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EXECUTIVE SUMMARY 
Objective: This study was aimed at examining the economic consequences and the coping 

mechanisms used by households affected by HIV/AIDS. There is concern that even with the 

provision of free Antiretroviral Therapy (ART); HIV/AIDS may exert negative economic 

consequences on People Living with HIV/AIDS (PLWHA) and their households. Households 

then come up with coping mechanisms in response to the economic burden of HIV I AIDS. In 

addition, social capital available to households may positively influence households' ability 

to cope with the economic burden of HIV I AIDS. 

Methods: This study was mainly quantitative in nature with a qualitative component to 

supplement the results obtained. The study included exit interviews with the PL WHA at the 

health facilities where this study was carried out. In addition, Focus group discussions 

(FODs) were carried out in both study sites. The study covered two sites including an lI1ban 

and rural site with a total sample space of 290 participants. 

Results: The direct costs of seeking care for PLWHA on ART were generally lower than the 

indirect costs in both the rural and urban area. However, there was a marked increase in the 

direct costs with particular reference to the direct medical costs in the period before the 

official appointment at the ART health facility. Transport costs and costs of special food 

contributed the highest proportion of non-medical costs for PLWHA who were on ART. On, 

the other hand, in response to the economic burden of HIV I AIDS, borrowing was the 

commonest coping mechanism used by urban and rural households. There was also a high 

source of social capital available to households affected by HIV I AIDS. This was shown by 

the high association between HIV I AIDS related service provision with community and non­

governmental organisations. 

Conclusion: Although free ART has significantly reduced the morbidity and mortality 

associated with HIV I AIDS, PL WHA are still faced with the economic burden of HIV I AIDS. 

Furthennore, PL WHA and their households lose income and time when they spend time 

away from work and other economic activities. There is also evidence that assistance froIp . 

relatives and friends has reduced but there is a significant contribution by community-based 

organisations and NOOs in helping PL WHA and their communities. 

'. 
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CHAPTER ONE - INTRODUCTION 

1.1 Background 

HIV/AIDS accounts for a fifth of the deaths in Africa making it the most significant 

cause of death in Africa and the fourth leading cause of mortality worldwide (World 

Health Organisation, 2003). In 2003, 42 million people were infected with HIV and 70% 

of these infections were recorded in Africa. In 2002, AIDS accounted for 3.1 million 

deaths worldwide, of which 80% were recorded in Africa. Twenty-six of the twenty-eight 

worst affected countries in the world were also found in Africa (WHO, 2003; Countinho, 

2003). This makes Africa a crucial point for HIV I AIDS interest worldwide with 

indications that about 8.7% of the adult population is infected with HIV (Whiteside, 

2002). There is also evidence that the HIV/AIDS scourge has left almost 30 million 

children orphaned, worldwide while 14, 000 new infections still continue to occur daily 

(Countinho, 2003). 

The Human Immunodeficiency Virus (HI V) was first discovered in the late 1970s but it 

was not until the early 1980s that the first cases were recorded and diagnosed (Gaffeo, 

2003). There are typically two variations of HIV. These include HIV-l, which is 

commonly encountered in the USA and all other parts of the world, and HIV -2, which is 

predominantly found in West Africa (Gaff eo, 2003). HIV is spread from one individuar 

to another when there is contact with the bodily fluids of the infected person. This leads 

to transmission of the virus from the infected person to the other. The HIV then 

progresses to Acquired Immunodeficiency Syndrome (AIDS), once an infected person's 

immune system has been compromised. AIDS does not manifest immediately. For an 

individual who has been infected, there may be a long gestation period of about 5-8 years 

before any opportunistic infections attack their immune system (UNAIDS, 2000; 

Whiteside, 2002). Whiteside (2002) points out that HIV I AIDS follows an S-curve, 

following the period after infection and before the manifestation of AIDS. There is a 

significant time lag between the infection of individuals with HIV and that time when a 

significant number of people in a community are reported as infected (Whiteside, 2002). 
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Thereafter a peak is witnessed in the number of HIV I AIDS cases reported, afterwards the 

peak starts to come down notably at the macro-level (Whiteside, 2002). There will be 

varying degrees and forms of AIDS peaks even within one country. This leads to 

variations in morbidity and mortality associated with AIDS in various communities 

(Whiteside, 2002; UNAIDS, 2000). Generally, HIV/AIDS has been mostly reported as a 

heterosexual phenomenon. Furthermore, there are various ways through which an 

individual can be infected by HIV. This may be through contact with infected bodily 

fluids, sharing of sharp objects with infected persons and through the mother to child 

transmission (PMTCT). There is recognition of the fact that HIV I AIDS occurs mostly in 

the economically active group of 15-50 year olds, who are usually the main bread 

winners in their households and the main supporters of their countries' economies (Piot et 

ai, 2007; Duraisamy et al, 2006). Unfortunately, the significant rate of morbidity and 

mortality associated with AIDS has negatively impacted on the productivity of the' 

individuals, countries' economies and the society at large (UNAIDS 2000). 

HIV/AIDS continues to be a major threat to the world. However there is now great hope 

for HIV positive individuals with the advent of Highly Active Antiretroviral Therapy 

(HAART). These life saving therapies have significantly reduced the rates of morbidity 

and mortality that previously characterised HIV/AIDS. These medicinal interventions in 

the form of Antiretroviral drugs (ARVs) come in various forms and combinations. These 

include both branded and generic forms and provide HIV positive individuals with a 

chance of a prolonged life and an improved quality of life as well (Gaffeo, 2003; 

UNAIDS, 2000). However, HAART is costly, requires life long adherence, frequent 

hospital check-ups, good healthy life style habits and proper dietary conditions. There is 

concern that HIV positive individuals may therefore require a high amount of resources 

for the rest of their lives so as to remain on these life saving therapies. Unfortunately that 

may not be a luxury that many people particularly the poor can afford, nor can most 

resource constrained governments afford to provide for all the people who need these 

therapies (UNAIDS, 2000). Although, most developed countries have managed to 

maintain a low HIV prevalence, many less-developed countries do not seem to have the 

kind of resources required to mitigate the negative consequences of HIV I AIDS on their 
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countries. This same phenomenon has been responsible for the increased levels of 

communicable diseases like HIV I AIDS and poverty in least developed countries. 

Subsequently, there is an inter-relationship between HIV I AIDS, other communicable 

diseases and poverty. There is evidence that HIV/AIDS makes households more 

vulnerable to poverty, even as poverty opens the gateway to a number of diseases that 

affect households (Whiteside, 2002). 

In the context of the Millennium Development Goals (MDGs), the United Nations (UN) 

World Bank and other multinational organisations like the, World Health Organisation 

and the International Monetary Fund formulated global targets. These global targets were 

generally aimed at achieving reduction in poverty and improving the standard of living 

for people all over the world. Goal number 6 of the MDGs is aimed at combating 

HIV/AIDS, malaria and other diseases. However in relation to HIV/AIDS, Goal 6 of the 

MDG s specifically involved target 7 that was aimed at halting and reversing the spread 

of HIV/AIDS by 2015 (WHO, 2007c). There was further commitment from the WHO 

with the 3 by 5 initiative that was aimed at providing ARVs to 3 million people by 2005 

(WHO, 2003). These commitments show that HIV/AIDS is a problem that requires the 

joint effort of all stakeholders in the world. These joint efforts are aimed at combating the 

negative impact of HIV I AIDS. This is because HIV I AIDS increases poverty and reduces 

the economic potential of a country and it also has negative effects on the household. 

The first AIDS case in Uganda was reported in 1982 (Uganda AIDS Commission 

Secretariat, 2002; WHO, 2003). Although it was highly suspected that there could have 

been earlier cases of AIDS that were possibly not reported. The National Resistance 

Movement government openly acknowledged the HIV/AIDS situation almost as soon as 

they came into power in 1986 (WHO, 2003). There was therefore high government effort 

directly and through collaborations with the private sector and non-governmental 

organisations to fight HIV/AIDS. These efforts lead to a reduction in the prevalence of 

HIV from its highest level of 30% in the early 1990's to 7.1 % in 2005 (WHO, 2003; 

Kanyamurwa and Ampek, 2007). The government of Uganda considered prevention 

strategies in its earlier fight against HIV I AIDS in Uganda. These strategies mainly 
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targeted young people, with the hope that they would delay their first sexual encounter. 

Fortunately with discovery of ART, the Ugandan government made efforts to ensure 

access to ART by most of those HIV/AIDS patients who were eligible who and initially 

fell in the priority groups (MOH, 2003). 

Anti-retroviral therapy, which was a break-through in the scientific fight against 

HIV/AIDS, is considered one of the main strategies to fight and manage HIV/AIDS. 

ART leads to a reduction in the mortality and morbidity associated with HIV/AIDS in 

Uganda. This has been possible through the increase in the numbers of people accessing 

ART (WHO, 2003). There were 1,000,000 people living with HIV/AIDS in Uganda by 

the end of 2005 and almost the same number of children orphaned to AIDS in Uganda. 

Although ART has been present in Uganda for the last to years, only (75,000) 34 % of 

those 190,000 people in need of ART, had access to it in 2005 (WHO, 2006). 

The majority of health facilities offering ART in Uganda are located in or near urban 

areas. This factor has restricted HIV/AIDS services to PLWHA with geographical 

proximity to the health facilities and those who are of higher education levels. Since 74% 

of the HIV/AIDS cases in Uganda are through heterosexual transmission (Uganda AIDS 

Commission Secretariat, 2002), more than one household member is likely to be infected 

in a given family. This is likely to increase the burden of HI VIA IDS on the household in 

terms of care and resources used to look after the affected members. This situation is 

further compounded by the fact that families of those infected with HIV I AIDS have to 

increase the number of children and people they look after, if infected caregivers pass 

away or are too sick to look after their households (Ntozi, 1997). This implies that the 

household is a very important unit of care for PL WHA and may face tremendous 

economic and social costs and consequences in the process. (Ntozi, 1997) 

Even in situations when a PL WHA has access to ART, there are other associated services 

that they need, which may not be provided by the health facility. There is need for CD 4 

monitoring, viral load testing, counselling, balanced diet, and transport to the health 

facility and other such services (MOH, 2003). However, there are currently cases where 
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organisations like The AIDS Support organisation (TASO) and Joint Clinical Research 

Centre (JCRC) offer most of the required services free of charge to their clients. 

Nonetheless, with reduced stigmatisation of PL WHA, more people are reporting for 

Voluntary Counselling and Testing (VCT). This implies that many more people who are 

found HIV positive and eligible will require ART. This has therefore put a strain on the 

amount and quality of services offered to PL WHA in Uganda (MOH, 2003). Therefore, 

health service providers have less capacity to cope with the number of people seeking 

HIV/AIDS related services. Subsequently, households may be increasingly spending their 

income on those services and medicines not available at health facilities. Therefore, 

HIV/AIDS may exert an economic burden on PLWHA who are on ART and their 

households. (Rosen et ai, 2007; Meyer-Rath and Ritcher, 2007; Duraisamy et ai, 2006). 

The burden of HIV/AIDS has not spared those PLWHA who receive free HIV/AIDS 

related services including ARVs. There are many reasons why PLWHA on ART may still 

face a high economic burden due to HIV/AIDS. In many instances PLWHA and their 

households face high direct costs and indirect costs as a result of HI VI AIDS illness. In 

particular, direct non-medical costs of transport to the health facility and special food 

may place a high burden on households (Duraisamy et ai, 2006). In seeking care, 

PL WHA may have to incur high costs on both health care and non-healthcare related 

costs in between their official appointments at the ART clinics (Rosen et ai, 2007). This 

is because appointments to the ART clinics are usually, every after one or two months 

(Rosen et ai, 2007; Meyer-Rath and Ritcher, 2007). Therefore although patients receive 

free HIV I AIDS services, they may still have to handle their own expenses, even on 

health care related expenses when they fall ill, before their official appointments. 

On the other hand, households affected by HIV/AIDS are faced with the burden of high 

indirect costs, which may impoverish them and lead to depletion of their income. The 

opportunity costs associated with HIV I AIDS are not only restricted to the PL WHA but to' 

other household members who look after them when they are ill (Sauerborn et ai, 1996; 

Ntozi, 1997, Rosen et ai, 2007). The indirect costs of seeking care for HIV/AIDS may 

involve loss of time for patients and caregivers away from work and therefore a loss in 
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income and earnings. On the other, the indirect costs of HI VIA IDS lead to exhaustion of 

assets and income for households to cover the costs of the illness (Ntozi et aI, 1997; 

Ganyaza-Twalo and Seager, 2005). 

Subsequently, when households are faced with the burden of HIVI AIDS, they come up 

with responses to mitigate the negative effects on the household (McIntyre et aI, 2006). 

Households employ different coping mechanisms in response to direct or indirect costs 

(McIntyre et al, 2006). These factors may include the household size, length of the illness 

and the amount of resources including social capital that is available to the household. 

The types of coping mechanisms that households employed, included adjusting their 

consumption patterns, borrowing money, selling assets, diversifying their income, labour 

substitution and receiving gifts (Mutyambizi, 2002; Russell, 2005). The social capital 

available to a household is also likely to influence a household's ability to counter the 

burden of HI VIA IDS (Gilbert and Soskolne, 2003; Holtgrave and Crosby, 2003). 
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1.2 Problem Statement 

HIV/AIDS has placed a high economic burden on households. Households increasingly 

have to incur high costs in the care and support of household members living with 

HIV/AIDS. These costs can be divided into direct, indirect and intangible costs. This 

burden is even more critical for poor and disadvantaged households. These households 

have to spend larger proportions of their income on health care as compared to richer 

households. It is of concern that households still have to incur high costs, even when 

ARV s are being provided free of charge to many HIV positive individuals in Uganda. 

The problem of high health costs is further aggravated by the epidemiological trend that 

HIV/AIDS takes on. That is in the case that a couple is infected with HIV/AIDS, then it 

is also likely that their unborn children are likely to contract the virus as well. 

Furthermore, as most ART centres are located in towns, they are likely to benefit only a 

proportion of those households who need these drugs (MOH, 2003). Those who are able 

to seek ART are faced with high medical costs of related services and for ARVs in some 

instances. Another important category of cost is the high opportunity costs (or indirect 

costs) of seeking care and caring for patients. These costs include days of work lost for 

both the patient and those looking after them. Households affected with HIV/AIDS also 

face prospects of substituting essential needs to pay for their health care. 

Patient costs lead household to identify responses to the burden of HIV/AIDS, which are 

usually referred to as "coping mechanisms". These responses seek to mitigate the 

negative effects of the burden of disease. Households adopt a variety of coping 

mechanisms, some of which leave the households worse-off than they were before, both 

economically and psychologically. These household responses are usually adopted in the 

context of the community, which may be a source of social capital for households. 

Social capital may be an important source of financial, social and emotional support for 

households affected by HIV/AIDS. The costs imposed on households by ill-health and 

the coping mechanisms that they use are a source of concern especially given the long-
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There are few studies that have tried to analyse the costs incurred by households affected 

with illnesses like HIV/AIDS and the coping mechanisms developed by these households 

in coping with this burden. However, there is no known study that has specifically 

investigated the economic burden of HI VIA IDS on households in the period of provision 

of ART in Uganda. The era of provision of free ART in Uganda is particularly important 

for this research because it requires life-time adherence. This implies that households of 

HIV/AIDS patients have to bear the economic burden for a long period of time. 

1.4 Study Aim 

To analyse the economic consequences and coping mechanisms used by households 

affected by HIV/AIDS in Uganda. 

I.S The study objectives 

The objectives of the study are: 

1. To determine the direct and indirect costs of seeking healthcare for households affected 

by HIV/AIDS. 

2. To analyse the coping mechanisms used by households of PL WHA P in relation to 

seeking health care. 

1.6 The subsidiary objectives of the study are: 

3. To describe the socio-economic and demographic characteristics of households 

affected by HIV I AIDS and how these influences the coping mechanisms they use. 

4. To describe the role that social capital plays in the coping mechanisms that households 

use to respond to the economic burden of HI VIA IDS. 

5. To obtain patient perspectives on the economic burden of HIV/AIDS and the coping 

mechanisms they employ in response. 
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term or chronic nature of HIV I AIDS. There is also concern that the role of the 

community in providing both social and financial assistance to the households is not so 

strong any more. There is a trend of individualism, which has led to break. down in the 

social capital in many societies, citing a particular example of the United States of 

America (putman, 1996). These facts have left households with less help from the larger 

community and therefore bear the burden of caring for HIV/AIDS patients. Therefore, 

this study seeks to examine the burden of HIV I AIDS on households with PL WHA who 

are receiving free ART. There is an interest to look at the coping mechanisms, if any, that 

these households employ in light of costs that they may when they seek care for 

HIV I AIDS. Indeed, there is also an interest in whether social capital plays a role in the 

coping mechanisms used by households affected by HIV/AIDS in Uganda. 

1.3 Rationale for the Study 

HIV/AIDS is a chronic condition and like many chronic conditions it requires a vast 

amount of resources and care for those affected. HIV/AIDS is no longer a life sentence to 

those infected, given the invention of ART. However, HIV/AIDS still poses a serious 

economic burden and possible impoverishment for affected households. The household is 

the most important unit of care and support for people living with HIVI AIDS (Nhongo, 

2004). Thus, households have to bear the burden of disease for the time the HIV/AIDS 

patient is on treatment and whenever they fall sick. This, for the households affected 

requires a large amount of resources both financially, socially, emotionally and 

physically. This study seeks to analyse the burden of HIV/AIDS on the household as a 

unit of care. The study also seeks to examine how households respond to this burden and 

subsequently how they cope with HIV/AIDS. The study also seeks to describe briefly the 

role that social capital plays in the coping mechanisms that households respond with. 

This research is particularly focusing on the burden of HIV/AIDS on households in the 

era of provision of free ARVS. This is the first study that attempts to put into perspective 

the coping mechanisms that households employ in response to the economic burden of 

HIV/AIDS on PLWHA who are on free ART and their households. 
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CHAPTER 2- LITERATURE REVIEW 

2.1 Introduction 

This section was aimed at providing information from literature on the economic burden 

of HI VIA IDS, household coping mechanisms and the role of social capital in this process 

of coping. Therefore this section was aimed at achieving the following three objectives as 

listed below. 

)- To present and discuss the literature available on direct and indirect costs of the 

economic burden of HIV I AIDS for households 

)- To analyse the literature available on the coping mechanisms that households 

employ in response to the economic burden of illness that they face. 

)- To provide a general idea on the role that social capital may play in providing 

financial and social support to households faced with the burden of illness. 

2.2 Theoretical Literature 

2.2.1 Economic Burden, Direct and Indirect costs of Disease 

When households are faced with disease or ill-health of one or more of their members, 

they often have to incur high costs. These costs can be differentiated into direct and 

indirect costs and these make ill-health very costly especially for poor households. Direct 

costs for the household are associated with seeking medical care and any other services. 

related to the health condition of the patient (McCrone, 1998; Russell, 2005). 

Direct costs can be differentiated into direct medical and direct non-medical costs of a 

disease or illness that a household faces. Direct medical costs refer to the cost of 

HIV/AIDS services and are not restricted to the medicinal expenditure only but also to 

direct costs of other associated medical services. In the case of HIV/AIDS, these services 

may include those things that an HIV-positive individual requires once on ART, such as 

CD4 count monitoring, viral-load counts, and treatment for opportunistic infections 
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(TO I). There are also some important direct non-medical costs including travel costs, 

costs of special food, caregivers' costs and costs of queuing at the health facility. 

On the other hand indirect costs involve the opportunity cost of seeking health care. This 

implies activities (and their monetary value where possible) that have to be given up in 

order to seek care. Indirect costs may include the loss of days worked and wages, the cost 

of a caregiver who may give up an economic activity or school to look after the patient. 

In deriving the cost of illness, intangible costs may also be considered, however these are 

usually complicated to calculate or to express in monetary terms. It is therefore important 

to consider the appropriateness of expressing intangible costs in monetary terms. 

Intangible costs may include the psychological burden of disease and all other emotional 

aspects related to the burden of disease (McCrone, 1998; Wyss et ai, 2004; Russell, 

2005). 

There is variation in relation to the calculation of indirect costs associated with health 

care but there are generally three approaches used including the "human capital 

approach", the "willingness to pay" approach (Drummond, 2005; Jefferson, 1998) and 

the "foregone earnings" approach (Glied, 1996). These measures are calculated in 

different ways and will lead to different approximations for indirect costs. 

The human capital approach involves placing a monetary value on a human life; this 

approach can be used to estimate the value of an individual to his community according 

to the amount of income he/she earns. This approach has been used to measure the value 

of health interventions, by looking at how much an individual earns when in good health 

as a result of a health intervention (Drummond, 2005; Jefferson et al, 1996). Therefore 

the difference in income with and without the intervention will approximate the value of 

the intervention. However, this approach has its shortcomings. These may include the 

differences in wages due to differences in bargaining ability and attaching monetary 

value to human life, which the welfare economists have argued as being morally wrong 

(Drummond, 2005). 
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The willingness-to-pay approach is a type of contingent valuation method used in health 

economics. In this approach an individual is expected to express their highest 

willingness-to-pay for a service. This is then taken as the value that they place on that 

service. The individual is faced with a theoretical market scenario in which they try to 

picture themselves so as to simulate a real life situation (Drummond, 2005). In this 

approach an individual makes an unambiguous choice between alternatives based on the 

amount he would be prepared to pay for them (Drummond, 2005; Jefferson, 1996). This 

approach has also been criticised for one main reason that an individual's willingness to 

pay may be influenced by their ability to pay. This is a serious criticism that stems from 

the fact that this approach uses hypothetical examples to elicit an individual's preference 

between alternative choices. 

The third approach used in health economics to measure indirect costs is the foregone 

earnings approach, which stems from economic concept of opportunity cost. In this case, 

costs are considered in terms of the alternative use for which those resources could be 

used for. This implies, therefore that resources are limited and yet the needs to which 

these resources can be allocated are endless (McCrone, 1998). Therefore an individual is 

faced with competing alternatives to which he should allocate resources and he will 

choose the best alternative based on the its urgency and the utility he experiences from it 

as compared to the next alternative that he gives up (Jefferson, 1998; Drummond, 2005; 

McCrone, 1998). Concretely, the foregone earnings are measured as the days of work 

missed and the value of other activities that the patient gives up to seek health care. 

In summary, this study was undertaken from the household perspective and therefore all 

costs will be calculated from this perspective. The direct costs included both the direct 

medical and non-medical costs. On the other hand, indirect costs are mainly the 

opportunity costs of activities foregone by the PL WHA and their caregivers due to ill­

health associated with HIV/AIDS (McCrone, 1998). Drummond and colleagues (2005) as 

well as Glied (1996) explain that both the human capital and willingness to pay estimates 

of the indirect costs give rise to errors, which are more difficult to eliminate. On the other 
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hand, foregone earnings are simpler to calculate and can give rise to suitable measures of 

indirect costs, if they are used with prudence (Glied, 1996). 

2.2.2 Household Coping Mechanisms 

A number of studies have analysed the costs associated with ill-health, the world over, 

however very few shed light on the coping mechanisms that households use to respond to 

these costs. There is even less information on the success or failure of these coping 

mechanisms in mitigating the negative effects of the burden of disease (Wyss et aI, 2004). 

Coping as a theme in research has been used to refer to the different responses of 

individuals and households to different negative events in life. There is therefore a need 

to clarify the definition of coping as envisioned by this study. As explained by Pearlin 

and Schooler: " ... by coping we refer to things that people do to avoid being harmed by 

life-strains. At the very heart of this concept is the fact that people are responsive to the 

forces that impinge upon them ... " (Pearlin and Schooler, 1978:2. Yet again Pearlin and 

Schooler (1978) went on to define coping as to: " ... refer to any response to extemallife-

strains that serve to prevent, avoid or control emotional distress ... " 

Household coping mechanisms may be classified as short or long-term and this is in part 

influenced by the length of the disease and frequency of occurrence. In the case of 

HIV/AIDS both short term and long-term coping mechanisms may be employed. This is 

because the disease can be acute due to opportunistic infections and chronic in nature 

especially with increased life expectancy while on antiretroviral drugs. The concept of 

coping can be traced back to the neo-liberal economic days (Rugalema, 2000). In those 

days, households responded to calamity depending on how well informed they were of 

the situations they faced. Households usually followed similar patterns in their responses 

to calamity and the burden of illness. For example, they altered their basic needs' budgets 

to meet these changes (Rugalema, 2000). Recent studies suggested that among the most 

affected needs is the expenditure on food and followed closely by education budgets 

(WHO, 2oo7a). In the analysis of household coping mechanisms, various studies have 

~en on different perspectives and implementation of coping. Carver and colleagues 
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(1989) tried to analyse two aspects of individual coping in relation to stress. Individuals 

under stress employed problem-focussed coping and emotional-focussed coping. Pearlin 

and Schooler (1979) also agreed that coping is a multidimensional concept that looks at 

the social and psychological aspects of coping at the household level. 

Households will commonly employ coping mechanisms that entail exchange of financial 

and non-financial assets for some monetary or non-monetary value (Mutyambizi, 2002; 

Russell, 2005). Households may use different coping mechanisms in response to the 

different aspects of cost of illness on them. For example, Russell (2004) reports that, 

" ... . several studies have identified household coping strategies in response to illness and 

some have categorised these distinguishing between strategies that deal with direct costs 

(e.g. borrowing), and indirect costs (intra-household labour substitution), and between 

cost prevention strategies (ignoring illness, non-treatment, and cost management 

strategies (borrowing, selling assets, labour substitution). " 

Some of the approaches used to mitigate the negative effects of burden of disease are 

labour substitution within and among households, borrowing and reduction of their basic 

consumption budgets. It has also been suggested that some households respond to illness 

by doing nothing proactive to shield themselves from its negative consequences. 

(Mutyambizi, 2002; Russell, 2005). In the case of the burden of HI VIA IDS, households 

may 'do nothing' by not actively seeking any prophylaxis or ART depending on the' 

patients HIV I AIDS progression. The characteristics of a household influence their ability 

and the type mechanisms they use to cope with illness (Sauerbom et al, 1996). The 

coping mechanisms that households employ frequently depend on the size of the 

household, constitution of the household, asset base, type and length of the disease and 

also on the recurrence of the disease (Sauerbom et ai, 1996). 

2.2.3 Social Capital 

Social capital may play an important role in the choice and success of the coping 

mechanisms that households employ to respond to the burden of illness. Like many social . 

science oriented concepts, social capital has been explained differently by different 
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authors. Putman (1996:114) explained social capital as those " .. .features of social life, 

networks, norms and trust that enable households to act together more effectively to 

pursue shared objectives ... " Social capital is closely related to how members of a 

household, community or social networks depend on their shared trust, solidarity, support 

and team work (Holtgrave and Crosby,2003; Gilbert and Soskolne, 2003). 

