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ABSTRACT
As the cohort of People Living with HIV (PLHIV) ages, so does the spectrum
and burden of non-AIDS define HIV-associated conditions (NARC). PLHIV
are likely to need different and increased healthcare services. It requires
health systems to adapt to this disease trend and conform to a chronic
care model, which respects the distinct needs of the ageing population.
In this article, we explore the lived experiences of PLHIV and their
healthcare providers in managing the challenges of dealing with NARC
in Arba Minch, Southern Ethiopia. This study utilises interpretative
substantive methods, encompassing qualitative interviews and Focus
Group Discussions. The Normalisation Practice Theory (NPT) guided the
semi-structured questions concerning routine screenings and current
models of HIV care for ageing individuals. The main structural
challenges in providing adequate geriatric care included: (i) the lack of
awareness of the risk of NARCs; (ii) the absence of blended care; (iii) an
HIV-centred approach exclusive of multidisciplinary care; and (iv)
financial constraints. In an era with increasing NARCs, traditional HIV
care models must adapt to the emerging challenges of a ‘greying’ and
growing population.
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Introduction

Since the early 1980s, major advances in the treatment for People Living with HIV (PLHIV) have
been made (Eisinger & Fauci, 2018). The availability of effective antiretroviral therapy (ART) has
transformed HIV from a progressive and often fatal infection to a more manageable and chronic
disease (Fauci & Lane, 2020). Since 2010, AIDS-related mortality has declined by about 42% and
PLHIV are approaching a near-normal life expectancy (Sabin & Reiss, 2017; Trickey et al., 2017;
UNAIDS, 2021). Consequently, the prevalence of PLHIV aged 50 + is increasing. However, this

© 2023 The Author(s). Published by Informa UK Limited, trading as Taylor & Francis Group
This is an OpenAccess article distributed under the terms of the Creative Commons Attribution License (http://creativecommons.org/licenses/by/4.0/),
which permits unrestricted use, distribution, and reproduction in any medium, provided the original work is properly cited. The terms on which this
article has been published allow the posting of the Accepted Manuscript in a repository by the author(s) or with their consent.

CONTACT Julia Maria van Koeveringe juliavankoeveringe@gmail.com Faculty of Health, Medicine and Life Sciences,
Maastricht University, Maastricht, The Netherlands; Elizabeth Liaño Callahan elizabethlianocallahan@gmail.com
e.lianocallahan@alumni.maastrichtuniversity.nl Faculty of Health, Medicine and Life Sciences, Maastricht University,
Maastricht, The Netherlands. P. Debyeplein 1, 6229 HA Maastricht, The Netherlands
*Shared corresponding authors. Both first authors equally contributed to this work.

GLOBAL PUBLIC HEALTH
2023, VOL. 18, NO. 1, 2185798
https://doi.org/10.1080/17441692.2023.2185798

http://crossmark.crossref.org/dialog/?doi=10.1080/17441692.2023.2185798&domain=pdf&date_stamp=2023-03-11
http://orcid.org/0000-0001-8152-2211
http://orcid.org/0000-0002-1263-2801
http://orcid.org/0000-0002-6279-8068
http://creativecommons.org/licenses/by/4.0/
mailto:juliavankoeveringe@gmail.com
mailto:elizabethlianocallahan@gmail.com
mailto:e.lianocallahan@alumni.maastrichtuniversity.nl
http://www.tandfonline.com


‘greying’ of HIV prevalence poses emerging challenges for health systems (Harris et al., 2018). Non-
AIDS defining HIV-associated conditions (NARC), which are associated with long term use of ART
and accelerated ageing due to HIV, are now the leading cause of death in PLHIV (Brew & Cysique,
2017; Deeks et al., 2013). Compared to other adults, PLHIV experience a greater occurrence of car-
diovascular disease (McGettrick et al., 2018), musculoskeletal disease (Walker-Bone et al., 2016),
metabolic abnormalities (Willig & Overton, 2016), neurocognitive impairments (Cysique &
Brew, 2019; Harling et al., 2019) and ageing-related syndromes such as frailty and gait impairment
(Falutz, 2020; Guaraldi & Milic, 2019).

Ethiopia’s publicly funded health-delivery service system is three-tiered, including primary hos-
pitals and healthcare units, general hospitals at the secondary level, and tertiary services by special-
ised hospitals. Since 1993, primary health care has been the focus of Ethiopia’s health system,
recognising a major expansion of primary health care units in the past decade (Falutz, 2020; Tiru-
neh et al., 2020). To offer both fundamental and cutting-edge HIV/AIDS services, the primary
health care units are connected to district hospitals. In hospitals and health facilities, HIV testing,
counselling, ART and prevention of mother-to-child transmission of the virus are all offered. Ter-
tiary hospitals provide care to patients, after reference by the district hospitals (Deribew et al., 2018).

