively 
collated for the 12-month period (Oct 2015 – Sept 2016) prior to commencement of the study. 
The data available was in the form of a monthly breakdown of frequency of cases according to: i) 
Specific MNS disorder; ii) New cases compared to Re-attendant cases; iii) Intake location; and iv) 
Age and Gender. 

Quantitative structured observation data: Consultation Observations 

41 structured consultation observations were conducted at the MHC (8 weeks duration, Oct 2016 
– Nov 2016). Consultations between the primary MHC clinician, the patient and their caregiver at 
the MHC were independently observed by two observers from the research team, following an 
observation checklist. Immediately after each consultation observation, the check-listed 
observation scores were cross-corroborated amongst the two observers for consensus. The 
checklist was created based on questions from the Calgary-Cambridge Referenced Observation 
Guide [35], which had been developed as an evidence-based structure for the analysis and 
teaching of physician–patient communication skills. Question selection for our checklist was 
guided by the intention to explore structural aspects of duration and privacy of consultation, as 
well as seven interpersonal QoC dimensions of MHC healthcare provider behaviours. Questions 
could be indicated as present or absent, resulting in binary data. See the results section and Annex 
1 for more details on the consultation check-list and the seven interpersonal QoC dimensions. 

Quantitative closed fixed-response interview data: Exit-poll questionnaires 

41 exit-poll questionnaires (namely, interviewer-administered closed fixed-response interviews) 
were conducted with the caregivers of patients whose consultations were observed at the MHC, 
as described above. Each exit-poll questionnaire was conducted immediately following each 
consultation observation. Questions administered were related to patient and caregiver 
satisfaction regarding their visit to the MHC. Caregivers were presented four consultation-
satisfaction related statements and asked to indicate their agreement on a 5-point Likert scale. 
See results section for the four statements. 

Qualitative in-depth interview data: In-depth Interviews 

In-depth Interviews (IDIs) were conducted with the four healthcare professionals working at the 
MHC at the time of the study (Feb 2017). Details of staff qualifications and years of experience can 
be found in Table 9.1. Two of the IDIs were conducted in English by the first author; due to 
participants’ linguistic preference, the two other IDIs were conducted in the local language of 
Lusoga by a trained local research assistant. All interviews were digitally audio-recorded, 
transcribed verbatim and, when required, translated into English texts. 

Qualitative unstructured observation data: General Observations 

Open-ended narrative observation notes regarding the MHC, visiting patients, their caregivers, 
and MHC staff were systematically taken during the course of the whole study period (Sep 2016 – 
Feb 2017). 
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Data Analysis 

The chosen mixed methods analyses procedures sought to determine the 

degree to which the quantitative and qualitative strands produced 

complementary results regarding the MHC. As such, there was initial 

independent, parallel data analyses of each strand of data, which was then 

triangulated and integratively analysed as per the QoC framework [see Figure 

9.1]. 

All quantitative data was treated with relevant and appropriate descriptive 

statistical methods using Microsoft Excel and statistical software R by NDPS, JDM, 

and TS. All HMIS data was tallied according to frequencies and central 

tendencies for each specific MNS disorder. For the structured consultation 

observations, the proportion of positive answers was calculated per checklist 

item. The range of these proportions was compared among the seven 

interpersonal dimensions of QoC used in the checklist. For the exit-poll 

questionnaire with patient caregivers, the answers to the four consultation-

satisfaction related items were analysed through calculation of proportions per 

possible answer.  

All qualitative data underwent thematic analysis, using the qualitative analysis 

software NVivo 11 to store and manage the coding process. Both theory-driven 

(based on QoC framework) and data-driven coding of thematic concerns and 

trends arising from the general observations and the interview narratives was 

done by NDPS and checked by other research team members to ensure 

consistency.  

These separate strands of analyses were then triangulated using the QoC 

framework as a basis. This produced results and discussion points that provide a 

more holistic and grounded reflection of the MHC and its quality of care as a 

whole. 

Ethical Considerations 

All research participants were informed about the nature and purpose of the 

study, prior to conduction of the structured observations, exit-poll 

questionnaires, and interviews. If they agreed to be part of the study, written 

informed consent was obtained from each participant, with the option to opt out 
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of the study at any time. All data were pseudonymised to remove all personal 

identifiers to provide greater confidentiality and privacy for all participants. 

This study is part of a larger doctoral research on the challenge of equitable 

mental healthcare at local health system level in low-resource, rural Ugandan 

settings (2015 – 2017), which received ethical approvals from the Institutional 

Review Boards of the Institute of Tropical Medicine in Antwerp, Belgium; 

Makerere University, School of Public Health in Kampala, Uganda; and the 

Ugandan National Council for Science and Technology. The specific protocol 

and all data collection tools related to the MHC, also received ethical approval 

from Makerere University, School of Public Health in Kampala, Uganda; and the 

Ugandan National Council for Science and Technology. 

9.3 RESULTS 

In this section we present: i. A quick overview of the nature of MNS disorders 

presenting at the MHC and the utilisation of available services – based on 

available HMIS data; and ii. An in-depth look into quality of care at the MHC – as 

showcased via the consultation observations, reported patient satisfaction, and 

MHC health worker perceptions on the clinic’s functioning. Dotted throughout 

these two sub-sections, are field notes from general observations of events 

taking place in and around the MHC [see Boxes 9.1 – 9.3]. 

Nature and Utilisation of the MHC 

With a total of 4613 registered contacts over a 12-month period (Oct 2015 – Sept 

2016), Table 9.3 provides a breakdown of the number of contacts for specific 

MNS disorders, as a percentage of the total, and according to new cases 

compared to re-attendant cases as registered in the HMIS. The most prevalent 

MNS disorders at the MHC were epilepsy (36%), other various childhood mental 

disorders (11%), comorbid HIV-psychosis (8%), dementia (7%), mania (7%), 

alcohol and drug abuse (7%) and bipolar affective disorder (6%). Schizophrenia, 

depression, anxiety, and other forms of mental illness were each 5% or below in 

presentation at the MHC. 
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Box 9.1 General Observations #1 

General Observations #1: Record-keeping realities 

It should be noted, as Table 9.1 shows, while the staff at the MHC have decades of professional work experience 
between them, most staff members had relatively little experience working at the MHC, ranging from 1 month 
to 11 months at the time of the study (with the exception of the psychiatric clinical officer), indicating a high 
turnover of staff members in recent months. Additionally, the nursing assistants reported having no previous 
psychiatric training or work experience. The psychiatric nursing officer had received her psychiatric training 2 
years previously, but only upon being transferred to the MHC 4 months previously, did she begin any relevant 
psychiatric work experience. 

As such, some of the MHC staff were new at the time of the study; they were transferred from other departments 
in the hospital to take over the MHC nursing, after the previous staff left the hospital for further professional 
training. The HMIS data analysed in this study were collated and reported by the former staff – all the data was 
complete with no missing data. The HMIS data for the months during the active study period – October 2016 
until February 2017 – was under the supervision of the new staff. When it was checked by the research team at 
the end of the study period, the data for the preceding months collected by the newly arrived staff was 
incomplete and inconsistent, and therefore unusable for this study’s purpose. 

Table 9.3 Breakdown according to specific MNS disorders of total number and percentage of 
registered contacts, as well as percentage of new cases and re-attendant cases out of all registered 
contacts at MHC from Sept 2015 – Oct 2016 

Specific MNS 
disorders as 
registered in 
HMIS at MHC 

Total 
no. of contacts 

registered 

Percentage of 
total contacts 

Percentage 
of 

New Cases 
(%) 

Percentage 
of 

Re-attendant 
Cases (%) 

Depression 229 5.0 44.5 55.5 

Anxiety disorders 198 4.3 55.6 44.4 

Mania 328 7.1 42.4 57.6 

Bipolar disorder 272 5.9 9.2 90.8 

Schizophrenia 222 4.8 32.9 67.1 

HIV Psychosis 359 7.8 54.6 45.4 

Epilepsy 1665 36.1 28.9 71.1 

Other childhood 
mental disorders 

525 11.4 44.8 55.2 

Dementia 320 6.9 49.4 50.6 

Alcohol and Drug 
abuse 

302 6.5 47.4 52.6 

Other forms of 
Mental Illness 

193 4.2 58.0 42.0 

Total 4613 100 38.5 61.5 



 233 Case study of a Mental Health Clinic in Uganda 

Of the yearly total, 2327 cases (50.4%) were male and 2286 cases (49.6%) were 

female. On average, the two genders were on par regardless of the specific 

disorder. The only exception to this, as can be observed in Figure 9.3, was 

Alcohol and Drug Abuse, with the majority of cases being male (247 out of 302 

cases; 81.1%) compared to female cases (57 out of 302 cases; 18.9%).  

 

 

Figure 9.3 Breakdown of registered contacts per specific MNS disorder: Male vs. Female 
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Finally, the majority of MNS registered contacts at the hospital during this period 

were first seen at the MHC’s out-patient services (93.6%), followed by those 

referred from in-patient admission in the hospital’s various wards (6.1%), with a 

very small proportion of referrals coming from health facilities outside the 

hospital (0.3%) [see Table 9.4]. It should be noted that from the available HMIS 

data, it was not possible to determine the geographical distribution of these 

4613 registered contacts and which district they came from. 

 

Table 9.4 Breakdown of MNS registered contacts according to Intake Location (Sept 2015 – Oct 
2016) 

Intake Location No. of cases registered Percentage of intake (%) 

Out-patient MHC services 4320 93.6 

In-patient admission 281 6.1 

Referral 12 0.3 

Total 4613 100 
 

Dimensions of QoC at the MHC 

MHC consultations and reported patient satisfaction: 

As described in the methods section, 41 sets of patients and their caregivers 

were recruited from the outpatient waiting area of the MHC during a consecutive 

8 week period. Table 9.5 provides the demographic details of these 41 sets of 

patients and caregivers, who were first observed during their consultation with 

the primary MHC clinician, and then subsequently whose caregiver took part in 

the exit-poll questionnaire. 53.6% of the 41 patients were less than 18 years of 

age, and 43.9% of them were female while 56.1% were male. On the other hand, 

the caregivers were primarily above the age of 35 (53.3%), female (78%), and 

married (68.3%). The majority of both patients and their caregivers were primary 

school-level educated (48.8% and 63.4% respectively).  
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Table 9.5 Demographic summaries of the 41 MHC patients-caregiver sets enrolled in study 

  Patient (in %) 

(N=41) 

Caregiver (in %) 

(N=41) 

Gender Female  43.9 78.0 

 Male  56.1 22.0 

Age 0-5 17.0 0.0 

(in years) 6-12 9.8 0.0 

 13-17 26.8 0.0 

 18-24 24.4 14.6 

 25-34 7.3 22.0 

 35-44 4.9 29.2 

 >45 9.7 34.1 

Education  No education 26.8 7.3 

(highest level 
obtained) 

Primary school 48.8 63.4 

Secondary school 19.5 24.4 

Tertiary school 2.4 4.9 

University 0.0 0.0 

Marital status Married 9.7 68.3 

(for age >14) Cohabiting 0.0 2.4 

 Single 74.2 14.6 

 Divorced 0.0 0.0 

 Widowed 9.7 7.3 

 Separated 6.5 7.3 

 

The majority of these 41 patients came from Iganga district (28 cases), while 

lesser numbers came from the neighbouring districts of Mayuge (5 cases), Luuka 

(3 cases), Namutumba (2 cases), and Kamuli, Kaliro and Bugiri each having one 

case [see Figure 9.4]. 
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Figure 9.4 Map of geographical distribution of the 41 MHC patient-caregiver sets coming from 
Iganga and neighbouring districts to the MHC at Iganga District hospital. The yellow star is the 
location of the MHC within Iganga district hospital; green dots indicate lower level health facility 
distribution within each district; while the colour coding of each district refers to the distribution of 
the 41 patient-caregiver sets across these 7 districts. 

 

The structured consultation observations examined a variety of QoC aspects. 

The consultation itself, between the patient and/or their caregiver and the 

primary MHC clinician, took place in the more private of the two MHC 

consultation rooms [see Box 2]. Of the 41 consultations observed, the median 

consultation duration was 5 mins. 51% of consultations lasted 1-5mins, followed 

by 32% lasting 6-10mins, 15% lasting 11-20mins, and only one observed 

consultation lasting exactly 40 minutes. It was observed that in cases where both 

patient and caregiver were present for a consultation, the consulting clinician 

interacted with the caregivers a 100% of the time, and only interacted with the 

patients in 76.5% of the same consultations, meaning that interactions with the 

caregiver or patient within the same consultation could be mutually exclusive. 

Additionally, 32% of all observed consultations had extraneous interruptions – 
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such as, another patient or staff entering the room and asking a question to the 

clinician – in the midst of a consultation.  

 

Box 9.2 General Observations #2 

General Observations #2: Everyday workings 

There are two rooms designated for the mental health clinic in Iganga general hospital. They are situated in the 
newly constructed Out-Patient Department. In front of the rooms there is a small benched waiting area. The first 
room is the intake room – here sit the nursing staff – and it is here, as patients and their caregivers arrive, where 
they must deposit their patient record book. The patient record books are stacked in the order that patients 
arrive most of the time; sometimes if you are known to the nurses, your book gets put on the top of the pile. 
The patient record book stack and the patients now await the arrival of the psychiatric clinical officer. The second 
room is the consultation room – this is where the psychiatric clinical officer sees each patient and caregiver in 
private. He usually sees the patients, explains symptoms, checks their progress and fills in their prescription into 
their patient record book. He has a calm temperament, and speaks kindly to the patients and their caregivers. 
Most days he arrives in the morning and sees all the patients in one go; he usually leaves for lunch and, if 
required, returns late in the afternoon for any afternoon patients. After the consultation the patients return to 
the intake room, where the nurses fill out their prescription based on the new information in their patient record 
book, and note patient details down in the MHC’s HMIS out-patient registry book.  

The psychiatric clinical officer, who is in charge of the MHC, is a co-founder of the clinic since its inception back 
in 2008. He also has a private mental health practice across the road from the hospital, and spends the 
remainder of his time – when not at the MHC – there. He is usually a call away if ever urgently needed at the 
MHC. 

Every Monday morning, one staff member of the MHC goes to the hospital pharmacy to collect the weeks’ 
worth of free medication for the patients. It is the main task of one nursing staff to distribute the prescribed 
medication into separate little plastic bags, as prescribed for each patient in their respective books. Her job is 
primarily to count the medication and fill out each of the prescriptions. In most patients’ cases, she only gives 
one or two weeks’ worth, despite it usually being prescribed for a month in the patient book with a return 
appointment date in a month’s time. This was observed to be an accommodated regular strategy of the clinic, 
since there was never enough for all the patients, and the hospital frequently faces stockouts of its psychotropic 
medication supplies delivered from the national level. For the remaining weeks the patients and caregivers are 
expected to buy the required medication out of pocket from local pharmacies. 

Unlike the consultation room, the intake room constantly has multiple people always come and go throughout 
the morning. Since the newer staff were transferred over from other hospital departments, other staff come visit 
frequently. From outside in the waiting area, you can often hear the laughter and chatter coming from inside 
the intake room. Some of the staff make regular phone calls throughout the day and chat amongst themselves 
about personal matters, while patients or their caregivers wait outside or as they sit inside the room awaiting 
their medication. 

 

Regarding QoC-related interpersonal health provider behaviours, the 

proportions of positive answers per question in each observed interpersonal 

QoC dimension indicate that the clinician fares well on some aspects, and less 

well on other aspects of interpersonal QoC during an actual consultation [see 
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Figure 9.5]. For dimensions 1-3 (demonstrating appropriate non-verbal and 

verbal communication, and picking up patient/caregiver cues) the clinician’s 

scores range in the upper quartile (80-100%). However, in dimensions 4&7 

(encouraging patients/caregivers’ in sharing information and avoiding or 

minimizing any interference in consultation) the clinician’s score had a high 

variability (24-90% and 33-88%, respectively). For dimensions 5&6 (assuring 

patient/caregiver comprehension and encouraging shared decision-making) 

the clinician scores were relatively low (0-34% and 0-22%, respectively).  

 

 

 

Figure 9.5 Presentation of proportion of positive responses per item in seven dimensions of 
interpersonal quality of care. The unabbreviated forms of the dimensions are: 1. Demonstration of 
appropriate nonverbal communication; 2. Demonstration of appropriate verbal communication; 3. 
Picking up patient/caregiver cues; 4. Encouraging patient/caregiver sharing; 5. Assuring 
patient/caregiver comprehension; 6. Encouraging shared decision making; 7. Minimization of 
outside interference during consultation. Each dimension had varied numbers of questions; the ticks 
represent the proportion of positive responses to an individual question and the horizontal lines 
represent the range of observed proportions across all questions in that dimension. In order to avoid 
over-plotting for graphical representation purposes within this figure, proportions with the same 
value are displayed side by side. The unmodified, noiseless values for each question, as well as each 
individual question per dimension can be found in Supplementary File 1.  
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The linked 41 exit-poll questionnaire items on reported satisfaction reflect that 

caregivers are overly positive and highly satisfied with care received at the MHC. 

Reflecting both their own and on behalf of the patients’ perspectives, the 

caregivers’ indicate that they would largely return and/or recommend the MHC 

services to others [see Figure 9.6].  

 

 

Figure 9.6 Presentation of caregiver responses to consultation satisfaction related statements. 
Question 1: “I am satisfied with our visit to the clinic”; Question 2: “I feel the patient is satisfied with 
our visit to the clinic”; Question 3: “I would come back to this clinic for the same problem”; Question 
4: “I would recommend others to come to the clinic for care”.   
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Provider perceptions towards QoC at the MHC: 

Box 9.3 General Observation #3 

 General Observations #3: The pseudo-consultation 

During the active study period, there was a one-week period during which research team did not observe any 
consultations with the psychological clinical officer. He later reported having to be out of town on a personal 
matter. However, re-attendant patients and their caregivers continued to attend the MHC for their pre-booked 
appointments, as well as new cases arriving for help.  

During this one-week of absence, the nurses would collect and stack the patient record books as per normal in 
the intake room. Once all the books have been collected, one member of the nursing staff would take a book 
at a time from the top of the pile. She would open the last written prescription in the book and copy it word-for-
word with today’s date on a fresh page. In the meanwhile, another nurse would fill out little plastic bags of 
medication, while the third nursing staff filled out the patient data in the HMIS out-patient register book. As soon 
as they are registered in the HMIS log book, the third nursing staff would then call in the patient and caregiver, 
hand over the little plastic packet of medication and explain dosages to the caregivers. Being re-attendant 
cases, there was an underlying assumption the patients and caregivers already know what to do. There was 
never any mention of side effects and withdrawal effects of the medication, only the dosage and timeliness of 
the medication. At times, the first nursing staff would interrupt the third who was busy speaking to the patients, 
to clarify the handwriting and the names of the medication which she was copying in the patient book. In the 
case of new patients, one nurse would sometimes begin to take the patient and caregiver history, but often 
reverted to saying to wait for the psychiatric clinical officer or return on another day. 

 

The in-depth interviews with the four MHC staff members can be delineated 

according to the QoC framework and Figure 9.1 categorisation. Exemplary 

quotes (lettered in brackets) for each QoC domain can be found in Table 9.6.  

Structural aspects. The MHC infrastructure in the new out-patient wing of the 

hospital was generally considered by the health workers to be adequate in terms 

of space and privacy (A).  

The health workers considered themselves able to handle the pressures of the 

work and the burden of cases amongst themselves (B). They also spoke of a 

range of internal motivators, as well as external reasons for appreciating their 

work. In the case of one health worker, a familial connection to mental illness led 

to greater motivation in working in the field pf psychiatry (C). For some others, a 

relatively low perceived burden of work at MHC compared to other departments 

in the hospital was the most frequently mentioned motivating factor to continue 

working at the MHC. Shorter, defined working hours meant the staff were 

content with their work designation within the hospital (D). Within the team, 

group morale was kept up through small incentives distributed within the MHC 

unit (E). 
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Regarding medicines, all the staff spoke of psychotropic medication shortages 

and stockouts as well as long waiting times for medication re-stocking (F). This 

was also the primary perceived barrier to care and better service provision. As 

such, the most cited recommendation for improvement at the MHC by all four 

staff was that of having a sustainable stock and supply of psychotropic 

medication available at the hospital (G). 

Regarding record keeping, one provider did note failure to maintain proper 

routine facility records (H). When discussing how patients arrive at the MHC, the 

health workers spoke of intra-hospital referrals from the main OPD or other in-

patient wards (I).  

Management practices were thought to reflect negatives attitudes towards 

mental illness. The health workers spoke of how stigma is present and visible in 

other departments of the hospital (J), which may in turn impact, for instance, 

resource allocation and financing of mental healthcare (K). The staff also 

commented on how clinical training, specifically psychiatric training, could be 

improved upon (L). 

Process aspects. Actual processes of care were depicted by the health 

providers through daily routines and job descriptions. In general, the duration of 

consultations was consistently agreed to be approximately thirty minutes to one 

hour by all MHC staff, but depended if the patients were new cases or re-

attendant cases (M). Mondays and Wednesdays were the busiest clinic days 

which meant that the workload fluctuated throughout the week, although 

different staff categories had different ‘off-the-top-of-their-head’ estimations (N).  

The main task for nursing staff was that of dispensing medication, as prescribed 

by the psychiatric clinical officer. While patients’ adherence to the prescribed 

medication was felt to be out of their hands, due to the MHC’s inability to provide 

complete and full recourse to the medication, the nursing staff also limited their 

explanations to the time schedule at which medication should be taken (O). The 

psychological clinical officer reported to counsel patients and caregivers on how 

to manage the patient at home, bridge knowledge gaps, and debunk myths 

about mental illness (P). 

From the perspective of patient experience at the MHC, the staff were aware of 

long waiting times for patients, and how this was a possible deterrent to patients 

and their families (Q). However, the staff did believe they were able to maintain 
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privacy and confidentiality of their patients, even from their caregivers and 

attendants if required (R). 

Outcome aspects. All four members of MHC staff believed that they were doing 

the best they could under the constraints of the system. And in spite of all the 

challenges faced, the staff perceived that generally patients and their caregivers 

were satisfied with the quality of care being received at the MHC (S).  

