
Reynolds Z et al. Journal of the International AIDS Society 2022, 25(S4):e26000
http://onlinelibrary.wiley.com/doi/10.1002/jia2.26000/full | https://doi.org/10.1002/jia2.26000

RESEARCH ARTICLE

Priorities for health and wellbeing for older people with and
without HIV in Uganda: a qualitative methods study
Zahra Reynolds1,§ ,# , Rebecca Gilbert1,#, Ruth Sentongo2, Ana-Claire Meyer3, Deanna Saylor3,4,
Samson Okello2,5 , Noeline Nakasujja6, Meredith Greene7, Janet Seeley8 , Alexander C. Tsai1,2,9 ,
Stephen Asiimwe2,10, Lien Quach1,11, Brianne Olivieri-Mui12 and Mark J. Siedner1,2,9

§Corresponding author: Zahra Reynolds, Medical Practice Evaluation Center, Massachusetts General Hospital, 100 Cambridge Street, Suite 1600, Boston,
MA 02114, USA. (zreynolds@mgh.harvard.edu)
#These authors have contributed equally to the work.

Abstract
Introduction: With improved HIV treatment availability in sub-Saharan Africa, the population of older people with HIV (PWH)
is growing. In this qualitative study, we intended to understand (1) the lived experiences of ageing people in rural Uganda, with
and without HIV, (2) their fears and health priorities as they grow older.
Methods: We conducted 36 semi-structured interviews with individuals with and without HIV in Mbarara, Uganda from Octo-
ber 2019 to February 2020. Interview guide topics included priorities in older age, physical functioning in daily activities,
social functioning, HIV-related stigma and the impact of multimorbidity on health and independence. Interviews were con-
ducted in Runyankole, transcribed, translated and inductively coded thematically by two researchers with tests for inter-coder
reliability.
Results: The respondents were purposively sampled to be evenly divided by sex and HIV serostatus. The median age of
respondents was 57 (49–73). Two-thirds were married or cohabitating, 94% had biological children and 75% cited farming
as their primary livelihood. Overall, PWH considered themselves as healthy or healthier than people without HIV (PWOH).
PWH rarely considered their HIV status a barrier to a healthy life, but some reported a constant sense of anxiety as it relates
to their long-term health. Irrespective of HIV status, nearly all respondents noted concerns about memory loss, physical pain,
reductions in energy and the effect of these changes on their ability to complete physical tasks like small-scale farming, and
activities of daily living important to the quality of life, such as participating in community groups. Increasing reliance on oth-
ers for social, physical and financial support was also a common theme. The most prevalent health concern among participants
involved the threat of non-communicable diseases and perceptions that physical functioning may diminish.
Conclusions: In rural Uganda, we found that PWH consider themselves to be healthy and do not anticipate a different age-
ing experience from PWOH. Common priorities shared by both groups included the desire for physical and financial inde-
pendence, health maintenance and social support for daily functioning and social needs. Entities supporting geriatric care in
Uganda would benefit from attention to concerns about functional limitations and reported needs as people age with and
without HIV.
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1 INTRODUCT ION

Sub-Saharan Africa (SSA) as a region is experiencing signifi-
cant demographic shifts [1]. Compared to other regions of the
world, SSA has a smaller proportion of older aged persons as
a share of the total population [2]. However, SSA is experienc-
ing greater increases in life expectancies than other regions,

resulting in a substantial projected increase in people over
50 years old. For example, as of 2020, Uganda has approxi-
mately 3.3 million people over the age of 50 with that num-
ber projected to grow to 12.4 million by 2050 (an increase
from 7% to 14% of the population [3]). This growing demo-
graphic necessitates a comprehensive understanding of the
lived experiences and priorities of older people.
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Nonetheless, there is a relative paucity in the literature
about ageing in SSA, despite repeated calls for a better under-
standing of this population group [2, 4–8]. Data collection
and research is a core element of the WHO’s Global Strat-
egy and Action Plan for Ageing and Health [9]. There has been
notable progress in quantitative data collection to describe
ageing in SSA, such as the World Health Organization Study
of Global Ageing and Adult Health (SAGE) [10], Ibadan Study
of Ageing in Nigeria [11] and Health and Ageing in Africa:
A longitudinal study of an INDEPTH community in South
Africa (HAALSI) [12]. Yet, there continues to be a need for
more varied research and national and sub-national studies.
Specifically, qualitative research [13–16] can provide impor-
tant insights into the lived experiences of older people as they
are affected by their intrinsic capacity (cognition, mobility, psy-
chological health, vitality and sensory) and external environ-
ment as defined by the WHO Model of Healthy Ageing [17].

