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Abstract

Background: Physical and mental health problems are common
among older adults living with HIV (OALWH). Adaptive coping
strategies play a vital role in improving these adults' mental health
and well-being despite the deleterious effects of HIV and ageing.
However, in sub-Saharan Africa, limited evidence exists on the
commonly utilized coping strategies in this population. We explore the
coping strategies used by Kenyan OALWH to improve their mental
health and wellbeing.

Methods: Semi-structured in-depth interviews were conducted
between October and December 2019 with 56 participants: 34 OALWH
(53% female), 11 healthcare providers (63% female) and 11 primary
caregivers (73% female) in Kilifi County. All interviews were audio-
recorded and transcribed verbatim. We used the framework approach
to synthesize the qualitative data.

Results: Five major themes emerged from the analysis of participants’
narratives, including self-care practices, religion and spirituality,
relational living (social connectedness), generativity, identity, and
mastery. Our study further revealed maladaptive coping strategies,
including reliance on over-the-counter medications, self-isolation,
waiting to see if symptoms would subside despite doing nothing, and
HIV treatment interruptions during prolonged periods of prayer and
fasting.

Conclusions: Our findings provide an initial understanding of the
coping strategies used by OALWH to confront HIV and ageing
challenges in a low-literacy, low socio-economic Kenyan setting. Our
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results suggest that interventions designed to enhance personal
capacity, social support, positive religiosity and spirituality, and
intergenerational connections may be beneficial in improving the
mental health and well-being of OALWH.
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We have revised the title of the manuscript to reflect the study
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type of qualitative interviews conducted in the study - key-
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that the translation of data took place during the analysis
stage. Moreover, we have added a table highlighting the
sociodemographic and clinical characteristics of OALWH. We
have also strengthened the implications of the study findings to
policymakers and healthcare providers.

Any further responses from the reviewers can be found at
the end of the article

Introduction

Population ageing is now a reality worldwide, and sub-Saharan
Africa (SSA) has the most rapidly ageing population'. Thus, age-
ing and health are important priorities*’. Investing in healthy
ageing and long-term healthcare systems is more important
than ever as the world grapples with this demographic shift.
One subpopulation of older adults that deserves special atten-
tion is that of adults ageing with HIV, aged >50 years. With
improved access to combination antiretroviral therapy (cART)
and a rising trend of HIV infection among the elderly, the
number of older adults living with HIV (OALWH) in the world
is expected to rise rapidly’. This puts more pressure on HIV
health services to develop and implement appropriate programs
that address these adults’ unique needs. The research on HIV and
ageing in SSA is limited’. However, most of the global evidence
suggests that apart from physical health challenges, OALWH
face unique mental health burdens and challenges to their
social well-being that may differ from their uninfected peers
and younger counterparts, e.g. elevated comorbidity and early-
onset geriatric conditions®'!. Despite the observed challenges,
intervention research designed to address the unique needs
of OALWH is currently insufficient'’, and it is unclear how
these adults cope and age with HIV, especially in SSA, where
the health system is largely unprepared to meet their complex
healthcare needs.

Based on one perspective in the existing literature on HIV
and ageing®'’, it would appear that the outlook for OALWH
is bleak despite the gains conferred by cART. Nonetheless,
there is another approach to understanding the life experiences
of OALWH - an approach focusing on strength and not on
deficit*">. The deficit or challenges approach, which focuses
on monitoring the presence of chronic comorbidities in
OALWH, has important limitations. It is disease-centred and
measures a person’s health deficits at a stage in life where little
can be done to prevent the decline in function. Moreover, the
approach overlooks the fact that the process of ageing with
HIV is multidimensional where, in addition to the impact of
the virus on biological systems, other factors shape the ageing
process, often well before an individual gets to middle age. The
strengths approach encourages policymakers and health pro-
fessionals to look beyond disease states and approach ageing
with HIV as a process to maximize a person’s well-being by
strengthening positive factors, e.g. adaptive coping skills.
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As an intermediate mechanism of psychological stress and
health outcomes, coping strategies are vital in maintaining
physical and mental health'®"". The research on coping origi-
nates and is largely influenced by the work of Lazarus and
Folkman'®. They define coping as the cognitive and behavioural
efforts undertaken by an individual to alter or manage a problem
caused by a specific stressful situation. According to Lazarus
and colleagues, stress emanates from an imbalance between
demands and resources or when pressure surpasses one’s
perceived ability to cope'®.

