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ABSTRACT 

 
Mukaire, Pamela. The experiences of nine young adults living with HIV and AIDS in 

Uganda. Master of Public Health in Community Health Education, May 2010, 160 pp. 

(R. Jecklin) 

 

 

This five chapter thesis uses a form of narrative inquiry to detail the lives of nine young 

adults living with HIV and AIDS in Uganda. The principal investigator shares her 

personal story as a young Ugandan woman who came of age during the epidemic; she 

served as a child actor in prevention plays and as a caretaker for family and friends at a 

time when antiretroviral therapy was not available. She takes her unique experience back 

to Uganda in the summer of 2009 to listen to nine young adults tell their stories. The 

retelling of nine stories includes men and women, rural and urban, parents and non-

parents, those infected by maternal transmission and those infected in young adulthood. 

Participants varied in their knowledge, feelings, practices, and aspirations related to their 

health. The discussion includes ideas about improving public health practice and 

conducting further research. 
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CHAPTER I 

INTRODUCTION 

Introduction to the Study 

This chapter presents the phenomenon of interest, describes the researcher‘s 

interest, outlines the purpose of the study, the research method used for this study, and 

tells about the data collection and data analysis procedures used in this study. The 

chapter concludes by describing the organization of the thesis document.  

Phenomenon of Interest 

This research is about young adults living with HIV and AIDS in Uganda.  

Prevalence rates of human immunodeficiency virus (HIV) are on the rise among 

young adults in Uganda and globally, with half of all the new HIV infections seen 

among young adults. At the end of 2006, UNAIDS estimated that young adults 

accounted for 40% of new infections among people 15 years and older, worldwide. In 

sub-Saharan Africa, about 6.2 million (25 percent) of the 24.5 million people living 

with HIV and AIDS are young adults ages 15–24 (UNAIDS. 2006 Report on the Global 

HIV/AIDS Epidemic). 

The National HIV Sero and Behavioural Survey (NHSBS) 2004/5 in Uganda 

estimated about 915,400 adults and children were living with HIV/AIDS in 2005. 

Prevalence among adults aged 15-49 yrs was estimated at 6.4%. Uganda‘s Ministry of 

Health estimated 132,500 new infections in 2005 alone. A more recent study indicated 

that persons aged 15 to 24 years represented the largest proportion of HIV prevalence 

by age group (Mermin et.al. 2008). Females in the 15-24 age group were much more 
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likely than their male counterparts to be HIV-positive—4% vs. 2% (Biddlecom et al., 

2007).  

HIV/AIDS is a national priority in Uganda, as young adults 10-24 years of age 

constituted 34% (8.3 million) of the total population estimated at 28.8 million in 2007 

(Uganda AIDS Commission). The Uganda AIDS Commission reports that for many 

years, HIV/AIDS has been the leading cause of disease and deaths among adults 14-49 

years in Uganda, and is a major determining factor of health among young adults. The 

devastating impact of the AIDS epidemic in Uganda is most visible in the increased 

morbidity and mortality rates especially among economically productive age groups of 

14-49 year olds.  

About the Researcher 

My thesis committee includes doctors, R. Daniel Duquette, Ed.D, Keely Rees, 

Ph.D. and Robert Jecklin, M.P.H., Ph.D. (Committee chair) Community Health 

Education faculty in the Department of Health Education and Health Promotion at the 

University of Wisconsin-La Crosse. Each committee member brings a unique 

perspective to my research. 

R. Daniel Duquette, Ed.D. is department chairperson and teaches research 

methods including applied statistics and has advised student research including topics 

about HIV and AIDS for over 25 years. 

Keely Rees, Ph.D. is a member of the department faculty with research interests 

in women‘s health, maternal and child health, and adolescent health behavior. 

My committee is chaired by Robert Jecklin, M.P.H., Ph.D. He recently joined 

the department faculty with thirty years experience in public health practice (including 
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HIV and AIDS).  His research includes retelling stories of necessary learning; these 

stories are about Americans who are sick and uninsured, and older adults who avoid or 

delay necessary health care. 

I am a graduate student researcher with over seven years of experience and 

training in young adults HIV prevention education, adolescent sexual and reproductive 

health, and maternal and child health, with both urban and rural populations. I have had 

several opportunities engaging curriculum development and training; information and 

education communication materials development; and assessing program/community 

needs and assets for HIV/AIDS prevention and reproductive health.  

My interest in the lives of young Ugandans with HIV starts with childhood, 

transitioning from the era of Idi Amin to the era of the HIV epidemic in Uganda. I tell 

more about my own story and interests in the methods chapter and at the beginning of 

the findings chapter.  

Growing up in a Uganda hard hit by HIV/AIDS, I have heard the HIV story 

from what the experts: medical, educators, sociologists, policy analysts, researchers and 

other health professionals have to say about HIV/AIDS. I have also heard the story from 

families and individuals who have both been affected and infected by HIV/AIDS. One 

such story from a close friend of mine ignited my thesis focus, stemming from a single 

question, ‗What do young adults infected with HIV/AIDS today have to say about 

living with HIV/AIDS?‘ My aim and hope has been to facilitate the voicing of this 

human experience, with the hope that the thoughts, feelings, and detailed descriptions of 

daily life for these young adults will provide a perspective not available through surveys 

or the audit of brief clinical records. As you will learn from their own words, HIV 
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infected young adults need interventions that help prolong their active sexual lives and 

reduce the risk of additional transmission, as well as improve their quality of life. 

Young adult‘s stories reflect candid and thoughtful truths from their own experience, 

indentifying critical interventions strategies that address educational and social service 

needs. I present their stories to you as they have been presented to me. 

Research Questions 

The purpose of this research is to answer the following questions:  

1. How have young adults living with HIV experienced infection, diagnosis and 

disclosure of HIV/AIDS? 

2. How do HIV-positive young adults think and feel about the HIV in their bodies? 

3. How do young adults young adults think and feel about the support and care 

received from others? 

4. How do young adults young adults think and feel about their needs and self care 

specifically related to their sexual and reproductive health? 

5.  How do young adults think and feel about their preventive knowledge and 

practices?  

Research Method 

To answer my research questions I listened to the narratives of young adults as 

they described their lived experience with HIV and AIDS. 

The structural narrative approach enabled the participants to tell and retell their 

stories about their experiences, and enabled the researcher to study how the young 

adults make meaning of experience in telling and retelling these stories about 

themselves. 
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The structural narrative analysis elements provided the analysis and 

interpretation of young adult‘s individual personal experiences of living with HIV by 

focusing on individual‘s personal characteristics as well as the social context that 

provide a contextual background and reveal and contribute to the development of their 

personal identity, characteristics and experiences. 

Participants were recruited and interviewed once or twice. I recorded informal 

qualitative interviews lasting between 45 minutes and two hours depending how each 

participant chose to tell their story. Participants were recruited from four districts in 

Uganda because of the location of the researcher: Jinja, Kampala, Amolatar and 

Mubende. 

Participants were recruited using flyers that I posted at the major referral 

hospitals and other HIV/AIDS treatment and care support centers in four districts; Jinja, 

Kampala, Amolatar and Mubende. Participants learned of my research from these flyers 

or from other participants who interviewed with me. In all cases the participants 

initiated contact with me. All participation was voluntary. No tangible incentives were 

offered in exchange for participation.  

Participants were the only source of private information I obtained for the study. 

I did not involve the participant‘s hospital, health unit, clinic, or any of their primary 

care givers, doctors, family, friends and acquaintances. 

The data collection process involved using tape recorders and keeping detailed 

interview notes for each interview. Participant interview records and notes were kept 

anonymously no identifying information was attached to any form of data. All the 
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recorded information and hand written interview records were kept under codes known 

only to me. 

Data analysis was done thematically by drawing on the statements extracted 

from the interview transcripts. I interpreted my data by presenting each young person‘s 

narrative, relying on participant quotes to distinguish my own voice as a researcher 

from my participant‘s voices. 

Organization of the Thesis Document 

The thesis portion of the study was divided into five chapters. Chapter one 

presents the phenomenon of interest, describes the researcher‘s interest, outlines the 

purpose of the study, the research method used for this study, and tells about the data 

collection and data analysis procedures used in this study. The chapter concludes with a 

description of the organization of the thesis document.  

Chapter two provides as a literature overview summarizing Uganda‘s official 

thinking about the current social, economic, health and sexual reproductive health, and 

HIV/AIDS status of young adults in Uganda. The review also provided an overview of 

the current and future national policy efforts towards responding to the needs of young 

adults living with HIV in Uganda.  

In Chapter three I tell about myself and the members of the study committee and 

what roles each of us play in this research. I describe what this research is about and list 

my research questions; I provide a discussion of the methodology, procedures, and 

rationale for using narrative inquiry. I present the phenomenon of interest which is 

young adults living with HIV/AIDS in Uganda and the study objectives and procedures 

for reaching these objectives to include participant recruitment and interviewing. I 
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describe how the oral, transcribed and re-written accounts of participating young adults 

were collected and how the analysis of these narratives was done. For clarity, I discuss 

how the voices of the study participant narrators will be heard and recognized 

differently from my own. The chapter ends with the proposed dissemination of findings. 

Chapter four summarizes my findings in the form of ten stories. I tell my own 

story as part of my findings; I provide a brief social and demographic profile of the 

participants, and then I tell the stories of each participant, one at a time. 

Chapter five provides a discussion of my methodology, how the stories answer 

my research questions, what the answers suggest for public health practice, and what 

the answers suggest for continuing research.   
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CHAPTER II 

REVIEW OF LITERATURE 

Introduction 

In preparation for this research, I have consumed both popular and 

professional media about HIV and AIDS across the world, but always with an interest 

in Uganda.  I have done this for as long as I can remember both while I was growing 

up in Uganda and when I came to the United States for graduate study first in 

education and now in public health. I conducted interviews and gathered other data 

for this research during the summer of 2009.   

This chapter summarizes official thinking about HIV and AIDS in Uganda 

with particular attention to the epidemic and the organized response to the epidemic in 

young adults. My primary source of official thinking is the Uganda AIDS 

Commission. I have used their website ( http://www.aidsganda.org ) and related 

documents as a guide. Readers could go to additional sources for a more complete 

picture, but this review will be sufficient to locate the findings of this research in this 

time and place. 

The chapter is organized into three parts. Those who are familiar with Uganda 

need not read the first section, but others should take time to understand the country 

where this study took place. The second section describes the current epidemic and 

the major elements of the national response. The third section looks more closely at 

what is known about the epidemic and response in young Ugandan adults.  

 

http://www.aidsganda.org/
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Welcome to Uganda 

Uganda is a landlocked country in Sub-Saharan Africa bordered by Kenya, 

Tanzania, Rwanda, Democratic Republic of Congo, and Sudan. Uganda is home to 

many different ethnic groups, making a population of 28.4 million in 2007, with an 

annual growth rate of 3.2% (State of Uganda Population Report 2007). Around forty 

different languages are regularly and currently in use in the country. English became 

the official language of Uganda after independence. Ugandan English has a 

local/British flavour. Swahili is Uganda‘s second official national language.  

Sixty-nine percent of the population over age 9 is literate with over 88% of the 

population living in rural areas where they farm for personal consumption (Uganda 

AIDS Commission Secretariat, 2002). 

Eighty local government authorities or districts assume the task of delivering 

services to local communities while a centralized government mobilizes resources, 

sets standards and policies, and assure national security. Parallel with the state 

administration, six traditional Bantu kingdoms have remained as continual functional 

entities celebrating a degree of cultural autonomy.  

84% of Ugandans profess the Christian faith, followed by the Muslims 

representing 12% of the population, and only 1% of Ugandan's following traditional 

religions (Uganda Bureau of Statistics, 2002). 

Although landlocked, Uganda is home to some of the world's most spectacular 

natural wonders: Lake Victoria, the third-largest lake on Earth, after Caspian Sea and 

Lake Superior. Secondly, the African republic known to Africa as ―The Pearl of 

Africa‖ holds the longest river in the world: the Nile (6,650 km/4,132 mi.). 



10 

 

Besides Lake Victoria and Lake Kyoga, there are Lake Albert, Lake Edward 

and the smaller Lake George. Most important cities are located in the south, near Lake 

Victoria, including the capital Kampala and the nearby city of Entebbe. Uganda, ever 

green with extensive marshy areas is home to the world‘s largest bird population; that 

is, almost 50% of the continents bird population, 10% of the world‘s birds (Uganda 

Wildlife Authority - http://www.uwa.or.ug/bird.html). 

This beautiful country with natural and cultural assets seems so inconsistent 

with the startling realization that an epidemic is threatening so many Ugandans and 

the future of their nation.  

The HIV/AIDS Epidemic in Uganda 

The first case of HIV/AIDS in Uganda was diagnosed in Rakai district in 1982, 

otherwise known to the locals as a wasting fatal illness called one of three names 

―silimu‖ – a sickness that made one slim, ―mukenenya‖ – an emaciating illness, and 

later as ―akawuka‖ – the virus.  

Politically at the time Uganda was still plunged in the 20 year civil strife, prior 

to 1986, when the country began to experience stabilization. Against the backdrop of 

political instability, HIV/AIDS spread unchecked, until 1986, as the new government 

created a politically conducive environment to focus attention and resources on AIDS.  

In 1986, the Uganda National AIDS Control Project was established to promote 

the ABC approach (Abstain, Be faithful, use Condoms), ensure blood bank safety, and 

provide mass prevention education, among other services. As magnitude and impact of 

the HIV/AIDS epidemic grew, cutting across all sectors of life, the government 

developed and adopted the Multi-sectoral Approach to the Control of AIDS (MACA) in 

http://www.uwa.or.ug/bird.html
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1992 to ensure a concerted response. The Uganda AIDS Commission (UAC) 

established in 1992 by Statute of Parliament with the mandate to centrally coordinate all 

the national HIV/AIDS control activities through 12 line ministries 

(http://www.aidsuganda.org/). 

The Uganda AIDS Commission‘s official website and other documents 

summarize the most recent data on AIDS cases, AIDS mortality, HIV prevalence, HIV 

incidence and current HIV/AIDS status in Uganda.  

AIDS Cases and AIDS Mortality 

For the year 2005 alone, an estimated 88,100 individuals were living with AIDS 

and 76,400 died from AIDS. Every day in 2005 approximately 290 persons became ill 

enough to require ART initiation, and another 210 persons would die each day from 

AIDS (Wolfgang et al., 2008). In 2001 HIV accounted for 12% of deaths annually, and 

was the leading cause of death among those aged 15 to 49 in Uganda (World Bank, 

Uganda HIV/AIDS Control Project 2001). Currently, AIDS is the fourth leading cause 

of mortality for children under the age of five. Since the onset of the epidemic, adult life 

expectancy has decreased from 56.9 years to 48.9 years (50 years for females and 48 

years for males) currently (http://www.aidsuganda.org/). 

HIV Infections 

 ―Since 1982, a cumulative total of 2.6 million Ugandans (adults and 

children) have been infected and 1.6 million have lost their lives to HIV/AIDS related 

illnesses.‖ The Uganda AIDS Commission (UAC) website summarizes the survey as 

finding 915, 400 Ugandans living with HIV and AIDS in 2005; this includes 6.4% of 

the adults aged 15-49 years of age. The Ministry of Health estimated 132,500 new 

http://www.aidsuganda.org/
http://www.aidsuganda.org/


12 

 

infections for all age groups in 2005 alone. The Commission uses other documents to 

report that ―50-70% of hospital admissions are HIV-related‖ and that HIV is present in 

50-60% of the persons with Tuberculosis. Only about 13% of Ugandans have tested and 

received their HIV status results (http://www.aidsuganda.org/).   

The UAC describes Uganda as ―among the first hard hit countries‖ and that 

1992 national prevalence rate ―was estimated at 18.3% with some centres registering 

rates above 30%.‖ The Commission reports that by 2002 the prevalence rate dropped 

―around 6%, attributed to favourable prevention policies.‖ 

(http://www.aidsuganda.org/). Prevalence can drop due to fewer new cases (prevention 

at work) or prevalence can drop due to the death of persons with the disease (influenced 

by access to effective therapies).   

The UAC reports that since 2000, the epidemic has been characterized by 

stabilization of HIV prevalence ranging between 6%-7%, and HIV incidence data 

indicates slight increases in new HIV infections in some parts of the country.  

According to the Ministry of Health, the country is experiencing variances in the 

epidemic by age, gender, geographical area, and socioeconomic characteristics.  

A study whose results are still under scrutiny estimated incidence in Uganda
 
as 

1.8 per 100 person-years at risk among 15- to 59-year-olds (Mermin, Musinguzi, Opio 

et al, 2008). According to this study, weighted HIV prevalence was 6.35%, and 

weighted incidence was 1.8 infections per
 
100 person-years. Incidence of HIV

 
for 

women was 2.1 infections per 100 person-years,
 
and for men, 1.5. For currently

 
married 

individuals, incidence was 2.0 infections per 100 person-years, and for never married 

individuals, 0.7 per
 
100 person-years. In addition, both incidence and prevalence

 
of HIV 

http://www.aidsuganda.org/
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increased with age in both men and women (Mermin, Musinguzi, Opio et al, 2008). 

However, some researchers and experts have expressed concerns about methodological 

validity (reliable estimates of HIV incidence), acknowledging that ―while limitations 

inherent
 
in tracking HIV epidemics through measures of prevalence‖ are expected, there 

is also the concern about possible ―mistaken assessments
 
of the state of the HIV 

epidemic and trends in risk‖ (Todd, Lutalo, Kaleebu, 2009). Other researchers note that 

the study findings are in agreement with The UAC observation that HIV prevalence has 

risen in some parts of the population and that these geographical differences are ―worth 

further attention‖  (Westerhaus, 2009). 

The UAC uphold that ―Despite fears of the country entering another phase of a 

resurging epidemic, Ministry of Health advises that there is no compelling evidence for 

increasing epidemic trends at national level from the surveillance system‖ (Towards 

Universal access to HIV/AIDS prevention, treatment, care and support in Uganda by 

2012, pp 2) 

Uganda has made globally acknowledged strides in addressing the HIV 

epidemic and the UAC is to be commended for its two decade leadership in 

spearheading this significant progress as well as ensuring a continual conducive policy 

environment. The government‘s most recent policy commitment outlines an account of 

both existing services and possibilities for responding to the needs of HIV positive 

people. This envisages and calls for action to address the wider impacts of the epidemic 

that have created numerous hurdles beyond the health sector‘s capacity and existing 

infrastructure. The government‘s multisectoral policy and strategy of 1992 ―calls on 

every Ugandan, individually and collectively, to respond to the epidemic within 
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respective mandates and capacities.‖ (Towards Universal access to HIV/AIDS 

prevention, treatment, care and support in Uganda by 2012, pp 2) 

The Ministry of Health‘s National HIV Sero and Behavioural Survey (NHSBS) 

of 2004/5 reported that about 76% of new infections where attributed to sexual 

transmission including 21% involving commercial sex, 14% involving sex in casual 

relationships, and 42% through sex in marriage. The remaining 22-25% are attributed to 

mother-to-child transmission. 

In Uganda, a child is an orphan when one parent is deceased.  The UAC uses 

government statistics to point out that of the 2.18 million orphans in Uganda, 47% are 

due to one or more parents dying of AIDS. Of the 567,700 orphans who have lost both 

parents, 81% are due to AIDS deaths. 

Young Ugandans with HIV and AIDS  

In 2007, young adults constituted 34% (8.3 million) of the total population. For 

those individuals younger than 25 years, HIV incidence was 1.1
 
infections per 100 

person-years. The
 
proportion of current infections among young adults was greatest

 

between ages 15 to 24 years (Mermin, Musinguzi, Opio et al, 2008). 

 The Uganda AIDS Commission estimated HIV prevalence among 15-24 year 

olds at 3% compared to the 6.4% national figure. Young women 20-24 years old are 3-6 

times more likely to be infected than boys of the same age, and about 80% of these 

infections are acquired through adult heterosexual transmission with the remaining 

cases explained by mother-to-child transmission (Uganda AIDS Commission, 2007, 

Kaiser Network 2008).  
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The UAC‘s website (Young adults: Health, HIV, AIDS and Development, 2007) 

and other official documents in Uganda highlight numerous factors explaining the 

spread of HIV among young adults, including social, cultural, economic, and sexual and 

reproductive health issues. Critical issues cited include: earlier age of sex in females and 

multiple or much older sexual partners, extreme poverty, very early marriages, high 

rates of sexually transmitted infections and lack adequate knowledge about avoiding 

sexually transmitted infections and pregnancy, low contraceptive use and high rates of 

unintended pregnancy, inconsistent condom use and poor health services utilization.  

The UAC cites early age at first sex and sex with multiple or much older 

partners among the key risk factors for HIV infection in young Ugandans. According to 

this source, ―girls who initiate sex by age 15 are twice more likely to be infected with 

HIV than those who start after age 20.‖ Age at first sex was estimated at 16.7 and 18.8 

for girls & boys respectively in 2005. It was estimated that by age 17, half of young 

women are sexually active while 62.7% have already begun child bearing by the age of 

19. In addition, there are ―high levels of intergeneration sex especially among females 

with most of young women reporting that their first sexual experience with a partner 

three to 10 years older‖ (Uganda AIDS Commission, 2007). 

The UAC asserts an association between poverty and some risky sexual 

behaviors, stating that the ―lack of access to basic needs including food and shelter has led 

many young adults especially Orphans and Vulnerable Children (OVCs) to engage in survival 

sex, commercial sex work and early and sometimes forced marriages‖ (Uganda AIDS 

Commission, 2007: Young adults: Health, HIV, AIDS and Development – A Case 

Uganda, pp 11). Poverty is prevalent in Ugandan communities, with about 31% of 

Ugandans living below the poverty line.  
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Very early marriages have been said to increase risks of negative reproductive 

health outcomes. Early marriage is a common practice in Uganda. Data shows that 

about 1/5 of young adults aged 15-19 reporting to have ever been married. Over half of 

the girls (56.9%) are married by age 19 compared to 7% of boys (Uganda AIDS 

Commission, 2007).  

The Commission data trends also show that many young adults experience STI 

infections at high rates, particularly Herpes Simplex Virus sub-type 2 (HSV2) with 

estimated prevalence rates ranging between 20-34% among the 15-24 yr olds. HSV2  

facilitates sexual transmission of HIV at about 4 times higher than in its absence. 

Furthermore, adolescents‘ lack of knowledge about STIs was cited as a barrier to 

obtaining services.  

Regarding condom use, data revealed that the fear of pregnancy, more than fear 

of HIV, motivated adolescents to use the male condom. In addition, young men tend to 

consider it the woman‘s responsibility to insist on condom use, reason being she is the 

one who can become pregnant (Amuyunzu et al., 2005). ―Despite the high levels of 

early sexual activity, many young adults do not exploit the benefits of safe sex. About 

30% of the sexually active young adults are reported to use a condom the first time 

while 47% females and 61% males have ever used a condom‖ (Uganda AIDS 

Commission, 2007: Young adults: Health, HIV, AIDS and Development – A Case 

Uganda, pp 6).  

A complimentary report on young adult‘s utilization of health care services 

indicated that although about 65% of 15–19-year-olds who have ever had sex would 

prefer to receive contraceptives from health facilities, 24–44% do not know a relevant 
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source. The lack of adequate health care infrastructure was reported to further 

complicate efforts to increase adolescent utilization of services (Biddlecom et al., 

2007). 

Uganda Responds to Young Adults Living with HIV and AIDS  

In 2007 the government declared AIDS ―a major development concern and 

security crisis‖ demanding the ―mainstreaming HIV/AIDS in all development 

programmes.‖ (UAC, 2007 Towards Universal access to HIV/AIDS prevention, 

treatment, care and support in Uganda by 2012) 

HIV and AIDS policies have been drafted and adopted in response to the risks 

faced by young adults. These generally highlight applying the Abstinence, Being 

faithful and Condom use (ABC) prevention model, promoting the welfare of young 

persons in school, making HIV Counseling and Testing (HCT) services available to all, 

Preventing Mother-to-Child Transmission (PMTCT) by stressing antenatal welfare for 

all women of reproductive age group, and making Anti-Retroviral Treatment accessible 

to all.  

Current approaches to treatment include preventing and/or treating opportunistic 

infections thereby delaying progression to AIDS, and free access to ART for those 

meeting clinical criteria. ―The package recognizes benefits of improved quality of life 

of the infected that enables them to contribute to development efforts, raise their 

children, and relieve the social and health care of the disease burden.‖ 

(http://www.aidsuganda.org/ )  HIV/AIDS care and support approaches for those 

infected with HIV have largely focused on promoting the welfare of the infected and the 

affected family members. Aspects of support include promoting access to basic needs, 

http://www.aidsuganda.org/
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psychosocial, emotional and livelihood support, and legal aid (Uganda AIDS 

Commission, 2007).  