Gilbert and Soskolne (2003) carried out a study on self-assessed health on the social 

differentials in Soweto. Soweto is the biggest black township in South Africa. In their 

analysis, Gilbert and· Soskolne (2003) report that the number of relatives and friends has 

no significant effect on the ill health of individuals however, the number of contacts with 

relatives and friends is what positively influences the health of family members (Gilbert 

and Soskolne, 2003). 

The definition for social capital varies widely from study to study. Nevertheless, it is 

believed that social capital has a positive impact on the health of an individual (Gilbert 

and Soskolne, 2003; Ntozi, 1997). The authors are very clear that any meaningful study 

on the inequalities in health research should include analyses on the impact of social, 

economic and physical setting or their lack there-in on health care (Gilbert and Soskolne, 

2003). 

2.3 Empirical Literature 

2.3.1 Introduction 

This section was aimed at reviewing the literature to provide evidence on the economic 

burden and coping mechanisms used by households affected by HIV/AIDS and other 

potentially catastrophic diseases like tuberculosis and malaria. This section also aims at 

bringing to light, major research gaps as they relate to the burden of HIV/AIDS on 

households. In order to cover the issues which emerge from the literature, this section 

was subdivided into various themes as they pertain to the burden of illness and coping 

mechanisms used by households in response to illness. The identified themes include 

direct, indirect costs of illness and the relationship between HIV/AIDS and poverty. 
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There are also themes on coping mechanisms, social capital and the provision of free 

ART and its challenges. It is important to consider the interaction between illness and 

poverty, especially for poor households. 

There is a correlation between ill-health and impoverishment of households especially in 

developing countries (Russell, 2005). There are particularly three diseases including 

HIV/AIDS, Malaria and tuberculosis that contribute to the highest proportion of 

catastrophic payments for ill-health in households (Russell, 2005). There is therefore a 

need to study the economic costs and consequences of diseases like malaria, HIV/AIDS 

and TB and to look at the coping mechanisms that low-income households employ to 

deal with them (Leonard, 2005, Russell, 2005). In analysing the cost of various illnesses 

on individuals and households, various studies considered either direct or indirect costs or 

both (Hutchinson et aI, 2006; Duraisamy et al, 2006; Rosen et aI, 2007 and Akenso­

Okyere and Dzator, 1997). Similarly, coping mechanisms and social capital have been 

considered in various ways by different studies. The different studies on coping have 

approached this subject matter from different perspectives. For example, some studies 

have looked at coping with illnesses (Russell et aI, Leive and Xu, 2007). However some 

other studies have looked at the emotional aspect of coping with stress (Carver et al 1989; 

Pearlin and Schooler, 1978). However, only a hand full of studies have attempted to 

study the influence that social capital has on the coping mechanisms used by households 

(Gilbert and Soskolne, 2003; Ntozi, 1997) 

2.3.2 Direct Costs associated with lliness 

The direct costs of illnesses can be looked at as those costs incurred by patients that they 

pay for explicitly using their own money. The direct costs of illness can further be 

categorised as medical related costs and non medical costs (Hutchinson et aI, 2006; 

Duraisamy et aI, 2006; Rosen et al,). This indicates that due to the burden of disease a 

household may incur direct medical costs related to the illness or direct non-medical costs 

incurred as a result of other costs associated with falling ill but not necessarily the illness. 

The direct medical costs of illness may include the cost of medicines, laboratory tests, 

consultations, household health care related purchases and supplements. On the other 
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hand, direct non-medical costs include transport and special food (Akenso-Okyere and 

Dzator, 1997; Duraisamy et aI, 2006). Households and individuals may be impoverished 

due to low resources with which to seek healthcare. This may be as a result of the cost of 

transportation to the health facilities and the cost of special food required in improving 

and maintaining nutrition (Piot et aI, 2007). The direct non-medical costs that households 

incur are important to study because they can hinder households from seeking care even 

in cases where the healthcare for a particular illness is provided free of charge (Akenso­

Okyere and Dzator, 1997). Therefore illness of any kind may negatively influence the 

productivity of a household by leading to losses in income and earnings. In a bid to 

inform public policy, Akenso-Okyere and Dzator (1997) sought to understand the direct 

and indirect costs of seeking healthcare for malaria in Benue state in Nigeria. The study 

found out that malaria affected both the physical and emotional wellbeing of the 

households in question (Akenso-Okyere and Dzator, 1997). Furthermore, ill-health due to 

malaria led to both financial and asset depletion even in instances where malaria services 

were offered free of charge (Akenso-Okyere and Dzator, 1997). Treatment of one bout of 

malaria included costs of direct medical care, transport and queuing time for patients. 

These costs led to a mean loss of productivity of 3.7 days for men and 4.7 days for 

women at a value of $ 8.67 (Akenso-Okyere and Dzator, 1997). 

2.3.3 Direct costs of HIV / AIDS 

There are many countries that are providing PL WHA with free ARV s and in some 

instances with free HIV/AIDS related services as well. Some of these countries include 

Uganda as a classic example, South Africa, United Sates of America and India in some· 

instances (MOH, 2003; Rosen et aI, Meyer-Rath and Ritcher, 2007; Hutchinson et aI, 

2006; Duraisamy et aI, 2006). The provision of free ARVs has not totally deterred the 

fact that patients and their households still face the burden of seeking care for HIV/AIDS. 

There are some instances where PL WHA on ART faced higher costs in relation to their 

counterparts not yet initiated on ART (Duraisamy et aI, 2006; Hutchinson et aI, 2006). In 

addition patients initiated on ART may face higher costs than those HIV positive patients 

in their earlier stages of initiation on ART (Duraisamy et aI, 2006). In a study carried out 
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in India in a Chennai based organisation between April in 2000 to October in 2001, there 

was comparison between HIV/AIDS patients on ART and those not yet initiated on ART 

(Duraisamy et ai, 2006). HIV positive patients who were on ARVs faced a five-fold 

budget in comparison to other HIV positive patients were not yet on ART. The patients in 

this study received a number of HIV I AIDS related services at no cost from a non-profit 

organisation in Chennai (Duraisamy et ai, 2006). In addition, the difference in the 

average cost of treatments to patients on ART as compared to HIV patients not on ART 

was found to be statistically significant. 

The study of direct costs with respect to non-healthcare costs may highlight the burden of 

diseases such as HIV/AIDS on households in instances where ART is provided free of 

charge (Rosen et ai, 2007; Meyer-Rath and Ritcher, 2007). The direct costs of illnesses 

may directly affect the individual who is ill and their household. The members of the 

household who are well are the ones who usually bear the burden of illness of one of their 

members (Sauerbom et ai, 1996). Indeed, direct costs in general have negative 

consequences to households. However direct non-medical costs in particular may have' 

systematically negative effects especially were health care provision is provided free of 

charge (Rosen et ai, 2007). These costs usually deter patients from seeking care as they 

may be incurred before arrival to the health facility. Transportation costs may hinder the 

access of households and individuals in seeking free health care services for HIV/AIDS 

(Duraisamy et ai, 2006 and Rosen et ai, 2007). 

In some instances patients have to walk long distances if they lack money for transport or 

if public transport is hard to come by. This is likely to be a disincentive for patients to 

come to the health facility for their ART appointments (Meyer-Rath and Ritcher, 2007; 

Rosen et ai, 2007). A discussion on the indirect costs associated with HIV/AIDS in South 
" 

Africa was commenced by the South African Clinicians society (Meyer-Rath and Ritcher, 

2007). The online exchange of ideas was on the newly rolled out-free ART in South 

Africa that had been in place for about three years. The discussion was centred on a case­

study presented on the provision of ART at tertiary, secondary and primary health care 

hospitals in South Africa. In spite of the free ARVs, people were hindered by 

transportation costs they incurred to come to the health facilities. The taxi and minibus 
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fares were on average R26 for 61% of all the patients who used public transport. This 

was a substantial proportion of the patient's income. 

Furthermore, there are financial implications of other costs in addition to transport that 

HIV positive patients on ART incur that increase the economic burden of HIV/AIDS. 

The cost of special food, costs in terms of time spent travelling or waiting in queues at the 

health facilities may also deter patients (Rosen et ai, 2007). The PL WHA and their 

families may have to incur caregiver costs especially when a patient is very weak:. The 

provision of free ARVs is done on an interval basis where patients may be given 

appointments on a monthly basis or every two· months. In between these appointments, 

patients may also incur direct medical costs, which may impoverish them and their 

households (Rosen et ai, 2007). A study was carried out by Rosen and colleagues (2007) 

sought to calculate and approximate the non-medical costs incurred by patients on free 

ART in the provinces of Gauteng and Mpumalanga in South Africa. In between 

appointments, patients incurred costs on medicines and special foods. In the weeks before 

visiting the ART clinics for their appointment, 6 out of 10 patients reported that they 

spent between R45-R81. This was a substantial part of their incomes and therefore, even 

with free ART, there is still a high burden of HI VIA IDS on household. 

The advent of ART has brought with it very many successful recovery stories and 

evidence that ARVs really work in the management of HIV/AIDS. However it is also 

clear that ARV s are not a cure for HIV I AIDS and this therefore implies that PL WHA 

have to live on ARVs for the rest of their lives. This has turned HIV/AIDS into a chronic 

condition where by patients get recurrent sickness episodes and require regular 

appointments at the HNIAIDS health facilities. In addition, the cost of HIV/AIDS has 

been found to be greater than the cost of other illnesses on households (Wyss et aI, 2004). 

This is a fact that has come to be acknowledged the world over as HIV/AIDS has caused 

inestimable suffering and expenses on households and individuals. 

In a study carried out in four regions in Chad (Wyss et ai, 2004), households affected by 

HIV/AIDS were compared with households not affected by HIV/AIDS. The costs 
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associated with HIV / AIDS were found to be four times the household income of those 

households of persons living with HIV / AIDS through out the life time of these 

households (Wyss et al, 2004). At the time the study was carried out, ART therapy was 

not available in Chad. Direct costs including medical expenses were about 56% of all 

costs closely followed by the costs of transport that were about 13% of expenses 

attributed to HIV/AIDS. An HIV/AIDS patient could incur up to US $ 836 due to 

morbidity and mortality associated with HIV/AIDS. 

HIV/AIDS related mortality has drawn a lot of attention in the literature. However, it is 

becoming more apparent that the morbidity and disability associated with HIV / AIDS 

should be a more appropriate point of focus for studies today (Barnett and Whiteside, 

2000). Disability and illness due to HIV/AIDS may cover a longer period of time and 

require more resources of the household as opposed to mortality. This is because time 

after time there is recurrence of opportunistic infections and AIDS can be a chronic 

disease whose impact can be felt over a long period of time by the household. In light of 

the above information, it is evident; that a number of studies have covered the impact of 

death on the economy. However, very little has been done to study the effect of 

HIV/ AIDS morbidity and disability on the economy (Barnett et aI, 2002). 

2.3.4 Indirect Costs of mv I AIDS 

The indirect costs of illness are those costs associated with loss of productivity or 

foregone earnings due to the illness on individuals and their respective households 

(Duraisamy et ai, 2006; Piot et ai, 2007). Duraisamy and colleagues (2006) propose that 

there should differentiation between the financial and non-financial aspects of indirect 

costs associated with HIV/AIDS. The non-financial indirect costs are those losses that 

patients and other household members incur by seeking alternative jobs and doing extra 

work as a result of the illness. Indirect costs of illnesses are very important in study of 

burden of disease. The reason for this is that patients and their caregivers spend time 

away from their economic activities as a result of illness. This therefore implies their 

ability to earn income or to carry out activities that sustain them in their daily lives is 
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hindered (Ntozi, 1997; Russell, 2004; McIntyre et ai, 2006). Subsequently, patients and 

caregivers incur expenses without the ability to make money. It is therefore, often 

common to find that the indirect cost of illness out weigh the direct costs of illnesses in 

many studies (Asenso-Okyere-1997; Russell, 2004). 

In analysing the indirect costs of HIV/AIDS, its important to look at the profile of the 

individuals who are affected and therefore who bear the burden of HIV I AIDS. The 

indirect costs of HIV I AIDS tend to affect the more economically active age groups i~ 

society (Duraisamy et ai, 2006; Piot et aI, 2007). When these economically active 

household members fall ill and they lose time that they would have used to work. This is 

therefore likely to lead to reductions in household income as well as a loss in asset 

portfolios of the household. This may occur as a result of earnings lost due to ill health, 

caregiver's time away from their economic activities and assets sold to raise money to 

seek health care (Ganyaza-Twalo and Seager, 2005). In the Chennai based study in India, 

costs for HIV positive patients on ART and those not on ART were compared. The 

largest proportion of all participants was aged between 26 and 35 years of age 

(Duraisamy et aI, 2006). This is the most economically active age group of people, 

implying a high economic and social loss not only to the economy at large but also to the 

respective households affected. In light of the negative impact on income of 

economically active household members, households also lose income and face asset 

depletion. As consequence, there is also a loss/reduction in the resources available to look 

after the household members affected by HIV/AIDS (Ganyaza-Twalo and Seager, 2005; 

Piot et ai, 2007). 

The computation of indirect costs may be difficult for any illness but even more so for 

HIV/AIDS were there many complexities involved in its computation (Russell, 2004). 

Russell (2004) argues that, what is of major importance is the study of household 

responses and coping mechanisms to HIV I AIDS rather than the direct and indirect costs 

of HIV/AIDS. In addition to the difficulty in computing indirect costs over forwards in 

time, there is a difference of opinion in the approaches in which indirect costs should be 
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calculated. This therefore leads to the difference in the results obtained in the indirect 

costs of illnesses like HIV/AIDS (Russell, 2004). 

In terms of gender differentiation in indirect costs, women bear a higher productivity loss 

due to illness as compared to men (Ntozi et ai, 1997; McIntyre et al, 2006; Akenso­

Okyere and Dzator, 1997). For example in the calculation of indirect costs of malaria in 

Nigeria there was a mean loss of productivity of 3.7 days for men and 4.7 days for 

women at a value of $ 8.67 (Akenso-Okyere and Dzator, 1997). This fact has a lot to do 

with how the household activities that women take part in as compared to the men are 

economically valued. Women are responsible for the majority of care giving in homes 

and carrying out almost all unpaid activities like tending the gardens and looking after 

children. Therefore, although women incur less monetary losses due to illness, they incur 

high opportunity costs associated with HIV I AIDS (Ntozi, 1997). The household in many 

communities in Africa provides the labour necessary to engage in economic and other 

household related activities that are important to people's livelihoods. In Uganda (Ntozi, 

1997), those who looked after HIV/AIDS family members noted that work related 

activities slowed down for both the patients and those who looked after them. Households 

affected by HIV/AIDS in this study lost 20.7% of their usual income due to HIV/AIDS 

(Ntozi, 1997). Ntozi (1997) reports that typical economic activities for people living with 

HI VI AIDS stalled. This was reported by 13.8% of males, 20.5% of women. On average 

17.7% of all people affected by HIV/AIDS reported that their work related activities 

came to a stand-still. 

2.3.5 mv I AIDS and poverty 

The interactions of HIV I AIDS and poverty are important in the light of the fact both 

phenomenon are increasing in Africa and especially in sub-Saharan Africa. Furthermore, 

HIV/AIDS and poverty have caused an inestimable level of suffering in this region 

(Ganyaza-Twalo and Seager, 2005). There are a number of studies that have looked at the 

impact of mortality due to HIV/AIDS on the economy but less work has been done on the 

impact of disability and morbidity due to HIV/AIDS on the economy (Barnett and 
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Whiteside, 2002). There is a relationship between HIV/AIDS and poverty and the two 

phenomenon negatively influence each other. It is therefore important and necessary to 

study the impact of HI VIA IDS on microeconomic units like households (Akenso-Okyere 

and Dzator, 1997; Duraisamy et ai, 2006). On the other hand, many studies have focussed 

on the impact of HIV/AIDS on the economy and fewer studies have tried to analyse the 

burden of HIV I AIDS on individuals and households (Duraisamy et ai, 2006). In the 

household, there is a combined decision making that also extends to the way in which 

cost of illnesses are dealt with. It is important to note, however, that household members 

may not contribute equally to this decision making process. The literature supports the 

analysis of cost of illness studies that focus on the household (Duraisamy et ai, 2006; 

Sauerbom et ai, 1996). The burden of illness studies help to determine the ability of 

households to access health care (Akenso-Okyere and Dzator, 1997). This therefore helps 

to shed light on impact that burden of illness has on households. 

There seems to be no doubt as to the negative impact that HIV/AIDS and poverty have on 

each other (piot et ai, 2007; Ganyaza-Twalo and Seager, 2005 and Barnett and Whiteside, 

2002). Poverty seems to lead to increases in the number of people infected with 

HIV I AIDS. On the other hand, more people infected with HIV I AIDS seem to fall into 

poverty or further into poverty (Ganyaza-Twalo and Seager, 2005). Ganyaza-Twalo and 

Seager (2005) undertook a literature review on the social and economic consequences of 

HIV I AIDS on households in general. This review noted that HIV I AIDS aggravates 

poverty by reducing the resources available to a household. While on the other hand: 

poverty makes households more vulnerable to HIV infection. In general, poverty is 

associated with a lower well being of an individual and household economically, socially 

and in other aspects (Ganyaza-Twalo and Seager, 2005). Subsequently, poverty opens 

the door to infection by HIV as HIV I AIDS reduces the social and economic capacity of 

the household in fighting off disease, leading to poverty or more poverty. HIV/AIDS 

through sickness and death makes a household more prone to impoverishment and 

poverty. On the other hand, poverty enhances the path way for HIV infection in the 

community (Ganyaza-Twalo and Seager, 2005). Economically, HIV/AIDS imposes a 
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systematically higher burden on poor households leading to further impoverishment and 

thus widening the gap of inequality in society (McIntyre et aI, 2006; Piot et aI, 2007). 

Communicable diseases like HIV I AIDS are likely to increase the fraction of people who 

are living in poverty (Piot et aI, 2007; Barnett and Whiteside, 2002). This has increased 

the need to study how HIV/AIDS and poverty interact and impact on each other. Like 

Hutchinson and colleagues (2007), Barnett and Whiteside (2002) analyse the two way 

effects of poverty on HIV/AIDS. Although, poverty may influence HIV/AIDS, 

HIV/AIDS may also increase the number of people living in poverty (Barnett and 

Whiteside, 2002). The increase in poverty due to HIV/AIDS is likely to impact on both 

countries with a high HIV prevalence as well as those with a low prevalence. It is 

expected that poverty is likely to increase by 5% more, due to HIV/AIDS in high 

prevalence countries and by 0.1-0.5% in low prevalence countries (Piot et aI, 2007). 

HIV I AIDS does not only lead households into poverty but also leads them to alter and 

adjust their basic consumption patterns. In the event that a household has to cut down on 

its basic consumption needs so as to cater for the medical and non-medical costs of the 

ill-health for one of its members, then that household is said to be incurring catastrophic 

payments (Kawakawa et aI, 2002;). It has been suggested that a household's health care 

costs are considered catastrophic when they exceed 10% of a household's income 

(Ranson, 2002) or 40% of the household's capacity to pay as indicated by World Health 

Organisation (WHO), (Kawabata et aI, 2002; Xu et aI, 2003). Households are likely to 

fall into poverty or even deeper into poverty when faced with high health care expenses­

that deplete or nearly deplete their income (McIntyre et aI, 2005; Gregson et aI, 2006). In 

Chad, a study comparing both urban and rural households, reported that households that 

experienced an AIDS related death incurred higher costs than those that experienced a 

non-AIDS death (Wyss et aI, 2004). A household is likely to lose income when both 

economically active patients and those who look after them do not carry out their usual 

activities. In the Ugandan study (Ntozi, 1997) HIV/AIDS translated into a 20.7% 

deficiency in household earnings. This is a very considerable amount of income lost by 

these households and is attributed to the long-term nature of HIV I AIDS. These 

24 



circumstances are likely to lead to a loss in income that may never be recovered. This is 

likely to further impoverish households, possibly leading to vulnerability to other 

diseases in future (Ntozi, 1997). 

2.3.6 Coping Mechanisms for mY/AIDS 

Households will respond to the burden of HI VIA IDS using different methods so as to try 

and mitigate the negative effects of illness. The households' responses to the burden of 

illness are referred to as coping mechanisms. Coping mechanisms, in this study referred 

to responses that households used in the near future to counter the harmful effects of a 

given situation on an individual or household (Sauerbom et ai, 1996). Additionally, the 

cost off illness to households may be compounded further for households and individuals 

without financial safeguards. Financial safeguards like insurance can protect poor 

households from potentially catastrophic health payments (Leive and Xu, 2007). The lack 

of insurance for households and in particular, poor households implies that individuals 

and their households have to incur high out of pocket payments for any illness related 

expenses. 

The different coping mechanisms that households employ can be analysed along four 

major themes (Sauerbom et ai, 1996). These included the kind of coping mechanisms a 

household employed, how the chosen coping mechanisms were influenced by social 

capital. The third theme was the order in which the coping mechanisms were used when 

multiple coping mechanisms were used. It was common for a household to use more than 

one coping mechanism (Sauerbom et ai, 1996). Lastly, it is also important to consider the 

ability of the coping mechanism in mitigating the negative consequences of the cost of 

illness on the household. 

The study carried out in India (Duraisamy et ai, 2006) reported that the majority of 

patients (67%) reported having borrowed resources, while 16% said they had made use of 

their savings obtained earlier on in time. Only about 8% of PLHW A sold their assets and 

about 7 % used their assets as collateral to obtain money to cover costs due to ill health. 
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In response to the cost of illness, households take up different coping mechanisms to 

counter financial and time costs imposed on them (Sauerborn et ai, 1996; Duraisamy et a, 

2006). In response to financial costs households use cash at hand, savings, sell assets, 

borrow, vary income, use paid labour, free health care and receive gifts (Sauerborn et ai, 

1996). On the other hand, households respond to time costs by substituting labour 

between households and altering their capital-labour inputs in production. Households 

also hired labour and utilised free labour provided in the community (Sauerborn et ai, 

1996). Among the coping mechanisms that households employ includes labour 

substitution both within and amongst households. Duraisamy and colleagues (2005) 

report that individuals and households affected by HIV/AIDS sought alternative jobs and 

did extra work for other households to compensate for the work not done by the ill 

household members. 

Households affected by HIV/AIDS in a rural area in Zimbabwe (Gregson et aI, 2004) and 

in Chad (Wyss et aI, 2004) were more likely to lose their economic productivity and fall 

into poverty. The negative economic impact of HIV/AIDS led to loss in assets and 

income associated with the direct and indirect costs of AIDS in both Chad and 

Zimbabwe. Mutyambizi (2002) and Russell (2005) found out that households sold assets, 

borrowed financial resources both informally and formally, received gifts from relatives 

and friends, diversified household income and sold livestock and other assets. To pay for 

AIDS related expenses and other related illnesses households in Chad (Wyss et aI 2004) 

in the year 2004, spent their family savings and income, got loans from relatives and 

friends. These households also sold a number of assets and agricultural products. These 

households spent almost 50% of their budgets on health compared to control households 

that spent only 11 % on health and 40% on food indicating that households had to 

sacrifice their basic needs to cater for HIV positive family members (Wyss et aI, 2004). 
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2.3.7 Social Capital 

There seems to be variance as to whether social capital plays a role in the response to the 

burden of illness on households (Holtrgrave and Crosby, 2003; Ntozi, 1997 and Thomas, 

2006). There seems to be a decline in the role of community in supporting families and 

individuals affected by HIV/AIDS (Ntozi, 1996; Thomas, 2006). Furthermore, Holtgrave 

and Crosby (2003) confirm the perspective on the role of community and social support 

for households affected by disease. They suggest that the reduction in the burden of 

HIV / AIDS on households is closely linked to the social capital that the household had 

available to them. 

Social capital provided affected households with both financial and human resources to 

counter costs of illness and loss of labour, by participating in household activities. 

Human resources may be used to look after the sick, orphans and also to provide the 

alternative labour for the household's economic activities. Gilbert and Soskolne (2003)" 

put forward the proposition that social capital can positively influence the health of 

individuals in households. It is possible that not all poor or impoverished households face 

the same level of poor-health and this may be because of the impact of social networking 

(Gilbert and Soskolne, 2003). The social capital that households' can access forms a basis 

for some of the coping mechanisms they use. Therefore social capital is relevant in the 

response to economic burden of illnesses like HIV/AIDS. 

The long period of illness and mortality associated with HIV/AIDS has placed serious 

strains on the family and other social support structures for PLWHA. Support and care is 

now, less widely obtained from the extended family and community (Ntozi, 1997). 
I.' 

Consequently, in recent years the burden of caring has been restricted to the immediate 

family leading to further strain on these households and their resources (Ntozi, 1997). A 

study carried out in Namibia (Thomas, 2006) focussed on the importance of the 

household as a unit of care for HIV/AIDS patients. The study reported that the long 

periods of illness associated with mV/AIDS, led to strains between household members. 
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Thomas (2006) further noted that HIV/AIDS led to a break down in family structures due 

to the economic and psychological strain placed on household members caring for their 

HIV I AIDS patients. 

Ntozi (1997) suggests that extended families and communities at large in the Uganda no 

longer play an active role in caring for HIV/AIDS patients. The reasons put forward for 

this trend include the expensive nature of HIV I AIDS and the increased disintegration of 

households. This has resulted in lower empathy of community members for the sick. On 

the other hand, household members view HIV I AIDS as a disease that would most likely 

not get healed. Therefore, patients suffering from other illnesses tended to be provided 

with more care as they could later get better and participate in recovering lost income 

(Ntozi, 1997}. 

2.3.8 Free ART provision and its challenges 

There is concern that even in cases of provision of free medication; households may be 

impoverished by the burden of HIV/AIDS (piot et ai, 2007; Rosen et ai, 2007). 

Households may have low amounts of resources with which to advance or maintain their, 

nutrition status (piot et ai, 2007; Rosen et ai, 2007). They may also fail to get the 

adequate financial resources with which to cover their transportation costs, especially to 

health facilities. 

The high donor participation in the fight against AIDS in Uganda coupled with reduced 

prices for ARVs has enhanced access to ART for HIV positive people. Unfortunately 

very many Ugandans still do not have access to these life saving drugs (Martinez-Jones et 

ai, 2002; Diaz 2005). Families in Uganda have to give up financial and non-financial 

assets in order to provide their HIV positive family members with the necessary 

HIV I AIDS related care (Martinez-Jones and Anyama, 2002). 

Although the price of ARVS was seen as the largest barrier to accessing ART, costs of. 

related services like CD4 count and viral-load monitoring are also highly prohibitive 

when patients are required to pay for them. In addition to these issues, Uganda lacks 

adequately trained health personnel, appropriate infrastructure, has inadequate storage 
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and distribution facilities for ART services (Martinez-Jones and Anyama, 2002). On the 

other hand, voluntary counselling and testing (VCT) coverage is also not as high as it 

should be (Martinez-Jones et ai, 2002). Once an individual has been initiated on ARVS, 

they require more than just medical attention to be at an optimal level of wellbeing. ART 

patients require special diets, time off to rest and seek health care associated with their 

condition. It is all these other associated needs for PL WHA, which place a strain and 

burden on households affected by HIV / AIDS. 