There is extensive literature on the structural healthcare challenges and insufficient resources for
ageing PLHIV (Emlet & Poindexter, 2004; Negredo et al., 2017). This inadequate response is said to
be largely attributed to a silo-effect in which care for HIV/AIDS and other healthcare activities do
not function as joint initiatives, but rather as two separate entities (Negredo et al., 2017). Consequently,
neither sector is prepared to tackle complex care problems (Emlet & Poindexter, 2004; Linsk et al.,
2003; Osakunor et al., 2018). Numerous qualitative studies have identified clinically important gaps
in the care for ageing PLHIV, including the lack of support, unclear guidelines and the absence of stan-
dardised assessment (Boffito et al., 2020; Bosire et al., 2020; Greene et al., 2018; Levett et al., 2020;
Rosenfeld et al., 2014; Sylla et al., 2018). Nevertheless, these studies are largely concentrated inWestern
countries, even though more than two-thirds of PLHIV reside in Sub-Saharan Africa (Siedner, 2017).
In addition, most studies of ageing with HIV in resource-limited settings have focused on single mor-
bidities, or lack local insight about geriatric care (Godongwana et al., 2021; Siedner, 2017). Similarly,
several investigations have focused on the perspectives of healthcare providers or patients individually,
but lack insight into the shared experiences (Boffito et al., 2020; Godongwana et al., 2021).

Researchers have begun to emphasise the need to work on the definition and implementation of
new models that help improve the care and well-being of this group, particularly in the context of
fragile health systems and severe resource constraints (Deeks et al., 2013; Erlandson & Karris, 2019;
Perfect et al., 2019). To develop useful and impactful interventions, researchers increasingly acknowl-
edge the importance of stakeholder consultation through interviews and FGD (Hawkins et al., 2017).
This research adds to previous research by entailing the combined lived experiences and routines of
health providers and patients, to create an understanding of how the risk of ageing with HIV is per-
ceived. This research aims to create an understanding of the fundamental issues underlying comorbid
care for ageing PLHIV from the perspective of people dealing and living with HIV, to inform health
interventionists and public policy makers on optimising health care delivery.

Methods

Study design

A qualitative phenomenological study was carried out to discover the lived experiences of PLHIV
and their providers in managing HIV with multimorbidity. The study included in-depth face-to-
face interviews with patients and their providers. In addition, FGDs were organised to ensure tri-
angulation and to define/prioritise the problems that were discovered in the first interviews, entail-
ing a human-centred approach by Melles and colleagues (Melles et al., 2020). Various studies have
used human-centred design (HCD) to study complex care challenges, as HCD is about discovering
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human needs and how to respond to those needs (Erwin & Krishnan, 2016; Tsekleves & Cooper,
2017). This research entails the Diamond Model (Figure 1), a double-phased model which empha-
sises the need to first clearly discover and define the problem under research, before finding and
designing solutions to the problem. This research focuses on the first diamond to visualise the
HCD process, and is used to distinguish the correct problem being investigated and captures the
‘problem space’. The diamond structure highlights the divergent and convergent stages of the
design and research processes; a process of studying a topic in a broader and deeper way followed
by a more focused approach. First, we begin by questioning the problem of ageing with HIV by
examining all the fundamental aspects underlying the problem during individual interviews with
patients and providers (understanding). Then, FGDs follow to come to a problem statement by con-
verging and prioritising these issues (defining).

Study setting and population

At the beginning of 2020, around 620,000 people in Ethiopia were living with HIV. Ethiopia has
known considerable progress in the reduction of the burden of HIV/AIDS over the last decades.
Nevertheless, the burden remains high. In Ethiopia, around 88% of adults with HIV were on
ART in 2020 (Girum et al., 2018). As a result, the number of Ethiopian PLHIV50+ has doubled
from 85,000 in 2010 to 170,000 in 2019, and they live to be 60–70 years old (Girum et al., 2018).

Our study was carried out in four hospitals within Arba Minch, Chencha and Gidole: Arba
Minch General Hospital, Arba Minch Sikela Health Centre, Chencha Primary Hospital and Gidole
Primary Hospital. The four health centres together hold approximately more than 3500 ART
records. The FGDs were held with patients and providers from Arba Minch Hospital.

Arba Minch is a town in the Gamo Gofa zone. It is 505 km from Addis Ababa in southern Ethiopia,
and 275 km fromHawassa, the regional capital. The ArbaMinch hospital serves a population of over 1.5
million people. It offers a wide range of health services, including outpatients, inpatients, pharmacies,
and laboratories, as well as ART. Arba Minch General Hospital has the largest ART clinic in the region
with over 1700 ART registries. ArbaMinch Sikela Health Centre has the lowest ART records, being 400.

Chencha town is located 40 km northwest of Arba Minch. Chencha Primary Hospital offers out-
patient, inpatient, pharmacy, HIV counselling and testing, prevention of mother-to-child trans-
mission of HIV, ART clinic, and laboratory services to 800 current cases.

Figure 1. The Diamond Model, adapted from Melles et al. (2020), which visualises the human-centred design process. The dia-
mond is used to discover and define the challenges faced by the older HIV patient.
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Gidole is the administrative hub of Dirashe special district. It is found in southern Ethiopia, 565
kilometres from Addis Ababa. Gidole Primary Hospital offers all services to the district community
and the surrounding area, and holds around 1000 ART clinic records.

Eligibility and recruitment

Convenience sampling was used as local researchers relied on the availability of participants at the
health centres. Participants were identified and recruited by research staff (M.G.) (T.T.) (B.S.) of
Arba Minch university. Purposive sampling followed, based on the eligibility criteria. Healthcare
practitioners who have worked for more than one year with PLHIV and could provide verbal con-
sent were eligible to participate. Patients were eligible to participate in the study if they were 50
years of age or older, living with HIV and at least one NARC, and on ART for a period of no
less than 6 months. There was no requirement on how long one had been living with HIV. Patients
were recruited while they visited the ART clinic for routine HIV care.