While several studies have examined how people living with
HIV (PLWH) cope with a chronic illness, few have addressed
this issue among OALWH, especially in SSA'"". Drawing
on semi-structured interviews with 76 OALWH in the United
Kingdom, Rosenfeld and colleagues identified a few coping
strategies, including volunteering, accentuating the positive,
minimizing the role of HIV medications, and accessing sup-
port from mental health workers and HIV organizations®. In
America, the frequently reported coping strategies for healthy
ageing among OALWH include self-care, spirituality, social
support (from family, friends, professionals, and pets), and
generativity (e.g. mentoring, volunteerism)’'~. In SSA, little
research has focused on how older adults cope with HIV and
illness-related stressors. In one of the few studies on coping in
this population in the region, OALWH in South Africa adopted
HIV status acceptance, ART adherence, abstinence from sexual
relations, and accessing social support as key coping strate-
gies in dealing with HIV diagnosis, stigma, disclosure and the
healthcare system?.

As the HIV and ageing agenda gain momentum in SSA, there is
a crucial need for a greater understanding of how the OALWH
cope and live with HIV. In this paper, we explore the perceptions
of 34 OALWH, 11 primary caregivers and 11 healthcare provid-
ers on the coping strategies and support available to OALWH
in a low-resource Kenyan setting.

Methods

Ethics

Written informed consent was obtained from all respond-
ents before participation. Ethical clearance was granted by the
local institutional review board, the Kenya Medical Research
Institute Scientific and Ethics Review Unit (KEMRI/SERU/
CGMR-C/152/3804), on March 6 2019. Permission to conduct
the study in Kilifi County was granted by the research office,
Department of Health (HP/KCHS/VOL.X/171) on April 3 2019.

Study design, setting and sample

This study is part of a larger qualitative study conducted in
2019 at the Kenya Medical Research Institute-Wellcome Trust
Research Programme (KWTRP) in Kilifi County on the
Kenyan coast. The original study focused on understanding the
health challenges and coping strategies of older adults living
with HIV among 56 participants (34 OALWH, 11 caregivers and
11 healthcare providers). Arising from the primary dataset are two
manuscripts; the first (a preprint published in medRxiv) reports
the health challenges facing the OALWH?”. Briefly, the par-
ticipants’ narratives indicated that mental and psychosocial
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complaints, e.g., common mental health problems, poverty,
stigma, and discrimination) were common among the OALWH
in addition to physical health challenges, e.g., comorbidities and
somatic symptoms). The current manuscript is the second paper,
where we explore the same participants’ perceptions to under-
stand the coping strategies and support available to the OALWH
in this low-resource setting.

Kilifi is mainly rural, and the majority of the inhabitants belong
to the Mijikenda tribe, whose primary source of livelihood is
small scale trading and subsistence farming. More than half
of Kilifi residents live below the poverty line, and a signifi-
cant proportion (about 40%) do not have formal education®.
The HIV prevalence is higher among females (54 per
1000 people) than males (23 per 1000 people)™.

Our sample included: a) older adults living with HIV aged
>50 years receiving HIV care and treatment at the Kilifi County
Referral Hospital (KCH) HIV clinic; b) primary caregivers
of older adults living with HIV and c) healthcare providers
attending to the older adults living with HIV including nurses,
clinical officers, counsellors, and project coordinators of
community-based organizations.

Sampling strategy and recruitment

We recruited our sample using a purposive sampling tech-
nique to maximize diversity in respondents’ characteristics, e.g.
age and sex. Participants were recruited by trained study staff
in liaison with a community health volunteer stationed at the
KCH specialized HIV clinic. After introducing the study at
the clinic, OALWH were approached (during their routine
clinic visits), and those expressing interest were given more
information regarding the project e.g. study objectives and how
to participate. We had no specific target sample size. We recruited
and assessed participants until we reached data saturation. The
older adults living with HIV had to be at least 50 years old and on
cART for them to take part. Caregivers were identified
through the OALWH during their routine clinic visits. To par-
ticipate, they had to be directly involved in the care of an
OALWH. We approached healthcare providers at their places
of work and invited them to participate. We targeted pro-
viders who were directly involved in the care of OALWH.
Participants who agreed to take part were interviewed once,
immediately after enrolment, if available, or at an appoint-
ment made for a future date. Apart from a few health providers
who were interviewed at their place of work, the majority
(over 80%) were interviewed at the KEMRI Wellcome Trust
Research Programme. Only the interviewing researcher and
participant were present during the interview. The researcher
and participants had no prior contact/relationship in this study.

Data collection and instruments

We used key-informant interviews to collect data from all the
participant groups. The lead author (PNM) conducted all
the qualitative interviews, which lasted approximately
45 — 60 minutes each. At the time of conducting this study,
PNM was a PhD Fellow at the KEMRI-Wellcome Trust
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Research Programme, Kilifi, Kenya, with extensive training in
mixed methods. A pre-tested, semi-structured interview was
used to guide the interviews. The interview guide was created
new for this study. Over three-quarters of the interviews
were conducted in Swahili — the national language in Kenya.
The rest of the interviews were conducted in either Giryama
(the local language) or English. All interviews were digitally
recorded with permission from the participants.