2.4 The Ugandan Health System 

2.4.1 Health Sector Reforms 

In order to discuss the Ugandan Health System, one has to look at look at Uganda's 

history, first and some of the major milestones that it has faced over the years. The 

Ugandan health system was well distinguished as one of the best in the Eastern African 

region in the past. During this time, Uganda enjoyed both good health status indicators 

and good infrastructure. This was during the post-independence period up to the early 

1970's. The health sector was however, negatively affected by the political and civil 

turmoil that took place during the 1970s. This later resulted in rundown, filthy structures 

and discontented staff. However in 1986, the then, new government of the National 

Resistance Movement (NRM), led by His Excellency Y oweri Kaguta Museveni took over 

power. The NRM government provided the impetus for change that would see the 

country as a whole undergoing transformation and change for the better, many years later 

up until this present day (MOH, 2004). 

The government of Uganda put in place a national health policy and Health Sector 

Strategic Plan (HSSP) and a Health Policy Review Commission in 1987. The aim of 

these two policies was achieving redirection and reorganisation of the health sector 

services to attain primary health care objectives (MOH, 2000). The major programmes' 

would be implemented through the sector wide approaches (SWAp). The HSSP has been 
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described as the translation of the UN MDGs into country specific targets in the context 

of Uganda (Ministry of Health, 2006). The HSSP, MDGs and the Poverty Eradication 

Action plan (PEAP) are all interlinked with the aim of achieving economic growth and 

poverty eradication through health sector initiatives and collaboration with other sectors. 

The health sector reform initiatives include the decentralization of the health care 

delivery system, the initiation of the Ugandan Minimum Health Care Package (UMHCP), 

inter-sectoral action for health, central organisation and management, public/private 

partnerships in health and effective community participation (MOH, 2006). 

2.4.2 Health Care Providers 

The delivery of health care services in Uganda is composed of three distinctive actors 

including the public and private sectors and the development partners. The latter, includes 

Non-Governmental Organisations (NGOs) all of who playa significant role in the health 

care services' provision in Uganda. 

The public health system is characterised by a tiered system starting with the Ministry of 

Health (MOH) at the top of the echelon. The MOH is mandated with planning, setting 

policy, resource distribution and allocation functions. Health care is provided through a 

decentralised system with a great emphasis on health service provision at the district 

level. Decentralisation of the health sector took place according to the 1995 constitution 

and the 1997 Local Government Act, empowering the local government to participate 

fully in the health system at the district level and below (MOH, 2000). 

The main public health facilities are 2 national referral hospitals, which are autonomous 

in their operations and 11 district referral hospitals. The remaining public health facilities 

fall under the District Health System where health centres (HC) are graded from HC 5 as 

the highest district referral facility to HC 1, which is the lowest district level facility 

(MOH, 2000). 

The private Health sector in Uganda is significant and can be divided into Private Not for 

Profit (PNFP) and the Private for Profit (PFP). The PNFP health facilities are mostly 
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faith-based facilities. The faith-based facilities include hospitals and health centres, which 

fall under the umbrella of three faith bodies of Uganda. These are the Catholic Medical 

Bureau, Uganda Protestant Medical Bureau and the Uganda Muslim Medical Bureau 

(MOH, 2000). Uganda has a big PFP sector accounting for 70% of the total expenditure 

on health (MOH, 2000). The latter includes all types of health care providers who are 

licensed to provide health services under the auspices of private providers. The PFP 

health care providers include dentists, doctors and other health specialists. 

There are a significant number of traditional and complementary health care providers in 

Uganda. These include non- biomedical health care providers like the Chinese and Indian 

alternative medicine providers. There are also the informal health care providers who 

provide health care without legal licensing from any health care providers organisation 

(MOH, 2000). 

2.4.3 Health Care Financing 

As pointed out earlier, the total health expenditure on health in Uganda in 2005 was 7.2% 

of GDP and the private sector contributed almost 70% of this expenditure. Health care 

financing in Uganda is characterised as being predominantly out-of-pocket based, as 

households contributed almost 51.3% to the private sector's total expenditure on health. 

The government of Uganda contributed 30.0% of the total expenditure on health in 2005., 

Although this had increased from 26.8 % in 2000, it is still very low (WHO, 2007d). The 

external sources of finance including NGOs contributed almost 34.9 % of the expenditure 

on health in 2005. Development partners including NGOs in Uganda are a major source 

of health financing, especially for diseases like HIV/AIDS and for areas affected by 

conflict and civil unrest like northern Uganda. 
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2.4.4 Situation Analysis ormV/AlDS in Uganda 

The first HIV I AIDS case was reported in 1982, making Uganda one of the first countries 

to discover and to be hit by the HIV/AIDS scourge in Africa (Uganda Aids Commission 

Secretariat, 2002; Coutinho, 2003). The NRM government almost immediately followed 

these early warning signs and adopted a transparent policy to deal with the AIDS scourge 

(Coutinho, 2003; MOH, 2003). The Government instituted many initiatives in the fight 

against AIDS. These approaches included the Multi-Sectoral AIDS control Approach 

(MACA) and the National Operation Plan. The various initiatives were aimed at 

involving various sectors, civil society and Government in the fight against AIDS (MOH, 

2003). The initiatives put in place by the government were to bring about success for the 

country as a whole in the fight against AIDS. In spite all the initiatives put in place, 

success was not immediately realised as a result of the long epidemiological cycle that 

characterises HIV/AIDS. The HIV prevalence in Uganda declined tremendously during 

the 1990s from almost 22% to 6.4 % in 2006 (MOH, 2006). The prevalence varies from 

one area to another and presents rural-urban, regional and gender variations as well. The 

HIV prevalence was very low in some areas of West Nile at 2.3%. It was as high as 8.5 % 

in Kampala, mid-north and in some central areas of the country (MOH, 2006). The 

reason for this variation could be explained by the civil unrest that has characterised the 

mid-northern region for almost the last 20 years and has seen many people displaced into 

camps (Uganda AIDS Commission Secretariat, 2002). 

Uganda lost about 1 million people to AIDS over the last 20 years and has almost 1.1 

million people are currently living with HIV/AIDS. Of those affected, 100,000 were 

possibly in need of ART and 75,000 were already receiving ART in 2005 (MOH, 2003). 

The HIV I AIDS initiatives put in place also involved a large number of development 

partners who rallied behind the government and the people of Uganda both financially 

and also through provision of technical support. Through the intensive efforts of both the 

Government and development partners, ARVS were introduced in Uganda in the early 

1990's (MOH, 2003). These life saving drugs, were initially only afforded by the rich and 
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those, whose employers contributed partly or fully to their cost. The government of 

Uganda has been able to bargain for lower prices for ARVS and has been also able to 

import cheaper generics, mostly from India. The lowered prices coupled with high 

development support meant that some of the people who needed these life saving drugs 

could have access to them (MOH, 2003). Although a lot of effort has been put into 

HIV/AIDS initiatives, there is still an immense need to scale-up ART provision in 

Uganda. Sine there is a high number of people who would be eligible but are not able to 

access these life saving drugs. 

2.4.5 Health Facilities Providing ART in Uganda 

The Ministry of Health in Uganda set up an Advisory board and Medical Access Uganda­

Limited in 1998, which is a private-not-for-profit institution. This body was responsible, 

for endorsing health facilities to provide ART. Initially, five health centres were endorsed 

including Joint Clinical Research Centre (JCRC), Nsambya hospital, MiidMay Centre, 

Mengo hospital and Mulago hospital. Of all these facilities, JCRC was the first health 

facility to offer ARVS where 1,700 people were treated in 1998 (MOH, 2003). There are 

currently twenty health facilities in Uganda that have put in place a system of ART 

provision. These health facilities include the regional referral hospitals of Mbarara, 

Mbale, Soroti, Kabale, Arua, Masaka, Fort Portal, Gulu and The AIDS Support 

Organisation (TASO). The private health facilities include CASE medical centre, 

Victoria medical centre, KADIC and the surgery (MOH, 2003). 

The WHO recommended that health workers follow certain standardised guidelines when', 

initiating HIV positive individuals on ART. These guidelines state that to be eligible for 

ART, an HIV positive individual should have a CD4 count of <200 cells/ml and or 

should be in the WHO symptomatic stage 3 OR 4 (WHO, 2006). HIV positive 

individuals also have to undergo an adherence test, which will ensure that once they are 

initiated on ART, they will be able to comply with this treatment for life as it designed to 

be (MOH, 2003). The individual adherence may depend on a number of factors. These 

factors may include the socioeconomic status, the social support they receive, distance 
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from the health facility and their income status (Martinez-Jones and Anyama, 2002). 

These conditions come with high costs for many people, even though they may be lucky 

enough to get into free treatment regimes. They may face economic burdens, which can 

subsequently lead to impoverishment and poverty. This usually leads to cutting down on 

expenditure for other basic needs like appropriate food, so as to comply with treatment. 

This is also of concern as HIV positive individuals on ART require good diet due to the 

medication they take and they also need to take time off to attend health care facilities, 

which often imply that they may lose income due to days not worked as a result of illness 

and seeking health care. 

2.5 Summary of the Literature Review 

The burden of disease is generally high for households and most especially in developing 

countries. There are however three major diseases that contribute to the high cost o~ 

illness towards households. These include HIV/AIDS, tuberculosis and malaria; however 

the most outstanding disease is HIV/AIDS, which is more prominent as it affects those 

people in their most economically active stage in life. HIV/AIDS has placed a high 

burden on individuals and households through morbidity and mortality associated with 

HIV/AIDS. The cost of illness with particular reference to HIV/AIDS is associated with 

both direct costs and indirect costs due to loss in productivity of individuals and 

households. When an individual is infected with HIV/AIDS, they need both financial and 

human resources to take care of them from the time they are infected up until their death. 

On the other hand, in the process of seeking and providing care for HIV positive patients, 

households face high opportunity costs of spending time away from their economic 

activities. These individuals also face losses in income and earnings as they incur higlT 

expenses and yet are unable to work due to HIV/ AIDS. Household members have to sell 

their assets and spend less time in their different productive activities so as to look after 

the HIV infected household members. In addition to the above facts, HIV/AIDS is also 

likely to affect more than one member in a particular household. This exacerbates the 

economic burden of HIV / AIDS on households. 
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Given the provision of free ARVs, patients face less medical costs associated with ARVs 

but may also incur medical costs for the times before their ART appointments. Patient's 

appointments may be up to two months apart, thereby requiring patients to cover their 

own medical costs in this time. Additionally, HIV/AIDS is a chronic illness that requires 

life long commitment to medication. In addition to this, HIV I AIDS is associated wi~ 

recurrent opportunistic infections and therefore requires regular visits to health facilities 

to obtain ARVs and other medical supplies. In Uganda, ARVs are now being given free 

of charge to all HIV positive patients who qualify. However the literature suggests that 

even in cases of free health care, individuals and households may face hindrances in 

access to health care. These hindrances may come from various sources, including high 

non-medical costs required to seek care. These non-medical costs include the cost of 

transport and cost of special foods to compliment the strong drugs being taken. Foregone 

benefits are also deterrent for households in seeking care. The negative impact of cost of 

illness on households implies that households come up with responses to this burden. 

These responses are referred to as coping mechanisms. These coping mechanisms may 

also include the social capital that households have available to respond to the burden of 

disease. The household may employ the coping mechanisms and manage to counter the 

negative effects of HIV/AIDS on them or remain indifferent to coping mechanisms. 

However most often than not, households will be at a lower level of utility and income 

due to failure to cope with HIV I AIDS. 

The types of coping mechanisms available to households include sale of assets, 

borrowing, intra-labour substitution, alteration of the basic budget and other such 

methods. In light of this information, a conceptual framework for analysing the data and 

results of this study was formulated. 

2.6 Conceptual framework: Economic consequences and coping 

mechanisms 

In summary of the literature, a conceptual framework has been derived that covers all the 

major issues that have been discussed in this chapter. Therefore this conceptual 
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framework is based on PLWHA who have been initiated on ART, implying that they 

sought healthcare for their illness. A PL WHA, who has been initiated on ART, will have 

to seek regular care for their status so as to maintain their health at optimal levels. 

PL WHA on ART are given regular appointments to the ART facilities, which are usually 

one to two months in between. In the event of a sickness due to an HIV/AIDS related 

illness, a PL WHA is faced with both direct and indirect costs. There is need to 

understand that the household to which the PL WHA belongs is affected as a whole and is 

therefore the unit of analysis for this study. 

In the event of illness, the household members may have to look after the PL WHA who 

is ill and therefore face the indirect costs associated with HIV I AIDS. These indirect costs 

may include loss of time away from work or school. In addition, the PL WHA and their 

caregivers will also experience a loss in income due to the direct costs of HI VIA IDS and 

time spent away from work. 

In response to the costs of HIV I AIDS, households come up with coping mechanisms, 

which vary given the resources they have including social capital or social networks. 

These coping mechanisms assist households to respond to the burden of illness through 

borrowing, selling their assets, altering their consumption behaviour and through other 

coping mechanisms. The household will therefore have to deal with the after effects of 

utilising coping mechanisms. The after effects of coping for a household may include the 

household's inability to cope with the burden of HIV/AIDS or the coping mechanisms 

may have no effect on mitigating the burden of HIV/AIDS on them. On the other end, 

coping mechanisms may also have the result into household being able to mitigate the 

burden of illness due to HIV/AIDS. This may be shown by a household's income 

increasing in the period after which they employ coping mechanisms as compared to the 

period before coping. 
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CHAPTER THREE ... METHODOLOGY 

3.1 Introduction 

This chapter on methodology was specifically aimed at describing in detail the 

information that the study collects, the data collection methods and instruments and the 

data analysis. This chapter was divided into different sub-sections including the 

description of the study design, population and sampling strategy, data collection process 

and data analysis plan. This was specifically a cost of illness study. 

There are various methods used by different studies in analysing the burden of 

HIV/AIDS on households. There is heterogeneity in the methods that households use to 

cope with illness, including HIV/AIDS. The literature also gives a variety of ways that ;: 

social capital was interpreted, measured and its impact on households in terms of 

methods used for coping. 

Given budget and time constraints, a cross-sectional study design was designed. 

Nevertheless, a cross-sectional study design is important in the study of coping of various 

variables like burden of disease and coping mechanisms used by a household at a single 

point in time. Cross-:section study or survey is ideal in circumstances where time and 

finances are somewhat limited. In this study, using the cross-sectional study design, the 

relationship between costs incurred, coping mechanisms, social capital and the urban or 

rural area was examined. 

3.2 Study Design 

The most ideal study design that should be used to estimate the burden of disease is a 

longitudinal or follow-up study design. In order to understand household burden of 

HIV I AIDS in Uganda, this study took the form of a cross-sectional study design in which 

all the information of interest was collected at the same point in time. The study used a 
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recall period of one month. Through patient's interviews, data was obtained on both 

direct and indirect costs associated with various needs and services that the PL WHA 

received. The PL WHA who were interviewed in this study were the informants of their 

respective households which they represented. In this study direct costs were divided into 

direct medical and direct non- medical costs. Direct medical costs include the cost of 

medical care in general. This specifically refers to cost of drugs, laboratory tests, 

consultation fees and other such costs. Direct non-medical costs include the cost of 

transport, food and other costs associated with the HIV I AIDS condition. Indirect costs 

include opportunity costs of being away from work, loss of earnings due to days not 

worked and time of caregivers spent looking after patients. 

This study was mainly quantitative in nature but included a qualitative component. Focus 

Group Discussions (FGDs) were carried out in each of the health facilities where patients 

were interviewed. These FGDs were held to obtain views and perceptions of the patients 

on the economic burden imposed by HIV I AIDS and the coping mechanisms that their 

households used to respond to this burden. The FGDs aimed at cross-checking and 

supplementing the information obtained from the survey questionnaire. The FGDs with 

the patients and interviews with other clinic staff were also aimed at highlighting themes 

and outstanding cases that the quantitative component may not have been able to capture. 

3.3 Population and Sampling 

3.3.1 Population for the questionnaires 

The participants selected were HIV positive individuals on ART. They were identified 

from two health facilities offering ART. These health facilities were purposively selected" 

based on the higher number of patients served The study took place in one urban and one 

rural area as it was suspected that the study might generate varying results in both these 

areas. This study therefore allows for comparability between urban and rural area patients 

in regards to the kinds of costs they incur, coping mechanisms and social capital they 

employed in response to the burden of HI VIA IDS. 

39 



The study was carried out under the umbrella of The AIDS Support Organisation in 

Uganda (T ASO). T ASO was among the first organisations to coordinate and mobilise 

people infected and affected by HIV/AIDS in Uganda. TASO was initially founded in a 

private house of a person affected by HIV/AIDS in the early 1980's when stigma and 
':( 

suffering for PL WHA was at its highest. TASO has over the years grown to be one of the 

biggest organisations dealing with HIV/AIDS in Uganda. It may have the highest 

geographical coverage in terms of areas and regions served with HIV/AIDS services' 

providers in Uganda. 

Two districts served by TASO Uganda including, Entebbe and Masaka, were selected for 

the study. Entebbe corresponds to the urban area while Masaka district corresponds to the 

rural area. Entebbe district is found just about 45 minutes away from Kampala (capital 

city of Uganda) and is home to the only international airport in Uganda. Masaka on the 

other hand is about two hundred kilometres from the capital city Kampala and is located 

along the Trans-African high way. The location of Masaka district means that it is easily 

accessed by many travellers and visitors. It was also one of the earliest districts to be 

affected by HIV/AIDS. The criterion for the selection of the districts was mainly to keep 

the urban-rural divide for comparison and secondly to adjust to the researcher limited 

sources (time and budget). 

In each of the two districts, one health facility serviced by TASO was chosen for the 

study. This was the main TASO operating centre in the respective area. In each district 

that T ASO operates, it has a major centre that is the focus of its HIV I AIDS services. 

However, it is common to find that TASO has smaller centres that serve more far-flung 

communities especially in the rural settings. TASO also offers community outreach 

programmes and home-based care, which are facilitated by its staff from the main centre 

in a given district in which T ASO operates. 
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3.3.2 Sampling ofsubjccls 

Within the two health facilities. patientS to he interviewed Ilere conveniently sampled, b} 

selecting an} lim patient IIho WlI5 willing to t.ake pan in the stud}. The patients arrived 

ver) early at the faei lit) and in large number.; on the days the} had appointments for 

ART. There was no accul1ue way ofrnntloml} sampling the paticnts. The patients II ere 

s<IeCled as they walled to rece;le treatment at the different stages they had to go through 

in the health faeil it>,. Focilit} "'!lani"";On 8m1nllement~ imply Ihal on Ihe day of a 

/XlIient"s appointment. patients had to go through ~ariQUs examinations :tr>d service points 

to reeeive a comprehensive .heck up. The stud} aimed at ohmining a sample of 150 

palient interviews per study location. that i~. a t'ltal sample size of 300 patients ' 

questionnaires. However. this WlIS finall} reduced to 290 dUll to missing questionnllires 

aoo incorrect completion of questionnaires in the field. Considering time and resources 

constraints. this sample size is large enough to be able \0 est.ab lish st.atistically important 

differences between urban and rural participants. 

T~ble I : Su mman' of respom' enls . 

Sune, FGOs .. illl padeDIS Inle .... leIo·s .. lIh Sly" 

Rr.;,poDdt'lllS 

Entebbe '" 2{16 partidpan ts) I(l plInicipanls) 

l\hlsaka 163 1\ 1..1 paniciw"n(5) 1(2 part lcipalll~) 

TOlal 20}U 3(30 parlicipan(5) 2( ..1 participants) 

3.3.3 Data collection tools 

I'at;ents' qUe$tlonnaife$ 

An administered questionnain: was developed after a series of cOnSUll3liom and analyses 

of questionnaires developed and used b) OIher studies. The questionnaire conl3ined four 

s~tions including: bact ground infofl11l1tion. socin-eeonomic and demographic 



characteristics, and patients' direct and indirect costs on healthcare, coping mechanisms 

and social capital. 

Interviewers' Training 

The study used three interviewers during the course of data collection. This included the 

main researcher and two assistants. The research assistants undertook some training prior 

to going to the field. This process facilitated the fine tuning of the questionnaire and also 

clarification of any issues that arose. The interviewers used in this study were university 

graduates who had prior, valuable training in data collect~on and conducting research in 

general. Thus, it was an advantage that they have been exposed to some level of research 

and fieldwork. 

Piloting Questionnaire 

A few days before the data collection process began; the research assistants were briefed 

about the study. Briefing covered issues such as the study topic, study design, prospective 

study participants, questionnaire content and all issues that were thought to be of 

relevance to the data collection process. The questionnaire was designed in English but 

researchers employed were well conversant in both English and Luganda, which were the 

languages used in the interviews with patients in both Entebbe and Masaka. 

The questionnaire was then piloted to a few patients, a day before the actual survey 

commenced. This enabled the researchers to pick up any inconsistencies in the 

questionnaire and to clarify issues that arose before the actual study. This time was also 

used to clarify issues for the interviewers in regards to administering the questionnaire to 

the study participants. Thereafter, the questionnaire was adjusted in light of the 

corrections collected and clarifications were also made to a final questionnaire to be used 

for the actual data collection process. 
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3.4 Questionnaire design 

The questionnaire used in this study was based on the four objectives as discussed in the 

introduction of the study. The questionnaire was further divided into six major sections 

for purposes of organisation and logic. These sections included; 

A. Participant details 

B. Socio-economic information on the household to which a study participant 

belonged 

C. Direct costs and healthcare utilisation 

D. Indirect costs of HI VIA IDS on the household 

E. Coping strategies and mechanisms 

F. Household expenditure patterns, social capital and support 

The questionnaire was quantitative, pre-coded and close-ended in nature. It was also a 

structured questionnaire that followed the objectives and analytical framework of this 

study. The questionnaire was 24 pages long and contained about 88 questions. It took 

on average about 30-40 minutes to administer the questionnaire. However it was 

common to take longer to carry out the interview given the sensitive nature of 

HIV I AIDS, as patients took this opportunity to air out their feelings. 

3.5 Focus Group Discussions (FGDs) 

In this study, three Focus Group Discussions (FGDs) in total were conducted. These 

FGDs consisted of between 6-15 people per FGD at each health facility. The initial 

intention was to carry out four FGDs, two in each facility. However due to unforeseen 

circumstances the second FGD in Masaka did not take place as the participants were 

called on to carry out a community awareness campaign that day. Furthermore, it was 

difficult to re-organise another FGD given the time frame for the study and the 

appointment schedule for the patients. 
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There discussions held with staff members from each facility to obtain their views on the 

topic of interest to this study. The staff members included patient representatives who are 

also PL WHA who work at TASO as volunteers to make the process of patient handling 

an easier one. A discussion was carried out in each health facility with two staff 

members. This was to provide more information on the operations and perspectives 

obtained from the patients. The discussion with the staff members was also to provide an 

overview on how the whole process ART is handled in the respective facility and to give 

us more information on the operations of the particular health facilities included in the 

study. 

The FGDs were used to obtain qualitative data that would otherwise be difficult to obtain 

using the questionnaires. Discussions included the provision of free ARVs and the role 

this plays in reducing the burden or cost of HIV/ AIDS on patients. The FGDs also 

involved discussions on patients' perceptions on the cost of health care and suggestions 

on how this situation can be improved for them. 

The FGD was carried out along the guidance of a schedule, which contained the guiding 

questions. The FGD schedule was mainly used to solicit for information on the economic 

burden of HIV / AIDS and social capital of PL W A. The FGD contained 17 questions, 

which were used to facilitate the discussions with participants. 

Participants were recruited on the day that they attended the health facility. They were 

requested to sign a consent form prior to recruitment into the study. The study only 

recruited those participants aged 18 years and above. The FGDs sessions took on average 

between one to one and half hours and were conducted on the health facility premises. It 

was common for some of the FGD participants to have been part of the participants who 

were interviewed earlier on. The FGD sessions were tape recorded to facilitate faithful 

transcription for analysis. This was done after receiving informed consent given in 

writing by FGD participants to record the discussion. The FGD was moderated by the 

main researcher with the assistance of a research assistant. In addition to recording, both 

the researcher and assistant took down notes during the FGD. The notes, which were 

written out on paper, were a source of back up in case the recorder turned out to be faulty. 
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These hand written notes were also to be used to supplement the recorded data in case of 

missing data. Qualitative data obtained from the focus group discussions was transcribed 

from the recorded meetings into written dialogues. The data and information obtained 

from the FGDs was analysed manually. This enabled the analysis of the general and 

specific themes and messages conveyed by the participants. Full copies of the FGD 

schedule and consent forms are available in the appendix section as Appendix 1 and 2 

respectively. 

3.6 Data Analysis 

3.6.1 Data Entry and cleaning of questionnaire 

The closed-ended questionnaire was pre-coded prior to going to the field. The' 

questionnaire was used to construct a template in Epi-info version 3.4.3 into which all 

questionnaires from the field where entered. The Epi-info software is based on the 

Microsoft database software. The data was then cleaned for inconsistencies and errors, 

while comparing with the questionnaires obtained from the field. 

3.6.2 Data Analysis 

The data entered into Epi-Info was exported to Microsoft office Excel 2007 and STATA 

statistical package Version 8.0 [stata, 2008]. The STATA package was the main software 

used for analysis in this study. Microsoft excel was also used mainly for organising and'­

arranging the results and for constructing and presenting results' tables. The data 

collected was analysed using descriptive statistics on all variables covered in the 

questionnaire. In the data analysis plan, the overall form of analysis is based on the 

foundation of the conceptual framework. The conceptual framework was discussed 

earlier on in the literature review section. 

The data analysis plan commences with listing the objectives and matching them with the 

data collected to ensure that the objectives of interest are met satisfactorily. The main 

variables from the quantitative data include the direct and indirect of healthcare 
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utilisation and expenditure in the last month. The coping mechanisms used when an 

episode of illness was encountered by the household is also of interest to this study. The 

cost of coming to the clinic on the day of the interview will be analysed. 

Then variables like direct costs, indirect and coping mechanisms are presented using 

descriptive statistics. These include averages, ranges and relative frequencies. At this 

point data on socio-economic and demographic characteristics was listed and presented in 

quartiles, depending on whether a participant was from the urban or rural area 

Qualitative data as obtained from the FGD was transcribed into a dialogue format and 

then sorted along similar lines of discussion. The data was then presented along the 

themes and variables of interest for this study. Furthermore, the qualitative data was 

presented using examples of the participant contributions and discussions. In addition, 

qualitative data obtained from the FGDs was analysed manually for major themes and' 

common thoughts were reported by using representative cases from both the urban and 

rural areas. 

3.7 Direct Cost 

3.7.1 Direct Costs of seeking care for the last month 

The direct costs of seeking care in the last month included costs of direct medical and 

non-medical costs, which were incurred by the participant in the last month before they 

were interviewed and on the day they came for their appointment to the health facility. 