Nonetheless, MHC staff recognised challenges in the continuity of care being 

provided. Not all patients were financially capable of incurring out of pocket 

expenses, which often led to problems of adherence to medication and relapse 

of symptoms, especially for chronic issues like epilepsy and schizophrenia (T). 

This is perceived as affecting patients’ health outcomes, continued medication 

and treatment meant better patient outcomes (U). Patient follow-up was 

considered difficult to maintain under conditions where return visits are 

impacted (V). 

Table 9.6 Exemplary quotes from MHC staff for the structural, process, and outcome aspects of QoC 

STRUCTURAL ASPECTS OF QoC 

(A) MHC 
Infrastructure 

“This room, the consultation room is fairly okay… it is really worthy.”  

– Psychiatric Clinical Officer 

(B) Health 
worker 
burden 

“Yah, they come knowing that they have to see the doctor (psychiatric clinical officer)… So 
we call him, he comes, he sees and he goes… but knowing most days they are not seen 
by doctor, you can see there is no big deal for a doctor, we can handle…”  

– Psychiatric Nursing Officer 

(C) Internal 
Motivators: 
Personal 
connection 

“I wanted to save people’s lives. From the time I started my education journey, it was in my 
main targets to treat people and my entire family. I have even got my people with a similar 
case. But when you don’t have any knowledge about psychiatric [problems], your relative 
can remain on streets since they can take you into cultural things [for treatment], without 
any [improvements]. So, I know those sick people. In fact, they [remained sick for] a long 
period when I was a health worker, but I was not aware of such medical treatment. But if 
you don’t have such a belief, you can give up unlike someone with psychiatric knowledge. 
This helped my people who would have [otherwise] remained on streets and [have now] 
normalised. It attracted me so much and when I see a person with a similar case, I counsel 
them and tell them to come to our department.” 

– Nursing Assistant 1 

(D) External 
Motivators: 
Low burden 
of work 

“I am peaceful. I work from morning to two pm… We don’t work on weekends, we don’t 
work at night and we use a fingerprint machine to capture our arrival and departure so, 
we don’t go beyond two pm, hence, less work.”  

– Nursing Assistant 2 

“I will [stay] here because I don’t work on public holidays, I don’t work on weekends, I don’t 
work at night… I’ll be here.”  

– Psychiatric Nursing Officer 
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(E) External 
Motivators: 
Maintaining 
group morale 

“We have what we termed as ‘Nice Day,’ whereby our boss buys us [things] to eat. He buys 
us edibles, unlike the other departments where one spends the whole day without having 
[anything] to eat.” 

 – Nursing Assistant 2 

(F) Shortage of 
psychotropic 
medication 

“Yeah, we run out of drugs, even now I don’t have carbamazepine! It is out of sock from 
the [hospital] stores, so until we get the next supply there is shortage of drugs… 
Sometimes I go and talk to the pharmacist who in turn goes and talks to the store manager, 
they can sometimes call the district head of health services who can ask some [health 
centers’] in-charges if they have those drugs... and then they bring for us. Sometimes we 
have to wait for the national stores to bring… there is a long wait.”  

– Psychiatric Nursing Officer 

(G) Request for 
psychotropic 
medication 

“I need to have most of the antipsychotic drugs and epileptic drugs… I recommend the 
government to… to bring more drugs for the psychiatric patients.”  

– Psychiatric Nursing Officer 

(H) MHC record 
keeping 

“…She is ok, she is ok, when she does a mistake… Maybe sometimes failure to record…” 

 – Psychiatric Clinical Officer 

(I) Referral 
processes 

“We first welcome them because since this is a hospital, after welcoming, we ask them 
how we can help them, what the problem is, they tell us maybe, I went there and I was sent 
here. At times they first go to OPD, thereafter, they are referred here. The moment they 
tells us that they have been sent here, we just discover they are our client.”  

– Nursing Assistant 1 

(J) Stigma and 
negative 
attitudes of 
other 

“…Even on the job, even the [other] nurses they tell us if you are working [on psychiatric 
patients], and if you are overworked with psychiatric patients you are also [becoming] 
mad.”  

– Psychiatric Nursing Officer 

(K) Management 
practices and 
financing 

 “[Hospital] resource allocations are not well much informed about mental illness, and 
perhaps mental health… I have always heard the statements from my superiors, my 
administrators, ‘You know those drugs are expensive, so we [must wait], you know mental 
patients do not die, therefore the priority is for probably maternal health services where 
we are trying to protect the interest of the new born…’ Sometimes not knowing that 
problems again originate from there…” 

 – Psychiatric Clinical Officer 

(L) Psychiatric 
training 

“Yes, that’s why the training has to be strong. Ahh, we have a training gap.”  

– Psychiatric Clinical Officer 

PROCESS ASPECTS OF QoC 

(M) Duration of 
consultation 

“If it’s a new case it requires a little bit more of my time going through the assessment, 
sometimes without any quality history you struggle through to get a proper diagnosis, so 
it can take me around thirty minutes… But if it’s a follow-up case, especially most of the 
generalized tonic clonic seizures, it takes around five minutes… and sometimes asking 
them about going through the medicine and any problems they are experiencing [in] life, 
five to ten minutes and then the patient goes home.” 

 – Psychiatric Clinical Officer 

(N) Patient 
workload 

“There are some days which are heavier, especially the clinic days Mondays, mmm, those 
ones are heavier… The heaviness, it can go up to around 60 patients. We can have a bout 
10 [on the quiet days].”   

– Psychiatric Clinical Officer  
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“[On Monday’s it is] a maximum of 20, but other days we can see 5 or 8, yeah”  

– Nursing Assistant 2 

“Monday I can see 25 or even up to 30. But Wednesday they are fewer than Monday or 
less. Tuesdays, like today I saw 6, and there are very few [on Thursday and Friday].” 

 – Psychiatric Nursing Officer  

(O) Dispensing of 
psychotropic 
medication 

“Aaaa, when it is already written on the form, for I just prepare the drug, give to the patients 
as written and prescribed, so, I explain on how the dose is supposed to be taken. And in 
case some drugs are not available, I tell them so as they can buy from outside the hospital 
because on many occasions, the facility has inadequate resources… There is nothing I can 
do because, if a certain drug is out of stock, I just tell them openly that it is not there.”  

– Nursing Assistant 2 

(P) Role of 
counselling 

“Ok more often we give the caretaker counselling, in fact it is more than counselling, it is 
psychotherapy. Yes, to make them realize they are in their fate, takes something in 
accepting the condition, because at times we have a lot of conflicting ideas about mental 
illness. Here in our society, where mostly our rural people think that mental health is a 
curse, that it is a bad omen or it is spiritual kind of issue, sometimes they come to ask as a 
means of a test. [They want] to prove whether really what they [hear] that there is a generic 
medicine which can treat, to see whether it is there or to prove whether it [works]. 
[Otherwise] they go back to the shrines and try their own ways of treating it, so we need to 
within that short period of time, I feel I need to hint something to make sure it is a win-win.”  

– Psychiatric Clinical Officer 

(Q) Patient 
experiences 

“[They wait] around 5 hours, especially on Mondays… one is meant to go [pick up the] 
drugs in the [hospital pharmacy] store, but if drugs are already available, one can take 
around two to three hours.” 

 – Nursing Assistant 2 

(R) Maintaining 
privacy and 
confidentiality 

“We handle one patient at a go, unless that patient needs some special attention based 
on an abnormality. So it is here that we invite their attendants in case it calls for that. But in 
case there is need for that person to disclose some issues confidentially, we ask the other 
to first [leave the room] in order to tell us issues that may need special hearing in the other 
one’s absence.”  

– Nursing Assistant 1 

OUTCOME ASPECTS OF QoC 

(S) Perceived 
patient 
satisfaction 

“I think they appreciate because we serve them well. Yeah, even now, there has been an 
attendant with a patient whose relative on arrival thanked the attendant for caring for the 
patient. Then the lady said it is not me but it is because of those health workers. Go and 
thank them even.”  

– Nursing Assistant 1 

(T) Chronic 
conditions 
and 
continuity of 
care 

“Some few [are] acute cases to maintain someone on anti-psychotic [medication] for a few 
days, but when their psychopathology clears, then [they are] off the medication. But now 
take a case of temporal epilepsy... or a case of schizophrenia and bipolar affective 
disorders, they have to be on medication [long term], so at times the supply gets out of 
stock.”  

– Psychiatric Clinical Officer 

(U) Patient 
outcomes 

“I affirm them by telling them that the patients will be okay. So long as they take the drugs 
as instructed, they will get better.”  

– Nursing Assistant 2 
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(V) Return visits “All patients and caregivers] may not take the information the same way, someone may 
swallow get better, then [stop] and accumulate the medicines, someone swallows 
according to the recommendations, finishes and comes back [to get more medication]… 
so in such a way we find that some people come and we are able to supply them and they 
are on continuous supply, and those of them who sometimes do not come back…”  

– Psychiatric Clinical Officer 

 

9.4 DISCUSSION 

This study attempts at showcasing and understanding the current burden and 

quality of mental healthcare available at an out-patient Mental Health Clinic 

(MHC) situated within Iganga district hospital in eastern Uganda. 

The MHC and beyond – 

In terms of the nature and utilisation of its services, in spite of high self-reported 

patient satisfaction, we see a relatively low attendance of patients visiting the 

MHC (4613 contacts of registered cases over a 12-month period), especially 

when compared to the hospital’s catchment population of approximately 1.5 

million. Taking into account the known burden of MNS disorders in Uganda [10], 

which is much higher than those reported by the HMIS data, these utilisation 

numbers indicate how such a clinic is only addressing the ‘tip of the iceberg’ in 

terms of coverage. Additionally, the prevalence pattern of mental health 

problems in the HMIS data does not reflect global trends. For instance, based 

on epidemiological estimates, the burden of common mental disorders (like 

depression and anxiety) should be higher, as compared to epilepsy [36].  

Thus, while the clinic may offer acceptable care to its patients, other determinants 

may explain the lack of attendance including, but not limited to, low community 

awareness, socio-cultural conceptualisations, health seeking behaviours, stigma, 

low accessibility and affordability [37]. The social determinants impeding 

adequate coverage of and access to professional mental health care are difficult 

to (effectively) address by staff posted at district hospital level; this would naturally 

substantially gain from integration of mental health care in peripheral facilities. In 

the reality of Iganga district, professional mental healthcare services are primarily 

availed at the district hospital. As such, the MHC nested within the Iganga 

hospital de facto operates as a first official point of care for MNS disorders within 

the district, with little to no formal care provisions at the lower levels in the health 

system. Addressing the multiple social, cultural and economic barriers in access 
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and utilisation of mental health care is strongly jeopardised in a context where 

there is large unmet need for treatment and where very little is being done in 

terms of mental healthcare provision at the front-line [14]. This is further 

compounded by the likelihood that current measurement approaches are 

underestimating the burden of MNS disorders by more than a third [5].  

The 41 sets of patient-caregiver data also portrays the relative geographical 

spread and distribution across eastern Uganda from where observed patient 

cases came from [see Figure 9.4]. Despite geographical access barriers, patients 

and their caregivers travel from across the six neighbouring districts to access 

care at the MHC. This may indicate the MHC in Iganga district hospital is acting 

as a regional referral point (despite there being an official regional hospital in 

Jinja). However, it is more likely in this instance, that the MHC is acting de facto as 

first line service for mental health patients, indicating yet again possible unmet 

front-line MNS needs within the community. This requires further research and 

better documentation.  

A large majority of the patient intake at the MHC happens through the hospital’s 

general OPD, with clinical officers at the OPD forwarding patients onwards to the 

MHC. It is possible that some of the patients presenting at the Iganga hospital 

general OPD were referred by peripheral facilities (HCs II, III and IV), or even 

directly to the MHC itself. However, it is also possible and indeed likely, that they 

are cases of (direct) self-referrals or community-based referrals [38]. Patients and 

their caregivers may bypass front-line services and come directly to the hospital 

OPD themselves at their own initiative or fellow villagers’ insistence. However, the 

lack of more detailed HMIS data restricts us from a more in-depth understanding 

of the specificity of referral processes that lead to patients’ arrival at the MHC.  

In a decentralised system such as this, it would be of value to know whether the 

peripheral front-line health facilities actually know about the MHC, and 

consequently, the extent to which they utilise the referral system and in fact refer 

patients to the MHC specifically for the purpose of mental healthcare; or whether 

it is the staff of the hospital general OPD who decides that a referral to the MHC 

is needed/relevant. To further elucidate and explore this, an analyses of the 

health-seeking trajectories and pathways to care for the visiting MHC patients 

and their caregivers is the subject of a forthcoming article.  



 247 Case study of a Mental Health Clinic in Uganda 

The quality of the HMIS data being collected at the facility, reflects concerns 

already present in both the Ugandan mental health system literature [10, 11] and 

general QoC literature. Routine monitoring systems are more often than not 

inconsistent and incomplete in their data collection and there is a substantial 

need for harmonization across various data sources, especially across disease-

specific orientations and more cross-cutting health outcomes like mental health 

[26, 39]. These gaps in the MHC’s HMIS, may in turn be linked to inefficient 

referral systems, where patients can either be lost to follow up as illustrated in the 

results, or face bottlenecks at front-line primary healthcare facilities, especially 

within a decentralized health system like that of Uganda [20, 40]. 

The majority of patients presenting at the MHC were re-attendant patients, 

indicating that patients and their caregivers returned to receive treatment from 

the MHC, which is especially relevant for chronic MNS disorders like epilepsy 

which require long-term management and care. However, more detailed 

information on these return visits is limited by the quality of the clinic’s HMIS – as 

such, we cannot ascertain for instance if long-term compliance for MHC patients 

is due to perceived high quality care at the clinic [28] or simply because it is the 

first and only main point of accessible formal mental healthcare within the district. 

As such, it is difficult to monitor or evaluate the MNS outcomes at the MHC over 

time without the systematic collection of patient data. Upgrading and 

systematically maintaining the data management system of clinics, such as the 

MHC, would be a long-term investment for both the general and mental health 

systems of the country [10, 41]. 

These HMIS overhauls, however, should not only cater to hospital-level and 

above care; emphasis remains on reiterating and reflecting on the need and role 

of front-line services within the local health system for providing accessible 

mental healthcare at the community level. Hospital-based care for MNS 

outcomes should be complementary to health center-based primary health 

care; not duplicative or creating redundancy in the limited resources available 

[42]. Bringing HC IIs and HC IIIs on board in basic mental health screening and 

referral processes as a first port-of-call, is essential if we are to really reach into the 

depths of the problem and provide integrated mental healthcare that begins at 

the primary care level [43, 44].  
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Primary health care that is inclusive of aspects of mental healthcare, could in fact 

help provide complementarity for alternative pathways to care for MNS rather 

than compete with more traditional forms of care [21]. Alternative forms of care 

are sometimes sought for various MNS disorders as they are often linked to the 

socio-cultural (rather than biomedical) connotations of the disorder in this 

context [17]. For instance, for persons living with epilepsy - which presented as 

the most prevalent disorder being treated for at the MHC - the high perceived 

stigma, greater preference towards traditional healing, and lack of access to 

mental healthcare services remain significant documented barriers to care in 

Uganda [18, 20].  

Additionally, results from this study indicate high numbers of child and 

adolescent patients attending the MHC, supporting the need for further 

development within this sub-field of mental healthcare. The Ugandan Ministry of 

Health has recently drafted a Child and Adolescent Mental Health Policy 

Guideline [45] which over time aims at addressing the previously reported lack 

of mental health services for children and adolescents in the country [11, 46]. This 

new policy comes at an opportune moment in which to ensure the actual 

integration of aspects of child and adolescent mental healthcare especially at the 

PHC level, and not leave it only for specialised psychiatric clinics at higher levels 

of care. 

In comparison to other mental and neurological disorders presenting at the 

MHC, alcohol and substance abuse was relatively low, with a higher number of 

male patients being treated for alcohol and drug abuse than female patients at 

the MHC, which is in line with literature showcasing the global trend of men 

consuming more alcohol than women [47, 48]. However, we must be cautious to 

recognise possible underreporting of the issue related to factors such as socio-

cultural acceptance, related stigma, and other barriers to help-seeking. With 

simulated predictions of a 139% increase by 2050 in the burden of alcohol and 

substance use disorders in eastern sub-Saharan Africa based on current 

prevalence rates [44], and alcohol use currently accounting for almost 10% of 

deaths globally for ages 15-49 [47], there is definitely space for further research 

and preventive advocacy for alcohol and substance use within the Ugandan 

healthcare agenda. 
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Thus, one of the main challenges ahead for equitable quality mental healthcare 

and coverage in resource-constrained settings remains in how best to achieve its 

integration, especially at the front-line. For Uganda, it remains to be seen 

whether the promises of task-sharing opportunities [49], collaborative care [50] 

and current advocacy for people-centered, high quality health systems [2, 3] are 

enough to combat the seemingly Sisyphean challenges in such a low-resource 

context – namely, continual resource constraints, sluggish trickle down of policy 

to practice shifts, and a continued fevered lack of global and national political will 

and funding towards mental health matters. 

Quality of Care at the MHC –  

Analysing the collected MHC data and results through the QoC framework [see 

Figure 9.1], illustrates the strengths and the gaps that exist within the structure of 

the MHC as it currently stands. Direct observations of clinical consultations are 

one of the prescribed methods for measuring technical and clinical quality of 

care being provided [2, 26].  

From a patient-centered perspective, the consultation observations at the MHC 

illustrate that the primary MHC clinician’s verbal and non-verbal communications 

were generally appropriate and encouraging towards patients and their 

caregivers. Interestingly, MHC staff perceptions regarding the duration of 

consultations were far more lenient and over-estimated, than the rather short 

observed realities of on average 5 minute durations. This may be related to self-

report biases, or perceptions of self-image and identity which may be of interest 

for further research. In a similar vein, when it came to dimensions of interpersonal 

care that required patient/caregiver involvement such as shared decision 

making and supporting patients’/caregivers’ understanding, the MHC provider 

showed more of a paternalistic and directive attitude, with room for 

improvement. Paternalistic health provider attitudes in this case may be linked to 

both hierarchical doctor-patient environments, as well as the perceived clinical 

training gap for mental health amongst the MHC staff [51].  

In general, the dearth in mental health training and supportive supervisor may 

be related to issues of stigma and discrimination towards mental health issues 

[22]. In this study too, stigma was said to impact human resource allocation to the 

MHC, the non-prioritization of psychotropic drug requisition, and other hospital 

management practices. The role of stigma and discrimination in the inequitable 
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allocation of resources towards MNS disorders is notable in this study, and similar 

to previous research in Uganda [15, 52]. However change is always possible – a 

recent study in Guinea Conakry shows that the integration of mental healthcare 

into the front-line of care can shift health worker attitudes away from stigmatizing 

discourses of mental health, as well as strengthen the quality of the therapeutic 

relationship too [53]. The need thus still remains for continuous training and 

sensitisation efforts on mental health, not only in the community but also 

amongst health workers, managers, and policy makers within this Ugandan 

context. 

It is important to always first contextualise this need within the contextual 

hierarchical environments of healthcare, especially in sub-Saharan African 

contexts. With a prioritisation of biomedical conceptualisations and treatment-

provision of MNS disorders, it is not a surprise then that the reporting of 

psychotropic medicine stockouts in public health facilities in Uganda is not an 

uncommon phenomenon [10, 22, 54]. Even in our study, these stockouts were a 

significant perceived barrier to QoC according to the MHC health providers, as 

well as being an additional barrier to accessing care for patients and caregivers. 

Out of pockets payments incurred by patients for mental health services and 

psychotropic medication have been reported to be highest in the Africa region, 

accounting 43% and 45% respectively (Mental Health Atlas, 2017). 

While the MHC staff within this study were able to situate themselves in the 

patient experience, they were limited in enacting patient-centered provider 

behaviours. This may be further influenced by aspects of mental health worker 

motivations (Kigozi and Ssebunnya, 2009) – in our study health worker 

motivations fluctuated across individual MHC providers. The role of more 

internal motivators (e.g. someone in family having a mental disorder) compared 

to (more) external motivators (e.g. extra monetary incentives), highlights the 

need to view the health worker-as-a-person [55] as well as reconnect health 

providers’ sense of purpose through patient-centered health systems [56]. 

Thus, questions arise regarding the confluence between QoC at the MHC, the 

embedded practical norms and negotiations of power of the MHC health 

providers [57, 58], and patients’ rights to (quality) care [59]. The interplays 

amongst these aspects of care may be crucial in recognising the differences 

between perceived quality of given/received care and actual practices of care 
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provision. Similar queries arose in the same region in rural Uganda on research 

related to perinatal women’s and maternal healthcare providers’ experiences 

[60], which highlights that interpersonal aspects of QoC are not just discipline- or 

individual-related but are also as likely to be socially and culturally determined. 

These instances raise ethical considerations in QoC, which is more than just the 

right-to-health, especially for marginalised and disadvantaged populations like 

mental health patients [2].  

Linking perceived quality of care and patient experiences, the study results also 

illustrates that despite poor patient involvement scores, patients and their 

caregivers still rated their consultation at the MHC with high satisfaction scores. 

One possible explanation is that in this context, patients and caregivers are not 

aware of the value of their involvement in the consultation as an essential aspect 

of good quality care provision, or even their right to patient-centered care, since 

the emphasis often remains on more structural or outcome aspects of quality of 

care [59]. In addition, considering the fact that in this context there are no formal 

MNS services available at the front-line within the public system, any form of 

accessible mental healthcare may be perceived as better than no care at all. 

Alternatively, there may be little association since satisfaction responses to 

medical consultations can be overwhelmingly positive and likely overstate the 

actual quality of health services [61]. This should be kept in mind when assessing 

or measuring quality of health care, as well as the evidence that caregivers’ 

expectations and communication desires of medical consultations may be more 

universal than previously thought [62]. 

Finally, while evidence from high-income countries illustrates that more choice 

and involvement in mental healthcare and treatment choices improve patient 

mental health outcomes [63], the same evidence may not apply in sub-Saharan 

African contexts. Nonetheless, the space for patient-centered, respectful care as 

a measure of quality interpersonal care [26], and effective patient-doctor dyadic 

partnerships are relevant even in resource-constrained settings [64].  