A minimum sample size of 12 providers and 15 patients was selected a priori for the interviews to
capture different types of participants and based on previous literature with similar designs that
considered a sample size of 11–25 participants per interview group appropriate (Areri et al.,
2020; Kiplagat et al., 2019). For the two FGDs, the principal investigators aimed to recruit 4–8
patients in one group, and 2–6 doctors in the other group from the Arba Minch General Hospital.
Patients and doctors were divided in a separate FGD. Participants for the FGD were required to
have participated in the first phase of interviews; therefore, having the same inclusion criteria
applied as in the first phase.

Data collection

The data was collected between April and August 2021. Interviews were semi-structured, open-
ended, and lasted an average of 30–60 minutes. Interviews with patients were performed in Amha-
ric by an interpreter (B.S.) and recorded on audiotape for later transcription. Interviews with pro-
viders were conducted in English or Amharic, depending on the preference of the provider.
Amharic recordings were translated and transcribed in English by the interpreter (B.S.). Original
English interviews were transcribed verbatim by the main investigators. Participants’ personal
information was anonymised to ensure confidentiality. The interview guide was developed based
on the Normalisation Process Theory (NPT) of May and Finch (May & Finch, 2021). The NPT pro-
poses four constructions that represent different types of work that individuals carry out around the
execution of a new practice. Coherence was used to gain a better understanding of the individual
lived experience and behaviour of patients and providers in ART settings. The concept of collective
action and cognitive participation from the NPT was used to understand relational dynamics and
interaction in healthcare settings. Reflexive monitoring was used to understand the participants’
ideas about how (screening) practices ought to be realised. The content of the interviews covered
various topics related to the needs and experiences of patients and providers: views on HIV and
NARC risk, challenges in identifying and managing these conditions, and concerns about how to
cope with future health needs (Table 1).

Two FGDs were arranged to address any remaining questions and to ensure validation of the
initial findings, according to the ‘converging’ stage of the Double Diamond Model. The FGD
guide was based on the ‘Top Five’-tool of the Field Guide for Human Centred Design (IDEO.org.
Resources), outlined in Table 2. The sessions are held in Arba Minch General Hospital ART clinic
and consist of two parts. Part 1 focused on validation and prioritisation of results. Participants in
both sessions were asked to brainstorm as a group about the biggest challenges of ageing with HIV.
Subsequently, participants had to list the top five of these challenges individually. At the end of part
1, a group discussion revealed which challenges were most important to patients. Part 2 was created
to address the data gaps, consisting of a round of questions on important aspects of ageing and HIV.
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Data analysis

Thematic content analysis was carried out according to the phenomenological perspective of
the study (Vaismoradi et al., 2021), with the use of the qualitative data analysis program
Atlas.ti9. The transcripts were coded line by line and the categories and subcategories emerged
from the grouping of codes of similar content. Discussions with the research team facilitated a
reflexive coding process that consisted of reading, coding, reducing and interpreting. The
analysis mainly entailed inductive codes that were derived from the data, accompanied by
deductive codes from the NPT. A report of quotes and codes was developed to compare,
describe and explain the data. Disagreements on the coding process with the team were resolved
by consensus.

Table 1. Interview guide based on the normalisation practice theory (NPT)

NPT construct Provider’s questions Patient’s questions

Coherence 1. What do you think are NARCs in the context of
HIV?

2. Can you give an example of a case in which you
established a NARC?
- How often do you assess/see NARCs in PLHIV?

3. What recommendations do you give to your
patients at high risk of NARCs?
- What kind of information are your

recommendations based on?
4. In your opinion, how should we address NARCs in

PLHIV in your clinical setting?
5. What is your experience with geriatric

assessment?
- Do you think it is necessary to screen for NARCs

among your patients?

1. Based on the conditions you have previously
mentioned, how do you differentiate those that
are HIV-related from those that are age-related?

2. What does it mean to you to have symptoms/
signs of an illness not related to HIV?

3. How did you feel about having to make lifestyle
and behavioural changes based on the possibility
of developing age-related comorbidities in the
future?

4. How important was it/would it be to make these
changes, why?

Cognitive
participation

1. Describe the interaction/conversations you have
with medical staff about the risk of NARCs for
PLHIV?

1. Did you/would you get others to join in on these
changes? How did you/would you do that?

2. What professional help and advice were you
given to achieve these changes?

3. How much do you rely on your doctor(s)
expertise to implement these changes?

4. What do you do when you need to talk about
something or when something is bothering you?

5. Where would you turn? (Family, friends,
professionals, the internet)

Collective
action

1. (Why) do you choose to (not) diagnose/screen
NARCs?

2. How do you think that geriatric assessment could
fit in a typical working day?

3. Do you have confidence in the performance of
your colleagues in carrying out a geriatric
assessment when this is put in place?

1. How achievable did/would making these
changes seem to you?

2. How have you managed these?
3. What help were you given from your doctor(s) to

manage these?

