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Abstract Forty people over 60 years of age took part in longitudinal research over the course
of a year on the impact of the HIV epidemic in southern Uganda. In this paper we focus mainly
on the data from 26 of the 40 who were HIV-positive. While we observed that feelings of
depression were frequently experienced by many of the people in our study, the state of ‘being
depressed’ was not constant. Participants regularly expressed economic frustration (because of
a lack of money to buy food and other commodities including sugar and soap); medical
problems (including those related to HIV) as well as old age, the burden of dependents
(including concerns about school fees for grandchildren), feelings of sadness and isolation,
and a lack of support from others, as well as stigma, whether real or perceived. However, while
worries, sorrow and despondent thoughts were reported in many of the interviews across the
study, moods fluctuated moving from happiness and hope, to sadness and despair, from month
to month. Concerns regarding the psychological wellbeing amongst older people, including
those living with HIV and older carers in Uganda deserve greater attention.
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Introduction
Grace (aged 72 years) was in despair, her eyesight was now so poor she was having
problems lighting her small lamp—she asked her 14 year old granddaughter to help her
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but, Grace said, ‘she scornfully laughed at me for my failure to light the lamp’. Later in the
interview Grace brought out a photograph of the girl’s father, her dead son, the picture
showed him laughing, enjoying a big meal. Grace looked at the picture for a long time and
then said that this son ‘will never get off my mind.’
Grace lives in rural southern Uganda, not far from one of the main towns but her home is
very isolated down a long bumpy mud road. She lives with her 90 year old husband who is
deaf, blind and incontinent and her orphaned granddaughter. Grace does everything in the
home, including cultivating the land and raising animals for their food. They get no material
help from anyone. She talks often about making arrangements for the death of herself and
her husband. She appreciates the monthly visits of the interviewer for our study to her home,
because it gives her someone to talk to and share her worries with.
Research from a range of different countries suggests that symptoms of depression are
common in older people (Tannock and Katona 1995; Gutzmann 2000; Zeiss et al. 1996;
Alpass and Nevilla 2003; Cole and Dendukuri 2003). However, as Zanjani and Rowles
(2012) have recently observed, the focus on ageing in rural environments has often been on
physical access to care and support, while less attention has been paid to the psychological
wellbeing of elders. Indeed they note that the perception that ‘“feeling blue” is a normal part
of aging’ (2012: 3) may result in the mental health needs of older people not being
addressed. Grace, in our story above, faced many challenges in accessing support and she
had many reasons to ‘feel blue’ as she struggled to support her husband and herself, she
could not control her granddaughter and she continued to grieve for her son. In addition, she
was infected with HIV and worried constantly about her deteriorating health and the
challenges of accessing care.
Symptoms of depression have been found to be common among people living with HIV
in different settings (Benton 2008; Kalichman et al. 2000; Leserman 2008; Myer et al. 2008;
Olley et al. 2004; Simbayi et al. 2007). Care-givers of people infected by HIV have also been
found to suffer from high levels of depression (Pakenham et al. 1995; Bor and du Plessis 1997;
Hackl et al. 1997; Wight 2000; McCausland and Pakenham 2003; Moore et al. 2006). In many
parts of Africa, it is older people who shoulder a considerable part of the burden of caring not
only for those affected by AIDS-related ill-health but also of children left without their parents
as a result of AIDS-related mortality (Wilson and Adamchak 2001; Nyambedha et al. 2003;
Monasch and Boerma 2004; Foster et al. 2005; Ssengonzi 2007; Schatz 2007; Seeley et al.
2009, 2010). In addition to being carers, however, increasing numbers of older people in
Africa and elsewhere are, like Grace, above, living with HIV themselves (Emlet and Poindexter 2004; Emlet 2006; Ssengonzi 2007; Seeley et al. 2010; Scholten et al. 2011). We might
expect, therefore, both as people living with HIV and those who are care-givers, older people
might be particularly susceptible to depression (Kalichman et al. 2000).
This paper is based on the data from a longitudinal qualitative study of HIV and older
people in Uganda, which was embedded within a cross-sectional study with 510 older
people living in southern Uganda. Two fifths of those people were HIV-infected and a
further two-fifths had cared for or were caring for an HIV-infected child. One-fifth was an
‘unaffected’ control group. These 510 people were surveyed for a study of the direct and
indirect effects of HIV. This quantitative survey, which utilised standard measures for
assessing depression, found that 23 % of participants had had an episode of depression in
the previous year (MRC/UVRI 2011). The design and results of this larger study are
described elsewhere (Scholten et al. 2011; MRC/UVRI 2011). However, as we describe in
this paper, our qualitative findings suggest a more complex picture of mental health among
older people in the cohort than this percentage, based on the cross-sectional survey data,
suggests. While we observed that feelings of depression were frequently experienced by
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many of the people in our study, the state of ‘being depressed’ was not constant. This is why
we have chosen to use the word ‘despondency’ in this paper; in the sense of being
downhearted (‘feeling blue’ in Zanjani and Rowles terminology) rather than the word
‘depression’ which may imply a clinical diagnosis. However, we do not suggest that
despondency and depression are not serious issues among this population, indeed concerns
regarding the psychological wellbeing amongst older people, including those living with
HIV, and older carers, in Uganda deserve greater attention. Mental health issues affect not
only the individuals themselves, but also have serious implications for the wellbeing of
dependent children—grandchildren and others—with potential repercussions beyond the
lifespan of the older people with whom this study is primarily concerned (Foster 2000).

Background
Grace, as an older woman with HIV, is not unusual in Uganda. HIV is becoming increasingly
common among older people: a 2004–2005 national survey in Uganda reported an HIV
prevalence rate of 5.8 % among people 50–59 years, with little difference between men and
women (compared to 5.4 % infection among people aged 15–49) (Uganda 2006). Less
information is available for people over 60 years, although there is evidence that members of
this age group are not only growing older with HIV, but are also acquiring the infection in
later life. Very limited data exist that provide an understanding of the impact of infection on
the lives and general wellbeing of older people, particularly in resource-constrained settings
(Seeley et al. 2009; Scholten et al. 2011).