Recommendations 

If Iganga is to taken as representative of the rest of the country, then the interplay 

between the nature and utilization of the MHC care provisions and the structural, 

procedural and outcomes measures of quality of care at the MHC reflect the real-

life complexities of QoC in this low-resource setting [28]. If these MHC care 
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provision realities, as described in Boxes 1 and 3, are viewed as legitimised 

power practices indicative of practical day-by-day norms that are similar to other 

health providers in this context [60], then solutions offered need to address both 

health worker performance as well as larger systemic issues of quality of care [65]. 

In that regard, the QoC framework can be a useful concept and means by which 

to delineate and understand gaps in care provision and related needs [26].  

For mental health to become a greater part of the Ugandan political and health 

agendas, the actual need for its inclusion must be constantly and efficaciously 

showcased to policy makers. Thus, unrelenting efforts must be made to highlight 

the real burden of disease of MNS disorders, especially at the local health system 

level. Existing HMIS documentation processes most likely underestimate the 

disease burden of mental disorders in Uganda and globally [5, 66]. Over time, it 

is possible to remove the ‘seemingly unimportant’ tag of mental disorders’ from 

policy makers’ agendas. One strategy to achieve this, is to ensure thorough and 

comprehensive routine MNS-related data being collected at existing service 

points. However, these underestimations of the burden of MNS disorders will 

likely remain, until and unless mental healthcare is relentlessly prioritised and 

receives more attention – through applied research, the facilitation of research 

findings into policy, and finally ensuring policy guidelines are turned into 

practice.  

If we wish mental healthcare to be truly universally accessible, for all – especially 

at the front-line, then we have to actually implement and integrate mental 

healthcare packages into the dense Ugandan network of decentralized multi-

purpose health centers IIs, IIIs and IVs that offer curative, preventive and 

promotional healthcare to the people. Current referral processes within the local 

health system need strengthening, as well as increasing front-line health 

providers’ awareness of existing sources of care – like the MHC – in order to 

reduce inefficiency and resource-wastage.  

The foundations for mental healthcare must be strengthened, through 

healthcare policies and interventions focusing on integrated models of mental 

healthcare provision such as the task-sharing and collaborative care model, with 

for instance nurse-practitioners and nurse-aids at the lowers levels of the system 

[49, 67, 68]. If we are to achieve universal health coverage, mental healthcare 

cannot afford to remain as paper-based policies, but requires actual enactment 
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into real-life implementation through local health system level engagement and 

reform in their decision-making capabilities [69].  

In summary, we must simultaneously strive for greater integrated human, social, 

economic systemic overhauls towards people-centered, high-quality health 

systems [2, 3, 28, 44, 70]. The ultimate purpose should be to integrate activities 

of specific tasks of mental healthcare provisions that are currently only run by 

“specialized” staff (such as the MHC staff described in this article), into the existing 

package of activities of all-round, versatile, multi-purpose front-line health 

centers – i.e., precisely those services at health centers IIs, IIIs and IVs that people 

use as a first point of contact with the formal health system for the great variety of 

health problems they face. The current gaps between the actual needs, 

demands, and supply of mental healthcare can only begin to close if we provide 

real integrated and accessible mental healthcare at the community and front-line 

level, as a steady and complementary alternative to the traditional help that is 

often sought for MNS disorders [21]. Eventually, the aim is not only quality mental 

healthcare for only those patients who access a district hospital, but to ensure 

access to good mental healthcare within the community for all people (men and 

women, children, adolescents, adults and elderly) who need mental care across 

their lifespan, at all levels of the public health system.  

Strengths and limitations 

The study used a multi-pronged, mixed-methods approach to present the 

grounded realities of the burden and quality of mental healthcare provision at a 

district level MHC in a decentralised health system in a low-income country. By 

triangulating a variety of data sources and perspectives, we were able to offset 

limitations such as having access to limited, incomplete and inconsistent HMIS 

records for the MHC, or that there were no geographical data aggregate of 

patients and where they came from, no individual patient flow within the 

healthcare system, nor any referral tracking within the HMIS system.  

It is also recognised that the observed clinical consultations at the MHC, and the 

diagnoses being provided to patients and their caregivers, were based on only 

one psychiatric clinical officer. The fidelity of diagnoses were not validated as part 

of this study and his behaviours remain ungeneralizable. Additionally, while 

observed consultation durations lasted an average of five minutes, the health 

workers themselves recollected far longer perceived durations. While there is 
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the risk of social desirability in interview settings, in this case having multiple 

mixed-mexthods was an effective way to note such differences and hypothesise 

alternative explanations.  

Finally, the selected items per dimension of our observation checklist were 

based on an existing guide which serves as a gold standard for consultations in 

Western countries [35]. Although we believe these items are relevant for other 

settings, to the knowledge of the authors, this guide has never been validated in 

our study setting. The checklist also uses binary data, which may lose the nuances 

of the complexity of quality mental healthcare provision in this setting. Regarding 

satisfaction with the care received, answers may be subject to social desirability 

biases or out of a personal or cultural sense of respect for the one health 

provider. However, the critical juxtaposition with provider perspectives and 

general observations, lends more support to the confirmations or incongruences 

of quality across the three dimensions of QoC.  

9.5 CONCLUSION 

The results of this study highlight the complexities of mental, neurological, and 

substance-use healthcare provision within a resource-limited system of care. If 

this case presentation of Iganga is taken as representative of the rest of the 

country, firstly, there is likely a large unmet need for MNS care in rural Uganda, 

with currently available data and estimates requiring substantive improvement 

to truly showcase this need. This is followed by the clear-cut realisation that the 

supply of MNS care beginning and remaining at the hospital-level within local 

health systems is not enough; primary health care must be made part of this 

endeavour towards accessible MNS care. Lastly, the use of the Quality of Care 

framework is a useful tool in showcasing how quality of care is constantly 

challenged from all sides in an out-patient mental health clinic in a Ugandan 

district hospital. Thus, the study stands as an opportunity to make relevant and 

demonstrate to policymakers and implementers the gaps that currently exists in 

the quality of mental healthcare and service provision in rural Uganda; the critical 

need for integrated health care, especially at the primary health care level; and 

lastly how mixed-methods and case study approaches can be drivers in our 

progress towards person-centered, high quality health systems.  
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ABSTRACT 

The Sustainable Development Goals recognise mental health and well-being as a target 

area, however, mobilizing funding and prioritization of the same remains a 

challenge. Perinatal mental health programming has the potential for 

incorporation and integration across the overall maternal health agenda, and can 

be especially relevant for low- and middle-income countries in their overall health 

systems strengthening strategies. The aim of this study was to qualitatively situate 

to what extent the integration of perinatal mental health care into maternal health 

care was considered desirable, possible and opportune within the existing policy 

and service-delivery environment in Uganda. A total of 81 in-depth interviews and 

nine focus group discussions (N=64) were conducted with a variety of national, 

district, health system and community-level stakeholders. Data were analysed 

using thematic content analysis using theory-driven and data-driven codebooks 

in NVivo 11. Analysis of the desirability, possibility and opportunity for integrating 

perinatal mental health care within the Ugandan district health system, highlights 

that concerned stakeholders perceive this as a worthwhile endeavour that would 

benefit the communities as well as the health system as a whole. Based on these 

current realities and ideal scenarios, a tentative explanatory framework that brings 

together various perspectives – that is, the perceived nature of the health 

problem, local and national health system issues, alternative systems of care and 

support, and international global perspectives – was constructed. The framework 

needs to be further validated but already hints at the need for global, national and 

local forces to concurrently rally behind the inclusion and integration of general 

mental health care into basic health care, especially at the primary care level in 

low- and middle-income contexts. If the global health community is poised to 

achieve high quality, women centered care and people-centered health systems 

across the lifespan, then the sustainable integration of mental health care into 

general health care, is a commitment that can no longer be delayed. 

KEYWORDS Uganda; mental health; integration; perinatal; maternal health; 
explanatory framework; qualitative research  
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“If I’m looking at a perinatal woman, a pregnant mother, I should look at her as 
a person, as a whole. Not [just] looking at her nutritional status, how is her 
pregnancy progressing and all that – what about [her] mental status? So, I think 
that also needs to be done, so that they look at a whole individual, from top to 
bottom.”  

– Assistant District Health Officer 

10.1 BACKGROUND 

Maternal health was a priority for the United Nations Millennium Development 
Goals, and it continues to be a priority area for global public health interventions 
in the Sustainable Development Goals [1]. Nonetheless, it is usually not 
approached, at least not explicitly, in a holistic manner, in that perinatal mental 
health has never been prioritised within it. This is evident as mental health 
remains relatively absent from the global maternal health agenda [2]. While the 
Sustainable Development Goals recognise mental health and well-being as a 
key health target [1], mobilizing funding and prioritization of mental health 
remains a challenge, especially in low- and middle-income countries (LMICs) and 
resource-constrained settings. However, perinatal mental healthcare has the 
potential for integration across the overall maternal health agenda – both at 
policy and service-levels – and can be especially relevant for LMICs in their overall 
health systems strengthening strategies.  

Uganda, a low-income country in East Africa, is documented with having made 
significant steps towards developing a national mental health policy [3-6]. 
However, the country remains without a national mental health plan that includes 
perinatal mental health components, and is reported to not have perinatal 
mental health services especially at Primary Health Care (PHC) level facilities [7]. 
While the intention would not be to have a separate ‘perinatal mental health 
service’ running in parallel to existing versatile health services, but rather to have 
these required mental health services integrated across basic health services 
accessible for all, perinatal women and otherwise. The existing networks of multi-
purpose health centres at district level would be ideal points for coverage; 
however, there is still a long way to go till this is achieved [8-10].  

The literature portrays that Uganda may benefit from integrated perinatal mental 
health care provision. The prevalence of postnatal depression at six week 
postpartum for women attending peri-urban outpatient postnatal services has 
been reported to be only 6.1% [11], while reports of antenatal depression in 
post-conflict regions of the country are as high as 35.8% [12]. These figures can 
be contrasted to the reported prevalence of perinatal common mental disorders 
in LMICs of 15.9% during pregnancy and 19.8% postpartum [13]. It is 
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acknowledged that there are often cultural differences in reporting and seeking 
health care for perinatal common mental disorders [14]. In eastern rural Uganda, 
perinatal depression has been reported to be conceptualised as being more 
socio-cultural in nature, with the focus remaining on the lack of intimate partner 
support and/or spiritual bewitchment among others, rather than biomedical 
conceptualisations [15]. Additionally, these socio-cultural issues are difficult to 
separate from mental disorders and their management [16]. These contextual 
factors may explain the high variability, but also possible underreporting, in both 
prevalence and associated help-seeking behaviours of perinatal depression in 
Uganda [15-18]. 

The growing recognition of the burden of perinatal depression, associated risk 
factors [13, 14, 19] and related consequences [20-22], particularly in LMICs, 
highlights the necessity of realising opportunities for leveraging the maternal 
health agenda. In resource constrained settings and fragmented health systems, 
maternal health care sometimes has a siloed approach [23], and there has been 
a long-standing dichotomy between vertical, poorly integrated disease control 
programmes versus horizontal, integrated basic health care [24]. Human and 
financial resource constraints, as well as possible reluctance from programme 
managers eager to safeguard their respective terrains, lend to a juxtaposition of 
poorly integrated programmes – such as, sexual and reproductive health care, 
antenatal care, safe birthing procedures, postnatal care, and immunisation 
programmes [25].  

As such, the past decades have shown that the maternal health sub-field 
continues to grapple with improving vertical and horizontal programming 
synergies [23]. While there is recognition of the lack of psychosocial and 
emotional components of well-being in the larger maternal health agenda [2], its 
integration is being actively advocated for at the global policy level [26]. Despite 
this, the integration of new interventions into existing maternal health programs 
still remains limited and is relatively recent at a global policy level [27]. 

In trying to conceptualise and understand processes of integration within global 
health, the existing literature primarily focuses on identifying and prescribing 
ideal mechanisms for successful integration, and remains at the health system 
and country level of analysis. These ideals include: frameworks for integration of 
targeted health interventions into health systems [28, 29]; methods and 
principles towards successful health systems integration [30]; and systematised 
approaches for integrated health services [31]. 

This study explores the Current Realities vs. Ideal Scenarios of perinatal mental 
health care integration into maternal health care in Uganda, based on multiple 
stakeholder reflections. These reflections are first analysed utilising Criel et al.’s 
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[24] guiding rules for decision-making – that is, whether integration of perinatal 
mental health care into maternal health care programming and the overall health 
system in Uganda, is viewed as desirable, possible, and opportune. Building on 
this, we then propose an explanatory framework – one that focuses not only on 
the health system but additional domains of enquiry – to understand why 
integration of perinatal mental health into the maternal health agenda remains 
an elusive reality in Uganda. Lastly, we outline how and why we believe this 
tentative explanatory framework, which would definitely benefit from further 
testing in other environments, could be instrumental in to understanding and 
negotiating the integration of various health matters in different contexts. 

10.2 METHODS  

Study setting and design 

The study took place at the community and district health level, including the 
Iganga District Health Office, as well as at the national level, including the 
Ugandan Ministry of Health. The study design was an exploratory qualitative 
enquiry carried out across Iganga and Mayuge districts in eastern Uganda.  

Study participants and recruitment 

The study used purposive and snowball sampling strategies to identify and recruit 
key stakeholders based at community, local district, and national levels. 
Recruitment was aided by the Iganga Mayuge Health Demographic Surveillance 
Site (IMHDSS) and the Makerere University School of Public Health, respectively. 
The IMHDSS has been working in this setting since 2007 and were best 
positioned to establish engagement with the local communities. In-person 
introductions with local council members and village heads, district heads, and 
district health workers were facilitated by IMHDSS. These points of contacts then 
cascaded down the facilitation process through Village Health Teams (VHTs) for 
recruitment of perinatal women and their partners. At the academic and national 
level, Makerere University School of Public Health professors facilitated 
introductions to participants. To ensure maximal variation, participants were 
gradually recruited from a variety of backgrounds and levels of influence. Table 
10.1 showcases the stakeholder categories and numbers of study participants 
recruited. 
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Table 10.1 Stakeholder categories and numbers of study participants 

Stakeholder 
category 

 

Title In-depth 
interviews 
(gender) 

Focus group 
discussions 

(participant nos. 
gender) 

Policy makers & 
managers 

MoH official 1 (f) - 

District chief administrative officer 
& head of public service 

1 (m) - 

District health officer 1 (m) - 

Assistant district health officer 1 (f) - 

District nursing officer 1 (f) - 

Hospital medical superintendents 2 (2m) - 

Health care 
providers 

Clinical psychologist (& academic) 1 (f) - 

Psychiatrist (and academic) 1 (m) - 

Psychiatric clinical officer 1 (m) - 

Psychiatric nurse 1 (f) - 

Midwives and nurses 7 (7f) 1 (6f) 

Obstetrician-gynaecologist 1 (m) - 

Health centre III in-charges 4 (4f) - 

Alternative health 
system care 
providers 

Traditional healers 2 (1f/1m) - 

Traditional Birth Attendants 2 (2f) - 

Academics Social scientist and academic 1 (m) - 

Maternal health researcher & 
academic 

1 (f) - 

Community 
members 

Perinatal women : pregnant 
women 

16 (16f) 2 (14f) 

Perinatal women: new mothers 16 (16f) 2 (14f) 

Partners of perinatal women 16 (16m) 2 (16m) 

Local council members 4 (1f/3m) - 

VHT members - 2 (13f/1m) 

TOTAL  81 (53f/28m) 9 (47f/17m) 
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Data collection 

Data collection took place from March - May 2016. A total of 81 In-Depth 
Interviews (IDIs) and 9 Focus Group Discussions (FGDs, N=64) were conducted 
with participants as detailed in Table 10.1. The FGD participants were not the 
same as those participating in the IDIs. A semi-structured interview guide was 
used to explore perceptions on perinatal mental health, current demand and 
service delivery, as well as the need, feasibility, challenges and potential towards 
advancing its integration into maternal health. The interview guide was adapted 
for each stakeholder category to capture specific nuances relevant to that 
participant. Written informed consent was obtained from each participant prior 
to data collection.  

Where possible, IDI and FGDs were conducted face-to-face in English by the first 
author; all Lusoga language IDIs and FGDs were conducted by research 
assistants trained in qualitative research. The IDIs lasted for approximately an 
hour and were conducted in quiet, secluded venues as far as possible, such as 
an empty office or outside under a tree in a participants garden. FGDs were 
conducted by a moderator and notetaker, lasted approximately 1.5 – 2 hours 
with refreshments for participants, and took place in local village meeting venues 
for community members, and in empty health centre rooms for the health 
workers. All IDIs and FGDs were audio-recorded and then transcribed, while 
those in Lusoga language were further translated into English.  

Data analyses 

Transcripts were analysed by the first author, using emergent thematic analysis 
based on Current Realities vs. Ideal Scenarios for perinatal mental health 
integration, as well as a framework-driven content analysis based on the work of 
Criel et al. [24], around three questions: 1.) Is integration something that is 
desirable? 2.) Is it something that is possible? 3.) Are the time and 
environment/context opportune towards integration? NVivo 11 was used to 
facilitate data management and guide the process of analysis into key thematic 
concerns as presented in the results section. Within the themes of Current 
Realities vs. Ideal Scenarios, the data was coded according to categories 
presented in Table 10.2. All authors partook in repeated rounds of critical 
thematic analyses and results presentation. Based on this, an explanatory 
framework was formulated and is presented in the discussion section to help 
understand the processes of integration and why, oftentimes, it is harder to 
achieve in reality and continues to remain just out of grasp. 
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Table 10.2 Categories and derived codes used in analyses 

Categories Derived Codes 

Conceptualisations of perinatal 
mental health 

▪ Perceived need 

▪ Levels of awareness 

▪ Sensitisation issues 

▪ Stigma 

Structural issues 
▪ Front-line services 

▪ Referral services 

Human resource issues 

▪ Clinical diagnosis and management 

▪ Training requirements 

▪ Resource constraints 

▪ Outlook: Competition vs. Cross-learning 

Task-shifting opportunities for 
VHTs 

▪ Value 

▪ Capability 

▪ Trust in Government 

Central level issues 
▪ Prioritisation 

▪ Policy- implementation gap 
 

Ethical Approval 

This study, as part of a larger research on the challenge of equitable mental 
health care at local health system level in low-resource, rural Ugandan settings 
(2015–2017), received ethical approvals from the Institutional Review Boards of 
the Institute of Tropical Medicine in Antwerp, Belgium (No. 997/15), Makerere 
University, School of Public Health in Kampala, Uganda (No. 299), and the 
Ugandan National Council for Science and Technology (No. HS 1888). 

10.3 RESULTS 

The data represents several levels of the Ugandan health and public 
administration systems (including both local and national levels), as well as varied 
sectors of health such as maternal health and psychiatry. Additionally, alternative 
health system care provider, academic, and community perspectives were also 
drawn upon, as highlighted in Table 10.1.  

Data are presented according to broad themes of (i) the current realities on the 
ground, and (ii) the ideal scenarios that participants recommend for improving 
perinatal mental health service provision through its integration into maternal 
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health. Each of these larger themes are delineated by key quotes in text, while 
additional exemplary quotes can be found in Supplementary File 1 which are 
presented according to the categories and derived codes in Table 10.2. 

(i) Current Realities 

Participant perceptions indicate that perinatal mental ill-health does exist in rural 
Uganda: 

“It happens quite often. Since when someone gives birth, or gets pregnant, you could 
never lack what stresses you. It doesn’t only happen to her… because she is thinking about 
when she would give birth, but even during her pregnancy period, such a situation might 
occur. So, it so happens that whenever someone gets pregnant, this situation might occur.”  

(New mother with partner 1_IDI) 

“Let me say that [women] usually develop this condition at conception and also when the 
pregnancy is due for delivery. Some people got tired of delivering [due to unwanted 
pregnancies], so when she conceives, she becomes depressed and then when she gets to 
the time of delivery, she again worries about the delivery itself.”  

(Traditional Birth Attendant_IDI) 

However, its conceptualisation was also socio-culturally normalised, and thus, at 
times, not thought to be a medical issue that needs addressing: 

“For us traditionally, we believe that when a woman is pregnant she may love the man, she 
may hate the man. So he may take it, ahhh that's the usual, the usual feelings, the moods 
change when she’s pregnant. Once you deliver, she will stabilize. And if it's a new mother, 
[we’ll] say it's the stress of being a new mother. So we just agree that it’s okay, that it’s 
normal. That's where the challenge comes.”  

(District Chief Administrative Officer & Head of Public Service_IDI) 

As a result, formal care is often not sought out especially for those conditions 
presumed to be less severe, common disorders like perinatal depression or 
anxiety. This is compounded upon by a general lack of awareness and 
information about perinatal mental health: 

“I don't think it is something that they actually look into – just like I said, as long as it’s not as 
intrusive, whereas in other cultures where depression is - you know the mental literacy is 
higher than it is here. So I think with us, as long as it’s not being intrusive, nobody really 
cares, you’re not interfering.”  

(Clinical psychologist & academic_IDI) 

“Most women they come here with marital and relationship problems; I put love back into 
the relationship. I can see up to two sad women like this, a day. In severe cases they can be 
treated within 3 days. In the case of business issues, if one wants one to succeed, naturally 
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others will fail. It is the same in relationships, to help one co-wife, another co-wife will be 
hurt.” 

(Traditional Healer_IDI) 

In the face of significant resource constraints, even if it is deemed as required, the 
provision of mental health care becomes limited, or at the least the quality of care 
is impacted: 

“Anyway, it is not easy, only that if we get somebody who doesn’t look fine, then you can 
dig deep but if not then we don’t have that time. Because of the work overload, we don’t 
have enough time to talk to them. Sometimes, you see a case but when people are many, 
you can’t talk to that one person when there is a line of women waiting for you.”  

(Midwife 1_IDI) 

“There are some health workers who are rude and however much you have your problem, 
you can’t explain to her… they bark at you and do not care about you as a pregnant mother 
and do not speak to you as a person.”  