General information about coping/living strategies and social
support was elicited among participants, leading to specific
explorations of coping with long-term HIV, ageing, and health
changes, e.g. mental difficulties. Interview questions focused on
what challenges participants were experiencing (for OALWH)
or presented with (for the other key informants) regarding age-
ing with HIV, what helped the OALWH through difficult
periods, and how they coped daily and long-term basis. The
interviewing researcher took down some notes during and
after the interview, which helped plan subsequent interviews.

Data analysis

The audio-recorded interviews were transcribed verbatim by
four research assistants. Translation of data took place dur-
ing the analysis stage. Participants’ original language (Swahili)
was used to develop codes, categories and themes, which were
then translated into English. QSR Nvivo software version 11.0
was used for data management and analysis. The analysis
of our qualitative data followed the Framework approach as
described by Ritchie and Spice®. A preliminary coding frame-
work was developed inductively (through in-depth reading of
transcripts) and deductively (considering themes in the inter-
view guide) by two authors (PNM and AA). This was done
independently by the two authors. The arising codes were then
discussed, and a consensus was reached on how they should be
brought together into themes. The initial coding framework
was subsequently expanded to capture any emerging theme as
coding progressed. After coding, themes related to specific con-
cepts were grouped to form categories and later exported to a
word document to produce charts. The charts were then used to
summarize the data, looking for similarities or differences.

Results

Summary of participant characteristics

We included 56 participants in this study (34 OALWH, 11
healthcare providers and 11 primary caregivers) after reach-
ing data saturation. All approached participants agreed to par-
ticipate. Among OALWH, slightly more than half were women
(53%); most (82%) had up to a primary level of education,
most (73%) lived in multigenerational households, and had a
median age of 57 years (54 — 63 years). All the OALWH were
on HIV treatment and had lived with HIV for a median duration
of 12 years (10 — 15 years). Healthcare providers comprised six
registered nurses, two clinical officers, two project managers
of community-based organizations and one HIV counsellor.
On the other hand, all the primary caregivers were family
members, the majority (73%) of whom were female. Table 1
gives more sociodemographic and clinical details of OALWH.
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Table 1. Sociodemographic and clinical characteristics of
older adults living with HIV.

Characteristic n (%) or median

(IQR)

Median age 57 (54 - 63)
Female 18 (53%)
Educational level

None 7 (20%)

Primary Level 21 (62%)

Secondary level 5(15%)

Tertiary level 1(3%)
Type of employment

Unemployed/not working 12 (35%)

Small scale trader 15 (44%)

Casual worker 4(12%)

Professional/skilled work 3 (9%)
Marital status

Never married 1 (3%)

Married 19 (56%)

Separated/Divorced 7 (21%)

Widowed 7 (21%)
Living arrangements

Alone 5(15%)

Single generation household 4 (12%)

Multigenerational household 25 (73%)
Median household size 52-9)
Residence (rural) 30 (88%)
Median duration since HIV diagnosis (years) 12 (10 - 15)
On ART treatment 34 (100%)
HIV status disclosure

Non-disclosure 1(3%)

Partial disclosure (to close family only) 18 (53%)

Full disclosure (beyond close family) 15 (44%)

Notes: ART -Antiretroviral treatment; IQR -Interquartile Range

Perceived coping strategies for mental and well-being
challenges

Participants utilized multiple strategies to maintain or improve
their mental health and well-being in the face of various biopsy-
chosocial challenges. Analysis of the respondents’ narrative
accounts revealed five major themes: self-care, religion and
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spirituality, generativity,
mastery.

social connectedness, identity, and

Self-care

Within the respondents’ narratives, this was either a change
in behaviour or a pattern that developed over time to cope
and live with HIV. The frequently discussed self-care strate-
gies included abandoning/abstaining from risky behaviours
(e.g. multiple sex partners, unprotected sex, tobacco smok-
ing, and hazardous alcohol use), strict treatment adherence (e.g.
cART and routine HIV clinic appointments), acceptance and
disclosure of one’s HIV status, shifting focus (from negative to
positive things), and practising self-control (e.g. manag-
ing thoughts or attitudes). To a lesser extent, some OALWH
reported monitoring their diet (as a form of weight loss
strategy), seeking information (e.g. from seminars and HIV clin-
ics), and using traditional forms of treatment to stay healthy.
Similarly, some OALWH engaged in physical exercise, includ-
ing walking, jogging, running, swimming, skipping rope,
traditional dances, and makeshift weightlifting. However,
many of these activities were unstructured and irregular, while
some of the OALWH (especially women) felt embarrassed
doing some of the activities, e.g. swimming and weightlifting.
Still, a few of the OALWH acknowledged that their nature of
work (e.g. walking long distances to work; heavy manual work
- such as pulling carts, casual labourer at construction sites;
farming, grazing livestock, and house chores) was as good as
physical exercise. Common sources of information for these
strategies were trial and error and sometimes healthcare pro-
viders, family, and friends. Some self-care strategies were
regarded as helpful, e.g. in reducing distress and improving
physical health outcomes.