Reflexive
monitoring

1. What are your goals when caring for your
patients? Do you have specific goals for caring for
patients with NARCs? If yes, what goals?

2. Do you collect information on NARCs s? What
information would you find useful to obtain?

3. What do you consider when developing these
goals?

1. How worthwhile do you think it was/it would be
to make the changes?

2. How confident do you feel about being able to
continue with the changes in the long term?

3. How do you feel about having review
appointments annually?
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Ethical considerations

The study protocol was ethically approved by the Institutional Research Ethics Review Board of
Arba Minch University (IRB/1119/2021; IRB/1120/2021), and the Ethics Committee of the Faculty
of Health, Medicine and Life Sciences of Maastricht University (FHML/GH_2020-2021.014;
FHML/GH_2020-2021.015). Verbal consent was obtained from all participants prior to conducting
the interviews and FGD.

Results

Table 3 shows the characteristics of the study participants. We conducted 15 interviews with
patients and 12 with providers. The patient sample included nine females and six males between
the ages of 50 and 73 who had been living with HIV for 16 years on average. In addition to
HIV, all the patients were living with at least one NARC. The sample of health care providers
included two nurses, seven physicians, and three health officers. Two out of twelve providers
had undergone NCD comorbid care training. Five patients and three doctors from Arba Minch
General Hospital were available for the FGD.

Two main themes appeared from the data, each including a set of subthemes. The main themes
include: (1) Experience with HIV and NARC; and (2) Healthcare requirements. Findings are dis-
cussed accordingly.

Theme 1: Experience with the disease

Knowledge and awareness about HIV and ageing

a. Risk awareness of ageing with HIV

Providers recognised the risk of ageing with HIV, as they see many examples of older PLHIV with mul-
tiple diseases in their ART clinics, including cardiac disease, infectious disease, dementia, and lung dis-
ease. Diabetes Mellitus (DM) and hypertension were most frequently recognised in older PLHIV: ‘Most

Table 2. Focus group discussion interview guide.

Question leading the provider FDG Question leading the patient FDG

Part
1

1. What do you consider the biggest challenge in geriatric care?
(List Top Five)

1. What do you consider the biggest challenge
when ageing with HIV? (List Top Five)

Part
2

1. Do you screen for NARCs?
- If no: Do you think this is necessary? How do you feel about

screening?
- If yes: When do you screen?

2. What makes caring for older PLHIV difficult?
3. What are barriers to screening? How do you feel about this?

Is there something you can do to overcome this barrier?

1. What is your condition(s) a result of?
a. HIV
b. HIV treatment (ART)
c. ageing
d. lifestyle

2. Has your doctor ever described to you this
possibility?

3. Do you believe you were adequately trained to
manage your conditions?

4. When diagnosed HIV-positive, what advice were
you given by your doctor(s)?
a. What advice are you applying in practice?
b. What advice do you take more seriously?

5. In your opinion, what are HIV health services
missing in your country?

6. How can we make health services ideal for you?
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commonly, around 50% present cases of diabetes and hypertension’. (HCP4, nurse). In general, patients
were aware of the risk of NARC, but were not sure how NARCs are established (i.e. due to HIV, ART,
ageing, or an unhealthy lifestyle). During one of the interviews, a diabetic patient stated:

Interviewer: Do you think your diabetes is related to HIV or due to other causes?
P2: I don’t know. HIV has been in my blood for the last 15 years. I had been living in lack of

restrictions with it [referring to practising an unhealthy lifestyle] as long as I am taking
ART drugs. Starting two years back my health is deteriorating. This is however not due to HIV.

I: What do you think caused it if it wasn’t caused by HIV?
P2: It could be [an] inappropriate diet or due to irritability that impaired my pancreas.
I: Don’t you think it is related to ageing?
P2: It is said, but I am physically active. Don’t look at my grey hair. I wake up early [in the] morn-

ing and I am physically active.

Patients described NARCs, HIV and ART medication as major risk factors to their health. Ageing,
however, was often not considered a risk factor to a person’s life.

a. Risk of drug–drug interaction.

Overall, patients agreed that taking their medications routinely was central to leading productive
lives. Medication was seen by patients as a lifesaver that enabled them to cope. Providers, however,

Table 3. Demographics of study participants.

Participant characteristics n (%)

Patients (n = 15)
Gender

Female 9 (60)
Male 6 (40)

Average age at HIV diagnosis 44
Average current age 60
Average number of years living with HIV 16
Average years taking ART medication 15
Prescription medications apart from ART

Antihypertensive drug 4 (27)
Antidiabetic drug 7 (46)
Antihypertensive drug + Antidiabetic drug 4 (27)

Providers (N = 12)
Highest Education

Certificate 0 (0)
Diploma 2 (17)
Degree 10 (83)

Professional Cadre
Nurse 2 (17)
Doctor 7 (58)
Health Officer 3 (25)

Years of clinical experience with PLHIV
1–4 years 7 (58)
4–10 years 5 (42)

Location
Arba Minch General Hospital 6 (50)
Gidole Primary Hospital 3 (25)
Chencha Primary Hospital 3 (25)

Additional trainings
TB/HIV co infections 5 (42)
Prevention of mother-to-child transmission 3 (25)
ART therapy 5 (42)
HIV counselling and testing 4 (33)
NCD co-morbidities 2 (17)
Paediatrics and adolescent HIV 5 (42)
Sexual and reproductive Health 4 (33)