The direct medical costs included cost of consultations, drugs/medicine, 

vitamins/supplements and the cost oflaboratory tests and radiology. 

The non-medical direct costs of seeking healthcare in the last month included the cost of 

special food, transport to get to the health facility and household purchases for healthcare 

like bandages, disinfectant and sponges. Some equations are presented below to give 

more information on these costs. 
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Monthly direct costs= Direct medical costs + Direct non-medical costs 

Direct medical costs= consultation+ drugs+ supplements+ laboratory tests 

Direct non-medical costs= special food + transport + household healthcare purchases 

3.7.2 Direct costs for seeking care oftoday's visit 

The cost of seeking healthcare for PLWHA on ART was also calculated on the day of the 

appointment to the HIV/AIDS clinic. The costs considered on that day included the cost 

of all medical items, transport, fees, tests, drugs and the cost of food eaten while at the 

clinic. 

Direct cost= medical costs + transport + fees + tests + drugs + food 

The urban-rural divide and comparison were maintained in the analysis and presentation 

of all the variables of this study. 

3.8 Indirect Costs of seeking healthcare 

Indirect costs of seeking health care for PLWHA on ART included all the foregone 

earnings lost or the opportunity cost of seeking care or being ill due to an HIV/AIDS 

related illness. The indirect costs were looked in terms days lost by PL WHA when they 

were ill and unable to work in the last month. In addition days lost by a caregiver who 

looked after the PL WHA when they were ill were also considered. The indirect costs 

were calculated using the recall period of one month and summed up for both Entebbe 

and Masaka. The days lost due to illness were used to refer to the number of days a 

participant was seriously ill in the last month and for how many days they were looked 

after. The mean days lost were then derived for both PL WHA and their caregivers for 
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both study areas. These were then multiplied by the GDP per capita for Uganda, per day 

to obtain the total indirect costs of seeking care per person per year. 

The indirect costs included the time lost by the PL WHA as they travelled to seek care and 

the time of waiting at the health facility. The indirect cost of time spent was calculated 

for only PLWHA as almost none reported being accompanied for their ART clinic 

appointment. The time costs of seeking care were presented for both study sites. 

3.9 Total Direct and Indirect Costs 

The total direct and indirect costs were summed up to give the total costs of seeking care 

for PL WHA on ART. There was comparison between the total direct costs and total 

indirect costs for both the urban and rural areas. This was aimed at finding out the type of 

cost outweighed the other and the significance of these results for future policy making. 

3.10 Coping Mechanisms and Social support 

The coping mechanisms used in response to the economic burden of HIV / AIDS were 

also recorded. These responses were divided into sections in the questionnaire, including 

coping strategies and coping mechanisms. The coping strategies included the responses 

of households to the last time they sought treatment for HIV / AIDS or when they visited 

the health facility. The coping mechanisms on the other hand included the coping 

mechanisms used when the PL WHA, fell seriously ill in the last month and how they 

responded to the costs they incurred. 

Coping mechanisms when faced with monetary impediments in the past 

The participants were required to list the various methods they had used if they had faced 

money constraints the last time they sought treatment in the last month. The various 

methods listed included; stopped or delayed treatment, sought alternative treatment, 
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sought cheaper providers like NOO's, reduced household expenditure, used savings, used 

medical aid, borrowed, sold assets, NOO support and others. 

Coping mechanisms the last time you were seriously iN in the last month 

The coping mechanisms also covered the time that the PL WHA fell seriously ill and what 

they did in response to the costs they incurred due to an HIV I AIDS related illness in the 

last month. The coping mechanisms listed in the questionnaire included payment of costs 

using medical aids, household savings and sell of valuables. The study participants were 

also asked whether they had used income generated from savings circles or clubs, income 

genemting projects and home based labour. Other coping mechanisms included 

borrowing from various members in the household or community, sell of any assets 

reduced spending on various household items and financial gifts received from various 

people in the community 

3.11 Household Income 

Household expenditure, reported for the last month was used as proxy for household 

income. The study participants were interviewed on various household items including 

food, tmnsport, energy payments, water, rent, school fees, clothing, healthcare and 

miscellaneous items. The individual household expenditure items were then summed up 

to obtain the total household income. Thereafter, four income quartiles were derived from 

the household expenditure. These indicated the top and poorest groups of participants and 

the two groups in between. 

3.12 Quality Control 

Quality control was a priority right from the early stages of proposal writing and 

questionnaire formulation. Reviews of similar studies and their questionnaires were 

carried out to ensure that the questionnaire was as comprehensive as possible. There was 
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review of all possible variables and data needed to meet the objectives of this study. The 

literature was used to support the selection of the variables chosen for this study. The 

questionnaire was thoroughly reviewed a number of times to ensure consistency and 

coherence. As mentioned above, interviewers were trained before the data collection took 

place. Similarly, a pilot study was carried out to rectify problem areas. 

Quality control was also ensured for the FGD schedule before the data collection stage 

and also in the data analysis stage. The quality control for the FGD was similar to that of 

the questionnaire in this study. 

While in the field, close supervision was ensured during the course of the interviews and 

after patients had left the clinic. There was follow-up of completed questionnaires to 

ensure that the interviewers were carrying out the interviews in a proper manner and that 

all the sections of the questionnaire had been filled properly. Beyond the piloting day, the 

study principal investigator was available to check that the first few questionnaires have 

been filled out properly. Thus, any misunderstanding regarding the interpretation of the 

questionnaire was rectified early on in the data collection process. 

Quality of data entry and cleaning was also a priority in this study; entry of data was 

doubled checked against the field questionnaires for entry mistakes. To maintain quality 

control in data analysis stage, a data analysis plan was developed as mentioned above. 

This was followed as much as possible to ensure systematic and correct data analysis of 

the highest quality. 

3.13 Potential shortcoming of the study design 

The cross-sectional study design used may not give a strong suggestion of the association 

or relationship between variables as it lacks an element of follow-up. However, an 

association between variables like costs of illness and SES can still be deduced by this 

study design. Given financial and time constraints, the household study was not carried 

out in the community or at individual households. The PLHW A in this study were used 

as infonnants for the rest of the household they represented. Nevertheless, it is not 

possible to confinn that an individual is HIV positive without carrying out a test. These 
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circumstances, therefore dictate that the best way to interview PLHW A, given its 

sensitive nature is at a health facility dealing with PLHW A. 

This study may potentially have some bias, given that participants were selected from the 

health facilities and not there community. There is a possibility that the PLHWA in the 

community may incur different costs and use different coping mechanisms from those 

attending the health facility. However, it is expected that the situation in the community 

should be worse for PL WHA who lack access to health facilities and therefore lack 

HIV/AIDS services like free ART. 

The choice of research areas and participants may limit the extrapolation of study results 

to other areas and participants who vary from those used in the study. The study took 

place in two districts in Uganda in the central region and therefore the study results may 

not be easily extrapolated to other regions in Uganda, given the differences in socio­

economic and demographic characteristics. 

The sample used in this study may not be big enough for the results of this study to be 

extrapolated to all the HIV positive patients on ART. There are currently about 150,000 

HIV positive patients living with HIV/AIDS, 75,000 of whom are on ART (WHO, 2005). 
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CHAPTER FOUR-RESULTS 

4.1 Introduction 

This chapter presented the results of this study in line with its objectives. The objectives 

were stated and described in detail in the introductory chapter of this report. The results 

section commenced with a description of socio-economic and demographic 

characteristics of participants. The study reported the monthly expenditures and health 

facility visits of the participants. Thereafter, the economic burden of HIV/AIDS was 

presented as direct and indirect costs, in relation to whether a participant was from the 

urban or rural area. Thereafter coping mechanisms used by households and social capital 

available to them was also reported. The second part of the results reports the findings of 

the FGDs conducted in both Entebbe and Masaka to give an overview of the findings. 

This study was largely a quantitative study but a qualitative component was also included 

to supplement the results of the later. The study presents all the results along an urban 

and rural differentiation, where Entebbe is the urban area and Masaka is the rural area. 

4.2 Descriptive statistics of the participants 

4.2.2 Socio-Economic and Demographic characteristics 

Table 1 below presents the demographic characteristics of the participants of this study. 

There were 290 respondents for the whole study, including 127 participants from Entebbe 

and 169 participants from Masaka. The urban area is likely to differ from the rural area in 

many aspects including their socio-economic status. Therefore, this study maintained an 

urban and rural divide in the presentation of these results so as to study the different 

variables in respect to the urban and rural areas. The Average age for males and females 

in Entebbe was 37 and 36 respectively and 42 and 38 years for male and female 

participants respectively in Masaka. The majority of participants interviewed were heads 

of their respective households. The average household size consisted of about five 
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household members. Entebb.: reponed a hi@herpercentageufpan icipams "h .. ~ .. uld read 

in an) language as ~ .. mpan:d 10 MllSIIka. 

\ · -\RIABlF...'!o C lI'IC SITE (,\RF..A) 

E",~bbt(Urban J Masaka (Ru r..a IJ 

Number of pani~ip:lll1s 127 16] 

Males 16.()";·. 22.1% 

Females 7-4.11'". 78.0 ~o 

Males' Age(llIn!:C') 36.9 (26-67) -4 2.04(19-68) 

Females' Age (nmge) 3H(20-60) 311.1 / 20-69) 

Mean household size 5] , .3 

Rellolionship to 1I, .. SC'hukl hl'llu 

Household ht>ad 67.~ 71.O"r. 

SpIlU!b" if~ J-4.I~ 9.S· ... 

Dauj;hter snn 6.3"'. 13.5,",-

\bilit) Iu R'ad 

Very "cll 6-1 .6""- 53.4°. 

Fai rly ,,,,II 31.5~ 43.()O/o 

I};.do~(d 111 \ ~I B' '' ' 

I 124(97.6%) I 154(94.5') 

4.2.1 Socio-economic character is t ics 

Tuble 2 p~scms the socir .. economlc charocll."ristics of the panil:ipams in this study "hils! 

differenuaung bctwe~n the urba n lind rural areas. t\lmoM h.alf of the urball and runl 

p.1nicipams reIX,ned Ihal th~y had some primar~ education but the> ne, er C<.tmpicled. 

Th~rt w~re a hil!h number of panicipants "ho had had al \cast some.s«ondar) S(:hool 
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~ducation or obtained a higher qua lificotion. In line with the literature. mOSI panicipants 

from Masaka reponed thai the)' "ere subsistence fanners. compared wilh only 8.66% of 

the Entebbe panicipams. There "ere mon: unemployed panicipanls in the urban study 

area of Entcbbc as compared to Masaka. The m3jnriry of panicipants irrespectivc of 

"hellier rhe~ came from the urban or rural area had di sclosed the ir status to 31\OIher 

person. 

Table J: Socio-t'COnomk eh~ raelcriN tics 

ENTE88E MASAKA 

Education IC" el 

some primar) education 54(42.5% ) 88(54.32%) 

Secondary school + 47(33.1%) 35(21.98%) 

Never anended school 10(7.9%) 7(4.3%) 

Marital s latuJ 

Single 29.13% 12.27°" 

Married 30.71% 20.86% 

Oivorced 11.81% 11.04% 

Widow/widower 21.26% 44.79% 

OeC"upllion 

Unemplo)ed 23.62% 14. 11 % 

Subsistencc fanner 8.66% 40.49% 

smalirraticr 16.55% 18AW. 

selfemplo)ed 19.69% 14.72% 

Omcr 31.50% 12.27% 

4.2.3 ASSN profile and possessions 

The findings on the asse t profile and possessions of the households in thi s stud) are 

presented in lallie 4 heIOl'. There highest percentage ofpartici panrs reponed li ving in a 



!louse or brick structure. Ho"e.er the ~ud} did not di~inguish ~"een patlicipanlS "ho 

n:med or owned the house WI me)" reponed SI.II}·ing in. The tommOlle$t roofing malerial 

"as COfl\IgIIted iron sh«"1s .... hich were used b) 1hc majority of the panlcipanlli in both 

Enlebbc and Masaka. The d,lTerem lYpes of "au,'r soun.:es reponed b)" the paniclpants 

'!lriw greall)" and not one single source I'''as eommonl} used. Almost half of the 

panic'pams in Enlebbe reponed using public lapS ... hlle half of the partie ipanlS in Mli5lIf,,:a 

reponed using public I,ells. 

There were a 10\\ number of panieipants in I~ uman and rural area ... ho reponed using 

nush toilets as D sanitD!) facilit)". Con,crscl), the traditional pit latrine and tile , 'entibled 

improlw pil latrines were commonl) used by panicipants in both sites. 

HOI,;SEHOLD TYPE ENTEHBE \'-',SA"" 

house: or brick structure g3.46~ 7Q,)7w. 

Informal house made of mud 10,24% 20.370,,-

Roof material 

Corrugated Iron sheets 92.13". 94.48'" 

Watcr ~urce 

publie t:lp 40,16% 28.2~. 

piped waler in yard/plot 22.83% 3.6r. 

publie \\ell 20,480/. 47 8S". 

Olher 16.54% 20,24~. 

Tolle! 'Yilt 

Traditional pit lalrlne 39.)7% 40.49% 

Vemilllled improved pit latrine S I.J 8'7. 58.28% 
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4.2.4 mVI AIDS services referral 

The participants at the health facilities were mainly referred by health care professionals 

whom they had previously visited for various reasons. There were an equal number of 

patients referred by healthcare workers as those patients referred by relatives and friends 

at the urban study site. All the participants in Entebbe and the majority in Masaka 

reported that they had been tested and referred from another health facility before they 

came to T ASO, where they are now registered clients. 
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4.3 DIRECT COSTS AND EXPENDITURE 

4.4 Healthcare expenditure in the last month 

This section presented the results of the direct costs and expenditure incurred as a result 

of seeking care for HIV/AIDS. Table 5, below, presents the results on the direct cost and 

expenditure incurred by PLWHA and their households in relation to access to free ART. 

The average expenditure on health care in the last month, before participants were 

interviewed was higher for Entebbe than Masaka. The expenditure incurred is in light of 

the fact that PLWHA have access to free HIV/AIDS care from TASO, the NGO where 

this study was carried out. The average cost of treatment in the last month was US $ 13 

for the urban area and US $ 8.6 for the rural area participants. However, in extreme cases, 

some participants reported that they incurred on average, more than US $ 100 on 

treatment costs in seeking care for HIV/AIDS in: the last month. 

4.4.1 Average household monthly expenditure 

The PL WHA in the urban area reported a higher average monthly household expenditure 

as compared to the rural area participants. The participants in the urban area reported 

average expenditures per household of about US $ 195 as compared to US $ 151 for the 

rural area participants. There was a large range between the lowest and highest reported 

household expenditure for both the urban and rural area participants. As shown in table 5, 

household expenditure on average, ranged from a few dollars per month to US $ 2339 for 

the urban area and US $ 1971 for the rural area. 

4.4.2 Healthcare expenditure on day of appointment 

There were a high proportion of participants who reported that they spent over two 

dollars a day on healthcare related costs on the day that they visited the health facility in 
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relation willi their HIV!AIDS appointment. However. like most of the upenditure items 

in this slIldy. some participants reported that Ihey had 1'101 spent an)' mone} on the da~ 

they visited the H1V/AIDS facility. 

Ta/l le 5: Direct costs and n penditure in U Shs and US S in 2007 

22,705(0-240,000) 

lJ.1 

1--'----"""'--;0,. 
4,6\8(500-3 1.700) 

Source: /tl11D: /lw,,"w .palJda.comiconvenlfxhistoO') 

4--' .3 Breakdown or lhe direci costs of health care in the lasl month 

Tile ligure 2. below. presents the bre:lk down of direct costS on both mOOical and non­

medical costs in the last month before Ih~ PLWIIA's appointment al the h~ahh facility. 

The month prior to tlleir appointment al lhe ART clinic. PL WHA incurred direct costs on 

"uriUU$ items in rdation to their health care expenditure. The three major categories of 

expenr.cs "cre on medicines. transport and special food. The trends were generally 

similar for participants in the urban and rural area. However. participants in Ihe rural ar~a 

inctJrr~'<.l slightly hishcr proportions of Ihdr expenditure on medicines as compared 10 

participants in tlx- urban area. The proportion of expenditure on din:ct non-medical costs 

Cl<CeMed thai on dire<:t medical costs. The direct non-medical costs included Imn.pon 
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and expenditure on special foods, TraJ1sporl costs were li kc"i.o;e high for participants in 

both sites. There was a significantly higlK:r expenditure on 5pei!ial food by th<' urban 

participanlS as oomPllre<! to the participams in the rural area. The el;pcndilur<, on 

consultation COStS seems was higher tOr the rural area partic ipants as compared 10 the 

urban area participants "flo spent almoSI no part of lh<'ir heahh care expenditure on 

consultation frt5. 

Figu re 2: Brea l.; do", n or the last mon th 's lIHrlIge hea l! hea re rel ated oost 

Entebbe Masaka 

• COnsult3hon 

• W!>I>lnnmt> 

• Tr.nspon 

4.4..1 Direct costs 0 11 the day of :lllllointment at health faeiliry 

In figure 3 belo\\. are presented the results of the tm:a~ do,," of the direct 3" cragc costs 

associated I' ith see~ing health care for PL WHA Ilho are on ART. Therefore as obser~ed 

from the table. transport costs wen: the highesl of all the costs incurred by patients on the 

day the) ~isited thc clinic. "IransJXlrt costs madc up about 82% of all costs inc uITed on 

the da)' the patien ts ~isited the clinic. The neM highest COSt incu~ "as clinic fees, paid 

al the health fadlit) where patients wcnt 10 seek. (arc. The patients at this health foci lity 
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(Ire required 10 pa)' a small fcc on arrival alllle clinic. PllI1idpants from tile Enlcbbc sile 

incum.>d a proponionately lIil!:l'K'r amount on food Ihan lhi' plll1icipanl5 in Masaka. 

Tllcrcfore. tmnsponalion and COSI of food v.crc tbe mOSI significant COSIS incurred by 

panicipants 00 the day they lisitcd Ihe health facility. Subsequently. it is ShollO from the 

figure 2. abme. Ihal di rect non-medical COSIS wcre highcr than dir«t medical costs 00 Ihe 

day of the ART appointment for Ihe PI. WHA in this study. 

fig" .... J : A n ,."ge II u Ilhene ,.daled ~.".t~ on day of in le ..... i""'· (U Sh~} 

.EntebDe "80315 
• MI;oSaI<a 50(! 135 

o 
o 

9 '14882 '181 "33 

o 182 .358 38'1172 

_ Enlebbe .-



4.4.5 Health Care Seeking Patterns in the last mon th 

The table 6 bclo>. Pfl'SCI'lIli the resutlS of the health facililiO$ \ isi!ed b} p~ujeots io Ihe lasl 

month before their appoiolment at !tIC HIV AIDS health faeili!). The mOSI commonl} 

.jsitcd health facilil~ "as public clinics. "hich "ere .isiled alleasl 011'-( b} almosl alilhe 

stud} partK:lpants. The liC'Cond I1105t ~isitoo beaJLh facility was the NGO faeilil}. "hich 

"iIS TASO In IlIi) "'_. TASO i~ H rlU"-b'U'~mnll."wl u~wri"'liurr. dhlruul:lh il b 

commonl) loxoloo neM 10 or;u a IBI'gI: Go.emmenl hosp;taJ . There .. ere less than 2% of 

aU p3ftkipants in Entcbbc and Masaka "Iu ,iliiloo (he out palient and in-p3licnl 

departmcnts of any pM'ale hospital. 

Table 6: lIuhh facility .. hue palicn15 Mlught can' 

F.d", Media •••• ben b.ib E.lebbr M ...... 

Publk dink 2.!\ 127(100"4) 160(9/1 .16-;.) 

Prl.-ale dinic 2.5 19(1-i.% "4) J I(I 'Ml%) 

Public hnspital. outpa tienl 2.5 4(100·~) 9(90.0%) 

NGO racili~' 2.5 5'*(42.52"/.) 5J(J2. 52·~) 
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4.5 Household Income 

Table 7 belo" pn:sems the houschold iocome in fou r Quaniles from the loweS! to the 

highes!. The household c.xpcndiwre in the laS! momh was used to approximate Ihe 

household income for participants in Ihis study. As e~pecled th~ participants from the 

urban study site reported 3 much higher c~pe!lditu re than those in the rural area. The 

poorest Quaner ofpllrticipams in the urban area. had an expenditure of about US S 80 as 

compared to US S 52 for lhe participants in the rura l area. There were B considerable 

number of patients both in Emebbc and Masaka "ho reported living on more than one 

dollar a dB}. according to their reported monthl) expenditure. The richest quarter of 

part icipants in the urban an:a reported that they Ihed on U S $ 200 per momb as 

compared to US $ 179.1 in the rural area. 

Table 7: Monthh' l'\f1enditllrt' in U Sh5 and US S in 2007 

Elltebbe 

Quartiles p2~ 'SO 1175 

U Stu 138,000 219,500 345,000 

US> SO 127.3 200 

J\lHlU 

U Shs 90,000 166.000 310,000 

11 S S 52.2 96.2 179.7 
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Figure 4: ,' H uge Monthly elpenditure in US S in 2007 

Average Monthly Expenditure 
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Figull: " abo,e. presented Ihe breakdo"n of household expenditure on ~arious household 

items in the last monlh. Households incurred tlK- h'i;hCSl common costs on S(:hool fees. 

food, transport costs and e~ri;} COSIS dunng the month. Ahhoui;h Ihe urban area had 

fewer partiCipants than Ihc rtlm! area. il recorded higher 00.<.1$ 0<1 the mo5I of thc 

houschold items. J leahheare took up one of the IO\\~ proportions of tItc kouS(:hold'" 

monthl) C),penditure bUI partidpant5 in Ihe rural arC1l 5!K'nt a higher amount on 

healthear.: than participants in urban IIIUS did. SdlOOl fees t~ up the bi~gest portion of 

the kouschold's month) cxpenditun: hUI 1he urban an:a panicipallis incurred a slightly 

higher amounl lhan rholot' in lhoe tural area. 
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4.6 lNDlRECT COSTS OF SEE KING I-lEAL TH CA RE fOR 

PLWHA 

4.6.1 Ti me losl tlue 10 UIV/AIDS 

Table 8 belo", presems lhe amoum of lime lost by PLWHA and their caregivers du~ \0 

all HIVIAIDS relaled illness. There "ere 21 panicipants in Enlcbbc and 20 in Masnka 

I\ho reponed Ihal Ihe} hlKl fallen seriously ill ill the lasl monlh. The indirect costs of 

seeking care for ART were calculated for both PL WI-IA in Entcbbe and Masaka. A recall 

period of one month was used as mentioned in detail in the mcthodology section. In tOlal, 

41 panicipants reponed that they had fallcn seriously ill in the month before they "ere 

imer..iel\ed, with almost W1 equal number for both areas. All the panicipams I\ho fell 

seriously ill last month n:poned that they had been looked after by someone else from the 

household or community. However. p:ll"ticipallts in the rural area lost more days due to 

HIV1AIDS related illness than the panicipants in the urban an:a. On average. a PLWHA 

lost 10.07 days in Masaka as compared to 6.34 days for Entcbbe. A similar trend lIas 

maintained for thc days lost by caregivers "00 lookcd after PLWHA. The caregivers in 

Ihe rural area lost 19.5 days on average as eompan:d 10 the I J days for those in the urban 

area. 

Tallie 8: Time IOSI in days in 2007 

.. u .... M tillu 

Tutal day$lQ5t A \ erase da} s 1000t Tot ... l t1a}s 1o!I! ,\'c raSe da)"$ 

los t 

PLW HA 260 12.4 '" 20.7 

CAREG IVER l7J " 390 19.5 

TOTAL 533 25.4 803 40.2 
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Table 9: Inrlireo::! monNar), ws t of s«king cDre for HI VIAIOS in US S 2007 

Ealltbbe(US S) MlWlb (liS S) 

TOlal ""01. A'· . .... !:. t'05U T<>(al <>Olll A .. .,rage ~OSl 

PLWlIA 192.3 ' .1 305.5 I !' .3 

CAREG IVf,R 201.9 ,., 288.5 I·U 

TOTAL 393.9 IS.7 59' 29.7 

Table 9. above presen ted the indircrt moneta') COStS ofseo::king care for HIV/AlDS. The 

1'1.. WHA in the rural area ioculTI!d a higher opportunity cos! due to a serious HI VlAIOS 

relaled sickness episode than those in tOC urban area. Ghen a GOP of US$ 270 per 

an num. a I'LWlIA in rurallll'ea lost almost double the amoun t in the last month due 10 

i-II V/AIOS as compared to a PI..WI-IA in the urban area. TIle caregi"ers from the urban 

arc:;r inculTI!d a slightly hisill'r opportunit> cost than the PLWHA Ilho liley looked after 

in the last month. This was however the opposite for PLWHA in tile rural area I,hose 

indireo::t costs due 10 Il IV/AIOS in the last month I\ere greater than thaI of their 

caregivers. In lotal, both caregivers and PI.. WIlA in lhe rural area incurred a higher total 

indirect cost Ihan tocir COUnterparts in the urban area did _ 

4.6.2 Distance I ravelled 10 gcl to the health facility 

Figure 5 below presents the distance PI..WHA Il1lle!lcd one wa~. 10 get to the health 

fadlit~ on the cia} of their appointment. There were Icss Ihan 300/. of all participanTs in 

both the urban and rural Brea who lived ,,·ithin a S·mile radius to the health facility that 

offered HIV/AIDS services. Man~ people reponed travell ing more than five miles to get 

to the health facility . This could be art indication of tile high non·medical COSTS that 

patients incur in order to get to the health faeilit)·. There arc also II high number of people 
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.... ho Ir:I\elled more Ihan SO miles 10 (lei 10 the health fadlil)" .... here they accessed free 

IIIV/AIDS Iwalthtarc servitcs . 

• 1gu ~ 5: Oisl~ ncf lra -elled 10 hfll ith r~dlil) 

Distance travelled to hea lth facility 
ro_ 

,,-

! ,,-,,-
• m_ 

• • . -0- L • 
•• ODS- 10 0 IIhlO ~ro ro.o .ow ~ -. 

4.6.3 Time s peDI lra\'elling 10 h(".Ihh racil ity 

Figure 6 below. ~med lhe n:sulls of the time thai I'L\\ IIA look 10 gel 10 the heal th 

f!ICiJiI). There \\ert almost 7~ of all participants in both Ihe urban area and rural area 

\\ho lra'eiled for more than th in) minules 10 gel 10 tIw: health facility 10 sa:k care. 