Health leaders are to be congratulated on the clarity and meaningfulness of the 

intentions that are documented in governmental and non-governmental policies for 

young Ugandans living with HIV and AIDS.  At the same time, leaders face enormous 

challenges in mobilizing resources and sustaining actions to reach every person in need 

of prevention, diagnosis, treatment, care, and support. UAC acknowledges that ―this is 

especially so for young people‘s programmes considering the rapid demographic 

changes that require consistent intervention repackaging to adapt to changes‖ (Uganda 

AIDS Commission, 2007: Young adults: Health, HIV, AIDS and Development – A 

Case Uganda, pp 3) 

In the Foreword to the most recent National HIV and AIDS Strategic Plan 

(NSP) 2007/8-2011/12, Ugandan President Yoweri K. Museveni praises past efforts 

while committing to more complete effort when he states, ―all government sectors are 

urged to effectively mainstream and scale-up HIV/AIDS programmes in their respective 

constituencies.  The Office of the Presidency, through the Uganda AIDS Commission, 

is committed to strengthen the coordination and management of the national response, 

monitor and track the utilization of all resources to ensure value addition of HIV 

funding to national development.‖ (UAC, 2007) 

  ―The NSP aims to achieve the following: The incidence of HIV and AIDS is 

reduced by 40%, social support is expanded and scaled up interventions and treatment 

are accessible to 80% of those in need by the year 2012.‖ (p. viii, UAC, 2007)  The NSP 

does not provide a clear baseline for persons actually served in recent years.  By 
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comparing the NSP goals for 2007/8 to 2011/12, it is possible to get a sense of the 

―scale-up‖ that is needed. The NSP goals for reaching young adults with prevention 

rises from 7,300,000 in 2007/8 to 12,380,000 in 2011/12. The NSP goals for reaching 

primary and secondary school teachers with prevention increases from 40,000 in 2007/8 

to 79,000 in 2011/12. The NSP goals for reaching pregnant women with counseling and 

testing during antenatal services rises from 950,000 in 2007/8 to 1,350,000 in 2011/12.  

The NSP goals for reaching HIV positive pregnant women with ARV prophylaxis rises 

from 70,000 in 2007/8 to 170,000 in 2011/12. The NSP goals for reaching adults and 

children with ART rises from 129,000 in 2007/8 to 332,000 in 2011/12. The NSP goals 

for reaching orphans and vulnerable children rises from 244,000 in 2007/8 to 428,000 in 

2011/12.  There are other similarly ambitious expansions of services to Ugandans living 

with the HIV and AIDS epidemic. (UAC, 2007) 

The UAC acknowledges that ―scaling and sustaining access to lifelong 

treatments to increasing numbers of the infected especially in the context of an 

expanding population might not be feasible without heavy dependence on external 

support‖ (Uganda AIDS Commission, 2007: Young adults: Health, HIV, AIDS and 

Development – A Case Uganda, pp 18). 

  Chapter Summary 

The above literature review summarizes Uganda‘s official thinking about the 

current social, economic, health and sexual reproductive health, and HIV/AIDS status 

of young adults in Uganda. The review also provided an overview of the current and 

future national policy efforts towards responding to the needs of young adults living 
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with HIV in Uganda. The thinking is clear. The actions are incomplete. The aspirations 

are rising to meet an incredible challenge. 
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CHAPTER III 

METHODS 

Introduction 

In this chapter, I introduce myself and members of the study committee and 

what roles each of us play in this research. I describe what this research is about and list 

my research questions. I then move on to a discussion of the methodology, procedures, 

and rationale for using narrative inquiry. I present the phenomenon of interest which is 

young adults living with HIV/AIDS in Uganda and the study objectives and procedures 

for reaching these objectives to include participant recruitment and interviewing. I 

describe in detail how the oral, transcribed and re-written accounts (events, thoughts, 

feelings, meanings and hopes) of participating young adults were collected and how the 

analysis of these narratives has been done. For clarity, I discuss how the voices of the 

study participant narrators will be heard and recognized differently from my own. The 

chapter ends with the proposed dissemination of findings. 

About the Researcher 

This research fulfills requirements for the completion of my Master of Public 

Health degree in Community Health Education in the Department of Health Education 

and Health Promotion at the University of Wisconsin-La Crosse. The undergraduate and 

graduate programs are accredited by the Council on Education for Public Health.   

R. Daniel Duquette, Ed.D. is the department chairperson and teaches research 

methods including applied statistics.  He has advised student research (including topics 

about HIV and AIDS) for over 25 years. 
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Keely Rees, Ph.D. is a member of the department faculty with research interests 

in women‘s health, maternal and child health, and adolescent health behavior. 

My committee is chaired by Robert Jecklin, M.P.H., Ph.D. He recently joined 

the department faculty after over thirty years of public health practice (including HIV 

and AIDS).  His research includes retelling stories of necessary learning; these stories 

are about Americans who are sick and uninsured, and older adults who avoid or delay 

necessary health care. 

None of my committee members have worked in Africa or Uganda in particular.  

Although both my undergraduate and previous graduate training were focused 

on school-based education, most of my experience has been in HIV prevention 

education, adolescent sexual and reproductive health, and maternal and child health. My 

interest in the lives of young Ugandans with HIV stems from my first experience seeing 

an AIDS patient 21 years ago, multiple AIDS-related deaths in my family including my 

father and other relatives and friends over the course of my young life. I was first 

trained as an HIV child counselor/educator in 1987 at age 9, and I have continued to be 

involved in HIV prevention work in varied roles.  

My experience has motivated and prepared me to do this research. When my 

mother saw my response to HIV educator/counselor training at school, she overcame 

her reluctance to expose me to her work as a reproductive health and community 

development specialist. As the epidemic grew, my mother was very involved in 

addressing the death burden and impact on women and children in our extended 

families and people in our communities. As a teenager and young adult, I volunteered 
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for multiple HIV/AIDS interventions as an educator and post-test counselor. I tell more 

about my own story at the beginning of the findings chapter.  

Young Ugandans Living with HIV/AIDS 

This research details the lived experience of several young Ugandans living with 

HIV and AIDS.  In 2001 HIV and AIDS accounted for 12% of Ugandan deaths 

annually, and was the leading cause of death among those aged 15 to 49 (World Bank, 

Uganda HIV/AIDS Control Project 2001). A 2003 Kaiser Study reported that each year 

more than 25,000 Ugandan infants were infected with HIV at birth (Kaiser, 12/19/03). 

In 2007 it was reported that Ugandans were contracting HIV five times faster than 

doctors were able to put new patients on the antiretroviral therapy, their only hope of 

long-term survival (Timberg, 2007).  

Despite Uganda‘s recognized success in efforts fighting HIV/AIDS, 9 million 

young adults ages 10–24 face enormous challenges (USAID Policy). Young adults 

account for almost half of all new HIV infections, and females in this age-group are 

much more likely than their male counterparts to be HIV-positive (Biddlecom et al., 

2007).   

A recent survey of 732 perinatally HIV infected girls and boys aged 15-19 years 

in four districts of Uganda indicated that HIV positive young adults are seeking 

treatment more and more (Birungi et al., 2009). This survey aimed to better understand 

the reproductive health and sexuality needs of HIV positive young adults in Uganda. 

This survey did not survey these young adults about other major health concerns 

impacting their young lives. The survey also excluded HIV positive young adults who 

acquired HIV in ways other than perinatal infection. As access to life-prolonging 
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antiretroviral therapy (ART) improves in Uganda, it is likely that the numbers of young 

adults with HIV will increase.  

My research is designed to add detailed description and documentation about the 

lives of nine young Ugandans living with HIV and AIDS. The findings share what these 

young adults say about being infected, living life day-to-day, responding to challenges 

and opportunities, thoughts about the future, relationships with others, making a living, 

education for the future, and unique things that each person may offer about their 

experience.    

My Reasons and My Roadmap for Discovering Stories 

Narrative inquiry is recognized by researchers as an important framework for 

focusing on personal knowledge, vulnerabilities, motivations for actions, and for 

mirroring social contextualized issues (Burke, 1969, Labov and Waletsky, 1967 and 

Labov, 1972).  

  For the young adults who participate in this research and for me, narrative 

inquiry is an accepted academic term for recognizing the value of stories and 

storytelling.  I have chosen this approach because it allows me to put young adults with 

HIV at the center of knowledge development; it allows me to learn from them about 

personal vulnerabilities, possible motivations for behavior, and how they acquire 

behavioral skills.  

Ugandans are an oral people and have used stories and sayings and proverbs for 

years to weave and capture our individual, personal and collective knowledge and 

experiences. Using stories seemed to me a natural approach to take, as well as the 

certainty that it brings out many aspects of human experience that would not be easily 
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anticipated in the design of a survey. Stories allow people facing challenges to have 

outlets to construct, share and grow in their own understanding of experience (Brems, 

2007). The young adults who voluntarily shared their experiences with me may not 

have given every detail of their story; they may have shared only what they felt 

comfortable sharing, but I believe that in deciding to share (preparing to share, asking 

themselves why they tell at all, why they tell what they tell, keep what they keep) young 

adults gain an opportunity to continue weaving or re-weaving their experiences to 

themselves in ways that highlight their own strengths and hopes.   

I asked the young HIV positive adults to tell me their stories because I knew that 

stories are an important source of knowing about life. In particular, I asked to hear these 

stories to answer the following research questions: 

1. How have young adults living with HIV experienced infection, diagnosis and 

disclosure of HIV/AIDS? 

2. How do HIV-positive young adults think and feel about the HIV in their bodies? 

3. How do young adults think and feel about the support and care received from 

others? 

4. How do young adults think and feel about their needs and self care specifically 

related to their sexual and reproductive health? 

5.  How do young adults think and feel about their preventive knowledge and 

practices?  

Looking for Young Storytellers 

I returned to Uganda from Wisconsin USA during the summer of 2009 to 

purposefully question young Ugandan adults who have experience living with HIV. The 
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sample size was limited because I want in-depth understanding of each person and also 

because I had a limited amount of time to recruit and interview young Ugandans before 

returning to Wisconsin to complete my degree. 

I posted the study advertisement flyer on the notice boards of major health 

referral hospitals and other HIV/AIDS treatment and care support facilities in four 

districts, Jinja, Kampala, Mubende and Amolatar; (Kampala Mulago, The Joint Clinical 

Research Center (JCRC) Mubende Hospital branch, and Jinja Hospital, post-test-clubs 

meeting facilities and Mubende town Radio Station), with my name and my thesis 

chairperson‘s name, affiliation, and contact details for those who wanted to further 

discuss the possibility of participating in the study. In all cases the participants initiated 

contact with me. I did not offer any tangible incentives in exchange for participation. 

However, I did reimburse transportation costs and telephone costs incurred by 

participants to contact and reach me.  

In rural areas, I placed radio announcement of the study at the local radio station 

because of language and literacy reasons.  

Three participants contacted me directly via the advertisement and radio 

announcement and the remaining seven were referred to me by their peers. Two 

individuals contacted me shortly after the radio announcement and each one of them 

referred someone to me. One participant responded to a flyer I posted at a post-test-club 

and she referred her peer to me and on the process continued to another four 

participants. One participant who contacted me from a flyer I had posted at another 

referral center didn‘t make it for the interview. He referred a peer instead but I didn‘t 

interview with her either because we couldn‘t find a language to use to communicate.    
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Each research participant interviewed was: 

 required to be between ages 18 to 24 

 required to have known their HIV positive status for at least six months prior to 

study 

 required to have disclosed their HIV sero-status before the study 

 required to show their voluntary willingness to participate in the study by talking 

about their inner lives  

Once I had established that participants fit within the participation criteria, I spent a 

few minutes building trust, ease and confidence between them and myself for the 

subsequent interview to follow. I asked questions about their day: what they had done, 

what they were looking forward to doing once they got off the phone with me and last, 

how they felt about interviewing with me. We then set appointments for a more detailed 

interview, agreeing on a day, time and mutually acceptable location.   

Asking Permission to Tell Stories while Protecting Privacy 

I explained to each participant that I would personally be conducting the interview, 

but that before their agreeing to participate in this research study, it is important that 

they listen and understand the explanations of the purpose, benefits and risks of the 

study and how the study would be conducted.  

I explained that the purpose of the study was for me to learn more about the 

experiences of young adults living with HIV, and that the study involved their 

describing and my documenting their stories of day to day experiences and activities 

influenced by their HIV status. I let participants know of the potential emotional risks of 

talking about their challenges, adding that participants had the choice to not answer any 
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question that caused them discomfort and that they had the option to end the interview 

and leave at any time before or during the interview. I explained to participants that I 

did not expect the study to benefit them directly, but that I expected the study to 

increase understanding and/or designing of health intervention that are specific to the 

needs of young adults living with HIV.   

Privacy and Confidentiality 

I explained to participants that the interview would be audio recorded, adding that 

participants needed to share only the information they decided to share, and that their 

name and contact information would only be known to me. I explained that their 

interview recordings and typed transcripts of the recordings would have my secret code 

and not their names and contacts, with the exception of the release form (if they chose 

to sign one at the end of your interview) allowing me to play their recording for other 

people beyond the use of this study. I explained that this release form would be locked 

in a separate place from   transcribed materials and that it would only be available to 

me. I explained further that all materials would be destroyed at the end of this research 

and that when retelling their story, I would use a false name to protect their privacy. 

I let participants know that I was not going to make payment for their participation 

and that while I appreciated their volunteering to share their experiences with me, their 

participation was voluntary and that they had the choice to decline participation. I 

checked to see that participants had understood by asking participants verifying 

questions on all the above and then explained that if they said ―yes I agree‖ at this point, 

this was to me an indication of their voluntary willingness to participate in the interview 

as well as answering short follow-up questions by telephone during the next 12 months.   
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This study received approval from the ethical institutional review board of the 

University of Wisconsin-La Crosse. A copy of my IRB approval letter is attached in 

Appendix A. 

   

Approaching, Listening and Collecting Stories 

 

I introduced and presented myself to participants as a graduate Community Health 

Education student at the University of Wisconsin-La Crosse and that I was interested 

learning what it is like to be a young adults living with HIV. Some respondents asked 

me if I intended to start an organization to support HIV positive young adults. I 

explained that this was not my intention but that data collected could potentially be 

useful to health professionals interested in support and care for HIV positive young 

adults. I clarified this by explaining that my main interest was to learn about the lives of 

young adults living with HIV. 

I conducted all nine interviews in the language of choice of the participant; English, 

Luganda, or Lusoga or all three, for ease, clarity and detailing participant experiences. I 

recorded all nine interviews and took notes as well. These nine interviews occurred over 

a two week period. For privacy and convenience to the young adults, interviews took 

place in the gardens of the city square, quiet isolated compounds of organizations 

willing to share their large space, youth center and church spaces, and my home, as 

young adults felt comfortable.  

Listening to the Stories  

To listen to each person‘s story, I followed these steps:  

 I thanked each individual for indentifying themselves to me as a young adult 

infected with HIV and for volunteering to participate in the interview.  
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 To gain rapport and build a relationship with the participants, I used a five 

question warm up guide, asking participants to tell a shortened story of their 

lives—their birth city/village, where they have lived, what made their 

town/city/village special to them, what were some of the fun things they did in 

their city/village. 

 I gave each participant a brief summary of the six story topic areas of our 

interview conversations, and encouraged participation by stating that this was 

not a strict order and they could tell as much as they wanted and were 

comfortable sharing outside my prompt questions. 

 I then proceeded casually initiating each of the six story topic areas, using an 

interview guide to offer short questions to elicit participant stories and following 

up with short questions to seek in depth answers. The interview guide used for 

the study is attached as an Appendix C.    

 I was open and careful to allow and pursue participant leads of different stories 

and details from what I had asked. 

 At the end of particularly difficult interviews, I allowed for debriefing moments, 

asking participants how they felt about the interview, and providing referral 

suggestions for specific personal issues arising.  

 I concluded each interview by explaining to the participants that I would like to 

use the recording beyond this research study and asked participant if they are 

willing to consider signing a release for this purpose. All nine participants said 

yes and signed the release form. 
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During the interviews I checked participant story plausibility in several ways: 1) 

requesting participants to describe an event in more detail enabling me to visualize their 

experience and then watched them as they did this, b) picking points in their story and 

seeking clarity on parts that were unclear to me or seemed out of sequence and, c) 

recapping back to them how I was understanding their descriptions and seeking their 

clarity or assurance that I was clear on what they had said to me. I used participant 

feedback to either edit or confirm story events. 

I encouraged young adults who completed an interview to tell other eligible young 

HIV positive adults they knew about the research. Interviews lasted between 45 minutes 

and two hours. 

Organization, Storage and Protection of the Stories 

I coded participant biographical information sheets and my notes for each 

individual to correspond with transcribed scripts: MM1 to MM9, without identifying 

information. These are still being used for my referencing purposes and will continue to 

be kept until the data is fully analyzed. 

All identifying materials will be destroyed when my thesis has been accepted 

and published. These materials will be disposed by shredding all the handwritten notes, 

and deleting all audio records. 

 

Understanding Stories Through Data Analysis 

 

My data analysis involved four stages: initial transcribing and translating from 

the Luganda to English language, open coding, closed coding, and identifying themes. 
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Transcribing and Language Translation 

I transcribed the nine recorded audio interviews along with my notes, which 

were helpful in filling in the observed emotional responses of participants as well as  

interesting conversation additions and or questions arising during interview paused 

breaks. This was my first stage of data analysis: transcribing verbatim were narratives in 

their natural Luganda language allowed easy and direct translations into the English 

language, and or interpreting narrative to preserve conveyed meanings between 

translations as much as possible to the best that I understood my participants.   

Stories were collected in the participant‘s local language or language of 

preference. 4.5 of my interviews were conducted in Luganda and then translated and 

transcribed into English. Translation from Luganda into the English language posed a 

few challenges. It was time consuming and also meaning is easily distorted or lost in 

translation. There are some Luganda words for which the English equivalent just 

wouldn‘t convey the sense the Luganda speaker wishes to convey. For some words 

there are literally no direct translations and for other words several meanings have been 

be assigned like omusujja – to mean ―fever‖ can be used alternatingly to mean malaria, 

pneumonia or colds/flue related discomfort. The other ways these might be described is 

by adding what part of the body the fever is resulting from – fever from the chest/lungs, 

or fever in the joints, or simply senyiga to distinctly mean a common cold, and if this 

common cold is severe or virulent, it will be called lubyamira.  

Another example is the use of the word okumukozesa – to mean ―use someone 

forcibly, or in sexual terms to mean to relieve your sexual desires with someone other 
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than your spouse for pay or not for pay – unfairly or without clear intent or for your 

own satisfaction.‖ 

Secondly, the grammatical structure of Luganda differs substantially from the 

English language which means makes it hard to accurately capture meaning in some 

narrative parts. For instance the use of ―you‖ to substitute ―I/me‖ in re-telling an 

experience in which one does not distinctly affirm their involvement for confidentiality 

or other reasons happened several times in my translations. If a participant said 

―sometimes you go there and they ignore ―you‖, to mean ―me‖, this would be easily 

seen and interpreted in the Luganda use than would be in English which makes distinct 

use of these persons, ―you‖ and ―I/me‖. In Luganda personal involvement would be 

implied, not stated, but translated into English such a sentence wouldn‘t make sense. 

The interchangeable usage of ―you‖ and ―I‖ to make reference to one self makes sense 

in most Ugandan languages. 

Identifying Important Segments, Closed Coding, and Themes 

I worked on one transcript at a time through a process of indentifying segments 

of text that seemed important to answering my research questions, as well as emerging 

issues discussed by participants. This was my approach to open coding. 

I then grouped identified statements that seemed similar; each identified 

segment was named uniquely or as part of a group of segments that were similar. This 

was my approach to closed coding. 

After completing open and closed coding for all nine individual transcripts, I 

looked for coded segments that seemed to illustrate a part of the story line of each 

participant. While a coded segment of text would have a meaning and could stand 
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alone, a theme was a collection of coded segments that were important to understanding 

the progression of each young adult‘s story. 

This process resulted in identifying themes that were shared by more than one 

young adult who was living with HIV. A theme seemed more important if it was found 

in the life of at least three participants. 

Retelling Stories As Data Interpretation 

In presenting the study findings, I rely on quotes from each young person‘s 

narrative to distinguish each person‘s voice from my own voice as the researcher. I 

write in the first person and use quotation marks to clearly identify each participant‘s 

voice. I use chapter four to summarize my findings. I further discuss my findings in the 

final chapter where I reflect on my method, findings, and how readers might further 

consider what this research offers. 

The findings chapter begins with my own story about HIV and AIDS. I include 

this so that as readers interpret what I have found, they may consider how my 

experience and perspective influence the findings of this research. 

After my story, I provide a brief demographic profile of the participants 

organized by the pseudonyms used to identify each individual story. 

I used concepts and themes that I identified during analysis to summarize and 

rewrite each young adult‘s story. I wrote the stories to include a description of that 

critical point in time when participants told their stories to me - that is to say the ease, 

the difficulty, or the matter-of-fact manner with which they gave voice to their stories. 

In writing these stories, I sought to go beyond merely restating participant words. I used 

the non-verbal sounds, facial expressions, and posture to help me describe the feelings 
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and emotions that were part of their life experiences. I could not ignore their laughter, 

sighs, tears, stares, uncertain wording, reflective pauses, breathlessness, or simply 

taking time to think. 

I organized the rich details and apparent themes first into the stories of each 

participant and then I organized each participant‘s story in the chronological order of 

the events described by each participant. I did not replicate the back and forth telling of 

the participants. This linear story line of otherwise complex multi-layered stories that go 

back and forth in time is easier for the reader to understand.  

 The final chapter of this thesis is used to discuss the findings in relation to the 

research questions and the literature reviewed in chapter two. The discussion suggests 

possible implications for practice and or further research. 

Proposed Dissemination Study Findings 

This study aims to document young adult‘s stories and thus will also provide an 

accumulation of valuable documented testimony materials that can be used as case 

studies to offer insights into human health related experiences, behaviors, choices, 

options with special relevance to HIV/AIDS intervention efforts for young adults 

infected with HIV. There are  many potential study results users to include: 

policymakers, including senior officials in the Ministry of Health; program managers in 

government agencies, non-governmental organizations (NGOs), and community-based 

organizations (CBOs), faith/religious organizations (FBOs) serving in this area (through 

direct service or sponsorship or funding: donors and other funding agencies; and public 

health journal reviews).  
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As much as possible, results would be disseminated in forms that respect the 

concerns of the target audience. As such parts of this study will be presented in local 

languages, paying attention to avoid use of  objectionable vocabulary and stereotypes.  

Chapter Summary 

In this chapter I have presented the phenomenon of interest, my credentials and 

the credentials of my thesis committee. I have explained my approach to data collection, 

analysis and interpretation by detailing procedures and providing the rationale for using 

these specific procedures. I have also identified voice, ensuring as much as possible that 

my voice is clearly identifiable from that of my participants. Findings are presented as 

stories in the next chapter and then I extend my interpretation in a final chapter where I 

discuss the findings by suggesting how the stories might inform practice or further 

research. 
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CHAPTER IV 

FINDINGS 

Introduction 

This chapter summarizes my findings in the form of ten stories. I tell my own 

story, I provide a brief social and demographic profile of the participants, and then I tell 

the stories of each participant, one at a time. 

I tell my own story growing up at a time when HIV and AIDS-related deaths 

were escalating in Uganda. When I began this research I knew about my life, but 

listening to each participant has helped me to learn more about myself, my past, and 

who I am today. My story is part of my findings. I also include my story because it may 

help readers to interpret what I have written in retelling each participant‘s story. 

I present the social demographic characteristics of the participants in a simple 

table that summarizes by pseudonym the age, educational attainment, work, 

relationship, number of children, and ages of those children. As readers immerse 

themselves in each story, they may find this list helpful. 

I present what I learned from each young adult, doing my best to reflect their 

candid and thoughtful constructs, identification of critical gaps and obstacles, and the 

strategies they have adapted to address these ongoing issues. Some of the things that 

these young adults say may be as difficult to hear, as they were for the young adults to 

say too. Still, young adults shared their experiences with me, reflecting on what they 

know, do, think, feel and how they hope for a better future. I present each story for your 

review, reflection and thoughts in the remaining pages of this chapter. 
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My Story – Growing Up In the HIV Era 

How do you measure the impact of national trauma on a people’s spirit? What is it like 

to bear witness to devastation? Jonah Eller-Isaacs 

 

I was a born in 1978 of an urban middle class family, and grew up in Uganda in 

Jinja district. My father was a lawyer and my mother was a reproductive health and 

community development specialist. My childhood was one of privilege and promise, 

unlike many Ugandan children I knew.  

My parents sent me to Buckley High School, a missionary girl‘s boarding school 

in Iganga district, about 30 kilometers (19 miles) from home for my primary education. 

Here I experienced an amalgamation of cultures and education; a British colonial 

heritage and an indigenous Ugandan education suited for our agricultural and socio-

cultural gender values like growing food, mat weaving, traditional dance and music.   

I loved my time at Buckley. While it was a privilege to attend such a prestigious 

school, it was not without its challenges. First was being home sick and away from 

home, and then there was the regular malaria to contend with, compounded with the 

occasional boarding school child to child hounding. While we received regular meals, 

they were not always up to standard. 

A highlight of my young life was coming home for holidays in Jinja, where my 

parents packed me and my sisters off to one of several villages: my grandmother Janet‘s 

home in Bukanga, or my grandfather Canon‘s home in Butanis, or my parents rural 

home in Mawundo to experience pastoral Uganda. Here away from electricity, cars, 

running water, and the comforts of a cemented furnished home we spent our days 
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growing corn, peanuts, and beans for the next harvest. As my grandmother said, this is 

where we learned to become real Ugandan women.  