Other self-care strategies included relying on over-the-counter
medications (especially for symptoms like pain and sleeping
difficulties) and skipping HIV medications when one lacks
food. Waiting to see if the symptoms would lessen despite doing
nothing was also practised by a few OALWH. Some of the
participants’ quotes on this theme are provided in Table 2.

Religion and spirituality

Most respondents described religion or spiritual practices
as an important strategy through which OALWH drew their
strength, besides giving them hope to live. Prayers, belief in
God, attending religious meetings, singing, or listening to
worship music, reading the scriptures or listening to uplifting
messages of hope, fellowship with other believers, member-
ship to church groups and other expressions of spirituality
were regarded as instrumental in providing OALWH with emo-
tional, social and sometimes financial support. For instance,
several OALWH reported using prayer when faced with
persistent emotional challenges, e.g. thinking too much, sleeping
problems, and having nightmares. Others sought emotional
support (counselling) and material support (with basic needs)
from pastors.

However, a few healthcare providers felt that some of the
religious activities or beliefs among OALWH had negative
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implications on health, e.g. poor retention in care and virologic
non-suppression. For instance, some of the OALWH (espe-
cially women) sought the services of religious people popularly
known as “waombezi”, believed to be seers or prophets with
special healing powers. Subsequently, they stopped taking their
ART drugs, believing they have been cured of HIV infec-
tion after receiving prayers from these seers, only for them to
come back later to the HIV clinic with severe HIV disease.
Others occasionally go into prolonged periods of prayer and
fasting where they change their ART medication schedule or
stop taking them altogether. Still, others mixed biomedical and
traditional forms of treatment, which sometimes led to poor
health outcomes in the OALWH.

Generativity

Generativity is the willingness to engage in acts that pro-
mote the well-being of other people besides self and family,
especially younger generations, to ensure their survival. Our
analysis of participants’ narratives revealed three main categories
of generativity. In the first category, many OALWH took leader-
ship roles in the family and community, e.g. as family heads,
village elders, religious leaders, and HIV support group coor-
dinators. Through sharing stories of the years of the HIV epi-
demic, serving on different committees, and being involved
with HIV advocacy, these respondents utilized their status,
time and experience to lead others and, in the process, derived
personal satisfaction and fulfilment. The second form of
generativity discussed was volunteerism, where some of the
OALWH offered their skills and services to benefit other indi-
viduals. Participants volunteered in different ways, including
serving as community health volunteers. They offered various
services such as health education to families of people living
with HIV and caregiving to some people living with HIV. For
many of these respondents, volunteering provided a focus,
purpose, and opportunities to make a social contribution and
reciprocate the support they had experienced. Given their
extended duration of living with HIV, some participants acknowl-
edged the need to serve as mentors to nurture and guide those
recently diagnosed with HIV and young people living with
HIV. This came out as the third form of generativity.

Social connectedness/support systems

Respondents’ narratives also uncovered various formal and
informal support systems regarded as positive contributors
to mental health and well-being. Support was received from
diverse sources, including family members, friends, healthcare
providers within the HIV clinics, HIV community organiza-
tions, and informal support groups. Family was an important
source of comfort and support in managing the challenges of
ageing with HIV for some of the OALWH. Specific support
included occasional financial support (for fare and basic needs),
companionship, medication and routine clinic appointment
reminders, and emotional support. However, some of the
OALWH felt more comfortable seeking help from other sources
(e.g. friends and healthcare providers) other than the fam-
ily partly because of dysfunctional families, fear of disclosing
their HIV status, or simply because they lacked the means.
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Several participants also portrayed existing mental health serv-
ices (within HIV clinics) as especially important settings for
formal and informal therapeutic conversations with people
who would listen and support them, as well as providing spe-
cialist knowledge vital in the management of HIV and ageing
challenges. Some of the mental health support services offered
by HIV clinics included occasional psychoeducation on HIV,
occasional screening of depressive symptoms, psychopharma-
cology (e.g. provision of antidepressants), peer counselling,
referral services (with community organizations or other higher-
level hospitals) and HIV support groups (e.g. for discord-
ant couples). However, many of such services tended to vary
from one HIV clinic to another, according to some participants
(those who had experience receiving care or attending to clients
from other HIV clinics). Specialist services, e.g., psychologists,
psychiatrists, and geriatricians, were unavailable.

Community-based organizations dedicated to the health and
well-being of OALWH did not come up in our discussions
with the participants. The few existing organizations supported
different groups of people living with HIV, including OALWH.
Some of the support services they offered included occa-
sional assistance with basic needs (e.g. food and tuition
fees for orphans), supporting community health volunteers
(e.g. fare), employing healthcare providers (e.g. counsellors),
community HIV testing, empowering people living with HIV
(spiritually, economically — e.g. through skills training includ-
ing making soaps, tailoring, weaving, psychosocial counselling,
referral services), and legal services (mainly for women).

