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Summary of findings 

The ROAH-Uganda study sought to pilot a number of variables not used before in 
the African context.  It also aimed to examine social support, sexual behaviour and 
overall health status among older adults living with HIV.  In summary, the study 
validates the acceptability and feasibility of using these measures in this context and 
provides a basis for further research into older adults with HIV across the continent. 

The qualitative and quantitative results of the study reveal that, despite their HIV 
status, about 60% of respondents rated their health as ‘excellent’ or ‘good’.  This is 
perhaps related to the fact that almost all respondents were accessing treatment 
and, in qualitative interviews, participants highlighted the relatively high quality of 
care available to them.  At the same time, respondents self-reported on average five 
co-morbid conditions.   

Both the quantitative and qualitative components of the study identified considerable 
challenges for older people living with HIV in Uganda.  Approximately 40% of 
respondents showed some level of clinically significant symptoms of depression. 
This was confirmed in the qualitative interviews where a number of interviewees 
highlighted feelings of hardship, anxiety and loneliness driven by a combination of 
their HIV status and associated stigma, financial burdens and caregiving 
responsibilities.  In addition, older women, who have a significantly higher caregiving 
burden, worried about providing for the young people in their care. 

Levels of emotional support were generally seen as adequate by the majority of 
respondents but instrumental support – including financial support, help around the 
house, assistance with daily living – was needed by most.  Transport to health 
facilities was challenging for many and had the potential to hamper adherence to 
treatment and maintenance of health status. 
 
With regards to sexual behaviour, there were significant differences between men 
and women.  About half of older men living with HIV were sexually active compared 
to only 14% of older women.  Older men were also more likely to regard sex as 
important to their emotional and physical well-being.  Over half of respondents 
reported not using a condom with their spouse and the vast majority had disclosed to 
their partner suggesting that older couples were engaging in unprotected sex. 
The ROAH-Uganda study provides a clear path to strengthening the evidence based 
characterization of older adults living with HIV in Uganda, as well as other parts of 
Africa.  The study clearly demonstrates the feasibility and acceptability of this type of 
research and serves as a basis for future work that could highlight challenges and 
opportunities to respond to HIV among older adults. 
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Introduction 

Background 
Across the world, the HIV epidemic is having an impact upon those aged 50 years 
and older.  In sub-Saharan Africa, there are 3 million people living with HIV aged 50 
and older representing more than 13% of the region’s HIV cases [1-2].  Setel and 
colleagues assert the importance of “making everyone count by counting 
everyone,”[3] yet in the context of HIV, older adults are often ignored.  UNAIDS and 
the World Health Organization (WHO) annual HIV epidemic updates report on 
prevalence for those aged 15-49 and for children aged 0-14 and has done so for 
more than a decade [4].  The indicators used by the United Nations General 
Assembly Special Session on HIV/AIDS reporting cycle also focus on those aged 15-
49 and those aged 15-24 for some indicators [5].  The Millennium Development 
Goals HIV-related indicators require reporting on those aged 15-24 only [6].  
Demographic and Health Surveys that serve as the basis for much health-related 
evidence in developing countries generally only interview women aged 15-49 and 
men up to ages 54 or 59 [7].  The lack of attention to those aged 50 years and older 
is not only in terms of statistics but also in terms of prevention messaging and 
targeted programming which predominantly targets youth, pregnant women and high 
risk groups. 
 
Emerging evidence has suggested that even in resource-limited settings, almost 
normal life expectancy can be expected once on Anti-Retroviral Therapy (ART)[8]. 
Using Ugandan data, Mills and colleagues estimated the life expectancy of patients 
once they initiate ART and found that those who start ART at age 20 are likely to live 
an additional 26.7 years; at age 35, life expectancy was an additional 27.9 years and 
at age 50, an additional 24.0 years [ibid].  This makes clear that as ART coverage 
expands and as individuals are put on treatment at higher baseline CD4 counts and 
with improved regimens, life expectancy among PLWHA in Africa is likely to extend 
well past the age of 50.  In addition, recent evidence from the research of the 
MRC/UVRI Uganda Research Unit on AIDS has suggested that the health status of 
older adults on ART may actually be better than the health status of HIV-negative 
counterparts, because of the broader health care services those accessing ART 
receive [9-10].  
 
HIV infection is no longer a death sentence but has been transformed to a large 
degree into a chronic condition that can be managed.  With individuals now surviving 
for years on ART and with the upper limit of survival on ART unknown but certainly 
surpassing 15 years, those who were infected with HIV in their 30s and 40s are now 
surviving into their 50s and beyond.  In 2010 alone, 1.35 million people were put on 
treatment.  By 2012, 7.1 million people eligible for treatment were on ART with some 
countries including Namibia, Rwanda and Zambia already achieving coverage rates 
over 70% by 2010 [11-12]. 
 
The evidence of the long-term success of ART has important implications for the 
demographics of those living with HIV well into the future.  Hontelez and colleagues 
modelled the future trend of HIV over the 30 years from 2010 to 2040 in South Africa 
[13].  They estimate that HIV prevalence in people aged 50 years and older will 
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nearly double in that time period from 9% to 17% with the fraction of all HIV infected 
people who are aged 50 and older going up from 1 in 12 now to 1 in 4.  These 
projections reinforce the importance of understanding HIV among older adults as it 
will be central to the response over the coming years. 
 
In addition, sexual transmission among older adults has also been neglected in the 
prevention community [14-15].  Despite ageist attitudes that older adults are not 
sexually active [16], there is substantial evidence that people remain sexually active 
past the age of 50 and well into their 70s and  older [17].   
 
The ageing of the epidemic has considerable implications for prevention and care. 
Evidence confirms that HIV infection exacerbates the early onset of ageing related 
diseases including non-AIDS-related cancers, cardiac diseases, diabetes, 
intracranial haemorrhage, osteoporosis, and age-related visual impairment that will 
require integrated care and treatment responses [18-20]. 
 
Few service providers have planned for an ageing African population of people living 
with HIV. No one anticipated survival would extend into old age as resources were 
being targeted to the younger, `productive’ age groups.  However, with the 
increasing realisation of the ageing of the epidemic and the emphasis on non-
communicable disease responses, more evidence is needed to guide policy makers 
and service providers. 
 
As HIV enters its fourth decade and global population ageing accelerates, the 
intersection between HIV and ageing has become a topic for research and policy 
concern.   
 
Negin and Cumming, writing in 2010, calculated that 6.8% of older adults in Uganda 
were living with HIV[1]. This extrapolation is corroborated by emerging data from 
Uganda which confirms high rates of HIV prevalence among those aged 50 years 
and older.  The 2011 AIDS Indicator Survey found HIV prevalence of 6.6% among 
those aged 50-59 years [21]. 
 

Rationale for the study 
There is a lack of adequate data on the lived experience of older adults living with 
HIV.  As more and more people aged 50 years and older are living with HIV, more 
understanding is needed as to the challenges they face and ways to address them. 
 
The MRC/UVRI Uganda Research Unit on AIDS has an established reputation for 
their research in examining HIV among older adults in Africa and has a number of 
publications in this area [9-10, 22-23].  This study aimed to build on this existing 
research to strengthen and expand the evidence base, providing a solid base for 
future comparable work. 
 
This study aimed to test the feasibility of a number of measures that have not been 
used before in studies of older adults with HIV in Africa.  In this way, the study 
extends the body of knowledge on HIV and ageing on the continent and allows for 
comparison to developed country settings as well as future comparisons to other 
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proposed African settings in Zimbabwe, South Africa and Kenya.  The measures 
include: 

• CES-D 10 item depression scale is a widely used tool to measure depression 
in a wide variety of settings.  The measure has been used before in Africa[24-
25] including in Uganda[26-27] but not specifically among older adults. 

• The 13-item HIV Stigma Scale was developed by Sowell et al.[28] and further 
validated by Emlet [29] for use in older adults living with HIV/AIDS.  This scale 
has not been used with older adults in the African setting but would provide a 
direct comparison to work done elsewhere. 

• The HIV Medical Outcomes Survey (MOS-HIV) [30] is a widely used and 
accepted measure for health-related quality of life in the HIV population. The 
instrument takes approximately five minutes to complete and has 35 items 
that assess the ten dimensions of health in individuals living with HIV.  The 
tool has been validated in an African setting [31] and has been used in 
Uganda [32]. 

• The Positive Affect Negative Affect Scale (PANAS)[33] measures positive 
psychological functioning using self-report responses to a few questions.  This 
is separate from measuring depression and is a wider measure. The scale 
has not been validated in the African context. 

• In addition, there are a number of questions on caregiving both in terms of 
numbers and burden and a number of questions on social networks that are 
critically important to understanding the lived experiences of those with HIV. 

 

Objective and research question 
The objective of the research was to understand better the lived experience of older 
adults with HIV in Uganda and to determine their unmet social and service needs in 
order to improve their quality of life and access to healthcare.  Given the lack of 
empirical work in this area, our guiding research question was to examine the status 
of older African women and men living with HIV in terms of health status, access to 
treatment, treatment adherence, health-related quality-of-life, psychological 
functioning (depression and positive affect) social network characteristics, and 
sexual behaviour.  
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Methods 

This study comprised both quantitative and qualitative components.   
 