Leserman (2008) argues that although HIV treatment often focuses on monitoring critical
measurements (for example, the fluctuation of numbers such as CD4 lymphocyte count and viral
load), the monitoring of psychosocial risk factors such as mental health and past trauma history
are also of clinical importance. Disease, stressful life events, and trauma are understood to account
for variation in HIV disease course (Antelman et al. 2007; Leserman 2008). Leserman (2008:
544) concludes, “psychosocial factors, such as chronic depression and stressful events, can affect
clinical and immunological progression of HIV/AIDS”. There has been a paucity of work on this
topic among older people, but Heckman and colleagues (Heckman et al. 2002) have observed that
HIV-infected older people (50 years and over) in the United States with psychological symptoms
also reported high levels of HIV-related stress, less support from friends, and reduced access to
health care and other services because of HIV-related stigma compared to others without
psychological symptoms. Emlet (2006) talks of the ‘double-jeopardy’ of older people living with
HIV in the United States, facing not only HIV-related stigma but also ageism; an additional factor
that undermines the mental health of older people (Ramashala 2000; Shortt 2001).

The Setting
This study was conducted in 2009–2010 in one peri-urban and one rural area in southern
Uganda. The rural site was in Kalungu District, where in 1989 the Medical Research
Council/Uganda Virus Research Institute (MRC/UVRI) established a general population
cohort to study the epidemiology of HIV. Annual demographic and serological surveys have
been conducted with this population for the past 22 years, resulting in a wealth of data on
approximately 20,000 people in 5000 households. People living in the study area are largely
subsistence farmers who produce small amounts of cash crops such as beans, bananas and
coffee. The majority (70 %) of the population is ethnically Baganda, and there is a large
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representation of immigrants from Rwanda (15 %). About 4 % of the population is made up
of immigrants from Tanzania; a mixture of other tribes makes up the remainder. The main
local language is Luganda, which is spoken and understood by all the tribes. The community
is predominantly Roman Catholic (60 %) with 17 % Protestant and 23 % Muslim. Just over
50 % of the population is under 15 years old. Most households have less than five acres of
land but relatively few households are landless. The peri-urban site was in Wakiso, the
district that includes Entebbe, where the MRC/UVRI headquarters is based. The MRC/
UVRI has conducted a number of studies in Entebbe and the surrounding areas over the past
20 years. This study drew on people involved in some of the earlier research: for example, a
study on strategies to reduce the burden of opportunistic infections. Some participants came
from The AIDS Support Organisation (TASO) in Entebbe. The ‘peri-urban’ label refers to
the site of service provision, not place of residence. Many participants lived in rural areas
around Entebbe and were not, therefore, residents of the town. The population in Wakiso
district is more mixed than at the rural research site in Kalungu, because people from many
different tribes have settled near Entebbe. While there is a strong Roman Catholic presence
in the district many other Christian denominations as well as Muslim groups are also
represented. Many people in rural areas near the town still practice cultivation as their main
form of livelihood, but there are also people engaged in fishing and various forms of trade,
as well as formal employment in teaching, health care, and cleaning services.
The sample for the quantitative survey consisted of people aged 50 years and over. Five
groups were selected, each with 100 participants of whom half were living in a rural area
(Kalungu district) and half in a peri-urban area (Wakiso). The groups were older people who:
have an adult child who died of AIDS; have an adult child who is living with HIV and on
antiretroviral therapy (ART); have no child with HIV/AIDS and are not infected with HIV
(comparison group); is HIV infected and on ART for at least 1 year; and is HIV infected and not
on ART or on ART less than 3 months. In total 510 people were interviewed in the quantitative
component: 256 in the rural and 254 in the peri-urban area, 61 % women and 39 % men. The
mean age overall was 65 years, but for the HIV-positive groups the mean age was 59. The
findings of this study are reported elsewhere (Scholten et al. 2011; MRC/UVRI 2011).
For the qualitative study 40 participants (20 from each site) were selected from the
quantitative study sample. These participants were aged 60 years and over, in order to focus
on people who may be more likely to face the challenges of failing health. Twenty six of
these people were HIV-positive and the data from these people forms the main focus of this
paper. The 20 rural participants were chosen to faithfully mirror the sample from the
quantitative survey sample comprising of the five different groups. However, while eight
HIV-positive people should have been included in this sample, the number was only 6 (3 of
whom were on ART) because an attempt to get a representative cross-section by age and
gender, as well as replacements, slightly skewed the final sample. These 6 HIV-positive
people received free care from the MRC/UVRI clinic. There was a larger number of people
aged over 60 who were HIV-positive in the peri-urban setting, so the decision was taken to
focus on this group in that sampling. Therefore, all 20 peri-urban participants (9 men, 11
women) were HIV positive and receiving free care from The AIDS Support Organisation
(TASO) in Entebbe. Fourteen had been on antiretroviral therapy (ART) for at least 1 year,
while the remaining 6 were not on ART but were taking cotrimoxazole. A number of these
participants had also taken care of children or other relatives who had been sick with AIDSrelated illnesses. The 14 HIV-negative participants from the rural area provide for some
comparison with the total of 26 HIV-positive participants, 20 of whom were on ART.
Many of the participants in both locations had lost supportive children and grandchildren
or were worried about losing their children as a result of the HIV epidemic. A few were
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reliant on care and support provided by grandchildren for whom they were responsible,
resulting in different levels of mutual responsibility, support and care. Some of the older
people received support from their own children, now adults, and some were reliant upon
neighbours to help them get food and water, although this kind of support was not
guaranteed. Invariably, the participants had to do as best as they could to support themselves
and, for those with a heavy care-giving burden, their grandchildren.
Of the 40 participants, 17 were aged 60–69 years, 19 were aged 70–79 years; 4 of them
were aged above 80 years. Eleven were married, of whom only 1 was a woman; 21 were
widowed. Ten participants (6 men and 4 women) lived alone while others lived with their
grandchildren or other relatives. Twenty-five of the participants were ethnic Baganda while
10 were of Rwandese or Burundian origin. The remainder were from other tribes.