Conscq~mly. majoril) of patticipanu had 10 trawl for long perIOds of lime to seck 

heahhcare for Il lY/AIDS. 11115 ;$ an indicator of the hiah indi=t cosu and time eOstS 

a>sociated \\ j,h seeking care. There \\el\' II highC'r pen:entage of panicipams in tIw: rur.l] 

area \\110 Ifavelled for more than one hour to gdto the health faeil il> IlS compared to the 

urban area. Th~erore PLWIlA gem~fall) and sp«HiclIlI) for the rural ~a face II hlah 

opponunil) cost of.K"Cking can: for HIVIA[OS as n:ponal in lh is stud)'. Conscqucnll)'. 

PLWHA in lite flint! llrea Ira'clled for longer times titan the: PLWIIA In lhe urban ~u 

to aceess lhe III V/AIDS health sc,...k:es. 
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Figure 6: Time custs of lra.'eliing to din ic 

Direct time costs of travelling to clinic 
~O_~ 
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~.6.4 Magnitude oraccumulalt"d debl 

-,,., 

; 

Figure 7 belo" prtsemed the results orth~ magnitude of debt acrumulated by PL WI1A in 

relation to their HIVIAIDS stalUS. There "cre generally a modest number of participants 

"ho did not incur an}' debt in relation 10 their heal thcare. However there were a small 

number of participants Ilho had incurred la rge amounts of debt in relmion to their hea lth 

status and health set"king habits. The trends were qu ite similar across both the urban and 

rural areas. The majority of participants "ho reported having debt fell ,,;th;n the US $1 

to US S 5& debt CatcgoT) . There "ere mon: rural participants in tile ruml area who had 

debts as compared 10 their CQuntcrparts in the urban area. 
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Figure 7; Ac(umubtw Ik-bt in US S in 2007 
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According 10 thc stud) partldpatlts. an IIiV positive status b:ld an effcci un the 

cmplo)ment status of an inchidual after the) discO\CI't'd lhal the) "'ere HIV positi'e. 

There "cre more participants "ho reported thtJIthc) were act,. "I) "'orling before their 

disco'ered that thc~ "erc IIiV positl'·C Ihan after the) disco\cred their SltJIu~. In both 

Entebbe and /> tasaka the number of participants "'ho l't'JlO"ed won.:ing before the} ~nc:" 

Ihei r stalUs "as almost ~ual at about 79% for each area. 110"'c'·cr. after disca\'cring their 

111 V po<ilhc §latus. the number uf lho~ slill cmplu)ed dropped 10 tess than half for the 

I:;nlcbbe stud) participants and 10 6QO,. of lhe Masab pamcipants. The number of 

particip.1nl5 "ho reported being uncmplo)cd increased to more than 50"", for En\ebbe Dnd 

to about 40",. for MasakB fmm aboul 23% in both areas. Thcre "lIS a hi@her increase in 

the unemplo)ment ralC in the urban area as compared 10 the roml ama. 
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Table 10. beloll. presented [he results of the empJo)ml'lll stalUS before und after their 

IIIV status. Of these. 110 gale reasons as to "hal had h9ppcned to lead them 10 

unemplo)menc. The!'\' lIere more [han halfof lhe pan icipanlS IIho reported that thc), had 

resigned from their jobs. Those " ho resigned did so eilhe.- to seck care for thei r eondi110n 

or because they were 100 sick to "ork any TnOfC. The resl gale numerous other rC"~son>. 

which ranged from gelling fired. doing less work al'(! Iherefore eaming less and mOl"lng 

ploc~ to seek care. Th('fC "I'IC II few parlicipanlS "ho repon ed being in a nI.'l' job and 

eaming ilcller and others said they hod not chan sed thcir jobs. There WIIS onl~ one 

~ "110 reported hal"inll bel'l1 re!rcnched \lith bencfi1s. 

Table 10; Emplo) ment SllI lUS antr III " SUtlus 

ENTERBI: MASAKA 

Emplo)mHI bto rore5lalu~ 

Empto)"ed 100 (79.4 ,"0) 127(77.9"/0) 

Not emplo)"cd 26(20.6%) 36(22.1%) 

Empkl~ menl :dlu 51.hl5 

Still emplo)'ed S3{4 S .~J 87(60.0"/0) 

i'-Ol emplo}ed 63(S-U'''J 58{40.0%) 

4.6.7 Ways in which HIV/AJOS hilS IIrrl.'cled your Income 

'Ihe pan iciparlls reponed [hat IlI V/AIDS had affccted Iheir irorome in one way or other. 

Although. not every pan ieipant become unemployed after testing HIV pasilile man)' of 

them repon ed that their 1/1CQrne had b«n llCgatil'ely affccled b} HIV .. AJDS. The main 

reasons for this included I PL .... ItA being 100 sick IQ work or "ori.:ing ~ss ti me than the)' 

did before. r here wu II hilher pcrcl'l1fage o f pan icipallls In the urban area rhan the wral 

area \Iho repon ed being 100 sick to work. On the othl'l hand. a higher percenmge or rural 
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participants as compared "ilh urban participanls reported Ihal1h,,) "oO;cd for less lime 

due 10 I Ii V/AIDS 



TlI b l~ I I: Other household mem!J<,n whu losl Ihei r jobs 

ENTEBBE MASAKA 

LlJ!ll job 32 (25.2%) 21 (16.;6°;0) 

NO l losl j ob 95 (N.so;oj 136(83.4-1%1 

TOlal 127 (100%) 163 (100"/0) 

Table II abolle sho,,"s Ihe results of olher household members who had losl Iheir jobs uS 

II result of being HIV posilive. Thcre were mmc inlervic"ecs in Ihe urban orca as 

compared 10 Ihe ru(""~1 area "ho reponed mal someone else in Iheir household had loS! 

Ih,-ir job due 10 HIVIAIDS. HOII~ver. Ihe", generall) a low number of PLWHA "ho 

repolled Ih .. 1 olher household m<mbcu had 10$1 job$ due 10 IIiV/AIDS. 

Tahir 12: Children d ropping OU I of !lc:hool 

[nlebM M_ .. 

y" 26(20.5%) 32 (19M~) 

No 101 (79.5%) 131 (SO.30/.) 

T01:11 127(100%) 163/100%) 

Table 12. above. p!"esenlcd Ihe re~ull5 of childrcn ,,110 dropped OUI of sehool due to 

HIVIAIDS. There "ere II relmively high number of childrcn .... ho .... ere repor1cd 10 be 

dropped OUI of school Of abandoned their sludies since the onset of their parenlS or 

guardians' illness. The proponion of children "ho dropped OUI of school was similar for 

bolh Enlcbbe and Masaka at about 20% for nU panieipants inlerviewed. There "ere mure 

children who dropped out of sehool [han those .... 110 Ilere emplo)cd. There were f<'" 
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PLWHA "ho reported that school going chi ldren in their households Ilere I\ori<:ing to 

contribute to the household income. 

4.6.8 Care gin' n during II serious period of illness 

There were more than 80% of all partic ipants reported thai Ihc) had been looked after b) 

someone the last lime lhey feU serious.)' ill. 

Table 13: Someone 1001.; afler you ... ere last time st'riollsly ill 

Enteb~ \1asal.;a 

\'n 70 (87.5%) 65 (84.4%) 

No 10(12.5%) 12 (1 5.6%) 

TOla l 80 17 

Table 14: CAregiwr's title 

Enlt bbc l\Ia~al.;o 

Worl.;ing household " ... m~r 8 (11.4%) 13(18.8%) 

School going chi ld 7(10%) 12(17.4%) 

Adult neighbour hood rriend 7 ( 10.00/0) 7(10.1%) 

Ad ull rclati ... • 43 (61.4%) 37 (53.6%) 

Paid care lal.;er 5(7.1%) 0(0%) 

Total 70(100%) 69 (100%) 

Table 14. above. presents lhe most comm.m c3regilcrs as reported by the partic ipams the 

last lime thc)' \lcrt! seriously !II. Adult rdati,'cs \lere the commonest caregivers reported 

b) lhe Sludy participants "hen Ihey fell seriously ill. This was common for participants in 

both Enlcbbc and Masaka. The \lorking household members from the same household as 

the j'LH W A \lcre also an important source of carc in times of serious illncss. 



4. 7 TOTAL COSTS 

figure 8 and Table 15 below prescnto:-d the proponiQrl o r direct lI11d iridirect costs of 

sc..-k ing care for HIV/AIDS. The tOOlI direct O)sts out ..... ighed the total iridirect costs ror 

bellh Masau and Ent .. bIJ.,. It should bo.' noted thal there "eI'C: more people" ho sought 

care in Ih .. last month than tho5e "II<.> MI5eriousl~ ill in the last month. In addi tion. the 

urban Mt'a panicipants rc:poned higher direct costs than the rural area panicipants. On the 

other hand. the rural area panicipants incul"TCd higher indirect costs than the urban area 

panicipams-

FigUrf" 8: Dil"«"' a nd indirKI roslS of ~liillg Cll rt" for Ill V/Al llS in US 5 in 2007 

Total direct and indirect cost s of HIV! AIDS .-.~ .-
.~ - .-S -~ -~ , 

. '00 ... ........ ' '',.. .. 
• ,,,, ... ,,, .• ,,,,, ">I,, 
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T.bk I ~ : An' Ml ge cosu ofMeliing nre for IIIV/AII)S 

t; .. tebhe 

A, el":lll:t' direct eO!its 13.2 
(US 5) 

A"t'l"IIl:e indirl'Ct COSts 18.7 
(US 5) 

Annge CO!l I~ 31.9 
(US 51 

\1.5aka 

'.6 

29.7 

38.3 



Table IS 800'·1' presented the mulls of the direC! and indirect a.-eraa;c costs ofso:ekina; 

care for HIV/AIDS. TIle tOial dire(:t and indir«t costs of :;eeking cure ussociated "itll 

HJV/A JDS "ere weighted for the number of people in each category. Subscqucntl~. 

a'~llc indire(!1 COSIS on OIlt"cig/led the: a'erage direct costs for both Ille urban and rural 

area The a' erase indir«1 CO$I5 for tile TUTUI area "~'1C considcrobl ) lIillllcr tllan tile 

lI'erage direC! costs as compared to tile difference in lhe direct and indirect COSIS for Ille 

urban area. I\" ... 'nllele55. Ille urban area paniciparn~ repon.:d higher a\ erage direct <:ust 

than the rum! area panicipanls. Funhermore. pan icipant5 in tile rurnl arra incurred a 

lIigller a.-erage COSI than the panicipanlS in tile urban 11ft'll . 

.. '-8 CO PI NG MECHANISMS 

4.8. 1 Moneiliry conslrllinis 

Table 16 b<elo" jll"C$C!lted the number of panicipams ,,110 faced _Ul/) constraims last 

montll in seeking can: for HI VIAIDS. Almost I13Jf of all pankipants boih in Ille urban 

and fljral area reponed that they had faced mone) constraints. This impli6 that the) 

panicipams had 10 adopt diffrrent responses to tile economic burdc:n imposed on them b) 

HIVIAIDS fhere "cre some mpondeltlJ ,,00 did no! answer the question. 

Table 16: \Iontllln tonstnlinllo ..... eking in lite pasl . 
~lIe). ron.trai.t Eillebbc- ~"sau 

\ ~ S9 [.H. lo/a} 81 (S4A-J.) 

," 66 (52.IW. ) 13 (45.63°/.) 

TOlul 125(100°/. , 16(I(l 00·/o} 



Figure 9: Responst' to moneta!,) constninh 

Responses to money constraints 

• (ntl'bbt> 

• Ma..lk~ 

Figure 9 ~bovc. presented the responses or PU IW A "hen they "cre faced with monetary 

constraints to seeking carc for IIiV/AIDS. The panicipant;; reponed \arious coping 

mc-chanisms in response 10 monetar) constraints. Ho"~\·er. a considerable number of 

panicipants reponed that they had borro·.\cd money In the la$t month "hen fa.:ed \\ilh 

monctar) constraints 10 SC\:king HIV/AIDS heallhcare. This CO\lld have been for 

lranspon. consultation fees wId 'ipI.'Cial foods. "hich are classified as direct non·medical 

cOSts. 

4.8.2 Divt.'rsificalion or income 

Table 17 below presents the results of households thaI diversified their income as a 

coping mechanism in response to S\."eking hcalthc<U"C in the last month. There were a 

subSlantial number of panicipanl5 who staned up some kind of cronomic activity since 

the onset of their illness. Th"re "ere more people in the rural area that had slaned some 

kind of economic acthity. since the onset of their illness than those in Enlcbbe. 
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Table 17: StaMoo Economic ACli ,· ilie.~ 

Economic aai. ilin Enlchle Manka 

Slaried 43 (33.l!6"'0) 81 (49.6'Wo' 

NOI startoo 84 (66.140/0 ) 82(50.3 1"'0) 

Tola l 117 (100%) 163 (100"10) 

Coping mechanisms osM Ih lasllim~ a I'LWHA fell seriou.iJ.· ill 

Table 18, belo" presents Ihe Iype of melhod Ihal palicnl~ used 10 COVlT Iheir cOSts the IllS! 

time th~}" f~11 seriously ill. There are a sub,lanlia l numlx>r ofpatienlS "ho repoJ1~d that 

the)· used medical aid to fill) lor the treatment they used. the last time the)' were ill lB.5t 

monlh. This i~ unexpected given thlll at Ihe nlilionallevel, less than I % of the POPUllilion 

owns a medical aid of an)' t~ pe. However. it is good to note that PLHW A are registered 

clients in IiIV/AIDS organiSlitions "here they fonn infonnal medical :;o;hemes at thei r 

loclil vililige level. This mone)· ma> rllcn be used 10 pay for medical treatment and also to 

cover funeral arrangemenls for Iheir group members and thei r families. 

Table 18: Melhod of payment ror hea llhart 

[nlrble -'ob ... kIiI 

Medical aid pa~· ment 24 (111.90/0) 36 (22.09"10) 

Ilousch(Jid ~a'·ings 4(3. 15-/. ) 12 (7.36"'0) 

sell ,·aluab les 0(0°1.) 3 ( 1.84"1.) 

Free treatment 7(5.51% ) 4 (2.45) 
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TlIhlc 19: UH'd ioeomc generaled from ' -nioo5 500rfe5 

btebtM- .... g .. 

Sa'ing~dub 6 ( -I.72·/.) 3-1 (20.116'"/.) 

Income projecls 3 (2 -"'% ) 6(3.7%) 

1I0me based 0(0·/.) 2 (1.2 '"/.) 

.·r«, helll lh flidUly J i2.-I '"/. ) o (O·k ) 

TolNI 12(9.52 '"/. ) -12(25.76% ) 

AS d isc u~ in Ulble 19. abcl'e. ;1 was mosll) participanT.!; from liIe rural area study sile 

who reported Ihat t~y had joinfll some son of sa\ iogs club. Therefore for Ihose 

pnrticipaOlS .... ho paid for the lreatmenl Ihe~ go! lhe lasl lime. mone~ f!enemloo from 

53 \·jngs clubs \\ere IIIe eom~ !OI.In.:e. Ilow('\·et". it WII!i moslly participants from the 

rurnl area .... 00 uSl:d mone~ ~e"'led form sa\ ings ciub$ 10 eo\ er the COST.!; of seekiog 

care for II1V/AfDS. 

T. ble 20: Borro .. · lnollt)· 

E . .... Mou" 

lk>rro .. -fll Money " " 
Did nOI borro .. Mont)' OJ .. , 
Tol.1 11 5 (tI(I.87'"/.) 160 (9t1.7S"/.) 

Table 20 above shows lhe pmpotIion of part icipants \\hn reported 11191 Iht} had borrO\\fll 

/TIOOC} _ Mosl participanls reponed Ihal they had nOI borrowed money the IIIStlime they 

had 10 I'll.) for treatment. when lhe> had foced mon~) construinlS. There were a higher 

~cntage of participants who borro .... oo mone) when Ihe) filced moneta!) conStrainT.!; as 

compared to \\hen the} fell seriousl~ ill. Therefore it seems Ih31 monel .. as borro\\ed 

when it .. as vel) urgent 10 get medical allenlion mther than for usual medical I'D} mcots. 

PtHWA who an: clients for T ASO arc given appointments aner eve!) 1\\0 or one month. 
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"hich implies thaI palienlS have 10 II) 10 allend Ihese appoinlmcms. These are Ihe limes 

Ihey arc likel>· to borrow money. "hen faced with financial conslraints. 

Tllb l ~ 21 : Source of borrowed money 

r t rsoa you borrmo ed (rom mOll f} Enlebbe M ll!laka 

Household member 2 (1.6-/0, I (O.6°/.) 

community leader I (0.8~/0 ) 0 (00/0) 

Frieuus anu rc1atins in community 21 (16.5"/.) 21 (1 2.9"'0) 

frienus outside conlmu uity 0 (00/0) 1 (0.6"'0) 

.. 'o rk b"sed groups in or outs ide community 4 (J.2°/.) 0 (001.) 

Table 21 abo,'e presented the results of the people from "hom PLWHA borrowed mone> 

the last time the~ fell ill. Tbere \,efe a modest numn..'f of panicipants "'no borrowed 

money when they fell s~iously HI in the last month. Among those panicipan15 "ho 

reponed Ihattbe~ had borrowed mone). the majority said they had borrowed from friends 

and relatives "ithin their communilies. There were a negligible number of panicipants 

\\00 had borrowed from rcllo\\ household members. 

Table 22; Reduced Household F.tJX'nditure 

[Dltbhe MIHan 

F~I 31 (24.41 .".) 14(8.S~Wo) 

Education 27(21.26%) 18 (1 1.04%) 

lIealthcare 16(U.6(Wo) 13 (7.98%) 

Clothing 16 ( 1Z.60-/o) 3 (1.84%) 

Table 22. above. represented the PL WBA who had reduced their household expenditures. 

the last lime they fell seriously ill. AmOfig Ihe coping mechanisms used by PLHW A was 

reduction in household expenditure on items like food. education. hcuhhcI!Te and 

clothing. The mOS1 basic of necessilies like food and educalion were Ihe most affected for 

panicipanlS in the urban and rural areas. Ilowe\·cr. there were a higher proponion of 
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panidpart15 in the urban area as compared to t h ~ rural area woo reduced their household 

spending on food. On the OIi'M:'r end. more people in rural lha.n the urban reponed thll1 

they grew a !iUbslanliDI po!1iOll of the food the) consumed. Household expenditure on 

education was also l'C'du«d in response to payments for treal/Tlrnt for PLIIW A. Spending 

on education was more .fft'Cted th:lfl SJXnding on food for rural areas. 

Fi!;ure Ill : Rtc:ei-'ed F;n~ndal Gifls 

Financial Gifts 
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There "ere gencrall~' fe w people woo recehed financial gifts "hl'll the) needed to pay 

fo r their treatment. This is consistent wnh 11\(, htemture where PI." ItA aft ~i' lng less 

help from Iheir extended families and friends. In this stud). PLHWA reporced li\ening 

financial gifts from their relati ves and friends in the community than m<lf"C an} ocher 

clllegm) of people. There was no panicip;mt in Masaka who reporced geUina hel p from 

theif employer. 
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Figu ", II ; TnlnSJlOn mode u.sed by PL WIIA 

Transport mode 

''''' 

In liIM: \\itn the Slud) rxpe<:l.auons. most panlcipanlS reported thallhl'~ had used public 

transport 10 Get 10 Ihe ht-althcare facilu). III.mr\l~r this more oft~n t~ e..st' in Entebbe 

"hich more urbanised ll11d developed than \Iasaka. For a long po:liod of more tl!.an 20 

years in Uganda. there has been a high le~el of peace e~c~pt for Ille norttlC'm pan ofille 

country. TherefOR! many 8R!3S in Uganda hal!." a reliable and o:fficicnt 1ransport nel"orio: 

syslem. II high numbl:r of panicipan1s in Masaka R!ported 1hlll Ihey gOI to ttlC' health 

facilil) b) ambtJlance or hospital transport. This is unlike our expectations. "here 

ambulances are more common in the urban an"as. Ho"e'cr TASO has de, doped on 

efficient system ofreachingthoK in far ",ached rural areas, "hlch rna) e:>.pluifl the use of 

ambul~s in Masaka. ThC're"l'Tt an equi\aient numb:r ofpW'lie ipan1s in boil!. El1Iebbo: 

and MlI5aka ,,110 wai~cd 10 Ihe health faciltt~. The panM:lpanlS ,,110 rt'ported being ill. 

indicated Ihal Ihc} ha;llost up 10 90 d3)s due to U !Oeoous illness tpi:soJc in the pasl. 



4.9 SOCIAL CAP ITAL 

The concept o f social capital was explained eElrlier in the chapter on literature reviel\. 

Thcre is indication that social capital fact thm it plays a role in the coping mechanisms 

thaI households u~ 10 deal Ililh tm: economic burden of HIV/AIDS. Subsequentl). it 

seems Ihal housekolds wilh access to social capital may experiencc positil'c n:sults in tke 

management of HIVIAIDS. Social capital is a concept that encompaSSl.""S all aspeCts of 

social sct of connections amongst individuals. sociel ics and organ ;:!.at ions "itll the aim of 

achieving similar goals. In this stud). the indicator lor social capital is lhe p"'rc",mage of 

participants ,,110 r;:portcd thnl thc~ rcf",rred to the community for tile I'arious HIV/AIDS 

servicC5 Ihat they sought. Th'" community "as used to refer IU nun-governmental and 

faith-based organisat ions thm usually put in place activities ~nd projects in communities. 

These actjviti~ I\ ill il1\ol\"c tke participation of the community members thaI the) serve 

so as 10 ~nsure tkcir sustainabilit) in Ihc future. NGOs aim to help individuals and 

communities 10 become self_reliant and , .. ncourage thcir p:uticip8tion in tke diffcrent 

services tke)' provide. 
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figu~ 12 : OrganiS<l l ion/health f~ .. i1il)· ~ssocialed ... ilh HIV/AIDS 

Community support and care(Entebbe) 
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Community support and care(Masaka) 
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figures 12 and I J above prescnled tile results on tile availability of social capital in their 

re'pective communit ies. The pan k ipams reponed that most HIVIAIDS activities and 

projccls aimed at ltiSisting PLWHA "ere associated "jlh communilY hascd­

organisalions. This "lIS with lhe exception of HIV ltsling "hieh "as main l) associated 

"ill> go\emmenl facilities. The trends were similar for En tebbe and Masaka. Ho\\ever. it 
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is wonh nming that on the whole. less than 50% of all panicipants in Entebbe reponed 

any associations between the difTerent organi~tions nnd aclivilies aimed at $erving the 

PL WHA. This percentage ofpanicipants 'las low~r than the percentage of panicipants in 

Masaks. Almost 60".4 of all pankipants in Masaka reponed associations betw~en 

ac(i~ities for PL WHA and organi>:llions responsible for their operations. The rest oflhe 

panicipants reported that Ih~) were no organisations in lhcir communities thai provided 

HIV/AIDS related services. 

Figure I ... : PanicipanlS " 'ho rwei.-ed r.nanci~lltifl S 

Received Financial Gifts 
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Figure 14 rpresemed those participanl.5 "ho had received financial gilis in the last 

month.The e".cnt of so.;;"1 copital WIlS also be mC4Sur<:d from the n .... mbcr of partie ipams 

,,1\0 recei~ed fmancial Silis from member.; of their social netllorks. There "ere aboul 

152 people who reponed having received some form of financial gifts from a member 

within or o .... lside their community. Relaliles" ithin the communit) lIeTC the main people 

,,110 gave financial gifts in Entebbe and Masaka. Thcre "ere more panicipants in Masaka 

than in Enlebbe "ho reponed reee,,;ng financial gifts from relmiive5 ouutsilk the 

community. Friends in Ihe community were also a major sourc~ of financial gifts for 

both panieipartls in Enlebbe and Masaka. A wry small number ofpanicipanlS in Enlebbc 
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reported receiving financial gifts from their employers as compared to non of the 

participants in Masaka. 

4.10 QUALITATIVE RESULTS FROM THE FGDs WITH 

PATIENTS 

4.101 Economic burden ofHIV/AIDS after provision of free ARVs 

The provision of free ARVs has generally helped PLWHA to have access to healthcare 

services related to their HIV/AIDS status. There were positive reports from many of the 

patients at TASO when they compared their before and after situations of being initiated 

on free ART. There are many patients who were seriously ill, some at the point of death 

before being put on free ARVs. However, after enrolment on free ART many of he 

patients improved tremendously. 

"Provision of.free ARVs has greatly helped us, given the fact that even if I had money, I 

would not have enough to survive on and to buy ARVs. However, we are able to come 

and get free medication. If one follows the instructions on talcing AR Vs that the medical 

personnel here at (TASO) give us then one's life is returned back to normal. Before 

ARVs, we were at the 'doorstep to the grave' but now with ARVs we are okay. If you 

found me on the way, would you ever think that am sick? No! "(Woman, FGD Entebbe) 

HI am a widow as I lost my husband to AIDS and people said that I would also die soon 

after him. They said that I was trying to keep the children's propeny, left by my husband, 

to myself I really do not know where I would be without these free ARVs. I am now very 

fine and some people even fear to come near me. (Woman, FGD Entebbe) 

However it was interesting to find some people who had a different opinion on the 

helpfulness of ARVs in accessing healthcare related to their HIV/AIDS status. 
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"These ARVs would have been helpful but they have side effects that are really bad. For 

example, I now have numbness in my feet, which was not there before the ARVs. This fact 

has affected me badly and taken me back". (Man, FGD Entebbe) 

4.10.2 Contribution of ARVs to the monthly health expenditure 

The provision of free ARVs has enhanced access to HIV/AIDS related services for 

PLWHA. 

However, many of the participants needed more help in addition to the ARVs that they 

were given. This was in reference to the cost of treating other diseases and ailments, food 

and transport costs. The strongest emphasis was placed on treatment of other conditions 

like cancer and T.B at the same facility at which they received HIV/AIDS treatment. The 

participants seemed to hint at the fact that more money should be made available to 

T ASO to ensure the treatment of all other ailments that they would otherwise seek care 

for at other health facilities. 

"In relation to ARVs, we get testedfor other diseases /ike malaria, typhoid and othersfor 

which we are also given drugs sometimes. However, to say that I will buy drugs for 

myself is difficult given that I do not have that kind of money. However, if a friend has 

some money, I ask them to give me some money so that I can buy the drugs for myself. " 

"There are other diseases like cancer and others that PLWHA are prone to. In my 

opinion, I think that the Government should provide TASO with money to treat such 

diseases because we need that treatment and TASO will give us the drugs. Currently it's 

lacking. "(Woman, FGD Entebbe) 
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4.10.3 Other senrices needed to keep health in optimum health 

The participants were interviewed on the various services and things they need to keep 

their health as PL WHA at optimal levels. However the views on what these requirements 

were widely varied from participant to participant. These views were split along 

emotional needs, monetary requirements and proper diet and the needs of the other 

household members. These views depended on the direct and indirect costs of HI VIA IDS 

that the PL WHA face in their daily fight to keep in optimal health. There are some 

participants who reported needing housing, school fees and the need to eat well. Other 

PL WHA reported the need for jobs that are not very strenuous so as to maintain their 

health in optimal states. 