(Pregnant woman with partner 9 _FGD3) 

Additionally, when it was considered a mental disorder, the associated stigma 
contributes towards curtailing both the seeking and provision of care, which 
would require significant sensitisation efforts to address: 

“Ya, a health worker will also fear to mention it and give proper advice because the others 
stigmatise [mental illness]… You would put a better condition, where naturally the 
condition is that , you would put it is malaria instead of saying the real thing and giving the 
real medicine. You [need to] address the stigma also, and explain to the people that it is 
also an occurrence, just like malaria, and it can come out... and that it can be treated with 
the correct measures, at the right time. So we can also talk to the people, our health 
workers, and the community – to stop stigmatizing it.” 

 (District Health Officer_IDI) 

This is further compounded by the perceived lack of capacity and competency 
of maternal health workers, as not enough training on perinatal mental health is 
provided: 

“I think they should health educate the midwives and then also other health workers need 
to be sensitized because not only the midwives will come across such mothers… So at least 
other health workers also need to be educated on how to manage these mothers. So, this 
applies to everybody even the nursing assistants. So, if we train them, they can help us 
manage those mothers.” 

 (Nurse 3_IDI) 

Lastly, while facets of perinatal mental health do exist in policy, in reality there is 
an integration and implementation gap: 
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“The unfortunate thing is that whereas there is a policy for reproductive health, and there 
is a policy for mental health which recognizes the vulnerability of perinatal women getting 
mental health problems, it is because the two are not integrated. The practice has not 
followed what is expected…”  

(MoH Policy maker_IDI) 

(ii)  Ideal Scenarios 

The first prerequisite for ensuring successful integration of perinatal mental and 
maternal health care was in terms of adequate basic service provision at the front-
line: 

“The problem is the limited number of nurses who have limited time to [see] all their 
patients in time. So this affects delivery of health services. I would also request the 
government put enough medicine in our health centers”  

(Partner of pregnant woman 1_FGD2) 

In line with effective service provision, a frequently suggested opportunity 
focused on task-sharing. Task-sharing was generally perceived as a community-
friendly means to address the human resources crunch. However, ensuring the 
sustainability of task-sharing opportunities within integration efforts was also 
perceived as crucial to its success: 

“They should set up policies [for VHT members].. I think they need funding because you 
shouldn’t expect somebody to just be offering services voluntarily whenever you need it. 
You call them in but after you realize your goal, then at times they are left out. I think they 
should be permanently recognized, not calling them whenever they need them to carry 
out some project.” 

(Nurse 2_IDI) 

In addition to VHT members, midwives and generalist nurses at front-line health 
facilities were also thought to be the viable cadres of health professionals to 
engage in task-sharing for perinatal mental health issues: 

 “Yes, I think we can do task-shifting. I’m sure the nurses working in the family planning units 
would be able to, to screen for depression. I know we've done studies where, you know in 
the general health care, people are screening for depression and they are not mental 
health practitioners, so I’m sure it can be done. In the family planning unit, if we are 
targeting the family planning unit, it's the nurses. Health centre twos and threes, it's the 
nurses and the midwives.”  

(Clinical psychologist and academic_IDI) 

This leads onto the recommendation for greater training and sensitization of 
perinatal mental health at both community and health workforce levels:  
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“The first thing I would recommend is training of the health workers, so that we can know 
how to handle these mothers, and to assist them… Then, in the community if we can have 
a sensitization to identify these mothers and refer them to facilities, and that the 
communities no longer see this person as someone who has had some mental condition, 
so that they are fully accepted back into the community after they have undergone their 
treatment…” 

(District Nursing Officer_IDI) 

There was one health professional in particular who focused on the need to 
develop simple-to-use screening and discharge tools to aid front-line health 
workers and others taking up task-sharing. This, along with awareness and 
sensitisation, was perceived as an first step towards successful integration efforts: 

“I think you need to design simple tools that [nurses and midwives] can use. Because they 
need to be able to assess, to look out for these things. We should have a way of asking 
these things in antenatal, and the same applies to the ward. So sensitization and screening, 
those are the things that are needed. Because if people don't know that the problem is 
there, they will not look for it, and if they do not look for it, they will miss it.” 

(Obstetrician-Gyneacologist_IDI) 

Another recommendation for the successful integration of perinatal mental 
health care is that of cross-learning across the health system, such as from the HIV 
Prevention of Mother to Child Transmission Clinics (PMCTC):  

“Now what they need to do is to integrate it in other extension services, because we know 
depression is there at all levels. So, the most important thing is to integrate health 
education about depression, causes of depression, how to overcome depression and then 
they are given the supportive counselling. I think we [in PMCTC] have what we say women 
representatives or counsellors in the community. Then we also have the VHTs, they visit 
those homes and what they cannot handle they refer to the hospital.” 

(Midwife 2_IDI) 

It was also voiced that the required impetus towards integration needed 
attention from the national level first, before lower decentralised levels could take 
it forward, the lack of which resulted in gaps within the current policy-
implementation process: 

“Improving mental health, it needs to start from up, from the Ministry of Health. Once it 
starts from up, because the Ministry of Health is key, once they see it as a priority, then they’ll 
move it downwards, successfully, the way they do their programmes. For us, we are just 
implementers, but we need to be supported by the Ministry to do whatever we are doing.” 

(Obstetrician-Gynaecologist_IDI) 

Finally, there was a call for greater commitment and action. The general belief 
was that without a larger movement towards collective ownership and 
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commitment for better mental health in general, any integration efforts would fall 
short and remain as false promises: 

“I think there is a need to strengthen mental health, not only in the district, but nationally. I 
would think it’s one of the components of health which is not given a lot of attention, and 
yet it affects many people – not just these women but the whole community network, as 
you can see it starts with the family, with all the relatives around, and then it is going back 
to the community, and the larger community is going to be affected. So, I think my only 
recommendation is that there is need to strengthen mental health in the health system of 
Uganda.”  

(Assistant District Health Officer_IDI) 

10.4 DISCUSSION 

Is integration desirable, possible, and opportune? 

Keeping in mind Criel et al.’s [24] guidelines for integration, it can be said that 
within the purview of existing national and district level health system climates in 
Uganda the integration of perinatal mental health into maternal health care can 
be viewed as being desirable, possible, as well as opportune. The results 
showcase that while the realities of perinatal mental health integration are still far 
from ideal, most stakeholders conceptualise it as an area needing further 
attention at both policy and service levels, as it is something that affects all levels 
of society. They identify integration as both a plausible and necessary need on 
the ground; that with enough training, support and impetus integration is 
possible; and finally that given these conditional climates of change, it would be 
opportune. 

Firstly, despite perinatal depression having been reported to be primarily 
perceived as being socio-cultural in nature by community and health system 
actors in this region [15], according to the study participants there is a general 
desire and perceived need for providing adequate relevant care to perinatal 
women who are thought to be suffering from perinatal mental health problems. 
This is especially noticeable when one compares the reality of the situation - and 
the almost normalisation of perinatal depression - to what the stakeholders 
would like to see change within the current health system, - of having a more 
proactive system of care provision towards this vulnerable group of women.  

Thus, the integration of perinatal mental health into existing maternal health 
services would be beneficial from a service provision perspective in that it would 
multiply the opportunities for women with perinatal mental health problems to 
access care, given the many existing maternal health care activities, and 
contribute to enhanced access to front-line care. The fact that maternal mental 
health is in the national mental health policy indicates that it is also considered 
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both beneficial and desirable at the policy-level – this transition and integration 
just needs to be concretely implemented [6, 7].  

Secondly, the technical and operational feasibility and implications of integration 
efforts need to be kept in mind, especially in a context where perinatal women 
often experience low quality of interpersonal care at front-line health facilities 
[32]. VHTs and front-line maternal health workers are already overburdened with 
work or lack the specific mental health training, as is cited to often be the case. 
By adding further to their workload without adequate supervision or sustained 
training may further women’s experiences of low quality care and does not 
create sustainable possibilities for integration [33].  

Interestingly, within our data there was a hierarchical stance to task-sharing 
propositions; nurses acknowledged the role of VHTs, while the clinical 
psychologist and obstetrician viewed midwives and nurses as perfect conduits – 
the task was seemingly always passed on to another. Thus, in this particular low-
income context where perinatal care is predominantly siloed and biomedical in 
nature [32], it would be crucial to be pragmatic about what specific tasks could 
in reality be effectively and sustainably shared – that is, what specific tasks should 
be delegated to non-specialist health workers and/or maternal health workers – 
and what should remain within psychiatric specialists’ purview or at a higher level 
of care. Indeed, the issue is not about per se integrating the entire mental health 
care programme in existing versatile district health services, but rather about 
integrating in them some activities of the programme (and some not). This 
balance is necessarily contextual, and may thus vary in time and space.  

Finally, to what extent the local environment and context is conducive to this 
change and whether this comes at an appropriate time is critical in negotiating 
next steps for integration of perinatal mental health in the Ugandan context. A 
first step lies in recognising and taking advantage of possible opportunities, such 
as task-sharing [34], which can then be followed by addressing the systemic and 
structural limitations and barriers that exist. Most of the suggested participant 
ideals are opportunities that are in line with current mental health-related 
integration research recommendations [5, 33].  

There is much potential for greater mental health integration – these efforts need 
not only lie within specific disease-control health programmes like HIV, cancer 
treatment, maternal health or child and adolescent health – but within general 
basic health care too. Nevertheless, it could be of great benefit to learn from the 
lessons of the above mentioned programmes, especially in regards to 
contributing towards actualising universal health coverage [35]. However, to 
effectively achieve any of this, it is first and foremost necessary to ensure greater 
awareness, sensitisation, and stigma reduction. Without collective ownership 
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and commitment, the burden of perinatal mental ill health remains on the 
perinatal woman alone. Thus, this movement is required at all levels of the health 
system – from the communities, to the front-line service providers, right up to the 
national level and policy makers. 

Integration – how best to understand it? 

It can thus be argued that in this particular eastern Ugandan context, the 
integration of perinatal mental health is desirable, possible, as well as opportune. 
However, the question then remains: why is it not happening at a more tangible 
rate? If we use this study’s perinatal mental health findings as a sort of “tracer” to 
understand mental health integration in general, it is evident from stakeholders 
descriptions of Current Realities vs. Ideal Scenarios that significant gaps in 
achieving integration remain. In this effort, based on the reflections of Ugandan 
stakeholders in relation to perinatal mental health integration, we propose a 
possible explanatory framework to help us in understanding the reasons behind 
why – for certain health issues within particular contexts – integration efforts may 
remain ineffectual and obstructed, or conversely, proceed smoothly and 
efficiently.  

 The Four Domain Integrated Health (4DIH) framework outlines four interlinked 
domains of enquiry for understanding integration, namely: 1. Nature of the 
health problem; 2. State of the formal health system and its various components; 
3. Additional/alternative/pluralistic systems of care and support; 4. Global 
priorities, programmatic concerns and resource allocations (see Figure 10.1). 

 

Figure 10.1 Four Domain Integrated Health framework, with exemplary contextual factors within 
each domain  
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In the instance of perinatal mental health, we hypothesise that only if the current 
realities of these four domains of enquiry would be in the right combinations, 
would it lead to the legitimatisation, prioritisation, and finally movement towards 
real enacted change and integration into maternal health programming. By 
attempting to answer associated questions linked to each domain (see 
Supplementary File 2), it may be possible to generate a deeper and more 
nuanced understanding of the current state of affairs of the health issue in this 
given context, as governed by local through global factors 

Applying the 4DIH framework to our study findings, we see that integration of 
perinatal mental health in the Ugandan context concerns multiple levels: 
beginning from the individual, the family and community, in relation to what they 
believe to be the cause of the symptoms; to health care providers, their 
knowledge, capabilities and skills; to the overall health system and how ready it 
is (namely, the human and financial capital available to provide equitable and 
accessible quality care); to alternate systems of care, that may relieve or add to 
the burden of care being provided; all the way to national and global health 
governance, as well as the prioritisation of mental health in relation to maternal 
health on the global health agenda. As demarcated in our findings, underlying 
all these levels remains the issue of stigma.  

Next, by linking the study findings to existing literature relating to both perinatal 
mental health and mental health integration, the 4DIH framework further lends 
to theorising the overall contribution the current realities could have on future 
integration outcomes and ideal scenarios. Table 10.3 summarises this study’s 
findings regarding perinatal mental health in the Ugandan context, in lieu of the 
proposed 4DIH framework. 
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Table 10.3 Perinatal mental health integration in Uganda analysed according to the 4DIH 
framework 

Domain 1 

Nature of the health 
problem 

Domain 2  

State of the formal 
health system and 
its various 
components 

Domain 3 

Additional/alternati
ve/pluralistic 
systems of care and 
support 

Domain 4 

Global priorities, 
programmatic 
concerns and 
resource allocations 

The nature of the 
problem - perinatal 
mental disorders - 
but also mental ill 
health in general, is a 
historically and 
globally stigmatised 
health issue [36-38]. 
In the Ugandan 
context, it additionally 
has deep entrenched 
socio-cultural 
conceptualisations 
that impact 
associated help-
seeking behaviours 
[10, 15, 16], which is 
compounded by the 
social determinants 
of health, especially 
that of poverty [38, 
39]. 

In this context, as in 
the same in most low-
resource settings, the 
public health system 
focuses its limited 
resources on 
communicable 
diseases and fatal 
health outcomes, 
including those in the 
sub-field of maternal 
health [40]. There are 
no accessible mental 
services at the front-
line, the first point of 
access being at 
district hospital level. 
Human and financial 
crunches limit the 
ability of the health 
system to provide 
equitable, accessible, 
quality care. Thus, the 
more obvious 
biomedical, physical 
outcomes are 
prioritised over the 
more invisible, non-
tangible perinatal 
mental health 
outcomes [32].  

The existence of 
alternative systems of 
care in Uganda, such 
as traditional birthing 
systems, traditional 
healing or herbalism, 
in combination with 
socio-cultural illness 
representations, 
provide alternate 
healing systems. The 
presence of 
alternative care 
offshoots the 
immediate need for 
the public health 
system to bear the 
burden for provision 
of care for perinatal 
mental health issues 
[16, 17, 32, 41, 42]. 

The global burden of 
disease of various 
mental disorders is 
being recognised 
globally [43, 44]. 
Despite recent 
advocacy and 
impetus for mental 
health prioritisation 
and integration into 
primary health care 
[45], it remains low 
risk on the global 
health security 
agenda. Historically 
habituated path 
dependencies and 
diverging national 
interests [46], along 
with low political will 
and funding remain 
significant barriers to 
improvement of 
service provision [40, 
47]. 

➔ It could be said that the integration of perinatal mental health, and mental health in 
general, within the Ugandan health system landscape remains relatively low on the 
overall priority scale. While it has great potential for integration, due to a culmination of 
both local and global factors it does not as of yet decree a larger, more immediate and 
prompt health response. Over time, it would be of interest to note the shifts that take 
place in the larger global as well as national and local health advocacy and political 
environments, which may enable a more steady and stable integration of mental health 
into the country’s health priorities. 
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In the case of maternal health, despite it being of high global interest and a top 
global health agenda setting priority [1], mental health aspects of maternal care 
still remain side-lined and relatively unprioritised [2]. Of course, perinatal mental 
health care is a specific health programme addressing targeted needs in a 
specific population. It is important to recognize that the question of its integration 
within existing maternal health programmes is only the tip of the iceberg in terms 
of integrating mental health (perinatal or otherwise) into general health services 
and the provision of basic health care. It would be amiss to not reflect on the 
larger need to situate and appreciate the encompassing necessity for the 
systemic integration of mental health into general basic care, especially that of 
primary health care, and especially in resource-constrained settings [48].  

These reflections fall well within the larger global movement towards universal 
health coverage, alongside integrated and people-centered health systems [49-
51]. Closing this treatment gap for mental health requires a broader shift in 
perspectives, as well as in health systems strengthening strategies that target 
both national, policy-level and local, service-level changes [52]. In addition to this, 
a lack of global political will and continued low financial allocation towards 
mental health by governments and development assistance [47, 53], remain 
significant barriers which impede the progress of any efforts towards integration. 
Thus, if we are to ensure integration in the run long, it is imperative to learn from 
and understand why mental health integration remains slow and hindered 
despite the growing advocacy and impetus over the last decade.  

As reflected in this Ugandan case scenario of perinatal mental health, the reality 
of its integrated care provision is far from that of the prescribed ideals. 
Formulating the results through the proposed 4DIH framework’s four domains 
helps in identifying the current shortcomings, possible venues for change, as well 
as what local level and global factors to keep an eye out for in the future. We 
recognise the importance that the proposed framework is further “tested” over 
time, across health domains, on other health problems, and in other contexts. 
Further validation and research is definitively required of the proposed 4DIH 
framework, yet at the same time we remain confident that the holistic perspective 
and multi-level lens with which the framework views the complex issue of 
integrated health care has much potential to add to the current bodies of 
knowledge on the matter. 

Finally, the case for integration remains strong: by losing sight of the perinatal 
woman as a whole person existing across the perinatal period, there is the 
likelihood that we continue to view the perinatal woman as a mere juxtaposition 
of various aspects of biomedical care, which often comes at the expense of her 
mind. The integration of mental health care first into maternal health - with 
primary health care and universal health coverage beyond that - can be a crucial 
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first step in providing person-centered perinatal care or women-centered care, 
that is, a care that is inclusive of all aspects of a woman. There remains a crucial 
need for continuity of integrated maternal care, based on a holistic approach to 
maternal health – namely, continuous processes of care across the perinatal 
period that include longitudinal aspects of biomedical health care as well as the 
psychological and emotional aspects of women’s health. To achieve this in the 
long-run, global redefinitions and prioritisations are needed towards a more 
inclusive and holistic maternal health, and that of health in general. 

Strengths and limitations 

In the formulation and use of the 4DIH framework, we acknowledge this study 
presents a one-country, one-health issue scenario and these results cannot be 
generalised. Thus, in recognising the need to further validate the potential of the 
4DIH framework for its application towards integration of other health conditions 
into primary care in other contexts, we highly recommend further research on 
this framework as a starting point.  

Additionally, this article is a third paper in a larger body of work exploring 
perinatal mental health in the same low-resource Ugandan setting. Further 
context and complementary research on community conceptualizations of 
perinatal depression and current quality of maternal health care in the context of 
eastern rural Uganda can be accessed in separate publications, respectively in 
Chapters 6 and 8. Furthermore, in August 2018 we went back to the field to 
conduct multi-stakeholder dissemination activities at community, district health, 
and national academic levels regarding the overall PhD research. While member 
checking was not conducted post IDIs and FGDs, participants validated the 
findings of this study through these efforts, which lend to strengthening the ideas 
and recommendations as presented here.  

10.5 CONCLUSION  

Analysis of the desirability, possibility and opportunity for integrating perinatal 
mental health care into maternal health care in the Ugandan health system, 
highlights that concerned stakeholders perceive this as a worthwhile endeavour 
that would benefit the communities as well as the health system as a whole. We 
propose a Four Domain Integrated Health framework as a means to understand 
the determinants of integration for perinatal mental health, since the ideals of 
integrated perinatal physical and mental health are yet to be realised in this 
context. Such a framework has potential for engaging in a multi-dimensional and 
holistic analysis that brings together various perspectives ranging from the 
perceived nature of the health problem, to local and national health system 
issues, to alternative systems of care and support, all the way to international 
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global perspectives on the health issue. If the global health community is poised 
to achieve women-centered care across the lifespan, by ensuring access to high 
quality, people-centered health systems, then both the study of and the 
sustainable integration of mental health care into general health care, is a 
commitment that can no longer be delayed. 
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ABSTRACT  

Dissemination is viewed as one of the key components in research to ensure that 
evidence generated translates to improved knowledge and health care practice. 
Despite general agreement on the importance of research uptake, evidence-
based policy making and health care practice, these remain a challenge globally 
especially in low- and middle-income countries. This article showcases the 
experiences of two transdisciplinary, mixed-methods PhD researches on 
improving quality of care in eastern rural Uganda, followed by reflections on the 
lessons learnt during their dissemination process. The two PhD projects studied 
quality of care in two different domains (patient engagement and their rights; 
and mental, neurological and substance-use disorders, respectively), but both 
ensured that aspects of dissemination were embedded within the whole 
research process. All dissemination activities were carried out in Iganga and 
Mayuge districts in eastern Uganda, where the fieldwork of both projects was 
conducted, as well as, at Makerere University in Kampala. Additionally, 18 joint 
consultative feedback meetings were conducted including 11 community level 
meetings, 5 meetings with health workers, 2 meetings with district and facility 
level health managers across Iganga and Mayuge districts, and 1 academic 
seminar and national level conference in Kampala. Both active and passive 
strategies were used, including health communication talks, round table 
discussions, brainstorming sessions, medical education seminars and academic 
seminars. Key messages for dissemination were presented to stakeholders as 
written reports, power-point presentations, a radio announcement, a local health 
surveillance website, and journal publications. Throughout our research 
experiences in Uganda, we learnt that health care decision-making processes 
and implementation depends on the multi-stakeholder engagement ranging 
from individual and community level perspectives, to health providers and 
local/district health systems contexts, up to the national level. Therefore, 
appropriate engagement with stakeholders across these levels of influence were 
prioritised in our dissemination efforts. Contextually-relevant dissemination 
should be prioritised in global research, dissemination agendas and 
approaches. While full-scale knowledge translation of research findings requires 
significant resources and buy-in from every stakeholder, even small-scale 
dissemination efforts like ours, valuable in creating awareness of patient rights 
and mental health, should be advocated for improved global health-related 
dissemination and research practices. 

KEYWORDS Dissemination; knowledge translation; evidence based practice; 

quality of care; patient centered care; mental, neurological and substance use 
disorders  
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11.1 INTRODUCTION 

Globally, the translation of research findings into evidence-based practice 

remains a challenge for public health efforts on health promotion and disease 

control [1, 2]. The dissemination and adoption of evidence-based knowledge 

into public health, from both policy and clinical decision-making perspectives, is 

an important yet complex process. Dissemination serves to boost research 

uptake, ensures buy-in and ownership from involved stakeholders, and 

enhances adoption and sustainability of health interventions, especially in 

resource-constrained settings [3]. 

The process of dissemination can lie along a continuum ranging from no 

dissemination activities to intentional involvement through active stakeholder 

engagement [4]. Despite sincere dissemination efforts, research findings may fail 

to translate into long-term sustainable changes [1]. This “gap” may be a result of: 

• Passive or ineffective approaches to dissemination, which do not lead to 

spontaneous uptake;  

• Lack of multi-stakeholder engagement in dissemination efforts;  

• Mismatched dissemination priorities between researchers and relevant 

stakeholders;  

• Potential miscommunication due to language barriers; and  

• Misaligned capabilities and skills of the research team to the dissemination 

efforts, and so on [1-3]. 