A contributing factor to the health and wellbeing of older-
age people in Uganda, and older-age people in Africa more
broadly, is the increasing availability of treatment for HIV. As
HIV disease is increasingly well-managed through antiretrovi-
ral therapy (ART), people with HIV (PWH) are living longer
[4, 18–20]. As of 2019, close to 18% of the adult population
with HIV in Uganda was over 50 years of age (230,000 out of
1.3 million adults with HIV) [21]. Not only are more Ugandans
living longer, but many of them face the biomedical, social and
emotional consequences of lifelong HIV infection.

In the global north, data on ageing PWH suggest they face
an increased risk of physical comorbidities, such as cardio-
vascular disease [22], liver, kidney and bone disease [23], as
well as premature geriatric syndromes [24, 25] compared to
people without HIV. Moreover, they also must confront the
impact of persistent stigma, discrimination, access to health-
care and changes in social support that may be unique to
their status [26–28]. However, if and how these influences
affect PWH in SSA is less well explored. Preliminary data from
the region seem to suggest that PWH might have improved
access to and engagement with the healthcare system [16, 29,
30] but that persistent stigma remains a major threat [31–36].
In this qualitative study, we intended to understand the lived
experiences of ageing people in rural Uganda living with and
without HIV, to better understand their fears and health pri-
orities as they grow older, and advise on the design of future
research and interventions to address the needs of this popu-
lation.

2 METHODS

The Quality of Life and Ageing with HIV in Rural Uganda
study (NIH R01AG059504) is a mixed methods research
study designed to identify intervention targets to improve
functioning and quality of life for older aged PWH in the
region. This paper describes the qualitative component of the
study to understand determinants of quality of life among
older aged PWH in Uganda. The results of these interviews
informed the design and selection of measures for quantita-
tive data collection for a prospective cohort study which has
since begun enrolment and is ongoing. The study received
approval from both the ethics committee at Mbarara Univer-

sity of Science and Technology, the Uganda Council for Sci-
ence and Technology, as well as Mass General Brigham. Writ-
ten informed consent was obtained for all participants.

Participants were consecutively sampled from an existing
cohort of older individuals (48 years and older) with and with-
out HIV [37] using two methods. First, PWH were eligible
for enrolment if they had been taking ART for a minimum of
3 years and were in active care at the HIV clinic at Mbarara
Regional Referral Hospital. Age and sex-similar people with-
out HIV (PWOH) were identified using a study-based cen-
sus of villages in the clinic catchment area and recruited from
their homes [38]. We used the population study to identify
comparators without HIV to minimize bias by co-morbidity or
health-seeking behaviour that might arise from recruitment.
HIV status was ascertained through annual HIV testing in
the parent study and verbal confirmation of testing results
included in prior study data, reflecting their lived experience.
Of those approached for participation in the study, 100%
agreed to participate.

In-depth interviews were conducted by a trained inter-
viewer using a structured interview guide. Interview guide
topics were identified and selected through a literature review
process in collaboration with Ugandan colleagues. Topics
included (1) definitions of and priorities for quality of life
in older age; (2) physical functioning, including barriers and
facilitators to completing daily activities; (3) social functioning,
including familial responsibilities and position in the house-
hold; (4) HIV-related stigma; and (5) impact of multimorbid-
ity on health and independence (see Table S1). Questions spe-
cific to the experience of living with HIV were only asked
of participants with HIV. The interview guide was reassessed
after it was piloted and reformatted to ensure more open-
ended questioning. Interviews took place between October
2019 and February 2020. Interviews continued until satura-
tion was achieved. A total of 36 interviews were completed.