ART = Antiretroviral treatment; MSM =Men who have sex with men; PLHIV = People Living with HIV.
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mentioned medication as a risk factor for developing NCDs and affecting the quality of life of
PLHIV. Polypharmacy was believed to influence drug adherence as the pill burden fatigues
PLHIV, especially when they have been on ART for a long time. Moreover, providers explained
that they face difficulties in prescribing ART and concomitant medications, referring to the risk
of side effects and drug–drug interactions: ‘and even the management of opportunistic infections
is associated with the drug–drug interaction of HAART’ (HCP11). In the FGD, a doctor mentioned
the need for integrated care as different care providers, taking care of the same patient, need to take
potential drug–drug interactions into account when prescribing medications.

a. Risk assessment and education

The PLHIV in this study had been implementing some type of behaviour and/or lifestyle change
based on professional advice. However, many raised the issue that providers did not provide them
with enough information on how to manage their multiple conditions alongside their HIV. Most of
the patients were concerned that the professional advice given was not tailored to the person or the
specific comorbidity, but that they all received the same advice. Providers explained this deficiency
by the lack of training in geriatrics and NARCs. Consequently, older and younger PLHIV are often
treated equally; as illustrated by a health officer (HCP12): ‘We see them as any other case. (…) We
don’t have practice with a specific focus on geriatrics’.

The focus of care for ageing PLHIV
There was a notable difference in perception between patients and providers on the focus of care.
While providers are primarily focused on treating HIV outcomes, HIV is no longer seen as a major
threat by patients. Providers feared that as ‘HIV is not a serious disease by itself; however, it would
hasten their death’ (HCP4, nurse). On the contrary, PLHIV perceive their HIV as under control,
while NARCs have become a constant battle that prevents them from leading a normal life. As
one participant stated: ‘HIV is 100% better for me. Even though [there is] no cure for it, if you
take the medication, you can live as any healthy person. But diabetes and hypertension added
load over me and [is] affecting my health’ (P6).

As the traditional model of care in HIV clinics is designed to manage HIV infection, protocols
for NARC are not yet standardised, although it is the patient’s biggest worry. The fact that patients
worry less about HIV outcomes is also a result of the providers’ constant support in treating HIV.
All patients believed that if they adhere to ART drugs and make healthy lifestyle changes, they can
age as healthy as any other healthy person.

Providers and patients differed in their care goals. While patients perceived lifestyle changes as
critical to staying healthy, providers noted the lack of attention to prevention measures in health-
care settings. As stated by a doctor: ‘ … our goal is focused on the treatment and diagnosing that
disease and so on. (…) On prevention…We usually do not practice it’ (HCP8). However, the
goal of many providers was to prolong the patients’ lives and increase their quality of life, which
is compatible with the patients’ aim of increasing their survival as much as possible. Therefore,
all patients noted to apply lifestyle changes, including participating in routine care, having a proper
diet, and engaging in physical activity.

Patient-provider and provider-provider relationships
The quality of the patient-provider relationship was important to both parties. Although providers
must work with limited resources, they try to use everything in their power, according to the needs
of the patients. This was also reflected in the experiences of some older adults, who identified pro-
viders as key enablers of good management of their illnesses, and acknowledged their support,
especially regarding health information and advice on HIV. This support allowed most patients
to lead a productive and healthy life, as one patient put it: ‘Their advice [referring to advice
from healthcare professionals] is more than money’ (P2). However, many patients experienced
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difficulties in establishing trusting relationships with their physicians. The distant relationship was
mainly attributed to the fragmentation in care; patients with different conditions are treated by
different doctors, at different clinics. Therefore, it is difficult for providers and patients to build
strong relationships.

Additionally, providers perceived a good provider-provider relationship as equally important.
Providers mentioned being in good contact with their colleagues and having regular discussions
about their patients. However, specific conversations on NARCs were uncommon. One health
officer (HCP7) cited: ‘It is well known that comorbid conditions are increasing in HIV patients;
however, there is no documented data that initiates us to discuss with other medical staff. It did
not get our concern to discuss it’. It was discovered that many providers managed comorbid con-
ditions at their own discretion, with little cross-talk on the risk of NARCs. As illustrated by a health
officer (HCP5): ‘We do not have such a big concern for comorbidities in HIV patients to discuss
with other medical staff; our concern is to manage HIV effectively’.

Theme 2: Healthcare requirements

Clinical experience and quality of care
There was high agreement and frustration among patients and providers about the insufficient
quality of current HIV and NARC health services within and around Arba Minch. Some patients
complained about missing test results or medical records, therefore having to rerun tests, and caus-
ing exhaustion. In accordance, many providers expressed concerns about the health system’s readi-
ness to provide ‘full package’ care to older PLHIV living with comorbidities ‘Because sometimes we
are giving ART medications only. And if the patient is having other comorbid conditions, actually
we are not treating the patient’ (HCP3, doctor). However, multiple interacting risk factors (i.e.
depressed immunity, fatigue, ageing) make it difficult for providers to deliver this full package.

a. Referral

Providers and patients commonly expressed their frustrations with referral systems. Providers
indicated to refer their patients to other clinics in case specialised NCD care is needed and HIV
facilities do not provide support. Patients were referred most frequently for CT scans and dialysis.
However, many providers were hesitant to refer patients when they anticipated long waiting times
and under-equipped staff, or unavailability of specialists. Patients particularly experienced long
waiting times for treatment and/or test results in diabetic clinics.

