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Key summary points

Aim To describe the demographics and clinical characteristics of care home residents with HIV accessing care at seven
centres across the UK and Ireland and to explore how their HIV care is currently delivered.

Findings People living with HIV who reside in care homes are a diverse group with varied needs; within this cohort, mul-
timorbidity, frailty and polypharmacy were common with HIV care models varying across services.

Message Although care home residents currently represent a small proportion of people living with HIV at participating
centres, their number is likely to increase in the coming years. We must develop strategies at a Eurpean level that meet the
complex ageing and HIV care needs of this population.

Abstract

Purpose The average age of people living with HIV in Europe is rising and with it the likelihood of entering long-term
care. Little is known about the characteristics of people living with HIV in care homes and how their HIV care is delivered.
Methods We conducted a multi-site, cross-sectional descriptive evaluation of care home residents receiving HIV care at
seven centres in the UK and Ireland. Data included demographics, HIV history, comorbidities, medication use and HIV
service contacts over the preceding 12 months.

Results The sample included 62 residents with a median age of 61 years (33-92); 81% were male, 56% heterosexual and 60%
born in the UK or Ireland. Most (92%) were virally suppressed, having lived with HIV for a median of 21 years and in care
homes for 3 years. Multimorbidity, frailty and polypharmacy were common. Care home residents represented 0.2% of total
service users across all sites. Over 12 months, participants had a median of four HIV service contacts with two HIV viral load
tests. Models of care varied substantially between centres, highlighting inconsistent approaches to supporting this population.
Conclusion This service evaluation describes a small, heterogeneous cohort of people living with HIV in long-term care
across the UK and Ireland. Participants commonly had complex health needs, and HIV services used varied approaches to
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deliver care. These descriptive findings provide a foundation for larger studies to examine care models and outcomes for

this group to inform future guidance.

Keywords Ageing - Care home - Frailty - HIV - Long-term care - Polypharmacy

Introduction

In 2021, roughly half of all people who accessed HIV ser-
vices in England were aged > 50 years, and this proportion
is projected to rise to around 70% across Europe by 2030
[1, 2]. Meanwhile, one in six new HIV diagnoses in Europe
occurs in a person aged over 50 [3]. People living with HIV
experience high rates of multimorbidity, frailty and polyp-
harmacy and therefore must increasingly manage health and
social issues related to ageing alongside HIV, often across
fragmented primary, secondary and tertiary care services
[4, 5]. People living with HIV also experience stigma and
discrimination at higher rates than the general population
[6]. Person-centred, integrated care is associated with bet-
ter health outcomes and may reduce the need for long-term
care [4, 7].

The Organisation for Economic Co-operation and Devel-
opment (OECD) defines long-term care as integrated care
provided to people who need continued assistance due to
chronic activity limitations or functional dependency, deliv-
ered in care homes, day hospitals or home settings [8]. In the
UK and Ireland, long-term care facilities include residential
homes, which operate without a qualified nurse on site, and
nursing homes, where nurses are present [9]. Since 2011, the
proportion of care home residents living in nursing homes
compared to residential homes in England and Wales has
increased, reflecting rising levels of dependency and frailty
[10]. Despite extensive data on the general care home popu-
lation, little is known about care home residents living with
HIV in Europe.

Guidelines produced by the European AIDS Clinical
Society (EACS) highlight the importance of identifying and
managing frailty in people living with HIV [11]. In some
European countries, geriatricians are involved in specialist
services for older people living with HIV, but such models
usually rely on attendance at outpatient clinics, which may
not be feasible for those living in care homes [12, 13].

The Care for HIV and Ageing Implementation Network,
UK and Ireland (CHAIN-UKI), is a collaboration of clini-
cians focused on improving care for people ageing with HIV
across the UK and Ireland. Representatives from seven HIV
services participated in this work; each site coordinates HIV
care for at least one person residing in long-term care.

This multi-site service evaluation aimed to describe the
demographics and clinical characteristics of people living
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with HIV who reside in long-term care facilities in the UK
and Ireland. The study also sought to document how HIV
care is currently delivered to care home residents, including
patterns of monitoring, consultation models and multidisci-
plinary involvement.

Materials and methods
Evaluation design

We undertook a cross-sectional descriptive evaluation across
seven HIV services in the UK and Ireland. In the UK, HIV
services are required to supply data to the HIV and AIDS
Reporting System (HARS), maintained by the UK Health
Security Agency [14]. HARS is used to identify trends
and inform public health policy with all UK HIV services
maintaining local databases of required data [14]. At the
six UK sites, clinicians searched their local databases along
with electronic patient records to identify adults living with
HIV who were resident in long-term care. In Ireland, where
there is no equivalent central HIV registry, the participat-
ing site identified eligible care home residents by review of
local electronic patient records. Data was then extracted and
anonymised before analysis. Finally, the site representative
at each service completed a brief structured survey describ-
ing their current model of HIV care for residents in long-
term care.