Interviews were conducted in Runyankole, the dominant
local language, by a man in his 30s, audio-recorded and trans-
lated to English during the transcription process. Inductive
analysis was conducted using a thematic approach. A priori
themes were used in the initial analysis, but additional themes
and subthemes were identified as interviews were compared.
Interviews were coded using Dedoose software [39]. A sam-
ple of interviews was coded by two researchers to ensure
inter-coder reliability. There was generally good agreement
between coders, with any differences resolved through dis-
cussion to reach a consensus. Following the initial coding, a
matrix was developed to reorganize data into headings and
sub-headings for further interpretation (see Table S2). The
data were specifically analysed to examine for differences and
similarities by HIV status.

3 RESULTS

3.1 Sample characteristics

The 36 study participants were equally divided by HIV
serostatus and sex (Table 1). The median age of the cohort
was 57 (range, 49–73). A majority of study participants
reported their highest level of education to be incomplete pri-
mary school (n = 22, 61%). All participants reported being
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Table 1. Cohort characteristics

Total cohort

(N = 36)

People with HIV

(n = 18)

People without HIV

(n = 18)

Age, years, range, mean 57 [49–73] 57 [49–72,62] 57 [49–73,63]

Female sex, %, n 18 (50) 9 (50) 9 (50)

Education

Did not complete primary school, %, n 22 (61) 11 (61) 11 (61)

Completed primary school, %, n 12 (33) 6 (33) 6 (33)

Completed secondary school, %, n 2 (6) 1 (6) 1 (6)

Employed 36 (100) 18 (100) 18 (100)

Farmer, %, n 27 (75) 10 (56) 17 (94)

No regular salary,a %, n 30 (88) 15 (83) 15 (94)

Marital status

Single, %, n 1 (3) 1 (6) 0 (0)

Married/cohabitating, %, n 23 (64) 10 (56) 13 (72)

Divorced/separated, %, n 2 (6) 1 (6) 1 (6)

Widowed, %, n 10 (28) 6 (33) 4 (22)

Family structure

Living alone, %, n 3 (8) 3 (17) 0 (0)

Has biological children,b %, n 34 (94) 17 (94) 17 (94)

Current primary caretaker for non-biological children,c %, n 20 (56) 10 (56) 10 (56)

aTwo HIV-negative participants missing data, n = 34.
bIncludes grown children who have moved out of the house.
cIncludes nieces, nephews, and other relatives.

employed, with farming being the predominant source of
livelihood among the cohort (n = 27, 75%). More PWOH
identified as farmers compared to people with HIV (PWH)
(94% vs. 56%). Additionally, the majority of the cohort
reported not having a regular salary (n = 30, 88%), which was
more common among those participants not living with HIV
compared to PWH (83% vs. 94%).

Approximately two-thirds of the study participants were
married or cohabitating (n = 23, 64%). Only three (8%) of
participants lived alone (17% [n = 3] among PWH vs. none
of PWOH). Most participants have living biological children
(n = 34, 94%) and half are the current primary caretaker for
additional non-biological children (n = 20, 56%).

3.2 Self-perceived impact of HIV on health and
quality of life

Generally, PWH did not consider their health or quality of life
to be dramatically different from PWOH as they age. In fact,
many PWH considered themselves healthy, their HIV status
notwithstanding. “[HIV] does not affect me at any time and
I might be better than HIV negative people,” said a 57-year-
old woman with HIV, a common sentiment. Another female
respondent of 66 years noted her similarity to PWOH when
she said, “Anyone can fall sick of anything whether they have
HIV or not. There are people that are prone to any sicknesses
regardless of having HIV or not.”

Respondents did note there is a difference between those
with well-controlled disease and those without the same level
of adherence. One 72-year-old woman with HIV described it
in the following way: “HIV is like flu or cough; if you are tak-

ing your medication as prescribed by the doctor, it does not
affect your way of doing things in any way. [Sickness] happens
to those who don’t take their medication very well.” One 70-
year-old man illustrated a common sentiment among the par-
ticipants about their expected longevity with ART:

I am now confident that I will live for many years until
the true medicine is discovered. I am also confident that
when I continue taking my medication, I will still live and
serve my family, the church, and the community as long
as I am still taking my medication and not disorganized
with old age.

Nonetheless, for a minority of participants, the knowledge
of their HIV serostatus continues to affect the way they
see themselves and their overall perception of their health.
“Because of taking the drug daily, you feel no self-love, and
if you happen to become sick by something small, you’ll get
worried that other sicknesses will come such as TB,” said one
55-year-old woman with HIV.