Seven experienced interviewers (2 men and 5 women, all but 1 aged above 60 years)
made monthly visits to the 40 participants over a period of 1 year. The interviewers collected
a monthly oral diary of each person’s life focussing specifically on the week prior to each
interview. This 7-day recall period provided detail for a period that was still relatively fresh
in each participant’s memory. An additional interview was conducted specifically to focus
on documenting each respondent’s life history.
The method of interviewing, a semi-structured extended conversation, was designed to
provide qualitative insights into changing family situations and relations, older people’s
tasks and responsibilities, visitors and visits, diet and food availability, and their feelings
about their health and wellbeing and growing older. The interviews also addressed participants’ hopes, concerns, perceptions, expectations and experiences. The resulting oral diaries
provided data on the impact of early life experiences, gender differences and perceptions of
support systems; as well as a valuable understanding of the relationship between perceived
support and participants’ physical and mental health. The diaries were written up from notes
by interviewers (tape recorders were not used due to concerns from some participants about
recordings) immediately after each interview. The interviews were conducted in Luganda or,
in one case Swahili, known to both participant and interviewer and translated and transcribed
into English.
In our analysis we are able to cross-reference the qualitative data with data gathered in the
quantitative survey because the qualitative sample was drawn from the quantitative sample.
The Science and Ethics Committee of the Uganda Virus Research Institute provided
ethical approval for this research, and the Uganda National Council for Science and
Technology provided overall clearance. Participants found sick at the time of interviews
were referred to MRC/UVRI study clinic.

Results
Evidence of depression—quantitative survey findings
While this paper focuses on the findings from the qualitative research, a starting point for
discussion on depression and wellbeing is provided by the quantitative data collected from
the participants. The quantitative study identified cases of depression according to two
methods: a single question, and a series of questions. Firstly, the participants were asked
whether or not they had ever been diagnosed with depression. Twenty-two people (4.3 %) in
the larger study reported that they had indeed been previously diagnosed with depression
(MRC/UVRI 2011). However, this figure excludes any participants who may have experienced depression but were never formally diagnosed. There is a possibility that participants
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may have chosen not to disclose depression-related information, perhaps due to mental
health-related stigma.
Secondly, participants were asked a series of questions about how they felt during the
12 months prior to the survey, to assess the prevalence of depression that had not been
formally diagnosed. Questions included: “Have you had a period when you felt sad, empty
or depressed?” and “Have you felt that your energy levels have decreased?” The subjective
answers to these questions allowed for screening for depression. It was ascertained that a
total of 23 % of the 510 participants (comprising all five groups) had experienced an episode
of depression during the previous year—a significantly higher number than the 4.3 % who
reported that they had previously been diagnosed with depression.
Of the 23 % of participants who had experienced an episode of depression during the
previous year, the quantitative study identified a large gender difference, with depression
being far more common among women (28 %) than men (16 %) (MRC/UVRI 2011). The
study found that there were low levels of depression amongst HIV-positive older people, and
that for neither of the HIV-positive groups (those on ART and those not on ART) was HIV
significantly associated with depression.
As stated above, the quantitative study assessed the prevalence of depression that had not
been formally diagnosed by asking a series of direct questions about how the participants
had felt during the 12 months prior to the survey (a single 12-month recall period).
Meanwhile, the qualitative research team took a different approach and were concerned
with general circumstances and experiences throughout the year of the qualitative study.
While the quantitative study revealed a significant difference between formal diagnosis
and actual subjective experiences of depression (4.3 % and 23 % respectively), recounted
through a reflection on the previous year, it found no cases of depression amongst the 17
HIV-positive Wakiso participants included in the qualitative study and for whom quantitative data on depression were available. In the rural area, among the 20 qualitative study
participants, 9 cases of depression were identified (45 %). These included three men (33 %)
and six women (67 %). All these cases were HIV negative and 6 (67 %) were aged above
70 years.
Since the research was primarily interested in the direct and indirect effects of HIV/AIDS
and anti-retroviral treatment (ART) on the health and wellbeing of older people, and this
paper is, more specifically, concerned with the question of despondency and psychological
wellbeing, we now examine the possibility of a link between physical health problems and
despondency.
Evidence of despondency—qualitative findings
The examples used in this section are of HIV-positive participants from both the rural and
peri-urban sites. They show despondency and feelings of unhappiness attributed to physical
health problems (related to ageing as well as HIV) as well as other factors such as financial
problems, isolation, loneliness and lack of support. Significantly, experiences and perceptions of all these factors influenced participants’ subjective explanations of the causes of
unhappiness, frustration, despondency and even depression. Self-reported health is one
example.
The quantitative study (MRC/UVRI 2011: 19–20) reported that 53 % of participants
perceived their own health as “moderately good”, 17 % as “good”, 14 % as “very good”,
15 % as “bad” and 1 % as “very bad”. HIV-positive participants on ART were the least likely
to perceive their health as “bad” or “very bad”. Among participants aged over 70, 29 %
reported their health as “bad” or “very bad”, compared with 9 % aged 50–59. In the poorest
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households, 22 % reported that their health was “bad” or “very bad” compared with 13 % in
the wealthiest households. In contrast to this cross-sectional view, the longitudinal qualitative study found significant inconsistencies and temporal fluctuations in the self-reported
health of individuals over the 12-month research period.
We found that self-reporting of health conditions, as well as financial and livelihood
hardships, were filtered through specific age- and culturally-related dispositions, with
individuals often making pragmatic comments that seem incongruous when considering
health complaints expressed in the same interview. As such, it is important to consider the
distinction between actual or diagnosed health problems, and self-reported health. There
were often significant differences between how a single participant might experience and
perceive their health, report their current health condition, and then ‘rate’ their health in a
way comparable to the types of responses captured by the quantitative study. For example,
63-year-old Patricia, who had been treated for tuberculosis years earlier, was receiving
cancer treatment as well as ART, and also had eye problems. She walked with crutches
and had experienced persistent thigh pain since falling down from the steps at her home in
January 2008 but had not reported this to the hospital due to fear that treatment would be
expensive and that her property would be stolen by her co-wife’s son in her absence (he
frequently stole to pay for alcohol). Despite all of these health problems, when asked how
she is feeling within the 7-day period before 5 of the monthly interviews, Patricia said that
she rated her health quite highly: commenting that she had not experienced any “serious
illnesses” or had no “serious sickness”. She said that ART and cancer treatment had caused a
great change in her life and she no longer falls sick frequently, and that she was not affected
by her age.