Although the HIV support groups were perceived as instru-
mental in giving a sense of belonging, membership and cama-
raderie, which buffered or moderated many of the stresses
of ageing with HIV, some of the OALWH avoided these groups
or scaled back their involvement. To some of these adults,
attending the groups undermined their goal of lessening
HIV’s role in their current and imagined future, which they
regarded vital for their mental health and well-being. Thus,
they avoided the groups to limit a persistent focus on that issue.
Other OALWH cited monotony, time-wasting, gossip, lack
of support, poor leadership and no apparent benefits with
such groups hence their collapse.

Identity and mastery

Identity refers to how individuals perceive themselves in rela-
tion to HIV, while mastery is the ability to accomplish what
needs to be done to live a good life. Identity can also be under-
stood as HIV centrality, how much of oneself is defined by the
HIV diagnosis. Many of the OALWH described themselves as
much more than their diagnosis. The concepts of self-reliance,
self-supporting, depending on oneself as a resource and man-
aging one’s care incorporated behaviours and self-perceptions
of mastery and control in ageing with HIV. According to
several OALWH, identity and mastery developed over time.
In the process, respondents utilized their background and
personal strengths to identify tools to achieve mastery over
the challenges of ageing with HIV. Several participants noted
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that they no longer had problems with their HIV status as
they used to be in the early years of HIV diagnosis. As a
matter of fact, they could disclose to anyone, including public
gatherings. Others later came to the point of viewing their
HIV status as a blessing in disguise or a wake-up call in their
lives, making them gain control of their lives, e.g. through
investments, personal development, abandoning risky behav-
iours such as multiple sexual partners and substance use.
Some considered themselves better off than their uninfected
peers who still engage in such behaviours. Attaining mastery
also gave OALWH opportunities to engage in mentorship
and psychoeducation, especially for newly diagnosed HIV
individuals.

Discussion

Summary of key findings

Given the demographic imperative of a rapidly ageing soci-
ety and the growing number of older adults ageing with
multiple chronic conditions such as HIV, there has been rising
attention in recent years on understanding ways to promote
resilience among older adults and on designing interven-
tions that can strengthen their ability to cope, improve quality
of life, prevent, or delay functional decline, and decrease health-
care costs. This study provides a preliminary understanding
of coping among OALWH residing in a low-resource setting
in Kenya. Overall, our findings portray a picture of OALWH
who integrate various living strategies into their lifestyle
to address their mental health and well-being challenges.
Five main strategies emerged: self-care practices, religion
and spirituality activities, relational living (social connected-
ness), generativity, identity, and mastery. Many of these strate-
gies were developed by the OALWH themselves, sometimes
collaborating with other peers, providers, and caregivers,
thus representing respondents’ deep engagement with their men-
tal health and well-being and a culture of survival. This high-
lights the importance of working with OALWH to understand
their values and aspirations and reinforces calls to include their
subjective experiences in care and management. Our study
also revealed maladaptive coping strategies among these adults
highlighting the crucial need to identify such patterns and
look for ways to address them, given their impact on health.

Self-care

Although a well-established approach for several chronic
conditions®'*?, self-care programmes for OALWH are still emerg-
ing, especially in SSA. Self-care is regarded as a critical ele-
ment in chronic care; thus, a major focus of many interventions
and patients who engage in self-care have been shown to have
significantly improved clinical outcomes, a better quality of life,
fewer hospitalizations, and longer survival’-*. Participants in
the current study discussed several self-care strategies to pro-
mote their mental health and well-being. Reported self-care
practices ranged from those with beneficial health impacts to
those potentially deleterious to their overall health. Most of the
selfcare strategies discussed in the present study, e.g., positive
lifestyle behaviours, were perceived to be beneficial and effec-
tive in promoting the mental health and wellbeing of OALWH.
However, existing research provides only modest evidence
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on the effectiveness of selfcare strategies in this population®.
Intervention research will be able to establish which self-
care strategies yield positive effects in this setting. Many of
the OALWH relied upon their internal strengths for continued
adherence to HIV treatment and avoidance/abandoning of previ-
ously harmful lifestyle elements, including drug use. With time,
several OALWH reported reduced family conflicts, improved
self-efficacy, and better financial decisions (investments
and planning for one’s old age). Although male and female
OALWH acknowledged the importance of others, many
observed that they were responsible for their self-preservation.
Our findings of OALWH embracing their responsibility for
self-preservation are consistent with those reported by Emlet
and colleagues in the United States of America among 25
OALWH?' and Solomon and colleagues in Canada among 14
older men living with HIV*.