3.3 Changing perceptions about HIV in the
ART era

Both PWH and PWOH noted historical shifts in the way HIV
impacted families and individuals. PWH highlighted the bur-
den of stigma and discrimination early in their disease pro-
gression prior to freely available treatment. “I’d [. . . ] ask them
when they’d visit me, but they’d say they will make it. So,
I’d know if it’s due to the virus that they can’t show up.
Afterwards, all that ended, and they understood how HIV is
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spread. They’d eat rice with me,” said a 66-year-old woman
with HIV.

Respondents frequently told of how life has improved for
both themselves and their communities with better treatment
and knowledge of the virus. As one 49-year-old man with
HIV put it, “Honestly speaking, there is no HIV person that’s
treated unfairly! There is no trademark that points out an
HIV positive person. Before they were affected by skin rash,
and everyone knew the signs. Can you tell that I am HIV by
merely looking at my skin?” While there was limited report-
ing of maltreatment of PWH, it was usually rationalized with
some qualifier such as the person did not take ART routinely,
was promiscuous or was self-stigmatizing. PWOH tended to
agree with their PWH counterparts when they say, “now a
person living with HIV is treated like any normal person [. . . ]
He will remain healthy and will suffer other disease like any
other people in the community” (57-year-old woman without
HIV).

The most commonly cited reasons for this change in treat-
ment and perceptions about PWH were the increasing avail-
ability of treatment for HIV and the pervasiveness of HIV
infection in the community. As one 51-year-old woman with-
out HIV stated, PWH are not stigmatized, “because one is
worried that tomorrow or another day he will be HIV posi-
tive also.” Most respondents noted this shift was most evident
soon after ART became widely available for free.

3.4 Shared experiences of physical and mental
declines with ageing

PWH are not immune to the effects of ageing and felt that
they are ageing similarly to their peers. A 49-year-old man
with HIV sums it up when he says, I view myself as a nor-
mal person and I would not see any change of having HIV
because I don’t see any difference; I have developments just
like an HIV-negative person only that I see that I don’t have
the energy that I had before like now.

While facing the expected declines of ageing, most HIV-
positive respondents consider themselves to be healthy. By
contrast, most PWOH generally considered themselves to
have poor health due to ageing. One man without HIV of
52 years described his current health as the following: My
hands pain, the whole body pains. That means that old age is
affecting me. Because, back then I would work and then feel
okay afterwards. But now, that is not the case. I feel all joints
hardening and paining and I fail to work as I used to.

These health complaints are not unique to PWOH. When
asked about health changes as they have aged, participants
across all sub-groups reported reduced energy and strength,
increased physical pains and aches, changes in sleep patterns
and memory loss.

My health has changed because nowadays I usually feel
constant headache, sometimes I feel dizziness, my eyes
are not seeing properly, and when I stand for a long
time, I find myself in a fatigued state. When I work for
a long time and I force myself to go an extra mile, I
become very tired to the extent that when I sit some-
where I feel I do not want to move away until I have
rested enough (52-year-old woman without HIV).

While some respondents attribute their declining function-
ality to a particular health condition (including HIV among
PWH), most believe it is part of the normal ageing process.
“When I go to the health facility and they don’t diagnose any
disease, then that makes me think that it is due to ageing,”
said a 59-year-old man without HIV.

Another concern for most respondents is changes in mem-
ory. Apart from some younger participants (under 60 years),
respondents noted increased memory loss ranging from
benign complaints, such as forgetting where they put their
phone, to concerns of the impact on their daily activities.
Respondents attributed these changes to multiple different
causes: normal ageing, having “too many thoughts” (a synonym
for worrying) and responsibilities, and, for PWH, a theory that
it was due to a combination of ageing and HIV. One 62-year-
old man with HIV alluded to such: “I really feel someone of
62 years wouldn’t have started becoming forgetful.” A num-
ber of respondents in both groups felt that with ageing comes
more stressors and responsibility that affects memory and
mental health. For example, a 55-year-old woman with HIV
felt this way when she said:

Those are people who will have had a lot of things to
think about as they grow, for instance when a family
is not independent as regards their needs, that’s when
you will find the head of the household thinking about a
lot, thus in their old age they start to lose their memory.