We learned simple satisfying things like balancing water jars on our heads, 

collecting firewood, and gathering at the wells in the evening to catch up on village 

gossip. We would then return home to prepare the evening meal on open fire. A simple 

pleasure was sitting up in one of our fruit trees, whether it was mango, guava, jackfruit, 

or passion fruit, enjoying the taste of fresh unwashed fruit. At night we would sit by the 

dimming kitchen lanterns and hear our grandparents and aunties retell the village 

legends and stories of their childhood, and hear frightening stories of the terrors of Idi 

Amin, not so long past.  

Life was good. It was filled with love, laughter, music and family. Then 

sometime between 1982 and 1987 the laughter stopped. Suddenly we became aware of 

a new disease that was mercilessly killing our grown men and women.  

Initially, my sense of this disease was as it was rumored ―a shame disease‖ that 

was killing adults who were given to ―doing bad manners.‖ Once when I was brave 

enough to ask my boarding school dormitory matron Mukulu Alyson about this new 

disease, she told me it was a disease that people got from making love (―nga bakola 

omukwano‖) and thereafter I sat through many ―love postponement classes‖ where  

abstinence was taught. But the most important lesson came from my mother‘s one line 

sex education sermon, ―sex has its rewards and responsibilities.‖  

It didn‘t take long before the consequences of the ―shame disease‖ became 

visible as I witnessed the nightmare of close family members dying of HIV and AIDS. 

With no medication to ease the symptoms of AIDS at the time, we literally witnessed 
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normal human beings turn into gaunt, unrecognizable things, with mental disorders and 

finally, what seemed like a slow wasting, excruciating death. These images show up in 

my dreams and haunt me even today.   

My father contracted HIV when I was 9 years old. After a brief period of 

remission in 1990, the disease claimed his life. AIDS was a torturous disease that left 

my father unrecognizable. My father died on my 13
th

 birthday. At the time of his death, 

my father didn‘t remember my name or recognize me. It was very frightening and sad to 

watch him waste away from a disease that dared to strip him of his mind and memories; 

his memories and mind were perhaps the only things that could have comforted him in 

those last days as he slipped away groaning in pain until silence overtook him.  

When it was over, mum, my sister Beckie, and my grandma could only look at 

one another with expressions of relief mixed with a quiet fearful grief that would linger 

on for years. Grief and fear become a familiar part of our lives as we kept vigil at other 

family members‘ death beds; aunts, uncles, children, babies, and friends died from 

AIDS; it was all around us. The guest wing of my mother‘s house had been turned into 

a hospital ward where patients were cared for between stays at a real hospital. Four 

family members died as we provided care in our home. Death from AIDS was such a 

common experience that I could see it in the faces of the sick, and I came to know when 

death was imminent. At some point we stopped grieving. There was simply no time for 

acting out these feelings, so we carried our unexpressed grief and fear with us into the 

future.  

I come from a very Christian background. One of my grandfathers was a 

Reverend Canon, and the other is a retired Bishop; both in the Anglican Church. 
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Christianity has played a huge part of who I am today. As a Christian looking back at 

the HIV epidemic in my country, I cannot ignore the thought that my father‘s death 

from HIV is, in my opinion, the result of my father‘s inappropriate and unsafe behavior. 

To be taught the values of responsible sexual behavior at such an early age, when it 

didn‘t even make a lot of sense to me, and then to know that my father died as a direct 

result of not following those values was very hard for me to understand and accept. 

Having grown up in a patriarchal society, it was hard for me to understand how you 

deal with a disease that can take away all of a person‘s manliness.  

What kind of a disease attacks not only men who have behaviorally contracted 

the infection, but also attacks innocent women and children? Standing at the side of a 

dying relative I saw my role as one who would help them stay brave and die gracefully. 

For me HIV and AIDS were nothing but partners in an arrogant disease. Represented by 

simple initials, HIV and AIDS were like diarrhea, another disease that even adults could 

never spell right. To a child what did HIV mean anyway? Malaria, diarrhea, cholera we 

knew and understood. What was HIV anyway? Nobody could define it except that is 

was a collection of all the diseases I knew. Before we started calling it HIV, it had no 

real name except the handler name – ―similu‖ which means to get small. This described 

what it did to the human body rather than what is was. Yet as cowardly as HIV seemed 

to me, it made cowards of us all. It was a godless disease that respected no cultural or 

socio-economic boundaries. It dared to destroy even the strongest and mightiest in our 

land; it sized up the rich, shamed the religious, and showed no mercy to the children.  

Prior to my father getting sick, I was trained as a child educator to teach HIV 

prevention education, which I taught for many years. As part of the prevention efforts, I 
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remember acting in a school HIV awareness drama. As the main character Sezi, I 

played the role of a young child whose parents had died from HIV. Part way into the 

second act of the play, my audience was in tears. Initially I was happy and thought to 

myself, ―Wow. I am portraying my character really well‖. Suddenly I realized why 

people were crying. Many of the audience members were relatives, neighbors, and 

acquaintances who knew my family story. The audience was not seeing me as Sezi, but 

rather as Pamela who had recently buried her father. 

With my father gone, my world revolved around my mother and sister. My 

greatest fear in life was that my mother had contracted HIV. We never dared ask her. 

We were afraid of the answer. It was an amazing phenomenon how throughout the day 

we went about our daily routines, laughed, and never talked about death or disease. At 

night however, the thoughts crept in, and I lay awake many nights listening to the 

soundless chaos of my hometown while striking bargains with God. That‘s what we 

knew to do: spiritual leaning and gleaning. For the next 17 years, I restlessly watched 

and monitored my mother closely for any sign of fatigue, a cough, a headache, or 

malaria. God finally answered my prayers and I finally let go and loved my mother as 

the strong vibrant leader of our family that she was. By this time I had finished my 

secondary school education, and received my undergraduate degree from Makerere 

University Kampala in Uganda.  

While I was in the process of getting my teaching certificate, I visited a close 

friend from secondary school. Priscilla was attending to her mother who was ailing 

from HIV. They lived in a very poor slum away from the city where she might have 

received the help she needed. Priscilla‘s mum needed palliative care which they could 
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not afford. After getting food supplies for them and helping Priscilla care for her 

mother, I went home and could not stop thinking of the wasting image of her mother. I 

wondered where Priscilla found her strength and courage. All of a sudden endless 

smells of the sick that haunted my childhood days returned. Everything that my memory 

had stored about the HIV and AIDS home-care experience returned, and I couldn‘t 

shake it off.  It had been a year since I had last seen or nursed a person with HIV and all 

the devastating experiences came flooding back. 

Although many Ugandan families knew the pangs of HIV first hand, some had 

had more resources to respond to the disease than others. Like numerous poor families I 

had seen in my village, thinking of my Priscilla, alone in a grass thatched house, 

abandoning school to tend to her mother‘s health with no food or medication, made me 

restless with grief. But the truth of the matter is, even with food Priscilla‘s mother was 

going to die because the untreated canker sores in mouth and throat made it impossible 

for her to even eat. Priscilla‘s mum died shortly thereafter, and I supported Priscilla as 

she buried her mum. 

In 2003, I left Uganda and moved to the USA. I attended graduate school at 

University of Vermont for two years, where I received a Masters degree in Education. 

Although both my undergraduate and prior graduate training were focused on school-

based education, most of my teaching and research experience up until this point had 

been in the areas of HIV prevention education, adolescent sexual and reproductive 

health, and maternal and child health. I was interested in and continually drawn to 

community health education-related topics and public health concerns. I decided to 

return to graduate school to acquire formal training in public health education.  
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 In 2007 I enrolled at the University of Wisconsin-La Crosse and began working 

on my Master of Public Health in Community Health Education. During break I 

returned to Uganda and met my friend Priscilla on the streets of Kampala. I was excited 

to learn that she was married, a mother, and had recently graduated with a certificate. 

For some unknown reason, whether out of relief for knowing that Priscilla was okay 

and doing well, or struggling to imagine how she had overcome her life‘s experience, I 

found myself breaking down in tears. Later I would come to understand that in many 

ways Priscilla‘s story was my story, and I had relived my personal story of life with 

HIV and AIDS as I had stood at Priscilla‘s side when she was losing her mum.  

Upon returning to graduate school in the USA, I was more and more certain that 

I needed and felt ready to conduct a study on the experiences of HIV-positive young 

adults in Uganda.  In June of 2009 I returned home to Uganda where I conducted 

interviews with young adults who were living with HIV/AIDS.  

Today, Uganda celebrates the reduction of HIV prevalence ―from a national 

peak of 18% in 1992 to 6.4% in 2005‖, (UAC, 2007) as a national success story.   

 

Nine Participants Told their Stories 

Nine young adults living with HIV in urban and rural Uganda agreed to tell their 

stories. Of the nine young adults between ages 18 and 24 years who approached the 

researcher and consented to participate in this study, six were female (Irene, Pauline, 

Barbara, Regina, Ruth and Abigail) and three were male (Samson, Michael and Clint). 

Four of the nine young adults were infected with HIV at birth, and four contracted HIV 

in a way other than perinatal infection. Table 4.1 summarizes participants by 
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pseudonym, gender, age, schooling, work, relationship status, children, and the HIV 

status of any children. 

Table 1. Participant social and demographic characteristics  

 Sex Age School Work Relationship 

status 

No. 

Children 

Children 

HIV 

status 

Samson M 22 Dropped Barber In union 1: - One 

year 

Negative 

Irene F 23 Dropped No work Single 

mother 

2: - 7yrs, 

and 2yrs  

2yr old has 

HIV 

Pauline F 20 Dropped Waitress In union 1: - 7 

month old 

Negative 

Barbara F 22 Dropped Vegetable 

sale 

In union 2:- 5yrs 

and 1 yr 

Negative 

Regina F 18 Secondary Student Single None N/A 

Michael M 18 Secondary Student Single None N/A 

Ruth F 18 Secondary Student Single None N/A 

Abigail F 24 Dropped Used 

cloth sale 

Single 

mother 

2: - 6yrs 

and 3yrs 

Negative 

Clint M 19 University Student Single None N/A 
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“Who I am to do all these crazy things and not get infected?” 

 

Samson’s Story 

 

 
Figure 1: HIV/AIDS Prevention Campaign, Kampala 

 

Mubende is a district in central Uganda, 156 km (97 miles) west of Uganda‘s 

Capital City, Kampala on the Fort portal highway. Samson‘s home town is one of the 

small trade centers of rural Mubende, right on the highway. 

It‘s a warm sunny Saturday morning in early June, and the trading center is 

visibly just waking up when I make my way to meet Samson for our second interview. 

In the town center, a few shops are just beginning to open. A few bicycle taxi men are 

assembling, still in their jackets, chatting. The morning mist is still lifting behind the 
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hills as I make my way through the trading center into the more agricultural 

neighborhood. Mothers are sweeping compounds. Children are washing last night‘s 

dishes, and groups of women with their hoes on their shoulders are heading to their 

garden patches. Samson arrives on his bicycle, and as he disembarks, he remarks on 

how early I am. Actually Samson is an hour later than our agreed upon time. Samson 

explains that he woke up early to do his gardening and it took longer than he 

anticipated. Samson works part time at a barber shop. Because it‘s Saturday, Samson 

expects that people will stop their gardening, go to the market to leisurely sell their 

crops, run errands and stop by the barbershop for a haircut.  

Already dressed for work, Samson looks somewhat out of character for this rural 

community. He is wearing blue jeans, a white T shirt, and a large pin in his right ear. 

His permed hair has a shimmery finish to it. By this time, the nearby trading center is 

busy. The noise of people, machines, and buses on the nearby highway is growing 

louder. Samson‘s hometown is on a major highway route to the tourist attractions in 

western Uganda and is fairly busy with speeding buses stopping by for passengers to get 

a quick snack. The busyness of his town is in many ways characteristic of Samson‘s 

life. He has had a busy teenage life, riding on those buses to near and far towns ―having 

fun.‖ But no matter how far his travels have taken him, Samson has always returned 

home to Mubende. In the past few years, Samson‘s fun life has grown a lot quieter as he 

has settled into living with HIV and fatherhood. 

Samson is eager to start our interview. At the age of 22, he is not only living 

with HIV, but he is a father and husband, earning a living as a barber and receiving an 
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army pension. While he takes his responsibility as a father very seriously, he has not 

fully grasped what it means to live a responsible life with HIV.  

Samson reevaluates his life and he is not fully ready to accept the responsibility 

of protecting others from HIV infection. He begins by talking to me about his past 

decisions leading up to his contracting HIV infection. 

I went to school here for 9 years, but was in secondary school for only two terms 

then I dropped out. My father had very little money and two of us--my sister and 

I had started college at the same time. There was no way he was going to be able 

to keep both of us in school. I decided that since I was a boy and the eldest, it 

was important to let my sister stay in school because she has fewer chances 

without an education, than would be in my case. I would be able to find work.  

His search for work ended when he joined the army in the northern part of 

Uganda, about 217 kilometers (135 miles) from home. While there, he describes the 

sexual environment and his lifestyle as one of unsafe sexual exploits. Samson knew the 

dangers, ‗Every now and then my friends and I would talk about the dangers, and most 

of them would say there was no way they would test positive, or even consider taking 

the test.‖ Samson contemplated taking the HIV test for over a year, 

Considering my lifestyle, and the kind of work I did, I decided to take an HIV 

test. My job involved a lot of traveling and relocating. I was in the army. If I 

found a girl that I liked I slept with her. I didn‘t always use or have protection 

and thought to myself who am I to do all these crazy things and not get infected? 

So I decided I would take the test and get on treatment if I were positive. 

 

During this time, Samson met a girl, and they started living together as husband 

and wife. A year later, they both decided to take the HIV test. ―We found out we were 

both infected. I didn‘t doubt the results or even check again.‖ This was in 2007 and 

Samson was 19 years old. He recalls the experience,  

I was unruffled for a bit when I was told I was positive, but I didn‘t fear so much 

because I had prepared myself for either yes or no. I was expecting either 

positive or negative. Right from the start I decided I was not going to waste my 
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time worrying about my diagnosis, but just deal with it, -whatever it would be - 

and stay healthy. I knew that for as long as I remained healthy, I would live.  

 

Shortly following his diagnosis, Samson got ill and was immediately put on 

antiretrovirals (ARVs). Assigned to an army base far from his home and family, 

Samson‘s bosses allowed him to relocate closer to his family for care and support. He 

would continue to receive a salary. Samson describes this time of his life as terrifying. 

He slows down and gazes in his open hands as he describes the illness experience, 

I got sick, real sick, and I was at work at the time - at the base in the north. We 

slept in mud huts – like a soldier‘s life. Everything was very expensive. Our 

barracks was very far from town. All they could give me was two cups of milk 

daily and I don‘t drink milk. When I got worse they let me go and live in the 

town for a few days and everything there was alarmingly expensive, but I tried 

so hard to stay on a diet. I stuck to the medication but when it got very bad, I got 

off it for three days, and then decided to try again. Some days I didn‘t even want 

to touch my stomach, it hurt very much. I saw that people who took ARVs 

didn‘t die in such a terrible state like those who didn‘t. My older brother, five 

years older than me, died from HIV/AIDS. And he died in such a bad, painful 

way. And I didn‘t want to die like that.  

 

The medication side effects, the poor conditions of living far from home, having 

very little to live on and no one to care for him, were all realities that brought the 

gravity of his diagnosis home for him. Samson continues to take his ARVs, and his wife 

is taking septrin medication (a brand name for a combination of antibiotics called co-

trimoxazole used as a prophylaxis treatment for HIV-positive people to reduce the risk 

of Pneumocystis jiroveci pneumonia (PCP), which can be fatal for people with AIDS.) 

Back in his home town, it took Samson another year of contemplating disclosure 

to his parents. Asked how he went about it and why it took him this long, Samson 

recounts, ―It was hard at first - thinking about how I was going to tell my mother 

especially.‖ Samson‘s older brother and sister died from AIDS, and he knew his news 
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would break his mother‘s heart. He looks into his hands as he retells most of this 

narrative below.  

I‘d come up with test scenarios. For example, we‘d been cultivating in the fields 

with my mother and I‘d ask, ‘Would you go and have an HIV test?‘ And she‘d 

say, ‘If I got checked and they told me I was positive, I think I‘d die, because of 

the way I saw my daughter die. I don‘t even want to take the test.‘ So I kept on 

asking her these sorts of things and bringing up discussions about HIV without 

telling her that I was HIV-positive. I sensed that she was weak at heart – this 

was a big issue for her, and my mother loves me a lot. She has high hopes that I 

will help her in her old age-provide for her. I knew that she was not ready for 

my news just yet. She could very easily get depressed and sick.  

 

Samson finally convinced both of his parents to take the HIV test. As part of the 

Health Counseling and Testing patients go through a post-test counseling session where 

they receive updates in the latest treatments for HIV/AIDS. This includes education 

regarding ARVs. These drugs were not available at the time Samson‘s siblings died of 

AIDS. His hope was that with this information, his parents would able to better receive 

and cope with the fact that he was now HIV-positive. Both Samson‘s parents tested 

negative. That‘s when he told them that he and his wife were HIV-positive and were on 

medication. Even then, Samson admits that, ―It was hard on me telling her too. And the 

truth is, I first got myself a little drunk before going to talk to her.‖  

One of Samson‘s other concerns was witchcraft. Samson calls attention to the 

strong beliefs in witchcraft and HIV/AIDS. When the first case of HIV/AIDS was 

identified in Uganda, amidst insecurity and no government response to the disease , 

superstitions and witchcraft characterized the initial understanding of the ―plague‖ 

disease. From long past, as part of Uganda‘s spiritualism traditional belief, if anything 

out of the expected ordinary happens to an individual, it can very easily been seen as the 

result of evil disposition. In many Ugandan tribal beliefs, a wide variety of misfortunes 
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may be explained by witchcraft, including failure to marry, have children, obtain 

employment, a bad crop harvest, poor school grades, and illness and death. Witchcraft 

accusations are sometimes also associated with strained social relations among 

community members and family. The significant increase in HIV/AIDS illness and 

death claiming lives before old age is explainable in witchcraft beliefs. Such beliefs and 

accusations are common and widespread and are not confined to those in rural areas 

alone but are also common in the urban areas.  

Asked why he disclosed his status to them, he says,  

I didn‘t want to hide my status because if I had to fall sick, as I know I will 

someday, they need to take care of me. They‘d need to know my status in order 

to give me good care, and treat my illness with urgency - like if I got malaria, 

they‘d hurry instead of hiding the illness as witchcraft. Say if I had been in a 

roar (fight) with colleagues and then got sick, it would be easy for them to think 

maybe that guy I‘ve been in a fight with bewitched me, and yet in fact it is HIV 

that I have had for a while. If I got an opportunistic infection because of my HIV 

and if they don‘t know that I was HIV-positive, they‘ll start consulting with the 

traditional diviners instead of taking me to the hospital for help. 

 

At the time of this interview Samson had a seven-month old baby who tested 

negative for HIV. The moment Samson realized his wife was pregnant he took her 

immediately to the antenatal clinic where she was given ARV drugs. Education and 

information played a crucial role in Samson‘s efforts to support his wife in important 

nutritional changes. He learned that it would be safer for his wife not to breastfeed the 

baby. Out of love and concern Samson wanted his son to live with and be cared for by 

his parents so that there was no way the baby could contract HIV from him or his wife.  

We took the baby there to protect it. It is not about breastfeeding alone, because 

there are many ways to transmit this virus. But my parents are both negative, so 

I decided the baby should stay there where it safer for him. I decided that my 

child was not going to breastfeed at all. 
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Samson looked for a second job as a barber to increase his support for his 

pregnant wife. This extra daily income of $1 to $3 a day along with his monthly army 

pension made a big difference in his ability to care for his child. 

When the baby was born I spent more money and even more to take care of my 

wife but that was a small price to pay. I was not going to risk my child. What if 

my child got the virus the one and only time we decided to let him breastfeed?‖ 

 

The young couple takes monthly supplies for the baby to Samson‘s parents. In 

order to keep their HIV positive status a secret, Samson has devised an explanation to 

curious neighbors and confrontational relatives who want to know why the baby is not 

taking breast milk and is staying with its grandparents.  

When my siblings and the villagers ask and wonder why we didn‘t breastfeed 

the child, I tell them the baby rejected breast milk and besides the mother has 

dry breasts too. There was not enough milk, and that‘s that. And when they ask 

why we don‘t live with the child, I tell them that we are always busy with our 

work and on the move. And besides the baby does not need its mother because 

she rejected breast milk so why bother the child and move about with it. End of 

discussion!!!! 

 

Being HIV-positive did impact Samson‘s life in other ways too. ―I was a hard 

worker. I could carry heavy steel metals, do manual labor, but now I am not able to do a 

lot of that. I lost some of my strength.‖ He has made the decision to reduce work related 

stress. Samson talks about making healthy food choices by following the dietary 

guidelines of his health counselor. He describes these nutritional changes as an ongoing 

challenge. As he recounts,  

They told me about nutritious foods to include in my diet. When I first I got 

sick, one avocado was 700sh ($0.40), but I would strive to buy one every day. A 

bunch of long bananas cost 2500sh ($1.25) – just enough for only four days. 

That was very expensive – poor people there do not eat avocado or those 

bananas. 
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Although Samson takes very seriously the responsibility of caring for his wife 

and child, he has not fully changed his attitude towards sex. Samson still has multiple 

sexual partners but has made some safer sex choices. 

The other thing I changed was my relationships with multiple sex partners. I 

used to have many girls. I still do, you know, go after girls; but I don‘t carry 

through with the sex part. If I have sex, I use condoms when I am really hard 

pressed. I will not sleep with girls without using a condom. 

 

Samson does not accept the responsibility of being an HIV carrier. He shares his 

thoughts about disclosing his status before sex. 

I would not tell her about my status. If she wanted to have a test before having 

sex I wouldn‘t object; if she didn‘t bring it up, or didn‘t want to take the test I 

would not tell her about my status. 

 

Samson pauses, looks me straight in the eye and (without remorse) says ―That‘s 

the truth and am not going to hide this fact from you.‖ He continues,  

I would tell her about my own status maybe later in our relationship to save her 

life by getting her on ARVs. I might suggest we go take a test together, but not 

right away. I would stay with her, sleep with her, and we might even stay 

together for 6 months to a year before I say anything.  

 

During our conversation I was trying to make sense of how such a responsible 

teenage father and spouse, one who has gone to great lengths to care for and protect his 

son and wife, would continue to knowingly put others at risk of contracting HIV. So I 

pressed Samson further by asking him why he would have sex with her before telling 

her he was HIV-positive.  He responded,  

This is the reason: if the woman wants me, admires me, and I tell her that would 

change things. So when I determine that she really wants me for keeps, I don‘t 

reveal my status unless she first herself initiates the discussion about us taking 

the test first. I even hide my medicine from her. 
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All HIV testing and disclosure is consensual and confidential. Hospital and other 

HIV testing centers have no legal right to inform the patient‘s relatives of one‘s HIV 

status. There is no legal requirement for a person infected with HIV to disclose their 

status to potential sexual partners. Therefore, an individual may take the test several 

times with different partners or potential partners, even though they already know their 

status. 

I then asked Samson, how he thinks and feels about the risk she is taking with 

her life. Samson responds: 

If a girl wants me and wants to sleep with me, and she does not care to ask me to 

take the test first, it means that I am not the first or only man she is sleeping 

with. It means she has been sleeping with all the men she wants. She should ask 

me to take the test before having sex with me. That tells me who she really is. I 

take the cue from the girl. I do not feel obligated to tell her about myself before 

we sleep together, unless she asks me to take the test first. I wouldn‘t want to 

disclose and then have her refuse me but then go around the village telling 

everyone my secret; making me conversation around the village. 

 

The traditional Ugandan thinking and expectation is that a ―good girl‖ should 

never initiate sex. A proper Ugandan girl interested in a physical relationship with a 

man would insist on an HIV test before having sex. Samson‘s expectation that it is the 

responsibility of a ―good girl‖ to ask their potential sexual partner to take an HIV test 

highlights one of the key cultural dilemmas of HIV spread prevention; namely, the 

extent to which traditionally held perspectives of a ―good girl‖ need to be accepted and 

valued where they override sexual rights and responsibilities. An example of actual 

manifestations of such cultural currency dynamics are seen in Samson‘s perspective and 

consequently his behavior. By using this cultural currency, Samson acts in denial of his 

sex responsibilities while justifying his refusal to act on recommended prevention 

practices. In his denial, Samson easily labels the young women as ―loose‖ for acting on 
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the sexual desires and contracting HIV. By adopting this double standard, Samson is 

using and protecting his own rights and privileges and power.  

Asked if he has been shunned or discriminated against because of having HIV, 

Samson says no. He also shares that having HIV has not affected his (self respect) 

identity in any way. ―Personally I feel normal, just like the other person next to me. I 

think identity issues occur when you get your medication late and the disease is already 

advanced. You get sick on and off and you get depressed.‖  

Ironically even though Samson has been unwilling to disclose his status he feels 

that, ―The problem with people who have the virus and are not in counseling is that they 

count themselves among the dead and start all sorts of reckless sexual behaviors.‖ In 

fact, Samson thinks this is a very big issue for young adults with HIV who have not 

disclosed their status.  

Samson is interested in helping HIV- positive young adults to be open about 

their status so as to receive the proper medication. But he is concerned about, as are 

many others, the privacy issues associated with seeking treatment. He understands the 

stigma that if you test positive you may not be able to freely indulge in sexual exploits.  