Quantitative Component 
The quantitative component was a pilot survey, designed to test a number of 
measures in the Ugandan setting.  This quantitative survey was conducted through 
face-to-face one-on-one interviews that took between one hour and one and a half 
hours to complete.  The survey assessed the level of unmet social and health 
service needs among a population of older adults with HIV.  The survey included 
selected items from standardised and validated measures to allow for comparison to 
other extant research. 

Participants 

Participants were eligible for the study if they are: 50 years of age or older, and self-
identify as a person with HIV.  We aimed to recruit approximately equal numbers of 
men and women.   

Sample Size 

We recruited a sample size of 101 people. The sample size was determined through 
power analysis based on effect sizes documented in the literature for the major scale 
instruments (CES-D 10 Item, Sowell Stigma Scale, MOS-HIV, PANAS positive 
affect). Effect sizes ranged from .23 (PANAS, Sowell Stigma, MOS-HIV) to .49 
(CES-D 10 Item). Sample size was calculated with statistical power set at .80 with an 
alpha rate of .05. For bivariate comparisons of mean differences by gender or 
between Uganda and other sites, a sample size of 128 is required. Using the same 
parameters for multivariate regression analyses (statistical power = .80, alpha = 
.05),a sample of 64 would be needed for models with up to 10 independent 
covariates and 90 participants would be needed to test models with up to 20 
independent covariates. Thus, the sample size was close to the minimum number 
needed to detect statistically significant differences based on either gender or 
country of origin. 

Recruitment 

The study recruited participants from the WHO-supported Wellbeing of Older People 
Wave 2 participants. Two-thirds of the participants were selected from the rural site 
and one-third from the semi-urban site. Interviewers approached selected participant 
to ascertain their willingness to take part in this new study. 

Study Setting 

The study was carried out in a rural area of Kalungu district, south-western Uganda, 
and peri-urban Wakiso district, located in and around the town of Entebbe near 
Kampala. 
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Interviewers 

The main interviewers, a man and a woman, were both aged in their late fifties.  
During the final three weeks of the survey, three experienced younger interviewers 
helped with data collection in order to meet the targeted sample size within the 
timeframe provided.  There were no reported problems with younger interviewers (in 
their 30s/40s) interviewing the older people. 

Ethical Considerations 

Ethical approval for the study was provided by the Science and Ethics Committee of 
the Uganda Virus Research Institute.  Overall approval was given by the Uganda 
National Council for Science and Technology. 
 
Written informed consent was attained from all participants prior to the interview and 
survey.  Interviews were conducted in the individual’s home or in a private room at a 
health facility or similar location. Because (1) the respondents had prior knowledge 
of their HIV status and (2) the ROAH-Uganda study ran concurrently with WOPS II-
involving both people living with HIV and HIV-negative respondents, the likelihood of 
involuntary HIV status disclosure was reduced.   
 
The findings from the survey will be used to inform possible improvements in health 
services for older adults living with HIV, through discussion of the findings with local 
health care providers, as well as providers at the national level.  This group has been 
neglected by the research community. Past experience has shown that older adults 
welcome the opportunity to share their experiences and to have someone listen and 
document their challenges. 

Compensation 

All older people who consented and participated in the study were compensated with 
a bar of laundry soap (4000 Uganda shillings).  

Data management  

The data were collected by use of paper questionnaires. All data were double 
entered using the Access program at the MRC offices.  Quantitative data cleaning 
was undertaken by the Statistics Section of the MRC/UVRI Uganda Research Unit 
on AIDS.   
 
Quantitative data analysis was carried out by the research team, led by ACRIA.  
Analytical teams in New York and Sydney provided support in terms of verified code 
for analysis of the established measures.  All analysis was a collaborative effort.  
Data analysis was done in SPSS.  Initial descriptive statistics were performed to 
check for errors, outliers and missing data.  Analysis was hypothesis-driven and 
focused initially on the measures and tools being used for the first time.  Cross 
tabulations by demographic characteristics were performed to assess differences by 
group in terms of health status, social situation and sexual behaviour. 

Statistical Analyses 

Univariate descriptive statistics were computed for all study variables, with measures 
of central tendency (i.e., mean and standard deviation; M, SD) for continuous 
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variables. For scale measures (CES-D, etc.) Cronbach’s alpha was calculated to 
examine inter-item reliability, and scale validity analysis was conducted using 
Pearson product moment correlations. Differences on study variables based on 
gender were tested for statistical significance using t-tests for continuous variables 
and Chi-square for categorical variables. Only statistically significant differences 
based on gender at the .05 level or greater are discussed in the text. Statistical tests 
were not conducted on multiple response items due to the lack of independence in 
cross-tabulated cells, namely, respondents could reply to more than one category. 
 

Qualitative Component 
Eleven individual in-depth interviews were conducted at the rural site and four at the 
peri-urban site by two experienced interviewers (both women) aged 56 years and 64 
years respectively. Interviews were tape recorded, with the participant’s agreement.  
An interview checklist was used consisting of broad topics such as  `care giving’ 
`sexual behaviour’ to serve as a memory aid for the interviewer.  All interviews were, 
however, conducted in the style of an informal conversation.  The interviewer 
transcribed and translated the taped interviews. 
 
A framework approach was used for the qualitative analysis. This involved 
developing a thematic structure for interpretation, under which material related to 
individual codes could be grouped.  For example thematic headings included themes 
such as “sexuality”, “becoming older” and “stigma”. 
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Results 
 

Part A: Feasibility of the quantitative component 
Overall, the questionnaire worked well within both the rural and peri-urban study 
area. No issues were encountered when translating the questionnaire from English 
to the local language, Luganda, and those administering the questionnaires reported 
having very few issues with the questions or the format of the questionnaire.  
Despite this, some challenges were encountered during the study period.  
Most interviews conducted took between 60 and 90 minutes to complete, with some 
interviews taking in excess of two hours, impacting upon the information obtained. 
Respondents often reported feeling tired during the latter stages of the interview, 
with some stating that they wanted to finish the questionnaire as soon as possible. 
This had a particular impact upon the information obtained from those sections 
located at the end of the questionnaire, especially the section regarding sexual 
behaviour. 
 
When administering the questionnaire, interviewers encountered difficulties when 
inquiring into the sexual activities of respondents, especially those that indicated that 
they were no longer sexually active. Debriefing sessions, conducted after the 
interviewers had returned from the field, revealed that respondents often complained 
about the repetitive nature of the questions being asked. Furthermore, several 
respondents were agitated when asked by interviewers as to the reasons that may 
influence their decision to have unprotected sex, citing that they had undergone HIV 
education and counselling sessions regarding sexual activity and the use of 
condoms, and were therefore never tempted to have unprotected sex. Similarly, 
those who had indicated that they were abstinent also became agitated with this 
question as they had already stated that they were no longer sexually active. This 
suggests, and based on our experience, qualitative methods may be better suited to 
collecting detailed information on older people’s sexual lives. 
 
The wording of some questions also proved to be problematic for those conducting 
the interviews. For example, when asking ‘Are you currently taking any medication 
(drugs) for HIV/AIDS?’ it was unclear whether the question being asked was 
specifically referring to the use of anti-retrovirals or whether the question was 
referring to any drug administered including the use of prophylactic agents. The 
question ‘Do you know if your partner has HIV?’ also led to uncertainty, as the way in 
which the question is worded is not asking as to whether the respondent knows the 
status of their sexual partner, but is instead asking what the status of their partner is. 
Whilst the answer to the question was easily identified for respondents whose sexual 
partners were also people living with HIV, for those respondents in a sero-discordant 
relationship, selecting the correct response was not as easy, as an answer of ‘Yes’ 
implied that their partner was also a person living with HIV, and an answer of ‘No’ 



 

13 
 

implied that they do not know their partner’s status. The question ‘How many of your 
neighbours do you know well?’ required interviewers to define what knowing a 
neighbour well meant in comparison to knowing a neighbour. 
 
In addition, there were some words in the scales in the questionnaire which were 
used to describe respondents’ different feelings and emotions which were difficult for 
participants to comprehend: `excited’, `enthusiastic’, `alert’, `determined’, `inspired’ . 
Although the English-Luganda translation was accurate, respondents found it difficult 
to describe their emotions in these terms especially if nothing special or unusual had 
happened during the past week. They often posed questions to the interviewers; 
`excited about what? Enthusiastic about what? Alert for what reason?’ 
 
When addressing the issues of disclosure and those to whom the respondents had 
disclosed, an opportunity was missed to collect information regarding why people 
had not disclosed their status to those close to them. When asking ‘If you have not 
told someone who is close to you about your HIV status, what are the reasons?’ the 
questionnaire advises to ‘skip if respondent has disclosed’. As the majority of 
respondents answered that they had disclosed to at least one person who was close 
to them, this question was rarely answered.  
 