UWe need money and to have a balanced diet. We need to eat greens, fresh fruits like 

pineapples and other fruits. However, you will find a person who is not able to purchase 

these things due to monetary constraints. Even if we do not buy all these things but at 

least one should have some money to buy and drink a cup of milk everyday. For example 

at my home, my children are no longer allowed to drink milk; it is only for me as am sick. 

I explained to them that I can not afford to buy milkfor all of us but only for myself given 

my situation. " 

4.10.4 Financial consequences of seeking HIV/AIDS health care 

There are financial implications for PLWHA in seeking health care for HIV/AIDS. This 

was in particular relation to the indirect costs of seeking healthcare for HIV/AIDS. This 

was especially true given that the direct medical costs of seeking treatment are catered for 

at the health facility. There were many reports of people feeling that they spend a lot of 

money on transportation and they lost time and money when they did not work. 
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"In seeking care for PLWHA, there are financial consequences that we face. For 

example in my case, I came here today and therefore it means that I have not worked I 

also came here with my wife. We have to board taxis and therefore require money for 

this. This implies that today I have spent money (incurred expenditure) without earning 

any income. "(Man, FGD Entebbe) 

"We face financial constraints especially for us women. When your husband goes for 

HWIAIDS healthcare and you tell him that you also need to go for treatment he may not 

be happy as it means spending more money on the woman's treatment. He may even 

decide not to support his wife and children any longer and they are left financially 

constrained This is a very big problem especially for us women. "(Woman, FGD 

Masaka) 

4.10.5 Proposed measures to improve access 

The main consensus by the PL WHA who were interviewed is that government should 

continue to provide them with ARVs even in the future given that the number ofPL WHA 

on ART has increased. There seems to be a feeling of lack of satisfaction in the level of 

patient care at the health facilities by different health personnel. There are feelings that 

some medical personnel are not as responsive and helpful as they should be. Given the 

negative emotional effects of stigma and unhappiness on lowering CD4 counts, this was a 

major issue. The negative emotional feelings and wellbeing of PL WHA are likely to­

increase the indirect costs and intangible costs associated with HIV/AIDS. There was 

concern by mainly the upcountry participants on the distance that some of them have to 

travel to get treatment and medication. This increases their direct medical and non­

medical costs of seeking health care. 

"Sometimes we get problems with medication, where it is in short supply. If you report 

sick to the health centre with your child, they reduce your dosage and you have to buy the 

remaining from somewhere else. We need urgent help from Government to increase the 

drug supply. "(Woman, FGD Masaka) 
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"Government should build smaller clinics in the villages that are specifically for PLwfIA 

so as that access to health care for us is improved "(Man, FGD Masaka) 

HI am a client representative and I will hear that a person died in the community yet no 

one knew that they had HIVIAIDS. This implies that there are still very many people with 

HIVIAIDS in the community who have not come out to test. Government should put in 

place educational programmes so that people know the reason why it is important to test 

for HIV. "(Woman, FGD Entebbe) 

4.10.6 Permission from work to go for ART appointments 

It is not very easy to get permission from employers and bosses to go for HIV/AIDS 

treatment for PL WHA. It is even more difficult because most employees fear to disclose 

their status as they may face discrimination and stigma at work and even lose their jobs. 

"I do not think that it is easy to get permission from bosses at work. I was working for 

one before I tested and I looked bad. He also noticed, so I told him that I was going to get 

an HIV test done at TASo. I then came back and told him that the results of the test were 

positive. He asked me to take some leave from work to rest. After two weeks, I went back 

and he told me that my job was no longer available. Now I cannot disclose my status to 

my new boss as the same thing could happen to me. Therefore, when it is time to come for 

ARVs, I just become creative and I think of an excuse. I can decide to stay home and not 

reach my work place at all. "(Man, FGD Entebbe) 

"It is not easy to get permiSSion from work to go to the ART clinic for treatment. There 

are some bosses who insist that their employees work everyday except if there is an 

emergency at home. It was originally not part of the contract to take days off to get 

treatment. Therefore you find people missing work and giving excesses whenever their 

appointment to the ART clinic comes up. This is because the employer will fire the 

employee if they get to know the reasonfor not coming to work" (Man, FGD Masaka) 
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4.10.7 Stigma and discrimination against PLWHA 

There is generally less stigmatisation and discrimination against PL WHA. However there 

was more stigma and discrimination reported in the rural area as compared to the urban 

area. There seems to be a lack of educational programmes reaching the more rural 

communities and therefore the lack of information and high stigma still attached to 

HIV/AIDS. There are still people refusing to seek care even when they are really sick due 

to the problem of stigmatisation in rural areas. This fact could imply that the burden of 

HIV I AIDS is higher than reported. 

"Stigma has reduced in the towns and urban centres but it is still prevalent in the villages 

where many people are not well informed even at home. People are mistreated at home 

because of their status. "(Man, FGD Masaka) 

"There is a need to take educational programmes to households in the villages where 

stigma is still very high due to misinformation. People in the villages do not know that 

P LWHA are also still people. When they know that you are HIV positive and need a job, 

they ask you how you can look for a job in your condition. When people at work know 

that we are positive, they insult us and treat us with scorn. People feel that we consume 

food for nothing. " (Woman, FGD Masaka) 

4.11 Coping mechanisms and social support 

4.11.1 Social and financial support 

In general, there are social support groups in the different communities where the 

PL WHA live. These social support groups mainly provide social and emotional support 

and some few also provide fmancial support. The main source of financial support in 

these groups is the collection of savings from members which are made available to 

different members following a given schedule. This is the concept of the savings circles. 
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There is a feeling that these finances are too low to bring about any major changes in the 

financial situations of the PLWHA, as most of them are poor. 

"We PLWHA have put effort to see to it that we come up with groups that connect us. 

Nevertheless, financially we have been disappointed by people who make promises to 

help us and later do not meet these promises. We try to put support groups in place but at 

times people get disappointed and they stop coming to attend the meetings. " (Man, FGD 

Entebbe) 

"Asfor us, we have come up with a group amongst the PLWHA women were weformed a 

savings circle. We collect money and give it to different people at different intervals. One 

can buy poultry with this money. This is very important as we sometimes spend the whole 

day here. " (Woman, FGD Masaka) 

4.11.2 Financial gifts or gifts-in-kind from friends and relatives 

The PL WHA reported that they received gifts from the members of their communities 

when they were in need or when they were ill. The majority of participants reported that 

they received mainly food parcels but some also received money when they were ill 

which they used to purchase food. Indeed there were extreme cases of participants who 

reported that they had not received any visitors and gifts of any kind when they were ill. 

"Yes we do have groups that prepare and give us food when we are in need like at 

fUnerals and other big fUnctions. This is because one person can not clearly stand on 

their own in such times. ' (Woman, FGD Masaka) 

"Yes we do get visitors. Friends and relatives give us financial gifts. For example I have 

been admitted to Grade B hospital for the last two days and its friends and relatives who 

have given me money to purchase food We do receive such financial gifts and food 

parcels even from TASO." (Woman, FGD Entebbe) 
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"As for me I do not have such relatives and friends. For example I am currently admitted 

in hospital but no one has come to visit me apart from 11V' fellow PLWHA and yet I have 

children at home. They are aware of my condition but they are afraid to contract 

T.B. "(Woman, FGD Entebbe) 

4.11.3 Financial Support 

The PL WHA report they are able to get financial advice from different organisations but 

not necessarily financial support in monetary terms. There are some participants who are 

able to get finances by borrowing from financial institutions and schemes. However, 

many of them reported that they were not willing to use their household contents and 

assets as coIlateral to get such money. There are afraid and unable to follow the very 

stringent rules put in place by these money-lending institutions. 

"My friends no one can just give us free money, we have to come up with ideas to make 

money. There are organisations and people who give us advice on how to make money 

like teaching us how to keep goats. Even in TASO there are such groups like 

MUHUMUZA and NACOLA where one can invest U Shs 30, 000 and then get U Shs 300, 

000, which one has to repay. "(Woman, FGD Masaka) 

"In our villages such groups are not very common. There are groups, however, which 

require one to use their property and household assets as collateral. Sometimes these 

people even come to view our home but what if the money you borrow goes to waste? " 

"My situation as a sick person does not mean that I do not want to look after my family. 

However it's difficult to borrow as most institutions have stringent conditions that we can 

not meet. "(Man, FGD Entebbe) 

"Some organisations pretend to help, yet in fact they are scams. There was an 

organisation that asked parents to contribute to their children's fund so that they would 

pay for their school fees the following year. When the time came, the organisation was 
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nowhere to be seen. Such organisations come to rob people of their money. "(Man, FGD 

Masaka) 

4.11.4 Social Support and Emotional support 

The main source of emotional and social support was NGOs and small groups that deal 

with PL WHA in the different communities. These NGOs included TASO as the main one 

as all participants interviewed were registered clients. There were other groups like 

World vision, Uganda cares which a Government organisation and others. However as 

mentioned before, PL WHA also formed small groups in which they sought to raise funds, 

support each other financially, socially and emotionally. There were client representatives 

from T ASO that also visited PL WHA in the different communities. 

"TASO has indeed used a multi-faceted approach to deal with HIVIAIDS by including 

many aspects for example medical staff, food supplies and others. We were really badly 

offfor those of those ofus who got infected long ago. "(Client representative, Entebbe) 

4.11.5 Most urgent needs ofPLWHA 

The most urgent needs of people living with HIV / AIDS were things that have to do with 

their non-medical welfare and that of their households. There were needs for non­

cumbersome jobs, food, school fees and proper shelter for their families. This is in line 

with the fact that many of them need capital to set up businesses or to enhance those that 

are already existent. There are some people who have skills like tailoring and keeping 

livestock but do not have the capacity and capital to put these skills to work. 

"Most of us are tenants. It would be nice if one could get a piece of land where to 

construct a house, so that when one dies, there is a house for their children. This could 

also be a place to do a small business so that at the end of the month, one is not worried 

about paying rent and getting kicked out of the house. "(Woman, FGD Entebbe) 
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'1 will not defer from colleagues but 1 will be exact. If one asks me, my answer would be 

capital and a job. If 1 have these two things, death will just get me by surprise, but 1 will 

not be waiting/or it. " For most 0/ us we have learnt tailoring, the only thing we need is 

to take our tailoring further. We need jobs that don not require too much strength and 

energy. "(Man, FGD Masaka) 

"1 really need to keep livestock, if 1 could be properly educated on how to keep the 

animals well. 1 wish that 1 could keep poultry, pigs, cattle and all such animals. This 

would help me to stop worrying a lot and to be much happier. However, 1 do not have the 

capital or anyone to give it to me. 1 really would like to keep livestock. "(Woman, FGD 

Masaka) 
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CHAPTER FIVE-DISCUSSION 

5.1 Introduction 

This chapter was aimed at discussing the results of this study that were presented in the 

previous chapter. 

5.2 Provision of ART to PLWHA 

The participants of this study were all clients of TASO, an NGO that provides free 

HIV/AIDS services including ART. Therefore most of the participants in this study 

benefited from the free ARVS provided to them by TASO. However there were some 

participants who were registered clients of TASO but received their ARVs and other 

associated HIV/AIDS services from other facilities. Nevertheless, this was still at no cost 

to them. This was in line with the expectations of this study that PL WHA who were 

eligible have access to free ARVs. Their eligibility in the context of Uganda was 

determined both clinically and also in terms of their ability to adhere to ART rules and 

regulations (MOH, 2003). There were a number of organisations in Uganda that provided 

PL WHA with ART at no charge to them. However many of these organisations including 

TASO were commonly found in the major towns, next to or within a government 

hospital. This was to ensure increased access for patients who are referred and to improve 

access to ART for those who are already sick. This arrangement was also to facilitate the 

easy movement of patients if they needed to be admitted into hospital for urgent 

attention. Nevertheless, the location of these facilities also restricts access to HIV/AIDS 

services for people in the more rural areas and hinders their ability to seek care. 
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5.3 Healthcare at other health facilities 

PL WHA in this particular study also reported that they had visited other health facilities 

to seek treatment. This was mostly common in the weeks before their official 

appointments at the ART health facility. The usual practice was that a patient on ARVs is 

given an appointment to report after one or two months. Therefore in between these 

appointments, PL WHA have to incur their own costs, in case they fall ill. The most 

visited health facility was the public clinic, where almost all participants reported that 

they had visited in the last month. This is reasonable for PL WHA, who may fall ill from 

time to time and therefore require regular treatment, sometimes before their scheduled 

appointment. 

5.4 Socio-Economic Status 

There were generally low levels of education among the participants in both the urban 

and rural area. This may be an indication of the low socio-economic status of these 

participants, as many of them reported that they never completed primary schooling. 

There were more participants in the urban area who had attained at least some secondary, 

schooling as compared to those in the rural area. This is in line with the statistics reported 

by the Uganda Bureau of Statistics (UBOS, 2007). There were more participants who had 

been widowed in the rural area than in the urban area. The reason for this is not very clear 

but one could speculate that services for HIV I AIDS are more common and accessible in 

the urban areas than in the rural area. Subsequently, more PL WHA in the urban area were 

likely to have made use of these services than those in the rural areas. The levels of 

unemployment in the urban area as compared to the rural area were much higher than 

those of the whole country. The country unemployment rate was at 5.6% and 5.2% for 

urban ad rural areas respectively (UBOS, 2007). This may be an indication of the 

negative effects that HIV/AIDS has on the ability of people to carry out their normal 

work despite the provision of free ARVs. 
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There were more people in the rural area who reported being subsistence farmers as 

compared to those in the urban area. Additionally, there were more participants from the 

rural area who reported that they grew more than half of the food they consumed in their 

households. This may also explain why people in the rural areas in general reported lower 

expenditures on food than those in urban areas. The majority of participants who took 

part in this study were the household heads of their respective households. This 

information is laid out in (table I). Therefore, the results obtained are a highly accurate 

representation of the participants' households. In addition to this information, it is clear 

that the majority of all participants reported that they were contributing to the household 

income at the time of the interview. There were more people contributing to the 

household expenditure in the rural area as compared to those in the urban area. 

The average age for participants from table I confirms the fact that HIV/AIDS affects 

people in their most productive years in society. The economic consequences of 

HIV/AIDS are further aggravated, when the breadwinners in households get infected and 

fall sick. There were generally more female respondents as compared to the males and 

this could be attributed to the fact that more women report for HIV/AIDS services than 

men. This could point to the fact that women as the caregivers of homes, relatives and 

friends and are therefore more likely to seek care so as to live longer and look after their 

children and other dependants. 

5.5 Expenditure as a proxy for Income 

This study used expenditure of the household per month as a proxy for household 

income. This approach has also been used by other studies because study participants will 

more often reveal their expenditure rather than their income. The household expenditure 

per participant in the urban area was higher than that of the rural area. This is expected, 

as people in the urban area are likely to have higher incomes in comparison with their 

rural counterparts. The difference was more apparent for the first and second income 

quartile. However for the third quintile the difference was very small. The highest 

expenditures that were reported by PL WHA in their respective households were on ' 
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school fees for their children and on food in the household. This trend is also in line with 

the higher social economic status of people living in the urban area as compared to those 

in the rural area. There is also a possibility that the time the study was carried out could 

have affected the household expenditure, as the school fees could have been higher than 

in other months. The beginning of the year is the time when pupils and students are 

returning to school for a new academic year after a long holiday. Therefore it is expected 

that parents will incur higher costs in this season than any other season of the year. The 

transport costs and energy payments followed closely after school fees and the 

expenditure on food for both areas. 

5.6 Direct Costs 

5.6.1 Healthcare expenditure in the last month 

The participants reported their expenditures in relation to their HIV I AIDS healthcare in 

the month before their ART appointment. Medicines constituted the largest expenditure 

for the rural area followed closely by transportation costs to the health facility and then 

the cost of special food. In the Entebbe area the highest expenditure was on special food, 

followed closely by expenditure on medicines and transport costs. There was a high 

expenditure on medicines, which may be explained by the fact that patients have to take 

care of their own treatment costs in weeks and months before their appointments at the 

health facility. The patients have to make their own purchases for medicines that they 

may require apart from ARVs. The proportion of expenditure on transport costs in 

relation to seeking healthcare was high for both Entebbe and Masaka. However, the cost 

of transport was on average higher for participants in the rural than the urban area. This 

may imply that people in the rural area did not have access to health facilities near them 

and therefore had to travel for long distances to a health facility. This is a reflection of the 

national situation were most HIV I AIDS health facilities are located in urban areas or 

towns as opposed to rural areas. 
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The higher average expenditure on special food and transport by people in the rural areas 

may also be an indication of the differences in the socio-economic status of these two 

areas. The fact that drugs were the highest contributor to the healthcare related 

expenditure for the last before the appointment at the health facility is in line with other 

studies' findings (Akenso-Okyere and Dzator, 1997; Rosen et al, 2007). Similarly in the 

South African study, the cost of special food and medicine bought between official 

appointments at the ART clinics was considerably high. Almost 6 out of 10 patients 

reported spending between R45-R81, in the weeks before visiting the ART clinic. The 

transport costs were the second highest expenditure for the rural area participants and the 

third highest for the urban area participants. This implies that even in the case of free 

ARV provision, patients still spend high amounts of money on transport and special food 

(Meyer-Rath and Ritcher, 2007 and Wyss et ai, 2004). 

5.6.2 Healthcare expenditure on the day of appointment 

The average healthcare related expenditure on the day that the PL WHA visited the clinic 

was equally high for both Masaka and Entebbe. The participants reported having spent 

almost U S$ 3 on the day of their appointment. The highest expenditure on that day was 

on transportation costs that amounted to almost U S $ 2 per person on average. This 

implies that patients incur the highest costs on transportation to the health facility to seek 

healthcare. This is in line with other studies in the same area (Rosen et ai, 2007; Meyer­

Rath and Ritcher, 2007). There could be other reasons for the high transportation costs on 

the day of the clinic visit and these may include the high costs of transport in general 

(Meyer-Rath and Ritcher, 2007). There were a high number of participants who traveHed 

more than 50 miles to come to the health facility. In the interactions with patients, reports 

were given of patients avoided stigma by seeking care in a facility that was not close to 

their homes. In addition to the cost of transport and the long distances travelled, patients 

incurred high time costs as 62% and 72% of participants in the urban and rural areas, 

respectively reported that they took more than 30 minutes to get to the health facility. It 

was more of the rural participants who spent more than one hour travelling to the health 
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facility. Meyer-Rath and Ritcher (2007) believe that long distances travelled would be a 

disincentive for patients to seek HIV / AIDS related healthcare. 

5.7 Indirect costs 

5.7.1 Time lost by PL WHA and caregiver 

In the case of indirect costs, this study considered those people who reported that they 

had fallen seriously ill in the month before they were interviewed. There were equal 

numbers of people who fell ill in both Entebbe and Masaka and they all reported that they 

had been cared for by someone at least for a few days of their illness. The results sho"" 

that patients in Masaka had fallen ill for more days in total than the people in Entebbe. 

This implies therefore that on average a person in the rural area fell ill for longer than a 

person in the urban area. This could be explained by the fact that patients in the rural 

areas may initially self-medicate for more days than those in the urban area before they 

sought care from the health facilities. This kind of self- treatment may have led to 

patients being ill for longer as their delayed to seek treatment early. The delay in 

treatment may be explained by lack of access to health facilities in the villages and the 

high costs of transporting patients and their caregiver to the health facility for proper 

treatment. This trend of events was also reported in a South African study where patients 

were less likely to seek care at health facilities if they had to walk or travel long distances 

(Meyer-Rath and Ritcher. 2007). These findings are also in line with other studies that 

found that patients lost income or productivity when they sought HIV/AIDS care 

(Duraisamy et ai, 2006; Gregson et ai, 2006). There is need to note that in many cases, 

PL WHA on ART may not fall ill for long periods of time therefore it was unlikely for 

many of them to have fallen seriously ill in the last month. 
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5.7.2 Opportunity cost of seeking care for mV/AIDS 

I ~. 

The caregivers in both areas reported that they had lost a substantial number of days 

when they had looked after a PL WHA in the past month. The caregivers in Entebbe lost 

more days on average than the patients they had looked after. On the other hand 

caregivers in Masaka reported that they had looked after patients for fewer days than they 

were ill. This trend of events is inline with another Ugandan study, where it was reported 

that PL WHA were no longer looked after as compared to people with other illness 

(Ntozi, 1997). The explanation for this trend is the fact that people in community 

perceive that PL WHA may not recover to help in the productive activities as compared to 

patients ill from other illnesses. Although there were more people ill in Entebbe than in 

Masaka, people in Masaka reported a higher productivity loss in monetary terms. On 

average both the patient and caregiver in Entebbe reported similar opportunity costs of 

seeking care for HIV/AIDS. On the other hand, patients in the rural area had a higher 

opportunity cost in comparison to their caregiver. In line with logic, the longer a patient 

was ill the more days they lost and therefore the more losses in productivity or 

opportunity cost they incurred. The higher productivity losses in the rural area may have 

been slightly exaggerated in monetary terms given that the majority of participants in the 

rural areas reported that they were subsistence farmers. However, many of their economic 

activities and household activities require that they are physically present to carry them 

out. This therefore, makes illness more expensive for the rural area as reflected by the 

loss in the productivity. 

5.7.3 Debt due to mV/AIDS 

There were less than half of all the participants who reported that they had not 

accumulated any debt in relation to their HIV status. However, more than half of all 

participants had reported that they had accumulated some kind of debt due to their HIV 

status (table 15). Of those who reported having accumulated debt, the majority reported 

that their debts were at most US $ 58. The rest reported that they had debts of between 
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us $ 58 to US $ 463.8 that are relatively large amounts of debt. This information shows 

that there were a high number of people with low amounts in debt and a modest number 

of people with high debts. This is in line with the expectations of this study, given that 

patients do not have to pay for ART which would otherwise be expensive like in the 

earlier days of ART. However, even with free treatment, patients are still borrowing 

money due to HIV/AIDS. The trend of borrowing large amounts of money seemed to be 

more of a problem in the rural areas than in the urban areas. This trend can be explained 

by the distances that patients may have to travel to health facilities due to limited access 

to health facilities nearby in the villages. This implies that patients are likely to postpone 

seeking care until they are really sick and therefore requiring larger amounts of money to 

seek care, to travel and to cover the costs of food. 

There is also a possibility that PL WHA may borrow funds so as to raise capital for their 

businesses and also to take care of their families. Most of the PL WHA who were 

interviewed in this study were of a low socio-economic status; therefore they may be 

faced with poverty in addition to living with HIV/AIDS. 

5.7.4 Economically active age group and mV/AlDs 

There is concern that many of the PL WHA are in the economically active category of 

people in the community. This was the similar trend in both study areas as participants' 

average ages varied from early 30's to early 40's for Entebbe and Masaka respectively. 

This is similar to the other studies were HIV/AIDS patients were within the economically 

active age groups. This implies that these participants have dependants they have to look 

after and therefore they face a high opportunity cost when they fall ill and are unable to 

look after these dependants. On average each participant had four dependants to look. 

after with some having up to 30 dependants in extreme cases. It was often common to 

find a widowed participant who looked after their children in addition to their spouses 

children after the spouse's death. This was an interesting phenomenon that shows that the 

effect of HI VIA IDS extends beyond the individual who is infected. From the FGDs held 

with participants there was information to the effect that some PL WHA had opted to look 

after orphans in the community. These people were clearly touched by the suffering of 
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these orphans, as they understood suffering more than most other community members. 

There were common scenarios of PL WHA who came to the health facility to seek care 

with their spouse and children who were also living with HIV I AIDS. This trend of events 

is likely to increase the cost associated with HIV I AIDS for PL WHA who had dependants 

living with HIV/AIDS. Subsequently, HIV/AIDS may exert a multiple economic burden 

on households if there is more than one member is living with HIV/AIDS. 

5.7.5 Loss of jobs due to mY/AIDS 

PL WHA participant 

There was a higher drop in the number of people who lost their jobs after they had been 

infected with HIV/AIDS in the urban area as compared to the rural area. This fact can be 

explained by the employment status that participants reported in this study. There were 

more people who were subsistence farmers and therefore working for themselves in th~: 

rural area as compared to those in the urban area. Furthermore, it was more likely to find 

a person in the urban area losing their paying job when they absconded from work after 

they fell ill and therefore leading to unemployment. There were more than half of the 

participants who had become unemployed in both study areas who reported that they had 

resigned from their jobs in order to seek care or because they were too ill to work. 

Other household members 

There were other household members who lost their jobs due to HIV/AIDS as reported in 

this study. The number of participants who reported that they knew another household 

member who had lost their job due to HIV/AID was higher for the Entebbe study area as 

compared to that of the Masaka study area. The extent of the effect of HIV I AIDS on thi 

household emphasises the reason why the household should be the unit of study in the 

burden of HIV I AIDS studies (Sauerbom et ai, 1996). This is given the fact that HIV is 

mainly spread through heterosexual relationships and from mother to child transmission. 

Therefore it is more likely to find more than one PL WHA in the household. 
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5.7.6 Employment of minors 

There were a modest number of participants who reported that children in their 

households were employed in order to contribute to the household income. However this 

number was higher for the participants in the rural area than those in the urban area. This 

trend also indicated that ART therapy has gone along way in reducing the opportunity 

cost associated with HIV/AIDS. However, another argument could be that, PLWHA 

realised the importance of educating their children and therefore look for all possible 

ways to keep them in school so that they can have a better future. There were many 

instances in which PL WHA reported that educating their children was one of their most 

urgent needs. However a third possibility is that there were more children on ART and 

therefore they could not work or look after their sick guardians, as they are also needed 

care. This could be true as very few participants reported that they had been looked after 

by a school-going child the last time they were seriously ill. Inline with the mode through 

which HIV/AIDS is spread it is likely to find school-going children who became infected, 

especially before PMTCT was emphasised in health facilities. It was common to see a 

PL WHA reporting to the HIVI AIDS health facility with their children and spouse for 

their regular appointments. 

5.7.7 Children dropping out of school 

There was a similar rate in the reported school drop out of children in both Entebbe and 

Masaka. These rates seem to be high given the current provision of ART for PL WHA 

were it is expected that HIV positive patients will be able to take care of their children's 

schooling and welfare. However this may bring to light the fact that the majority of 

PL WHA in this study are of poor economic status and like the rest of the country wer~l 

also struggling to make ends meet. Therefore HIVI AIDS and poverty have to be dealt 

with hand in hand as reducing one may directly and indirectly lead to reductions in the 

other. Therefore empowering people as well as providing them with ART may reduce 

poverty levels as well as the school drop out rates of children. This discussion is in line 
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with other studies that have discussed the impact of poverty on HIV / AIDS and 

HIV/AIDS on poverty (Ganyaza-Twa1o and Seager, 2005; Piot et ai, 2007). 