Evaluation population

Inclusion criteria were: adults (> 18 years) living with HIV-1
or HIV-2, registered for care at a participating HIV service
and residing in long-term care (residential or nursing homes)
in August 2024. Residents of sheltered housing, extra-care
sheltered housing or their own home with visiting carers
were excluded. Each site also reported the total number peo-
ple accessing care at their service to determine the propor-
tion that were care home residents.

Evaluation assessments
A range of variables were extracted including personal

demographics such as age, gender, ethnicity and country of
birth, as well as HIV-related information including numbers
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Table 1 Number of care home residents per evaluation site

HIV clinic Total number of Number of care home resi-  Percentage of care home  Percentage of care home par-
service users at each dents accessing HIV care at  residents in each service ticipants from each site in total
site each site (%) sample (%)
Chelsea and Westminster 12,500 14 0.11 23
NHS Foundation Trust,
London, UK

The Lawson Unit, Brighton, 2500 13 0.52 21
UK

The GUIDE Clinic, Dublin, 3300 13 0.39 21
Ireland

Ian Charleson Day Centre, 3100 8 0.26 13
London, UK

Harrison Wing, London, UK 4800 7 0.15 11

Jefferiss Wing, London, UK 3500 0.14

The Number 22 Clinic, 1500 0.13 3

Essex, UK
Total 31,200 62 0.2 100

of years living with HIV, most recent viral load, current and
nadir CD4 counts, CD4:CDS ratio and any history of AIDS-
defining conditions.

Data was also collected on the length of time each person
had lived in a care home, their comorbidities and overall
multimorbidity profile, and their medication use, encom-
passing both antiretroviral therapy (ART) and other pre-
scribed medication. Cognitive status was recorded through
documented diagnoses of dementia in either primary or
secondary care records. Multimorbidity was summarised
using the Charlson Comorbidity Index (CCI) [15]. Frailty
was classified using the Clinical Frailty Scale (CFS) [16,
17]. The CFS is not part of routine HARS data collections.
CFS scores were derived retrospectively from clinical docu-
mentation, including functional, cognitive and comorbid-
ity information. Polypharmacy was defined as taking five
or more regular non-ART medications [18]. Anticholiner-
gic burden was estimated using the online Anticholinergic
Cognitive Burden (ACB) calculator, which combines scores
from the anticholinergic cognitive burden and German
anticholinergic burden scales [19-21]. An ACB score >3
was considered high.

Finally, information on HIV service usage over the pre-
ceding 12 months was reviewed and included any sched-
uled or unscheduled clinical contact related to HIV care,
including: in-person outpatient reviews, telephone or video
consultations, or community visits to care homes.

For the service-level survey, clinicians at each site com-
pleted a ten point questionnaire detailing current practice for
people living with HIV in care homes, including modes of
consultation (in-person, virtual, community visits), involve-
ment of different professionals and participation in multi-
disciplinary meetings. The data collection tool is available
in Appendix 1.

Ethics

As this was a service evaluation, formal research ethics com-
mittee approval was not required, in line with UK Health
Research Authority guidance. The project was registered at
each participating centre with the respective clinical govern-
ance team. All collected data was anonymised in line with
Caldicott Principles before leaving each site. Reporting of
demographic data and outcomes was aggregated to minimise
the risk of identifiability.

Statistical analysis

Data was summarised using descriptive statistics. Categori-
cal variables are presented as frequencies and percentages;
continuous variables as medians with ranges or interquartile
ranges, as appropriate. Given the small sample size and het-
erogeneity of the cohort, no inferential statistical compari-
sons between models of care were undertaken.