While respondents did not believe memory loss could be
treated, they believe it could be prevented or improved
through reading, learning and maintaining relationships.

The stress that can cause memory loss was also reported
to affect mood. Many respondents noted periods of depres-
sion, despondency and anxiety often brought about by situ-
ational stressors, such as fear of illness and death, financial
constraints and lack of basic necessities for themselves and
family. For example, one woman with HIV of 62 years said,
“But for me being HIV positive I am always thinking I might
die anytime.” Notably, health concerns were less frequently
cited as causes of depression or anxiety as compared to social
stressors.

3.5 Concerns about functional declines in daily
activities with age

Most respondents highlighted shifts in their routine activities
as they have aged. Some examples of limitations include read-
ing less due to changing eyesight, walking and biking shorter
distances or diminished socializing and participating in com-
munity groups. One woman without HIV of 57 years said she
would “fail to maintain my position at the [Local Council] com-
mittee because I can no longer write and so I will not disturb
anyone to keep writing for me.” Loss of sexual desire was also
mentioned by both groups. As one 64-year-old man with HIV
said, “Back in the days, we young men would not bypass ‘a
dress’, but these days I look at women like a dog would be
looking at money notes.” Even more disruptive is the decreas-
ing ability to “dig” (farm and conduct small-scale food provi-
sion), including gardening, grazing of animals, selling of pro-
duce, and construction work—the means of income for many
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respondents. “I used to remove the banana suckers myself but
now I cannot. I would like to slash my compound, but I cannot
manage it now, and now I have to use money to hire someone
to do it. Now even raising a hoe is becoming a challenge and
I may soon fail to dig,” said a 54-year-old woman living with
HIV.

Recognition that decreases in energy and increased chronic
pain affect daily activities was nearly universal among respon-
dents. Younger participants did not report major changes in
their usual activities, but they anticipate changes as they con-
tinue to grow older. Among PWH, there is uncertainty if pain
and loss of energy are associated with their HIV infection or
ageing. Some seem quite certain that their physical changes
are attributable to HIV infection or its treatment such as a
62-year-old male PWH who insists “Way back when I had not
acquired HIV, I used to do all my work myself because I used
to be energetic, unlike nowadays when I feel I am no longer
so strong to accomplish all my activities.” Other PWH respon-
dents are more equivocal, such as a 55-year-old respondent
who exclaimed, “I try to work sometimes and feel pain so I
ask myself if its old age or it’s HIV epidemic!” while others
are insistent that HIV infection plays no role in their changing
activities, such as a 66-year-old woman who reported, “I see
old age in my life, because when I look back on my life and
how I used to do a lot of chores with a child on back whilst
fetching firewood; which I now walk the same distance but
feel tired and notice that it’s due to old age and not the HIV
epidemic.” Apart from HIV infection, respondents identify the
cause of their challenges to usual activities to include reduc-
tion in energy and stamina, pain and physical weakness, other
illnesses, increased sleep, and changes in memory and mental
reasoning.

To accommodate changes in physical and mental ability,
many respondents receive assistance with their usual activi-
ties. The primary activities which are assisted include working
in the garden or plantation (weeding and harvesting), collect-
ing and splitting firewood, cooking, cleaning, fetching water
and grazing animals. Most often they described family mem-
bers or younger people living with the respondents who serve
this role, but occasionally it is friends, neighbours or hired
help. One 73-year-old woman without HIV said, “I used to
carry a full jerrycan of water but now I even struggle carrying
a small jerrycan of water and that is why I stay with some chil-
dren so that they can help me in one way or another.” Both
PWH and PWOH worry that some activities may go neglected
or change as help diminishes, and they do not have the funds
to hire casual workers.

3.6 Health fears for the future

When participants were asked what conditions they are
worried about developing in the future, many participants
reported their primary concerns being developing uncurable,
non-communicable diseases, such as cancer, diabetes and
hypertension, with a particular emphasis on cancer. A 57-year-
old woman without HIV sums it up when she says:

Cancer [. . . ] claims lives of many people and you hear
someone saying that instead of being killed by cancer
I’d rather be killed by HIV. One says that with HIV, he

or she can access any health facility and get tested and
treatment accordingly and become fine. But with can-
cer, one has to die while in terrible pain.