Shifting perceptions and ratings of health were influenced by the general mood (not simply
the physical health) of the respondent, which had in turn been influenced by a wide variety of
factors: food availability and problems or successes with agricultural work; feeling particularly
abandoned by a relative; instances of increased support from others; the number of recent
funerals attended or the death of a close relative. An example of the shifting perceptions of
health is given by the case of Linda, a 70-year-old HIV-positive participant who lived alone and
did not have wider family responsibilities. During her first monthly interview she complained of
general weakness, fever, poor appetite and diarrhoea. Then, during the subsequent 4 months she
reported a pain in her right leg, “painful muscles without fever”, a cough and flu, and yet she
said there was “nothing disturbing” her, that she was doing well with her treatments and had “no
serious health problems”. She said that ART had greatly improved her health to the extent that
she did not feel that health issues affected her wellbeing.
Other cases contrasted sharply with hers, and illustrate greater levels of despondency and
unhappiness attributed to physical health problems by other participants. A 60-year-old
woman in Wakiso, named Joyce, who was not yet on ART because her CD4 count was still
above the threshold for treatment, had been prescribed cotrimoxazole. This participant
reported feeling weak and experiencing physical pains “constantly attacking” her, preventing enjoyment of life and causing insomnia. She thought a great deal about the “deadly
disease, which is never going to cure” and she was worried that she may die at any time.
Such feelings did not only occur among women, David, another Wakiso respondent, aged
between 60 and 70 years reported that his health deteriorated significantly over the period of
the monthly interviews, despite being on ART. During the first interview, he said he was
active and had no health problems, but later he reported that bad physical health affected his
wellbeing, made him feel unhappy, prevented a “sound mind” and made him “lose peace”.
For many participants, deteriorating health was not necessarily complained about as
intrinsically problematic, but as instrumentally problematic, affecting many participants’
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ability to do agricultural work, provide enough food for themselves and their households,
which in turn emphasised to them their isolation when external support was not available.
For example, Joyce, the 60-year-old woman described above, said that weakness and
physical pain made her conscious that she was approaching a time when she would be
unable to do anything for herself. Although ART might sustain Joyce’s health, if in future
she received this treatment, she described her most troubling problem as the daily struggle to
“upgrade” her life, and her biggest hope was for more money.
In contrast with the case of Linda (described above), Joyce was the head of a household
which usually included up to six people including her daughter (aged 22), grandchildren,
nephews and nieces (aged between 3 and 18 years), and Joyce had many associated
responsibilities. When a nephew grew old enough to support himself, she was brought
another 3 year-old grandchild to look after. Sometimes Joyce received no visitors and no
assistance. Although she did report receiving occasional support (food items, for example)
from her son and daughter. She said she could not demand anything more than what they
gave voluntarily. The support this grandmother received was invariably offset by obligations
and the demands of the household, even at the expense of her own wellbeing. One month she
reported being unable to spare money for her own health treatment because she had to pay
school fees for a nephew. Financial worries and an unsatisfactory diet led Joyce to think a lot
about how she would “get rich”.
Joyce worked as a school cook to make an income but had difficulty getting paid; she was
also busy with private agricultural activities, but she said that she forced herself to work
despite either constant or intermittent sickness or physical pains. A major worry was a lack
of a well-established income-generating activity, and these problems, as well as an unsatisfactory diet, were intensifying and created what she described as “mental stress”. While
physical health problems affected her ability to maintain agricultural activities, physical
health was one of a range of factors that affected her psychological wellbeing.
Significantly, Joyce spent a month in prison in 2008, apparently because she severely
punished one of the children she was caring for when the child would not do as she was told.
This incident might be an indication of the pressure she felt to maintain the household
despite the lack of sufficient financial, practical and emotional support, and her inability to
cope with her responsibilities. She said, “I suffered in prison”; the interviewer noted that the
incident had “left a scar on her heart”.
David, the 60-year-old Wakiso participant on ART (introduced above), whose physical
health affected his wellbeing and made him feel unhappy, explained that he had to force
himself to do agricultural work each day despite bad health in order to earn money and to
eat. Sometimes he only had strength to work for an hour, or not at all. Financial problems
and loneliness, specifically the need to be financially better off in order to find a wife to look
after him, were recurring topics of conversation and a cause of insomnia. David was
frustrated because people took advantage of him and did not pay him enough, which, the
interviewer noted, is “bringing sorrow to his heart”. This participant consistently fretted
about how he lacked money to “get a woman who would make him happy”.
David lived alone with no family and said that living alone reduced his happiness, and
loneliness affected his health, especially when his landlady was away. The landlady, who
lived in an adjacent dwelling and neighbours provided some assistance when David was
sick, but not when he was well. He said, “There is no one who I can refer to for help”. He
said he was less lonely when people visited and chatted with him for a little while, but many
villagers greeted him and continued without stopping for a conversation. Describing his own
circumstances by using the metaphor of being eaten by namuginga—a pest that eats a sugar
cane from the inside while the cane continues to appear intact outside—David seemed very
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uncomfortable with the awareness that both his poverty and HIV status were obvious to
others. This awareness affected his confidence and self-esteem.
A number of participants hoped that ART would transform their lives for the better. For
example, the case of Vincent, a 65-year-old fishmonger who was also busy with private
agricultural activities. In his first monthly interview, Vincent reported that he experienced
backache despite medicine from TASO (cotrimoxazole, not ART). However, backache was not
mentioned again in any subsequent interview. In the secondmonth he reported that his condition
was okay, he had gained weight and his leg pain had reduced. In the third month Vincent reported
swollen legs, pain from his knees down to his feet, and general weakness preventing him from
doing as much work as he would like. He said this was affecting his wellbeing. Other reported
health problems included small, itching and painful spots on the skin, high blood pressure and
“terrible flu”. Vincent relied on a walking stick and felt bad when friends were moving at high
speed but he could not; he said he had “taken all kinds of drugs” for leg pain, but to no avail, and
wished the doctors could put him on ART because “maybe my legs would improve”.