Religion and spirituality

Consistent with previous work, this study found that reli-
gion and spirituality played an essential role in coping among
OALWH?>. In literature, involvement in religious and spiritual
practices has been noted to correspond to better health-related
outcomes®. Such association may provide one with social
support, norms for healthy behaviours, and a sense of hope
and well-being, ultimately promoting their mental health®.
These strategies may also act as buffers to life stress by allow-
ing them to interpret their life experiences in the context of
their beliefs, which provide purpose and meaning in life and
promote transcendence over circumstances. Nevertheless,
certain religious practices may hinder positive biopsychoso-
cial outcomes. In the current study, some of the healthcare pro-
viders noted that some of the OALWH abandoned their ART
medications after receiving prayers from their pastors or after
taking part in an extended duration of prayer and fasting. There
is a need to re-examine the role that “traditional healers”
and other “influencers” play in the identification and care of
OALWH and how to work together to ensure that OALWH
maintain their treatment routines.

Social connectedness

While several studies of PLWH have identified the value of
receiving social support’®’, few have examined this subject
among OALWH. Understanding the influence of perceived
social support on the mental health and well-being of
OALWH is crucial because it is likely to play a major role in
managing their multiple negative life stressors. Greater social
connectedness may address the negative mental and physical
impacts of ageing with HIV through enhanced cognitive effi-
ciency, better social competency, productivity, personal control,
and life satisfaction. Our results attest that OALWH are aware
of the significance of others in their lives. Family members,
sexual partners, friends, religious groups, and the HIV
clinics were regarded as important sources of support by many
OALWH. Similarly, Rosenfeld and colleagues attest to the
importance of social support in improving the mental health
and well-being of OALWH residing in the United Kingdom™.
Our findings also echo previous observations by Emlet and col-
leagues in the US”'. Interestingly, avoidance of HIV support
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groups was noted as a strategy to support mental health and
well-being by a few OALWH by shifting the constant focus on
HIV. This finding is consistent with previous findings in other
places® . This underscores the need for HIV support groups
to understand clients’ needs and fine-tune their support serv-
ices accordingly. Although having others to rely upon for help
and support, many OALWH maintained an aspect of independ-
ence to avoid overreliance on others who, according to them,
had responsibilities and problems of their own.

Generativity

Another important element of coping for OALWH revealed
in this study was generativity. This concept has its origin in the
psychoanalyst Erik Erikson emphasizing a concern for estab-
lishing, caring, nurturing, guiding, and maintaining the next
generations™. Taking up leadership roles, volunteerism and
mentorship were identified as important elements of generativ-
ity among OALWH. They were often associated with personal
satisfaction and happiness and reduced the focus on their health
challenges. Our findings reinforce the importance of social con-
nectedness among OALWH but, more importantly, add a new
element to previous research. Instead of viewing OALWH as
the passive recipients of social support and care, it places the
individuals in a contributory role of giving back to the commu-
nity through these acts of generativity. Our findings align with
those of Emlet and colleagues among 30 OALWH in Canada®.
Programmes that enhance intergenerational connections, com-
munity involvement and generative acts within the HIV com-
munity could potentially promote the mental health and
well-being of OALWH.

Identity and mastery

Mastery has previously been examined in the HIV literature,
and results show that acquiring mastery is essential in improv-
ing mental health and reducing symptoms of common mental
disorders™*’. Our participants discussed how they achieved
identity and mastery in their lives, and this was important in
ageing with HIV. Many of them described their HIV diagno-
sis as a turning point in their lives and expressed relief (from
the persistent unknown suffering before HIV diagnosis). After
the initial shock was over, many of them drew on their back-
grounds and strengths to identify tools to achieve mastery over
the challenges of ageing with HIV. This ushered in a period
of lifestyle adjustments, e.g. diet, risky behaviours, taking
personal control of one’s life, and thinking of one’s future
(e.g. investments). For some of these clients, the awareness of
the complexities of ageing with HIV increases their urgency
for mastery of self-care. Our findings mirror those of earlier
research conducted among OALWH in high-income countries
(HICs)*.

Apart from the positive highlights on living strategies, our
study also reveals important concerns in the coping of OALWH
in this setting which may threaten their mental health and
well-being. Though not many, some of the OALWH reported
over-reliance on over-the-counter medications. Overreliance on
OTC drugs could be due to medications being the only option
offered to these clients by their healthcare providers, health
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illiteracy on the part of caregivers, or financial difficulties in
seeking other therapies. Still, some of the OALWH iso-
lated themselves from sources of support, afraid of what peo-
ple will say about them. Others tended to wait for symptoms
to run their course or do ‘nothing’. Many of such symptoms
were part of the symptom profile for common mental disorders
suggesting undiagnosed or inadequately treated common men-
tal disorders. The OALWH may not know how to relieve such
symptoms or maybe lack the motivation to find a solution. This
emphasizes the need for healthcare providers to adequately
screen for such symptoms and have knowledge of the overlap-
ping presentation of these disorders experienced by OALWH.
The providers noted that they rarely screened for common
mental disorders in these clients mainly because of compet-
ing interests (e.g. the treatment emphasis is predominantly
on physical health outcomes such as HIV viral load suppres-
sion) and inadequate treatment modalities for common mental
disorders (CMDs). Others mixed biomedical care with tradi-
tional therapies, many of which were deemed ineffective, lead-
ing to health deterioration among those affected. Still, other
OALHW skipped their medications whenever they missed food.
These observations highlight some of the well-known
patient-related challenges (e.g. health illiteracy, culture, finan-
cial difficulties) as well as health system challenges (e.g.
inadequately trained providers to screen for CMDs and inad-
equate resources such as essential medicines)*** which have
been pointed out as some of the barriers in the delivery of chronic
care and promotion of coping strategies in this population.

