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ABSTRACT 

 

The research was about “Challenges Faced By Caregivers and their influence on Patients’ health 

recovery process At Mulago National Referral Hospital”. The goal of the study was  to highlight 

the challenges faced by Mulago National Referral Hospital patients and caregivers in order to 

provide viable alternatives for maximizing the caregiving resources available in Ugandan 

healthcare institutions. The cross-sectional research approach used during the study enabled the 

researcher to analyze the challenges faced by Mulago National Referal Hospital patients and 

caregivers. 

In this inquiry, the researcher used purposeful sampling. This is because the cross-sectional 

nature of the study required specificity in the selection of sample elementsStatistics gathered 

from the sampled caregivers at Mulago National Referral Hospital indicated that the problems 

pointed out by previous study findings still apply in the current situation. The results of this 

investigation indicated that caregivers encountered a variety of challenges, including the 

incapacity to care for patients and earn a living at the same time, the time commitment involved 

in providing care, the risk of depression and stress, the inability to get enough sleep while giving 

care, the frequency of financial issues related to providing care among others. 

Overall, the study's insights captured the actual circumstances that caregivers face when tending 

to patients or loved ones. That is, caregivers face a number of difficulties, including the inability 

to provide care for patients and earn a living at the same time, the time commitment of 

caregiving, the associated stress and depression, the inability to get enough sleep during 

caregiving, the frequent occurrence of financial difficulties related to caregiving among others.  

The study recommended the need for additional research on health insurance schemes.  

More research is required on the fundamental health curriculum and training paradigm for the 

general public. It is necessary to implement a fundamental health and first aid knowledge 

education model and methods of delivery because everyone has the potential to provide 

healthcare, whether at a medical facility or even at home.  
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CHAPTER ONE 

INTRODUCTION 

1.0 Introduction 

This  chapter will be sub divided into sections including ; background of the study, problem 

statement purpose or general objectives, specific objectives, research questions, justification of 

the study , scope of the study significance and limitations . 

1.1 Background of The Study 

SAGE (2022) defines a caregiver  as an individual without formal health training who works 

outside of a hospital, meaning that they are in a home environment rather than a hospital. 

Research from carers in India indicates that hospital conditions discourage patients from seeking 

timely care .Over 43.5 million persons in the US have given unpaid care to an adult or child in 

the past year, according to recent research done by the National Alliance for Caregiving (NAC, 

2015). The majority of carers are allegedly individuals who look after a spouse or partner. 

Although providing care for family members can be a truly rewarding experience, the carers 

frequently encounter typical difficulties that make them feel overburdened, nervous, or afraid of 

their responsibilities and these include; emotional and physical stress, lack of privacy, financial 

strain, depression, and isolation. 

According to SpringLink (2022), patients and carers in Ugandan hospitals face a variety of 

difficulties in accessing services, including financial strains, altered sleep patterns, and costs. In 

accordance with research conducted at Mulago, by GlobalHealth (2016) revealed that patients 

and carers face difficulties such as emotional burdens, lack of accommodations, lack of 

sanitation, insufficient health workers, finances, and recognition. Despite these difficulties, 

carersrecognise the significance of familial presence and set new standards for patient care by 

fostering the convenience of medical care in the privacy of their homes. 

1.2 Problem statement 

There is very scanty research about the influence of caregivers on the health recovery of petients. 

This is mainly because the concern of cregivers has received limited attention and mild interest 

from reserachers and health policy practitioners in Uganda (Owokuhaisa, 2022). The problem 

becomes more evident whereby  care givers are faced with key challenges that limit their ability 

to support the recovery of patienst. These mainly include; lack of basice health literacy, negative 

attitude and lack of support from heath practitioners, emotional challenges and financial burdens. 
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For instance, according to Vaca et al (2019), Uganda's public health system is suffering from a 

42% nurse deficit, with a 10% shortage at Mulago National Referral Hospital (MNRH), the 

nation's largest public hospital. This has had a significant impact on the country's health delivery 

services as health recovery oof patients is delayed. 

Such unnoticed gaps have jeopardized the healing processes of patients sine the quality of care 

recievd at the health facilities is so alarming.  The situation has been further worsendby  instead 

of promoting the health recovery of their patients, the health workers have deviated their focus 

on profiting rather than quick recovery of their petients (Kakumba, 2021). Consequently, 

caregivers are always compelled to prematurely flee the health facilities, fail to comply to the 

recommended treatment of their patients, resort to treatment abandonement leading to inevitable 

recovery relapses.  Some efforts have been put in place such as health care monitoring and 

supervision though less has been achieved through these means. There is a need for practical 

solutions to improve the quality of caregiving in Ugandan health facilities that includes effective 

discharge planning to guarantee a safe and orderly transfer from inpatient to outpatient treatment, 

improves continuity of patient care, and lowers readmission rates.Therefore, this research seeks 

to address pertinent challenges faced by caregivers in Uganda’s health facilities. 