In addition, the attendance of different clinics for diagnosis or treatment of NCDs makes adher-
ence to follow-up appointments more tiresome for PLHIV. Patients reported facing difficulty in tra-
velling to and from various appointments at different locations. Therefore, one nurse suggested:

I think it is better to have one point service, i.e., it is better if we integrate HIV care with comorbid conditions
at the same clinic. Currently, here we check only their HIV-related needs; if we are able to address their
comorbid conditions too, it would be ideal service (HCP10).

a. b Routine screenings and protocols

The FGD revealed that the lack of geriatric HIV guidelines is a priority issue for health providers
as it ‘constitutes the other problems (…) The lack of assessment and need for focus can be solved by
protocols, guidelines and standards’ (FGDHCP2, doctor). As there is no specific tool for age-related
conditions, health professionals ‘do it by [their] own will’ (HCP5, health officer). Due to the lack of
standardisation of geriatric assessments, patients are often diagnosed when the comorbidity is
already in a progressed stage.
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I could have another condition if I was tested. I knew I was having diabetes only after diagnosis. The nurse was
bothered why my CD4 was not increasing while I was on medication. Later I was presented with a complaint
of vision problems. (…) After starting antidiabetic drugs I learned my eye condition improved; so that I
realised that it was related to diabetes. (P13)

In line with the patients’ experiences, providers noted that comorbid screening was rarely con-
ducted. A health officer cited (HCP12): ‘Actually, we don’t have this regular investigation or follow
up schedule. Most of the time, they are incidental findings. According to their complaints’. Simi-
larly, a doctor (HCP2) mentioned: ‘If the patient is not having any of the symptoms, we are not
much concerned’.

As DM and hypertension were the most common complications in PLHIV, some providers had
incorporated screenings for random blood sugar and fasting blood glucose tests in their routine
HIV investigations: ‘Before we start medication, we prefer to do a glucose-tolerance test. Depending
on their complaint, we do other investigations’ (HCP12, health officer).

Notably, providers varied widely in their risk evaluation of HIV-Associated Neurocognitive Dis-
orders (HAND) and deliria. Providers who consider their older patients at higher risk of HAND
screened more often. One provider who did not regard HAND as a significant problem also did
not feel the need for screening. Therefore, risk assessment was often found to be a precursor to pro-
viders’ response strategies.

Factors affecting healthcare access and quality

a. Organisational capacity

Providers in the FGD confirmed that system barriers were impeding their care practices as, for
example, proper diagnostics or NCD medicines are often missing. While most patients were sat-
isfied with the supply of HIV drugs, many encountered a challenge in accessing NARC drugs in
the region: ‘They [health providers] say to us you are diagnosed with hypertension or DM thus
go and buy medications. Currently it is becoming very difficult to get the medications for our
comorbid conditions. We need an urgent solution for this problem’ (FGD P1).

a. b Economic constraints

A recurring theme in patient and provider interviews was the affordability of proper care. Pro-
viders felt discouraged when available services could not be used due to their unaffordability. For
example, a doctor (HCP8) stated that ‘A single sugar measurement is 20 Birr. 20 Birr is high. It is
too much for the government hospital’. Similarly, the patients’ financial status made it often
impossible for providers to deliver optimal care. As stated by a doctor (HCP3): ‘The major problem
is not the absence of the investigation. The major problem is the economic situation of the patient.
They cannot afford it’.

Patients reported having difficulties not only accessing NARC medications but also being able to
pay for them. In addition, PLHIV perceived economic limitations and the ‘Ethiopian lifestyle’
among the main barriers to practising professional counselling. Twelve out of fifteen could not
practice dietary recommendations due to financial difficulties: ‘Our diet system is not good. So,
when this is combined with HIV and comorbidities, it is so difficult to cope up with the condition.
Economic status is a bottleneck for diet changes’ (FGD P4).

Focus group discussion validation
Figure 2 captures the key findings on the perceived risks and challenges of ageing with HIV, respect-
ively, for providers and patients. The left side entails all the challenges that were raised during the
individual interviews. This sum-up was narrowed down to five key issues in the FGD, which are
displayed on the right side of the Diamond.
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Patients prioritised the following challenges: lack of awareness; financial difficulties; coping with
HIV and NARC simultaneously; inadequate training on how to manage their diseases; and seeking
support. Four of the five patients raised the lack of awareness about the risk of NARC as their top
priority and argued that the government must find a solution to this. In addition, financial difficul-
ties and difficulties of addressing HIV and NARC were emphasised by all five participants; as one
PLHIV put it: ‘With my current economic status, my big challenge and priority is to get medications
for my comorbid conditions: diabetes, hypertension. Its price is increasing from day to day while
our economy is falling, thus I can’t cope-up with the condition’ (FGD P2). During individual inter-
views, patients repeatedly argued that stigma greatly influenced their ability to seek support. Seeking
support was raised as a top priority during the FGD; however, most patients no longer perceived
stigma as a priority for all their problems: ‘During the time I was diagnosed with HIV/AIDS,
about 18 years back it was a primary priority area, but currently the awareness about HIV by the
community is improved so that people already understand one can live almost as another healthy
individual as long as there is medication’ (FGD P4).