A number of other issues arose during the administration of the questionnaire.  For 
the majority of the respondents, their main source of income is derived from the 
cultivation of their crops, which many reported either conducting alone or with family 
members, leading to issues when asked if they had disclosed their status to those 
that they work with. Continuing on from these questions when asked if they ‘Feared I 
would lose my job if someone found out?’ many respondents were unsure how to 
answer, as they did not perceive this cultivation as a ‘job’. However, adjusting the 
question to ask respondents if they feared losing this source of income should 
someone find out their status improved the applicability of the question to the study 
population. 
 
Use of terms within the current study area and their meanings also differed from the 
original study. A lack of understanding for some respondents regarding the 
difference between testing positive for HIV and being diagnosed with an AIDS 
defining illness, coupled with the nature with which the two terms are used 
interchangeably, resulted in many incorrectly answering when asked “Have you been 
diagnosed with AIDS?” requiring further clarification from interviewers. Similarly the 
use of the term ‘clinic’ also created confusion when asking about care and treatment. 
Within the current study area the term ‘clinic’ refers to a private health care setting, 
where one must pay to access services. When asked where they receive testing and 
treatment from, many respondents attending government and NGO facilities 
answered with the option ‘Other’, as they do not consider these facilities, which are 
fee free, to be clinics. 
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For some respondents belonging to the Baganda tribe, it is seen as inauspicious to 
count one’s descendants, for the act of counting invites death into the family. This 
belief became an issue when respondents were asked how many children and 
grandchildren they had, with those holding these beliefs refusing to answer the 
questions. 
 
Overall, these experiences that occurred from the administration of the survey are 
easily addressed through minor edits to the survey tool for future fieldwork in Uganda 
and elsewhere in Africa  
 

Part B: Findings 

Sociodemographic Characteristics 

Table 1 presents the socio-demographic characteristics of the sample.  

Table 1. Demographics of quantitative respondents 

Variable  Total  Men Women Statistic
  M  SD M SD M SD  
Age  61.0  7.8  63.4  8.6  59.3  6.8  t(99)=2.68, p<.01

               
  Total  Men Women Statistic
  N  %  N  %  N  %   

Gender  101  100.0  42  41.6  59  58.4  N.A. 
               
Age Group     

50 to 54  22  21.8  6  14.3  16  27.1  N.S. 
55 to 59  29  28.7  10  23.8  19  32.2   
60 to 64  24  23.8  12  28.6  12  20.3   

65 and older  14  33.3 12 20.3 26 25.7  
               
Marital Status              X2(3)=23.8, p<.001

Married  23  22.8 18 42.9 5 8.5  
Widowed  46  45.5 12 28.6 34 57.6  

Divorced/Separated  22  21.8  5  11.9  17  28.8   
Co‐Habitating  10  9.9  7  16.7  3  5.1   

Co‐Wife  0  ‐‐ 0 ‐‐ 0 ‐‐  
Multiple Wives  0  ‐‐  0  ‐‐  0  ‐‐   

Single/Nev.Married  0  ‐‐  0  ‐‐  0  ‐‐   
               
Education    N.S. 

None  15  14.9  3  7.1  12  20.3   
Primary 1‐7  66  65.3  29  69.0  37  62.7   

Secondary O‐levels  14  13.9  8  19.1  6  10.2   
Tertiary  6  6.0 2 4.8 4 7.1  
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Variable  Total  Men  Women  Statistic 
  N  % N % N %  

Literate              N.S. 
No  30  30.0  11  26.2  19  32.8   
Yes  70  70.0 31 73.8 39 67.2   

       
Work Status              N.A. 

Wages‐Full time  4  4.3  1  2.7  3  3.2  Multiple response 
possible 

Wages‐Part time  5  5.4  3  8.1  2  3.6   
Unemployed  5  5.4 2 5.4 3 5.4   

Retired  2  2.2  2  5.4  0  ‐‐   
Farming/Gardening  60  64.5  23  62.2  37  66.1   
House/Home Work  10  10.8  1  2.7  9  16.1   

Disabled  2  2.2 1 2.7 1 1.8   
Other  36  38.7  17  45.9  19  33.9   

               
Mobile Phone              N.S. 

No  15  14.9 7 16.7 8 13.6   
Yes (own phone)  65  64.4  30  71.4  35  59.3   

Yes (someone 
else’s) 

21  20.8  5  11.9  16  27.1   

               
Where Lives    N.S. 

City  0  ‐‐  0  ‐‐  0  ‐‐   
Town  2  2.0  1  2.4  1  1.7   

Trading Centre  8  7.9  2  4.8  6  10.2   
Village  91  90.1 39 92.9 52 88.1   

               
Lives Alone              X2(1)=9.1, p<.005

No  92  91.1  34  81.0  58  98.3   
Yes  9  8.9 8 19.0 1 1.7   

               
Household 
Composition 

            N.A. 
Multiple responses 
possible 

Spouse/Partner  27  29.7  22  64.7  5  8.8   
Parent  0  ‐‐  0  ‐‐  0  ‐‐   
Child  58  63.7 25 73.5 33 57.9   

Grandchild  59  64.8 16 47.1 43 75.4   
Sibling  13  14.3  6  14.7  8  14.0   

Other Family   4  4.4  0  ‐‐  4  7.0   
Friend  1  1.1 0 ‐‐ 1 1.8   
Other  12  13.2  7  20.6  5  8.8   

               
Note. M = mean; SD = standard deviation; N.A. = statistical test of gender differences not applicable; 
N.S. = gender differences not statistically significant. 
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This quantitative sample of 101 Ugandan older adults was comprised of 42 men 
(42%) and 59 women (58%). The sample ranged in age from 50 to 83 years-of-age, 
and the average age was 61. Women were significantly (p<0.01) younger than men 
on average (59 and 63 years, respectively). Twenty-two percent were between 50 
and 54, 29% between 55 and 59, 24% between 60 and 64, and the remaining 33% 
were age 65 and older. 

With regard to marital status, nearly half (46%) were widowed, with 23% reporting 
being married, 22% being divorced/separated, and 10% cohabitating (i.e., living with 
a partner but not legally married). Men were significantly more likely to report being 
married or cohabitating (42% and 17%, respectively) as compared with women (9% 
and 5%, respectively). In contrast, women were nearly twice as likely to be widowed 
as compared to men (58% and 29%, respectively), and nearly three times as likely to 
be divorced or separated (29% and 12%, respectively). 

Two-thirds of the sample reported a primary level education, 14% secondary 
education, and 4% a tertiary-level education, with 2% having gone to vocational 
school. However, approximately one-in-six reported no formal education. Lack of 
access to education was evident in literacy levels with almost one-third saying they 
were unable to read or write.  With regard to employment status, few reported 
working for wages either full- (4%) or part-time (5%). Approximately two-thirds 
engaged in farming or gardening. Nearly two-in-five reported some other occupation. 
Most responses in this category involved some sort of entrepreneurial enterprise, 
such as alcohol or craft sales and production. Over 85% either owned (64%) or had 
access to (21%) a mobile phone. 

Nearly all respondents (90%) reported living in villages, with 8% living in trading 
centres and 2% living in town; none were city dwellers. Nine-percent lived alone, and 
men were significantly more likely than women to live by themselves (19% and 2%, 
respectively). For those who did not live alone, households were primarily composed 
of spouses (30%), and children or grandchildren (64% and 65%, respectively). In line 
with differences in marital status, more men reported living with a spouse (65%) as 
compared with women (9%). A higher proportion of men also reported living with a 
child compared to women (74% and 58%, respectively), while greater proportions of 
women than men reported a grandchild in the household (75% and 47%, 
respectively).  

The qualitative sample comprised seven women and eight men. The average age of 
the women was 64 years, and of men 74 years. 
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Health Status and Access 

Table 2 presents general health status information and Table 3 presents HIV-specific 
testing and treatment information.  

Table 2. Health Status 

Variable  Total  Men Women Statistic
  M  SD  M  SD  M  SD   
Number of co‐morbid 
conditions 

5.3  3.0  5.2  3.3  5.5  2.8  N.S. 

         
  Total  Men  Women  Statistic 
  N  % N % N %  

Conditions               
Arthritis  45  44.6  15  35.7  30  50.8  N.S. 

Broken Bones  5  5.0 2 4.8 3 5.1  N.S. 
Cancer  1  1.0 1 2.4 0 ‐‐ N.S. 

Depression  42  41.6  14  33.3  28  47.5  N.S. 
Skin Problems  19  18.8  10  23.8  9  15.3  N.S. 

Diabetes  2  2.0 1 2.4 1 1.7  N.S. 
Hearing Loss  30  29.7  8  19.0  22  37.3  X2(1)=3.9, p<.05

Heart Condition  11  10.9  3  7.1  8  13.6  N.S. 
Hepatitis  1  1.0  1  2.4  0  0.0  N.S. 
Herpes  2  2.0 0 0.0 2 3.4  N.S. 

Hypertension  25  24.8  4  9.5  21  35.6  X2(1)=9.0, p<.005

Impotence      13  31.0  ‐‐  ‐‐  N.A. 
Menstrual Difficulties      ‐‐  ‐‐  1  1.7  N.A. 
Headaches/Migraines  49  49.0 16 39.0 33 55.9  N.S. 