1.3Purposeofthestudy 

The research aims to identify the difficulties that patients and their carers at the Mulago National 

Referral Hospital encounter and consequently, provide alternative workable solutions to leverage 

the caregiving services in Uganda’shealth facilities.  

1.4Specific Research Objectives 

1. To find out the challenges faced bycaregivers as they care for their patients at Mulago 

National Referal Hospital 

2. To  find out what causes these challenges  

3. To find out  what can be done to improve the patients health recovery process  

1.5 Research Questions 

1. What are the challenges faced by caregivers  as they care for their patients at Mulago 

National  Referal Hospital What is the relationship between health policy and caregiving? 

2. What are the causes of these challenges? 

3. What can be done to improve the patients health recovery process?   
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1.6Scopeofthestudy 

This section will essentially require to definitionof the parameters of this research, especially in 

terms of the geographical, content, and time scopes.  

1.6.1 Geographicalscope. 

The Mulago National Referral Hospital (MNRH) is situated in Uganda's capital city of Kampala, 

in the Kawempe North Division. Located on Mulago Hill, approximately 5 kilometers (3 km) 

north of Kampala's central business district, is Upper Mulago Hospital, also known as Old 

Mulago Hospital. 

1.6.2 Time scope 

The present study will take into account the patients and carers at Mulago National Referral 

Hospital, as well as the literature from all available sources regarding the difficulties faced by 

patients and their carers in Ugandan hospitals, as this topic has not been thoroughly researched in 

previous decades. Thus, this will last for four months in the final academic semester.  

1.6.3 Content scope 

With a case study of Mulago National Referral Hospital, the study will look at the difficulties 

faced by patients and their carers in Ugandan hospitals. 

1.7 Justification 

Although the underlying causes of many hospital issues that have negatively impacted these 

carers are not fully understood (MOH, 2020), the rise in death rates brought on by inadequate 

healthcare management and negligence, particularly in the majority of government health 

facilities, and the inescapable need for additional research as well as input into the development 

of policy have warranted the researcher's investigation of the difficulties faced by patients and 

carers. 

1.8Significanceofthestudy 

The study's findings will help policymakers around the world comprehend the difficulties faced 

by patients and their carers.  

It will also increase the researcher's knowledge and understanding of study variables, which may 

be useful to those especially when they are in the field or conducting additional research.  

The study's findings will also be used by other researchers who may be conducting similar 

research in the form of a literature review at various institutions of higher learning. 
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1.9 Limitations of the Study 

The findings of this study might vary if they were carried out in rural Ugandan hospitals and 

clinics as opposed to the metropolitan environment in which Mulago National Referral Hospital 

is situated. 

1.10Conceptual/Theoretical Framework. 

The research is guided by two variable categories; the independent and dependent varaibles. That 

is, the challenges faced by the careres/patients (emotional distress, lack of personal time, stress 

and depression) comprise the independent variables while the patient/caregiver’s well-being is 

the response/dependent variable. On the other hand, there is external interference from the 

intermediate variables especially government policy, health care system and economic situation 

which may cause changes in the dependent variable.  

INDEPENDENT VARIABLES DEPENDENT VARIABLE 

  

 

 

 

 

 

 

 

INTERMEDIATE    VARIABLES 

 

 

 

Source: World Economic Forum (2022)https://www.weforum.org/agenda 
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CHAPTERTWO 

LITERATUREREVIEW 

2.0Introduction 

The literature review process will be organized according to the order of the specific research 

objectives. In this section, the researcher will review a variety of literature about the study's 

problem of inquiry on the difficulties faced by patients and their carers.  

2.1The challenges faced by caregivers  as they care for their patients 

Hughes (2007) claims that when all factors are taken into account, the caregiver's missed 

earnings measured as the family's total income come at a high opportunity cost associated with 

the caregiving role. According to research to this research, carers' employment involvement rates 

are almost 20% lower than those of non-caregivers. If carers are working, they frequently select 

more part-time jobs and occasionally flexible work schedules. The caretaker frequently has little 

choice but to quit their work if the care recipients are unable to execute basic daily tasks, which 

frequently could result in dangerous situations. 

Office of Disease Prevention and Health Promotion (2022) emphasizes that being a carer is not 

easy. Furthermore, having a 24-hour schedule leaves little to no time for themselves. Many 

times, carers struggle with an upsurge of emotions that can be detrimental to their wellbeing. 