Vincent moved between two homes and two wives who looked after him (cooking,
washing and ironing); some children lived in both homes. Compared with other male
participants who lived alone and regularly said that they wanted to find a wife to look after
them and to reduce their loneliness, Vincent was not lonely and isolated. However, deteriorating health made his responsibility for two families a considerable burden. Vincent’s
wellbeing was affected by physical health problems indirectly, in that health problems were
an obstacle to work, which in turn compromised his income and created frustration.
However, Vincent did seem to be faring better economically than many other HIVpositive participants. He made two seemingly contradictory statements in one interview:
on the one hand, he said that there were “no marked problems” and he “hardly gets any
hardships” because he had money and a good life. On the other hand, he said he was
depressed because of business problems and because workers had stolen money. Vincent’s
“depression” seems to have been a symptom of frustration about his financial situation. He
has made many preparations in the hope that his family will survive economically in the
event of his death, but believed that his money “will never be enough”. He said he was afraid
of dying and leaving his two wives, children and relatives. Vincent said that all his
complaints were “pointing to poverty” and that HIV was “becoming a stumbling block”.
Some participants did not seem to suffer from unhappiness and despondency as a direct
result of their physical health problems. Rather than attributing diet and financial problems
to poor health, they attributed poor health to economic and livelihood circumstances. For
example, throughout the interview period, a 73-year-old participant named Moses experienced “more or less continuous backache” as well as acute pain or numbness all over his
body, including his knee and elbow joints, feet, headaches, and “a sharp pain on the left hand
near the armpit”. The only exceptions were in month 2, when he said he was generally
feeling well because of cotrimoxazole, and in month 7, when he described his physical
health as good despite reporting heaviness in his back and the problems of living with HIV.
Moses considered food to be a primary medicine, as hunger may have been causing him
pain. Lack of food reduced his strength and the effectiveness of medicines, he said:
“[T]he most important thing that pains me and disturbs my mind most is the diet,
because if I had a diet which was good I would feel healthier than I do now. […] This
continues from day to day with no hope of having somebody to ensure that I feed
better”.
Moses was owed money, an on-going problem with no resolution in sight, and which
caused a great deal of worry and frustration, and contributed to insomnia. He said that he
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hoped he would feel very happy when he was paid his money. He tried to support himself
through his rental property and vegetable cultivation but said his life pattern and lack of
money were not at all conducive to good health and wellbeing. He did not have regular
meals due to a scarcity of money and because he sold waragi (alcohol), so people were
always coming and going, preventing any kind of routine. He shared his home with a friend
who stole his waragi and became abusive to him and also the neighbours.
Although Moses did not drink heavily and had tried to avoid drinking, he said he drank in
moderation because it allowed him to socialise with others, prevented loneliness, and helped
him sleep. Sometimes he experienced insomnia; at other times, bad dreams troubled his
mind. The dreams included money-related scenarios. It would appear that financial circumstances were a greater source of anxiety and uncertainty than his physical health problems.
For a 73-year-old HIV-positive participant named Agatha, isolation and anxiety over a
lack of practical and emotional support were the main causes of unhappiness and despondency. In terms of health, Agatha experienced headaches as well as leg and feet pains, a
cough, palpitations, ulcers, epistaxis, toothache, severe neck pain, and an unspecified blood
pressure issue. Throughout the research period, she fluctuated between feeling fine for a few
days and feeling sick for a few days (expressed on a separate occasion as: “one week she is
fine and the other she is sick”). However, Agatha seemed to belittle her health problems,
rather than feeling unhappy. She said she does not get sick often, that her life was fairly
good, her condition is good, and she felt strong enough to care for herself.
Although Agatha sometimes complained of difficulties with household activities due to
old age, leg and foot pains, at other times she was able to walk as far as 6 km and was able to
work in her garden. She seemed to lament her changing health and increased difficulty with
household activities with a degree of pragmatism (“I have to face the present situation and
adjust my life”) and described herself as a very strong woman who stands whatever comes
her way.
In this way, the daily difficulties of living with health problems did not seem to be the cause
of any despondency, especially compared to the insights provided by discussions on other
topics. Agatha did experience psychological problems—apparently she is “always worried and
is in thought” regarding her last days and years, although this anxiety was about loneliness,
isolation and lack of support, rather than being directly associated with her health.
Agatha seemed quite isolated and did not receive visitors. Passers-by always “branch off
to greet her” but did not stay long. She described herself as a very social person, and
indicated good relations with the community, but she felt out of place at social gatherings
because she thought of her condition “every now and then”. She said she did not associate
much with village members because they gossiped a lot; however, she described herself as a
‘consultant’ for all those who want to know about HIV/AIDS in the village.
In some cases, the depiction of the causes of despondency and unhappiness was more mixed,
even contradictory. Judith, a 67-year-old HIV-positive participant in Kalungu, had been married
twice but had no children and lived alone with nobody to assist her. At the start of her
participation in this study, Judith received visitors that came to buy alcohol and cigarettes most
days; however, after a while she stopped selling alcohol and cigarettes because customers failed
to pay her. Also, Judith experienced violence: for example, a drunk male customer assaulted
her, leaving her to crawl to her room while others laughed at her; the assault resulted in a back
injury and on-going back pain which caused her to lose weight and bend while walking. The
interviewer noted that Judith looked “as if she wanted to cry”.
When diagnosed as HIV-positive, Judith believed that it was her “time to die”, despite
being prescribed ART, because there was no actual cure. She said she had no trusted friend
to share the test results with, and that she feared people would “back bite” her when they
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come to know her status. Similar to David (described above), who seemed very uncomfortable with the awareness that both his poverty and HIV status were conspicuous, Judith said
that most of the time her clothes were clean, despite difficulties, but that she was “fearing a
rumour to ‘snick’ about her [if] found with dirty clothes”. However, on another occasion, she
said that she did not fear even when the community knows that she is HIV-positive as long
as she receives treatment.