A recent scoping review of conceptual frameworks on dissemination [5], defines 

dissemination as “a planned process that involves consideration of target 

audiences and the settings in which research findings are to be received and, 

where appropriate, communicating and interacting with wider policy and health 

service audiences in ways that will facilitate research uptake in decision-making 

processes and practice”. Similarly, Rabin et al. (2008; page 118) view 

dissemination as “an active approach of spreading evidence-based interventions 

to the target audience via determined channels using planned strategies.” Thus, 

one way to view dissemination is as a “series of successive phases rather than one 

event” [6] and is not usually an end in and of itself [7]. This process can include 

the initial stages of uptake, as well as long-term utilisation. Over the years, many 

conceptual frameworks, like the RE-AIM framework (Reach, Effectiveness, 

Adoption, Implementation, Maintenance) [8], have been designed by 
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researchers to guide dissemination. A large majority of the frameworks have 

been based on the theoretical foundations of the Diffusion of Innovations theory 

and Persuasive-Communication theory [5]. 

Dissemination may not be considered in the context of a PhD project, often due 

to resource and time constraints. In this article, we present the dissemination 

efforts and reflections on the dissemination process of two PhD projects that took 

place in eastern Uganda, which highlights that dissemination is feasible even for 

relatively small-scale research projects, and should be an integral part of any 

research process.  

The two PhD projects were transdisciplinary, mixed-methods researches looking 

at: 

1. Understanding patient-centered care approaches at primary health care 

level in sub-Saharan Africa: the case of Iganga district in Uganda; and 

2. The challenge of equitable quality mental, neurological and substance-use 

health care and coverage at local health system level in eastern Uganda 

Despite the difference in focus, both projects were shaped by (1) Quality of Care 

(QoC) conceptual models, specifically that of Akachi and Kruk (2017) which is a 

remodelling of Donabedian’s QoC framework (1988); and (2) models related to 

Patient-Centered Care (PCC) [9-11]. Both projects placed special emphasis on 

the interpersonal aspects of QoC as perceived by patients and care providers 

[12, 13]. The two projects were designed to be transdisciplinary in nature to 

accommodate the requirements of the Trans Global Health PhD program 

(http://www.transglobalhealth.org/) through which they were funded. 

Transdisciplinarity was viewed as “a process of collaboration between scientists 

and non-scientists on a specific real world problem” [14], thus setting the tone for 

continuous multi-stakeholder engagement as part of the overall PhD research, 

including the dissemination processes. By combining scientific research and 

evidence, as well as facilitating the decision-making capacity of involved 

stakeholders [15], we consistently aimed to ensure participatory action 

throughout the PhD projects, especially in our dissemination efforts.  

  

http://www.transglobalhealth.org/
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11.2 DISSEMINATION EFFORTS 

In this section, we showcase the dissemination efforts of two interlinked PhD 

projects that were primarily focused at the local health system level in rural 

Uganda. We present (1) the setting of the two PhD projects; (2) the objectives 

and rationale behind dissemination; and (3) content of the dissemination 

activities and stakeholder engagement processes. 

1) The setting 

Both projects were carried out in the eastern districts of Iganga and Mayuge, with 

national level engagements in the capital city of Kampala, in Uganda. The two 

districts of Iganga and Mayuge are host to the Iganga-Mayuge Health and 

Demographic Surveillance Site (IMHDSS), which is a community-based research 

centre operated by the Makerere University Centre for Health & Population 

Research (MUCHAP). The IMHDSS is approximately 120km east of the capital city 

Kampala along the Uganda-Kenya highway. The IMHDSS covers an area of 

155km2 made up of 65 villages in seven sub-counties under the leadership of 

the two districts. Operational since 2005, the IMHDSS is an open population 

cohort collecting basic demographic data (births, in and out migration, marriage 

status) of all residents in the area under surveillance. A total of 21 bi-annual health 

and demographic data collection rounds have been conducted. Other data 

collected are Global Positioning System (GPS) coordinates and description of 

key features like schools, health centres, water sources, road junctions, churches 

and mosques.  

The IMHDSS population has been growing annually at an average rate of 4.8% 

since 2005. Currently, there 94,568 individuals living in 18,634 households 

enrolled with the IMHDSS. The average size of a typical household is 5 individuals 

in rural and 4 in urban/peri-urban areas. The male to female ratio is 96:100. The 

majority of the people in the IMHDSS cohort are young people below 15 years, 

i.e. 48% compared to 50% of the national estimate (UDHS, 2016). Adolescents 

(10-19 years) make up 27% of the population compared to 24% of the national 

estimate (UDHS, 2016). Approximately 51% is dependent population who are 

aged below 15 years and those above 65 years, which compares to the national 

estimate of 53% (UDHS, 2016).  
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The area is under-developed with poor sanitation and hygiene coupled with low 

levels of protected water sources. Sixty percent of the demographic surveillance 

area are rural areas, while the rest is either urban or peri-urban areas. The 

population is predominantly of Muslim religion (53%). The main source of 

income for the rural population is farming/agriculture (51%), while for the peri-

urban population it is shop ownership/business.  

The IMHDSS community is served by 16 community-based lower level health 

centres (comprising of health centre level two (HC IIs) and health centre level 

three (HC IIIs) within the villages) and two hospitals (one district referral public 

hospital in Iganga and one private not-for profit, faith-based hospital in Mayuge 

district). The HC IIs provide outpatient care and community outreach services 

and represent the first level of care. HC IIIs provide basic preventive , promotive 

and curative care, including laboratory services for diagnosis, maternity care, and 

first referral cover for the sub-county and county hospitals that are headed by 

medical officers and offer the aforementioned services in addition to surgical 

care and in-patient services. A network of Village Health Teams (VHT) established 

by the ministry of health facilitates health promotion services e.g. immunisation, 

service delivery, community participation and empowerment in access to and 

utilization of health services. 

2) Objectives and rationale for dissemination 

The authors started from the premise that the whole process of research should 

be a dissemination endeavour. Dissemination is both a key element and tool in 

stakeholder involvement and engagement, crucial components of any 

transdisciplinary research design [15]. Thus, from the conceptualisation of the 

proposals up to this article, dissemination efforts were included throughout the 

two PhD research processes. Additionally, as researchers, these efforts were 

viewed as the ethically responsible thing to do towards the communities and 

populations we work with. The objectives of these dissemination efforts were 

multi-fold. They sought to,  

• ensure proper stakeholder engagement, particularly community-level 

involvement, in both agenda-setting and decision-making about their own 

health and well-being;  



 295 Knowledge Translation in PhD researches 

• promote stakeholder ownership of the responsibility for their health and 

healthcare, in order to ensure some form of sustained commitment to quality 

improvement; and lastly,  

• validate our specific research findings for the Ugandan context. 

3) Dissemination activities and stakeholder engagement 

A variety of dissemination efforts, strategies and formats were used throughout 

the two projects, which engaged various relevant stakeholder groups as 

required. Each project had its own individual dissemination activities, as well as 

joint activities.  

Starting at the beginning, when conceptualising the proposal topic itself, each 

research team first met with and spoke to relevant multi-disciplinary actors 

(including PhD supervisors at home institutions and Makerere University, as well 

as Ugandan health managers) to set the research agenda, refine the research 

objectives, create appropriate data collection tools, and finalise the proposal. 

The next step of this process was obtaining ethical approval. The two PhD 

researchers discussed and defended the topics from an ethical perspective with 

key informants such as local ethical advisory boards, which then led onto the 

further refinement and contextualization of the final proposals, as well as their 

approval.  

Once in the field, our community entry was facilitated by the institutional linkages 

with Makerere University and MUCHAP. As part of its work and described 

previously, MUCHAP runs IMHDSS in Iganga and Mayuge districts in the eastern 

region of the country, which was the selected field site for the two studies. 

IMHDSS played a key role in introducing the two research teams to important 

district and village-level heads. Thereafter, the research teams cultivated open-

communication channels with these key actors for the rest of their respective 

research periods. The IMHDSS also recommended local research assistants to 

be part of our data collection teams. The teams were comprised of both male 

and female data collectors with average experience of over 4 years with IMHDSS 

doing similar research work. Our local team members were recruited through 

the IMHDSS and consisted of local research assistants who were trained in both 

quantitative and qualitative data collection, spoke the local languages, and had 

previously worked in the region.  
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During the period of data collection, we aimed to establish long-lasting, trusting 

relationships, through repeated engagements with all the stakeholders we were 

working with. The research teams through the months of working together, were 

vital in realizing long-lasting relationships, especially at the community-level. This 

included, but was not limited to, in-depth exchanges regarding the socio-cultural 

context; translating between the local language of Lusoga and English; and 

ensuring congruency in meanings and content of the communications between 

the community-level participants and us during data collection. This helped 

create an avenue for easier knowledge exchange between various actors, such 

as patients and health workers, using the research team as the intermediary 

between different stakeholders. 

Throughout our research experiences in Uganda, we learnt that health care 

decision-making processes and policy implementation rely upon multi-

stakeholder engagement [13]. These range from individual and community level 

perspectives, to health providers and local/district health systems contexts, up to 

national level commitments and funding allocations, as well as global and 

international healthcare agendas and priorities. Therefore, for our dissemination 

activities, we first curated specific messages of dissemination relevant for each 

stakeholder group. The stakeholder groups were identified based on the 

stakeholders we interacted with during our researches. In consultation with our 

key informants from each stakeholder group, we then selected what was 

believed to be the most appropriate, feasible strategies and channels in which 

to enable knowledge exchange with each group.  

After data collection and analyses, in August 2018, the two research teams 

conducted explicit joint-dissemination activities for three weeks. They were 

conducted partly in Kampala city, the capital of Uganda, and primarily in the 

eastern districts of Iganga and Mayuge. Our joint-dissemination activities 

consisted of 1 academic seminar in Kampala and 18 consultative feedback 

meetings in Iganga and Mayuge districts. The consultative feedback meetings 

comprised of 11 meetings with community level stakeholders; 5 meetings with 

health workers, including 2 Continuous Medical Education seminars; and 2 

meetings with district and facility level health managers. Dissemination efforts 

with policy-makers was limited to national level conference presentations and 

peer-reviewed journal publications. See Table 11.1 for more details. 
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Table 11.1 Identified stakeholder groups and dissemination strategies 

Stakeholder 
group 

Dissemination strategies Frequency 
Formats of 

presentation 

Patients and 
Caregivers 

Health communication talk 9 Oral discussions 

Radio announcement in local language (in 
process) 

1 Audio/transcripts 

Village Health 
Team 
Members 

Combined round table discussion + 
brainstorming session 

2 Oral discussions 

Radio announcement in local language (in 
process) 

1 Audio/transcripts 

Local Council 
1 Members 

Combined round table discussion + 
brainstorming session 

1 Oral discussions 

Radio announcement in local language (in 
process) 

1 Audio/transcripts 

Primary 
Health Care 
Providers 

Combined round table discussion + 
brainstorming session 

2 Oral discussions 

Continuing medical education seminar 1 Oral discussions 

Publication on IMHDSS webpage 1 Written reports 

Hospital 
Healthcare 
Providers 

Combined round table discussion + 
brainstorming session 

1 
Oral discussions + 
Power-point 
presentation 

Continuing medical education seminar 1 Oral discussions 

Publication on IMHDSS webpage 1 Written reports 

District Health 
Management 
and Iganga-
Mayuge 
Health and 
Demographic 
Surveillance 
Site Staff 

Round table discussion 1 
Oral discussions + 
Power-point 
presentation 

Publication on IMHDSS webpage 1 Written reports 

Academia 
Academic seminar at Makerere University 1 

Oral discussions + 
Power-point 
presentation 

Peer reviewed journal publication 3 Research articles 

Policy Makers 

Academic seminar at national level UHC 
conference 

1 
Oral discussions + 
Power-point 
presentation 

Peer reviewed journal publication 3 Research articles 
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An additional purpose of these dissemination activities was the validation of our 

research findings within this particular context. While each of us validated our 

own PhD project outputs (see Supplementary Files 1 and 2), due to the 

overarching nature of both our PhD topics, our dissemination activities also 

produced key validated findings that traverse both projects. These are 

specifically related to QoC and interpersonal aspects of healthcare, from both 

patient-centered care and mental healthcare viewpoints.  

From this perspective and within this context, validated findings include and 

highlight that there is: 

1. Need to sensitize patients about their responsibility to their own health and 

healthcare, creating awareness of their health rights and existing provisions. 

2. Demand for quality healthcare from the patients’ perspectives, and the 

expectation for health workers to deliver this. Conversely, this expectation for 

quality care provision is known by health workers, yet cannot always be 

fulfilled due to resource constraints. 

3. Necessity for improved communication and shared-decision spaces 

between patients and health workers. 

4. Requirement for refined training and supportive supervision for health 

workers and higher-level health managers, especially in regards to 

psychosocial aspects of health. 

5. Complex interaction amongst various stakeholder groups and their diverse 

interests, which affects the implementation of health policies in practice. 

These dynamics need to be kept in mind if we are to bridge health policy-

implementation gaps, strengthen ownership of health programs, and ensure 

sustained policy implementation. 

6. Urgent relevance of having an integrated quality health system in Uganda. 

This relates to the integration of services at the primary health care level, 

ensuring continuity of care across the various levels of the Ugandan 

decentralized health system, and finally, the interaction of the health sector 

with other sectors such as education and social welfare. 

The two projects have also carried out the typical academic forms of 

dissemination – including ongoing peer-reviewed publications of our research 

findings [12, 13, 16], as well as presentations at both local, national and 

international seminars and conferences. Additionally, to further reach non-
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academic audiences, we are still working alongside our local collaborators at 

IMHDSS in writing reports and developing media messages (these include social 

media promotion and an upcoming local-language radio announcement, see 

http://www.muchap.org/). Lastly, we continue to develop and strengthen the 

relationship with our local partners at Makerere University to advance the shared 

vision towards people-centered, high quality health systems in Uganda. 

11.3 DISCUSSION AND REFLECTIONS 

With the growing recognition of dissemination being an integral part of 

translating healthcare research into evidence-based policy and practice, the 

process of dissemination remains under-emphasised. This paper presents the 

dissemination activities of two PhD research projects conducted in eastern rural 

Uganda. For us, dissemination was more than just knowledge diffusion, i.e., the 

unplanned or spontaneous spread and use of ideas, behaviours and practices 

[2, 17]. Thus, through the whole endeavour, we developed our own working-

definition of dissemination as an:  

Inclusive, planned, targeted, active and continuous process 

that promotes knowledge exchange amongst stakeholders 

with the intention towards sustained uptake and utilisation 

of relevant health-related evidence.  

Despite the known relevance of dissemination, the challenges to the uptake and 

use of health-related evidence can sometimes be perceived as a result of a lack 

of dissemination and/or inappropriate policy to practice interventions [7]. 

However, it is important to take note of the influence of the local, national and 

international cultures and contexts in which these health transformations are 

being conducted. Challenges in research and dissemination efforts also lie in 

ensuring the effectiveness of dissemination strategies in promoting the use of 

research evidence in healthcare decision-making processes [8].  

As such, both our two projects tried to ensure that aspects of dissemination were 

not only embedded within the whole research process, but also socio-culturally 

and contextually appropriate. Dissemination needs to be more proactively 

recognised as a fundamental part of the research process, and not an add-on 

conducted after the research has finished [7]. If we are to bridge the health policy-

implementation gap, global research agendas need to transform from 

http://www.muchap.org/
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processes that simply acquire knowledge to ensuring that the best scientific 

practices are encouraged and adopted through theory-informed dissemination 

approaches [18]. Since our dissemination efforts were mainly conducted at the 

district level due to the projects’ focus on the local health system, there was less 

policy level advocacy. The needs of the population can be both a driving force 

behind the research agenda [7], as well as help determine the focal points for 

dissemination. The use of participatory, end-user engaged, and context-specific 

approaches to dissemination are essential, if we are aiming towards real-enacted 

change in policy and clinical-practice, enhanced accountability, and ensured 

ownership and sustainability in the long-term [5, 19]. 

Transdisciplinary research is a highly appropriate approach to ensure integration 

of dissemination efforts throughout the research processes, due to the close 

collaboration with societal stakeholders. The use of mixed-methods, through its 

use of triangulation and contextual specificity, can be useful in opening the black-

box of and comparing various stakeholder perspectives on complex health 

problems [20]. For our two PhD projects, this implied informed critical analyses 

as well as validation of what is contextually relevant and required on the ground 

in terms of implementing evidence-based practices to improve interpersonal 

processes of care in rural Uganda. The mixed-methods approaches also 

provided grounded understandings of the complexities of the “multi-layered 

nature of community and healthcare contexts” [17] specific to Uganda, and 

especially furthered our knowledge of the underlying mechanisms of current 

healthcare practices and policy implementation. 

These transdisciplinary and mixed-methods approaches placed emphasis on 

generating locally-specific, reliable analyses. Nonetheless, it is important to note 

the research topics and the methodology used were guided by conceptual 

frameworks (such as the Quality of Care framework and Diffusion of Innovations 

theory). It was important to use these conceptual models as flexible platforms to 

refrain from and counteract the unjustified adaptation of implementations 

processes [7] without first building on contextual adaptation [19], but also ensure 

external validity of our methods and results [21]. In this line of thought, arises the 

question of how, within a given context, is dissemination conducted best (and 

how not)? Comprehensive research methodologies, that engage with 

complexity, like Realist Evaluation approaches [22, 23] could be a means through 

which informed and effective dissemination takes place. 
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These reflections informed our rationale for considering dissemination and 

stakeholder engagement as an integral part of the research process, 

emphasising the questions: to what extent are our findings representative? Are 

they applicable in the long-term, and sustainable within the Ugandan context? 

To what extent are the findings applicable to other resource-constrained settings 

outside of Uganda? Thus, based on our in-field research experience and 

dissemination efforts of our two projects, Table 11.2 summarises challenges that 

may be faced throughout the dissemination process across a research project, 

and how they can be overcome and result in catalysts that further the 

dissemination efforts. 

Table 11.2 Challenges and catalysts in dissemination 

Challenges Catalysts 

Delays due to unclear organisational and 
bureaucratic procedures 

Building upon existing collaborations with local 
partners familiar with required procedures 

Conflicting interests in research topics Co-developing overall research agendas 

Working in new contexts and understanding 
local health systems 

Creating rapport and fostering relationships 
with all relevant stakeholders 

Communication and language barriers Having locally knowledgeable and dedicated 
research teams committed to meaningful 
knowledge exchange 

Existing gaps between researcher – policy-
makers – practitioners – communities  

Repeated stakeholder engagements leading 
to mutual trust and accountability 

Non-participation of stakeholders  Promoting willingness of stakeholders to be 
involved through information sharing and 
transparency 

Managing varying interests and priorities Priority-setting throughout the research 
process involving relevant stakeholders 

Differences in perception and non-validated 
findings 

Confirming and corroborating key research 
findings across stakeholder groups 

Potential for information overload for non-
researchers 

Co-creating targeted messaging strategies and 
content for dissemination 

Effective dissemination can be a costly and 
labour-intensive process 

Creative use of existing resources and contacts 

Systemic barriers to change – e.g. Lack of 
skilled human resources, infrastructure, 
financial support, etc. 

Generating awareness and providing 
recommendations at both national and 
international levels through academic 
dissemination efforts and advocacy 
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From a personal perspective, we (the first two authors, namely, the two PhD 

researchers), feel that dissemination is indispensable - and an ethical imperative 

- for both good research conduct, as well as, for the implementation of health 

system transformations. Coming from low- and middle-income countries 

ourselves, it was particularly important for us to create opportunities for and 

endeavour towards real-enacted change and progress in the resource-

constrained Ugandan context that we were working in. Looking back at our PhD 

projects, we believe this was inherently linked to our efforts towards stakeholder 

engagement throughout our work.  

As mentioned previously, our PhDs were funded by the Trans Global Health 

Joint Doctorate program. The program’s focus on transdisciplinarity allowed us 

to create projects that could explore the role transdisciplinary research could 

play in bridging different disciplinary and human perspectives on currently 

undervalued concepts such as patient-centered care and mental health. 

Oftentimes, the methodological guidelines on conducting community-based, 

health-related PhD research focus primarily on data collection and critical 

analyses, while dissemination processes can be an unguided adds-on. PhD 

programs could do well to be more structured in promoting dissemination as an 

integral part of the research process and not as a check-list criterion to be met. 

Globally, research agendas, academic institutions, and funders should 

incorporate and ensure dissemination as being a compulsory component of all 

research activities, alongside sufficient funding and guidelines on how to do so 

[24, 25]. 

These two PhD projects can be considered as examples of the possibilities for 

relatively small-scale projects to engage with dissemination throughout the 

research process. Nonetheless no research endeavour is without limitations. In 

terms of further improving our dissemination approach, we propose three key 

recommendations. Firstly, the use of heterogenous mixed-stakeholder group 

meetings would be of added value in promoting group-thinking and analyses 

from a variety of perspectives. If done carefully and appropriately, taking care to 

avoid the pitfalls of underlying power dynamics of heterogeneity, this could have 

been an additional method to pro-actively further our stakeholder 

engagements. Secondly, it would have been beneficial to have measures of 

dissemination processes to monitor our progress throughout the research. This 

would improve the rigour and relevance of using participatory forms of 
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engagement in dissemination. In general, there is need to further refine tools and 

methods that measure the impact of dissemination, i.e. whether it was successful 

or not, and why [26]. Lastly, the importance of change-agents or “champions” [7] 

as part and parcel of both research and dissemination cannot be underscored 

enough. Greater efforts are required for them to be better acknowledged, 

consistently trained and sustainably supported. In this manner, local change-

agents can be an integral part of ensuring capacity in dissemination, as well as 

creating strong knowledge and evidence bases. 