Stress from the mental and physical burden of caring for others is one typical emotion. It can 

seem like there is never enough time or energy to finish everything when the responsibilities 

mount up. Therefore, it should come as no surprise that they have lower rates of preventative 

health behaviour than people who are not caregivers (Haney, 2003). Carers who are under 

prolonged stress, especially in high-stress situations, are more susceptible to health problems and 

higher mortality rates from heart attacks and stroke. Anger, hopelessness, weight loss, or 

depressive feelings are often indicators of carer stress. 

Among the difficulties a family carer encounters are: Regulating their schedule. It is common for 

carers to discover that their own and other family members' time is diminished. both physical 

and emotional strain. The majority of emotional strain appears to come from caring for long-term 

illnesses like dementia or Alzheimer's disease. Absence of sleep. For a family carer, sleep 

deprivation can be a major problem because it frequently throws off the loved one's regular 

sleep-wake cycle. loneliness and depression. A family caregiver's risk of developing depression 
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is often elevated. Often, caring for others takes up so much of their time that they are unable to 

continue their social lives outside of the home (NAC, 2015). 

In the broader perspective, other than hospital alone, a study claimed that those involved 

expressed serious concerns regarding their financial situation (Riffin, 2017). They stressed that 

there could be financial difficulties when caring for an ageing parent at home. They said it might 

be challenging to strike a balance between their regular financial obligations and the costs of 

prescription drugs, medical supplies, and healthcare expenditures because these costs can add up 

quickly. The senior carer also stated that having to take time off or cut back on work hours in 

order to give sufficient care can result in a drop in revenue, exacerbating the already precarious 

financial predicament. 

Opposed to the previous findings, The underpayment of medical professionals, a shortage of 

medical professionals, a lack of necessary supplies and equipment in government hospitals, a 

lack of hospital beds, excessive costs, and limited access to healthcare, especially in rural areas, 

are some of the other significant issues facing Uganda's health system (Nabukeera, 2016; 

Ministry of Health, 2020). The results of the most current Afrobarometer study conducted in 

Uganda indicate that individuals' top concerns, which demand immediate government response, 

are related to health. The majority of Ugandans claim not to have received necessary medical 

care; this deficiency is most prevalent among respondents from the Northern and Eastern 

regions, rural dwellers, and the impoverished. Many residents who sought care at public health 

facilities had to pay bribes, and a sizable fraction had trouble getting care. 

2.2 The Causes of the challenges 

According to Owokuhaisa (2023), there is lack of  successful discharge from acute care settings 

to the community which is required coordinate and communicate between the healthcare workers 

the healthcare team and patients themselves. This transition of care represents one of the most 

vulnerable periods during an illness. Indeed, one-third of hospitalized older adults encounter 

more complications post-discharge, including reduced functional capacity, than at admission.5 

More so, about 5% of the older adults die during hospital admission and 20–30% pass on within 

one year after hospital discharge.4 Postdischarge deaths often times are more than in-hospital 

deaths. In addition, majority of post-discharge deaths occur at home, suggesting that the point of 
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discharge represents an opportunity for innovative interventions to improve health outcomes 

among older adults. 

Research findings by Komuhangi et al (2021) claim that  insufficient study has been done on 

providing care for people with non-communicable diseases. Larger studies are required to create 

and test interventions intended to support the needs of carers, as the majority of research has 

focused on small qualitative studies that are instructive for understanding roles, burdens, and 

contextually-specific features of care. The review uncovered recurring themes that should guide 

future research and interventions that are both well-targeted and contextually appropriate. These 

themes include the difficulties in providing physical support and gaining access to treatment 

services, the financial burden of care, the effects on mental and psychological health, and the 

experience of stigma. 

In view of the study by Lindt (2020), it was discovered that the length of caregiving and the 

degree of patient dependence are the most significant indicators of carer strain. Furthermore, the 

degree of dependency and, thus, the weight of care, are determined by the patient's behavioural 

issues and cognitive abilities. The course of a particular disease's condition and the attendant 

requirements for social support for the patient as well as the carer must be taken into 

consideration when designing interventions to reduce burden.The ageing of the global population 

raises the need for care and the cost of healthcare, which in turn causes a shift from formal to 

informal care. But not only is the pool of possible informal carers rapidly shrinking, informal 

carers themselves are bearing a greater weight of care. 

There are limits to how much carer policies (also known as "carer policies") can achieve to 

support people who provide care for others (Beach et al, 2022). Policies that do exist usually 

concentrate on easing the demands of the person being cared for or the burdens of providing 

care, rather than taking into account the holistic requirements of the carer that would allow them 

to thrive. Researchers contend that the way carer policies are now implemented represents a 

policy failure and calls for a review of carer support practices. Carer policies frequently focus on 

the needs of the care beneficiary as opposed to the provider. 