I want to help young adults come out. They don‘t want anyone to know their 

positive status because then they won‘t be able to run after girls anymore. What 

I‘d want to tell them is that being part of the club would be confidential and 

nobody would have to know your status. If I knew your status, I wouldn‘t go 

around telling everyone you were positive. That‘s exactly want I wouldn‘t want 

for someone to do to me. Why would I do it to another person? 

 

As he describes the struggles regarding disclosure by other HIV-positive young adults, 

Samson is in fact emphasizing his stance and ―moral position.‖ As stated in his earlier 

narratives, Samson wishes to continue having sex without disclosure. Disclosure would 
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involve acceptance and taking the personal responsibility to protect others, something 

he himself is unwilling to do. 

Another irony in Samson‘s thinking is with regard to post-test-clubs. Although 

there is a post-test-club in Mubende town, it is mostly for adults. Samson is the 

youngest member of the club. In Uganda there are post-test-clubs for people living with 

HIV. A post-test-club is a HIV supportive nonjudgmental group where people living 

with HIV get peer support as well as expert information on HIV and nutrition, fitness 

and other issues. It‘s one way HIV-positive young adults connect with other HIV-

positive people and it‘s recommended as one of the key steps towards addressing both 

the emotional and practical problems of living with HIV. One of the HIV-positive living 

health practices post-test-clubs promote is reinforcing and sustaining safer sex 

behaviors. 

In his opinion, young adults shy away from the club because of the age stigma. 

Samson thinks, ―It would be great if we, as youth, made our own group.‖ He adds,  

This would be very helpful to our needs as young people- because if I get a 

problem as a , I‘d know that we had a chairman for youth and he‘d be the first 

person for me to turn to in case of anything. My problem would be solved 

quicker, but we have no one to run to, no starting place. Who is there to lead, 

support and advocate for ? There is no place or person to refer them to, except 

for ARV medication at the hospital. 

 

Samson raises a big concern for a young adult friendly post-test-club, although it is 

important to recognize that in part, young adults may be less inclined to sexual 

abstinence promotion and more interested in the other benefits of the club membership. 

Asked if being HIV-positive has changed his view of the future, he energetically 

replies,  
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There is nothing I have not been able to do because of this virus. I can do those 

things if I set my mind to doing them. I want to start my own barber shop and I 

will do it with all my heart. 

 

Samson adds that facing the possibility of dying helped him make some positive 

major life changes in areas previously ignored. 

All these changes helped me mature. Before I knew my status, I had very little 

to no thoughts about what to do with my life – you know life plans, build 

myself. My life was about party, girls. And even if I‘d make plans, when the 

money came I would only party and put self development plans aside. Now I 

think maturely and use my money well and just on my family‘s needs. I have 

made plans. I decided to buy a plot of land … so that even if I die, my child will 

be okay. 

 

Even though he is HIV-positive, it has not discouraged him from planning a 

future. He still sees a world of possibilities. ―I know that I have a future and might even 

grow old with this virus.‖  At the time of this interview, Samson‘s wife was pregnant 

with their second child. He intends to have more children, but first, he is saving and 

preparing a better future for the one child he has right now. 

* Septrin (co-trimoxazole), retrieved on December 17
th

 2009 from 

http://www.aidsmap.com/cms1044766.aspx 
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“I am too young to die.” 

 

Irene’s Story 

 

 
Figure 2: Bar, Restaurant and Pharmacy, Ntinda Suburb, Kampala 

 

It is a little after noon on a Saturday in June when Irene and I meet for a second 

time. The sun is overhead, and its heat is rising. We choose a tall and airy tree at the 

edge of the rise overlooking a banana plant garden where we can feel the breeze and 

take shelter from the heat.  As Irene snacks on the few goodies and juices I have 

prepared for us, I wait for her to settle in. We begin our session sitting in chairs, and 

before we hardly start, Irene is uncomfortable. She gets off the chair, and sits on the mat 

on the ground, leaning up against the chair. But within a few seconds she gets back up 

into to the chair, tacks her feet under her, and pulls her sweater tighter around her. 

Although the temperature is in the mid 80‘s F (30 C), Irene is cold. In an exasperated 

voice and almost as if talking to herself, Irene says, ―I am too young to die. I don‘t want 

to die. But these fevers don‘t give me a break.‖ She continually flexes her hands and 

feet explaining that they quickly get numb; she tucks her hands under her clothing. 
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Within the first 25 minutes of our getting together, Irene explains the multiple health 

conditions that she is experiencing - headaches, chest pains, and fever. 

Irene is a 23 year old mother who has experienced three pregnancies. She has 

two children, a 7 year old and a 2 and a half year old HIV-positive son. Within the past 

six months, she experienced a miscarriage. Irene is HIV-positive and her health is 

visibly compromised from HIV illness. Sitting still in the chair for more than 10 

minutes is just one of her many struggles. She tires quickly, so we take several breaks 

throughout the interview, carrying our chairs back and forth from under the shade tree 

into the sun depending on whether Irene felt feverish or not. Despite her discomfort, 

Irene wants to tell me her story.  

Irene chooses to start the interview by describing her declining health (following 

her hospitalization). 

I miscarried with my last pregnancy at three months, and in December of last 

year (2008) I was admitted to hospital. I was in and out of hospital because I 

was not getting better. During Christmas I was in hospital. Even this past Easter 

I was still sick. My stomach still gives me trouble and I have never felt well 

since. It has taken a while, and I was sick for a while, like 5 months, and I still 

don‘t feel very well. I am always dizzy. I have little energy, and even if I eat 

well and take plenty of fluids, still I am not like I used to be. I have a headache 

all the time, everyday. Even when I take medicine it does not go away. I have 

also had malaria continuously. I went to JCRC (a health center that offers 

treatment services for HIV/AIDS patients) and talked to the doctors. They told 

me to first take care of the malaria and see how I would feel. But it didn‘t 

change anything.  

 

At this point, I could see that Irene was visibly distressed. She pauses for a long 

time. I decided to continue the interview from a different angle. I asked Irene where she 

was born and raised. She told me she was born in Kyenjojo district, about 83 km (51 

miles) west of rural Mubende Town. She lives there now with her sisters. When their 

parents died from AIDS a few years ago, Irene dropped out of primary school. ―I didn‘t 
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know the value of education. I was young and I was tempted into employment too early 

to understand and appreciate the value of education.‖ she said.  

As an adolescent, Irene left home and went away to the city where she met a 

young man. They had a child. She describes their relationship as a good one.   

He was a good man. He didn‘t cheat on me. I know for sure because he had 

seriously wanted a married life with me, and it was not just a fling. But I was 

still young and I ran away from him and the whole marriage arrangement. I was 

too young to settle down. I was immature, and I wanted to party and have fun. I 

enjoyed partying and so I ran away with my child and came back to my parent‘s 

house where my sisters and I still live. 

 

Irene‘s ex boyfriend found her, and took their child away with him. That was seven 

years ago. Irene did not keep in contact with him or the child, something she shares with 

regret and pain.   

During her teenage years, Irene kept busy with different jobs both in Mubende 

Town and in Kampala City. She also had a busy social life and was engaging in 

multiple sexual relationships.  

I got HIV from my partying days and behaviors. I had many sexual 

partners, and this is why I am not sure who gave me the virus. I still see 

some of those men I was with, here in the neighborhood. 

 

During this time, Irene met another man, moved in with him and had her second 

child. She describes him as, ―a good and responsible man‖. In early 2008, at age 21, 

Irene tested HIV-positive. She had taken her second child, a two and a half year old to 

the hospital in critical condition when a doctor came through patient waiting rooms 

encouraging people to take an HIV test in a separate part of the hospital building. She 

recalls that many women rose and followed the doctor. Irene did too.  

I thought to myself if I have STD‘s then I might also have HIV; I might have 

contracted it too. I thought about it for a long time and was uneasy about it, 

never went to the hospital for a checkup.  
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In Uganda‘s efforts to encourage HIV voluntary health counseling and testing, 

unsolicited medical intervention services are offered by medical professionals who take 

it upon themselves to inform ―outdoor‖ patients of HIV risk assessment services 

available to them. In a culture where routine annual health checkups are not the norm, 

when women seek health care services, it is advantageous for health professionals to 

address multiple health issues in a single visit.   

The impact of an HIV diagnosis can be very hard on an individual. This was true 

for Irene. In her response to the HIV diagnosis, Irene chose to ignore her results. She 

needed time to regroup before confronting the reality of her test results.  

I didn‘t take it very seriously then, because we had heard rumors in the 

community that those health workers who give yellow cards to show that you 

have HIV tell lies. At the hospital that day, they gave me a yellow card. That is 

the color they use for positive test results.  

 

Some people in her community expressed their doubts about the credibility of 

the hospital‘s HIV testing service. According to them, the more credible HIV testing 

service center was the Joint Clinical Research Center (JCRC– a nationally accredited 

center where HIV/AIDS positive people receive ARV‘s and related treatment services). 

Although Irene was skeptical about her results, she had cause to re-think the general 

opinion. Her symptoms wouldn‘t allow her to disbelieve or ignore her results. ―I didn‘t 

feel healthy, and I would think of past times when I didn‘t have many aches here and 

there. Now I get sick all the time and so part of me was frightened and worried.‖  

Irene‘s eldest sister talked her into taking a second test with JCRC, and even 

offered to go with her. There she received her HIV-positive results in an official letter. 

Irene recalls,  
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I was terrified and my heart was racing. My thoughts and fears then were based 

on how I had seen people ail with HIV and that made me afraid. I had many 

questions then, but the results hit me hard I didn‘t even know what to say. My 

elder sister, she was distressed and she said out loud, ―Now we are all going to 

die from this? Even you my younger sister have contracted this? I thought you‘d 

live. I thought you would take care of me when I got sick, and now you too are 

sick?!‖  

 

Irene‘s next big challenge was starting treatment. She did not want to start taking ARV 

medication because of the contradicting information she was getting from the hospital 

staff and members of her community. The health workers at the clinic advised her to 

start ARV medication. ―Some people in the community believed that if you started the 

medication too early, before you get sick, you awaken the disease, and you start getting 

sick even sooner.‖ she said.  

           Irene couldn't help believing what some people in her community said. She was 

in a state of denial herself. Because of the community thinking Irene chose to postpone 

taking ARV‘s. Again, her sister stepped in just when Irene had decided to wait until she 

had full blown AIDS to start ARV treatment. Being HIV-positive herself, Irene‘s elder 

sister was totally against Irene‘s decision to postpone HIV treatment. She encouraged 

Irene rather authoritatively to start taking her ARVs, and Irene did. ―My sister explained 

to me that it was not good to wait and first get sick before taking the ARV‘s. It was 

better to start while I was still strong and able to walk.‖ 

Irene describes her sisters as very supportive to her and her HIV-positive two 

year-old son. As she recalls, the months following her diagnosis were challenging. ―It 

took me a long time to calm down and try to stop worrying. My sisters helped me with 

all my fears and questions.‖  
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After her diagnosis, Irene decided not to tell her husband that she had tested 

positive. Shortly before this interview, he found out she was HIV-positive, and ―… he 

actually left me and has never come back.‖ He tested HIV negative. 

Sitting across from Irene, looking at her dejected expressions and listening to the 

apologetic tone in her voice, I felt grateful to her for speaking openly and honestly 

about such a private experience that is often denied and covered up. Still, I felt the need 

to press her to help me understand why she did what she did. ―Why did you choose not 

to disclose your status to him? What was happening in your life at the time?‖ I asked.   

He didn‘t even know that I was positive then, didn‘t even suspect. I didn‘t tell 

him the truth right from the start because he supported me and I needed the 

support. I feared that if I told him the truth, he would abandon me. I knew that 

he was HIV negative because of the nature of his work. As a rule, in the army 

they get a check up before each new assignment or return from leave.  

 

When he left, Irene moved back in with her sisters, who continue to support her 

and her sickly young son. Irene is unemployed and unable to work because of her 

deteriorating health. Before she got so weak, Irene had a couple of different jobs. At 

first, she sold used clothes, which involved walking to peoples‘ homes and through the 

community to find buyers. Then she worked as a sales girl for an organization selling 

herbal medicine and medicated products. This job also involved walking long distances 

around the village to find buyers.   

… after sometime I started feeling poorly in my health, and that‘s when I first 

got ill. I tried doing it again (working) after I got better, but I just could not 

manage anymore because we used to walk long distances. I was no longer able 

to work every day. I was sick most days of the week, and sometimes when we‘d 

go out in the field, I would come home feeling sick, with malaria-like 

symptoms. I felt worse in the evenings, and this didn‘t change. I continued to get 

worse. For the most part, I would find shade and sit down while my colleagues 

carried on with the work. Eventually I just stopped.  
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Asked how she is handling her husband leaving, her poor health, and the poor 

health of her child, Irene says she depends on her eldest sister for emotional, financial, 

and physical care and support. When her sisters are not able to help financially, she 

finds other ways to support herself and her son.  

I have not been able to find or maintain a job, and sometimes I use sex to meet 

my needs and pay my bills. When they are not able to support me financially, I 

find other ways like I told you. I don‘t have any specific man as my husband or 

boyfriend, but there is someone in my life.  We spend time together, make each 

other happy, and he helps me with things. We have our good times, and 

sometimes he gives me some cash or some things, groceries, … things that help 

me out. He doesn‘t know my status. I have not told him because I have no hope 

of staying with him for long. Besides, if he found out I was positive, he could 

leave me like the others have.  

 

She is very clear on the strategies she has adopted for dealing with her HIV-positive 

status and poverty. In her own words, she reveals her nondisclosure behavior as a 

survival strategy. Irene refuses to allow herself to believe that her behaviors may be 

endangering someone else‘s life. She refuses to allow any guilt to enter her feelings. 

She has become more risk inclined and willing to engage in risky behavior because of 

the financial benefits it provides her.  

Asked if she uses any methods to prevent further infection during sexual 

activity, she says,  

Most times I use condoms for protection, but there are times when I am not able 

to use the condom. Sometimes I forgot to carry condoms, and we are deep in the 

village, there are no stores nearby to buy one. Then there have been times when 

I am not able to protect myself even if I would have wanted to because my 

partner doesn‘t want to use a condom. 

 

In addition to financial support from her sisters, Irene receives free ARV 

medication and basic support from JCRC. She occasionally receives supplies such as 

baby food, mosquito nets, a jerrican (a big plastic container used to carry and keep 
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water for home use) and water guard supplies. (A water guard is a water chlorine 

disinfectant product used to ensure safe drinking water, critical for reducing 

opportunistic infections from contaminated water for people who have HIV/AIDS). 

While Irene appreciates the help she receives from JCRC, and describes the services 

there as ―good‖, the lack of privacy is distressing.   

When you got to the clinic everyone sees you. It‘s an open clinic and many 

people go there from this town to get their ARV‘s. All the people see you there. 

It would be great if we all didn‘t have to be seen picking up our medicine. I 

think it should work like this: a sick person from here should get their medicine 

from another district and those people there would get theirs from here – this is 

helpful in keeping our secret. That way people only see you as another person 

getting medicine. But here in the open everyone knows who you are – you were 

born here and you are known. Sometimes you even meet extended family 

members, and when you go back to visit in the village, everyone knows you are 

sick. They know all your issues.  

 

When I first visited the HIV/AIDS treatment service center in reference, it was 

as participants in this study describe it: it is clearly marked as a research center for 

AIDS care, treatment, research, and training. The organization‘s sign makes it very 

obvious as to what type of services they provide. The building is single story. 

HIV/AIDS testing and treatment related services are the only activities housed in this 

compound. Patients/clients who come for services all sit on long benches waiting to be 

called into either testing or counseling rooms. This doesn‘t offer much, if any, privacy. 

This description is characteristic of many government health facilities, facing the same 

challenges of providing more private friendly services. It is easy to see why young 

adults do not wanted to be tested for HIV and why those who do test positive shy away 

from seeking services in exchange for their anonymity.   

Irene desires to keep her status a secret and is overwhelmed by the obligation of 

disclosure, even to potential partners. Irene yearns for a stable intimate relationship. She 
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would like to have a husband and a normal married life. But in addition to the 

disclosure issues, she worries about the cultural expectations that her having another 

child would validate the marriage. 

My thinking now is that I don‘t even want to get married. As a woman, when 

you get married you are supposed to have children so that you make a real 

home. But I wouldn‘t want to get pregnant with my situation. When you get 

pregnant your *CD4 count drops. If you are not pregnant, your immune system 

is stronger and you can stay on septrin. These are the reasons I am afraid of 

getting married, although I would like to.  

 

Another thing that Irene finds personally challenging is the clinical advice to 

abstain from sexual activity due to the added stress on an already weakened body.   

When we go to the clinic for counseling they tell us how to live longer with the 

virus. One of the things they tell us is to avoid too much sex – you have to think 

about yourself, your energy. I used to enjoy sex then, but now I have to reduce 

on that because I have to think about my energy levels. I have to be careful all 

the time, and it has not been easy. It would be good if I could divert my sexual 

energy somewhere else – I would live longer, but it is hard. It would be easy to 

abstain if I had a job to focus on.  

 

Irene looks directly into my eyes and she says, ―sex and the struggle to keep 

one‘s legs crossed. Even a HIV/AIDS wrecked body stills demands sexual satisfaction. 

It is difficult‖ Irene shares her bedroom with her sister and shares a bed with her son. 

Sexual privacy is luxury Irene cannot afford.   

In addition to her health, her finances, and sexual behaviors, Irene also struggles 

with the emotional aspects of HIV. Coupled with the worries are deep feelings of regret. 

If I had another chance to go back to my childhood and start over, I would 

protect myself and not get HIV. I keep thinking I wish I knew then how to 

protect myself – I wish I knew this and this is what I needed to do to stay HIV 

negative. Before you get HIV you never think you can get it, but after you get it 

you see all the things you might have done and think if I had done this I might 

not be positive now.  
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Irene finds herself unable to stop worrying about the future and preparing for her 

death. She describes her hope and hold on life as dwindling.  

I worry and constantly think about the future. I know my time here is short; I 

will not live too much longer, not like someone who is not infected. I could very 

easily get seriously ill and die. I have no plans or thoughts for the future – the 

only thing I desire it to have better health. I want to feel better. That would give 

me hope to plan for the future. What I hope for is different from what I will get. 

I am too sad and I wouldn‘t be, but I think about my child. I cannot stop 

worrying that I am going to die very soon. Now I live a day at a time. 

 

In addition to her own worries she has the additional constant worry about her 

child‘s future welfare and his health. Knowing that when she dies her sisters will care 

for her son is of little comfort to Irene. Because her sister is also HIV-positive and the 

child still remains disconnected from his father who is the only real family he has. A 

Uganda child is traditionally defined through the father‘s clan.  

Irene‘s story is one of desperation and sadness. A life truly without hope. Irene‘s 

story is typical of many Ugandan women her age.  

 

*(CD4 count is a measure of the strength of the immune system that counts the number 

of T4 cells (helper lymphocytes) per cubic millimeter of blood. In HIV disease 

progression, the T4 cells fall from a normal count of 500–1,500 to as low as zero as 

HIV continually kills CD4 cells.) 
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 “He was the only man I had.” 

 

Pauline’s Story 

 

 
Figure 3: Local Restaurant, Mubende  

Already pregnant with her second child, Pauline is a 20-year-old mum still 

celebrating the birth of her 7-month-old-child. It is almost sun down when we meet 

underneath a tree at the edge of rural Mubende Town. Pauline shows up wearing a long 

blue skirt and short sleeved-dark blue top. She is full of life, terribly happy, and excited 

to be off work early today, knowing tomorrow is her day off.  

Pauline grew up in rural Mubende town and works at the trading center where 

she, on a good day makes $2. Pauline attended primary school not far from her home. 

When her parents died from AIDS, Pauline struggled with her education, sometimes 

skipping whole terms and consequently repeating classes because she could not afford 

to buy school supplies or finance her education. Her grandparents sold the last chicken 

and goat they owned to keep her in school. She eventually dropped out of Primary 7 at 
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age 17, four years later than her contemporaries. It is a testimony to her character that 

Pauline struggled to stay in school this long, when most of her classmates at age 13 

were already thinking of getting married, which is typical for a rural girl. 

Unlike many orphans, Pauline did not have the support of an extended family. 

After living with an abusive stepmother following the death of her mother and father, 

Pauline moved in with her elderly, poor grandmother and lived in an extremely 

impoverished, rudimentary home.  

Shortly after quitting school, Pauline left home to find work in Kampala City, 

where she found a job as a maid and nanny (housemaid). Pauline talks about a boy she 

met and dated while in Kampala. During this time, she started experiencing severe 

headaches continuously. When she talked to her mistress (employer) about it, it was 

suggested she go to the hospital, where she tested positive with HIV. That was two 

years ago. Pauline recalls, ―I was so horrified and cried for such a long time. I was 

going to die. I cried so much I was out of control. I was afraid, telling myself I was 

going to die any time.‖ 

Although Pauline was engaging in unprotected sex, her results were a total 

shock to her. She didn‘t think she could be infected from her partner whom she trusted 

completely. She explains why.  

I had never suspected that I had HIV. I knew I was healthy and negative. We 

were sexually active, but he was the only man I had, and I never suspected that 

he might have HIV. I denied my results. I checked my blood again, and this time 

I was convinced that I was positive. 

 

Listening to Pauline I could not help thinking of all the other women who have 

said they trusted their partner or partners.  Was their trust betrayed or do the men also 

trust that what they are doing is right or in some way safe from harm?  It may be that 
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this type of trust is just naïve thinking on the part of both. It may also be that trust is 

something we long for in our lives. Our need for trust may be more important than our 

fears of a virus we cannot see in ourselves or our partners. Does safety and disclosure 

mean abandoning trust or is it just a redefining of trust? While these questions may be 

helpful to others, the utility of questions about trust has expired for Pauline. 

After her diagnosis, depressed and in fear, Pauline withdrew from her friends. ―I 

wanted to be alone. I knew I was going to die. I felt my life change.‖ Her biggest fear 

was remembering how her parents died from AIDS. ―My mother died from HIV, and I 

knew from her experience that this was sure death. I knew I would die anytime.‖ She 

didn‘t want to end up like that. 

Having witnessed the decomposition of a body with AIDS, I totally understood 

Pauline‘s fear. Watching a parent die from AIDS, particularly before ARV relief 

medications were popular, is excruciating. For many Ugandan children, this experience 

is relived when both parents die of AIDS. When a person experiences full-blown AIDS, 

s/he typically experiences progressive multiple health conditions simultaneously. It can 

be very frightening for a child to witness the loss of control and the slow, drawn out 

death of a parent.  

Pauline lost all hope for a future. Devastated, she quit her job as a housemaid 

and in distress, returned to her rural hometown to move back in with her grandmother.  

During that time right after my diagnosis I didn‘t even have hope for having a 

normal life or having a family. I didn‘t even want to have children – thinking to 

myself, why would I give birth to children to just suffer? I didn‘t even want to 

work. I would think to myself what for, why work, I am going to die. 

 

Fortunately for her, the JCRC treatment center for HIV patients was very close 

to her home. Pauline registered with JCRC and started free HIV treatment and 
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counseling. After weeks of counseling and encouragement, things started looking up for 

Pauline. She got her present job as a waitress and began working.  

I got the courage and started taking the medicine and have grown strong and 

unafraid since. When I accepted my status I became social again, and I work 

well with others. I stay and work among HIV negative people normally, and I 

don‘t think badly about them. 

 

The counseling and support from the hospital counselors helped minimizing the 

shock of the test results, and in time enabled Pauline to put the fear of an AIDS death 

behind her. The more Pauline learned about living with HIV, the more she felt better 

about herself and the more her outlook on life changed.   

Counseling changed my way of thinking. They told us we would live and even 

have children and that it was possible to have HIV- negative children. And I got 

the desire for these things, knowing I could also give birth to a child.  

 

Pauline‘s way out of her difficult situation was to find a man who would take 

care of her and with whom she could have baby. Pauline‘s baby was the result of a 

relationship with a man she met and moved in with soon after starting her HIV 

treatment. Pauline had no intention of disclosing her status to him until after ―he had 

brought me into his home.‖ After three months of living together, Pauline asked him if 

they could go and take an HIV blood test together. This would be her way of letting him 

know she was HIV-positive. Asked why she did not disclose to him prior to moving in 

with him, she says,  

I didn‘t tell him because I was afraid that if I told him, he would send me away. 

I wouldn‘t have anywhere else to go. I was afraid he would ask me to return to 

my parents‘ home. My parents are long dead and only my grandmother is alive. 

The conditions of living are very bad, and I wanted a better life: to eat well, have 

some meat. I knew about the dangers of re-infection especially because I did not 

know his status and yet we were sexually active. I was afraid of this risk but I 

didn‘t have any other options because of the poverty at home. I didn‘t want to go 

back to that. I could no longer stay with that lady in the city and continue work 

as a housemaid. All these things pushed me to doing this. 
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Pauline saw herself as liable to serious hardship, without substantial support and 

doomed to stay in severe and chronic poverty. Marriage seemed a profitable opportunity 

and advantage, particularly with an HIV-positive diagnosis that in itself would soon 

limit her defenses against poverty. Pauline is an example of young adults particularly 

exposed to risks because they have limited access to assets for self-sustenance and are 

generally excluded from social networks.  