Pneumonia  63  62.4  25  59.5  38  64.4  N.S. 
Nervous System   45  44.6  19  45.2  26  44.1  N.S. 

Neuropathy  25  24.8 9 21.4 16 27.1  N.S. 
Shingles  5  5.0  1  2.4  4  6.8  N.S. 

Respiratory  15  14.9  7  16.7  8  13.6  N.S. 
Staph Infection  9  8.9  3  7.1  6  10.2  N.S. 

Stroke  9  8.9 4 9.5 5 8.5  N.S. 
Vision Loss  57  56.4  24  57.1  33  55.9  N.S. 

Malaria  49  48.5  28  66.7  21  35.6  X2(1)=9.5, p<.005

Tuberculosis  3  3.0  1  2.4  2  3.4  N.S. 
STI  13  12.9 8 19.0 5 8.5  N.S. 

Other  34  34.7  14  33.3  20  35.7  N.S. 
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  Total  Men  Women  Statistics 
  N  % N % N %  

Self‐Rated Health              N.S. 
Excellent  14  13.9  6  14.3  8  13.6   

Good  46  45.5 21 50.0 25 42.4   
Fair  26  25.7 8 19.0 18 30.5   

Poor/Very Poor  15  14.9  7  16.7  8  13.6   
               

Note. M = mean; SD = standard deviation; N.S. = gender differences not statistically significant. Men 
(n=42), Women (n=59), N=101. 
 

Table 3. HIV infection, testing and treatment information 

Variable  Total  Men  Women  Statistic 
  M  SD M SD M SD  
Years since HIV 
diagnosis 

9.0  5.0  8.8  5.1  9.2  4.9  N.S. 

         
  Total  Men  Women  Statistic 
  N  % N % N %  

Where Tested for HIV              N.S. 
Hospital/Clinic  76  76.0  37  88.1  39  67.2   

Workplace  7  7.0  1  2.4  6  10.3   
At Home  3  3.0 0 ‐‐ 3 5.2   

Other  14  14.0  4  9.5  10  17.2   
               

How HIV Infected              N.S. 
Spouse  55  56.1 19 47.5 36 62.1   
Other  43  43.9  21  52.5  22  37.9   

               
CD4 Count (Valid %)    N.S. 

200 or Less  4  8.0 1 5.0 3 10.0   
201‐350  10  20.0  6  30.0  4  13.3   
351‐500  19  38.0  9  45.0  10  33.3   

500 or More  17  34.0 4 20.0 13 43.3   
               

CD4 Count Unknown  51  50.5  22  52.3  29  49.2  N.S. 
               

Aids Diagnosis    X2(1)=4.6, p<.05

No  40  40.8  21  53.8  19  32.2   
Yes  58  59.2  18  46.2  40  67.8   

               
On HIV Medication    N.S. 

No  2  2.0  2  4.8  0  ‐‐   
Yes  99  98.0  40  95.2  59  100.0   

               



 

19 
 

 

  Total  Men  Women  Statistic 
  N  % N % N %  

Difficulty with 
Medication 

            N.S. 

No  75  74.3  33  78.6  42  71.2   
Yes  26  25.7  9  21.4  17  28.8   

     
Note. M = mean; SD = standard deviation; N.S. = gender differences not statistically significant. Men 
(n=42), Women (n=59), N=101. 
 

Respondents were asked if they had experienced any of 26 health conditions in the 
previous year, and on average, 5.3 conditions were reported. The most frequently 
reported conditions were pneumonia (62%), vision loss (56%), then 
headaches/migraines and malaria (49% for each condition), nervous system 
disorders (45%) and neuropathy (25%), arthritis (45%) and depression (42%). 
Nervous system disorders and neuropathy were used somewhat interchangeably by 
respondents to refer to pain and tingling sensations in their bodies as opposed to 
neurological disorders such as Parkinson’s. Other prevalent self-reported disorders 
included hearing loss (30%), hypertension (25%), and skin or dermatological 
problems (19%). Thirty-five percent reported some “other” disorder, usually 
described as “backache” which is euphemistically used to convey generally not 
feeling well or “under the weather.” Women were significantly more likely than men 
to report hearing loss (37% and 19%, respectively) and hypertension (36% and 10%, 
respectively). However, men were nearly twice as likely to report malaria (67%) as 
compared with women (36%). 

On average, respondents had been diagnosed with HIV nine years ago, ranging 
from the past year to 23 years ago; 25% had been diagnosed within the past 5 
years. Three-quarters had been tested for HIV at a hospital or clinic, 7% at their 
workplace, and 3% at home. When asked how they had become infected with HIV, 
56% reported being infected by their spouse, while 44% reported another way, in 
almost all cases, sex with a casual partner. One-half of the sample did not know their 
CD4 t-cell count. Of those knowing their CD4 count, 8% reported counts of 200 or 
less, 20% reported counts of 200 to 350, 38% reported counts of 351 to 500, while 
one-third had counts of 501 or greater. Fifty-nine percent had received an AIDS 
diagnosis, and women were more likely than men to have received such a diagnosis 
(68% and 46%, respectively). Only two respondents were not taking any medication 
for HIV (i.e., anti-retrovirals or prophylactics). One quarter reported difficulty taking 
their HIV medications. When asked to rate their health, 14% considered themselves 
to be in excellent health, 46% in good health, 26% in fair health, while 15% 
considered their health to be poor or very poor. 
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The majority of the respondents interviewed in the qualitative study in the rural area 
reported using the MRC clinic when accessing treatment for their HIV infection, as 
well as for any other health complaint. Respondents who did not use the MRC clinic 
reported using local government health care centres, TASO and private hospitals. 
When talking specifically about being able to access ART, all respondents reported 
having no issues when accessing these drugs. Although the majority of respondents 
said they were thankful for ART and the improvement in their health since initiating 
treatment, two respondents did complain of having a high drug burden, with one 
women reporting that she was tired of taking drugs every day.  

When asked about their health, participants in the qualitative interviews stated that 
their main issue of concern was accessing transport to and from health care 
facilities. Most reported being unable to afford a boda boda (motorcycle taxis), one of 
the main sources of transportation in the study area. Whilst for most the main 
obstacle is the cost of the transport, one woman reported that due to the weakness 
she experiences, especially in the arms and hands, she was too afraid to use a boda 
boda, for fear of not being able to hold on to the back of the motorcycle and falling off 
during the journey. When asked how these respondents accessed health care 
centres if not by boda boda, almost all reported walking to and from the facilities. 
Many of these respondents said that the walk was tiring for them, and that the days 
following this were often less productive for them. One woman reported that she 
often feared she would collapse whilst walking up the hill to reach the health care 
centre she attended. When asked how she overcame this problem, she said that she 
took the hill slowly, making sure not to over exert herself. Another woman, who lived 
far from the clinic, said she walked to and from the clinic. When questioned 
regarding the distance of the walk, and whether she had any other means of 
accessing the clinic she responded, “I become tired but I cannot do otherwise 
because I still need life”. A few respondents reported that they had become too weak 
to walk the distance to these facilities and said that they were relying upon family 
members and neighbours in order to access the clinics to receive their ART. 

As the majority of respondents reported using the MRC clinic, they were asked what 
they do if they required medical attention when the clinic was closed. Most reported 
that they usually attended the local government health care centre in these 
circumstances; however, many noted that these facilities often did not have the 
medication required on the premises. One male respondent, who was a night 
watchman at a local government clinic, reported that due to his job he knew when 
the health facility was stocked, and so would only take his family to this clinic at 
these times. Another respondent reported that she once attended her local 
government health care centre, which at the time did not stock the medication she 
required. When asked how she overcame this, she informed the interviewer that she 
then had to attend a private clinic to receive the medication, which she had to pay 
for. Others reported that in these circumstances, they would either buy tablets from 
the local trading centre or wait until the MRC clinic reopened. 
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For the majority of the respondents, private clinics were rarely utilised, and they only 
attended these facilities when other facilities were closed, or if the decision as to 
which facility to attend was no longer theirs to make. For these respondents, the 
private clinics were not used due to the cost, which was seen as prohibitively 
expensive. 

One woman said that her caregiving responsibilities hindered her ability to access 
the clinic. As the primary caregiver for two young children, the respondent required 
help caring for these children whilst she attended the clinic. This was often an issue 
for her, as she did not have family close by who could be depended upon, and her 
neighbours were often busy with the cultivation of their crops. She said that as the 
children were very young, she could not take them with her to the clinic, as she often 
had to walk which was too far a distance for the children and she did not have 
enough money to pay for a boda boda. 

One man said that he had lost faith in the health care workers because his persistent 
pain had not gone away after treatment. When asked if he had returned to the clinic 
to discuss his ailment further with the medical staff, he stated that “You sometimes 
fear to disturb the educated”. 

 

Sexual Behaviour 

Nearly three-quarters of the sample reported that they were not sexually active, but 
this differed significantly by gender as shown in Table 4.  