Despite her poverty, Judith had a pragmatic faith and seemed to draw much strength and hope
from both religion and her health carers. She said that when she was diagnosed as HIV-positive,
she “promised to stick to God”; she expressed happiness that she was treated after diagnosis, and
that ART had improved her life. She said she was ready for death, which is unavoidable for all
human beings whether rich or poor, old or young—“even the Pope in Rome”. She added that she
felt no fear of becoming old and prayed to stay for 40 more years. However, there was another
side to Judith’s moods and sense of wellbeing. Once, on the verge of tears, she said:
“It was very bad for me not to have a child; otherwise the child could assist me and
take care of me. There came a certain time when I wanted drinking water and nobody
was around; it took time for me to get out of bed, I crawled, which showed me that I
was almost at a point of death and needed help!”
Judith used a walking stick to move even from her room to the kitchen to prepare meals.
She said that her life had “become weak” and that she had “stopped agriculture activities
long ago”. On one occasion, Judith reported having spent a whole day crying because she
had no food or even tea. Yet, showing how circumstances can change, in month 12, she said
she faced no food-related hardship because friends supported her; only the ‘sauce’ (vegetable or meat to go with a starch) was her problem, as she had no money to buy fish or meat.
The interviewer noted: “She almost cried while saying that”.
Worries over food affected everyone at some point during the study. Most of the older
people depended on one meal a day; others survived on one meal for two or more days.
Sometimes when participants said they eat one meal a day, they also ate leftovers for supper
or breakfast but the quantities were small and they did not consider this to be a meal. There
were also seasonal variations: poorer people experienced exacerbated food shortages for 1 or
2 months each year during the dry season. However, during the study period, the dry spell
lasted 3-4 months. Fatuma, a 73-year-old Kalungu participant who lived alone and was HIV
positive, said that food was a constant problem. She was entirely dependent on the little that
was available from her garden, and only managed to have one meal each day (supper) plus
maize porridge for breakfast and lunch. She faced particular hardships in getting food during
the dry season, and she said that digging cassava from the dry soil pained her very much.
Eighty-year-old Isaac who worked as a cobbler at a trading centre, said he used his meagre
earnings to buy meals from a local hotel and, therefore, ate only one meal each day. He liked
to go to the trading centre to find people to talk to, and sometimes people around the trading
centre fed him when he had no money, which he appreciated.
Although some participants regularly complained about health matters, caused by old age
as well as HIV, the main factors that negatively affected wellbeing and caused despondency
were interrelated problems and worries relating to finances, work, diet, other resource
constraints, lack of assistance and support, loneliness, isolation and separation from important relatives. These same factors affected participants who were not HIV-positive. Madina,
for example, an 80 year old participant from Kalungu, lived alone in a poorly thatched mud
house, and struggled to get enough food to eat. Her daughter had died of AIDS-related
illnesses, leaving her to the mercies of her grandson, who, she complained, failed to help her
and was waiting for her to die.
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Of the 40 participants, 26 of them said that their health problems had become an obstacle
to their livelihoods, food availability and in turn their wellbeing in general. The transcripts of
interviews with 11 participants indicate that their health did not have a significant impact on
livelihoods and food availability. The differences between the 26 and 11 participants did not
appear to be due to bad or good health, gender, or HIV-status, but were often determined by
regular family support, whether or not the participants lived in large households or alone,
whether or not they were solely responsible for an extended family of children. It was clear
that without family support, many of those 11 participants would find that their health
severely hindered their ability to grow food or earn even a small cash income.

Discussion and Conclusion
The quantitative study identified factors significantly associated with depression, including
socio-demographic factors (gender, wealth, education levels), medical illnesses (chronic
back pain, diabetes and visual problems), biological markers (grip strength), and psychosocial factors (social network index and WHO Disability Assessment Schedule). However, the
qualitative study found that the psychological wellbeing of many participants, who apparently were not depressed according to the quantitative study, seemed to be adversely affected
by some of these socio-demographic, medical, and psychosocial factors. Many of the
participants regularly expressed economic frustration (because of a lack of money to buy
food and other commodities including sugar and soap); medical problems (including those
due to HIV) as well as old age, such as severe and ongoing backache, and decreased energy
levels resulting in an inability to produce enough food; the burden of dependents including
concerns about school fees for grandchildren, feelings of sadness and isolation, and a lack of
support from others, as well as stigma, whether real or perceived. However, while worries,
sorrow and despondent thoughts were reported in many of the interviews across the year of
the study, moods fluctuated with happiness and unhappiness intermingled in many narratives
often when older people reflected on the challenges they faced and then, later, recounted the
visitors or help that they had been given.
Social isolation has been identified as a risk factor for depression in older people in other
studies (Gutzmann 2000; Findlay 2003; Alpass and Neville 2003). This isolation is caused
not only by reduced mobility but also by ‘the inevitable loss of family and friends’ (Alpass
and Neville 2003: 212). In our study the loss of their peers was compounded for some by the
loss of their children to AIDS-related illnesses. The acute pain of the loss of a child has been
documented in a number of different studies (Cobb 1956; Rubin 1993; Videka–Sherman
1982) and attention has also been paid to the particular experience of older parents, like
Grace in the story at the beginning of this paper, grieving the loss of an adult child (Moss et
al. 1986; Rando 1991; Cacace and Williamson 1996). Children are an investment in the
future and in a very real sense in countries such as Uganda with no social security system, a
safety net for the parent. It is not surprising that the death of a child should lead to feelings of
despondency and despair because that death has eroded ‘hope’.
Hope is an important concept in our study. Dufault and Martocchio (1985) define hope as “a
multidimensional dynamic life force characterised by a confident yet uncertain expectation of
achieving a future good which, to the hoping person, is realistically possible and personally
significant” (p. 380, italics theirs). The participants seemed to look to the future, to be able to
cling on to hope, even when their circumstances seemed dire. For example, the loss of Grace’s
only son and the bad behaviour of her granddaughter drove her to despair but at another time
Grace confided that she hoped her granddaughter would change and be more helpful when she
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grew up. She also hoped, ironically, that her elderly husband would be found to be HIV-positive
(he had not been tested) because this would give her access to free medical care for him.