11.4 CONCLUSIONS 

This article highlights how and why the dissemination should be an integral part 

of the research process, and shows that this is feasible for relatively small-scale 

research projects. Throughout our dissemination and research experiences in 

Uganda, we learnt that appropriate engagement with stakeholders ranging from 

individual and community level perspectives, to health providers and 

local/district health systems contexts, up to national level input, all with varying 

degrees of influence, is essential. Finally, more defined guidelines for 

contextually-relevant dissemination should be prioritised in global research and 

dissemination agendas and approaches. Health-related dissemination and 

research practices must move towards consistent stakeholder engagement, 

contextual learning and capacity building, and ensuring flexibility and adaptation 

of health policy and research to accommodate for these global challenges. 
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This chapter discusses the key findings of this thesis, which aimed to explore and 

understand how best to provide equitable quality care for mental, neurological 

and substance-use (MNS) disorders in rural eastern Uganda. Utilising Quality of 

Care (QoC) as the overarching conceptual framework guiding the work, the 

thesis addressed the overall research question and objective of: 

 

Four sub-questions were answered through empirical research, and findings 

were presented in Parts I to IV of this thesis. In Part I, Chapter 4 provides a scoping 

review on patient-centered care (PCC) in sub-Saharan Africa (sSA). Chapter 5 

showcased a policy and multi-stakeholder situational analysis of PCC specifically 

in rural eastern Uganda. Within this context, Part II reflected on the local 

conceptualisations of perinatal depression and other MNS disorders in Chapters 

6 and 7, respectively, and how these conceptualisations related to varying help-

seeking behaviours at the individual, family and community levels. In Part III, 

Chapters 8 and 9 highlighted the existing provisions and QoC available at 

different levels of the local health system for perinatal and other MNS disorders, 

respectively. Finally, Chapters 10 and 11 in Part IV, explored the potential for 

provisions of integrated quality MNS health care and the role of dissemination in 

in achieving this outcome. 

In order to provide a comprehensive and critical analysis on the main research 

question above, this chapter starts by building upon the key findings and take-

home messages from each of the Chapters 4-10, and relating them back to our 

four research sub-questions. Thereafter, we move our discussion towards 

answering the main research question. Following this, a revised conceptual 

framework is presented, highlighting the amendments made as a result of the 

thesis’ findings and insights. Next, methodological reflections on the validity and 

rigour of this research’s approach are discussed. On the basis of these 

discussions, the chapter highlights key implications for research, policy, and 

practice. Finally, we conclude with recommendations for the future. 

 

 

How, and in what ways, can local health systems provide equitable quality 
MNS care and coverage in eastern Uganda? 
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12.1 KEY FINDINGS 

12.1.1 What are the current situational analyses of and perceptions 

towards quality of care and patient-centered care in Uganda? 

Specific to Uganda’s primary health care (PHC) system, Chapter 5 highlights the 

documentary evidence and definitions that varied stakeholder groups hold of 

PCC. It is encouraging to note that in recent years the need to improve QoC, 

especially PCC, has been a strong driving force behind the development of 

several national health policy documents aimed at quality improvement within 

the public health sector. These policy documents include the Health Sector 

Quality Improvement Framework and Strategic Plan [1] and the Quality 

Improvement Methods manual [2], both of which explicitly outline PCC in their 

objectives. These improvements are in line with larger global shifts and calls 

towards high, quality health systems globally [3].  

However, these policies most often remain as recommendations rather than 

being put to practice. This is not just the case in Uganda. As presented in Chapter 

4, the concept of PCC remains an elusive practice across sSA. Our findings 

indicate that community and family-medicine based courses were present within 

the curricula of two national level universities. Yet, this is not always the case 

across the country, nor the continent, where in general the level and depth of 

teaching on QoC is rather low [4]. This indicates there is definite room for 

improvement in current pedagogical practice and teaching on QoC in medical 

schools curricula across sSA. 

These policy-implementation gaps in QoC may be a result of the many known 

resource-constraints that health systems and their health care professionals face 

in low-resource contexts [3, 5]. As highlighted in Chapter 8, the overburden of 

work and limited resources available on hand mean that front-line health care 

professionals often have a difficult choice to make: providing basic essential care 

to as many patients as possible often comes at the expense of providing quality, 

patient-centered interpersonal care. In Chapter 9, even clinicians with training 

with psychiatric care, were limited in their demonstrations of patient-centered 

behaviours, such as assuring patient/caregiver comprehension and 

encouraging shared decision-making during the consultation.  
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In the context of resource-constraints, even the assurances of in-service training 

and supportive supervision have not been found to be sufficient to meaningfully 

improve QoC across the African continent [6]. Additionally, this may be 

compounded by culturally prevailing stigmatizing attitudes which are hard to 

overcome. This was particularly obvious in the case of medical student attitudes 

towards MNS disorders in another sSA context [7]. This may further be linked to 

the finding that the satisfaction of health care professionals with training 

programs is related to their perceived improvements in patient care; if the health 

care professional does not personally believe or perceive there are 

improvements in health outcomes, the lessons learnt from trainings are 

eventually lost over time [8].  

As such, changing health care provider behaviours in resource-constrained 

settings is difficult. This is not least because of the embedded practical norms 

that may be at play, which refer to the on-ground realities and everyday practices 

of behaviour that are often distinctly different to official norms and regulations 

[9]. Shifting these ingrained behaviours and their underlying attitudes may 

require being innovative in training modalities. For instance, ‘learning by doing’ 

has been found to be effective for training health providers as it can lead to 

perceived improvements of QoC [8], while hands-on participation has been 

shown to have an added value to observational learning in health care simulation 

training [10].  

Conversely, patient perspectives on receiving PCC are difficult to capture 

accurately due to existing power dynamics in patient-provider relationships and 

cultural hierarchies, leading to reporting biases amongst other factors. Our 

findings in Chapter 5 indicate that rural Ugandan patients primarily relied on the 

judgement, expertise, and direction of their health care providers. These 

dependencies are important in sSA contexts, where patient-provider interactions 

have been found to be related to, and a result of, wider contextual factors, social 

dynamics, communication styles, and power hierarchies that exist within patient-

provider encounters [11, 12]. Similarly, the rates of consultation satisfaction in 

Chapter 9 should be viewed as complex responses, deeply embedded in 

locally-salient contextual factors with potential for social-desirability biases. We 

must remain critical of simple binary patient satisfaction measures. As in Chapter 

9, ideally QoC needs to be additionally gauged through complementary 
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objective measures in order to reduce potential framing biases that may be 

inherent to questionnaire and survey type questions [13]. 

These complex dynamics and dependencies can lead to patients having limited 

awareness of their rights, which subsequently may limit their joint decision-

making capacity towards their own health care and treatment choices. 

Nonetheless, there was recognition of these imbalances in field. The women 

exercising their autonomy and agency to refuse low-quality perinatal health care 

and opting for alternative care (Chapters 6 and 8), is an example that highlights 

how both passive and assertive approaches can be common responses to low-

quality care and access barriers [14]. Similarly, the caregivers of patients with 

varying MNS disorders use their agency to continue seeking care for their 

patients at Iganga District Hospital’s Mental Health Clinic (MHC) in instances 

when they thought the QoC was high, or conversely stopped attending when 

they thought it was low (Chapter 7).  

Finally, it must be reiterated that working towards PCC and improving the 

interpersonal aspects of QoC, is more than a checklist criteria to be achieved in 

health care. It is about a fundamental paradigm change in the way in which 

medicine, health, illness, and care is viewed [15, 16]. While health care 

professionals training is a necessary first step, it alone is by no means sufficient. If 

the aim is to initiate reflection and change towards more patient-centered 

mindsets, in both patients and health care professionals, then patient 

engagement must be a simultaneous step towards enhancing service delivery 

and governance. More research is needed to understand the optimal conditions 

in which patient engagement on matters of health service design, delivery and 

evaluation, can genuinely translate into improved QoC and PCC outcomes, 

especially for low-resource sSA contexts [17]. 

12.1.2 What are the conceptualisations and associated help-seeking 

behaviours of various MNS disorders from the local individual, 

family and community levels in eastern Uganda? 

MNS disorder conceptualisations were found to vary across disorder. Related 

pathways to care were the reflections of these illness representations in the 

minds of the patients, caregivers and other actors. These findings are consistent 

with the existing literature, as conceptualisations of MNS disorders and related 
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help-seeking pathways are generally found to be socio-culturally salient across 

sSA. 

Depression, whether perinatal or general, has been linked to various idioms of 

distress globally [18-22]. In Chapter 6, we found that the conceptualisation of 

perinatal depression was largely social as well as cultural, rather than biomedical 

in nature in eastern Uganda. The multitude of resultant pathways to care 

highlight these varied conceptualisations, and is similar across much of the 

continent [23-25]. As was described in Chapter 7, for a neurological disorder 

such as epilepsy, it’s supernatural representations and related traditional help-

seeking are a common phenomenon across sSA too [26-30]. Chapters 6 and 7 

highlight the many pluralistic pathways to care that exist and are chosen for MNS 

disorders within this context. MNS disorders particularly have a long history of 

linkages with supernatural, traditional, herbal and religious forms of healing and 

care in African contexts [31]. The role of caregivers, family members and the 

therapeutic management group were found to be very crucial in these decision-

making processes. 

The implications of these representations and variations in pathways to care is 

that they reflect both gendered experiences of, and gendered consequences 

for, MNS disorders and their treatment. It is widely acknowledged that that 

women have a higher lifetime prevalence of common mental disorders (such as 

depression or anxiety disorders) than men [32]. A few gendered analyses and 

theories for these differences, include: the existence of gender-related subtypes 

of general depression [33]; and the possibility that women’s sex hormones 

progesterone and oestrogen tend to increase the risk factors associated with 

anxiety disorder development as well as maintain the symptoms post-

development [34]. Nonetheless, more often than not, mental health research 

tends to be gender-neutral, and thus, the extent to which sex and gender 

intersect with other risk factors remains largely unknown [35].  

Chapter 6 speaks of instances of gender-based violence and intimate partner 

violence. It is generally acknowledged globally that sexual and domestic abuse, 

especially intimate partner violence, is more likely to have an increased risk of 

mental disorder (in particular, depression and suicidality) especially for women 

across the perinatal period [36-40]. However, despite these known risks there 

exists little research on how to improve the identification and treatment of 
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vulnerable at-risk women through existing available mental health services [41]. 

Chapter 7 highlights that the majority of caregivers are female family members 

for patients with MNS disorders, which conforms to gendered role descriptions 

across this context and globally. Women are, thus, even more likely to be 

exposed to caregiving stressors and tend to report greater burden and distress 

than male caregivers [42-44].  

From a QoC perspective, perceived user experiences with biomedical health 

care professionals shape the ways in which patients perceive and interact with 

the formal health care system. In Chapter 7, caregivers are seen to be incredibly 

grateful for the positive interactions and perceived empathy and support they 

receive from mental health care professionals at the Iganga District Hospital’s 

MHC. In Chapter 8, women are more likely to receive perinatal care if their 

husband joins them at the health clinic (because the men have to go back to 

work, and so cannot be kept to wait). Yet in the same chapter, we conversely also 

see how experiences of low-quality front-line perinatal care – which in some cases 

can border on disrespect and abuse – can trigger or exacerbate women’s mental 

health in consequence.  

The long-term impacts of MNS disorders also need to be considered. For 

instance, women’s perinatal depression is linked to a wide range of adverse 

neonatal and infant outcomes, including compromised physical and cognitive 

development, behavioural and adjustment difficulties, as well as increased risk 

for common mental disorders in children as they grow older [45]. From Chapters 

7 and 9, we see a large majority of children were attending the Iganga District 

Hospital’s MHC for epilepsy. It is hypothesised that childhood experiences of 

adversity may confer a particular vulnerability to a range of mental and physical 

illnesses, linked to changes in underlying biological markers [46]. Unfortunately, 

there remains large discrepancies in the available data and research regarding 

LMIC infant and child mental health, as compared to that of high-income settings 

[47]. 

Additionally, the co-morbidity of infectious and/or chronic diseases (such as HIV, 

TB, diabetes amongst others) and MNS outcomes is well documented [48-50]. 

One recent scoping review found that for first-time tuberculosis diagnosis cases 

in LMICs, men generally reported higher rates of alcohol use, while women in 

general had worse mental health outcomes [51] – portraying once again the 
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gendered experiences of MNS fallout. In Chapter 9, there is also a higher 

number of recorded visits of male patients for alcohol use at the Iganga District 

Hospital’s MHC. One limitation of the Iganga District Hospital’s MHC routine data 

collection was that it did not record any comorbid health conditions, so we could 

not cross-check for this. 

MNS disorders are, thus, impacted by the context and relevant social 

determinants of health [52]. While this thesis focuses on a resource-constrained 

LMIC context, it should be noted that similar to poverty – conflict zones, 

humanitarian crises, migration, and fragile settings; all have correlations to 

reduced MNS outcomes and increased suicidality [53-55]. MNS concerns are an 

across-the-lifespan phenomenon, especially for vulnerable populations. If we are 

to truly address the burden of MNS disorders globally, then MNS 

conceptualisations and pathways to care also need to be recognised as a 

gendered, concomitant, across-the-lifespan issue affecting many. 

12.1.3 What is the level of available quality MNS services and 

provisions within the local health system in eastern Uganda? 

To understand the available quality and coverage of MNS care in eastern 

Uganda, we use Donabedian’s framework for measuring quality of care [56]. 

Based on his basic tenets of structure, process and outcomes of QoC, we see 

that the availability of quality MNS health care in rural eastern Uganda varies.  

Structurally, there are significant barriers to the formal provisions of biomedical 

care as highlighted in the case of perinatal front-line care (Chapter 8) and in 

Iganga District Hospital’s MHC (Chapter 9). These barriers are not new to the 

Ugandan context, and can include shortages in basic health care provisions, such 

as inadequate supplies of psychotropic drugs, and limited human resources [57, 

58]. Financial boot-strapping means there is often no support for the structural 

developments that are required or requested for on-the-ground.  

Whether it is the absence of health provider awareness and sensitisation on 

perinatal depression (Chapter 8), or the call for more psychiatric training by MHC 

health providers (Chapter 9), or the shortage of supportive supervision practices 

for front-line workers (Chapter 10) – these realities highlight structural gaps in 

QoC that do not help promote the minimally existing MNS care provisions within 

the district. This may not be surprising. It is reported that MNS training across sSA 



 317 Discussion & Conclusion 

currently focuses primarily on attitudinal change and knowledge inculcation, yet 

the transference of these towards improved skill, practice, and MNS clinical 

outcomes remain unknown [59]. One recent study in Guinea highlights how in 

addition to attitudinal and PCC training, changing the way in which MNS health 

services were organized, and by integrating it into health centres, reinforced 

both the quality of the therapeutic relationship as well as MNS outcomes [60].  

Similarly, the instance of ‘change-makers’ (as referred to by a participant in 

Chapter 8) showcases the positive role and influence MNS champions can have 

on other health care professionals, especially in resource-constrained contexts. 

These instances of leadership can build upon one promising leadership model; 

the concept of everyday political leadership may be a useful tool to champion 

and bring about organisational change in routine daily MNS care provision and 

practice [61]. 

Additionally, as highlighted in Chapter 9, there is a severe lack of accurate and 

reliable MNS data – national and district level health information systems need 

vast improvement in order to document the actual needs of persons with MNS 

and accurately present the real burden of disease in the population [62]. Lessons 

for improving Iganga District Hospital’s MHC routine data collection can be taken 

from recent projects that implemented mental health information systems in 

Ghana and South Africa, which now advocate for ensuring that local needs are 

captured during the design of the information system, as well as the advance 

consideration of potential implementation challenges [63]. 

From a process perspective, the technical quality of MNS care provision at the 

MHC is hindered by the above-mentioned resource constraints. What should be 

free service and access to psychotropic medicine for chronic illnesses like 

epilepsy, end up costing patients and their families out-of-pocket expenses 

(Chapter 7). Front-line services at health centres twos or threes face severe 

human resource constraints and overburden of work, meaning that there is 

never enough time to address the perinatal mental health concerns of women 

(Chapter 8). There is also a clear need for better validated, easy-to-use tools for 

screening MNS disorders as mentioned by various stakeholders in Chapter 10. 

In a recent systematic review on validated screening tools for common mental 

disorders, it was found that there were only four validation studies in Uganda; all 
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of these were related to depression, and three of them were related specifically 

to HIV patients [64].  

In the midst of severe, resource constraints, the interpersonal aspects of QoC are 

often the first to be let go of. Interpersonal aspects of care are not a priority 

consideration for neither the health providers nor the patients. As described 

previously, patient experience is largely based on cultural norms and practical 

norms as exercised by health care professionals [65]. Fortunately, there is 

evidence for remodelling the current micro-practices of power by health 

providers into effective, empowering, distributed leadership and supervision 

styles [61, 66, 67]. 

The health system and patient outcome related aspects of quality MNS care in 

eastern Uganda, indicate that patient satisfaction is also linked to salient cultural 

and practical norms as mentioned above. As highlighted in Chapter 5, receiving 

any form of care at busy outpatient clinics is viewed as a ‘bonus’ – satisfaction can 

be an easy to reach target to reach, when binary access to any form of care is the 

only judgement criteria. As such, return visits to health facilities for MNS disorders 

are found to be related to a mix of factors. These include, but are not limited to, 

the conceptualisation of the illness, illness impact and consequences, access to 

free medication, out-of-payments for alternative care, or recovery from illness 

(Chapters 6 and 7).  

Return visits are also in-part linked to the perceived received interpersonal QoC. 

As highlighted in Chapters 6 and 7, patient and/or caregiver autonomy and 

agency is an important determinant in choosing for themselves the best 

financially and emotionally viable options of care. Improvement in health 

outcomes, especially for chronic conditions like epilepsy, is also a factor enabling 

continued engagement with the formal health care system, as well as satisfaction 

with services received. In order to categorically comprehend the impact of MNS 

care on patient outcomes, the local health system not only needs improved MNS 

service provision through the local health system, but also better routine MNS 

data collection that can reliably capture and determine changes in clinical 

outcomes over time.  

Finally, we need to draw attention to one factor that consistently underpinned all 

aspects related to the availability and utilisation of quality MNS care provision; 

the issue of stigma. In almost all the Chapters related to our empirical findings on 
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MNS disorders, stigma and discrimination was a significant barrier to care. 

Whether it was towards patients in accessing care for perinatal depression 

(Chapter 6) and epilepsy (Chapter 7), or amongst health care professionals in 

providing MNS-related care to patients (Chapter 8 and 9), stigma was a recurrent 

phenomenon. This is in line with the historical and socio-cultural experiences of 

mental and neurological illnesses, not only in Uganda but also across the 

continent [7, 68-72].  

In this connection, it is important to consider how stigma can be a driver towards 

alternative pathways to care that continue to exist as part of the local health 

system, both alongside and in response to gaps within the public health system. 

By offering patient-centered alternative forms of care for MNS disorders, 

especially those which are significantly stigmatized, alternative systems of care 

continue to potentially remove the pressure on the public health system to meet 

this need [73]. It is thus critical to note the influence stigma holds and its far-

reaching powers in the Ugandan context, and is a topic that will be further 

discussed in section 12.3 in the revised conceptual framework. 

12.1.4 To what extent is the integrated provision of quality MNS 

care within primary health care possible in eastern Uganda? 

As Chapter 10 notes, the realisation of integrated primary health care (PHC), 

especially one that is inclusive of perinatal mental health and other MNS 

disorders, is yet to be achieved in Uganda. Many of the reported barriers, 

included: (i) the extent to which the health system is in need of and ready for 

implementation; (ii) the acceptability, appropriateness, and credibility of MNS 

disorders and linked care; (iii) the attitudes, knowledge, and beliefs of health care 

professionals; (iv) their skills and available training; (v) health provider motivations 

to change; (vi) district health system management and/or leadership styles; (vii) 

varied and complex MNS service user needs; (viii) adaptability and perceived 

advantage of integration efforts; and finally, (ix) the availability of financial 

resources. These findings are generally supported by two recent reviews [74, 75]. 

Since the last decade with the increasing call to arms for integration of MNS care 

into PHC both globally and nationally within Uganda [76-78], various MNS 

implementation and integration processes have been shown to effectively work. 

These include evidence-based models of task-sharing and collaborative care 

[79, 80]. Recent findings showcase that a variety of strategies facilitate the 
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implementation of task-sharing and collaborative care. These strategies include 

mobilizing community resources; focusing on psychological and 

psychoeducational interventions; engaging in advocacy, patient-centered and 

accountable care organisations; and strengthening the overall health care 

delivery system [81, 82]. 

There is much potential for use of lay counsellors or non-specialist workers to 

deliver psychological interventions in resource-constrained contexts across 

LMICs. Additionally they are relatively inexpensive and culturally transferable. 

Programs like the Healthy Activity Program for depression treatment in India hold 

much promise for MNS care delivery [83]. The Thinking Healthy Programme 

from Pakistan (a psychosocial intervention which uses non-specialist community 

health workers to deliver care for perinatal depression to women) is also a good 

example of effective task-sharing and cascaded model of training and 

supervision [84].  

Chapters 8 and 9 highlight some of the gaps in current service provisions, and 

also showcase the need for more integrated MNS care provision especially 

through PHC. Although more research is still needed to deduce optimal model 

and intensities of interventions, it is now known that it is possible to integrate 

locally-appropriate psychological interventions into routine maternal and child 

health care in sSA contexts [85]. Similarly, there is a significant need for improving 

access to existing anti-epilepsy treatments through front-line service provisions, 

especially in low-income countries, [86, 87]. The high prevalence of alcohol use 

and possible abuse, in Ugandan adolescents particularly, warrants urgent 

alcohol prevention, health promotion and intervention strategies at this level too 

[88]. 

Stakeholder recommendations urge for closing the remaining gaps in 

prioritisation and commitment of MNS health policies within both local and 

national health system landscapes, as well as the gaps in their implementation 

across PHC (Chapter 10). This would require prerequisite shifts in associated 

financing, sensitisation and awareness generation, as well as, perhaps most 

importantly, stigma reduction for MNS disorders. These shifts also need to be 

coupled by emphasis on the training and supervision of front-line health care 

professionals, on both fronts of technical and interpersonal aspects of care. 

Chapter 11 highlights, through the validated findings of our dissemination 
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efforts, that these needs are indeed warranted within the local health systems 

across Iganga and Mayuge districts.  