Pauline‘s actions were not without remorse, a fact she leaves hanging in a brief 

pause and then rushes over to talk about their couple testing experience.   

I also thought about the fact that he might be HIV negative and I would be 

killing him … (long pause). When I suggested that we take the test, he said it 

was a good idea, and he also wanted us to know our status, he had been thinking 

about it too. We both tested positive. He told me that we should start taking 

ARV‘s. He had had a girlfriend previously who was promiscuous, and was not 

surprised at his results. We talked, received counseling as a couple and decided 

there was nothing to do but start on medication.  

 

Asked how this discovery impacted their relationship, she says, ―Our diagnosis 

didn‘t change our relationship. I am okay now. I have nothing to worry about, my baby 

is doing well, and I really see that I am okay. I am doing well.‖ 

In the above excerpt, Pauline returns to the central theme of her story – seeking 

a relationship that would keep her out of poverty. Pauline‘s current relationship means a 

lot to her. It is the only stable relationship she has known since her parents died. For 

now she feels that her miserable uncertain past is behind her.   

Pauline depends on her husband‘s family as a social network. They are the ones 

who first knew about her positive status. 

The other people who know are my husband‘s parents – we told them together. 

They were sad because he is their eldest surviving son of eight children, and 

they told us for as long as we trusted each other and were taking our medication 
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it would be good for us. He also talked them into taking the HIV test and they 

tested negative.  

 

The only other person Pauline disclosed her status to was her grandmother. She 

has never told any of her older siblings because she is afraid they might shun and even 

discriminate against her.  

I fear that if I tell them, they will reject me, decide never to come to my home, 

and such things. I am the only girl in a family of four, and I am the last one. In 

my family there is this favoritism. 

 

Pauline has no assurance that her family members will not reject her and her 

child if she discloses her status to them. The social and emotional isolation she 

experienced growing up makes her hold on to her ―secret‖. 

She has made some lifestyle changes: she is eating smarter and makes an effort 

to prioritize not only her health, but that of her husband and child. 

My life completely changed … my eating habits changed. We had to change our 

diet not because we could afford maintaining such a diet, but as a means to 

improve our health, because of how things are for both of us. 

 

Pauline has made more than just dietary changes. She has also made some safer 

and responsible sex choices. She describes these changes as a maturing of her childhood 

naivety about sex and relationships. 

Back then, there used to be other boys who would lie to me, and convince me to 

sleep with them, and sometimes we didn‘t even have condoms to use. I reduced 

this risky behavior and finally stopped it completely when I met my husband. He 

is my only sexual partner, and I trust him. 

 

She has greatly benefited from the self-care and self protection education she 

receives from JCRC. She accredits the staff at JCRC for nurturing her and teaching her 

how to take charge of her life. In addition to the HIV-positive living education, Pauline 

receives other material items.  
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They give us mosquito nets so that we do not get mosquito bites and this helps 

my health to keep me from malaria that could very easily get me hospitalized. 

They also give us water guards so that we take safer water because drinking 

untreated water can make me sick. They also give us health talks on nutrition, 

clean water, practicing hygiene in the home, having a latrine and living 

positively. I have benefited from this education because it helps me stay healthy. 

If I didn‘t practice these things I could get other diseases that would help the 

virus weaken my body. 

 

Still, Pauline finds it distressing that she cannot benefit from the JRCR post-test 

membership club. Membership to the club requires payment, something she cannot 

afford. ―Members get things like porridge, cooking oil, rice that the rest of us do not 

get.‖ 

Asked about her greatest concern, she shares, ―What I worry about the most is 

my child - I fear I might die and leave him young. I pray to God that he may grow while 

I am alive, and that if I die he would be treated well.‖ Pauline would like to have other 

children. ―We want to have at least three or four children.‖ Currently her child lives 

with her husband‘s parents. The couple agreed to live separately from their child 

reducing any chances of accidentally infecting him with HIV.  

I decided not to stay with the baby because that would have put the baby at risk 

of HIV infection. I could have open wounds, and if the baby had open wounds 

to, I could very easily transmit the virus to him. I did not breastfeed my child 

either. I go and visit my baby often. I miss being together with my child 

especially when I see things I‘d like to buy him. 

 

Some community members have remarked accusingly about the young couple‘s 

decisions to have their parents raise their child and to not breastfeed the child.  

People of course talked; saying I had not breastfed the child. They said I wanted 

my baby to be far from me so that I could be free to have extra marital affairs, 

but I tell them I just didn‘t want to breastfeed because my breasts were sore. 

What else can you say? 
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The social norm and expectation that a good mother breastfeeds and takes care 

of her own children are constant pressure issues for Pauline. As Pauline brings another 

child into her community, both her resources to bottle feed and her skills to cope with 

and deal with the social pressure around breastfeeding will greatly influence her 

decisions and how she cares for her children.  

Aside from social pressures, Pauline also faces many financial concerns such as 

getting prescription medication. Medications dispensed at JCRC are free but often not 

available, ―Sometimes we go to JCRC and the medicine is over (gone), and we get a 

prescription to go and buy it at the pharmacy. Once when this happened I didn‘t have 

money to buy the septrin.‖ So she goes without it, which can be very dangerous.  

She wishes there were financial institutions willing to loan her money. Pauline 

thinks this might ease things up a bit for her. ―It would be good if we had ways to get 

loans and pay them back. I would use that loan to put up a small shop so that I can have 

a regular job that I am proud of.‖ Despite all this, Pauline has her eyes set on the future. 

With great enthusiasm she tells me, ―In five years I would like to build a house, furnish 

it and live well. I actually believe that if I achieve this, I would live longer.‖  

―The other thing I hope for‖ she adds, ―is for my child to have an education.‖ 

The couple has started putting money aside for their children‘s future. She chuckles and 

dreams on, ―It is even possible I will live long enough to see my children have their 

own children. Also, I may not necessarily die from HIV.‖  

I have reason to believe that Samson in my story entitled, ―Samson‘s Story‖ and 

Pauline in this story are a couple. Pauline was referred to me by Samson. Separately 

they both have a child who would be a year old in a few months. Samson is the eldest 
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surviving son of eight; Pauline describes her husband as the eldest surviving son of 

eight. Samson has a HIV-negative child staying with his parents. Pauline has a HIV-

negative child staying with her husband‘s parents to protect the child from HIV 

infection. Neither of them had their child breastfed. Samson says he had his parents 

tested for HIV. Pauline describes that her husband took his parents to be tested for HIV. 

Samson told me his wife was pregnant with their second child. Pauline was pregnant 

with her second child.  

If this is true, they both knew their HIV status to be positive before they 

disclosed and took the couple test together. If this is true, the man Pauline trusts 

―Samson‖ is currently without her realizing it having unprotected sex which could 

further endanger Pauline‘s life and destroy her dreams, of living long enough to see her 

children have their own children. 

This is truly an issue of trust, which is the reason she contacted HIV in the first 

place.  
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“My husband decides … you cannot rush him.” 

Barbara’s Story 

 

 
Figure 4: Central Market, Downtown Mubende 

 

Barbara is a 22 year old mother. She has two children, ages, 5 and 1. She grew 

up and lives in rural Mubende, a little outside of Mubende town. Barbara is typical of 

many rural Mubende women. She makes her living as a peasant farmer. Peasant 

farming, which is small-scale survival farming, is a common practice in Uganda. 

Uganda is overwhelmingly agricultural, and family farming employs over 80 percent of 

the workforce. Barbara‘s focus is on growing and selling onions and beans, which 

barely provide her and her children a sustainable income.   

When she and I met for the first time, Barbara was wearing her market sales 

apron over her gardening clothes. As she disembarked the taxi motorcycle, Barbara was 

holding the tools of her trade: plastic bags and some loose change in one hand and an 

umbrella in the other. Her feet were still covered in the red mud. Barbara is a small, 

strong, stocky-built young woman. 
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I invited her to my house where I was renting a bedroom while in town to 

conduct this study‘s interviews. It was a Sunday afternoon, and we talked over a lunch I 

prepared for us. Barbara spoke in brief, very precise sentences. 

Barbara was diagnosed with HIV in 2008. She was aware that her husband was 

having extramarital affairs. ―My husband had another woman, and there were rumors 

that this woman had multiple sexual partners.‖ With this knowledge, Barbara started 

listening to HIV education programs on the radio. The broadcast media in Uganda plays 

a crucial role in highlighting critical health issues and as well as increasing the level of 

public awareness on ongoing national issues. Routinely, Uganda‘s media dissemination 

efforts include radio messages and very informative discussions on sex and HIV/AIDS. 

Barbara recalls listening to several radio health talks, where health educators 

encouraged the necessity of knowing your HIV status.  

She recalls that one of the HIV warning signs described during those radio talk 

shows was chronic fatigue, something she was experiencing herself. Throughout the 

harvest season that year, Barbara noticed that she no longer felt energetic and was 

working fewer and fewer hours each day in her garden fields. Her reduced ability to 

work became extremely noticeable. This, coupled with the fact that she already knew 

her husband was having affairs, gave her all the more reason to take the HIV test.  

When she suggested to her husband that they take an HIV test, he declined, 

saying he would take the test at a later time. One morning, not being able to bear the 

anxiety any longer, Barbara decided to go to the hospital HIV testing center to take the 

test alone. She was 21 and already had one child.  
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As she went for the test that morning, Barbara doubted she‘d be HIV-positive. ―I 

had only one sexual partner, – my husband, and had had no affairs outside of the 

marriage.‖ However, Barbara did test positive and she retells the experience.  

I was terrified, and overwhelmed with many anxieties. The doctor gave me 

counseling and comforted me. I was afraid because the worst thing I knew about 

HIV was that you died. I had many thoughts after the diagnosis. I didn‘t know 

how the virus would affect my health.‖   

 

During that first meeting with the doctor, Barbara was advised to start taking ARV 

medication and directed to where she would get her medicine.  

Back home, she worried about her life and grieved over the loss of her health. In 

the months following her diagnosis, Barbara remembers being scared and feeling alone. 

As a child, long before her personal tragedy with HIV, Barbara remembers being afraid 

of people with HIV.  

I feared people with HIV, and although I had never directly nursed or lost 

anyone in my immediate family from AIDS, even the word terrified me. When I 

passed by people who had been rumored to have HIV in my village, I was 

scared of them. I had never stopped to think that even without HIV you die.  

 

It‘s almost like Barbara is consoling herself with the fact that she was going to die of 

something anyway.  

Barbara found herself in the uncomfortable situation of understanding of how 

people living with HIV learn to live with the misperceptions and reservations from 

others. ―I think people who don‘t have HIV are careful around us who are positive, and 

they fear that we might infect them with HIV. Now I am used to it.‖  

At first, Barbara was extremely careful about who she told about her positive 

status because of the negative stigma associated with HIV in her community. Barbara 

says no one has mistreated her because of her status, but she knows of people who have 
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been mistreated because they had HIV. ―There are people you tell with the hope that 

they will help you, and they scorn you instead.‖ In her own family, she has faced 

rejection because of being poor. She was very concerned about what would happen 

when they found out she was HIV-positive. That is why she selectively disclosed her 

status to family members.  

Desperate to tell someone, Barbara first disclosed her status to her mother. She 

recalls that her mother was very kind and compassionate to her. ―I didn‘t know how she 

would react, but I told her. She thanked me for being honest with her and for sharing 

with her. She was not difficult, and she understood.‖ Much later, Barbara decided to tell 

her sister. ―For my mother and sister, I told them because it is important that someone 

knows – just in case I had an emergency and needed someone close by.‖  

Barbara then disclosed her status to her husband who ―didn‘t say much,‖ but 

later took the test and tested HIV-positive too. Barbara is not sure if her husband asked 

his ―lover‖ to take the test, but she knows that he didn‘t continue the affair.   

At the time of this interview, it had been a year since Barbara received her 

diagnosis. At first she isolated herself from family and friends. As she came to accept 

her HIV-positive status, she decided to tell more people. She began interacting with 

friends and family again.  

As upsetting as a positive test was for Barbara, she felt she was better off 

knowing.  

I knew that it is not good for you to not know your status. It‘s not to anyone‘s 

benefit not to know, because if you are positive and you do not know it, you are 

missing the use of medical treatment which can help you. When you are not on 

treatment, the virus weakens your immune system quickly, and you die sooner 

than you might have. Yet if you know and you take the medicine, you can live 

well positively just like anyone else.  
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Along with rehabilitating back into community, Barbara has adopted some 

lifestyle changes recommended by her doctor. ―My diet changed. The (doctor) told me I 

have to maintain a balanced diet if I have money so that I can stay healthy. He told me 

to buy nutritious foods like greens and eggs.‖  

In Uganda, farmers like Barbara grow their own greens and raise a few chickens 

for eggs, but because they are the family‘s income, they do not want to eat them. They 

want to sell them. More and more, the foods which are the most nutritional for a person 

with HIV (eggs, meat, greens, fish, beans) are the most expensive foods.  

Barbara has also learned the practice of saving her earnings for her children. In a 

good harvest season, Barbara will make 100.000 Ugandan shillings (about $50) selling 

her onions and beans in the market. ―I learned that I have to prepare and plan for the 

welfare of my children. How they will survive?‖ From her husband‘s savings, they 

purchased a plot of land and hope to build a house for the children.  

Many people in rural Uganda live in mud and stick houses with grass roofs, 

typically about 12x14 square feet. The typical house is usually one bedroom with a 

living area. In some cases, the house is one room separated by curtains. The kitchen, 

bathroom, and latrine are always much smaller structures and separated from the house.  

In rural trading centers like Mubende, the housing situations are a little better. 

Many people rent their houses, which instead of being mud and stick houses, may be 

made of mud and brick, or cement and brick with iron roofs. The kitchen, bathroom, 

and latrine are still separate structures from the house. Cheap rent in Mubende town can 

be anywhere between $15 and $18 a month.  
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For many Ugandan‘s like Barbara earning less than $1 a day, owning a house is 

a dream. When Barbara and her husband are able to build a house, given their earnings, 

it will most likely be a mud house. A two bedroom modest home built with cement and 

brick, a raised iron roof, a cemented veranda, a separate brick and cemented kitchen, 

bathroom and latrine costs about $2500 is too expensive for Barbara. If Barbara‘s entire 

income was spent on building a modest house, it would take her approximately 25 years 

for her to afford a house.  

Barbara‘s greatest challenge is finding the balance between the need to work and 

the need to reduce her work-related stress. With her declining physical strength, she 

finds it increasingly difficult to continue farming, which increases a strain on her 

financial situation.   

I always have something that aches. Like sometimes I wake up with no energy 

at all and can‘t even go to the garden; I feel weak. I can no longer do manual 

work, and yet that was what I did mainly to live on. Then there are the food 

hardships – I cannot afford eggs, and I don‘t raise chickens, so I have to buy 

them, along with other things like passion fruits, which are expensive. 

 

Barbara‘s fate is one known to many rural peasant farming families affected 

by HIV/AIDS. Battling HIV illness decreases their capacity to work in the fields, 

leaving them scarcely able to feed themselves, let alone grow enough produce to sell. 

It is this double loss of human resource capacity, not only feed yourself, but also of 

the loss of the ability to earn, that makes rural people more vulnerable to AIDS than 

people living in urban areas. In urban areas, people with HIV do not have to depend 

on their physical strength to earn a living. 

In her quest to survive, Barbara has looked for organizations that would loan her 

money to start a small business, but as of now, has not been lucky to find one. Barbara 
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feels fortunate to have the support of her husband and her older sister. ―Most of the 

financial help I need is for daily upkeep and food for my two children.‖  

Barbara has also found ways to deal with the emotional aspects of living with 

HIV. When she needs to talk to someone, she goes to her mother. ―She helps me.‖  

She has also identified some other HIV-positive people living in her neighborhood as 

potential emotional support resources.  

I know some people who are sick in my neighborhood, but most of them are 

older men and women. I know very few youth my age who are HIV-positive. I 

have never talked to them though, but I think that if I ever got an emergency, I 

would go and seek help from them, especially some who have been positive for 

a long time. 

 

Barbara‘s excerpt above illustrates another very difficult thing for young HIV-

positive women: dealing with the isolation presented by HIV. To begin with the 

experience of parenting at a young age is isolating because it separates them from other 

21 year olds. Add to that the added stigma of HIV, and a young woman like Barbara 

can feel very alone.  

In her journey toward wellness, Barbara tries to incorporate into her marriage 

recommended sexual health practices.  

One of the things I still have kept is not engaging in extra marital affairs. I have 

to guard against this to stay healthy, and I have been advised to have less sex 

with my husband because it reduces the strain on your life. For now it has not 

been a problem. We talked about it, and he is okay with it too. 

 

In addition to her sexual health concerns, Barbara faces another challenge which 

has not yet been addressed: a man‘s control over his wife.  

Every now and then we use a condom, and I don‘t know how my husband 

decides when and when not to use it. It is always him who suggests it when we 

use it. I think that if we used it all the time, it would reduce the risk of re-

infections between us, but I have never shared this with him. I am afraid of him; 
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he might scream at me. I think that we are the same age or he is slightly older 

than me. 

 

She continues almost as if cautioning me, ―You know with men, you always have that 

space and fear of a man – you cannot rush him. You have to be careful and gentle when 

telling him some things.‖ 

While the spread of HIV has brought about some changes in the Ugandan 

traditional sexual culture, the cultural expectation that a woman should live in sexual 

submission to her spouse has not changed much. Although condom negotiation is 

sometimes taught in HIV prevention, rarely do men attend these classes. The traditional 

expectations that a wife will submit to her husband take precedent over HIV education, 

which leaves women very little negotiating room to perform their expected HIV 

preventive role of insisting on condom use.  

We still find ourselves caught between traditions and transitions in our 

understanding and practices of the values that inform sexual activity, particularly in the 

era of HIV. Barbara‘s experience highlights the fact, that by and large, condom use in 

marriage is still an issue of great discomfort.  

Barbara says she and her husband want and plan on having more children. They 

have talked about this and plan to take their doctor‘s advice to seek medical support 

during pregnancy and birth to ―protect the baby from getting infected too.‖ Asked about 

the status of her two children, she says, ―My two children are HIV-negative. We are 

careful not to share in any sharp instruments with them.‖  

Barbara‘s ―greatest desire and hope is to be self sufficient.‖ She hopes that her 

children will go to school. ―Other than that,‖ she adds,  
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I have the hope to live a long life. I know people in my village who they say got 

this disease before I was born, but they are alive and on medication. This is why 

I know I will live long. 

 

Our interview lasted only 45 minutes. Eager to return to her market stall, 

Barbara left me thinking about all the things she had lightly passed over and chose not 

to talk about. It almost appears to me like Barbara is living a life detached from her own 

emotional tragedies. She knows the risks, but lacks the means to address them, so she 

has chosen to ignore them. She has resigned herself to accepting and handling only 

what she can and has left the rest to providence, as she put it in her farewell to me, ―Bya 

Katonda‖ (to mean, all is God‘s).  
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“I don’t remember not having HIV.” 

 

Regina’s Story 

 

 
Figure 5: Primary Health Care Clinic, Downtown Mukono 

 

Regina was born in rural Western Uganda were her father was a physician. 

When he died of HIV, Regina‘s mother moved her and her three siblings to the suburbs 

of Kampala City, a city of over a million people.  

Regina is 18 years old. She believes she was born with HIV. I asked Regina how 

she came to discover that she had it. She explained, ―I was still very young, and I got 

some disease called smallpox.‖ She pauses for a long time and then continues saying 

that after she recovered a staff member from the orphan-sponsoring organization Regina 

is registered with suspected that she might have HIV/AIDS based on her clinical signs 

and symptoms. It was suggested that she and her mother take an HIV blood test.  
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I don‘t know the whole story because I was still young, but my mum knows I 

think. I just remember being taken to the clinic where they tested us, they found 

us …. 

 

At this point Regina broke down crying and could not finish her thought which 

was that she and her mother tested HIV-positive. I then asked what happened after that. 

She paused for a long time, shrugging her shoulders a few times, but giving no 

response. I ventured again, asking Regina what she knew about HIV at age nine.  She 

did not respond. I asked her what she knew about HIV at that age, and again, still she 

did not respond. I tried rephrasing the question by asking Regina what came to her mind 

when the word HIV was mentioned, and finally, when Regina spoke again, she told me 

what happened when they got home from the clinic that day.  

I asked my mum, ‗What had we gone to do at the hospital?‘, and she told me we 

had gone for such and such a test. She first refused to tell me and I persisted and 

persisted. Then she told me the real thing ... and that changed things. I was in 

school at the time. As young as I was, I wanted to commit suicide. I was 

thinking of death. I felt like I was of no importance on this earth. 

 

Because Regina‘s father had passed away, she was registered with an orphan-

sponsoring organization. In Uganda, there are private organizations that operate much 

like the welfare system in the USA in that they provide financial assistance to families 

who have lost the primary bread winner. The services offered to Regina through her 

orphan-sponsoring organization include spiritual and emotional counseling. Regina 

credited her orphan support counselor with helping her abandon her suicide plans.  

With tears streaming down her face, Regina struggled to re-gain composure. 

Although Regina is doing better, it is still very obvious that Regina‘s HIV-positive 

status still terribly upsets her today. She cried throughout most of our interview, 

sometimes barely talking above a whisper. Every time I reminded her that at any time 
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she wanted to conclude the interview we would stop, she‘d smile at me, attempt to 

laugh, and then say to me, ―It‘s okay. I am okay‖.  

Asked if anybody ever talked to her about HIV, the HIV test and what it meant 

to have HIV, Regina became a little irritated and said, ―Nothing I remember‖ and she 

continued to cry. I then asked if she talked to her mum about these feelings and again in 

aggravated voice she said, ―I don‘t tell me mum about certain things. She knows me 

too. I just keep quiet and look at her.‖ I asked her why and she said, ―I am not a person 

of words,‖ she snapped and then continued to cry, while drawing figures on a piece of 

paper and then looking into her hands.  

I noticed that up to this point in our conversation, Regina had never used the 

words, HIV and AIDS once. She referred to them as ―such and such‖. I realized that my 

using HIV or AIDS was upsetting her. When I asked about her tears and silence she 

replied ―I get sad whenever someone talks about it (I interpreted this to mean HIV and 

AIDS). I just don‘t even want to hear that word. I just find myself like that.‖ The words 

HIV and AIDS evoke emotionally demanding episodes that uncover Regina‗s relentless 

grief.  

I was growing aware that Regina‘s long, searching, intent looks at me were 

perhaps her looking to see if I understood what she was feeling and talking about. I 

cannot help but think how much emotional energy Regina will need to live in this 

community where HIV is so prevalent. We agreed to refer to HIV/AIDS as ―it‖ for the 

rest of the interview.   

At this point I suggested to her that we take a break and then decide if we would 

continue. She agreed and we took a walk to the nearest shop for a soda. I was feeling 
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terribly conflicted. I was in a dilemma watching her struggle, knowing that each of my 

questions trigger an emotion in her. Yet I did not want her to think I was dismissing her 

feelings by stopping the interview. I quickly decided that when we continued the 

interview, I would let Regina take the lead, without any prompting from me.  

Up until this point in our talking, much of what I learned from Regina‘s 

experience was through watching her body language. Although Regina said very little 

and spoke very softly, her tears, pained facial expressions, and her gestures such as 

pushing the papers in front of her away when she was irritated, snapping at some of my 

questions, and  continually shrugging spoke to me of her anger, sadness, and feelings of 

the loss of hope.   

While drinking our soda, Regina became the interviewer, asking me questions 

about the USA and my family. She wanted to know how I got to go to the USA, why I 

was interested in HIV and young adults, what part of Uganda my family came from, 

what school I attended for my secondary education, and if I went to Makerere 

University for my undergraduate degree. For the first time in the interview, Regina was 

talking. I seized this opportunity to resume our conversation about her schooling. 

Regina told me about being a student while living with the knowledge of her diagnosis. 

I used to be a very good student and I had applied to go to Gayaza Senior 

Secondary School. This was my dream school, and now I know that I could have 

actually gone there because I was very, very bright. But what for? I was 

supposed to die and there was no reason to work hard and go to the best school. 

I stopped going for prep (evening classes) and I started to do badly in school. I 

didn‘t do anything; nothing at all about my academics, but I sat for my national 

exams and passed very well. I was admitted to Kibuli Senior Secondary School, 

but I didn‘t want to go there either, and I didn‘t because it is still a good school. 

I wanted to go to a bad school because anytime I would die. So I joined the 

school I am in now, (a semi-urban school) where I finished my Ordinary Level 

(a national examination required for higher Secondary-School education). I used 

to be a first-class student. Everyone in my family is very smart academically. 
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For her Advance-Level Secondary School Education, Regina deliberately chose 

a very low standard school, where she is currently attending. Once again she began 

crying. Regina knows this was a poor choice, she tells me that she knows that she could 

have gone to any school she wanted to. I think that Regina understood that her school 

choice showed that she was disengaging from anything that showed promise and a 

future. That is how she protects herself from the ―false hope‖ of living a long productive 

life with HIV. Even with her choice of poor rural schools, Regina is at the top of her 

class.  