Table 4. Sexual Behaviour 

Variable  Total  Men Women Statistic
  N  %  N  %  N  %   

Sexual Situation              X2(2)=15.9, p<.001

Has One Partner  23  23.7  15  38.5  8  13.8   
More than One 

Partner 
4  4.1 4 10.3 0 ‐‐  

Not Sexually Active  70  72.2 20 51.3 50 86.2  
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Variable  Total  Men  Women  Statistic 
  N  % N % N %  

Frequency of Sexual 
Activity 12 Months 

            X2(6)=19.6, p<.005

Not at All  68  68.7  17  46.3  49  84.5   
Once or Twice/Year  6  6.1  4  9.8  2  3.4   
About Once/Month  2  2.0 2 4.9 0 ‐‐  
2‐3 Times/Month  8  8.1  4  9.8  4  6.9   
Once per Week  7  7.1  5  12.2  2  3.4   

2‐3 Times per Week  5  5.1  4  9.8  1  1.7   
4+ Times per Week  3  3.0 3 7.3 0 ‐‐  

Importance of Sex              X2(4)=27.5, p<.001

Extremely  12  12.0  10  24.4  2  3.4   
Very   8  8.0  7  17.1  1  1.7   

Moderately  8  8.0 6 14.6 2 3.4  
Somewhat  9  9.0  2  4.9  7  11.9   
Not at All  63  63.0  16  39.0  47  79.7   

               
Partner Knows You 
are HIV+ 

  N.S. 

No  2  6.9 1 5.0 1 11.1  
Yes  27  93.1  19  95.0  8  88.9   

               
Know If Partner is 
HIV+ 

   

No  3  10.3 2 10.0 0 11.1  
Yes  26  89.7  18  90.0  8  88.9   

               
Condom Use with 
Spouse 

            N.S. 

Never  19  55.9  13  54.2  6  60.0   
Rarely  2  5.9 1 4.2 1 10.0  

Sometimes  1  2.9  1  4.2  0  ‐‐   
Usually  3  8.8  3  12.5  0  ‐‐   
Always  9  26.5  6  25.0  3  30.0   

       
Condom Use with 
Casual Partner 

            N.A. 

Never  2  28.6  2  28.6  ‐‐  ‐‐   
Rarely  1  14.3  1  14.3  ‐‐  ‐‐   

Sometimes  0  ‐‐ 0 ‐‐ ‐‐ ‐‐  
Usually  3  42.9  3  42.9  ‐‐  ‐‐   
Always  1  14.3  1  14.3  ‐‐  ‐‐   

               
Note. N.A. = statistical test of gender differences not applicable. N.S. = gender differences not 
statistically significant. Men (n=42), Women (n=59), N=101. 
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Thirty-nine percent of men reported one sexual partner, 10% reported more than one 
partner, while half were not sexually active. In contrast, 86% of women were not 
sexually active, and of the 14% who were, all reported only one sexual partner. In 
line with the likelihood of having a partner, men reported being more sexually active 
than women, nearly one-third having sex on a weekly basis, as compared with 5% of 
women.  Men were also more likely to rate sex as being extremely (24%) or very 
important (17%) as compared with women (3% and 2%, respectively). Ninety-three 
percent of those who were sexually active reported that their partner knew that they 
were living with HIV, and 90% said they knew their partner’s HIV status. Over half 
reported never using a condom when having sex with their spouse, while 9% said 
they usually used a condom and 27% always used a condom. With regard to sex 
with casual partners (only men), condom use was more frequent with 43% “usually” 
and 14% “always” reporting such use. 

When asked about their sexual activity during qualitative interviews, the majority of 
respondents reported that they were currently abstinent. Further questioning 
regarding why they have chosen to become abstinent led to a variety of reasons for 
this decision, with the majority of these respondents stating that their HIV status was 
the main factor influencing this decision. Other reasons cited included education and 
advice given to them by health care professionals during HIV counselling.  The 
respondents also talked about the inappropriateness of having a sexual relationship 
due to the close proximity with which they lived to other family members, fearing a 
relationship would interfere with their ability to take their medications at the correct 
times, and the fear of contracting another sexually transmitted infection or another 
strain of HIV. 

When talking about sexual ability and desire to engage in sexual activity, the majority 
of the women interviewed expressed that they no longer desired to have sex, often 
citing that sex is for younger people or that they were too old to be engaging in such 
activities. Of the male respondents, most reported having a weakened sexual ability, 
stating that they “cannot do it as strongly as they used to be able to” when they were 
younger. Some of these respondents attributed this weakening to the process of 
ageing, and were willing to accept this. Others saw this weakening as a side effect of 
the drugs that they were taking. When asked how they felt about this side effect, 
some accepted it, with one respondent stating that he “was happy to forgo sex if it 
meant that he could continue living”; others were not so accepting. 

One woman and three men reported that they were still be sexually active, while two 
other men said that they wished they were and they were actively looking for a 
sexual partner. Those engaging in sexual activity reported that they continue to 
engage in unprotected sex as they, or their partners, do not like to have sex with 
condoms, preferring ‘live’ sex. One of the respondents reported that he had a whole 
box of condoms in the bedroom, but that his wife, despite knowing his status, refuses 
to use them. One female respondent reported that she engages in unprotected sex 
with her casual partner as he refuses to use a condom (he is unaware of her status).  
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The consumption of alcohol was also discussed by some of the respondents when 
discussing sexual activity. Three respondents stated that since learning of their 
positive status they have abstained from the consumption of alcohol. These 
respondents reported that they feared that when under the influence of alcohol their 
desire to engage in sexual activity would increase, and they were more likely to 
engage in unprotected sex, often with others also under the influence of alcohol.  
They were therefore abstaining from both sex and alcohol. 

 

Stigma and Disclosure 

Information on stigma and disclosure is presented in Table 5.  

Table 5. Stigma & Disclosure 

Variable  Total  Men Women Statistic
  M  SD  M  SD  M  SD   
Sowell Stigma Scale  20.7  5.5  20.1  3.7  21.1  6.7  N.S. 

         
  Total  Men Women Statistic
  N  %  N  %  N  %   

Disclosed to at Least 
One: 

             

Biological/Legal 
Family Member

96  96.0  39  95.1  57  96.6  N.S. 

Sex Partner 47  47.0  30  76.9  17  28.8  X2(3)=25.4, p<.001

Friend 66  66.0 28 68.3 38 64.4 N.S. 
Neighbours/People 

in Community
58  58.0 26 63.4 32 54.2 N.S. 

People you Work 
With

45  45.0  25  61.0  20  33.9  X2(3)=12.9, p<.005

Health Care 
Providers

99  99.0  41  100.0  58  0.9  N.S. 

People at Place of 
Worship

29  29.0  15  36.6  14  23.7  N.S. 

             
Feels Stigmatized or 
Discriminated 
Because of Age 

            N.S. 

Never 82  81.2  33  78.6  49  83.1   
Sometimes 14  13.9  6  14.3  8  13.6   

Often 0  ‐‐  0  ‐‐  0  ‐‐   
Always 5  5.0 3 7.1 2 3.4  
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  Total  Men  Women  Statistic 
  N  % N % N %  

Emotional Strain of 
Living with HIV 

            N.S. 

None 44  44.9  21  52.5  23  39.7   
Little 15  15.3  7  17.5  8  13.8   
Some 11  11.2 2 5.0 9 15.5  
A Lot 11  11.2  4  10.0  7  12.1   

Great Deal 17  17.3  6  15.0  11  19.0   
             

Physical  Strain of 
Living with HIV 

  N.S. 

None 32  32.7 14 35.0 18 31.0  
Little 18  18.4  8  20.0  10  17.2   
Some 21  21.4  9  22.5  12  20.7   
A Lot 13  13.3  6  15.0  7  12.1   

Great Deal 14  14.3 3 7.5 11 19.0  
             

Financial Strain of 
Living with HIV 

            N.S. 

None 25  25.5  12  30.0  13  22.4   
Little 13  13.3 4 10.0 9 15.5   
Some 7  7.1 4 10.0 3 5.2   
A Lot 20  20.4  8  20.0  12  20.7   

Great Deal 33  33.7  12  30.0  21  36.2   
     

Note. M= mean; SD = standard deviation;  N.S. = gender differences not statistically significant. Men 
(n=42), Women (n=59), N=101. 
 