What has been said so far, are somewhat known issues in MNS studies. This 

thesis highlights these issues in the context of QoC specifically within an eastern 

Ugandan context. Moving towards developing practical solutions, one 

recommendation from participants was that of cross learning. Chapters 10 and 

11 point out to the potential of learning best practices from HIV/AIDS programs 

and interventions specifically [89]. Locally, HIV was known for innovative 

integrated care programs. Some of these programs addressed the double 

burden of HIV/AIDS and depression. For instance, the Prevention of Mother to 

Child Transmission clinics and their use of mentor mothers in peer-group 

support was often spoken of by participants. Such structures and interventions 

were locally believed to be of pertinence and success. The same level of 

perceived success is yet to be achieved for national tuberculosis and mental 

health screening programs [90]. This highlights that the provision of integrated 

MNS care into PHC is a need that transcends any one disease orientation or 

vertical health programme like HIV/AIDS, but rather it is necessary to augment 

and integrate MNS care alongside any and all other care provisions. 

12.2 HOW, AND IN WHAT WAYS, CAN LOCAL HEALTH SYSTEMS 

PROVIDE EQUITABLE QUALITY MNS CARE AND COVERAGE IN 

RURAL EASTERN UGANDA? 

In an era where there are repeated calls for integrated, person-centered, high-

quality systems of care [3, 16, 91], our findings from eastern Uganda indicate that 

it is indeed needed, possible and opportune to aim for the provision of equitable 

quality MNS care and coverage across local health systems in Uganda. In line 

with the findings of this thesis, several efforts need to be made in order to foster 

this development. 

The first is creating a local health system that is comprehensive, person-centered, 

and values quality care. This involves a fundamental paradigm shift in the ways in 

which health and illness are viewed and subsequently managed [15]. A recent 

study on patient-centered care conducted in the same context as this thesis, 

highlights that patients are largely unaware of their right to participate in the 

evaluation of health care. Additionally, patients’ expectations from receiving 



 

 

322 Chapter 12 

health care is still largely driven by biomedical and technical aspects of care 

provision. Patients must first and foremost be situated at the centre of care. They 

require empowerment to recognize their own health needs and rights, as well as 

to take responsibility for their own health. These changes may potentially allow 

us to create systems of care, in which health providers and patients work together 

to decide appropriate treatments and solutions [92]. 

Secondly, MNS health care systems have to become preventive, promotive and 

reactive systems of care provision, even in this context where cultural 

conceptualisations of MNS disorders vary. However, MNS disorders affect all 

people, across the lifespan; thus, implementing effective health promotion and 

prevention programs can lead to the decrease in the incidence of MNS 

disorders. By simultaneously focusing on building an efficient and quality MNS 

health care system in its treatment and research capacities, would mean that for 

those who need it, there would be a lesser burdened local health system through 

which to access MNS treatment and care. Thus, over the course of a person’s life, 

effective MNS health promotion and prevention would reduce the burden on 

the health system. This, in turn, could lead to ensuring effective quality treatment 

is accessible and available for those who need it [93].  

One of the most lauded mechanisms through which to ensure the delivery of 

accessible MNS care is through that of primary health care [74, 75, 77, 80, 94]. 

This would in essence consist of an integrated provision of basic packages of 

MNS care within the activity portfolio of multi-purpose (i.e., non-specialist) staff 

who work in primary care settings deep within the community. In eastern 

Uganda, this is particularly relevant. The peripheral health facilities (namely, 

health centres twos and threes) in these local health systems were found not to 

provide this integrated care. For most patients in these districts, Iganga District 

Hospital’s MHC acted as a de facto front-line point of MNS care, despite it being 

at district-level. Thus, there is an urgent need to bring some degree of integrated 

MNS care provision available at the level of these “lower” front-line points of care. 

Thus, we need to establish sustainable processes of health systems 

strengthening and care provision. This includes ensuring that the scale up of 

local health systems to improve access to MNS care and treatment is built upon 

evidence-based interventions. Moving away from previous models of specialist 

neuropsychiatric care provision, further efforts need to be made to decentralise 
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MNS care provisions through evidence-based models such as task-sharing and 

collaborative care [80]. Findings from this thesis support known barriers to 

integration of MNS care into primary care, and are described in detail in the 

previous section of this discussion. Nonetheless, it is important to remain critical. 

For instance, task-sharing is not a catch all solution for complex health systems 

problems especially in resource-constrained settings. Oftentimes the 

overburden on human resources means negotiating mindset changes in job 

descriptions and roles for lay health workers, general health care providers and 

specialist health care professionals, especially in this context where health worker 

overburden is a known phenomenon [95]. 

To maximize and better respond to this challenge of integration, the primary 

health care system in Uganda requires, at the very least: investment in PHC 

strengthening; recurring sensitisation, empowerment, capacity-building and in-

service MNS training for front-line workers; greater community-based and 

outreach mechanisms of care delivery; as well as effective use of the referral 

system to provide access to specialised MNS care as and when needed [57, 58, 

75, 76, 96-98]. Additional needs for creating such a holistic and integrated 

system of care, include, but are not limited to reducing the pervasive stigma of 

MNS disorders at all levels of the health system; addressing the social and 

financial needs of service users; and working together with alternative health care 

providers and systems of care such as traditional or religious healing [73, 75, 93].  

Furthermore, it will also be essential to ensure multi-stakeholder engagements 

throughout this process, in particular patients and communities. To ensure the 

success of any public MNS health program, or its integration, would require 

working with multiple stakeholders and consideration of their perspectives and 

priorities [99]. Participatory approaches aid in informing all sides of a local health 

system’s development, and ensure equal representation of patient, caregiver, 

family, community, various types of health provider, and policy-maker 

perspectives [17]. By doing so, would also include acknowledgement of local 

conceptualisations of actual MNS needs and concerns; as well as the expertise, 

knowledge and availability of both traditional and biomedical practitioners; and 

ensure adopting a cultural lens and ethical sensitivity of any MNS interventions 

[73]. However, this may mean that an LHS should be allowed the freedom to 

make informed decisions, set their own priorities, ensure adequate 

management capacity, as well as have control over their own (human, material 
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and financial) resources [100]. Within the scope of these contextual nuances, it 

may be argued that the LHS (and the decentralised district health system in 

Uganda) is best placed to start in addressing what is needed for equitable MNS 

health coverage [100]. 

Combining the scope for learning lessons from other health fields and their 

evidence-based practices, there is a lot of possibility to generate and transfer 

highly relevant knowledge into integrated local health system development and 

provision of quality MNS care. However, this provision of integrated health care 

need not be an all-or-nothing binary polarizing phenomenon [101]. In reflecting 

on how best to ensure integrated health care provision for both mental and 

physical health outcomes and attain universal health coverage (UHC) across 

them, it is necessary to draw lessons from other vertical health programs. These 

would include programs for communicable and chronic conditions like 

HIV/AIDS, developments in cancer treatment, maternal health, and child and 

adolescent health [102-105]. It has been reported that a majority of HIV/AIDS 

related stigma interventions have taken place across sSA [106]. Another study 

found that person-centered tuberculosis care interventions were practically 

absent from scientific literature [51]. Thus, lessons can be jointly learnt; not just 

for stigma reduction, but also in addressing the role of low-quality and non-

patient centered care provisions as influencing factors on co-morbid disease 

burden dynamics, as well as for best practices towards achieving UHC [102].  

In very recent years, the use of mobile, online, and other remote technologies are 

on the rise, with preliminary evaluations of their feasibility and acceptability for 

use in MNS treatment and care provision across LMICs. It still remains to be seen 

how these emerging technologies may help support MNS-related prevention, 

scale-up and integrated service provision within low-resource settings [107]. 

Similarly, sophisticated decision analytic approaches that can account for 

complexity have been successfully used in non-health sectors – they are now 

slowly also emerging in mental health research and practice. The use of systems 

modelling and simulation through interactive decision analytic tools, could for 

instance shine a new light on much needed transformations in international, 

national and local mental health system investments and integration [108]. 

Additionally, these advances in e-health can simultaneously empower patients, 

and slowly reflect shifts towards a more person-centered patient profile and role 

[109]. 
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Of course for any of these changes to take place, the case for financial 

prioritisation must be made at local, national, and international levels of 

persuasion. Currently, the global burden of MNS disorders comes at a great cost 

to the years of life lost to disability and the inability to work [110]. Research shows 

that globally, there would be balanced economic returns on any current financial 

investment towards the substantial burden of common mental disorders, due to 

the returns through productivity at work as a result of treatment [111]. Even if for 

no other reason, the economic advantages of such large scale global financial 

investments, clearly promotes the case for enhanced action to address the 

current burden of MNS disorders [112]. 

Additionally, the intersectional nature of mental, neurological, and substance-

use disorders cannot be forgotten. Closing the treatment gap for MNS disorders 

requires a broader shift in perspectives [113]. Larger systemic overhauls and 

health systems strengthening strategies that target both national level policy 

changes and local level service-delivery changes will be required [80]. It would 

also be beneficial in the long-run to focus on multi-sectoral collaboration. 

Addressing contextual and relevant social determinants of mental health can 

only be effectively achieved through collaborative reforms across the health, 

educational, social, and economic sectors [52]. Last but not least, from a larger 

international perspective, there needs to be more pronounced global advocacy 

and prioritisation, increased financial allocations and development assistance, 

and greater global political will towards MNS disorders to ensure equitable 

quality MNS care provision globally [114].  

Finally, it can be said that the provision of equitable quality MNS care and 

coverage at the LHS level in rural eastern Uganda currently suffers twofold. First, 

QoC is often compromised under severe resource-constraints and an already 

over-burdened health system. Second, MNS disorders and their care provisions 

are not sufficiently valued or prioritised enough in this context. Both of these 

outcomes are related to the complex interplay of many simultaneous factors as 

discussed till here. The combination of these two outcomes, means in 

consequence that formal MNS health care may not be currently available for 

those who need it due to the lack of accessible and equitable coverage, and for 

that which is available, the quality of the care cannot be guaranteed. 

Nonetheless, as highlighted in the discussions prior, there is much potential for 

change. The people, communities and local health systems encountered in this 
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thesis, were found to be incredibly resilient and open to change. Over time, there 

is much potential and hope for overcoming these challenges of ensuring 

equitable quality MNS care and coverage at the local health system level in rural 

eastern Uganda. 

12.3 REVISED CONCEPTUAL FRAMEWORK 

Chapters 2 and 3, respectively discuss the theoretical underpinnings and the 

variety of research approaches that were adapted and used within this thesis. 

These include Quality of Care (QoC) frameworks and a transdisciplinary, mixed-

methods, health policy and systems research (HPSR) approach. The initial 

conceptual framework of this thesis focused on answering the overall research 

question specifically from a QoC perspective, at the level of the local health 

system (see Figure 12.1). 

 

 

Figure 12.1 Original guiding conceptual framework for thesis 

 

The focus of this thesis has always been at the local health system level, as shown 

in the variety of stakeholders engaged methodologically throughout. 

Assessment included considering the characteristics of the district health system 

and alternative systems of care, as well as the communities within which they 

operate. The continuous use of multi-stakeholder engagement and taking into 



 327 Discussion & Conclusion 

account a variety of perspectives was a means to reflect the complexities of 

interaction between the local health system and contextual factors at play. 

However, this was only mentioned and not explicitly detailed or visualised in the 

original conceptual framework itself. 

In answering the overall and sub-research questions of this research, the results 

of this thesis have provided additional insights into the realities of ensuring 

equitable and quality MNS health care at the local health system level in this 

particular low-resource setting. This has consequently allowed for the 

adaptation, adjustment and refinement of relevant factors in this endeavour, 

leading to the development of a revised conceptual framework. Figure 12.2 

showcases the revised conceptual framework and highlights three important 

aspects that should be considered crucial in any efforts, especially in resource-

constrained contexts, towards providing quality MNS health care for all. 

 

 

 

Figure 12.2 Revised conceptual framework for thesis 
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During the course of this thesis, there were three primary considerations that 

necessitated changes in the visualisation of the theoretical framework. 

1. Incorporating alternate systems of care: There are several 

alternative systems of care that fall within the local health system but 

outside the formal district health system. They offer valid modes of care 

and social support to local communities. Our methodology did delve 

into alternative traditional systems of care, however, it was missing in 

the original conceptual framework’s visualization. In order to listen to 

and incorporate in the needs of the local communities and provide 

care that is patient-centered to meet those needs, a more proactive 

and tailored approach to inclusion is required. These shifts in inclusivity 

are essential if we are to become truly community-based, responsive, 

people-centered health systems.  

2. Identifying broader contextual factors outside of the local health 

system: The impact of larger-scale factors also need to be identified 

and incorporated further into the study of local health systems. Issues 

such as multi-sectoral influences at a national level (educational, social 

welfare systems, and labour markets for instance), gender norms, 

global/international funding and aid, all impact the prioritisation of 

health concerns, in terms of priority-agenda setting and allocation of 

financial and human resources. This is important, especially when 

considering the current impetus’ towards PHC and integrated high-

quality health systems. While this is receiving substantial attention 

currently in the global efforts towards universal health coverage, MNS 

health care must also find its way through policy and into practice by 

its integration into PHC. 

3. Recognising the role of stigma as an all-encompassing factor: This 

thesis recognised the role of stigma since the very beginning of study, 

since stigma is a well-documented factor when dealing with MNS 

disorders globally. Consequently, stigma as a concept was probed 

upon in our engagements with various stakeholders, and also formally 

explored as a topic guide in the qualitative portions of study. However, 

it is only when piecing all the portions of study together that the real 

role of stigma and discrimination comes to light. The fact that stigma 

was brought up in every study related to MNS outcomes in this thesis 
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showcases how strong a hold and central a barrier it is. Its dissolution 

through sensitisation and awareness generation can play an important 

role in ensuring equitable and quality MNS health care in similar 

contexts. 

12.4 METHODOLOGICAL REFLECTIONS AND VALIDITY 

From a methodological perspective, particular reflections are required in light of 

the both the subject matter under study, as well as the fact that real-world 

problems are full of social complexity and require pragmatic yet reliable 

solutions. 

Transdisciplinarity, Mixed-methods, and Health Policy and Systems 

Research 

Going back to the guiding methodological principles of this research (as 

outlined in Chapter 3), the applied nature of HPSR indicates that complex 

problems require real-world solutions, especially in LMIC contexts [115]. The 

greatest strength of this research lay in the use transdisciplinarity and mixed-

methods research, in addition to the HPSR lens. The processes of triangulation 

(whether it was tools, methods, and/or analyses), iteration and reflexivity, and 

continuous stakeholder engagement ensured that the findings presented within 

this thesis reflect a comprehensive and grounded picture of how a local health 

system in rural eastern Uganda responds and adapts to the challenge of 

providing equitable and quality MNS health care. These research approaches, 

including that of an active dissemination process, were fundamental in pushing 

for more detailed explorations of the local context; supporting stakeholder 

involvement and continuous engagement; advocating for greater policy 

dialogue at the micro, meso and macro levels of the health system; and last but 

not least, ensuring the rigour and quality of the overall research. 

Validity and generalisability 

In this instance, due to the combined research approach adopted within this 

thesis, validity refers to the extent that the representations and interpretation of 

our findings are meaningful and credible indicators of the content and constructs 

being measured [116]. As described in Chapter 3, a variety of measures were 

embedded within the overall research design to safeguard the internal validity 

of our findings. As described in the paragraph above, the transdisciplinary and 
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mixed-methods approach allowed for a grounded, multi-perspective 

exploration of the thesis topic. This subsequently allowed for the presentation of 

triangulated results and findings. Additionally, the process of dissemination used 

in this PhD project ensured that our findings were validated by the communities 

we worked with and in (Chapter 11). Additionally, the reflexive and iterative 

process of knowledge generation in this thesis, allowed for the original QoC 

conceptual framework to be adapted and refined to now reflect various micro, 

meso and macro levels of a health system when addressing the determinants of 

quality MNS health care provision in resource-constrained settings. While 

specific study limitations can be found within each chapter of the Findings 

Section, overall these measures and the triangulation of the variety of 

perspectives, acted as counter-balances to ensure that the thesis’ portrayal of the 

challenges of equitable and quality MNS health care in rural eastern Uganda are 

accurately represented and interpreted. 

External validity, or research generalisability, refers to the extent to which findings 

and conclusions are generalisable to wider populations and other settings. Due 

to the applied nature of this research, the aim of the thesis was never to provide 

large-scale generalisations, nor predictive and prescriptive recommendations 

based on our select findings in Iganga and Mayuge districts in Uganda. Rather 

the aim was to explore, understand, and provide suggestive indications 

regarding the mechanisms underlying the functioning of available MNS care 

provisions from within this case study of a low-resource sSA setting. The case 

study approach to our field study site allowed for exploring “a complex topic” 

within its real-life context through the concurrent use of different sources of 

information and data collection methods [117]. We acknowledge that the choice 

of the case study approach limits the extent to which our findings can be 

extrapolated to other contexts, both within and beyond Uganda. While the 

limited generalisability may be viewed as an identified limitation, the comparison 

of our findings with the global literature on QoC and MNS disorders, with an 

emphasis on similar sSA contexts, highlight many similarities and further 

opportunities for future exploration. Specific study limitations can be found in 

each of the peer-reviewed manuscripts in Chapters 4-11. As such, considering 

the small-scale nature and the limited resources of this PhD project, this thesis 

can also be viewed as a first stepping-stone towards knowledge generation and 

theory-building on equitable quality MNS care and coverage in sSA.  
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12.5 IMPLICATIONS FOR RESEARCH, POLICY AND PRACTICE 

Taking into account the key findings of this thesis, the subsequent adaptations to 

our conceptual framework, and the methodological approaches advocated for, 

it is important to highlight relevant implications for future research, policy 

development and implementation practices. This section discusses key 

implications and recommendations for researchers, policymakers, and 

practitioners interested in furthering the global MNS agenda. 

Implications for research 

Findings of this thesis indicate there is a substantial gap in MNS awareness, 

coverage and care provision in rural eastern Uganda. While it is acknowledged 

that MNS concerns are, slowly but surely, being addressed by the Ugandan 

national health agenda, there remain large gaps in MNS-related data and 

evidence-generation across the country [58, 118, 119]. Thus, improving our 

knowledge of MNS epidemiology, especially in low-resource settings, is a critical 

first step. It is only through improved data collection that we can further our 

knowledge of the known incidence and prevalence of MNS disorders across 

Uganda, and thereby hope to capture and present the true need and burden of 

MNS disorders. This is an essential first step to ensure adequate policy 

engagement within the country on MNS disorders and health care, and the 

creation of a supportive, integrated mental health care system in Uganda. 

The thesis further highlights the intersectionality of MNS concerns. There is a 

need for more research that focuses on complexity, especially in LMIC contexts 

where there is a dearth of data. This can include the study of the complex 

interplay of issues, such as MNS disorders, co-morbid physical health concerns, 

poverty, stigma, discrimination and social exclusion, the impact of resource-

constrained national and local health systems, and so on. A one-size-fits-all 

approach cannot and will not be able to do justice to this complexity. Both the 

revised conceptual framework proposed earlier in this chapter, and the 

proposed Four Domain Integrated Health framework (Chapter 10), provide 

theoretical platforms for future research. These may be of value in 

deconstructing the facilitators and barriers to improved QoC, the provision and 

uptake of MNS services, and integrated care provision in similar contexts across 

Uganda. Additionally, we believe that the revised conceptual framework and the 

Four Domain Integrated Health framework – if devolved from their current topic 
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matter of MNS coverage and care in low-resource settings – may have theoretical 

potential for exploring other health issues in other contexts and identifying their 

underlying mechanisms using this larger systems approach.  

This thesis also provides a procedural and methodological template for other 

researchers addressing complex health problems in similar low-resource 

contexts. This includes utilising a transdisciplinary and mixed-methods 

approach, which is proactively engaged in knowledge co-creation alongside 

relevant stakeholders and dissemination across the research process. There is 

much potential for knowledge uptake and transfer through this methodological 

combination, and we believe it should be advocated across public health 

research endeavours, no matter how large or small. Like-minded 

complementary research methodologies such as Realist Evaluation (a theory-

driven, grounded methodology) [120] or effectiveness-implementation hybrid 

research designs (which allow for simultaneous monitoring of clinical MNS 

outcomes and advancing research to support its care scale up) [121] would also 

benefit further advocacy and use in global MNS research. 

Implications for policy and practice 

In regards to the ever-demanding issue of health care policy and implementation 

gaps, Uganda is a country constantly at work. In the 10 years since the 

development of the National Policy on Mental Health, Neurological and 

Substance Abuse Disorders in Uganda [118], it has since been put forward to 

Ministry of Health (MOH). As far as known, its current status is as a draft policy. To 

complement this ongoing work, in 2017 the MOH published a Child and 

Adolescent Mental Health Policy guidelines document, which provides a 

framework for all relevant stakeholders to organize and deliver MNS services for 

children and adolescents in Uganda within the next 10 years [122]. Meanwhile, 

as Chapter 5 indicates, patient-centered care was specifically targeted within the 

MOH’s Health Sector Quality Improvement Framework and Strategic Plan [1] 

and Quality Improvement Methods manual [2]. Since then there has been a 4th 

National Healthcare Quality Improvement Conference in August 2017 [123]. It is 

likely that since the frameworks are valid till 2020, their effective implementations 

and progress are yet to be evaluated. These policy changes and development 

are highly relevant in a context where limited resources are of high demand. 

These developments showcase the progress for both MNS disorders and QoC 
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within Uganda’s policy-development and prioritisation landscapes. Thus, it is 

important to keep in mind to not being too hasty in our expectations, and that it 

takes time for sustainable change to occur. 

The proactive dissemination of field-based research, such as this thesis and its 

academic outputs for instance, can only serve to further aid this progress. 

Research outputs provide national and local government level engagements the 

tools for developing contextually-relevant evidence-based policies and ensuring 

their successful implementation on the ground. For instance, I am thankful that it 

was possible for me to present the overall findings of this PhD research in an oral 

presentation at the national level UHC Symposium on “Partnerships for Health 

Improvements across Governments and Societies at Local, National and Global 

levels” in August 2019 in Kampala, Uganda [124]. Advocating for research results 

at a national level platform, such as the 2019 UHC Symposium, provides 

opportunities for neglected fields of health to be brought forward, and in this 

case, brought light to the complex issue of ensuring quality MNS care and 

coverage in Uganda.  