Implications

Policymakers and service providers need to recognize OALWH
as a unique client population in need of targeted HIV care.
Through in-service training or continuing medical education,
healthcare providers can build their skills, knowledge and atti-
tudes on HIV and ageing to respond to the dynamic needs of
OALWH adequately. In the long term, however, policymak-
ers need to build a pool of HIV experts, e.g., geriatricians, to
respond to the current gaps in human resources in HIV clin-
ics. Shared decision-making models will empower and actively
engage OALWH to manage their unique healthcare and social
needs effectively. Of key importance is also the integration of
other health services, e.g., mental health and chronic care, into
HIV care services. There is also a crucial need to strengthen
the financial and nutritional support of OALWH as many of
them are affected by poverty which sometimes affects their
HIV care, e.g., by skipping medicines when missing food. Our
paper has highlighted the importance of self-care, the different
forms it takes and potential opportunities to embrace some of
these modalities further. From our present findings and the avail-
able evidence on some of these strategies, ignoring them could
lead to poorer health outcomes and poorer care in this population'’.
To attain more favourable mental health and well-being,
OALWH require training and support to effectively cope with
HIV and ageing challenges, communicate their potential needs
to access services and participate in shared decision mak-
ing with their providers. Given that the challenges of OALWH
can be diverse-including medical, physical and social - and that
individual preferences will often dictate uptake of and access
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to different models (e.g. new technologies, group work, indi-
vidual therapy), theoretically, sound models of intervention
should be considered to meet the preferences of various popu-
lation groups. Additional qualitative studies could further
examine how characteristics of resilience and strengths are uti-
lized in HIV and ageing outcomes. Quantitative studies could
shed some light on which subgroups of OALWH are more
likely or less likely to cope effectively. These findings could
lead to identifying at-risk individuals and developing targeted
interventions.

Strengths and limitations

Our study is among the few reports in SSA and the first in
Kenya to comprehensively explore the coping strategies for
OALWH with mental health and well-being challenges. Unlike
previous reports, an important strength of this work is that
respondents included a diverse group of stakeholders, including
clinicians, community-based organizations, primary caregivers,
and the OALWH themselves. This helped us gain a com-
prehensive understanding of the research question through
triangulation. Nonetheless, our participants were predominantly
from a rural setting and in routine HIV care; thus, their circum-
stances may differ from those in urban areas and those who
may not be in routine HIV care. We used reflexivity to mini-
mize individual biases (e.g., researchers’ personal beliefs on
the research methods and previous knowledge of the subject)
by maintaining research diaries and fieldnotes of observations,
interactions, incidents, emotions, and conversations and hold-
ing frequent discussions with fellow researchers how this
may have affected the research process.

Conclusions

Our findings provide an initial understanding of the coping
strategies utilized by OALWH to confront HIV and age-
ing challenges in a low-literacy Kenyan setting. This study
underscores the importance of coping in this vulnerable popu-
lation and suggests that interventions designed to enhance
personal capacity, social support, positive religiosity and spir-
ituality, intergenerational connections, self-identify, and mastery
may be beneficial in the improvement of mental health and
well-being in this growing population. Our study also high-
lights a few potential obstacles that may impede successful
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coping in this population, including over-reliance on over-the-
counter medication, waiting for symptoms to run their course
or doing ‘nothing’, self-isolation, seeking support in the wrong
places, and skipping meals. Traditional healers and biomedical
practitioners need to deliberate on how they can collaborate
to promote the health and wellbeing of OALWH. These find-
ings will assist providers, caregivers, and other stakeholders
to best address the specific health and well-being needs of
OALWH in this setting.

Data availability

Underlying data

The underlying data transcripts are not publicly available due
to confidentiality reasons. However, individual applications
can be made through the data governance committee of the
KEMRI Wellcome Trust Research Programme, which will
review the application and advise as appropriate. Requests can
be sent to the coordinator of the Data Governance Committee
using the following email dgc@kemri-wellcome.org. Successful
applicants will be provided with de-identified transcripts (in the
Swahili language). In the event that one requires translation
services for the transcripts, this will be agreed upon with the
applicants for it to be done within the programme.