5.7.8 Caregiver the last time you were ill 

More than 80% of all participants reported that they had been looked after by someone 

the last time they were ill. The main caregivers that participants reported were adult 

relatives. This illuminates the indirect costs of seeking care for HIV / AIDS as it extends 

beyond the PL WHA to other household members. Subsequently, when PL WHA fell ill, it 

was the healthy members of their household or community who looked after them. This 

therefore implies that both the PL WHA and their caregiver lost earnings and time when 

they sought care. Furthermore, participants and their caregivers lost time that they could 

have spent carrying out economic activities and other activities that brought them utility. 

5.7.9 Total Costs 

The total direct costs outweighed the total indirect costs of seeking care for HIV / AIDS. 

However, the total direct and indirect costs were weighted by the number of participants 

who incurred each of them. Subsequently, the average indirect cost outweighed the 

average direct cost per person. This also brings to light the fact that although PL WHA are 

receiving free HIV / AIDS services, they are stiH facing high indirect costs of seeking care 

for HIV/AIDS. This is consistent with other studies which looked at the cost of illness. In 

summary, it is clear that the urban area participants incurred higher average direct costs 

than their counterparts in the rural area. However the rural area participants incurred a 

higher average indirect cost than those in the urban area. 
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5.8 Coping mechanisms 

5.S.1 Started Economic activitieslDiversification of income 

There were more participants in Masaka than in Entebbe who reported that they had 

started some economic activity to bring in income or supplement it. This is was a type of 

coping mechanism to safeguard households against the burden of HIV / AIDS by ensuring 

that they had some kind income to sustain their households. This was confirmed by the 

FGDs were many people in the urban areas complained that they lacked land were they 

could carry out economic activities as many of them lived on rental property which was 

usually small in size. The participants in the urban area also complained that they were 

not allowed to carry out any economic activities on their owners' property. The major 

economic activities that participants in the rural area reportedly carried out were rearing 

livestock, tailoring and frying and selling local pastries. The other reason for this trend 

was that many participants did not have enough capital to start up their own small 

businesses even after they had been trained to keep livestock and in tailoring by various 

NGOs. There was a fear to borrow money as the rules were stringent and the pay back 

periods are usually long and therefore PL WHA do not find them conducive. There is also 

concern by the PL WHA that they may be forced to worry about paying back these loans 

and in the process may affect their health as their CD4 counts may be reduced. There 

were very few participants who reported that they had received any kind of financial gifts 

from relatives. Subsequently, although PLWHA may live longer with the help of ARVs, 

they find it difficult to sustain themselves due to the lack of resources, proper credit that 

suits them and high levels of poverty that plague them. There is a possibility that lack of 

trust and social capital in the communities may further aggravate the economic burden of 

HIV / AIDS on households. There are participants who reported that some organisations 

that are apparently supposed to help them turn out to be scams that dupe people out of 

their money which PL WHA and other community members had invested with them. 
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5.8.2 Money constraints to seeking health care 

There were almost equal numbers of people who reported that they had faced money 

constraints in the past when they the needed to seek healthcare for HIV/AIDS. This 

indicates that even before PL WHA get to the health facility there are certain costs they 

incur which may hinder their access to free ART. These costs may include the cost of 

transport which patients have to pay for out of pocket to get to the health facility. There is 

therefore need to pay attention to such costs that PL WHA are faced with prior to coming 

to the health facility. 

The patients in both study areas reported that they mainly borrowed money when they 

were faced with monetary constraints t closely followed by delaying treatment and using a 

cheaper provider. These responses highlight the fact that PLWHA are still facing 

monetary issues, which may not be necessarily solved by providing free ARVs alone. 

The types of responses used when patients were faced with monetary constraints indicate 

that borrowing was the easiest way to get out of their predicament. However, many 

participants report that they usually avoid borrowing money as it leads them to worry 

which puts their health in danger. 

5.9 COPING MECHANISMS 

There were generally a modest number of patients who said they had fallen seriously ill 

in the last month. The participants who fell ill in the last month reported various coping 

mechanisms that they had used to deal with the costs and expenditure they incurred 

related to an HIV I AIDS illness in the last month. There were a high number of reports by 

participants on the use of medical aids. This surprising given the fact that for Uganda less 

than 1 % of the population has health insurance. However this can be explained by the 

fact that PL WHA usually form small informal groups in which they undertake saving and 

contributions that they use when people fall ill or for covering the costs of funerals. It is 

such groups that may provide patients with some form of informal medical scheme in;' 

which they are able to cover their expenses when they fall ill. This was mainly common 
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in the rural area as compared to the urban area, which may indicate that trust and 

solidarity were stronger in the rural area as compared to the urban area. 

There were more people in the rural area as compared to the urban that used money 

generated from a savings club to cover their costs the last time they fell ill. This is not 

surprising and could be explained by the capacity of people in rural areas to carryout 

economic activities as communities due to the high solidarity and trust levels in the 

villages. However this is also an indication of the social capital in the rural area as 

compared to the urban area since more people can come together and participate in 

community-based activities. The other coping mechanisms like using household savings 

and sell of valuables were not frequently used but also registered a higher percentage of 

participants in the urban areas who made use of them as compared to those in the rural 

area. 

5.9.1 Borrowed money 

The reality is that borrowing money seems to be a popular coping mechanism for the last 

time that participant's fell seriously ill. There was however a higher percentage of 

participants in the urban area than in the rural area who reported that they had borrowed 

money to pay for their expenditures the last time that they fell ill. This can be explained 

by the reports given by participants that they lacked capital and land resources to carry, 

out economic activities to generate income. There is even less social cohesion and social 

capital in the urban areas, which implies that there less informal groups that can support 

participants in the urban area when they fell ill. 

The participants reported that they mainly borrowed money from relatives and friends in 

their communities. Again, it was more common for participants in the rural area as 

opposed to those in the urban area to borrow money from relatives and friends. Friends 

and relatives outside the community, work based groups and household members were 

not very popular sources of loans in both Entebbe and Masaka. 

107 



5.9.2 Reduced household spending 

There was a marked reduction in the household expenditure on various household items 

for both the urban and rural areas. However there were a higher percentage of 

participants in Entebbe than Masaka who reduced their household expenditure the last 

time they fell seriously ill. The most affected household item was food, followed by 

children's education, healthcare and clothing for the Entebbe area. The Masaka area 

participants reported that they had reduced expenditure on education mostly, followed by 

food, healthcare and clothing. This trend of events shows that food and education are the 

most important and basic items in households. A likely explanation for this trend of 

affairs is that people in Masaka were mainly subsistence farmers and many of them grew 

their own food which implies that even in times of sickness they may not reduce their 

food expenditure as much as those participants in the urban area. The other reason for the 

difference in reduction in expenditure for these two areas is that people in urban areas 

generally have higher out of pocket expenditures as compared to rural participants who 

may be more self sufficient and have less money to spend. Households are likely to resort 

to reduction of household expenditure on the basic household items when faced with 

health related expenses (Leive and Xu, 2007). Among the first items to be affected 

include food and children's education. 

5.9.3 Financial Gifts 
1, 

The fact there were very few numbers of participants who reported that they had received 

financial gifts the last time they were ill is not surprising. In another Ugandan study, it 

was reported that PL WHA were getting less assistance from their relatives and friends 

(Ntozi, 1997). However it is important to note that participants of the FGDs reported that 

some of them had received non-financial assistance in the fonn of food parcels and 

emotional support the last time they fell ill. This may be explained by the fact that most 

PL WHA are part of groups, which seek to help each other in times of need. However 

these groups may be too poor to give money but may give help in-kind. This is possible 
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as there were higher numbers of participants in the rural area than in the urban area who 

reported receiving financial gifts last month when they fell iII. 

5.10 Social Capital 

The majority of participants associated community based organisations like NGOs with 

the provision of most HIV / AIDS related services with the exception of testing (Figure 

36). In line with the study's expectations the results show an over whelming presence of 

community based organisations that provided HIV / AIDS related services in the rural area 

as compared to the urban area. The association of community-based organisations and 

provision of HIV / AIDS services was used as a proxy of social capital in an area. This is 

based on the principle that for communities with a higher social cohesion and trust are 

more involved in community activities and promotion ofthe welfare of other participants. 

The social capital has the ability to improve the health of individuals in cases where it is 

made available in communities (Gilbert and Soskolne, 2003). In the FGDs, some 

participants reported that they did not they did not want to be visited by client 

representatives. However this could be due to stigma, which is also promoted in 

communities where there is a lack of social cohesion as thereby discouraging people from 

revealing their status. 

There were more participants in Masaka than Entebbe who related home based care with 

community based organisations. It is also worth noting that most people in rural 

communities in Uganda are related and have a sense of solidarity with each other. Thi~t 

sense of unity is what encourages community participation in activities that benefit the 

greater community. 

5.10.1 Financial gifts 

There were generally a low number of participants who received financial gifts the last 

time they fell ill. There were even less participants in the Entebbe as compared to Masaka 

who received financial gifts the last month. The main source of financial gifts was 
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relatives and friends in the community, followed by a small number of friends and 

relatives outside the community. This is also an indication of the high level of solidarity 

in the communities in the Masaka as compared to Entebbe. This is even more surprising 

given that people in the urban areas are of a higher social economic status as compared to 

those in the rural area where more participants reported that they had received more 

financial gifts than in the Entebbe area. 

5.11 Summary of discussion 

There is need to recap on the major issues that this discussion has brought to light. The 

major point to note is that ARV s have gone a long way to reduce the morbidity associated 

with HIV/AIDS. However this implies that people have to live with HIV/AIDS for a long 

time. The chronic nature of this disease implies that PL WHA are likely to fall ill from 

time to time and thereby require regular healthcare. This has affected the non-medical 

direct costs, which were highest for transport, and special food costs. ART has however 

led to reduction in the direct medical costs. There are still some costs being incurred on 

medical items by patients before their appointments at the ART clinics. 

In response to the burden of HIV/AIDS, patients have used the commonly presented 

coping mechanisms that have been reported in the literature. It was common to find that 

most patients borrowed money, reduced their expenditure on household basic items and 

started up economic activities to bring in some money. The other coping mechanisms 

were scarcely used. This study also discovered that poverty may hinder the positive 

impact that ART has on PL WHA. This means that although PL WHA' s health may 

improve greatly once on ART, they need financial resources so as to improve their socio-\. 

economic status. 

5.12 Generalisability of study results 

The results obtained from this study should be interpreted and applied with prudence. 

This is because as many internal and external factors under which this study was carried 
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out may influence the generalisability of its results to another setting. The relatively small 

sample space of this study is the main factor that may affect the extrapolation of these s 

results to other study settings. Therefore, it may be safe to say that the results of this 

study may be uniquely applicable only for the participants of this study. 

There is also concern that that the demographic, cultural and unique country settings in 

which this study was carried out may have influenced the results obtained. This is a factor 

that should be considered in extrapolating these results to another group of PL WHA or 

study setting that varies from the one above. 

There may have been an exaggeration in the results obtained using the household 

expenditure as a proxy for household income. This is in line with other studies, which 

have reported that study participants have a tendency to overstate their expenditures. 

In addition to aU the above points, Uganda has recorded one of the best successes in 

management of HIV/AIDS in the world. This fact may therefore influence the kind of 

results that any study on HIV/AIDS that is carried out in Uganda may obtain. 
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CHAPTER SIX- POLICY IMPLICATIONS AND 

CONCLUSIONS 

6.1 Introduction 

This chapter aimed at describing the policy implications and conclusions deduced from 

the results of this study. The policy implications stated here are only recommendations in 

light of the data obtained. 

6.2 Major findings from the study 

There is very little data and information on the burden of HIV I AIDS on households in 

light of the provision of free ART and other free HIV/AIDS related services in many 

countries. The few studies that were found were mainly from a few countries including 

South Africa and India. In addition~ there were even fewer countries where all HIV/AIDS 

related services like ART were provided to PL WHA completely free of charge. 

According to our knowledge~ this is the first study of its kind in Ugand~ which has 

attempted to consider the economic burden of HIV I AIDS in the era of provision of free 

ART. There is evidence from other countries that even when ART and other HIV/AIDS 

related services are provided free of charge, PL WHA may still face an economic burden. 

The study results indicate that not only were most participants of economically active age 

but they were also the household heads and therefore the main breadwinners in their 

homes. The burden of HIV/AIDS in terms of its direct and indirect cost was still high 

even though PL WHA on ART were not charged for any of the medical items they 

needed. The direct costs associated with seeking care for PLWHA on ART were 

generally greater for the urban area participants than the rural participants. The direct 

non-medical costs outweighed the direct medical costs in this study. This is expected as 

the free ART has ensured that PL WHA on ART do not have to pay for these or any other 

associated HIV I AIDS services. However PL WHA still incurred substantial direct medical 

costs in the time before their scheduled appointments. Generally PL WHA incurred the 

highest expenditure on transportation and special foods. The average indirect medical 
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costs in this study outweighed the average direct medical costs of HIV/AIDS for 

PL WHA who were on ART. This finding is inline with other studies that looked at 

examining the economic burden of disease and particularly of HIV/AIDS. However this 

study also discovered that on average, the indirect costs outweighed the direct costs of 

seeking care for HIV I AIDS. 

There is still a burden of HIV I AIDS on PL WHA as many of them reported that they had 

faced money constraints the last time they sought healthcare. Although there were 

relatively few participants who had fallen seriously ill in the last month, the number was 

still substantial given that they are provided with free HIV I AIDS related services. These 

participants reported that they had mainly borrowed money and received financial gifts 

from friends and relatives within their communities when they needed money in the last 

month. This was however more common for the rural area participants than those in the' 

urban area. On the other hand it was participants in the urban area who substantially 

reduced their household spending when a PL WHA fell seriously ill in the last month. In 

the rural area, participants mainly reduced their household expenditure on education and 

used income generated from savings clubs. The other coping mechanisms were not 

commonly reported by participants. 

There was a clear indication that social capital in the form of social networks and 

HIV/AIDS community based organisations was highly recognised in the urban and rural 

communities. There is evidence that social capital plays a major role in helping PL WHA 

and their communities to cope with the economic burden of HIV/AIDS. This is clearlY', 

seen as the majority of HIV/AIDS related services were commonly associated with 

community-based organisations like NGOS and support groups, which encourage high 

community participation to ensure the sustainability of these projects in the future. 
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6.3 Policy implications 

6.3.1 Burden ofHIV/AIDS 

The burden of HIV / AIDS on households in this study was considerably high given that 

the population of interest was a generally poor one. Although the PL WHA in this study 

had access to free ART, they continued to incur expenditures related to their health status. 

The participants incurred high non-medial costs on transport and special food. 

Participants also reported that they incurred high expenditures in the month before their 

appointments. There is a need to look at subsidising or providing free care for PL WHA, 

even during the weeks and months between their official appointments. It is important to 

note that although PLWHA are receiving ARVs, they may face other illnesses in the time 

between their official appointments. 

There is therefore need for government to address the issue of transport costs, as they 

were the highest costs incurred by participants in both study areas. There could be some 

sort of subsidisation for transport fees for patients on the day they need to seek care. 

Alternatively, government could put into place transportation support for people living in 

hard to reach areas like in the rural areas when they need to get to the health facilities. A 

similar strategy was reported by a South African study (Meyer-Rath and Ritcher, 

2007). This transport subsidisation could also be used to encourage people to go for 

voluntary counselling and testing especially in Uganda where ART has had a positive 

effect on people' health in general. 

The government should put in place HIV / AIDS clinics in villages and rural areas, as this 

is where most complaints concerning transport and drug stock outs were reported. There 

were many participants who believe that government has the capacity to put in place 

clinics that target PL WHA specifically so that they can travel less and have regular 

access to drugs to treat opportunistic diseases without having to travel far. This is realistic 

given that ARV s do not cure HIV / AIDS and therefore PL WHA are prone to fall ill from 

various illnesses from time to time. There is therefore need for participants to have access 
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to a health facility in between their appointments at the official ART facility. There were 

a high number of participants who visited public health facilities the month before their 

appointment at the clinic to show the importance of supplementary health facilities for 

those days before the official appointments of the PL WHA. 

6.4 Indirect costs 

The average indirect costs in this study outweighed the average direct costs associated 

with seeking care for PL WHA on ART. This is in line with other studies that have been 

carried out comparing direct and indirect costs of illnesses. The indirect costs were also 

high for caregivers of PL WHA; this was particularly evident for Entebbe where the 

indirect costs for caregivers were greater than that of the participants they looked after. 

This is where the government has to come in to put in place support for the household as 

a whole rather than focusing on an individual in the management of AIDS (Sauerborn et 

ai, 1996). The household is a very vital unit of analysis when it comes to the study of the 

burden of illness in general. In particular HIV I AIDS will have a clinical and financial 

impact on the household as a unit. There is also need to focus more on children in these 

households as the government, in addition to what the government is already doing. 

There are still a high percentage of children who dropped out of school as reported by the 

PL WHA participants in this study. There is a need to look at the education needs of 

children in households affected by HIV/AIDS. Although there are organisations that are 

currently providing help for the education needs of these children, there still very many 

who are not covered. There is need to give PL WHA hope by ensuring that their 

children's future is secured by educating them. This will reduce on the stress and the 

level of worrying for parents and guardians whose health and CD4 count may be affected 

and thereby hindering the positive effects of ARV s. 

There is also need to recognise that most people who are affected by HIV/AIDS are the' 

poorest and least well off in society. This implies that there is need to put in place more 

initiatives that target the poor living with HIV/AIDS especially in the urban areas so as to 

alleviate some of the economic stress that PL WHA are faced with. 
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The results indicate that many people in the rural area and urban area pointed out the 

need for more educational studies and programmes to encourage more people in the 

community to test for HIV. This was particularly brought up in the FGD in Masaka were 

participants reported that many people are still dying from HIV I AIDS related illnesses 

without seeking care at all. There are also other people in the communities who decide to 

seek care and to go for voluntary counselling when they are already too sick. This is also 

clear in the current government reports in which the HIV infection rate has in the last few 

years risen. This is therefore in line with the recommendations given here, that 

government should reinforce the fight against HIV I AIDS. The government should 

encourage prevention and voluntary testing for everybody in the country but particularly 

for the young people. 

There is need to address the issue of distance travelled by patients to access the health 

facilities that provide AR V s to PL WHA. In line with the distance travelled, patients are 

also spending a lot of time travelling to the health facility, which also increases the 

indirect costs of seeking care for HIV I AIDS. There is need to study and understand some 

of the reasons that lead people to travel these long distances even when there are some 

facilities near them. However, it seems that there is a new type of stigmatisation and 

discrimination aimed at PL WHA. There is a new phenomenon where PL WHA no longer 

get physical symptoms due to illnesses with HIV I AIDS, therefore many of them opt to 

travel long distances to get to health facilities far from their home areas so as to avoid 

stigma and being known as an HIV positive patient. In some instances there is need 

increase access to health facilities especially in the rural areas but in some instances its 

necessary to increase knowledge and educational programmes in communities to reduce 

stigma and increase the number of people coming for voluntary counselling. 

6.S Economically active group 

There is need to target the economically active group that has been mainly affected by 

HIV/AIDS. This is also in relation to those people who look after PL WHA when they fall 

serious ill. In this study care for PL WHA was mainly given by adult relatives both from 

the household and outside the household. This implies that there is even more need to 
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target the general household members in households affected by HIV/AIDS. There is 

growing need to address the needs of other household members who are usually are the 

ones who bear the burden of looking after those who fall ill due to HIV/AIDS related 

illness. The impact of HIV/AIDS on the economically actively age group will definitely 

be felt by other household, community and child members. This brings in place the need 

to address all parties affected by HIV/AIDS in a holistic manner so that all the aspects of 

this disease are dealt with. 

6.6 Coping mechanisms 

In response to money constraints to seeking care, participants chose the option to borrow 

or delay treatment more than any other option. These responses show that the participants 

made a choice before the reached the health facility that provides free ARVs. This clearly 

indicates that even before the provision of free HIV/AIDS services, there is need for 

government to look into those costs incurred by patients before arrival to the health 

facility. Indeed, if patients lack money to cater for their expenses incurred before they 

arrive at the clinic, they may more likely miss their treatment, which may affect their 

adherence and their health in the end. The government needs to tackle the problem of 

transport since it is the highest expense that participants incurred on the day hey visited 

the clinic. For example in a South African study, Meyer-Rath and Ritcher (2007) suggest 

that government should provide ART patients with travel vouchers. The same strategy 

could be adopted or enforced in the Ugandan case so that patients are protected from high 

transport costs of seeking free health care. 

The main method of payment for health care for participants who fell seriously ill in the 

last month was use of medical aid. This is higher than the national statistics were about 

1% of the population is covered by some sort of medical aid (WHO, 2007d).This is an 

indicator that introduction of a proper health insurance may be timely in Uganda. The 

majority of PL WHA have fonned small groups in which they contribute small amounts 

of money that can be used to support individuals in case of sickness, death and support 

for other functions. These groups may be a foundation for the introduction of community 
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health insurance with particular reference to the rural areas where community support for 

PL WHA seems to be strong. 

There were very few participants who used money generated from various sources to 

cover their expenses for those who fell seriously ill in the last month. However, there 

were a high number of rural participants who used income generated from savings clubs. 

In light of this fact, there is need to encourage the formation of savings clubs in the urban 

areas where formation of groups is almost non-existent. This also points to the level of 

solidarity and trust among community members. The government needs to encourage 

other forms of saving in urban areas like personal savings since it may not be easy to 

build trust and solidarity among urban community members. The government could 

encourage some financial institutions to put in place savings accounts for health ailments 

like HIV / AIDS. This may be appropriate for PL WHA as they would have peace of mind 

if their future and that of their children is secured. There is still a need to encourage 

community health insurance especially in rural communities where there are already 

structures in place like savings clubs, which may facilitate this process. 

In addition to the above coping mechanisms, participants also chose to borrow to settle 

their expenses when they fell ill in the last month. They mostly borrowed from relatives 

and friends in the community especially for those participants in the rural area. This 

clearly shows that there is a high level of social cohesion in these communities. This 

could be an area that government could look make use of to encourage formation of 

insurance schemes where both those PL WHA and the rest of the community contribute to 

so as to subsidise the financial and risk profile of these schemes once they are put in 

place. Again the government could look at empowering the households of those PL WHA 

as a whole as they bear the burden of HIV / AIDS with the individuals who are affected. 

6.6.1 Altering the basic household items expenditure 

The basic household expenditure was reduced when PL WHA fell seriously ill even in 

this era of provision of free ARV s. This indicates that the burden of HIV / AIDS may be 

considered disastrous for these households. The expenditure on food and education were 

the most affected implying that government needs to look into putting in place financial 
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safe guards for the PL WHA especially the poor. Indeed from the socio-economic status 

and education levels of most of the participants in this study it is clear that most are poor 

and therefore any small change in their expenses affects their expenditure on basic 

household items. Such safeguards could include provision of food parcels, totally free 

education for children from such affected households. Although there is free universal 

primary education, parents have to contribute some money to buy scholastic materials, 

uniforms and food. This still imposes burdens for poor households affected by 

HIV/AIDS. In fact, many FGD participants reported that their main concern is for their 

children's education and well being in the future. Therefore, government has to approach 

provision of free ARVs in a manner that it encompasses even other aspects of the lives of 

PL WHA like their children's education, food needs and shelter. On the other hand, 

although there are NGOs, which try to look into to the education of children infected, 

affected by HIV/AIDS, there is still more that can be done on the side of government. 

Coping is an important aspect of dealing with the economic burden of HIV/AIDS even 

where ART is provided free of charge. The study has shown that ARVs have reduced the 

direct heal thcare costs, PL WHA are still faced with indirect costs of seeking health care. 

6.7 Social Capital and Support 

There is a strong indication of social capital in both the rural and urban area in relation to 

the provision of HIV/AIDS associated services. This is a clear indication of the 

community involvement in the fight against AIDS and its management. Indeed if the 

community projects have the support and contribution of the community then there is 

likely to be greater success in the fight against AIDS. The provision of HI VIA IDS related 

services is almost exclusively restricted to NGOs in both the urban and rural areas. The 

relatives and friends in the community contributed the most in providing financial gifts 

the last time that the PL WHA were seriously ill. This also shows that the level of social ' 

cohesion is still present in communities and it extends to PL WHA. The level of social 

cohesion may not be at its optimal but it can still be exploited to improve on the 

outcomes of managing HIV/AIDS in communities. Indeed effort should be put in place 

by government to invest in the promotion of social connections and networks among 
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communities so as to improve the management of HIV/AIDS. Although this may be an 

advantage for the promotion of community solidarity in the fight against AIDS, there is 

also a need for government to take these services closer to the people in the communities 

where these NOOs do not usually reach. 

6.8 Summary 

Although the morbidity and mortality associated with HIV I AIDS has reduced 

tremendously over the past years, there is still a lot to be done in the fight against 

HIV/AIDS. Even in the era of provision of free ART in Uganda, PLWHA and their 

households are still faced with the economic burden of HIV I AIDS. There is need to 

address and put in place measures to deal with the burden of HI VIA IDS on households. 

In many instances, PL WHA may fail to reach the health facility to receive free ART as 

they are hindered by certain costs way before they get to the health facility. In other 

cases, PL WHA have to pay for treatment in the weeks before their appointments at the 

health facilities. In order to mitigate the negative effects of the burden of HIV/AIDS, 

patients come up with coping mechanisms. This is an important area for government to 

look at and to also help households to manage the economic burden of HIV I AIDS. 

Although the study was carried out on PL WHA who sought care, there is a need to study 

those people in the community who are ill and do not seek care. Their situations are 

expected to be worse than those of PL WHA who have sought care. Therefore the burden 

of HI VIA IDS may be even higher than this study has shown ifHIV positive people in the 

community were also included in the study. 

120 



CHAPTER SEVEN-REFERENCES 

Akenso-Okyere, W.K. and Dzator, A. J. 1997. Household cost of seeking malaria care. A 

retrospective study of two districts in Ghana. Social Science & Medicine. 45(5): 

659-667. 

Barnett, T. and Whiteside~ A. 2000. Poverty and HIV/AIDS: impact, coping and 

mitigation policy. In AIDS, public policy and child well-being. G.A. Cornia. Ed. 

[Florence]: UNICEF Innocenti Research Centre. [Online]. Available: 

http://www.unicef-irc.org/researchlESP/aidsichapter11.pdf [2008, September 10]. 

Bharat, S. and Aggleton, P. 1999. Facing the challenge: household responses to HIV/AIDS in 

MurnbaiIndia. AIDS Care. 11(1): 31-44. 

Carver~ S. C., Scheier, M.F. and Weintraub, J. K. 1989. Assessing coping strategies: a 

theoretically based approach. Journal of Personality and Social Psychology. 

56(2): 267-283. 

Coutinho, A. 2003. The AIDS Support Organisation (TASO), Uganda; A Situational 

Analysis of HI VIA IDS in Uganda and the role ofVCT, 21 February. 

Diaz, L. T. 2005. Protection of access to essential treatment for people living with 

HIV I AIDS in Uganda from a human rights perspective, 30 October. 