Providers placed emphasis on: the lack of awareness; lack of proper NCD modalities; healthcare
focus limited to HIV; the need for blended care; and a missing separate unit for geriatric patients.
Every provider ranked the lack of protocols and guidelines, as part improper NCD modalities,
amongst their top priorities ‘because this constitutes the other problems. For example blended
care: if they have a guideline to separate the patients or if they have a guideline to treat older
patients, that will help the other problems’ (FGD HCP3, doctor). Although organisational barriers

Figure 2. Diamond Model visualisation of ageing with HIV.
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were widely mentioned during the individual interviews, two out of three providers in the FGD did
not include this challenge in their Top Five list, as ‘even without resources you can do a lot. We have
the set-up, we have the clinic, we have clinicians, nurses. We can train them easily. No big need of
resources’ (FGD HCP1, doctor). Doctors indicate to be willing to provide NARC- and geriatric-
specific care. However, the strict adherence to traditional methods of care which are embedded
in routine care strategies, are believed to hinder a paradigm shift in change of focus.

Discussion

The aim of this study was to provide an overview of the contemporary challenges of HIV care for an
ageing population with an increasing burden of NARCs. The research draws on a systematic quali-
tative inquiry that investigates with qualitative interviews. The framework used for this research
helps to narrow and confirm key challenges to provide policy makers a roadmap of what to address.
This study revealed four key findings. Firstly, there is a need among both providers and patients for
more information and counselling on the risk of NARCs and its relation to HIV management.
While providers seek to provide the best possible and available care to their patients, they acknowl-
edge the lack of guidance in managing NARCs to their patients. Secondly, the HIV-centred
approach of current health systems in Ethiopia inhibits healthcare professionals from focusing
on co-occurring disease trends. Although living with HIV is becoming more manageable, patients
struggle with the increasing burden of NARCs for which they are very worried. Thirdly, participants
highlighted the need for a blended healthcare system in which NARCs and HIV are managed sim-
ultaneously in an integrative health system, in which various specialists work together instead of in
isolation. Lastly, participants expressed to face financial constraints that limit them from managing
their health status appropriately.

A common recurrent theme for both providers and patients was the lack of awareness of risk
of NARCs. Solomon et al. (Solomon et al., 2013) described patients’ uncertainty about whether
NARCs were due to HIV, ageing, or ART; a topic that also came up in our research. Further-
more, previous studies have found that the lack of perception of patients about the risk of
NARC is accentuated by poor training to self-manage their diseases (Areri et al., 2020; Greene
et al., 2018). In the study by Greene and colleagues (Greene et al., 2018), participants not only
emphasised this issue, but expressed a desire to understand more about HIV and the problems of
ageing in general. In this study, providers noted the lack of awareness about the importance of
screening among themselves and their colleagues. Generally, training and mentorship on the
importance of screening and management of NCD is still limited in lower resource settings
(Abboah-Offei et al., 2019; Bosire et al., 2021; Kemp et al., 2018; Patel et al., 2018). Therefore,
the development of supportive tools and training of health workers in screening NARCs is essen-
tial in improving care for multimorbid PLHIV. In addition, and as pointed out by health provi-
ders themselves, it becomes increasingly important to incorporate training in NARCs in the
curricula of health professionals.

The lack of awareness about the risk of NARCs is exacerbated by the HIV-centred approach of
current care systems. Ahmad and colleagues (Ahmad et al., 2020) demonstrate the significant short-
comings of the traditional approach to understanding the issues of ageing with HIV. The authors
state that current systems are disease-centred and focus on the patient’s health deficits at a progress-
ive stage where little can be done to prevent decline in function. In this study, providers and patients
noted that healthcare delivery models have not shifted in line with the increasing prevalence of
NARCs. While in our study, providers were primarily concerned with managing patients’ HIV sta-
tus, PLHIV themselves were especially concerned about their NARCs. While highly multidisciplin-
ary clinics are already established in many high-income countries, HIV treatment centres in
resource-limited countries are often only built as stand-alone programmes (Guaraldi & Palella,
2017). Hence, these centres can bring forth the biggest change in developing improved care pro-
grammes that are focused on both HIV and NARCs.
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As suggested by Safreed-Harmon and colleagues (Safreed-Harmon et al., 2019), the shift in the
HIV field must be considered in the light of programmatic efforts and policies that are supportive
for healthy ageing. In accordance, Aids20311 has emphasised the importance of health system trans-
formation in the response from ‘crisis management to sustained strategic response’ (Larson et al.,
2011; Negin et al., 2012). Therefore, the integration of NARC-specific care into HIV services should
be accompanied by a scale-up in staff, training of staff, and specific geriatric wards, so that providers
are sustained in their care practices.