The Sowell HIV Stigma Scale scoring system ranges from a low of 13 representing 
no stigma to 52 representing high levels of stigma. In this study, scores on the 
Sowell HIV Stigma Scale ranged from 13 to 36, with an average of 20.7 in the mid-
range of the scale. Respondents were asked how many individuals in a number of 
different social groups they had disclosed their HIV status to: either “all,” “some,” “a 
few,” or “none.” Table 5 show the proportion disclosing to at least one person in each 
of the groups. Almost all respondents (96%) had disclosed to family members or 
health care providers (99%), and 66% had disclosed to a friend. Men were more 
likely to disclose to a sex partner than women (77% and 29%, respectively), likely 
due to the greater likelihood of men being sexually active. Men were also more likely 
to disclose their status to people they worked with (61%) compared to women (34%). 
Fifty-eight percent had disclosed to neighbours or people in the community. The 
least likely group for respondents to disclose to was people at their place of worship 
(29%).  When asked if they had ever felt stigmatised or discriminated against 
because of their age, 14% reported that they “sometimes” had while 5% said it 
happened “always.”  
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Lastly, respondents were asked about the emotional, physical and financial strain of 
living with HIV.  Fifty-five percent reported emotional strain due to living with HIV, 
with 11% saying they had “a lot” of strain and 17% saying “a great deal” of strain. 
Physical strain with HIV was acknowledged by an even greater proportion, 67%; with 
13% saying “a lot” of strain and 14% saying “a great deal” of strain. But the greatest 
degree of strain was in terms of finances, with three-quarters reporting financial 
strain. Extreme financial strain was reported by over half; 20% “a lot” and 34% “a 
great deal.” 

The majority of qualitative respondents interviewed stated that they had only 
disclosed to those closest to them, i.e. spouses and/or children. One female 
respondent reported that she had not disclosed her status to anyone as “disclosing it 
to others who you are not close to is spreading a rumour”. When further questioned 
regarding reasons why respondents had not disclosed to others, many stated that as 
these people were not involved with the treatment of their infection, there was no 
need for these individuals to know their status. 

Despite respondents reporting that they had only disclosed to those who they were 
close to, many reported that others within the community knew of their status as they 
had been seen collecting ART from health care facilities. Furthermore, one male 
participant did report that there were some within the community that propagated the 
belief that only those who were living with HIV or AIDS received treatment from the 
MRC/UVRI clinic in the rural area, whilst another female respondent stated that 
when she comes to the clinic she wishes to be seen quickly so that she can leave 
without others from the community knowing that she has been. When respondents 
were asked how people who have come to know their status in the community 
treated them, some replied that they were then the subjects of ridicule or of gossip. 
When asked how this made them feel, the majority of respondents who had 
experienced this stated that it did not bother them. One female respondent stated 
“What I know is that those who talk are infected as well” and another male 
respondent commented “there is no way it annoys me since it is not only the HIV 
cases that die”. One female respondent however reported that she rarely ventures 
out into the community so as to not invite others to gossip about her. 

Despite these concerns one woman said that stigma and discrimination towards 
those living with HIV and AIDS has lessened in recent years. During the early years 
of the epidemic “people feared being recognized as having HIV. But these days, 
people declare their HIV status with the hope of accessing ART”.  This was not, 
however, a view shared by all the respondents in the qualitative study. 
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Social Support 

Table 6 provides information on the composition of the social support network, and 
exchange of assistance within the network.  

Table 6. Social Support 

Variable  Total  Men Women Statistic
  M  SD  M  SD  M  SD   
Number of Children 
Raised 

10.0  6.2  11.7  8.1  8.8  4.2  t(52)=2.02, p<.05

Number of Living 
Children 

7.0  5.6  8.3  7.4  6.1  3.7  N.S. 

Number of 
Grandchildren Born 

10.7  6.9  10.5  7.4  10.9  6.7  N.S. 

Number of Living 
Grandchildren 

9.9  6.7  10.0  7.0  9.8  6.6  N.S. 

Number of Siblings  4.5  4.4  5.2  4.8  4.1  4.1  N.S. 
Number of Other 
Relatives 

  3.8  4.7       4.2 5.2 3.6 4.5  N.S. 

Number of Family 
with HIV 

2.4  1.9 1.8 1.0 2.7 2.2  N.S. 

Number of Family 
Died from HIV 

4.0  4.6 3.9 4.9 4.1 4.5  N.S. 

Number of Friends  2.9  2.0 3.3 2.3 2.5 1.6  N.S. 
         
  Total  Men  Women  Statistic 
  N  %  N  %  N  %   

Social Network        
Child  99  99.0  40  97.6  59  100.0  N.S. 

Grandchild  95  96.9  36  92.3  59  100.0  X2(1)=4.7, p<.05

Sibling  87  87.0 34 82.9 53 89.8 N.S. 
Friend  75  75.0 33 80.5 42 71.1 N.S. 

               
Caring for 
Grandchild or 
Great‐Grandchild 

            X2(1)=4.5, p<.05

No  44  45.8  22  59.5  22  37.3   
Yes  52  54.2  15  40.5  37  62.7   

     
Responsible for 
Grandchild or 
Great‐grandchild 

            N.S. 

Mainly Responsible  36  67.9 9 56.2 27 73.0  
Share Responsibility  16  30.2  7  43.8  9  24.3   

Not Responsible  1  1.9  0  ‐‐  1  2.7   
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Variable  Total  Men  Women  Statistic 
  N  % N % N %  

Ways Family Helps               
Shop/Run Errands 53  53.0  22  53.7  31  52.5  N.S. 
Keep House/Meals 57  57.0 22 53.7 35 59.3 N.S. 
Take/Drive Places 41  41.0 20 48.8 21 35.6 N.S. 
Communications 58  58.0  23  56.1  35  59.3  N.S. 
Manage Money 30  30.0  9  22.0  21  35.6  N.S. 

Give Advice 64  64.0 26 63.4 38 64.4 N.S. 
Talk when Feeling 

Low
69  69.0  28  68.3  41  69.5  N.S. 

Talk Personal/Private 
Matters

65  65.0  26  63.4  39  66.1  N.S. 

             
Family Negative 
Support 

             

Reluctant/Hesitant 
to Talk

11  11.0  6  14.6  5  8.5  N.S. 

Upset  or Hurt 
Feelings

20  20.0  9  22.0  11  18.6  N.S. 

Refused to Help 16  16.0  8  19.5  8  13.6  N.S. 
   

Ways Friends Help     
Shop/Run Errands 57  57.0  25  61.0  32  54.2  N.S. 
Keep House/Meals 34  34.0  13  31.7  21  35.6  N.S. 
Take/Drive Places 53  53.0 26 63.4 27 45.8 N.S. 
Communications 59  59.0  30  73.2  29  49.2  X2(1)=5.8, p<.02

Manage Money 27  27.3  10  25.0  17  28.8  N.S. 
Give Advice 45  45.0  16  39.0  29  49.2  N.S. 

Talk when Feeling 
Low

55  61.1 24 60.0 31 62.0 N.S. 

Talk Personal/Private 
Matters

41  41.0 17 43.6 24 49.0 N.S. 

   
Friend Negative 
Support 

            N.S. 

Reluctant/Hesitant 
to Talk

13  13.0  5  12.2  8  13.6   

Upset  or Hurt 
Feelings

31  31.0  12  29.3  19  32.2   

Refused to Help 16  16.0  7  17.1  9  15.3   
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Variable  Total  Men  Women  Statistic 
  N  % N % N %  

Availability of 
Instrumental Help 

            N.S. 

Not At All  34  33.7  14  33.3  20  33.9   
Occasionally  9  8.9  3  7.1  6  10.2   

Some of the Time  18  17.8 9 21.4 9 15.3  
All/Most of Time  40  39.6  16  38.1  24  40.7   

               
Adequacy of 
Instrumental Help 

            N.S. 

A Lot More  30  34.5  12  35.3  18  34.0   
Some More  13  14.9 4 11.8 9 17.0  

A Little More  16  18.4  4  11.8  12  22.6   
Got All Help Needed  28  32.2  14  41.2  14  26.4   

               
Availability of 
Emotional Support 

  N.S. 

Not At All  11  11.0 4 9.8 7 11.9  
Occasionally  11  11.0  7  17.1  4  6.8   

Some of the Time  14  14.0  8  19.5  6  10.2   
All/Most of Time  64  64.0 22 53.7 42 71.2  

     
Adequacy of 
Emotional Support 

            X2(3)=14.3, p<.005

A Lot More  24  25.3  13  34.2  11  19.3   
Some More  12  12.6  1  2.6  11  19.3   

A Little More  16  16.8 2 5.3 14 24.6  
Got All Help Needed  43  45.3  22  57.9  21  36.8   

               
Note. M = mean; SD = standard deviation; N.A. = statistical test of gender differences not applicable; 
N.S. = gender differences not statistically significant. Men (n=42), Women (n=59), N=101. 
 

Nearly all respondents reported having had children. On average, respondents 
reported raising 10 children (including biological, step-children, and other children 
raised), and men reported a greater average number of children raised (12) 
compared with women (9). When asked about the number of living children, the 
average number decreased to 7.0. Ninety-five percent reported a grandchild or 
great-grandchild. Women were more likely than men to report having a grandchild 
(100% and 92%, respectively) but did not differ significantly on the number of 
grandchildren. On average respondents reported 11 grandchildren born and 10 
grandchildren still living. On average, respondents reported that 2.4 family members 
were living with HIV, while they had lost 4 on average to this disease. The average 
number of friends was three, and 75% reported having at least one close friend. 
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Over half of respondents were caring for a grandchild, and women were significantly 
more likely to engage in such care (63%) than men (41%). Of those caring for 
grandchildren, two-thirds were mainly responsible for their care, while 30% shared 
responsibility with parents.  