Drummond, F .M. et at. 2005. Methods for economic evaluation of health care 

programmes. New York: Oxford University Press. 

Duraisamy, P et at. 2006. Costs and financial burden of care and support services to 

PLHA and households in South India. AIDS Care. 18(2):121-127 

121 



Foster, G. 2007. Under the radar: community safety nets for AIDS-affected households in sub­

Saharan Africa. AIDS Care. 19 (1):54-63. 

Gaffeo, E. 2003. The economics of HI VIA IDS: a survey. Development Policy Review. 

21(1): 27-49. 

Ganyaza-Twalo, T. and Seager, J. (2005) Literature review on Poverty AND HIV/AIDS: 

Measuring the social and Economic Impacts on Households. 

Gilbert, K. and Soskolne, S. 2003. Self-assessed health-a case study of social differentials 

in Soweto, South Africa. Health and Place. 9(2003):193-205. 

Glied, S. 1996. Estimating the indirect costs of illness: an assessment of the forgone 

Earnings Approach. American Journal of Public Health. 86: 1723-1728. 

Gregson S. et aI. 2004 Community group participation: can it help young women to avoid HIV? 

An exploratory study of Social Capital and school education in rural Zimbabwe. Social 

Science & Medicine. 58(11):2119-32. 

Holtgrave, D.R and Crosby, R. A. 2007. Social Capital, poverty and income inequality as 

predictors of gonorrhoea, syphilis, Chlamydia and AID cases rates in the United 

States. British Medical Journal. 79: 62-64. 

Hutchinson, A.B. et aI. 2006. The economic burden of HI V in the United States in the 

era of highly active antiretroviral therapy. Journal of Acquired Immune 

Deficiency Syndrome. 43(4):451-457. 

Jefferson, T., Demicheli, V. and Mugford, M. 1996. Elementary economic evaluation in 

healthcare. London: BMJ Publishing Group. 

122 



Joubert, G. et al. 2007. Epidemiology a research manualfor South Africa. 2nd ed. Cape 

Town: Oxford University Press. 

Kanyamurwa, J.M. and Ampek, G.T. 2007. Gender differentiation in community 

responses to AIDS in rural Uganda. AIDS Care. 19(5upplement 1): S64-S72. 

Leive, A. and Xu, K. (2007) Coping with Out-of-Pocket Health Payments: Applications 

of Engel Curves and Two-Part Models in Six African Countries. Social Science 

Research Network. June 13. 

Leonard, L. 2005. Where there is no state: household strategies for the management of 

illness in Chad. Social Science & Medicine. 61 :229-243. 

Martinez-Jones Astrid and Anyama Norbert, Access to Anti retroviral Therapy in 

Uganda, June 2002. 

McCrone, P. R. 1998. Understanding Health Economics. A guide for Health Care 

Decision Makers. London: Kegan Page Limited. 

McIntyre, D. et al. 2005. What are the economic consequences for households of illness 

and of paying for health care in low-and middle-income country contexts? Social 

Science & Medicine: 62(2005) 858-865. 

Meyer-Rath, G. 2007. The Cost-Effectiveness of HI V Control: getting the priorities right: 

public health priorities. The South African Journal of HIV Medicine. 27: 15-16 

Meyer-Rath, G. and Ritcher, M. 2007. User fees, transport costs, and the ethics of 

exemption: How free is free ART: ethics and policy case study. The Southern 

African Journal of HIV Medicine. 52-54, 56. 

123 



Ministry of Health (2004). Financing Health Services in Uganda 1998/1999-2000/2001: 

National Health Accounts Final Report, Ministry of Health, June 

Ministry of Health. 2000. Health sector strategic plan 200010}-2004105. Kampala, 

Uganda: Ministry of Health. 

Ministry of Health. 2001. Uganda Demographic and Health Survey. Kampala, Uganda: 

Ministry of Health. 

Ministry of Health. 2003. Antiretroviral Treatment policy for Uganda-Draft, 03 June. 

The Republic of Uganda. 

Ministry of Health. 2006. Annual Health Sector Performance Report Financial Year 

200512006. Kampala. Ministry of Health. 

Mutyambizi, V. (2002) An exploratory study of the Resources Used By, and the coping 

strategies of poor urban Households Affected By HIV/AIDS in Harare City. 

University of Cape Town. 

Nhongo, T. M. 2004. Impact of HI VIA IDS on Generational Roles and Intergenerational 

Relationships. Prepared for a United Nations Department of Economics and 

Social Affairs Divisionfor Social Policy and Development Policy Workshop. 28-

30 January. Namibia. 

Ntozi, J.P.M. 1997. AIDS morbidity and the role of the family in patient care in Uganda. 

Health Transition Review. 7:1-22. 

PearIin, I. L. and Schooler, C. 1978. The Structure of Coping: Journal of Health and 

Social Behaviour. 19: 2-21 

124 

----~-----



Thomas F. 2006. Stigma, fatigue and social breakdown: Exploring the impacts of HIV / AIDS on 

patient and carer well-being in the Caprivi region, Namibia. Social Science & 

Medicine. 63(12):3174-87. 

Uganda AIDS Commission Secretariat. 2002. HIV/AIDS in Uganda: the epidemic and 

the response. Accessed on Tuesday, April 01, 2008, available at 

http://www .aidsuganda.org 

Uganda Bureau of Statistics. 2001. Uganda demographic and health survey 2000-2001. 

Calverton, Maryland: UBOS and ORC Macro. 

Uganda Bureau of Statistics. 2007. Uganda demographic and health survey 2006. 

Calverton, Maryland: UBOS and Macro International Inc. 

UNAIDS. 2000. GUidelines/or studies o/the social and Economic impact 0/ HIVIAIDS. 

Switzerland: Joint Nations Programmes on HIV/AIDS(UNAIDS). 

Veenstra, N. and Whiteside, A. 2005. Economic impact ofHIV. Best Practice & 

Research in Clinical Obstetrics & Gynaecology. 19(2):197-210. 

Whiteside, A. 2002. Poverty and HIV/AIDS in Africa. Third World Quarterly. 23(2): 

313-332. 

World Health Organisation. 2003. Treating three million by 2005: making it happen. The 

WHO Strategy. Switzerland: World Health Organisation. 

World Health Organisation. 2006. Antiretroviral therapy/or HIV infection in adults and 

adolescents. Recommendations/or a public health approach. Switzerland: World 

Health Organisation. 

126 



World Health Organisation. 2007a. Coping with out-ol-pocket health payments: 

applications of Engel Curves and Two-Part Models in six African countries. 

Discussion Paper Number 7. Switzerland: World Health Organisation. 

World Health Organisation. 2007b. Core health indicators-Uganda. [Online]. Available: 

http://www.who.intlwhosis/databaselcore/coreselectionprocess.cfin [2007, October 

20]. 

World Health Organisation. 2007c. Millennium development goals. [Online]. Available: 

http://www.who.intlmdglen [2007, October 20]. 

World Health Organisation. 2007d. National health Account-Uganda. Switzerland: 

World Health Organisation. 

Wyss, K., Hutton, G. N'Diekhor, Y. 2004. Costs attributable to AIDS at household level in 

Chad. AIDS Care. 16(7): 808-816. 

Xu, K. et aI. 2003. Household catastrophic health expenditure: a multicountry analysis. 

The Lancet. 362(9378): III-II7. 

127 



APPENDICES 

APPENDIX! 

FOCUS GROUP DISCUSSION GUIDE 

Respondents: 

HIV I AIDS Patient participants 

Name of facility •••••••.•••••••••••••••••••••••.••••••••.•..•••••.•• 

Date •••••.••••••..•••••••••••••••••••.•••••••••••.•••.•...•••....••... 

Number of participants ......................................... . 

Introduction to the study (from the information sheet/consent form) 

The participants will be invited to give a brief introduction of themselves with whatever 

name they would like to be known by. The participants will be encouraged to share their 

experiences in regards to the assistance associated with the HIV status of patients. The 

participants will also be encouraged to give their experiences of other people they know 

including relatives and friends. The focus group discussions (FGDs) will be divided into 

two sections. 

Economic Burden ofIDV/AIDS 

1. Do you feel that provision of free ARVs has helped you in accessing health care 

services related to your HIV status? 

2. Do you think that free ARVs are enough, in relation to the amount of money you 

spend on health care every month? 

3. What other services or things do you need regularly to keep your health and 

treatment in an optimal status? 

4. Are there people who do not benefit from these free ARVS? Why do you think 

this happens? (E.g. because they have to pay for them or do not qualify)? 

5. What do you think about the adherence guidelines for HIV, are they easy or too 

difficult to follow? 
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6. Is there any financial consequence for patients and their households related to 

seeking cake for HIV/AIDS? 

7. What do you think can be done by government to improve your access to health 

care? (e.g. Government could provide you with other sources of income to sustain 

you and your family, or provide free health services for your family) 

8. Is it easy to get permission from work to attend treatment for ARV? 

9. Do you feel that people living with mY/AIDS still face stigma and discrimination 

from other people in the community? 

10. Do you feel that the information relating to your HIV/AIDS status is kept 

confidential by the health workers you visit? 

Social Capital 

11. Are there support groups in place that you can relate with to provide you with the 

social and financial support that you need? 

12. How do you feel, when a member of your social support group or community 

visits you especially when you are iII? 

13. Do these support group members and community members (e.g. relatives, friends) 

give you any financial gifts and gifts-in-kind like food parcels when you need 

them? 

14. What is the best place/organisation that you go to when you need emotional 

support? 

15. What is the best place/organisation that you go to when you need financial 

support? 

16. What is the best place/organisation that provides you with social support? 

17. What do you think are the most urgent needs for people living with HIV/AIDS in 

relation to the economic situation of these people and their families? 

129 



APPENDIX 2 

CONSENT FORM FOR PARTICIPATION IN FOCUS GROUP DISCUSSION 

Dear Participant, 

My name is Faith Mirimo and I am pursuing a Masters degree in Public Health (health 

economics) at the University of Cape Town. I am conducting a study that includes talking 

with a group of patients that come for treatment to this clinic for HIV treatment. We call 

this a focus group discussion of which participation is voluntary and you will be free to 

withdraw from participation at any time. In the discussion session you are encouraged to 

give your views on specific issues for about 1.5-2 hours. 

This study is aimed at understanding the economic consequences of HIV I AIDS on the 

household and the ways in which they respond to this burden. The decision you take on 

whether to participate or not will not influence the type of health care that you will 

receive at this health facility. 

All information provided in the discussion will be kept confidential and you can 

introduce yourself with any name you want to use. I would like to inform you, that I do 

not work at this health facility and therefore I will not discuss the opinions of specific 

patients with the staff of this clinic. The study findings will inform policy decisions to 

improve the access to health care services for patients living with HIV/AIDS in Uganda. 

A discussion group will take place on the in 

1-[ _________ --'1. If you accept to participate we will reimburse your travel 

costs for total of L-_______ .....l 

Do you have any question so far? 

130 



In order to make the analysis of the conversation easier, and to avoid missing any 

important information discussed we will record the conversation. But once again the 

tapes will be kept under the domain of the primary investigator only and they will be 

deleted as soon as the information is transcribed. 

Do you agree to participate? ............ YES ............. NO 

This study has been explained to me in detail and in the language that I understand. My 

questions about the study have been responded to in full. I am aware that my identity will 

not be revealed and that I may leave the study without providing a reason at any time and 

that this will not have any negative impact on me in any way. 

Participant's Name ............................................ .. 

Participant's Signature ........................................ .. 

Date ....................................... .. 

FOCUS GROUP DISCUSSION INFORMATION 

Venue .................................................................... .. 

Date ......................................................................... . 

Time ........................................................................ . 
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APPENDIX 3 

CONSENT FORM FOR EXIT INTERVIEWS 

Dear Participant, 

My name is Mirimo Faith and I am pursuing a Masters degree in Public Health (Health 

Economics) at the University of Cape Town. I am conducting a survey to patients that 

receive care in this facility. The participation is voluntary and the participant can 

withdraw at any time without any condition. You will be asked to answer a questionnaire 

which takes between half and one hour of your time. This study is aimed at understanding 

the economic consequences of HIV I AIDS on the household and the ways in which they 

respond to this burden. The decision you take on whether to participate or not will not 

influence the type of health care that you will receive at this health facility. Any 

information provided here will be strictly confidential and name(s) will remain 

anonymous in any report drawn from the study. I would like to inform you, that I do not 

work at this health facility and therefore I will not share specific patients' information 

with the staff Of this clinic. You are also free not to answer any specific question and this 

will not have any negative consequences on you. The study findings however, will 

inform decision makers on how to improve access to health care services for patients 

living with HIV/AIDS in Uganda. 

Do you have any question? 

Do you agree to participate? ............ YES ............. NO 

This study has been explained tome in detail and in the language that I understand. My 

questions about the study have been responded to in full. I am aware that my identity will 

not be revealed and that I may leave the study without providing a reason at any time and 

that this will not have any negative impact on me in any way. 

Participant's Name ............................................. . 
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Participant's Signature ........................................ .. 

Date ........................................ . 
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APPENDIX 4 

A.2 Date of interview (dd/mm/yy) 

A.3 Interview start time (hh:mm) 

A.4 Questionnaire number 

A.5 Site (name of clinic) Health facility, Kampala ................................. = 01 
Health Mbarara......... .... .......... .... ..... = 02 

A.6 How live in household 
A.7 In what language is the respondent answering the English .... =01 Luganda ..... =02 Runyakore ......... =03 

questions? Other=04 (specify) 

A.8 Signed informed consent form obtained? yes ............ =OI 
No ................. =02 

A.9 Date informed consent form signed (dd/mm/yyyy) / / --------

A.IO Interviewer code 

In the following sectio~.~e will be referring to the household in aImO$t every question and when we mention a household, we mean those people 
who live in the same household for 2 or more weeks a month, and share a common source of food. 
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B.l How many people live in your household (family members)? CODE 
(N.B: Interviewer: Please encourage the participant to provide all the information below, in relation to himlher self) 

B.2 B.3 BA B.5 B.6 B.7 B.8 B.9 
Identifier Age (in Gender Relationship of How well can you What IS the highest Patient's What is the patient's 
code for years) 1 =M member to read In any educational level of the marital status occupation? 
the patient Enter 2=F household head language patient? 1 = Single 1 =Unemployed 
participant age at 1 = Head 1 = Very well 1 =Never attended school 2= Married 2=Subsistence 

Respondent 

last 2= SpouselWife 2= Fairly well 2= Some primary schooling 3= Divorced farmer 
birthday 3=Daughter/son 3= Not at all 3=Completed primary 4=In 3=Agricultural 

4=Grandchild schooling relationship but labourer 
5=Parent 4=Some secondary not living 4=Non-Agricultural 
6=Grandparent schooling together labourer 
7=Brother 5=Completed ordinary 5=In 5=Skilled 
8= Other level (SA) relationship labourer/tradesman 
relatives 6=Completed Advanced and living 6=Small trader 
9=Other Level (S.6) together 7=Civil servant 
98= Do not know 7= Tertiary Training 6=Widow 8=Soldier/Security 

8=University training 7= Other 9=Student 
9---Other(Specify below) (Specify below 10= Housewife 

next to 11 =Self employed 
household 12= Other 
member) 13=Pensioner 

14=Fisherman 
60=Not applicable 
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B.1l 

B.12 

B.n 

What is the name of the area in which you are currently 

living? Which suburb, slum, village, community e.g. 

Katanga, Kawempe, Rwebitoma 

For how long have you lived in this area? 

[ ................................................... ] 

1 =Less than 1 year 

2=1-5 years 

3=More than 5 years 

About how much of the consumed food, does your 1 =Very littlelNone 

household grow at home? 

What type of house do you live in? 

2 =About half 
3=Almost all 
4=Do not know 

1 =House or brick structure 

2=Traditional dwelling made with traditional material 

3=Informal house made with mud 

4=Informal house made with iron sheets 

5=Flat in a block offlats 

6=Other 

(Specify) .................................................... .. 
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B.14 What type of material is the roof of your house made 1 =::Thatch 

from? 2=Tile 

3=Corrugated Iron Sheets 

4=Canvas 

5=Wood 

6==Other, (specify) 

B.15 What is your household's main source of drinking water? 1 =Piped water in dwelling 

2=Piped water in yard/plot 

3=Public tap 

4=Open well in yard/plot 

5=Open public well 

6=Protected public well 

7=Borehole in yard 

8=Public borehole 

9=Spring 

10=River, stream 

11 =Pond, Lake 

12=Dam 

13=R.ainwater 
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14=Tanker, truck 

15=Bottled water 

16=Gravity flow scheme 

17=Other 

B.l6 What type of sanitary/toilet facility is available for this 1 =Flush toilet 

household? (please circle the relevant choice) 2=Traditional pit toilet 

3=Ventilated improved pit latrine 

4=No facility, bush, field 

5=Other, (Specify) ............................................ 
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In this section we are asking you some questions about the use of health care providers during the last month as well as expenditure on 

health care during the last month. That is from the [date] to the [date] 

C.I In the last month how much and what Type of facility Visits/days 

type of health services have you used? of stay 

Indicate the number of visits (if a) Public clinic visit visits 

ambulatory care) or nights in b) Private clinic visit visits 

hospital(if inpatient care) in the last c) General PractitionerlDoctor visits 

month d) Traditional healer visit 

e) Public hospital emergency department visit 

If no inpatient care skip to C.S f) Public hospital outpatient department visit 

g) Public hospital inpatient stay nights 

h) Private hospital emergency department visit 

i) Private hospital outpatient department visit 

j) Private hospital inpatient stay nights 

k) ChurchIFaith based 

1) NGO-based 

C.2 Did you pay for the inpatient care? l=YES 

2=NO 

C.3 If NO, were you given an exemption? l=YES 
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2=NO 

C.4 If YES, how did you sort out your 1 =Paid in cash at discharge 

payment? 2=Account issued (already paid) 

3=Account issued (payment pending) 

4=Other, (Specify) ............................................. 

C.5 How much in total did you spend on 

treatment in the last month? (e.g. [ ...................................................... ] Ugandan 

GPlDoctor visits, phannacies, Shillings 

traditional medicines, special foods) 

C.6 Could you give me an estimate of the Cost item Uganda shillings 

break: down of your expenditure on the Consultations 

following items? Drugs/medicines 

Vitamins/food supplements 

Special food 

Transport to get to the health 

facility 

Lab tests and radiology 

Household purchases for your 

health care(bandages, disinfectant, 

sponge) 

Other, specify 
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C.7 How satisfied were you with the a) Public clinic visit 

service received in the facilities you b) Private clinic visit 

visited in the last month? c) General PractitionerlDoctor 

Very d) Traditional healer visit 

satisfied ................................... = 1 e) Public hospital emergency department visit 

Satisfied ......... '" ...................... =2 f) Public hospital outpatient department visit 

Not satisfied .............................. =3 g) Public hospital inpatient stay 

Completely unsatisfied ................. =4 h) Private hospital emergency department visit 

i) Private hospital outpatient department visit 

j) Private hospital inpatient stay 

k) Church/Faith based 
i 
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The following questions are about the circumstances when you got sick and the impact of the disease has had on your ability to 

participate in paid activities 

D.1 Are you looking after anyone else in your household, including any I=Yes 

children, elderly or disabled people? 2=No 

D.2 How many people are you looking after, including children? 

D.3 When did you first find out that you were infected? MONTH YEAR 

DA Have you disclosed your HIV status to anybody? I=YES 

2=NO 

D.5 Were you tested for HIV/AIDS at another health facility before I=YES 

coming here? 2=NO 

D.6 How did you get to learn about the HIIV I AIDS related services 1 =Heard from a friend or relative 

offered here? 2= My doctor or nurse referred me 

3=My employer told me 

4= Saw an advertisement or announcement 

5= I just knew 

6=Other (Specify) 

D.7 Were you working at the time you discovered your HIV status? I=YES 

2=NO 

D.8 If YES, are you still working in the same job, with the same or I=YE8 
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better salary? 2=NO 

0.9 If NO, what happened? Do not read options aloud 

1 =1 was fired 

2=1 resigned to seek care 

3=1 resigned because I was sick 

4=1 do less work and earn less now 

5=1 moved places to seek care 

6=1 am in another job but still earn the same amount 

7=1 was retrenched with benefits pay 

8=Other, (Specify) ............................................... 

0.10 In what ways has the disease affected your income? Do not read options aloud 

1 =1 was too sick to work 

2=1 work less time now 

3=1 lose income when I seek treatment 

4=1 spend more money on drugs and special food 

5=1 was fired 

6=lt has not affected my income 

7=Other, (Specify) .............................................. 

0.11 How many times have you been seriously ill since your diagnosis? 
.' 

, " " 
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(Being seriously iII means when you were so sick that you could (nwnber of times) 

not carry out your regular physical activities) 

D.12 Were you working at the time you discovered your status? I-Yes 

2=No 

D.I3 Were you the main bread winner at that time that you fell sick with I=Yes 

HIV? 2=No 

D.l4 Are you still contributing to your household income? l=YES 

2=NO 

D.l5 Are you still the main bread winner from your household? l=YES 

2=NO 

D.l6 Since the onset of your illness, have you started any activities in the l=YES 

home to raise income, since the onset of your illness? 2=NO 

(Can be as simple as frying pan cakes for sale) 

D.17 Please list the types of activities you do at home that bring you 

income.(List them in space provided) 

D.l8 Have other working members of your household (e.g. your wife) l=YES 

lost their jobs due to the same illness? 2=NO 

D.l9 Have any household members started to increase the nwnber of jobs l=YES 
.. 
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they do, since the onset of your illness? 2=NO 

0.20 If Yes, how many people? (specify) 

0.21 Where do they work? (e.g. with an N.GO project or on other 

people's farms.( specify) 

0.22 Has any household member of less than eighteen years old currently 1=YES 

working to contribute to the household income? 2=NO 

0.23 Has anybody dropped or abandoned school/studies in your 1=YES 

household since the onset of your illness? 2=NO 

0.24 When was the last time that you were seriously ill? [ ] month 

[ ] year 

0.25 Oid somebody else have to take care of you the last time you were 1=YES 

seriously ill? 2=NO (If No, go to 0.32) 

0.36 If yes, for how many days did they have to look after you? [ ] (days) 

0.27 If YES, Who took care of you the last time you were seriously ill? 1=Working household member 

2=School going child 

3=Adult Neighbourhood friend 

4=Adult Relative 

5=Paid care taker 

6=Other, (Specify) ................................................. 
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D.28 When was the last time you were very ill that you had to be Month Year 

hospitalised? [ ] Not applicable 

D.29 How many days did you spend in hospital? 

[ ........................ ] Days 

D.30 Did you have to pay? l=YES 

2=NO 

The following questions relate to what you do when you do not have enough money to pay forlseek treatment. 

E.l 

E.2 

In the past, has money been an impediment/constraint to continue treatment lor to seek 1 =YES 
care when you needed it? 

2=NO 

If YES, what have you done in relation to your treatment when this has happened? If NO, what would you have done with your 
(Tick the appropriate choice.) treatment, if it happened to you? 

Method (can select more than one) Please tick the appropriate choice 

1 =Stop the treatment 

E.3 If YES in previous E.l E.4 If NO, in 
previous E.2 
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2=Delay the treatment 

3=Seek alternative treatment-traditional healers 
I 

4=Seek cheaper provider-government, NOOS 

5=Reduce expenditure on other goods (education, food, clothing, health care of other 
household members) 

6=Use savings 

7=Use Medical aid/insurance 

8=Borrow 

9=SeU assets 

lO=NOO support 

1 =Other{Specify e.g. pension) 
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E.5 How did you pay for the treatment that you received the last 
time? Tick where appropriate. 

Refer to the last time you were Refer to the last month 
seriously ill (if happened within one 
year ago) 

E.6 Method of payment 

I =Paid for by medical aid 
I 

2=Use of household savings 
i 

3=Sell valuables 

E.7 Use income generated from 

I =Savings club/circles 

2=Income generating projects 

3=Home based labour 

4= Other, (Specify) ............................................. 

E.8 Did you have to borrow money? l=YES l=YES 

2=NO 2=NO 
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If YES, whom did you borrow from? 

1 =A household member 

2=A community leader 

3=Relatives in the community I 

4=Friends within the community 

5=Friends outside the community (work mates) 

6=Work based group inside the community(Community 
projects) 

7=Work based group outside the community 

8=Money lender inside in the community 

9=Money lender outside the community 

10=Past employer/ current 

11 =A commercial bank 

12=Other (specify) 

E.9 Did you have to sell any Assets (please state asset type) 

..................... =1 

..................... =2 
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E.I0 Did you reduce spending on 

l=Food 

2=Children's education e.g. change of school or drop out 

3=Health care treatment for other family members e.g. to use a 
cheaper facility 

4=Clothing e.g. Christmas clothes? 

5=Other (SpecifY) ..................................................... 

E.ll Did you receive any financial gifts from 

1 =Relatives within the community 

2=Relatives outside the community 

3=Friends/neighbours within the community 

4=Friends outside the community 

5=Money lender inside in the community 

6=Currentipast employer 

7=Other (specifY) ......................................................... 
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If YES, please specify 

...................................... " .............................................................. 

.. .. .... .. .. .. .... .... .. .. .... .. .... .. .. .. .. .... .. .... .. .... .. .......... .. .... .. .... .. .. .. .. .. .... .. .. 

How much did you incur on the following items Cost in Ugandan shillings 

I 
today? 

E.21 
Cost of all medical items( e.g. consultations) 

I 
Transport i 

Fees 
i 

Tests 

Drugs 

Food while waiting 
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E.22 Have you accmnulated any debt as a 1 =YES 
result of your illness? 

E.23 How bad is your debt situation? 

E.24 How big is your debt? 

2=NO 

l=Verybad 

2=Bad 

3=Not so bad 

4=Manageable 

[ ___________ ] Ugandan Shillings 
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F.t Could you give me an estimate of your monthly household expenditure Expenditure(UG SHS) 
on the following items? 

(Per Month) 

Food 

Transport 

Electricity and paraffin 

Water 

Rent 

School fees, books, unifonn 

Clothing 

Health Care 

Other major expenses (specify) 
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PART F: COMMUNITY SUPPORT AND CARE 

F.2 Using the experience of your community, with whieh organisation or health faeilities do you assoeiate the following aetivities that 
seek to support people living with HIV I AIDS. 

~ 
Community(NGO, Church) Government Facilities Private doctors; 

traditional healers 
Activity 

Where in your community have you seen 
adverts/campaigns on: Prevention of HIV I AIDS? 

Where in your community can you be tested for 
HIV/AIDS? 

Where in your community can you get advice on 
management of HIV I AIDS? (e. g on medication, 
die~ exercise) 

Where in your community can you get advice on 
Income generating projects(projects that can bring 
you income) 

Where in your community can you get information 
on child minding? 

Where in your community can you get information 
on home based care 

Other (Specify) 

THANK YOU SO MUCH FOR YOUR TIME AND PARTICIPATION! 
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