When she lifts her head to look at me again, barely smiling and almost laughing 

at herself she says ―I have known about my condition since P.6. I am in S.6 now but I 

still have a hard time with it.‖ She breaks down again. ―It is sad … now I don‘t 

remember not having HIV.‖   

Regina has known her status for at least nine years and is still struggling to come 

to terms with her positive diagnosis. It seems to me that Regina has not found the 

adaptive coping skills necessary to live with HIV. Regina‘s feelings are a natural way to 

respond to an HIV diagnosis. There is no given time frame or a single best way to deal 

with these emotions. With this disease, each person has to come to their own terms with 

it.  

Recently Regina had started experiencing fainting spells. She was not sure 

whether this was from her medication, academic pressures, or perhaps other stress-

related causes.   

I get fainting spells, and when they check me, I am fine. All the results a 

negative. They think it‘s emotional, but I feel okay. Sometimes it gets worse, 

and I just don‘t have energy. I am not happy; I hate life, and I just faint. 
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Regina‘s emotional state is a big concern too. It almost appears that Regina is 

suffering more from depression than from HIV itself. Regina also struggles with 

antagonistic feelings toward her mother and siblings. 

We are four children and I am the second last. I have three brothers, two older 

ones and a younger one. They all know about my status, except the last one. My 

mum told them and it was okay because they are my siblings. They are all okay 

and I am the unfortunate one. The one that is younger than me is fine, he doesn‘t 

have HIV.  I don‘t understand that. It is as though someone was just malicious to 

me; chose only me. I sometimes think that someone did it deliberately to me but 

not to my other siblings. Sometimes I think my mum was careless and she 

contributed to it. I don‘t know. My mum is my support too. She is really caring 

and my siblings treat me well. They don‘t isolate me. As for my dad he was….‖  

 

Almost whispering Regina trails off in tears again. She does not have fond memories of 

her father. I think that when an individual faces such emotional crisis, family and 

friends can deeply effect what the individual is experiencing. Regina is conflicted in her 

feelings about her family. On one hand she loves them, cares about them and needs 

them for support. But on the other hand, she is extremely envious of their negative HIV 

status.  

Because of the social stigma attached to HIV, the disease itself can be very 

isolating for a person. But in her care, Regina experiences self-imposed isolation both at 

home and outside her home. Outside home, Regina would like to enjoy karaoke at her 

church and enjoy time just hanging out with her pals, but she doesn‘t. The only person 

Regina says she talks to about some of these emotional issues is the care counselor at 

the sponsoring organization. She does not interact much with extended family members 

either.   

I don‘t know my aunties and uncles; I just know my mother and brothers. The 

other two (older brothers) are grown. The first born is a human rights officer and 

the second one is at Makerere University studying electrical and civil 
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engineering. I don‘t know much about my other relatives; I just mind my 

business. The only other relatives I know are my grandparents (who live about 

200 kilometers away). 

 

Regina‘s health is threatened with sadness, fear, anger, isolation, and resentment. She 

has not confronted her mother about her feelings that her mother contributed to 

Regina‘s positive diagnosis.  

Regina assesses her physical condition as good.  

I don‘t fear death. I have been in good health. I have never been hospitalized, 

and I thank God for that. My CD4 count is still very high, about 600-something. 

So my health is very good, and there are many things I can do. 

 

Away from home at boarding school, one of her concerns was dealing with taking her 

medications in privacy. She does not want other students to see her taking medications 

as this would reveal her HIV-positive status, subsequently causing prejudice. 

When I asked Regina if she was in a relationship or had any such intentions, her 

response was,  

I don‘t even wish to be in a relationship. I just don‘t want. Because there are 

many circumstances in there, sickness, … if you are too deep in a relationship 

with a boy, you might end up doing certain things which are weird, leading to 

unwanted pregnancies and even other diseases like STD‘s. Men are all hell – no 

man is faithful. They are all devils; most of them. I have friends in relationships, 

and I have always seen them get disappointed by boys. From what I have seen 

and what I have heard – I don‘t want a man in my life. It‘s very difficult to get a 

man who has love. They all have lust. 

 

It is possible that some of Regina‘s sentiments about men may be a projection of her 

unresolved feelings toward her dead father who left her mother when she was very 

young. ―My dad was a very abusive man, and I know my mum doesn‘t tell me directly, 

but I hear it all, and I see how it affected my mum and me.‖  

Through all the tears and all of the hopelessness stated by Regina in the 

interview, when asked what does she hope for, Regina tells me she wants to finish her 
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education and move on to acquire a degree in law or accounting. ―God has been good to 

me, and my health is very good. I am trying to do many things for myself.‖   
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“I think the cure will come in my time.” 

 

Michael’s Story 

 

 
Figure 6: Business Center, Downtown Mukono 

 

On a hot June afternoon, Michael and I meet at the youth center of a church he 

used to attend while living in Kampala City. That morning, Michael was in Kampala to 

pick up his ARV medication from an HIV treatment center that he has been going to 

since he was first diagnosed with HIV 10 years ago. He explained that once every two 

months he is allowed to take a day off from school to seek medical care. 

Eighteen year old Michael is a shy, collected teenager. As he closes the door 

behind himself, he pulls up his blue jeans, and then settles into a chair. He looks at his 

white sneakers before looking at me again, and he nervously introduces himself. 

Michael speaks in a low, clearly measured voice that he maintains throughout 

the interview. Until recently, Michael lived in the suburbs of Kampala City with his 

single mother and three older siblings. About six months to a year ago, his family 

moved to Mukono Town, twenty minutes south of Kampala City. He especially misses 

his football buddies, but he sometimes gets to see them during this occasional visit to 
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the city. Before they moved, Michael‘s mother worked as a self-employed tailor, 

mending and sewing children‘s clothes.  

In Mukono, Michael‘s mother has resorted to peasant farming. Michael hopes 

things will get better, and she will find a place in Mukono where she can resume her 

business sewing clothes. Michael‘s father died of AIDS when Michael was still a child.  

Michael tested HIV-positive when he was 8 years old. He first suspected he was 

HIV-positive when he overheard doctors talking to his mother about it. ―They took our 

blood and some ladies talked about HIV.‖ Michael did not ask his mother about the test 

or the conversation he had listened to, and his mother did not volunteer any information 

either. However, he continued to return to that medical center where he had been tested 

to see a doctor and to get medication. At first, his mother came with him, and later 

Michael would go alone. The suspicious thoughts that he might have HIV never left 

him, and slowly, Michael confirmed on his own that he was HIV-positive.  

I could go to Mildmay (a major health care center for people living with 

HIV/AIDS) alone to get the medicine. I could read the posters about people who 

come there, and I sort of found out why I was going there too, and why I was 

taking that medicine. My mum was sort of hiding the information from me and 

when I finally asked her it was a little late to tell me the truth because I already 

knew. I wish my mother had not hidden it from me for very long. That would 

maybe have helped. … it was hard guessing and fearing until I found out after 

some time.‖  

 

Michael continues, ―At that age what I understood about HIV was that it can‘t 

be cured. I knew it could not be cured because I heard from doctors who came at school 

and teach us about HIV.‖ Asked what it was like to learn that he had an incurable 

disease, he says, ―I thought about it, but for just a little time, and I took it like that. I 

thought it was like having many other diseases. Now I understand that you can live with 

it for so long.‖  
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Michael has lived with HIV since birth. Like many people living with the 

disease, he is on antiretroviral drugs, which work as protease inhibitors and also prolong 

the lives of people with AIDS. Michael started taking ARV‘s in 2005. He was put on a 

combination of septrin and other drugs because his CD4 had dropped. Luckily for him, 

he adjusted well to the drugs and has had no problems at all.  

Michael knows that it is good that his family is aware ―because they can help me 

in terms of foods and medical attention, and counseling.‖ The only other people who 

know of Michael‘s HIV status are his peers at the post-test-club he attends. ―My friends 

and teachers at school don‘t know. I see no need to tell them although if I had to, I 

would have no problem telling them, but this is personal information.‖ Post-test-clubs 

are support groups through which HIV-positive young adults indentify with other young 

adults living with HIV and learn that they are not alone. Post-test-clubs are becoming 

common even in rural areas. Being part of a post-test-club in the city away from his 

community protects the confidentiality of Michael‘s HIV-positive status.  This 

protection would be unlikely if his post-test-club was in a smaller rural community.  

Michael‘s post-test-club meets on the last Saturday of the month. In his post-

test-club here, Michael has found great social connections with other young adults 

living with HIV.  

There are other youth there who are sick, and I feel comfortable to be with them 

because they also have the same problem. I have made friends who are also 

HIV-positive, and it has been very good for me because we counsel and 

encourage each other and give each other tips like taking medicine the best time 

to take it, and how to adhere to taking the medicine, like setting an alarm clock. 

It helps because you are not isolated. You may be thinking of doing something 

harmful to yourself, and they talk to you about it, and they help you choose a 

safer way of doing things. They tell us about peer groups and the pressures we 

might encounter there. We learn about good peer pressure.  
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Health center staff and doctors often interact with Michael and his peers, providing 

HIV-positive living education and support over any number of issues facing the young 

adults. In addition to being a supportive sanctuary, the club also runs social outings for 

the young adults. ―We also go for tours and parties. I have been to Gamba Island on a 

day tour and we just hang out.‖ Michael adds, ―I would recommend that other young 

adults join the club because it is beneficial; you share and also learn what you don‘t 

know, and you debate about things and learn the truth.‖  

At home, Michael leans on the support of his family.  

I am doing well. The only thing I have to do is to take my medicine on time. My 

mother takes very good care of me – to eat well, sleep well. My siblings treat me 

well. They are all HIV negative, but kind to me. I would talk to them if I had a 

problem. I think the most important things for me are medicine, continual 

education, and good nutrition. 

 

Besides the support of his family, Michael has been fortunate to have consistent 

outside support. When his father died from AIDS twelve years ago, Michael‘s mother 

was fortunate to get Michael registered with a local HIV/AIDS orphan-sponsorship 

program. This organization provides him with food on a monthly basis, pays his tuition, 

and offers him career guidance and spiritual therapy.  

Michael‘s life is not one without stress and anxieties. A few months prior to this 

interview, Michael found out that one of his HIV-positive friends is progressing toward 

AIDS, a fact that distresses Michael. ―I felt sad. I was afraid that this would change 

their mental abilities. I have seen people who begin to get sick and HIV attacks their 

mental abilities and it is distressing to me.‖ Michael himself had experienced a few 

setbacks. ―What bothers me most is getting sickly. Cough and malaria bother me the 

most.‖  
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Yet even though these setbacks remind him of the incurable disease he and his 

friends have, Michael is preoccupied not so much with dying as with envisioning his 

future. He is intent of finishing secondary school and is looking ahead to the possibility 

of medical school at Makerere University in two years. ―I want to be a throat surgeon 

when I go to campus. And ―I have hope of getting a girlfriend.‖ Michael has thought 

through how he can start a family of his own without endangering other people‘s health.  

It‘s like getting someone who has the same problem. I want to find a girl who 

has the HIV too, because we can produce a child who is negative. If I marry 

someone negative I would be spreading the disease. If I meet a girl who really 

liked me and I like her, I think I would tell her I was HIV-positive, because it is 

just a mere disease. I don‘t really know what would happen but I know and feel 

that it would be important to tell that person to prevent spreading the virus. This 

is why you marry someone who is like you. I heard of ways you can protect 

your baby from getting the HIV virus – by taking some pills and in the 

practicalities of giving birth; there should not be any contact between the mother 

and the child‘s blood. 

 

Listening to Michael I realize how far we have come in HIV treatment 

advancements. Michael thinks of HIV as a mere disease. I cannot help but think to 

myself that not so long ago, an HIV/AIDS diagnosis meant a guaranteed death. Now 

HIV/AIDS is a chronic, manageable illness.  

Michael is very optimistic about the future and doesn‘t think any other way. ―I 

know things will change for the better in the future because I hear of some prevention 

for the future. I think the cure will come in my time.‖  
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“Most of my anxieties were school triggered.” 

 

Ruth’s Story 

 

 
Figure 7: Anti-Violence Campaign, Kampala 

 

Ruth is an 18-year-old energetic and outgoing teenager. She was born in rural 

Buganda, but grew up in the suburbs of Kampala City. One of her favorite pastime 

activities is watching Nigerian movies. Her favorite film is ―Tears of My Eyes.‖ She 

watches it repeatedly and is anxious to explain the film in great detail. 

Ruth was just coming from school at the time of our meeting. She appeared 

happy and eager to start the interview. She showed no sign of nervousness. Right away, 
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she began to chat about her HIV experiences. She appeared like an over anxious child 

on Christmas morning, practically interrupting me before I even finished asking a 

question. Ruth, unlike many of the young adults I interviewed, was in control of her 

emotions.   

Ruth was born with HIV, and she was diagnosed and put on ARV medication at 

age 8. She explains that she came to learn about her diagnosis at age 9,   

I didn‘t find out on my own – my aunty found out that I was sick and told my 

mum, and they started taking me for medication. But when I started getting skin 

rashes all over my body, that is when I suspected I might have HIV. I had skin 

rashes all over, and I‘d itch all over. 

 

In 2002, shortly after Ruth had learned of her HIV-positive status, her mother 

died of AIDS. Her father had died of AIDS years earlier. Ruth recalls this time as a 

season of grief. Facing her mother‘s death, her own poor health, and anxieties about 

dying, was a lot to cope with for a nine year old child. She explains,  

I knew that if you got that HIV virus, you‘d die quickly. I felt so bad. I didn‘t 

even want to be with other people. I kept thinking to myself, it is I who has the 

HIV virus which means other people don‘t have it; only I do. I had such 

thoughts of sadness, even more sad that my mother had died. I was depressed. 

 

After her mother‘s funeral, Ruth‘s maternal grandmother took over custody of 

Ruth and moved her to Kampala City. Ruth‘s grandmother immediately put her in 

school. Moving from her rural small village to a big city was another huge adjustment 

for Ruth. Not only did she have to adjust to her mother‘s death, she now had to adjust to 

city life and struggle to catch up to the academic standards of her new city school. She 

summarizes, 

My mum died in 2002, and I repeated a class then: Primary 3. I wasn‘t doing 

well in school. I had just transferred from a village school to the city. Then I 

worked hard and made it to Primary 4, and there again the Head Teacher took 

me back to Primary 3 because I was not doing his English class very well.  



101 

 

 

Her grandmother was able to secure support for Ruth from a Christian 

HIV/AIDS orphan organization that provided medical, nutritional, and tuition support 

for her.  

At her new school, Ruth experienced discrimination right away. HIV stigma 

usually arises from a lack of understanding of HIV disease and the fear of contracting 

the infection. HIV stigmatization caused Ruth a lot of anguish and grief, making school 

very difficult for her. ―Most of my anxieties where school triggered; most kids and even 

teachers in primary school mistreated me terribly.‖ 

Ruth felt that her teachers were the least sensitive to her needs. As a vulnerable 

child coming to school with multiple losses and challenges, Ruth needed extra support 

which she did not get. Ironically, Ruth‘s grandmother had contacted the school 

administration and disclosed her granddaughters‘ HIV-positive status with the request 

and hope that the school would make some accommodations for Ruth. For example they 

might exempt her from manual labor and corporal punishment. Once the school 

community learned of her HIV status, the reverse happened. Ruth recalls one of her 

teachers publically making her HIV status known to her classmates without Ruth‘s 

consent. ―One teacher treated me really badly; he would not use the cane on me, but he 

would publicly say, ―You are sick that‘s why I cannot use the cane on you. So sit 

down.‖  

Once word was out, the other students started being cruel to Ruth. She recalls 

one particular day when the taunting was more than she could bear. ―One kid told me 

one day, ‗I know you have HIV, and you should shut up and leave us alone.‖ Ruth was 

so upset; she called her Orphan Care Counselor, requesting her to come to the school, to 
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defend her from the mean child. Ruth‘s counselor came into school and confronted the 

student who had been extremely cruel to Ruth. She explains, 

That kid never bothered me again, but it was really tough on me. I was not at 

peace and didn‘t have freedom to do things with other kids at school. I could not 

be with other kids. They avoided eating my food and other things like that. I 

didn‘t have peace.‖  

 

Ruth credits her ability to continue in school to the advocacy of her counselor. 

She recalls that things improved after that incident, although she was still isolated from 

other students. She stopped trying to reach out to others and withdrew into herself.  

After three years of struggling with her academics and retaking primary 3 times, 

Ruth was eventually promoted to primary 4. Ruth finished her primary school education 

and moved on to secondary school. At the time of this interview, at the age of 18, Ruth 

was in class senior 2. Typically, most students in this class are 15 years of age. It is a 

testimony to Ruth‘s strength and endurance that she did not quit and continues to work 

toward achieving her academic goals.  

With fresh memories of the mistreatment she received in primary school, Ruth 

vowed never to avoid corporal punishment or ask for any special accommodations in 

secondary school. Presently, Ruth tries to avoid doing anything that might draw the 

attention of her fellow students or her teachers. 

The secondary school she attends is a comfortable distance from her primary 

school and she doesn‘t worry too much about running into her former classmates. This 

has provided her with a sense of being in control of her life. She has been very careful 

about not revealing her status and she doesn‘t worry too much that other students will 

find out. As she states, 
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I stopped worrying too much about things, like HIV killing. I also do things with 

other people, like normal people. I used to sit there and worry and not even eat 

anything. If anyone insulted me, I got angry, I would cry and get sad, but now I 

don‘t. I used not to do things with others. I stayed to myself mostly because I 

didn‘t want them to know I had HIV.  

 

Even though Ruth says she has put her traumatic primary school days behind 

her, she admits that she worries that some of her former classmates from primary school 

might join the same secondary school she is now attending. At this point in the 

interview Ruth looks at me sadly and asks me for some words of comfort that would 

help her cope with this fear. 

Out of school, Ruth faces other difficulties due to her home life, characterized 

by poverty and over crowdedness, resulting in an overwhelming feeling of sadness and 

tiredness. Ruth lives with 13 other orphaned children that her grandmother takes care 

of. Her grandmother sells charcoal at the local market for a living. Although Ruth‘s 

orphan-support organization provides monthly food supplies for her, sometimes this is 

the only food that her family has. Even though the food is intended for just her, she has 

to share it with 13 other children. Sometimes, Ruth has had to skip doses of her ARV 

medication because of the lack of food. She explains, 

I have a difficult time taking my medication sometimes because my 

grandmother doesn‘t have food for all of us and the medicine is tough on my 

stomach. Sometimes the food that the support organization gives me is all we 

have at home for the month along a few things grandmother can get. 

 

Ruth says that her greatest needs and challenges are, ―things to drink, and food 

and fruits to eat.‖ 

Missing her medication is dangerous for her health. Missing doses can stop the 

medication from working effectively. Without the proper dosage, the medication would 

only partially suppress the viral replication, eventually leading to drug resistance. Total 
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adherence reduces Ruth‘s chances of getting HIV-related illness, which is extremely 

important in helping Ruth achieve her life goals. Ruth greatly values her education, and 

missing her ARV medication increases her risk of getting sick and missing school.  

At the time of this interview, Ruth was in good health and had every intention of 

continuing her schooling. Ruth wants to be a medical doctor. When she gets ―much 

older,‖ she has dreams of being in a relationship and having children of her own. 

―That‘s when I am done with school, and I meet a man who will marry me.‖  

Asked how she might go about protecting her future partner from contracting 

HIV from her, she talks about the possibility of finding a partner who is HIV resistant. 

―There are people out there with blood that doesn‘t contract this virus. I have to find 

that person.‖  

I am not sure what methods Ruth will use to find ―the man of her dreams,‖ but 

with her bubbly, optimistic attitude, I am sure if anyone can do it, it will be Ruth. When 

asked if having HIV influences her thinking about the future and her hopes for a family, 

without letting me finish my thought, she happily says, ―No. I am not afraid. I have 

hope that I will get through this if I stay on my medication.‖  
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“I got married so young … I regret this.” 

 

Abigail’s Story 

 

 
Figure 8: Used Clothes Kiosks, Kampala 

 

Abigail‘s story not unlike that of many Ugandan rural girls is one of undeserved 

misfortune. Abigail is a calm, articulate and very mature 24 year old mother of two 

young children ages 6 and 3. We met on a Sunday morning at the church she attends, 

shortly after the early morning service. She was very somber and reflective in 

presenting her story to me.  

One morning near the end of 2005 when Abigail walked into an antenatal clinic for 

a regular check up, the last thing she expected was an HIV-positive diagnosis. She was 

20 at the time and pregnant with her second child. In an effort to prevent mother-to-

child HIV transmission, major antenatal care health centers in Uganda routinely 

performed HIV screening for pregnant women. Abigail shares, 

The nurse told me they were going to give me an HIV test, and the reason was 

for the safety of the baby. In case I was positive, they would put me on 

medications to safeguard the baby. I didn‘t think about it much at all.  
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Her false confidence came from her understanding that HIV infection was a 

result of extramarital sex. Abigail did not think that she was at risk for HIV infection 

because she had not had an affair.  

It was not like I was engaging in multiple sexual relationships. I had only known 

one man since I was a girl. He was the first man I knew and was the father of my 

children, even the one I was carrying. Walking into that clinic that day I didn‘t 

know or imagine I‘d have HIV.  

 

This news was a double blow for Abigail. Not only did she learn that she had 

HIV, now she had to face the possibility that her spouse was engaging in extramarital 

affairs.  

I was frightened, and I cried. But what overwhelmed me the most was this sense 

of betrayal. I had always thought that for most people to get HIV, they had to be 

engaging in promiscuous relationships. But that was not me. I hurt a lot and 

developed a strong resentment toward the father of my children. 

 

Abigail‘s parents separated when Abigail was very young. Her mother went to 

live in Kampala City and never returned to the village. Abigail‘s father remarried. 

Together they had a blended family. 

  Abigail met her husband when she was 15 years old, and was easily flattered by 

the attention given her by this 26-year-old man. Her father advised her that she was too 

young for this type of relationship. A year later, both Abigail‘s father and stepmother 

died of AIDS.  Abigail tells me, 

Problems came when my father and step mother died. Their deaths were quick 

and following too close together. My father died in February and my step 

mother died in May of the same year. We were left alone at home and I was the 

eldest of 7 children. I was 16 years then. We were young and stuck. 
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Abigail‘s life changed overnight. She went from being a child, to a child-head of 

house. She had witnessed the two AIDS deaths of her primary caretakers. She was 

living in a poor rural village, facing hard economic conditions and was in charge of 6 

younger siblings. Their parents left them a small piece of land three miles from home 

where they grew their food. Now an orphan, Abigail faced a whole new set of 

challenges, with no one to protect her and with the responsibility of having to farm and 

grow food for her family. She had to grow up very quickly. When a marriage proposal 

came from her long time male admirer, she accepted. In her words, 

It was a very challenging time for me, and I agreed to stay with that man who 

was interested in me. He took very good care of me, bought me food. I don‘t 

know if he knew that he was infected with HIV or if he had the virus at the time. 

I regret this decision. I regret it even more because at the time, soon after my 

marriage, my father‘s younger brother came and wanted to take me out of this 

marriage. I had had my first child at the time, and I wish I had agreed. I didn‘t 

get married to this man because I had wanted to, because even I could see I was 

very young and he was much older than me – he was 27 at the time and I was 

16. I now wish my uncle had insisted and come for me, gotten me out of the 

marriage. When you get in such a relationship, you are no longer able to plan 

ahead because you are totally dependent on the man, especially in the village; 

you don‘t work and earn, you look up to the man for everything. I still struggle 

with this ... sometimes I wish I had moved away from the village soon after my 

father‘s death, maybe I would have never contracted HIV. 

 

At this point in the interview Abigail broke down in tears.  

Abigail chose marriage because it seemed like the only way out of her 

predicament.  Like many rural girls from impoverished households, Abigail had 

dropped out of school.  Living in extreme poverty, with no education, disconnected 

from parents, and no chance to transition from childhood into adulthood, Abigail 

was overwhelmed with all of her new responsibilities.  

As a child bride, Abigail was not prepared to consider the implications of 

this marriage for her sexual health. Her involvement with an older partner 
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offered her security and she did not have the experience to consider the 

importance of his sexual history - a history that could include HIV.  The 

imbalance of marrying a man 11 years older would have greatly limited her 

ability to negotiate safer sex with him. Abigail‘s false sense of security and trust 

put her at greater risk of HIV infection. In our conversation, Abigail never 

mentioned that she had ever asked her partner to take an HIV test or to use a 

condom prior to becoming sexually involved.  

In 2005 Abigail learned of her HIV status while pregnant with her second child; 

this was also the year she had become reunited with her mother after many years of 

separation. Although she had had a poor relationship with her mother in the past, 

Abigail was surprised by her mother‘s compassion and support for her.  She confides, 

I was a mess. We talked, and I told her how I felt about my spouse – the hate I 

felt. She told me to forgive him. He was still the father of my children. I forgave 

him but also ended my relationship with him. 

 

Abigail laughed at the irony of how her misfortune had improved her 

relationship with her mother and other family members. She explained, 

My family treats me better now that they know I am sick. Before we knew I was 

sick, my family didn‘t treat me with a lot of care, but this changed. They try to 

take care of my needs. My mummy has changed a lot too. She used to be tough, 

unfriendly, and hot tempered with us. But she totally changed after my 

diagnosis, and she is now good to all of us, not just me. She even takes care of 

my children. She shares all her resources with us, and she is not even employed. 

That is how much she changed. 