In terms of support from family, respondents were more likely to report that their 
family provided emotional support (in the form of advice, talking when needing to be 
cheered up, or to discuss private or personal matters). The most frequently reported 
types of instrumental assistance were help with communications (e.g., 
correspondence, forms; 58%), keeping house or preparing meals (57%) or shopping 
and running errands (53%). These older adults were unlikely to report negative 
social interactions with family members, with 20% saying someone had upset them 
or hurt their feelings, 16% saying they had been refused help when needed, and 
11% saying family had been reluctant to talk to them. Instrumental support from 
friends was nearly equivalent to that received from family, with the exception of 
keeping house or preparing meals. Respondents were less likely to turn to friends for 
emotional support (approximately two-in-five), except with regard to talking when 
feeling low and needing to be cheered up (61%). Respondents were more likely to 
say a friend had upset them and hurt their feelings compared to family (31% and 
20%, respectively). But levels of negative support from friends in terms of being 
reluctant to talk or refusing help were almost identical to that of family members. 

To assess the sufficiency of social support resources, respondents were asked to 
rate the availability and adequacy of both instrumental help and emotional support 
they had received in the past year. One-third reported that instrumental help was not 
available at all, 9% reported that such help was available occasionally, and 18% said 
it was available some of the time. Forty-percent felt that instrumental help was 
available all or most of the time. One-third reported receiving all the instrumental 
help they needed (including those who said they did not need help). The remaining 
two-thirds felt they needed a little more (18%) or some more (15%), while one third 
reported that they had needed “a lot” more instrumental help in the previous year. In 
terms of emotional support, respondents were much more likely to say such support 
was available all or most of the time (64%). However, one-quarter reported that they 
needed “a lot” more, 13% said they needed “some more” and 17% needed “a little” 
more emotional support in the past year. Less than half (45%) received all the 
emotional support they needed. Men were significantly more likely to report they had 
received all the emotional support they needed compared to women (58% and 37%, 
respectively), which may be due to these men’s greater likelihood to have a 
spouse/partner.  

Most respondents interviewed in the qualitative study regarded support as financial 
or based on receiving commodities such as sugar, salt and soap.  Emotional support 
or religious comfort, for many, was not initially regarded as a priority; however some 
participants did report receiving support from their place of worship.  
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Respondents said that they expected to receive support from their children during 
their older years; however few reported receiving this support on a regular basis. 
Respondents reported having children living in other villages or towns, and reported 
receiving support, be it either financial or receiving commodities, occasionally from 
these children. Whilst it was reported that the irregularity of the support did subject 
them to hardship, many of these respondents also reported that they understood and 
accepted this as these children also had the responsibility to ensure that their own 
family’s needs were met. Some respondents also remarked that it would be difficult 
for children these days to support both their parents and their own families as 
incomes are low and living expenses are high. 

 
Many of the respondents reported that they had at least one child who had died. 
Most of these respondents reported feeling worried about the future, as these 
children were expected to provide support for them during their older years. One 
female respondent, who only had one child living, compared her situation to having 
only one match, that once you have lit the match you remain with nothing, if that 
child were to die she would have no support at all. 

Many who have lost a child also have the additional pressure of becoming the 
primary caregiver to their grandchildren. One female respondent, when talking about 
why she became the primary caregiver to her granddaughter stated, “I can’t also 
leave her because she is from my blood”. Of the respondents who are primary 
caregivers, most reported feelings of anxiety and worry mainly in regards to food for 
these grandchildren and money to pay school fees. One male respondent reported 
that he sold part of his land in order to get money to pay for his granddaughter’s 
school fees. He further reported that this granddaughter had done well in her 
examinations and wished to further her education by enrolling in a course, but that 
he did not have the money to pay for this course. Some improvised in order to 
ensure that their grandchildren received what they require. One female had reduced 
her meals to one a day, whilst the granddaughter was in school. However during the 
school holidays when her granddaughter was home from school, she would eat two 
meals a day, so that they granddaughter believed she was eating properly and 
therefore not causing the granddaughter to worry about her health. 

Few respondents reported having no support at all, stating that they relied solely on 
what was grown in their gardens to survive. These respondents further stated that 
this then becomes an issue when crops do not produce enough to consume and to 
sell, as there is less food to eat and little money to buy the commodities essential for 
daily life 
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Mental Health 

The participants in the qualitative interviews reported varying degrees of anxiety and 
depression. For most of the respondents, these issues had less to do with their own 
health, and were more focused on the fear and anxiety of how they were going to 
feed themselves and their extended family during the coming seasons. 

Discussions regarding the mental health status of older people during qualitative 
interviews revealed varying degrees of anxiety and depression amongst 
respondents. Whilst most respondents did not mention depression or mental illness 
specifically, many reported facing ‘hardship’ and the impact that it was having on 
their lives. This hardship was generally reported in terms of financial strain and the 
lack of resources required for their family. One man spoke of his feelings of 
unhappiness when not being able to provide for his family the way he would wish to, 
stating that “It hurts me very much as a household head. My wife and grandchildren 
welcoming me back when I am barehanded. It hurts me and worries me very much”. 
Another man said that many older people “get depressed when thinking about the 
future, and depression causes other diseases”.  Most respondents discussed 
regularly having difficulty falling asleep and having sleepless nights, due to the 
worries and thoughts that preoccupy their mind. 

Other than hardship, respondents reported having feelings of grief because of the 
loss of family members and friends. The grief felt is not only in relation to the loss of 
the individual, but also the loss of support that the individual would have provided to 
the respondent. One man stated that whenever he failed to do or get something he 
remembered all of those who have died that would have been able to support him, 
and that this in turn brought about feelings of grief and unhappiness; further stating “I 
am always here in sadness”. One respondent reported that the behaviour of older 
people changed due to feelings of grief, as they fear to mix with those who have 
happiness and spread their feelings of grief and depression. This change in 
behaviour further contributes to their feelings of isolation and depression. Loneliness 
was reported by several of the participants, and that this loneliness contributed to 
their unhappiness and failing health.  

Most respondents reported that their failing health also caused feelings of sadness 
and depression, especially when comparing what they were able to do when they 
were younger to what they are currently able to do.  One woman reported that she 
was no longer able to attend community functions due to her poor health and that 
this caused her to no longer enjoy life. Two other respondents, one male and one 
female, reported that their poor health prevented them from visiting family members 
in neighbouring villages who had poor health, impacting upon their mental health. 
Both respondents were also burdened by the fact that their relatives were in need 
and that they had nothing to give them as support: "I feel hurt just by looking at him 
without anything to support him. I feel a heavy load and burden in my heart". Whilst 
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the majority of respondents reported that they wanted to live for many more years, 
one woman stated that she did not want to become older as “If I am very weak to 
take care of myself at this age, how about when I become even older”. 

When talking about their mental health, most respondents discussed their feelings 
when first being diagnosed as with HIV infection. Many recalled having feelings of 
fear and anxiety, and their first thoughts turning to death. Of these respondents, 
most also reported that since being diagnosed they are no longer fearful or anxious 
of their status as they understand that many people are also living whilst being 
infected. One man however, reported feeling anxious and depressed whenever he 
becomes unwell: "I worry as I happen to have become weak and whenever I fall sick 
I worry as to whether time for death has come. In that case the mind and heart 
becomes more paralysed". 

The ROAH Uganda study used a number of established quantitative scales to 
assess mental functioning, including the Center for Epidemiological Studies (CES-D) 
Scale of depressive symptoms, the 3-item UCLA Loneliness Scale, the Sowell HIV 
Stigma Scale, the Positive Affect Scale from the Positive and Negative Affect Scale 
(PANAS), and a 10-point scale measuring. With the exception of the CES-D, none of 
these measures had been used with African samples, and the CES-D measure had 
not been previously used with African older adults. 

Table 7 presents the means and standard deviations of the mental health 
assessments for the total sample and by gender.  

Table 7. Mental Health Status 

Variable  Total  Men  Women  Statistic 
  M  SD  M  SD  M  SD   
     
CES‐D Scale  12.3  6.9 11.21 7.0 13.0 6.9 N.S. 
               
PANAS Positive 
Affect 

18.4  6.9  19.7  6.4  17.5  7.2  N.S. 

               
UCLA Loneliness   4.4  1.7 4.6 1.9 4.3 1.6 N.S. 
               
Life Satisfaction  6.7  2.3  7.1  2.2  6.7  2.4  N.S. 
               
Note. M = mean; SD = standard deviation;  N.S. = gender differences not statistically significant. Men 
(n=42), Women (n=59), N=101. 
 

The 10-item CES-D scale has a range of possible scores between 0 (for those who 
say ‘not at all or less than one day’ to all questions) and 60 (for those who say ‘5-7 
days’ or ‘nearly every day for 2 weeks’ for all 20 questions).  In this sample, the 
average score was 12.3. Forty-percent had scores of depressive symptoms of 14 or 
more which are suggestive of clinically significant symptoms, and in-line with the 
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level of self-reported depression in the health status section (42%; see Table 2). In a 
sample of adults 50 and older with HIV in the U.S., we observed average 10-item 
CES-D scores of 11.0, lower than in the Uganda sample, and 35% had scores of 14 
or greater, which suggests higher levels of depressive symptoms in Ugandan older 
adults with HIV as compared with those in the U.S. 