Researchers contend that the existing carer policies approach represents a policy breakdown and 

calls for a reevaluation of carer support practices. A more integrated and comprehensive 

approach to policy creation would be beneficial, especially in a global context, as it is in many 
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other areas of policymaking. The narrative surrounding carer policy needs to change from one of 

burden to one that supports the total well-being of those for whom caregiving is a primary 

responsibility (James et al, 2018).  

Furthermore, it is also claimed that long-standing advocates for carers, academics, and 

policymakers have drawn attention to the increasing and predicted difficulties posed by these 

demographic shifts (Shrestha, 2000). While some nations have made advances in identifying 

carers and putting legislation in place to support them, there are still issues with assuring 

consistency in various contexts and fostering positive results for carers. Inaction on the part of 

carer policies could lead to a concerning situation in the future, especially in lower- and middle-

income nations where the majority of older people reside. 

Keating (2021, PP. 611–30) claims that we can identify specific policies in each of our countries 

that aim to address these various need categories one at a time, but even when considering needs 

alone, we argue that carers are let down by such a fragmented approach. Considering 

McConnell's (2015, PP. 221–42) concept of policy failure, such 

meager program accomplishments are not sufficient to warrant a claim of success because the 

underlying objectives of improving the lives of carers don't seem to have been fulfilled. 

Nevertheless, this shows that policy objectives need to be reoriented to produce results that 

would get broad support from stakeholders. 

Although a large number of studies have examined the relationship between the burden of 

informal care and carers' well-being (Do et al., 2015; Schmitz andWestphal, 2015), little research 

has been done on the effect that changes in the availability of formal care have on carers' well-

being (Van den Broek and Crundy, 2020). Miyawaki et al. (2020) conducted an analysis utilizing 

a difference-in-differences technique with propensity score matching (PSM-DD) and nationally 

representative survey data to examine the effects of Japan's 2006 LTCI reform on the well-being 

of carers. They found that after the change, carers' self-rated health declined, and they had 

musculoskeletal pain, and depressed symptoms, highlighting the need for formal care for carers' 

overall wellbeing. Significant new information about the effects of less formal care on well-

being can be gained from the findings of Miyawaki et al. (2020). 

Opposed to the aforementioned discussions, despite an increasing body of research (Edwards et 

al., 2002; Rosenthal et al., 2007) on the effects of employment on different carer outcomes, few 
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significant conclusions have been drawn (Reid et al., 2010). According to Sims-Gould and 

Martin-Matthews (2007), sociologists have made contributions to the historical and societal 

understanding of this phenomenon, but studies about carer exhaustion (CEs) are primarily found 

in the fields of gerontological and family studies, with a focus on carer strain and burden. 

Although still small, our understanding of CEs is expanding (Fast and Keating, 2000; Fast et al., 

2014). 

2.3 What can be done to improve the patients health recovery process 
Kaye (2022) suggests that even if the financial load may occasionally be too much to bear, there 

are strategies to reduce some of the tension. Investigate the various financial aid programs first. 

The expense of treatment can be lessened with the assistance of government-funded programs 

like Medicaid, Medicare, and the Veterans Administration Aid and Attendance Pension. 

Structured Family Caregiving, wherein the family carer can be paid and get additional support, 

including training, has been allowed in several states. Utilizing tax credits created especially for 

carers, like the Credit for Caring Act, is an additional option to think about. Other tax credits are 

also provided by the IRS to assist with paying unpaid medical expenses; however, certain 

requirements must be fulfilled, such as caring for a dependent who is unable to care for 

themselves. 

Furthermore, if the care receiver qualifies, consider seeking assistance from local, community-

based organizations at the grassroots level to secure volunteers or a reduced-fee service(Village 

to Village Network, 2023). Even if your loved one might not want a stranger in the house, you 

can begin by spending the first few days with them when the carer comes to develop a routine 

and level of familiarity. Even though providing care can have a financial impact, it's crucial to 

keep in mind that there are solutions and resources available to lessen the load and free up your 

time so that you can concentrate and enjoy the entire experience. 

Michial(2022) proposes that in the event patients have received relevant education regarding 

their diseases, treatments, and risk factors, they are more likely to engage in good behaviours. 

Research suggests that individuals who participate actively in their care frequently experience 

better therapeutic results. Patients are more likely to participate in their continuous chronic care 

management when you educate them about their chronic diseases. Stressing the need of 

preventative treatment for long-term health and general well-being helps motivate patients to 