In addition to the aforementioned, providers and patients indicated a need for a blended health-
care system, in which both HIV status, NCDs, and age-related needs are addressed as a whole
instead of separate diseases. This would also enhance the overview when prescribing drugs and
therefore avoid drug–drug interactions. Additionally, incorporating specialists that are both con-
cerned with the NCD, and the HIV status will enhance the continuity of care and stimulate adher-
ence of patients. This is consistent with the existing HIV and ageing literature. Although routine
screenings of ageing-related diseases are widely suggested (Alford et al., 2019; Cardoso et al.,
2013; Perfect et al., 2019), it is often not integrated in current care practices. HIV programmes
and NCD programmes are vertical in many low-resource settings (Mitambo et al., 2017). Therefore,
providers often miss proper diagnoses and must deal with age-related complications in a progressed
stage. As the cohort of PLHIV is ageing, new screening protocols are needed that consider risk
group identification, screening, and management of comorbid conditions. As stated by Erlandson
and Karris (Erlandson & Karris, 2019), screening also has the potential to result in polypharmacy.
In this study, providers mainly feared multi-morbid management for its complexity in prescribing
the right medication. Therefore, further research is needed to identify concrete pathways for blend-
ing NCD services into existing HIV services; thereby approaching patients as a whole instead of as a
collection of diseases. This requires capacity building on chronic care management under advanced
models (e.g. Integrated Chronic Disease Model) which ensure that strategies and guidelines on the
integration of NARCs are standardised across different sectors and facilities.

Many patients revealed to be financially constrained when managing their comorbidities and
HIV infection. Although HIV medications are nowadays offered at no cost, PLHIV who require
(primary) care services for chronic diseases are expected to cover these additional services (Kiplagat
et al., 2019). To ‘ensure healthy lives and promote well-being for all at all ages (SDG3)’, it is of para-
mount importance to achieve ‘access to safe, effective, quality and affordable essential medicines
(target 3.8)’ (United Nations, 2015). The potential to achieve these goals lies in the investment in
universal health coverage by international, national, and sub-national donors. The delivering of
accessible NCD medicines requires earmarked funds in national budgets (Kintu et al., 2020). As
suggested by Hogerzeil and colleagues, low- and middle-income countries also need to increase
mobilisation of domestic resources to provide access to treatment for those who cannot afford
(Hogerzeil et al., 2013). In addition to the costs of NCD medication, the availability of NCD mod-
alities, screening tools and treatment options are also hampered by economic constraints. Our
findings are in line with earlier investigations (Justice, 2010; Knight et al., 2018; Laurent Santye
Schatz et al., 2017; Power et al., 2022) conducted in the low-resource context, indicating the ongoing
struggle faced by older adults in managing NARC in addition to HIV. The costs of transportation
and distance to the facility have been commonly cited as barriers to accessing HIV care services
among older PLHIV (Knight et al., 2018; Schatz et al., 2017). These barriers are exacerbated by
the persistent verticalisation (Zakumumpa et al., 2018) in the provision of HIV care. Previous
studies have proposed to consider NARC in the provision of optimal patient-centred treatment
for HIV-infected older people (Guaraldi & Milic, 2019; May & Finch, 2021). Integrating chronic
diseases into HIV management can significantly reduce costs and time, and therefore improve
ongoing participation in the care of older people. In addition, it could address the issue of stigma,
where care is provided by a single provider of care to all those infected and not infected with HIV.

The findings of this research must be considered in the light of its limitations. Consistent with
the qualitative and exploratory nature of this study, the study sample was small and selective. In
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addition, the sampling strategy was bound to the availability of participants in their ART clinic and
the time of recruitment. While the research team attempted to recruit a diverse sample of partici-
pants and solicit multiple responses and perspectives from a variety of patients and providers, we
have likely missed to include patients and providers who would have added their unique experi-
ences on the topic. Potential bias may have occurred as respondents were found through the clinics,
which could have attracted more motivated and engaged health care providers. Moreover, part of
the research team has committed to the English version of the transcript and not the Amharic ver-
sion, which may not capture sensitive or culturally specific findings. This concern was addressed by
having the other part of the research team review the findings. In addition, this diverse sample is
limited to Southern Ethiopia which may limit the generalisability of findings to other geographic
areas. Nevertheless, findings may be applicable to various low-resource settings that follow the
same epidemiological and demographic transition as Southern Ethiopia (Areri et al., 2020).
Although high income countries may be ahead in their shift towards integrated NCD care for
PLHIV in their health settings, lower-resource settings are still struggling in their approach to tackle
the emerging challenges of contemporary health transitions (Shao & Williamson, 2011).

Conclusion

Our study represents one of the first efforts to characterise the complex challenges of ageing with
HIV in Ethiopia and, more importantly, outside of a high-income country setting. For many years,
older PLHIV have been a neglected group experiencing numerous health problems yet have
received little research attention. The combined perspective of patients and providers on the
increasing burden of multimorbidity in ageing PLHIV has highlighted the importance of improving
geriatric care in HIV settings. To sustain the global achievements in HIV care, traditional care
models must adapt to the emerging challenges of a ‘greying’ and growing population. Patients
and their healthcare providers need to better communicate and understand the challenges they
face and possible acceptable solutions, as they both face their own challenges with little notice of
each other’s experience. By entailing the NPT framework and the Diamond Model, this research
bridges the gap between barriers and interventions to improved chronic care delivery in HIV set-
tings. The next step is to expand the scale and scope of integrated geriatric services and allocate new
funding sources that sustain a chronic care model in transition.
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