The PANAS Positive Affect subscale score can range from 10 to 50 with higher 
scores representing higher levels of affect.  The average score on the PANAS 
Positive Affect subscale in this study was 18.4. This was significantly higher than that 
observed among a sample of older adults living with HIV in the U.S., where the 
average was 11.6 [34]. The three-item UCLA Loneliness measure had an average 
score of 4.6 where 9 is the highest possible score. In a population survey of older 
U.S. adults, the average score on this measure was 3.9 [35] indicating higher levels 
of loneliness in the Ugandan sample. With regard to life satisfaction, the average 
score was 6.7 on this 10 point rating scale, indicating that respondents felt 
moderately satisfied with their lives. In the U.S. ROAH study, the average life 
satisfaction score was 7.3 among older adults living with HIV[36]. 

 

Psychometric Analysis of Scale Measures 

For the various scales mentioned above, preliminary psychometric analyses 
consisted of calculating Cronbach’s alpha, a measure of inter-item consistency which 
is indicative of whether scale items are measuring the same construct. Descriptive 
information on the scale measures is presented in Table 8. All scale measures were 
in the expected ranges and approximated a univariate normal distribution as 
evidenced by moderate to low levels of skewness and kurtosis. The CES-D, UCLA, 
and Sowell Scales had sufficient internal consistency (i.e., .70 or greater) to meet 
criterion for scale reliability for research purposes. PANAS Positive Affect showed 
very high internal consistency of .94. 
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Table 8. Descriptive Information on Psychological Scale Measures 

Variable  Mean  SD  Minimum  Maximum  Skewness  Kurtosis  Cronbach’s 
alpha 

CES‐D 
Depressive 
Symptoms 

12.26  6.94  0.0  27.0  0.25  ‐.90  .74 

UCLA 
Loneliness 
3‐item 

4.41  1.68  3.0  9.0  1.09  .15  .72 

Sowell HIV 
Stigma 

20.69  5.55  13.0  36.0  .80  .21  .70 

PANAS 
Positive 
Affect 

18.37  6.91  5.0  25.0  ‐.92  ‐.47  .94 

Life 
Satisfaction 

6.85  2.33  0  10  ‐.53  ‐.01  N.A. 

               
Note. N = 101. Cronbach’s alpha not calculated for life satisfaction, i.e., single item. 
 

In addition, to assess the measure’s validity, we conducted bivariate correlational 
analyses of the scale measures to see if these instruments were related to each 
other, and to a measure of health (number of comorbid conditions) in the expected 
directions. Overall, measures of negative psychological functioning (CES-D, Sowell 
Stigma, and UCLA Loneliness) would be expected to have significant positive 
correlations to each other as well as poor health. In contrast, the Positive Affect and 
life satisfaction measure would be positively correlated with each other, and 
negatively correlated with CES-D, stigma, loneliness, and poor health. 

Table 9. Correlations of Scale Measures and Number of Comorbid Conditions 

 
CES‐D 10‐
item Scale 

UCLA 3‐item 
Loneliness 
Scale 

Sowell HIV 
Stigma 
Scale 

PANAS 
Positive 
Affect Scale 

Life 
Satisfaction 

Number 
Comorbid 
Conditions 

CES‐D  1.0     
UCLA  .41***  1.0         
Sowell  .41***  .38***  1.0       
PANAS  ‐.36***  ‐.13  ‐.12  1.0     
Satisfaction  ‐.35***  ‐.28** ‐.15 .38*** 1.0 
Comorbid  .50***  .22*  .21**  ‐.22*  ‐.38***  1.0 
 

Overall, the correlational analyses indicated that the aforementioned scales are valid 
for use in older African populations as the correlations were all in the expected 
directions. The CES-D was positively correlated with loneliness, stigma and the 
number of health conditions experienced in addition to HIV. In turn, the CES-D was 



 

36 
 

negatively related to higher positive affect and life satisfaction. The UCLA Loneliness 
Scale was positively related to HIV stigma and the number of comorbid conditions, 
while negatively related to life satisfaction. Stigma also bore a positive relationship 
with the number of health conditions. Lastly, the two measures of positive 
functioning, life satisfaction and positive affect, were positively related to each other, 
and negatively related to additional health problems. Although the PANAS positive 
affect was not significantly correlated with either loneliness or stigma, and life 
satisfaction was not significantly related to stigma, these correlations were in the 
expected directions (i.e. and would have been statistically significant with a larger 
sample size). In summary, the CES-D 10 item, UCLA 3-item Loneliness Scale, the 
Sowell Stigma Scale, and the PANAS Positive Affect Scale all appear to be reliable 
and valid measures to employ in studies of older African adults with HIV. 
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Discussion 

The ROAH-Uganda study sought to pilot a number of measures not used before in 
the African context.  It also aimed to examine social support, sexual behaviour and 
overall health status among older adults living with HIV.  In summary, the study 
proved the acceptability and feasibility of using these measures in this context and 
paves the way for further research into HIV among older adults across the continent. 

Comparison to ROAH New York City 
One of the strengths of the ROAH study is the fact that the same measures have 
been used in similar studies in New York City.  This allows direct comparison to older 
adults living with HIV in an urban high-income setting.  This is the first time that 
numerous direct comparisons were possible.  A detailed comparison between ROAH 
Uganda and ROAH New York[37] was not yet possible in the available timeframe, 
but a few brief observations are included here.  

In a New York study, the CES-D depression scale revealed that 35% showed severe 
symptoms of depression compared to 40% in Uganda.  In New York, more 
respondents stated that their emotional support was inadequate compared to those 
in Uganda but the Ugandans had higher rates of instrumental needs.   In addition, 
Ugandan older adults living with HIV rely on friends more for instrumental help and 
less for emotional support than in the U.S., and family members are more likely to 
provide emotional support and lower levels of instrumental help. These differences 
are likely to reflect the collective efforts needed to manage in rural settings in 
Uganda, as well as the tendency to keep personal matters within the family. 

 Limitations 
The ROAH study was intentionally a pilot study to test feasibility in a relatively small 
sample.  The 101 quantitative interviews and 15 qualitative interviews represent a 
large sample of older adults living with HIV compared to what has come before in the 
African context but certainly brings with it some limitations in terms of analysis.  For 
example, comparisons between the rural respondents and the peri-urban 
respondents might not have sufficient sample size for statistical significance. 

Furthermore, all the respondents were linked in terms of care to established, high-
functioning, high-quality treatment programs.  In that way, the respondents might not 
be representative of all older adults living with HIV in Uganda and many might not 
have access to services of the same quality.  This would likely have an impact on 
quality of life, mental health and other factors. 

Some of the limitations of the survey tool itself are outlined in Part A of the Results 
section and the lessons learned from the implementation of the survey will be taken 
into account in future work in South Africa and other settings. 
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Areas of Future Research 
Arising from this research, there are a number of areas of future examination.  As 
noted above, the fact that ROAH has been conducted elsewhere provides a unique 
opportunity to compare findings.  ROAH has been conducted in New York and there 
is ongoing work in San Francisco and Brazil and the survey is about to be launched 
in South Africa.  This represents a fantastic opportunity to raise the profile of HIV 
among older adults on a global scale. 
 
The sexual behaviour of older adults living with HIV in Uganda has never before 
been examined quantitatively so the data from ROAH represents an important 
contribution.  More analysis on this using the data summarised in this report will be a 
welcome addition to our understanding.  Similarly deeper analysis on treatment 
access, depression, stigma and support will yield important outcomes for policy and 
programs. 

Suggestions on Policy Implications 
The data contained in this study will be reviewed over the coming weeks in more 
detail to extract possible policy implications.  Based on initial discussion within the 
team, a few ideas have emerged.  First of all, older adults living with HIV bemoaned 
low levels of instrumental support to help with daily living, transport and financial 
burdens.  Possible programs that could aim to address some of these challenges 
include health worker outreach to older adults’ homes to provide care and new 
batches of medication; transport to pick up older adults and bring them to the MRC 
health facility; and possibly a cash transfer model for orphans such as the way 
implemented in Kenya [38]. 

Targeted mental health support for older adults might also be a priority intervention 
given the high rates of depressive symptoms identified along with high rates of 
anxiety.  Peer support networks that strengthen emotional and community support 
might also be warranted for exploration. 

While rates of stigma were relatively low and were particularly low among health 
workers according to respondents, more work among doctors and nurses to reduce 
both general ageist stigma as well as HIV-related stigma with regard to older adults 
might be needed in some settings. 

Conclusion 

The ROAH Uganda study provides a clear pathway to strengthening the evidence 
based on older adults living with HIV in Uganda and subsequently in other parts of 
Africa.  The study – which includes a number of validated measures used globally – 
clearly demonstrates the feasibility and acceptability of the research and serves as a 
springboard for future work that could highlight challenges and opportunities to 
respond to HIV among older adults. 
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