For many participants who were on ART and went to clinics for regular check-ups and
had contact with a counsellor, their feelings of social isolation seemed to be moderated by
this social contact. ART has been shown to have a dramatic effect on the health and wellbeing of people living with HIV, literally restoring their hope of life (Russell et al. 2007) but
for the older people in our study ART also gave access to people to talk to and share with,
and invaluable sources of support. It would appear that access to care and support made the
HIV-positive older people less susceptible to depression than their HIV-negative peers, a
finding corroborated by other recent research (Nyirenda et al. 2012).
Not surprisingly, the interviewers came to play a part in the participants lives, serving for
some as a much needed visitor who was prepared to give them time to talk and reminisce;
perhaps helping to alleviate feelings of despondency and isolation. The required social support
that lifted the mood of older people in this study population was very often ‘someone to stop
and chat’, getting enough to eat and someone to sympathetically treat their many ailments.
Attention to the mental health of older people needs to take account of what Schatz and
Gilbert (2012) have recently highlighted as the social reality of these people’s lives. They
have called for a greater ‘emphasis on a context specific and nuanced understanding’ of
ageing (p.23). The in-depth analysis presented in this paper has demonstrated the importance
of context for understanding despondency among older people in general and, related to our
findings, among those who are living with HIV. The psychological wellbeing of many older
people in Uganda is intimately bound up in the struggle with poverty that they face on a
daily basis in their lives.
Acknowledgements This research was funded by Cordaid, the National Institute for Ageing, WHO and
MRC (UK). We are grateful for the support and advice of Heiner Grosskurth and Pontiano Kaleebu and the
comments of Eugene Kinyanda. We thank Joyce Mayinja, Mildred Omara, Paul Sejjaaka, Elizabeth Kabunga,
Anastasia Zoolaga, Eva Mubiru and Abby Nkalubo for their dedication to the qualitative data collection
throughout the months of the study and we also thank the quantitative survey study team for their work. We
are grateful for the very helpful comments of two reviewers on this paper. We are, of course, indebted to the
participants for providing us with their time and information. Thank you.

Open Access This article is distributed under the terms of the Creative Commons Attribution License which
permits any use, distribution, and reproduction in any medium, provided the original author(s) and the source
are credited.

References
Alpass, F. M., & Neville, S. (2003). Loneliness, health and depression in older males. Aging and Mental
Health, 7(3), 212–216.
Antelman, G., Kaaya, S., Wei, R., Mbwambo, J., Msamanga, G. I., Fawzi, W. W., et al. (2007). Depressive
symptoms increase risk of HIV disease progression and mortality among women in Tanzania. JAIDS
Journal of Acquired Immune Deficiency Syndromes, 44(4), 470.
Benton, T. D. (2008). Depression and HIV/AIDS. Current Psychiatry Reports, 10(3), 280–285.
Bor, R., & du Plessis, P. (1997). The impact of HIV/AIDS on families: An overview of recent research.
Families, Systems and Health, 15(4), 413–427.
Cacace, M. F., & Williamson, E. (1996). Grieving the death of an adult child. Journal of Gerontological
Nursing, 22(2), 16–22.
Cobb, B. (1956). Psychological impact of long illness and death of a child on the family circle. The Journal of
Pediatrics, 49, 746–751.
Cole, M. G., & Dendukuri, N. (2003). Risk factors for depression among elderly community subjects: a
systematic review and meta-analysis. American Journal of Psychiatry, 160(6), 1147–1156.

332

J Cross Cult Gerontol (2012) 27:319–333

Dufault, K., & Martocchio, B. C. (1985). Symposium on compassionate care and the dying experience. Hope:
its spheres and dimensions. The Nursing Clinics of North America, 20(2), 379–391.
Emlet, C. A. (2006). “You’re awfully old to have this disease”: experiences of stigma and ageism in adults 50
years and older living with HIV/AIDS. The Gerontologist, 46(6), 781–790.
Emlet, C. A., & Poindexter, C. C. (2004). Unserved, unseen, and unheard: Integrating programs for HIVinfected and HIV-affected older adults. Health and Social Work, 29(2), 86–96.
Findlay, R. A. (2003). Interventions to reduce social isolation amongst older people: where is the evidence?
Ageing and Society, 23(5), 647–658.
Foster, G. (2000). The capacity of the extended family safety net for orphans in Africa. Psychology, Health
and Medicine, 5(1), 55–62.
Foster, G., Levine, C., & Williamson, J. (Eds.). (2005). A generation at risk: The global impact of HIV/AIDS
on orphans and vulnerable children. Cambridge: Cambridge Univ Press.
Gutzmann, H. (2000). Diagnosis and therapy of depression in advanced age]. Therapeutische Umschau.
Revue Therapeutique, 57(2), 95–99.
Hackl, K. L., Somlai, A. M., Kelly, J. A., & Kalichman, S. C. (1997). Women living with HIV/AIDS: the dual
challenge of being a patient and caregiver. Health and Social Work, 22(1), 53–62.
Heckman, T. G., Heckman, B. D., Kochman, A., Sikkema, K. J., Suhr, J., & Goodkin, K. (2002). Psychological symptoms among persons 50 years of age and older living with HIV disease. Aging and Mental
Health, 6(2), 121–128.
Kalichman, S. C., Heckman, T., Kochman, A., Sikkema, K., & Bergholte, J. (2000). Depression and thoughts of
suicide among middle-aged and older persons living with HIV-AIDS. Psychiatric Services, 51(7), 903–907.
Leserman, J. (2008). Role of depression, stress, and trauma in HIV disease progression. Psychosomatic
Medicine, 70(5), 539–545.
McCausland, J., & Pakenham, K. I. (2003). Investigation of the benefits of HIV/AIDS caregiving and relations
among caregiving adjustment, benefit finding, and stress and coping variables. AIDS care, 15(6), 853–869.