Even among PWH, respondents fear non-communicable dis-
eases. “[I] am worried about diabetes, blood pressure, and
cancer. If those affect me then I won’t fair well,” said a 53-
year-old man with HIV.

Respondents were also concerned about changes in phys-
ical abilities that would negatively impact social and physical
functioning, such as deteriorating eyesight, hearing loss and
loss of use of their hands or legs. A 49-year-old man with HIV
said, “I ask God to help me not to ever break any of my limbs
especially the arms because it’d be bad for me and my family,
or what if I lost my eye, what would happen to me!” Respon-
dents have very real fears of declining health and their ability
to maintain their current lifestyle. For example, a 62-year-old
man with HIV says, “I have a feeling of how my energy to do
work keeps reducing. For example, yesterday I worked in my
banana plantation, but that alone left me so weak through the
whole night. This is a clear sign that my health is really dete-
riorating.”

Lastly, respondents worry about acquiring infectious dis-
eases, including tuberculosis and HIV (among the PWOH).
“I fear getting infected with HIV because that virus deteri-
orates someone’s health completely, and so there are some
activities you will no longer do when you have HIV, which in
turn reduces on the household income, as more money goes
to treatment,” said a 56-year-old woman without HIV. Apart
from the fear of developing HIV, these responses were largely
consistent across sex and HIV serostatus.

3.7 Priorities for the future as they age

When asked about ideal ageing and priorities for themselves
as they age, the responses aligned across gender, age and HIV
status. According to a 60-year-old woman without HIV, ideal
ageing looks like someone who:

has what to eat and drink, has a good house to stay in,
and she or he has prepared where to get some income
like having livestock at home, and food security at home
and he even has a motorcycle to take him to the hos-
pital in case of sickness and does not depend on other
people to survive or beg other people to give him or her
money to do something.

The common themes coalesced around adequate nutrition,
help with physical tasks, income-generating sources, such as
land and livestock, a respectable home and transportation.

Financial security was seen by most as the key factor that
allows for other goals and necessities to be met. It prevents
dependency and ensures access to medical care. “The most
poisonous situation is to become a needy person at an older
age. For example, when one cannot even afford to buy him-
self a ‘Headex’ pill,” said one HIV-positive 64-year-old man.
Particularly, more passive income is most appealing as this
group ages, whether that is through plantations with hired
help, grazing livestock, rental properties or business that oth-
ers work.
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A repeated priority for ageing is having access to routine
care and company around the house whether that is hired or
family, with the preference being children or grandchildren.

When I grow older than now, I would wish to be seated
in one place, playing and having fun with my grandchil-
dren as they make me smile, make fun of me, like how
I used to play and make fun of my grandparents when I
was still young, and I don’t want to keep alone because
I feel I will get bored if I keep alone [. . . ] I want my chil-
dren to be near me so that I am able to tell them or ask
them whatever I want and they give it to me in time.
For instance if I tell them that I want like bread or rice,
I need them to give it to me, because when they are
far and I fail to get it, I may not feel happy (72-year-old
HIV-positive woman).

Good health is something respondents aspire to maintain
but recognize they may not be able to control. “Above all,
good health is my priority because I want to have good health.
Because if you have good health, others can follow,” said a 59-
year-old man without HIV. Part of good health is defined as
being “peaceful” among respondents, which can be described
as living without stress. A woman of 60 without HIV said, “I
need to be with good health, free of diseases and also to be
peaceful.” Among some HIV-positive respondents, managing
their HIV by adhering to their treatment regimen is a prior-
ity as they age, but it was not a commonly reported concern.

4 D ISCUSS ION

This study investigated the experiences of older aged Ugan-
dans, both with HIV and without, related to the quality of life,
daily functioning and long-term health. Our findings suggest
the differences between PWH and PWOH are subtle. In most
cases, perceived quality of life and health was greater among
PWH than among PWOH in our study. Intrinsic capacity (cog-
nition, mobility, psychological health, vitality and sensory) [17]
between the two groups seems similar, while both groups face
changing physical functioning, activity levels, memory and dis-
ease burden as they continue to age.