Extended data

figshare: Additional file 1: Interview guide for in-depth inter-
views among adults living with HIV, healthcare providers and
primary caregivers. https://doi.org/10.6084/m9.figshare.20489208.
Vl-l-l

Data are available under the terms of the Creative Commons
Attribution 4.0 International license (CC-BY 4.0).
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conducted with 56 participants that included OALWH, healthcare providers and primary caregivers
in Kilifi County, a rural area. The needs of OALWH are of increasing interest and this paper is very
pertinent, It is well written and clear.

A few comments for consideration by the authors:

1. In the intro, the authors state: ‘The strengths approach encourages policymakers and health
professionals to look beyond disease states and approach ageing with HIV as a process to
maximize a person’s well-being by strengthening positive factors, e.qg. adaptive coping skills.’;
could the authors expand on the implication of their findings for policy makers and specific
implications for HC professionals, beyond general statements? For example, the fact the
patients did not take their medication when they went without food, was it on response to
instruction from the HC professionals and do these instructions have to be changed?

2.Itis unclear why the sample included healthcare providers: can you please justify?

3. Recruitment. The sample was recruited using a purposive sampling technique to maximize
diversity in respondents’ characteristics, e.g. age and sex., and participants were recruited
by trained study staff in liaison with a community health volunteer specialized HIV clinic. All
those approached agreed to participate. About 40% of Kilifi residents do not have formal
education yet the sample for this study, most (82%) had up to a primary level of education.
Is it possible that, while participants were of diverse age and sex, they overwhelmingly
represent the more educated, more vocal and open members of the HIV community? The
leaders? The narratives are in general quite positive, sometimes surprisingly so. This is the
kind of language often heard from leaders in AIDS service organizations, and the section on
generativity suggests this as many were in fact leaders. Could the authors comment on how
representative of their sample might be?

4. The paper mentions that community-based organizations dedicated to the health and well-
being of OALWH did not come up in their discussions. Although the services provided seem
pertinent, they were not mentioned. This is an area that may have implications for those
groups: what is to be understood from this lack of mention? Is this related to concerns
about confidentiality? Lack of pertinence?
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Are all the source data underlying the results available to ensure full reproducibility?
Yes
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This is a very interesting paper addressing some of the concern care providers and policy makers
should be aware on aging population. This qualitative exploratory study provides relevant
information for understanding coping mechanisms used by aging population with HIV to improve
their mental health and wellbeing. While this is timely and uncovers ways of improving care for
the aging HIV population, the manuscript requires improvement in some areas before its final
publication.

Title:
The title is clear. May want to include the setting of the study as this is key.

Abstract:
The abstract is detailed and provides a clear and concise.

Introduction:

The introduction covers relevant information to the study. Sentence 2 in the first paragraph is too
long and needs rephrasing. Reference 6 within the first paragraph does not speak to SSA’s limited
research. There are two sentences following each other starting with the word ‘Despite’ and need
rephrasing too. The last paragraph in the introduction section should be moved to methods.

Methods:

The method section is relatively well done. However, it needs to be clear what type of qualitative
interviews were done for each group - in depth interviews? Key informant interviews? Focus group
discussions? The methods including the reporting should follow COREQ guidelines. May need to
complete the COREQ form to guide the review.

The authors mention that over three-quarters of the interviews were conducted in Swahili and
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others in the local language or English. During the analysis recorded interviews were transcribed
verbatim. We are not informed at what point the information was translated. At transcription or
after?

Results:

The results including the quotes are well presented. It might be helpful to a reader when a table
summarizing participants’ characteristics is included. Remove the quantifying word under section
on self-care first paragraph where it starts with...a good number of the... you may want to reword
to read ... some self-care strategies were .....

Under generativity, the second sentence begins to discuss the results. Would leave that sentence
out and provide it under discussion. There is also a sentence under ‘Social connectedness/support
systems’, second paragraph, the second to last sentence that read.... “However, such services
tended to vary from one HIV clinic to another....."” This sentence denotes that data was collected
from multiple clinics, when in the methods, the authors are clear that the data was collected from
Kilifi County Hospital HIV clinic.

Discussion:

This section looks ok as is written. Demonstrate a clear engagement with literature in the field.
However, there is a moderate amount of repetitions in the discussion that is not necessary/does
not provide any meaning...For example sentence under self-care “...Although existing evidence
provides only modest evidence of effectiveness of these strategies, most of these strategies were
reported to be effective in promoting mental health and wellbeing among OALWH" First, this
sentence needs to be qualified by referencing, and two, ‘these’ strategies need to be clarified.
Strengths and limitation allude to minimizing potential bias by maintaining reflexivity. How was
this done? What potential beliefs/biases did the researcher have in data collection?

Conclusion:

The conclusion is focused to the study findings. However, some statements sound accusative, for
example -“Further engagement with traditional healers/prophets may be warranted to mitigate
the present obstacles and dangers some of these individuals present to the OALWH". This
statement could be toned down while maintaining what needs to be communicated.

Data availability:
Indicate that the transcripts are in Kiswahili. It is unclear how this study was able to complete the
analysis and present the data in English if the information was not translated.
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