Monasch, R., & Boerma, J. (2004). Orphanhood and childcare patterns in sub-Saharan Africa: an analysis of
national surveys from 40 countries. AIDS, 18, S55–S65.
Moore, A. R., Vosvick, M., & Amey, F. K. (2006). Stress, social support and depression in informal caregivers to
people with HIV/AIDS in Lome, Togo. International Journal of Sociology and Social Policy, 26(1/2), 63–73.
Moss, M. S., Lesher, E. L., & Moss, S. Z. (1986). Impact of the death of an adult child on elderly parents:
some observations. OMEGA–Journal of Death and Dying, 17(3), 209–218.
MRC/UVRI. (2011). Direct and indirect effects of HIV/AIDS and anti-retroviral treatment on the health and
wellbeing of older people. Geneva: World Health Organisation.
Myer, L., Smit, J., Roux, L. L., Parker, S., Stein, D. J., & Seedat, S. (2008). Common mental disorders among
HIV-infected individuals in South Africa: prevalence, predictors, and validation of brief psychiatric rating
scales. AIDS Patient Care and STDs, 22(2), 147–158.
Nyambedha, E. O., Wandibba, S., & Aagaard-Hansen, J. (2003). “Retirement lost”—the new role of the
elderly as caretakers for orphans in western Kenya. Journal of Cross-Cultural Gerontology, 18(1), 33–52.
Nyirenda, M., Chatterji, S., Falkingham, J., Mutevedzi, P., Hosegood, V., Evandrou, M., et al. (2012). An
investigation of factors associated with the health and well-being of HIV-infected or HIV-affected older
people in rural South Africa. BMC Public Health, 12, 259.
Olley, B. O., Seedat, S., Nei, D. G., & Stein, D. J. (2004). Predictors of major depression in recently diagnosed
patients with HIV/AIDS in South Africa. AIDS Patient Care and STDs, 18(8), 481–487.
Pakenham, K. I., Dadds, M. R., & Terry, D. J. (1995). Carers’ burden and adjustment to HIV. AIDS Care, 7(2),
189–204.
Ramashala, M.F. (2000). Living arrangements, poverty and the health of older persons in Africa: Population
Division, Department of Economic and Social Affairs, United Nations Secretariat.
Rando, T. A. (1991). How to go on living when someone you love dies. New York: Bantam Books.
Rubin, S. S. (1993). The death of a child is forever: The life course impact of child loss. In M. S. Stroebe, W.
Stroebe, & R. O. Hansson (Eds.), Handbook of bereavement: Theory, research and intervention. New
York: Cambridge University Press.
Russell, S., Seeley, J., Ezati, E., Wamai, N., Were, W., & Bunnell, R. (2007). Coming back from the dead:
living with HIV as a chronic condition in rural Africa. Health Policy and Planning, 22(5), 344–347.
Schatz, E. J. (2007). “Taking care of my own blood”: older women’s relationships to their households in rural
South Africa. Scandinavian Journal of Public Health, 35(69 suppl), 147–154.
Schatz, E., & Gilbert, L. (2012). “My heart is very painful”. Physical, mental and social wellbeing of older
women at the times of HIV/AIDS in rural South Africa. Journal of Aging Studies, 26(1), 16–25.
Scholten, F., Mugisha, J., Seeley, J., Kinyanda, E., Nakubukwa, S., Kowal, P., et al. (2011). Health and
functional status among older people with HIV/AIDS in Uganda. BMC Public Health, 11(1), 886.

J Cross Cult Gerontol (2012) 27:319–333

333

Seeley, J., Wolff, B., Kabunga, E., Tumwekwase, G., & Grosskurth, H. (2009). ‘This is where we buried our
sons’: people of advanced old age coping with the impact of the AIDS epidemic in a resource-poor setting
in rural Uganda. Ageing and Society, 29(01), 115–134.
Seeley, J., Zalwango, F., Mugisha, J., Kinyanda, E., Wake, C., & Scholten, F. (2010). Poverty, ageing and HIV
in Wakiso District, Uganda. In presented at ‘10 years of the war against poverty: What we have learned
since 2000 and what should we do 2010-2020’. Manchester: Chronic Poverty Research Centre, University of Manchester.
Shortt, S. (2001). Venerable or vulnerable? Ageism in health care. Journal of Health Services Research and
Policy, 6(1), 1–2.
Simbayi, L. C., Kalichman, S., Strebel, A., Cloete, A., Henda, N., & Mqeketo, A. (2007). Internalized stigma,
discrimination, and depression among men and women living with HIV/AIDS in Cape Town, South
Africa. Social Science and Medicine, 64(9), 1823–1831.
Ssengonzi, R. (2007). The plight of older persons as caregivers to people infected/affected by HIV/AIDS:
evidence from Uganda. Journal of Cross-Cultural Gerontology, 22(4), 339–353.
Tannock, C., & Katona, C. (1995). Minor depression in the aged. Concepts, prevalence and optimal
management. Drugs and Aging, 6(4), 278–292.
Uganda, Government of. (2006). Uganda HIV/AIDS sero-behaviour survey. Kampala: Ministry of Health.
Videka-Sherman, L. (1982). Coping with the death of a child: a study over time. American Journal of
Orthopsychiatry, 52(4), 688–698.
Wight, R. G. (2000). Precursive depression among HIV infected AIDS caregivers over time. Social Science
and Medicine, 51(5), 759–770.
Wilson, A. O., & Adamchak, D. J. (2001). The grandmothers’ disease—the impact of AIDS on Africa’s older
women. Age and Ageing, 30(1), 8–10.
Zanjani, F., & Rowles, G.D. (2012). “We don’t want to talk about that”: Overcoming barriers to rural aging
research and interventions on sensitive topics. Journal of Rural Studies (EPub ahead of print):1–8.
Zeiss, A. M., Lewinsohn, P. M., Rohde, P., & Seeley, J. R. (1996). Relationship of physical disease and
functional impairment to depression in older people. Psychology and Aging, 11(4), 572–581.