A potentially unexpected finding from this work was the rel-
ative similarity in self-perceptions about health, quality of life,
independence and longevity between people with and without
HIV. By and large, this differs from work in the global north
and elsewhere that has explored experiences of living with
HIV [40–43] but corroborates findings from other research
in Uganda [16]. The relative similarity we found between the
groups could potentially be attributed to the study setting:
namely, an environment where ART is largely available (par-
ticularly to those who we interviewed who, by design, were
linked to HIV care) and where HIV stigma has decreased
somewhat [31] despite its persistence in other domains [13,
32, 44]. There was recognition of the devastating impact
of HIV in the past, but fewer expressed concerns about its
impact on individuals and the community more broadly at
present, even among PWH. While topics of self-perceived
stigma among PWH were not specifically addressed in these
interviews, our findings correlate with other research that has

shown a greater perceived quality of life and resilience [45]
with less internalized stigma among PWH [46]. This finding
may also reflect a PWH population that is engaged in care and
has a well-controlled disease [47, 48] rather than those facing
a new HIV diagnosis or delaying treatment [32, 49, 50]. It may
also suggest that self-perceived health can differ significantly
from clinically defined health [51].

Our data suggest that health concerns, including among
PWH, are principally related to non-communicable diseases
and health conditions that could affect older-aged persons’
ability to work and socialize. Notably, we found little evidence
that older PWH are specifically concerned about the effects
of HIV on their health or longevity. These health concerns fol-
low worldwide trends in health threats evolving from infec-
tious diseases to non-communicable diseases, including for
PWH [52]. Pain, reduced energy and memory loss all have an
impact on daily activities among older-aged Ugandans, with
reports of pain and reductions in energy being nearly univer-
sal. These findings are similar to the existing evidence identi-
fying the loss of independence in day-to-day functioning as a
primary concern for older-aged persons [51, 53].

As people age, they have real concerns over financial stabil-
ity, accessibility of medical care, food security, assistance with
daily needs by caregivers and social contact. With a nascent
geriatric care programme in Africa [54], there is the opportu-
nity to design programmes to effectively meet the needs as
well as the priorities of the ageing population. From a health
perspective, there is a need for mental health support, pain
management, routine evaluations for causes of fatigue, pal-
liative care for chronic diseases and independent living skills
programmes, all of which need to be affordable and accessible
[9, 55]. From a financial and food security perspective, there
is room for programmes, such as community savings groups
(which are already in use), extension work to support farm-
ers in their later years, business development programmes for
older aged Africans and social security safety nets for the
most disadvantaged. For social contact and assistance, social
support groups and home care programmes can be imple-
mented to support the social and cognitive functioning of the
ageing population as well as the mental health and social iso-
lation of family caregivers [56, 57]. The ageing population in
SSA is quickly growing, and these programmes and policies
are urgently needed.

Our findings should be interpreted in light of several limita-
tions. There are some inherent differences between the PWH
respondents and their PWOH peers. PWH on ART and in clin-
ical care may reflect a population better engaged in health-
care and should not be taken to represent the experiences of
those not on treatment. Additionally, the PWOH in this study
were recruited from a slightly more rural area compared to
the PWH respondents [58], but the two groups were approxi-
mately similar in as many ways as we could control. It is possi-
ble that HIV co-morbidities and illnesses apart from HIV that
are not quantified may have influenced responses. The inter-
views were translated and transcribed before being analysed,
and some nuance may have been lost in the process despite
using native speakers for both interviewing and transcribing.
The participants were drawn from a cohort with the non-
standard age range of 48 and older, making comparisons to
studies that utilize 50 years and older more difficult. Lastly,
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while not a limitation per se, qualitative research is not meant
to be representative of all PWH and the corresponding pop-
ulation without HIV. Findings are, therefore, not generalizable
to the entire population.

5 CONCLUS IONS

With changing demographic structures in the era of the
widespread availability of HIV treatment, it will be critical to
understand the priority and concerns of older-aged individuals
as they represent an increasing proportion of this key popula-
tion. In rural Uganda, we found that concerns of ageing are
nearly universal, irrespective of HIV status, and include fears
about acquiring non-communicable diseases, loss of indepen-
dent physical functioning and diminished energy, as well as
memory loss. Priorities for the future were financial and phys-
ical independence, access to care when needed, health main-
tenance and social connection. Medical care [9] and policy
[55] should be designed to meet the needs of this growing
population in SSA to ensure healthy ageing.
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