 

Her mother‘s willingness to support and care for her further prompted Abigail to 

end her marriage. Abigail decided to stay in the city with her mother. She registered at a 

clinic where she could receive free ARV medication, and joined a support club. 
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Following the HIV diagnosis and the birth of her child, Abigail experienced 

considerable psychological stress that left her bedridden for weeks. She recalls 

experiencing an overwhelming sense of sadness and guilt. She explains how she felt 

hopeless about the future, and was preoccupied with thoughts about death and dying,  

I was worried after the diagnosis; it was especially painful and heartbreaking to 

look at my children. I would look at my babies and the thought that I might die 

and leave them so young was unbearable. I was lucky that my child was born 

negative and my first child tested negative too. At first I didn‘t have the heart to 

take them for the HIV test. But things turned out well. 

  

Like her mum, Abigail had changed too. Testing HIV-positive awakened new 

intense emotions and fears in her that took a toll on her health. She explained, 

I was very worried, and I knew I didn‘t have much time to live. I was angry and 

got sick repeatedly, and it took me a while before I started taking the ARVs. I 

was dressed with worry and dread, and I could see that this was compromising 

my health, and yet I was also not taking the medication. But when that phase 

ended, and I worked up the courage to live my life, I took myself to hospital 

without anyone‘s help and started taking septrin. Shortly following that I got so 

sick I was admitted to the hospital, and they put me on ARVs. It has been five 

months now, and the doctor told me that if I stopped worrying too much and ate 

well, it was possible they would keep me off ARVs for a very long time. 

 

Once Abigail had regrouped and started her ARV medication, she returned to 

the village where her oldest child lived with her husband‘s parents. ―When I went to 

check on my first child, I told my in-laws the truth (that she was HIV-positive).‖  

Abigail was making bigger and bigger strides in her emotional healing process. She 

credits her improved emotional health to counseling. Abigail said that counseling and 

her mother‘s constant and comforting presence have helped her deal her emotional 

issues.  

I go back for counseling. When things get so bad, I talk to my counselor. I talk 

to mummy most times. There is nothing I can hide from her. She is my good 

friend, and she has such a great way of handling me that calms me down.  
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With increased confidence Abigail explained how she began to look for work 

and new social opportunities.  

I used to be a cook preparing food for small hotels and would be near fire for 

long hours. I was very weak and getting sickly. I was miserable and had no 

capital to start any other business. But I stopped doing cumbersome work that 

stresses me. I changed my work style. I decided it is better and okay for me to 

earn very little and not stress a lot. I stopped working near fire. 

 

Her mother recommended that she consider working for a family friend. After Abigail 

made contact, an arrangement was made for her to start working at a consignment shop 

for a small pay and a free meal a day. In addition, her mother agreed to finance the start 

up of her own consignment shop. Abigail summarized, 

My mother got me some money 50.000sh ($25) and I now have a handful of 

clothes to sell for basic survival. But I think if I got more capital, and I got a 

small shack to put up my clothes, I would be okay. I cannot get any money from 

my few clothes now to stay afloat, which is why I opted to stay and watch over 

the shop of our family friend – she gives me food and 1.000sh a day (about $ 43 

cents). From my few clothes, I would never be able to save enough to buy food 

or meet my daily needs. 300.000sh ($145) would be enough for me to rent kiosk 

and start a second hand clothes shop. Right now, my greatest need is capital to 

secure a small business. 

 

After work, Abigail‘s social activities include a weekly meeting with members 

of her post-test-club.  She shared, 

I am part of a post-test-club, and the most beneficial thing we do is counsel one 

another. We comfort each other. We are not the first people to have HIV, and we 

encourage each other to think about and treat HIV like any other disease-like 

malaria - and respond to it that way. We also take time to have some fun; play 

games; things that make us forget about having our HIV. We come to learn from 

each other, because sometimes you are too discouraged with life. When we 

come to the meeting and as people share, you find that people have real big 

issues compared to your own, and you think if they are being brave about that, 

then I can be courageous with my own issue too.  

 

Overtime Abigail found ways to overcome the guilt associated with contracting 

HIV and not only forgave herself, but discovered that there was hope for her future.  
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She explained how she realized that her fears of dying from HIV and the self-blame of 

being HIV-positive were destructive. She started working on her attitude, determined to 

look for and focus on the good,  

I also changed my thinking about myself and this disease. I have future plans 

and I no longer think about myself as sick and dying. Even when I get such bad 

fever or malaria, I don‘t think ‗oh am going to die, HIV is killing me.‘ No - I tell 

myself this is like malaria, and we are going to treat this malaria. Counseling 

helped me get to this point in my thinking.  Now I have dealt with my emotions. 

Now I find that I actually stress less about things; I take things a lot more easily. 

 

Abigail feels that her life is taking a turn for the better. She also has not given up 

hope of finding another mate. She explained her hope, 

If I had an opportunity to get married again, I would. I am very keen about 

letting the person I am interested in know that I am HIV-positive. I wouldn‘t let 

them know directly that I have HIV, but would suggest and insist on taking a 

blood test together because I already know my status. It helps him most to know 

my status that way. Plus, if we both find we are positive, we have a chance. It 

might be hard for me to tell him directly that I have HIV, but taking a test would 

be an easier way of getting him to know. Having other children is another thing. 

But it would be something we would talk about, and I would only do it if I were 

in a secure relationship. 

 

Abigail‘s journey has been one of dramatic change. She has gone from living in a world 

that felt hopeless and was filled with despair to one where she has a feeling of self 

worth and hope. In order for her to maintain her continued good physical and emotional 

health and accomplish her dreams, Abigail will need the continued love and support of 

both family and friends.  Presently she has found peace with her situation and knows 

who she is and who she wants be. 
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“I just wanted to live a normal life.” 

Clint’s Story 

 
Figure 9: HIV/AIDS Prevention Campaign Takes Aim at Leaders, Kampala 

 

Clint is 19 years old and lives with his single mother and seven siblings in the 

suburbs of Kampala City. At the time of this interview, Clint was a student at Makerere 

University, soon to graduate with a Computer Networking certificate. Clint was in good 

spirits. He is chatty and especially excited about his future prospects of an Internet 

Technology career, ―helping people connect via computers.‖ Clint is also very good at 

sports, and while he was excited about his future career, he also shared some 

disappointment in not having time to enjoy a good game of badminton or volley pastime 

with his buddies. 

Clint tested HIV-positive when he was 8 years old. He had a sickly childhood, 

and at the age of 5, his health took a turn for the worst. For three consecutive years he 
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was in and out of the hospital. ―I usually had TB and pneumonia.‖ Following the 

doctor‘s recommendation, his mother took him for the HIV test. Both Clint and his 

mother tested positive. Clint‘s father had died from a long illness before Clint was a 

year old ―My mum thinks he died of HIV/AIDS.‖  

Clint didn‘t learn about his positive diagnosis until he was 9 years old, and ever 

since, he desires nothing more than to live a day without HIV. He recalls the discovery.   

I don‘t remember much of what went on when I received my diagnosis. I could 

have forgotten some of it, but the doctor told me this is it, you are HIV-positive. 

I asked him, ‗so I am about to die?‘, and he told me yes. The doctor told me yes. 

But he told me, ‗but don‘t worry. You will die just like the normal guys too, 

because they also die. You will die, but don‘t worry about dying. You‘ve got 

many years to live. Treatment is just starting up. You will be treated well and 

you will live more years.‘ ‖  

 

As a nine-year-old child, hearing these comments was devastating to Clint. He 

recalls that the doctor‘s response infuriated him, and as he retold the story, he leaned 

back in his chair, threw his arms up in the air and with eyes narrowing in fury and 

glowing with tears, he said, ―During this conversation with the doctor I just felt so 

annoyed, but I couldn‘t let it be known to my mum. I just kept quiet and lived life just 

as usual.‖ Clint needed to hear about the implications of his diagnosis, but not in such a 

disastrous way. Clint was learning about HIV/AIDS at school so he already knew that 

people die from AIDS.  ―It was not so hard for me to understand what HIV was.‖   

Only a child, what Clint needed was re-assurance from a health care 

professional that he could live a productive and fairly normal life. Instead, what he 

heard was that he was going to die. The doctor‘s response to Clint‘s diagnosis has 

impacted how Clint lives his life today.  
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At age nine, Clint had a lot of questions about his diagnosis that were left 

unanswered. One such frustrating issue for Clint was the fact that none of his other 

siblings had HIV. This continues to distress him today. 

What actually annoyed me at that time was that from all the brothers and sisters 

I have, all the eight of us, I am just the only one that is infected with HIV/AIDS. 

Three of us have the same father, but the two are fine and only I have HIV. It is 

frustrating. I mean knowing that you are just the only one in the family who is 

infected is bad. 

 

Another issue of concern he recalls with sarcasm was the kind of unnecessary 

information he received from his counselor. At the age of nine, that counselor talked to 

him about responsible sexual relationships, which all seemed ridiculous to Clint. 

There was a lot to talk to me about responsibility in sexual relationships. I took 

it like yeah, no big deal. That‘s just a piece of cake. 

 

Clint‘s mother was experiencing a whole other set of worries such as planning 

and searching for long term care for her son. Soon after his diagnosis, Clint‘s mother 

was fortunate to register him with two HIV-orphan-support organizations. For 

economic support, Clint‘s mother unethically registered Clint in two support 

organizations. It‘s unethical because the financial support offered by these organizations 

is so desperately needed that belonging to two organizations is not fair. With eight 

children, herself HIV-positive, and now with Clint testing positive it is easy to 

understand why she asked Clint to keep this a secret. Clint understood the importance of 

keeping this secret, and he was in fact proud of it. It was the one way in which he felt 

his tragic diagnosis brought relief to his family.  

I was young and it was like a secret in our family and they have kept the secret. 

What made me happy in those days was that even if I was positive, I could get 

support for my siblings who are negative. That made me proud. The rest of the 

fees would pay for books, tuition, and lunch for them.  
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In addition to the financial benefits, Clint attributes much of his health and 

survival to these two orphan-child-support organizations. But even with all this support, 

things haven‘t been easy for him. Clint did not appreciate the over indulgence of his 

mother. He recalls that from the time his mother found out he was HIV-positive, she 

started treating him delicately, and this annoyed him. For Clint, this special treatment 

meant that something was not right with him. 

My mum was so caring toward me, and I usually loved it, and my brothers 

would say my mother was spoiling me. But I just wanted to live a normal life, 

just to be like others. I had friends who are negative, and I played with them and 

lived with them so I didn‘t want much care or pampering. I didn‘t want to be 

treated like I am so special. I wanted to be usual. 

 

Clint has spent most of his life trying ―to be normal.‖ His desire to be normal 

goes beyond wanting to be treated like his siblings. Clint is opposed to anything that 

might imply abnormality. All Clint wants is to be cured of this deadly disease. Even to 

the point of risking his health, Clint deliberately avoids anything that associates him 

with HIV/AIDS. 

Clint knows about the support offered by HIV post-test-clubs. However, he has 

not joined any because he does not want to associate with others who are HIV-positive 

people.  

I have heard about the Kampala Post-Test-Club. I just know about them, but I 

haven‘t joined them. I am just fine; I don‘t think that I am in need of support 

clubs. I just want to live life just like the negative guys. I am not interested in 

joining any of them. I can live with my friends and they don‘t have to worry 

about me. I just want them to know that they are living with a normal guy – just 

a friend. 

 

Clint remembers instances when he has skipped his ARV medication doses 

because medication too reminds him of his HIV status, which he is so desperately trying 

to ignore.  
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There was a time when I even hated drugs (he begins to cry). I don‘t know what 

was happening to me at that time but I reached a point where I thought the drugs 

were useless. When I‘d go for my CD4 count tests, I could see that my blood 

levels were going higher, but that‘s not what I wanted, because people in this 

condition, we are in always need cure but it is not there. I didn‘t just want to 

improve, I wanted to be cured. 

 

Having a higher CD4 count is actually good for Clint, yet this only served as one more 

reminder that he was HIV-positive and all he really wanted was to be cured. Although 

he understood the value of ARV medications, Clint eventually stopped taking his ARV 

medication. ―I knew all this but I didn‘t care. Yeah, I hated life.‖ Clint acknowledged 

that if he couldn‘t live life the way he wanted to (HIV free), he didn‘t care about living 

it at all.   

He recalls a time he actually attempted suicide. One day when Clint got into a 

roar with his brother, Clint felt that his brother had treated him unfairly and worse still, 

his mother had not intervened in Clint‘s favor. He decided to take matters into his own 

hands.  

So I wanted my mum punished. At that time I hated my bigger brother so much. 

He was extra harsh to me. He beat me one day. That night I got the ARV drugs, 

all of them. I swallowed them. I got a tin of combivir (ARV medication), 

swallowed it, and then a tin and efavirenz (also ARV medication). I swallowed a 

tin of all of them, knowing that I was going to die. I was going to die even if the 

time was not now. 

 

Clint was hospitalized and underwent two weeks of treatment. But this attempt 

at suicide brought to the fore front a much larger issue. It is commonly found that 

people who commit suicide experience severe depression and often isolate themselves 

from support systems. Many actually present themselves as ―normal‖ to their family 

and close friends. This is what Clint had done. He had been so successful at acting 

―normal‖ from the minute he first learned that he was HIV-positive, that he had fooled 
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himself and others into believing that he was doing well. Clint was emotionally and 

physically killing himself.   

When his case worker learned that Clint had stopped taking his ARV medication 

and had attempted suicide, she talked him into starting his medications again. She 

challenged him to examine all his options more rationally and openly. ―But my case 

worker told me that many people are having bigger problems than I have. So I got back 

on the drugs.‖ His case worker offered him a new perspective which contributed to the 

acceptance of his HIV status, and enabled him to develop a positive attitude towards 

ARV adherence. 

Even though Clint has made a commitment to a healthier life style, he still 

struggles with the realities of his situation. He struggles with the feeling that his family 

suffers because of him. 

I just think that they deserve something better. I don‘t know but I think that my 

mother needed someone who was HIV negative. Not me who makes her go to 

the hospitals all the time. I feel like I am a burden to her and to the family. 

 

Clint‘s psychological struggles are further aggravated by his conflicted and 

unaddressed feelings about his mother. Clint blames his mother for his HIV and yet also 

feels indebted to her for the care and support she has given him.  

I used to blame my mum for giving it (HIV) to me and not the others. How 

come it was me just having it? I thought that maybe she had another man in 

private when she was pregnant with me. Unfortunately I knew that my father 

was dead so I couldn‘t hold my mum responsible. My mum thinks he died of 

HIV/AIDS.  

 

Clint has never confronted his mother about these feelings and he doesn‘t plan to. 

She is growing old; I don‘t want to give her a hard time. It would be like I am 

condemning her. Even if she did it, she did it unknowingly. I just think of the 

days that she has been with me: taking me to the hospitals, doing so much for 
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me. It would not be good to make her feel guilty. When I am having a bad time, 

giving up on life, I talk to her first. She cares. She does what she can. 

 

Other concerns that cast a rather gloomy outlook on Clint‘s view of his future 

are his uncertainties about experiencing boy/girl relationships. Try as he might, Clint is 

clearly not optimistic about finding an intimate relationship.   

I don‘t have anyone and I have never been in a relationship before. I just don‘t 

want the people I care about to be infected with HIV. If I infected them, I would 

make me uncaring to them, and I don‘t want to make the same mistake that my 

mum or my father did. I do think about having a relationship. I do think about 

having children, but not at my age, in the future. I don‘t want the children that I 

have to go through a life like mine. I know that there are ways to prevent mother 

to child transmission. I just can‘t have a normal relationship. I have heard of 

people who are both positive and they are in a relationship, but I don‘t yearn for 

that kind of a relationship.  

 

While Clint accepts the fact that he has HIV, he does not accept that he could 

live a somewhat normal life. While he is very close to achieving his career dream of 

connecting people via Internet technology, he has no vision or hope of ever connecting 

himself personally with other people.  

Many people like me who are born with HIV/AIDS do not survive as long as I 

have. But I am now 19 now. God has a plan for my life. Yeah, I think He does. I 

think He has a great plan for me. 

 

Chapter Summary 

In this chapter I have presented my findings in ten individual stories, including 

my own story. Each presented story stands alone as an individual experience in its 

ability to depict important phenomena. In the next chapter, I extend my interpretation 

with a discussion of the findings, suggesting how the stories might inform public health 

practice and further research. 
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CHAPTER V 

DISCUSSION AND CONCLUSIONS 

The findings of this research are in the form of individual stories about young 

adults living with HIV in Uganda. The findings represent my retelling of stories that 

were originally told to me by each participant. In this chapter, I will discuss my 

methodology, how the stories answer my research questions, what the answers suggest 

for public health practice, and what the answers suggest for continuing research.   

Storytelling and Research 

The life of any person is complex, and the stories discovered in this research 

suggest that being HIV positive adds complexity to a person‘s life. Listening to each 

person tell their story allowed me to hear the answers to my research questions in the 

context each person‘s story.  

The study findings are not representative of all young adults living with 

HIV/AIDS, but instead offer in-depth narratives about the lives of nine young adults 

living with HIV and AIDS. Readers are invited to read the in-depth portrayals in 

chapter four to find what they believe helps their understanding of young adults living 

with HIV and AIDS. I encourage you to combine your past experience and reading with 

what each story contains. What do you think is important?  How do these stories 

influence your thinking about best public health practice?  How do these stories 

influence your thinking about the need for further research?   

The discussion that follows is my attempt to do what I am challenging readers to 

do.  I will tell how I think the stories answer my research questions. And for each 
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research question, I will tell what the findings suggest for best public health practice 

and future areas for continued research.  

Discussion of Research Questions and Emergent Themes 

How have young adults living with HIV experienced infection, diagnosis and 

disclosure of HIV/AIDS? 

I was most impressed by how mode of viral transmission shapes a young 

person‘s experience with HIV and AIDS. Every person experiences infection, diagnosis 

and disclosure of HIV status differently, but the contrast between those young adults 

infected early in life by their mothers and those young adults infected by sexual partners 

later in life was dramatic.  

As a child transitions to adulthood, they face transitions in both sexual health 

and the meaning of being HIV-positive. Regina, Ruth and Clint illustrated varied 

developmentally-linked responses to understanding the changing impact of HIV 

diagnosis ranging from a well adjusted acceptance to various forms of trauma.  

Michael and Irene would be shaken from a steady confidence about living 

when they experienced opportunistic infections, or the death of a peer; events like 

these force the young adult to re-examine their future prospects. For Irene, normal 

adolescent development seems impossible because of the debilitating emotional 

problems that seemed a part of her HIV infection. 

Health professionals increasingly become key players in the transitional 

psychological well being of the child, adolescents and young adults, offering support 

with the arising emotional and physical challenges following maturation as well as 

sometimes disease.  
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Young adults varied greatly in their perception and or intensions of HIV positive 

status disclosure. Young adults were conscious and concerned about the rejection and 

HIV stigmatization that might come if they were to disclose their HIV status to a 

partner. Some like Irene had already experienced rejection.  

Interestingly, young adults who have lived longer with HIV and were also 

involved in counseling or peer support groups (Abigail, Michael, Clint, and Ruth) 

shared a more resolved view that disclosure is an important thing regardless of the 

outcomes of their honest. These young adults felt that it was their responsibility to 

protect their sex partners from contracting HIV. On the other hand, Samson, Pauline 

and Irene only recently diagnosed and not part of any peer support group were more 

concerned with the complexities and consequences of disclosure, and gave no indication 

of disclosing their status to potential sexual partners outside their unions. These young 

adults in fact knew of their HIV positive status prior to their current relationships but 

did not disclose their status until their relationships had been established and sexual 

activity had already taken place. 

Public health practice may be improved by addressing barriers to disclosure, and 

establishing personal and social support networks to help young adults deal with 

indentified barriers. Until these young adults feel ready and confident to deal with the 

negative outcomes of disclosure, and are able to find other survival alternatives to care 

for themselves, taking the responsibility to protect others and reducing their 

transmission behaviors is unlikely.  

 Understanding how young adults living with HIV and AIDS differ from one 

another is prerequisite to improved public health practice. The literature describing HIV 
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and AIDS in Uganda includes surveillance that differentiates between young adults 

infected by contact with their mother and young adults infected by heterosexual contact 

(insert citation). The stories of the young adults in this research suggest that modes of 

transmission probably influence the mix of services a person needs to live a healthy life; 

the stories also suggest that even two people with the same mode of infection may have 

very different needs.     

Research is needed to determine how the route of infection changes both needs 

and effective responses to those needs. Research about the development and capacities 

of children and adolescents with HIV/AIDS are needed to better understand the unique 

situation of each person as they progress from child to adolescent to young adult 

thinking about partners and families. Such studies would be important to help health 

workers focus on the information and other support necessary for HIV-positive children 

and young adults to develop into healthy adults and assume adult roles in society.   

 

How do HIV-positive young adults think and feel about the HIV in their bodies? 

All of the participants in this study knew that they were HIV-positive. Despite 

this, the participants did not seem to think and feel the same way about the HIV in their 

bodies. Participants varied remarkably in how they were able to deal with the 

uncertainty of being HIV-positive.  

Michael, Ruth, Pauline, Barbara and Abigail illustrate how they have used their 

knowledge of HIV to determine and make informed healthy choices that benefit self 

and others. Michael particularly illustrates an understanding of the HIV in his body that 
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allows him to make the best of his life while protecting others and assuming adult roles 

in society.   

Regina and Clint‘s perception of the severity of HIV in their bodies on the other 

hand resulted in debilitating emotions. These two individuals described living passively 

and in isolation with a futile outlook. Regina and Clint‘s suicide ideation or attempts 

were very different from young adults like Michael and Ruth who believed and felt that 

HIV was a manageable disease and that they would live long and productive lives. 

Michael and Abigail seemed to attribute their positive outlook with their participation in 

HIV-post-test-clubs. Even though all of the young adults have some similar emotional 

anxieties regarding the uncertainties of the future, their responses varied from person to 

person. 

Helping young adults living with HIV to feel informed hope about the future is 

important to improved public health practice.  Health professionals engaging in 

education and counseling must find ways to dispel the fear and confusion experienced 

by young adults who are HIV-positive; young adults need increased understanding of 

the physical, social, psychosocial and economic aspects of HIV and AIDS. With 

accurate information young adults may find hope about the future.  

How are young adults like Michael able to build and use knowledge to cope 

with both the cognitive and affective concerns that arise from living with a fatal 

disease? How is Michael able to set goals, and build a positive and hopeful sense of the 

future? Further research is needed to explain Michael and young adults like him who 

hope for the future and develop abilities to cope with the health threats of HIV and 

AIDS. 
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How do young adults think and feel about the support and care received from 

others? 

All of the participants shared their appreciation and dependence on family 

members, health professionals, peer support groups, and social support organizations in 

managing life with HIV/AIDS.  

Young adults felt that they benefited from free treatment, counseling, material 

supports like mosquito nets, and education about living positively with HIV; education 

about nutrition, dealing with opportunistic infections, prevention of mother to child 

transmission, and basic hygiene practices were described as helpful. Young adults made 

claims that the support and care of family and health professionals was invaluable in 

decreasing stress and enhancing their coping with the demands of living with HIV.  

Combinations of the following support systems were more beneficial than a 

single support system: parents, grandparents, siblings, spouses, cousins, aunts, uncles, 

employers, customers, other workers, close friends, other HIV-positive persons, 

counselors, educators, clinicians, and clergy.  

Young adults identified some barriers to receiving treatment and counseling 

services in the primary care health clinics. Young adults were concerned about the lack 

of privacy and stressed that this was a major barrier to their utilization of HIV/AIDS 

health services. Irene and Samson for example perceived the lack of privacy as 

involuntary and unplanned disclosure with potential stigma and discrimination in public 

or private relationships. For Irene, the discomfort of publically seeking HIV/AIDS 

services diminished her otherwise positive experience at her primary care health clinic. 
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She struggled with the constant dread and worry of being seen by a relative, friend or 

neighbor whom she was not yet ready to disclose her HIV positive status too. 

Samson knew of other HIV positive young adults in need of medical services 

avoiding contact with the health center testing, treatment and care programs because his 

infected peers did not want to be seen seated on long lined benches outside the HIV 

treatment service facility.   

Using the concerns of young adults to improve the delivery of services is the 

next logical step in Uganda‘s persistent efforts to control this epidemic. Free screening 

and ART care must be free of the stigma and discrimination associated with disclosure. 

HIV and AIDS services must be promoted and easily accessible while not inadvertently 

disclosing an individual‘s status.  Integration of HIV and AIDS services into any source 

of care at any time will improve access and protect privacy. While this research does 

not measure the extent of concerns about privacy, it is hard to think of privacy as a rare 

concern.   

Participants identified a difference between formalized support in urban and 

rural settings. Irene, Pauline, Samson and Barbra living in the rural areas expressed 

feelings of being isolated and alone in facing challenges specific to young adults. They 

knew of existing adult support groups in their village, but were quick to mention that 

these groups did not address challenges specific to their dilemmas as young adults. 

Additionally, membership to these adult support groups required paying money which 

the young adults did not have. In comparison, Abigail and Michael  described the 

importance of young adults support forums in their urban community; the forums were 

integral to reducing the isolation that comes with HIV stigmatization, dealing with 
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emotional baggage, coping with fear and hopelessness after diagnosis, and dealing with 

peer pressure.  