Another plan for the continued translation of our findings is to inform policies and 

programming at the local and national levels in Uganda, as well as the regional 

and global levels with international stakeholder engagement – for instance, 

through the potential future applications of the revised conceptual framework 

and Four Domain Integrated Health framework. We anticipate that the Four 

Domain Integrated Health framework will be disseminated and communicated 

in the near future, in order to ensure it is given visibility for further application and 

testing. To help in achieving a more impactful translation of these evidence it 

would be necessary and highly recommended to include further in-depth 

engagements of local/regional stakeholders (such as field-based investigators, 

PhD students, universities, ministries of health) or with international/global 

institutions (larger academic or research-based networks and alliances, the 

WHO, and the like). 

In the same manner in which stakeholder engagement was a key concern 

throughout this PhD research process, the implications for the findings of this 

thesis also lie at that level. In the long-term, we must continue to advocate for 

awareness generation and stigma reduction for MNS disorders, resourceful task-

shared models of integrated MNS care provision through PHC, alleviating 
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poverty, and the need for cross-cutting horizontal and multi-sectoral approaches 

to health care delivery within local health systems across Uganda (which do not 

necessarily shun alternative, informal and localised systems of care). Community 

engagements need to be constantly strengthened; patients need be supported 

in their right to quality health care, and be encouraged to hold their local (sub) 

district health teams and policy-makers accountable in the health care 

programmes being implemented within their villages and towns. For district and 

national level policy-makers and change-agents to duly take notice of these 

issues, we must ensure that we have robust health information systems, to 

accurately convey the real life burden of MNS disorders in Uganda and thus 

ensure its prioritisation and integration into primary care systems. Simultaneous 

to all this, if Uganda is to truly set to achieve UHC, then the financial  and human 

resource prioritisation for quality MNS service provision is an absolute necessity, 

as is overall health systems strengthening within the country. Finally, if we are 

heeding the global call to build towards resilient, integrated, high-quality, 

people-centered health systems, then achieving and maintaining quality 

integrated health care and coverage through primary health care across Uganda 

needs to be at the forefront of this change.  

12.6 RECOMMENDATIONS 

In order to advocate for MNS-oriented, integrated, high-quality, people-

centered (national and local) health systems in Uganda, we propose the 

following recommendations that require future attention: 

I. First, there is a need for wide-spread engagements on stigma 

reduction and sensitisation activities, to ensure changes in negative 

attitudes towards MNS disorders across community, health provider 

and policy-levels across Uganda. Locally-relevant perceptions and 

conceptualisations of MNS disorders, and related help-seeking, need 

to be understood and accommodated for within the provisions of 

public provisions of MNS care in the country. 

II. Simultaneously, we need to ensure the provision of true estimates of 

disease and burden of MNS disorders in Uganda. Thus, the 

development of accurate, real-time health information systems will be 

critical in informing further MNS-related resource-planning exercises 
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and policy plans, both at the local health system and national health 

system levels in Uganda.  

III. Ensuring the quality of existing and future MNS services within the 

formal system of care needs to be prioritised within the national and 

district level agendas. From a patient-centered perspective, there is 

much to cross-learn from family medicine and HIV/AIDS programmes 

globally and within Uganda itself, that can help towards ensuring the 

provision of empathic, respectful care for all. 

IV. In order to further understand and explore issues related to integration 

of MNS care into primary health care (in particular, that of perinatal 

mental health into basic maternal health provisions), we strongly 

believe that the Four Domain Integrated Health framework (Chapter 

10) can be a useful tool. The framework offers an opportunity for 

furthering our understanding and exploring issues of integrated health 

care provision from multi-stakeholder and multi-system perspectives. 

Thus, further testing and development of this framework is 

recommended, both within other Ugandan contexts and beyond. 

V. Finally, we stand by transdisciplinary, complexity-driven, participatory, 

iterative methodological approaches that allow for closer engagement 

to grounded realities and practices. As Chapter 11 highlights, even 

“small scale” PhD projects, can be an inclusive effort in ensuring a 

rights-based approach to highlighting the voices of marginalised 

populations and communities.  

12.7 CONCLUDING REMARKS 

The growing burden of MNS disorders globally highlights a key research 

challenge. This thesis unveiled challenges in ensuring equitable quality care for 

mental, neurological and substance-use (MNS) disorders at the local health 

system level in rural eastern Uganda. Through the course of a transdisciplinary, 

mixed-methods research design, we followed an in-depth exploration of the 

gaps in knowledge regarding local conceptualisations of various MNS disorders, 

related help-seeking behaviours, the facilitators and barriers to quality MNS 

service provision, and how to best provide integrated mental and physical care 

through primary health care, all within the purview of quality of care within this 

context. 
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Key findings highlight that quality of care and patient-centeredness still require 

some time before they can be part and parcel of the Ugandan public health 

system. Advocating for patient rights and empowerment are first stepping 

stones in this regard. Stigma was a significant barrier to both help-seeking and 

the provision of care for MNS disorders in Uganda. Within this context, there exist 

many, often simultaneous, alternative pathways and systems of care, in addition 

to the public health system and its provisions of basic MNS care. The structural, 

technical and interpersonal quality of the MNS care that is available at the local 

health system level in Uganda can be improved, and it is recommended to cross-

learn from other existing health programmes such as HIV/AIDS that exist within 

the country.  

However, the systemic barriers of a resource-constrained health system must be 

addressed if we hope to create enabling environments in which non-stigmatised 

access to quality MNS care provision will become embedded into everyday 

Ugandan life. Thus, in order to achieve person-centered care across the lifespan 

by ensuring access to high quality, people-centered health systems, then both 

the study of and the sustainable integration of mental, neurological and 

substance-use care into general health care across Uganda, is a commitment that 

can no longer be delayed. 
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I would like to end this thesis with some short reflections. As a health psychologist 

and social scientist, it would be amiss of me to not include a chapter on 

introspection and self-reflexivity. I like to think of myself as a curious person, with 

a particular interest in human behaviour – in part due to my educational and 

working background, but also not least because of my personality. As far as I am 

able to, I usually try to reflect on my own positionality in my engagements with 

others, and how these may influence the interactions I have and any outcomes 

generated. In regards to this thesis and my PhD journey, I’ve had many a 

conversation with friends, family and colleagues on this topic:  

Who is Nandini Debapriya Priyadarshinee Sarkar? And how did all the many 

intersectionalities of me – a 30-something year old; a woman of colour; a 

relatively-privileged, highly-educated, grew-up-abroad, American-accented 

Indian; a psychologist; a former-medical student; a public health researcher; 

amongst other things – shape my PhD journey? 

One of the conditions of this Erasmus Mundus Trans Global Health (TGH) Joint 

Doctorate fellowship was that we PhD fellows were expected to be based in 

Europe, while conducting field work in a country outside of our home country. 

While it meant I would lose the opportunity to continue working with my (at the 

time) Indian mental health network, the TGH program offered the promise of 

global exposure to entire other contexts and unfamiliar health systems. I was 

fortunate to have a primary promoter, Prof. Dr. Bart Criel (at the Institute of 

Tropical Medicine (ITM) at Antwerp in Belgium), who had working relations and 

Institutional Collaborations with several health system contexts in sub-Saharan 

Africa. I remember a conversation between Bart and I, soon after I had moved to 

Antwerp, when we had discussed the possibility of my working on mental health 

in Rwanda. It was a exciting proposition for me at the time, considering the 

considerable progress Rwanda has made in regards to mental health in recent 

years. However, I felt it would have been difficult for me to conduct in-depth 

research with my limited knowledge of French which remains limited to 

conversational banter (notwithstanding complete absence of knowledge of 

Kinyarwanda).  

Instead we opted for Uganda, an English-speaking (though with many many 

more local languages), former British-colony in eastern Africa; with whom ITM 

already had a long-standing Institutional Collaboration through Makerere 
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University School of Public Health. Known as the Pearl of Africa, Uganda was my 

first exposure to sub-Saharan Africa, and what a pleasure it has been. Over the 

course of my PhD I have been to Uganda a total of 8 visits, ranging from two 

week-long stays to three months at a time. In total, I have spent almost a whole 

year’s worth of time living in either Kampala city, the capital of Uganda, or in 

Iganga, the rural eastern township where I did my field work.  

I would describe my experiences in Uganda as having been overwhelmingly 

positive. Working in Uganda, at times reminded me of home – that is, India. It was 

both familiar, yet simultaneously novel on most fronts. To this day, I believe 

Ugandans are one of the most friendliest and happiest people (and who express 

it so freely!) whom I have encountered. Uganda is also where I fell seriously ill with 

extra-pulmonary TB; Kampala city is where I was once robbed; Iganga town’s 

highway to Mombasa is where I had a boda-boda (motorcycle) accident – yet 

these instances are not why I remember my field work experience the way I do. 

Rather they are part of an overall PhD experience which has shaped me to being 

the grateful present-day researcher I feel I am today.  

Being a foreigner in Uganda had both its comforts and its challenges. There were 

several occasions I was confronted with being perceived as a Muzungu (white 

person), at others as a Muhindi (Indian person). Uganda’s history with Indians 

goes back to its colonial history, when the British brought over Indians to the 

African continent to help build the East African railway system; since the country’s 

independence in 1962, sentiments towards the locally-living Indian population 

have shifted back and forth. These include Idi Amin’s expulsion of Asians from 

the country in 1972, to their return to Uganda in the 80s and 90s, and with the 

Indian community now being a strong pillar in the country’s economy. 

I still remember clearly, the (multiple) times I was told I couldn’t possibly be 

Muhindi (not helped by my accent I am sure). Why not? “Because Indians 

wouldn’t talk to a Black like me” or “Indians are never as nice/kind as you.” Of 

course, converse sentiments were by far more prevalent, with many an easy 

rapport with no historical or racial tracing. Nonetheless, these experiences have 

greatly shaped me. Whether it is in appreciating cultural sensitivities or in 

recognising the way local populations may or may not perceive me, and how 

that may influence this research (or any research in my future) – the role of an 

outsider versus that of being an insider. 
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Kampala city is strikingly modern, and in the last few years of my engagements 

there, developing exponentially. Like many urban cities in India, luxury and 

poverty live side by side in today’s Kampala. That being said, poverty is always 

striking and humbling, regardless of where in the world you encounter it. We all 

know it is one of the main social determinants of health, and for mental health, it 

is the same. While homeless persons living with psychosis were not usually 

spotted on the streets of Kampala (they were most likely carted off to Butabika 

national psychiatric hospital in the city), they were indeed sometimes visible (yet 

figuratively unseen) on the main highway road of Iganga town. So what a 

pleasure it was to see the Mental Health Clinic at Iganga District Hospital 

functioning in the severest of resource-constraints. Working with the clinic was 

overall such a positive experience for me. This is despite the challenges, some of 

which were ethical in nature and I found myself being confronted in my role of 

researcher and what my boundaries for “interference” were. Yet, if I reflect back 

on my time spent with the staff and the visiting patients and their caregivers, and 

then answer my thesis’ main research, my gut response would be: There is so 

much possibility on the horizon... and it would be such a shame to not try to fulfil 

what is possible.  

Working specifically on the topic of perinatal mental health, made me reflect and 

introspect whether or not I would be prone to perinatal depression or even want 

children myself. It is through my field work that I have grown in my respect for 

women of all ages, who take on the responsibility of pregnancy, childbirth and/or 

raising children. These are experiences men may never truly understand, and 

even I am limited in my understanding of it – but my empathy and appreciation 

have no bounds. There was a point in data collection, when my field assistant 

came back from several back-to-back interviews with pregnant women and new 

mothers, all of which revealed cases of domestic abuse – it was a heavy 

debriefing session amongst our team. I will never forget the realities of the 

women we worked with. Whether on an every-day basis or in my research work, 

it will forever humble me to recognise and check my privilege. 

From a personal perspective, my father’s side of the family has a history of 

depression, alcohol- and substance-abuse, while my mother’s side offers 

diabetes and hypertension. In recent years, my father developed rapidly 

deteriorating dementia, and my mother was his primary caregiver. Through my 

mother, I see first-hand simultaneously the burden of caregiving as well as the 
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strength and beauty of resilience. When I was diagnosed with TB in the second 

year of my PhD, I personally got to experience the double burden of an infectious 

disease and depression. This is not to say, that one must experience the burden 

of MNS disorders first-hand to be able to understand, empathise or advocate for 

it. Rather it is reflected in my continued interest and desire to enact change in this 

field. 

In short, I would simply like to acknowledge the role the multitude of these 

experiences have had in shaping me during the last 5 years, for which I am 

grateful. In addition to being a more confident and rigorous researcher, this PhD 

journey has made me become an even stronger advocate for mental, 

neurological and substance health issues and concerns. 
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Summary 
Globally, one in four persons will be affected by Mental, Neurological, and 

Substance-use (MNS) disorders at some point in their lives. It is now a widely 

acknowledged fact that MNS disorders are a leading cause of global long-term 

disability and debilitation. Specifically in many LMICs, there is a large gap 

between the prevalence of MNS disorders and its care provision and use. The 

treatment gap can range from 76-85% of persons with MNS disorders, receiving 

either no care or improper care for their conditions. A linked concern arises from 

a quality improvement perspective with regards to the existing MNS care 

provisions that are provided through current formal and informal health systems 

in LMIC settings. In recent years there has been much progress towards MNS 

research, advocacy and interventions, yet there remains the continued need for 

context-specific understandings and situational analyses of the MNS needs and 

coverage in various contexts. This is critical if we are to globally, in the long-run, 

address the large unmet needs and treatment gap for MNS disorders, as well as 

break past the status quo of sub-standard public mental health systems, 

especially in resource-constrained settings. 

Like most sub-Saharan countries, Uganda – a low income country in East Africa – 

faces a growing double burden of diseases amongst infectious and maternal 

and child health issues, as well as emergent and persistent chronic conditions, 

including MNS disorders. Uganda has taken significant steps towards 

developing a national MNS health policy in the last decade, however, it still 

remains in draft form till date. Challenges remain in ensuring adequate 

integration of MNS health care into the country’s decentralised primary care 

system, especially at the local health system level which consists of district and 

sub-district health systems. In general, the quality of and access to MNS services 

remains low, which may be associated to systemic barriers of health care 

provision in low-resource settings and/or due to socio-cultural understandings 

of mental illness.  

The main aim of this thesis is to obtain insights into and explore the challenges 

of ensuring equitable quality MNS care and coverage at the local health system 

(LHS) level in eastern Uganda. Based on transdisciplinary, mixed-methods 

research, this thesis reflects four years of theoretical study and applied field work 



 

 

354 Summary 

in rural eastern Uganda. By doing so, we hope to contribute to further 

strengthening the case for sustained global efforts that strive towards patient-

centered, integrated and high-quality mental health systems of care for all. Based 

on this primary aim, the main research question was formulated to be: 

How, and in what ways, can local health systems provide equitable quality 
MNS care and coverage in eastern Uganda? 

Through the course of a transdisciplinary, mixed-methods research design, we 

followed an in-depth exploration of the gaps in knowledge regarding local 

conceptualisations of various MNS disorders, related help-seeking behaviours, 

the facilitators and barriers to quality MNS service provision, and how to best 

provide integrated mental and physical care through primary health care, all 

within the purview of quality of care within this context. 

The thesis is structured to provide an all-round exploratory analysis around the 

challenge of equitable quality MNS care and coverage in rural eastern Uganda, 

and is split into three sections: Introduction, Findings, and Discussion. 

The Introduction Section comprises of Chapters 1 – 3. Chapter 1 presents a short 

introduction to the thesis and the thesis outline. Chapter 2 provides the relevant 

background and definitions of key concepts within the thesis. These include, the 

status of MNS disorders in LMICs; the provisions of MNS services in LMICs and 

the role of local health systems within this; the status quo of MNS disorder in 

Uganda; and the concept of quality of care. This is then followed by a 

presentation of the key theoretical and conceptual frameworks that were used 

within the study to guide the overall research – namely, quality of care and 

patient-centered care. Chapter 3 discusses the thesis’ main research question, 

sub-questions and follow-through objectives. The chapter also describes the 

methodological approach and design that was used in the research 

undertaking. It also highlights the importance of research validity and primary 

ethical considerations within the scope of the thesis. 

The Findings Section comprises of Chapters 4 – 11, which present the findings 

from this PhD research. This section and the chapters within it are further sub-

divided into four parts.  

Part I is that of Setting the Scene. Chapter 4 is a scoping review of the concept of 

patient-centered care and its application in sub-Saharan settings. Chapter 5 
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further narrows this study to that of Uganda. Based on both policy analysis and 

active fieldwork, it focuses on a multi-stakeholder situational analysis of patient-

centered care in the specific context of the PhD fieldwork. 

Part II is related to the Conceptualisations and related Help-Seeking Behaviours 

of MNS disorders in this context. It reflects findings from the individual, family and 

community levels in eastern Uganda. Chapter 6 showcases community-level 

perceived illness representations of and associated help-seeking behaviours for 

perinatal depression – an MNS disorder which was seen as a “tracer” across the 

thesis to identify and explore underlying systemic weaknesses in the 

management of MNS disorders at large. Chapter 7 focuses on the variations in 

pathways to care chosen by caregivers of persons with MNS disorders attending 

a district hospital level mental health clinic. 

Part III presents findings on MNS Health Care and Service provisions in eastern 

Uganda. It reflects findings regarding the public health care delivery system in 

providing care for both perinatal health issues and general MNS disorders, with 

a quality of care lens. Chapter 8 highlights the complexities of providing patient-

centered perinatal health care at the local health system level. Chapter 9 presents 

a case study of a mental health clinic at district hospital level, in terms of its nature, 

utilisation and quality of MNS care being provided. 

Part IV focuses on the notion of Integrated provision of MNS care within this 

context. Chapter 10 theorises on integration of (perinatal) mental health into 

basic health care service provisions at the primary health care level. It considers 

multi-stakeholder perspectives on ensuring accessible, integrated MNS care 

especially through front-line services and the primary health care system. 

Chapter 11 discusses the dissemination efforts made during the course of this 

PhD research. It highlights the constant and iterative need for dissemination of 

findings as an active endeavour, especially in transdisciplinary research, and as a 

possible means of ensuring sustainable change in efforts towards the integrated 

provision of MNS care. 

Finally, the thesis concludes with the Discussion Section, which comprises of 

Chapters 12 and 13. Chapter 12 presents an overview of the key findings in light 

of the research questions, discusses them in relation to the background theory 

and guiding conceptual frameworks, and ends with implications and 

recommendations for future research, policy and practice. Chapter 13 rounds off 
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this thesis with some personal, methodological, ethical and conceptual 

reflections that were imperative to the creation, continuation and completion of 

this PhD endeavour.  

Key findings highlight that quality of care and patient-centeredness still require 

some time before they can be part and parcel of the Ugandan public health 

system. Advocating for patient rights and empowerment are thus first stepping 

stones within this context. It can be said that the provision of equitable quality 

MNS care and coverage at the LHS level in rural eastern Uganda currently suffers 

twofold. First, quality of care is often compromised under severe resource-

constraints and an already over-burdened health system. The structural, 

technical and interpersonal quality of the MNS care that is available at the local 

health system in Uganda can be improved, and it is recommended to cross-learn 

from the (both positive and negative) experiences of other existing health 

programmes such as HIV/AIDS. Second, MNS disorders and their care 

provisions are not sufficiently valued or prioritised enough in this context. Stigma 

was a significant barrier to both help-seeking and the provision of care for MNS 

disorders. This stigma can in turn be linked to the many, often simultaneous, at 

times competing, alternative pathways and systems of MNS care, in addition to 

the public health system and its provisions of basic MNS care.  

Both of these outcomes are related to the complex interplay of many 

simultaneous factors as discussed throughout the thesis. The combination of 

these two outcomes within this context, in consequence, means that formal MNS 

health care may not be currently available for those who need it due to the lack 

of accessible and equitable coverage, and for that which is available, the quality 

of the care cannot be guaranteed. The systemic barriers of a resource-

constrained health system, as well as sociocultural barriers, must be addressed if 

we hope to create enabling environments in which non-stigmatised access to 

quality MNS care provision will become embedded into everyday Ugandan life. 

Nonetheless, there is much potential for change. The people, communities and 

local health systems encountered within this thesis in eastern Uganda, were 

found to be incredibly resilient and open to change. Over time, there is much 

potential and hope for overcoming these challenges of ensuring equitable 

quality MNS care and coverage across local health systems in Uganda.  



 357 Summary 

In the long-term, we must continue to advocate for awareness generation and 

stigma reduction for MNS disorders, task-shared models of integrated MNS care 

provision through Primary Health Care, alleviating poverty, and the need for 

cross-cutting horizontal and multi-sectoral approaches to health care delivery 

within local health systems across Uganda (which do not necessarily shun 

alternative, informal and localised systems of care). Community engagements 

need to be constantly strengthened; patients need be supported in their right to 

quality health care, and be encouraged to hold their (sub)district health teams 

and policy-makers accountable in the health care programmes being 

implemented within their villages and towns. For district and national level policy-

makers and change-agents to duly take notice of these issues, we must ensure 

that we have robust health information systems, to accurately convey the real life 

burden of MNS disorders in Uganda and thus ensure its prioritisation and 

integration into primary care systems. Simultaneous to all this, if we are to truly 

set to achieve Universal Health Coverage, then the financial and human resource 

prioritisation of quality MNS service provision is an absolute necessity, as is 

overall health systems strengthening within the country.  

This thesis also provides a procedural and methodological template for other 

researchers addressing complex health problems in similar low-resource 

contexts. This includes utilising a transdisciplinary and mixed-methods 

approach, which is proactively engaged in knowledge co-creation alongside 

relevant stakeholders and dissemination across the research process. 

Finally, if we are heeding the global call to build towards resilient, integrated, 

high-quality, people-centered health systems, then achieving and maintaining 

quality integrated health care and coverage through Primary Health Care needs 

to be at the forefront of this change. In order to achieve person-centered care 

across the lifespan by ensuring access to high quality, people-centered health 

systems, then both the study of and the sustainable integration of mental, 

neurological and substance-use care into general health care across Uganda, is 

a commitment that can no longer be delayed. 
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