Public health practice may be improved by expanding formalized support 

opportunities for rural young adults. Again, because HIV/AIDS is associated with 

social, psychological, and behavioral stressors, social support is critical to enhancing 

young adult‘s coping patterns, positive psychosocial outcomes and improving overall 

health status.  

Public health efforts to prevent future infections may be improved by renewed 

enthusiasm for efforts to support persons who are already infected. All future infections 

will necessarily come from contact with persons who are already infected. Participants 

in this research who described social support also seemed more interested in behavior 

change and HIV prevention, continuing treatment and care, and reducing high-risk 

behaviors, including unprotected sex. 

The comments from young adults who are HIV-positive suggest that research is 

needed to explain how social support improves the performance of adult social roles 

including self-care and care that protects others.   

More research is needed about how HIV patients perceive professional services. 

While happy and satisfied young adults are important, often health professionals have 

little idea of how patients perceive them and or the services, and more importantly, if 

services are effectively addressing indentified needs as well as changing behaviors. 

Young adult‘s satisfaction or dissatisfaction allows them to the needed voice to express 

their concerns, which can help medical professionals improve services. But this does 

not necessarily reflect the effectiveness of services to change behaviors. 
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How do young adults think and feel about their needs and self care specifically 

related to their sexual and reproductive health? 

None of the young adults who have been living with HIV since birth are 

sexually active. All were sufficiently healthy to be sexually active. All expressed a 

maturing interest in sexuality, and expressed the desire to be in intimate relationships in 

the near future. The decision to be sexually active and have children of their own 

revealed some differences; persons felt and thought differently about both their 

responsibility to prevent HIV transmission and the interpersonal complexities of 

disclosure, use of condoms, and being truthful.  

For Clint who had been infected since birth, these considerations caused feelings 

of despondency. He had no desire to start a relationship with an HIV-positive partner 

because he thought being one of two parents who might die before the child is grown 

would be wrong. If both parents become sick, Clint could not accept leaving a child this 

way. If on the other hand, he partnered with a woman who was not HIV-positive and he 

transmitted the virus to her, the accompanying guilt and shame would also be 

unacceptable to him.  

By contrast, Michael and Ruth thought it seemed easier and logical to find HIV-

positive partners, practice protected sex, and take action to prevent mother-to-child 

transmission as they sought to have children of their own. These young adults felt 

positive that when the time comes, they will utilize all the necessary sources of help to 

create and maintain good family lives.  
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Young adults infected during sexual activity as young adults were sexually 

active under varying circumstances. Barbara, Pauline and Abigail‘s narratives 

illustrated three women who each had one partner, who each reported being faithful to 

that partner and who each became infected with HIV. Barbara was aware of her 

partner‘s extramarital affairs, and despite her efforts he refused to use condoms in their 

marriage. Barbara also understood the dangers of further HIV re-infection and she felt 

bound to the cultural expectation that a woman should live in sexual submission to her 

spouse. She feels powerless to negotiate condom use in her relationship. Irene and 

Samson each reported multiple partners, and neither reported using condoms regularly. 

Irene and Samson do not disclose their HIV status to their sexual partners. 

Each of the adults who were infected in adult life has children. While this has 

little effect on Samson‘s reproductive health, it seems more important for his wife and 

each of the other women participants. The women choose to deliver their infants in the 

hospital, and they take steps to prevent the infection of their children. 

Public health practice may be improved by greatly expanding the alphabet of 

ABC.  It is not enough to abstain, be faithful, or use condoms correctly; we must do all 

three and much more. As already mentioned, there should be an S for support, an R for 

rural, a P for privacy, an N for promoting testing and partner notification. There should 

be a U for universal practice of prevention. There should be an F for a fairness that 

would imply if women like Barbara, Abigail, and Pauline are being faithful, then their 

husbands would do the same. To be successful, we should not be shy about using every 

letter in the alphabet to tailor our response to different individuals and different 

circumstances. 
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Researchers should undertake additional studies to address opportunities about 

how to best implement HIV behavior change interventions that use individual behavior 

change and community level change to establish new social norms. 

 

How do young adults think and feel about their preventive knowledge and 

practices?  

Participants varied in their feelings and practices of maintaining their health, but 

all shared common knowledge of maintaining health, taking medications, and protecting 

others while avoiding reinjection. Samson, Irene, Pauline, Michael, Ruth and Abigail 

each described their knowledge, eating and resting practices, medication practices, and 

practices for preventing transmission. Pauline Abigail and Michael particularly focused 

on their physical and mental health, mentioning practices like reducing stress, eating 

well, drinking clean water and preventing malaria; Samson, Irene and Barbara‘s 

concerns included sexual and reproductive health practices.  

Feelings and thoughts regarding sexual health practices varied depending on 

each person‘s marital or relationship status. Michael and Ruth who are both unmarried 

are still abstaining from sex, but felt certain that when the time was right they would use 

condoms with their partners to prevent HIV transmission. Barbara, Abigail and Irene 

are parenting but varied in other ways. Barbara‘s husband controls their sexual 

interactions and he is inconsistent in his willingness to use condoms; Barbara heard 

rumors of his extramarital affairs and learned of her infection when she sought testing.  

Abigail‘s only older partner and husband was the source of her infection with HIV.   

Irene‘s relationships with more partners helped her meet needs for food, housing, and 
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other resources, and her partners were not interested in consistently using condoms. 

Samson‘s inconsistent condom use on the other hand was personal preference. Samson 

was keen on using condoms outside of his union, but found it difficult to use condoms 

with his wife. Samson shared his knowledge that correct and consistent condom use is 

key for preventing the further spread of HIV.  

Ruth, Pauline, Irene, Abigail and Samson expressed actions and or intentions to 

seek professional help with family planning and antenatal care, and to plan on having 

hospital child deliveries to reduce the risk of mother to child HIV transmission. 

Samson, Irene, Pauline, Barbara and Abigail made a critical observation that 

while prevention practices were vital for their well-being, preventive education alone 

was not enough. Many stated that ―being poor‖ was a major obstacle to practicing 

healthy choices. Participants complained about a lack of opportunities for making 

money, and health problems interfered with whatever employment that was available; 

without steady income severe food shortages were common. Samson, Barbara and 

Pauline wanted to maintain good nutritional practices, but found it challenging to 

consistently maintain a good diet over extended periods of time because of their limited 

resources. These rural young adults worried often about the lack of regular food and 

fluids; potable water was not free. For some young adults like Ruth, the lack of food 

further complicated adherence to complex medication regimens and she resorted to 

skipping medication to avoid the undesirable drug side effects. 

All of the parenting young adults: Samson, Irene, Pauline, Barbara and Abigail, 

lamented the lack of access to alternative self development opportunities. They 

expressed the need for gainful employment and financial assistance in the form of loans 
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to establish small manageable businesses. Young adults pointed out ways in which they 

would benefit from such financial opportunities. Samson intended to start a barber shop, 

Irene hoped to own a household item kiosk, and Abigail wanted to start a used clothing 

kiosk. 

Public health practice may be improved by addressing the multiple health and 

socio-economic burdens identified by young adults. Public and private organizations 

can make a difference in the lives of young adults living with HIV/AIDS. While having 

a job has no obvious relationship to viral transmission, Irene could choose work that did 

not involve HIV transmission. Young women who were dependent on partners for 

income are powerless to negotiate relationships or basic condom use. Employment also 

allows adequate nutrition to sustain persons adhering to antiretroviral therapy.  For each 

of these young adults, it does not matter if they work for a public or private employer; 

some would be willing to start their own businesses given the opportunity and 

financing.  Employment is not about women or men, but about young adults assuming 

adult roles in a way that strengthens the society. 

Recognizing the potential value of employment to each of the young adults 

living with HIV leads to research about testing health outcomes in populations with 

different employment experience. For those who accept the relationship between 

employment and health they may find it more helpful to conduct research about the best 

ways to increase young adult‘s employment. 

Concluding Summary 

I have discussed what I discovered listening to nine young adults tell about their 

lives with HIV and AIDS. The participants are not a representative sample, but their in-
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depth stories may be useful in increasing our understanding, identifying gaps and 

barriers, and making practical recommendations to improve public health responses in 

the provision of care, support, treatment and prevention for young adults living with 

HIV. 

The following recommendations for public health practice and research are 

intended to be helpful in efforts to prevent HIV transmission and minimize the effects 

of AIDS in Uganda: 

1. Public health practice may be improved by addressing barriers to disclosure, and 

establishing personal and social support networks to help young adults deal with 

indentified barriers to testing and disclosure.  

2. Public health practice may be improved by increased effort to understand how 

young adults living with HIV and AIDS differ from one another.  

3. Research is needed to determine how the route of infection changes both needs and 

effective responses to those needs.  

4. Research about the development and capacities of children and adolescents with 

HIV/AIDS are needed to better understand the unique situation of each person as 

they progress from child to adolescent to young adult thinking about partners and 

families.  

5. Public health practice may be improved by helping young adults living with HIV to 

feel informed hope about the future.  

6. Health professionals engaging in education and counseling must find ways to dispel 

the fear and confusion experienced by young adults who are HIV-positive; young 

adults need increased understanding of the physical, social, psychosocial and 
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economic aspects of HIV and AIDS. With accurate information young adults may 

find hope about the future.  

7. Further research is needed to explain why Michael and other young adults like him 

have so much hope for the future and how they developed their abilities to cope 

with the health threats of HIV and AIDS. 

8. Public health practice may be improved by expanding formalized support 

opportunities for rural young adults.  

9. Public health efforts to prevent future infections may be improved by renewed 

enthusiasm for efforts to support persons who are already infected.  

10. The comments from young adults who are HIV positive suggest that research is 

needed to explain how social support improves the performance of adult social roles 

including self-care and care that protects others.   

11. More research is needed about how HIV patients perceive professional services.  

12. Public health practice may be improved by greatly expanding the alphabet of ABC.  

It is not enough to abstain, be faithful, or use condoms correctly; we must do all 

three and much more. 

13. Researchers should undertake additional studies to address opportunities about how 

to best implement HIV behavior change interventions that use individual behavior 

change and community level change to establish new social norms. 

14. Young adult‘s employment may play a major role in supporting self-care and the 

adoption of preventive practices.  

15. Research about promoting young adults employment and the health effects of young 

adult‘s employment may be helpful in public health practice. 
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After listening to the experiences shared by the young adults living with HIV, I 

have learned that young adults living with HIV are a diverse group, with diverse 

circumstances, needs and priorities. Despite the small number of young adults in this 

study, these nine stories clearly illustrate these differences and therefore suggest the 

need for different approaches to meeting these needs. Prevention and intervention 

efforts may be most helpful when those efforts are tailored to the specific needs of 

individuals. This may sound expensive, but because not everyone needs to receive all 

resources to live long and healthy productive lives with HIV, it would be cheaper to 

customize care.  
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To: Pamela Mukaire 

  

From: Bart Van Voorhis, Coordinator 

 Institutional Review Board (IRB) for the 

 Protection of Human Subjects 

 

Date: April 21, 2009  

 

Re: RESEARCH PROTOCOL SUBMITTED TO IRB 

 

The IRB Executive Committee has reviewed your proposed research project entitled: 

―The Experiences of Young Adults living with HIV in Uganda.‖ Because your 

research proposal will place human subjects at minimal risk, the protocol has been 

approved under the expedited review category with the following recommendation: Per 

the IRB coordinator ―I want to let you know that the IRB has the authority to waive 

signed consent, and I think your research would qualify. I am concerned that 

participants may not want to sign a document that identifies them as HIV. I have 

included an excerpt from the Federal Guidelines (45CRF46) pertaining to informed 

consent. I think your project would fit under (C)(1).‖ 

 

(c) An IRB may waive the requirement for the investigator to obtain a signed 

consent form for some or all subjects if it finds either: 

 

(1) That the only record linking the subject and the research would be the consent 

document and the principal risk would be potential harm resulting from a breach 

of confidentiality. Each subject will be asked whether the subject wants 

documentation linking the subject with the research, and the subject's wishes will 

govern; or 

 

(2) That the research presents no more than minimal risk of harm to subjects and 

involves no procedures for which written consent is normally required outside of 

the research context. 

 

In cases in which the documentation requirement is waived, the IRB may require 

the investigator to provide subjects with a written statement regarding the 

research.   

 

 We do not require you to resubmit any response to this recommendation.  

 

You may collect data once you have completed making the changes listed in the above 

recommendations. Remember to provide participants a copy of the consent form and to 
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keep a copy for your records. Consent documentation and IRB records should be 

retained for at least 3 years after completion of the project. 

 

Please note that approval is for one year only, from the date of this approval letter. If 

the project continues for more than 12 months, an IRB renewed approval must be 

requested. This renewal should be applied for at least one month prior to your one 

year expiration. 

 

Contact me if you have any questions concerning these items. 

 

Good luck with your project. 

 

 
 

cc: IRB File  

 Robert Jecklin, Faculty Advisor 
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1. Age  18 years                              22 years 

 19 years                              23 years 

 20 years                              24 years 

 21 years  

 

2. Have known my status for   6 months                            3 years 

 1 year                                 4 and more 

 2 years                        

 

3. Transmission   Prenatal 

 Non prenatal 

4. District   

5. Marital/Relationship status  Married 

 Co-habiting 

 Dating  

 Not in a relationship 

 

6. Length of relationship  2 months                           2 years 

 6 months                           3 years  

 I year                                 4 years and                       

000000000000000000      ooo    more                                

7. Living arrangement  Alone 

 Friends 

 Parents/relatives 

 Other: 

______________________________ 

 

8. How many children do you have?                                                            

9. Education status and highest level of 

attainment  
Status                                     Level  

 No education                     Primary 

 In School                           Secondary  

 Dropped out                     Tertiary/Uni  

 

10. Employment   Employed  

Type: 

_______________________________ 

Length of employment:       ________ 

Income approximation: _______________ 

 

 Non employed  

Length of non employment:       ________ 

11. Source of support  Spouse 

 Family/Relatives 

 Friends  

 F/CBOs:      ________ 
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DATA COLLECTION INTERVIEW GUIDE 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



143 

 

The interview will be guided to elicit information in the areas that participants choose to 

talk about:  

 

Introduction: Seven Story Focus areas  

 Discovery and the meaning of HIV to one self (Infection, diagnosis, disclosure 

experiences) 

 Young adults everyday experiences living with HIV/AIDS (state of health, 

illness or medication experiences, self care and management  

 Changes influenced by living with HIV – attitudes, knowledge, perceptions, 

behaviour and life style alterations 

 Support and care received - young adults interactions within the family and with 

peers and health professionals experiences 

 Stories of application  or the lack of application of preventive knowledge and 

practices 

 Sexual and reproductive health needs, desires, intentions, fears, and practices 

eexperiences  

 Motivational experiences for behaviour change and future plans 

 

The interviewer will pace each topic to last from 5 to 15 minutes accordingly.   

 

 

 

THE INTERVIEW GUIDE 

 

Rapport – choose from 5 of these 
a) Tell me what has brought you to this point in your life.‖   

b) Where were you born and raised?‖ 

c) Where have you lived?‖ 

d) How much time did you spend in school?‖ 

e) What kind of work have you do or have you done in your life?‖ 

f) What do you do for recreation?‖ 

g) How long have you stayed there? 

h) What makes this place special to you? How and why did you choose to live 

here? 

i) What are some of the fun things to do around there? 

j) Tell me a little about your family 

 

Discovery and meaning of HIV/AIDS 

Now, I am going to ask you some questions on how you discovered your status and 

what you knew about HIV then and or now. 

 

1. How did you discover that you had HIV?  

 How long ago was this?  

 How old were you at the time? 

 Who told you that you had HIV? How?  
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2. What was happening in your life when you found out you had HIV? 

 

3. What were the circumstance leading to you decision to take the test?  

 Why did you take the test?  

 

4. Tell me about your experience taking the test  

 What was that like?  

 

5. How did you react to the diagnosis? 

 Tell me a story about that experience of learning you had HIV? 

 

6. How did you feel when you learned of your status? Did you believe the results? 

Where you alone or did you go with a friend? 

 

7. How did you receive these results?  

 

 What was the discussion like?  

 Did you ask the health professional any questions?  

 Did the health professional answer your questions?  

 Did that change how you felt? How? In what ways? 

 

8. What did you know and think about HIV at the time? Why?  

 What experiences led to that thinking and knowledge? 

 

9. Before then did you have any suspicions you might be infected? Why and why not? 

 

 

Disclosure and presentation 

Now, I’m going to ask you some questions related to how you disclosed your status to 

others 

  

10. Did you tell anyone about your status when you first found out? 

 Who did you tell and how did you decide on whom to tell? 

 

11. What was the experience like; thinking and deciding who to tell first?  

 

12. How did you think they would respond; what they‘d think, feel, act?  

 

13. Where you surprised at how they responded?  

 What did you think about their response, opinions? Why? 

 

14. Do you tell people about your status now?  

 What do you tell them, how do you tell them and how do they react? 

 

15. Do you relate or act differently around those people who know you have HIV? 
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16. Have you ever concealed that fact that you have HIV in any situation?  

 If yes what sort of situations? Why?  

 How did you handle that?  

 How about in situations where this information was requested or expected?  

 

17. Under what circumstances and situations do you tell other people about your status?  

 In what situations do you not tell them? 

 

 

Life after diagnosis 

Now, I’m going to ask you to talk about your experiences after your diagnosis  

 

18. When you think of HIV now, what do you think of? 

 

19. How was your life different before you found out you had HIV? 

 

20. How would you describe your life before and after knowing that you were HIV 

positive? 

 Has HIV changed your life? If so, how did it change? (feelings about self, 

life, others). 

 Why did you, or do you feel that way?  

 How would you describe your life now?  

21. Did you notice any immediate changes in your behaviors after your diagnosis? Like 

what? 

 

 

Impact of HIV 

Now, I’m going to ask you some about how you think HIV has impacted you and 

what kind of impact it has had on you 

 

22. Did the discovery affect your life? How?  

What effect does having HIV have on your life? How so?  

 

23. How does having HIV impact your identity if at all? 

Can you tell me a story of any such effect to help me understand?  

 Has HIV impacted the way you describe or think of yourself? If so, how? 

 

24. Are you any different since you were diagnosed with HIV? If so, how? 

 

25. Do you still ask yourself questions?  

 Wonder why this happened to you?  

 How do you answer? 

 

26. Have you made any major decision for change because of your status? (calling off a 

relationship, moving homes, neighborhoods, schools, work, church?) 

 Have you made any life style changes? 
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27. How has HIV changed your relationships with others? 

 

28. Has HIV changed the way you see other people? How 

 

29. In your opinion, has HIV changed the way other people see you? If so, how? 

 

30. Has the way you see the world changed since you were diagnosed? If so, how? 

 

31. Have your life goals changed since you were diagnosed with HIV? If so, how? 

 

32. How has HIV changed your personal value system? 

 

33. How have your beliefs about the future changed since you were diagnosed? 

 

 

Stigma and discrimination 

Now, I’m going to ask you some questions related to some of the negative and unfair 

treatment you may have experienced as a result of having HIV 

 

34. Does it matter to you that other people know you have HIV? 

 

35. Under what circumstances and situations do you tell other people about your status?  

 In what situations do you not tell them?  

 Please give me some examples of experiences where you have had to 

disclose or not to. 

 

36. Do you think that people (who) relate to you differently because you are HIV 

positive? How?  

 And why do think that is?  

 How does this impact on your life?  

 How would you rather be treated? 

 

37. Could you tell me about a time that you felt discriminated against or mistreated 

because of having HIV disease? OR Have you ever been discriminated by anyone; 

schoolmates, workmates, neighbors, family?  

 Can you please describe the experience to help me understand it better?  

 How did that make you feel? 

 

 

Self management  

Now, I’m going to ask you to tell me about some ways you have taken care of yourself  

 

38. After discovering you have HIV, were there any changes you had to make in your 

life? 

 Please tell me about them.  
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 Why did you have to make these changes? (causes and factors of change – 

self, family, spouse, job, school, health care/ facility? 

 

39. How do you feel about yourself as a result of these changes in your life?  

 Why do you feel like that? 

 

40. Had you revealed your status then?  

 If not, did you have to explain these changes to anyone?  

 Who did you talk to, what did you tell them and why?  

 How did they respond? 

 

 

Support and care 

Now, I’m going to ask you some questions about the support you receive from other 

people and/or organizations 

 

41. Do you ever talk to anyone else about your fears, concerns?  

 Who do you talk to?  

 Do they also have HIV? Does it help? 

 

42. What do you think people who do not have HIV think about HIV, particularly the 

things that concern you the most?  

 Do you think they know what HIV is? 

 

43. What else do you do to cope with these emotions? 

 

44. Who do you turn to for support? 

 

45. Have any of your friends, family members, made any adjustments in their lives or 

circumstances to help you cope with having HIV?  

 What exactly was the issue you needed help with?  

 What kinds of things did they do or have they done? 

 

46. How and or who meets your financial needs? What kinds of needs are these? 

 

47. Have you heard about and or attended any support groups for people living with 

HIV and AIDS?  

 

Where? By whom?  

How did you learn about the group?  

 Why did you decide to go/join?  

 What was the experience like?  

 Did you find it helpful to you? In what ways?  

 Would you consider going back?  

 Would you recommend it to anyone else? 
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48. Do you any other persons with HIV?  

 Who are these persons?  

 Have you discussed any HIV related concerns with them?  

 What kinds of things did you talk about?  

 What was that like? 

 

49. Which institutions like clinics, churches, organizations, etc. contribute towards care 

and/or the lack thereof as you experience it?  

 Can you tell me a story to explain how? 

 

50. How do you feel about their ideas for care and support for you and maybe even 

others infected with HIV? 

 

51. What would it mean to you if your church, clinic, or care organization made the care 

to persons living with HIV their highest priority?  

 

OR 

If the organizations in your community, let‘s say the church, clinic, or care organization 

made the care to persons living with HIV their highest priority, what would you say 

they focus on the most?  

 

52. Tell me a story about your experience of care and/or the lack of care that are 

different from what you have told me so far 

 

53. If you could have been in charge of your experiences concerning care and/or the 

lack of care, what would you have done differently?  

 

 

Relationships of intimacy 

Now, I’m going to ask you some questions related to your intimate relationships or 

intentions of a relationship. 

 

54. Have you spoken to your boyfriend/spouse about you‘re his status? If not why? If 

yes, what was their reaction? Did it change your relationship? How do you feel 

about it? 

 

55. Is he also infected with HIV?  

How did he know?  

 Has been tested?  

 

56. Did your status/ or his status cause any changes in your relationship?  

 What sorts of changes? 

 

57. How often since disclosure have you or do you talk about your being positive? 

 

58. Were you and are you still sexually active?  
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59. Do you use any methods to prevent further infection from sexual activity?  

 Which methods?  

 

60. Do you think your status has any implications on your shared future? 

 How?  

 Why and why not?  

 In what ways?  

 

61. Have you talked about the future and the implications of your status on your shared 

future? (children, marriage, e.t.c.) Why and why not? 

 

62. What kinds of anxieties does your status bring about in your relationship? 

 

 

Needs and challenges 

Now, I’m going to ask you to talk about some of your needs and challenges living 

with HIV 

 

63. Are there any challenges, difficulties, and needs in your life now or in the past that 

were / are as a result of your status?  

 What are these? Please tell me a story to help me better understand?  

(a) been admitted to hospital (b) withdrawal and or attempted suicide, (c) lost one or 

both parents due to HIV (d) how soon they got started on ARVs 

 

 How did you cope?  

 Who did you look to for help?  

 Who would you have wanted to help and why?  

 Where you able to talk to them? Why and why not? 

 Where they able to?  

 

64. Are there any other special ways or things you do to help you cope with the above 

named challenges? 

 

65. Have you sought or ever considered seeking professional help from any 

organization that support positive living?  

 What kind of help?  

 From what kind of processionals? 

 Would you consider going back? Why and why not? 

 

66. Have there been times, situations in your life when having HIV has been especially 

difficult and troublesome? Please tell me about these times. 

 What kind of support might you have wanted and why? 

 

67. What would enable you to cope better with all the dilemmas, needs, concerns and 

problems you have shared with me?  
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Anxieties and fears 

68. Has having HIV kept you from doing anything you want to do? Please tell me about 

it? 

 

 

Motivation: Goals and future plans 

Now, I’m going to ask you about your goals and plans for the future 

 

69. Would you say you‘re HIV status has affected your outlook on life or stopped you 

from doing anything you might have wanted to do? If yes how?  

 

70. Have you made any major decision for the future because of your status?  

 

71. Do you have goals for the future? What are your future goals? What goals have you 

made for the future? 

 

Closing 

72. Is there anything else that you‘d like to tell me about?  

73. Do you have any questions for me? 

 

Thank you so much for your time and for sharing your story with me.  

 

Luganda translated probes 

a. Would you explain further? okunyonyola 

b. Would you give me an example of what you mean? - ekyokulabirako 

c. Would you say more? - kyongeleko 

d. Tell us more. - yongerako 

e. Is there anything else? – waliwo ekyilala? Ebilala? 

f. Please describe what you mean. – kyi kyo tegeza? 

g. I don‘t understand. – Sitegede bulungi, ntagalizamu 

h. How differently do you see that? –  gwe okyilababulala otya? 

i. Does anyone else see that differently? – waliwo akyilaba obulala? 

j. Has anyone had a different experience? – gwe ekyakutukako kyawukana kyitya? 

 

 

 

 