Results

A total of 62 participants across the seven sites met the
inclusion criteria. The number of care home residents per
site ranged from 2 to 14 (Table 1). Across all sites care home
residents represented 0.2% of total service users whereas
they represented < 1% at each individual site. Data was
grouped into five domains (Table 2). The cohort was demo-
graphically diverse, with a wide age range and a predomi-
nance of men. Most particpiants had long-standing HIV with
high levels of multimorbidity, frailty, polypharmacy and
substantial anticholinergic burden. Models of HIV care for
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Table2 Summary of
demographic and clinical
characteristics

Clinical characteristics (n=62) Results
Demographics

Age: years (median; range) 61 (33-92)
Male, n (%) 50 (81)
‘White ethnicity, n (%) 40 (65)

Ethnicity, n (%)

Identified sexuality, n (%)

Born in the UK or Ireland, n (%)
Continent of birth, n (%)

Time living in long-term care: years (median; range)

HIV history

Time since HIV diagnosis: years (median; range)
HIV RNA < 50 copies/mL, n (%)

Nadir CD4 (cells/uL) (median; IQR)

Current CD4 (cells/uL) (median; IQR)
CD4:CD8 ratio (median; IQR)

Previous AIDS defining condition, n (%)
Co-morbidities

Charlson Comorbidity Index: n (median; range)
Clinical Frailty Scale, n (%)

Dementia diagnosis, n (%)

Medication

Duration of ART: years (median; range)
Current ART-based regimen 7 (%)

Polypharmacy diagnosis, n (%)

Number of non-ART medications: n (median; range)

Anticholinergic Burden Scale score: n (median; range)

Anticholinergic Burden Scale score: n (%)

Recent HIV care

Black—African 13 (21)
Black—British 1 (2)
Black—Caribbean 3 (5)
Black—other 1 (2)

Mixed—White and Black 3 (5)

‘White—British 25 (40)
White—Irish 9 (15)
‘White—other 6 (10)
Other 1 (2)

Heterosexual 35 (56)
Homosexual 20 (32)
Unknown 7 (11)

37 (60)

Europe 41 (66)
Africa 13 (21)
South America 2 (3)
Asia 1 (2)
Unknown 5 (8)

3(0.5-19)

21 (1-40)
57 (92)
154 (276)
519 (359)
0.55 (0.51)
24 (39)

5(0-11)

4—vulnerable 4 (6)
S5—mildly frail 18 (29)
6—moderately frail 14 (23)
7—severely frail 18 (29)
8—very severely frail 6 (10)
9—terminally ill 2 (3)

22 (35)

17.5 (1-33)

NRTI 60 (97)
NNRTI 8 (13)
PI 16 (26)
INI 46 (74)

56 (90)
9 (0-18)
3(0-14)

0—None 12 (19)
1—Mild 9 (15)
2—Moderate 9 (15)
3 +—Severe 32 (52)

Total number of HIV consultations in last 12 months: n (median; range) 4 (0-28)

Number of HIV consultations conducted face to face in last 12 months: n (median; 2 (0-16)
range)

Number of HIV viral load tests in last 12 months: n (median; range) 2 (0-9)

ART antiretroviral therapy, INI integrase inhibitor, /QR interquartile range, NNRTI nonnucleoside reverse
transcriptase inhibitors, NRTT nucleoside/nucleotide reverse transcriptase inhibitors, P/ protease inhibitors
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care home residents were heterogeneous and in the absence
of specific guidance had largely evolved locally.

Demographics

The median age was 61 years (range 33-92). Men comprised
81% of the sample. Most participants identified as White
ethnicity, and the majority (60%) were born in the UK or
Ireland. Heterosexuality was the most common sexual ori-
entation (56%). Participants had been living in a care home
for a median of 3 years (range 0.5-19).

HIV history

The median number of years living with HIV was 21 (range
1-40). Most participants (92%) were virally suppressed, with
only one person having a viral load > 200 copies/mL. The
median current CD4 count was 519 cells/uL (interquartile
range 359). The median CD4:CDS ratio was 0.55 (interquar-
tile range 0.51). The median nadir CD4 count was 154 cells/
pL (interquartile range 276), and 39% of participants had a
documented previous AIDS-defining condition.

Co-morbidities

Multimorbidity was common. The median CCI score was
5 (range 0-11) with 53% of the cohort having a CCI score
of 5 or more. Frailty was prevalent: 94% of participants had
a CFS score of 5 or more, indicating at least mild frailty.
A formal diagnosis of dementia was recorded in 35% of
residents.

Medication

Participants had been taking ART for a median of 17.5 years
(range 1-33). Almost all regimens included a nucleoside
reverse transcriptase inhibitor (97%) and/or an integrase
inhibitor (74%). Polypharmacy was common: 90% of resi-
dents were prescribed five or more non-ART medications,
with a median of 9 (range 0-18) non-ART drugs. Hyper-
polypharmacy (ten or more non-ART medications) was also
common, occurring in 48% of participants. The median ACB
score was 3 (range 0-14), and 52% of people had an ACB
score > 3, indicating a high anticholinergic burden.

Recent HIV care

The median number of contacts with HIV services in the
preceding 12 months was 4 (range 0-28). When only in-
person consultations (clinic or community-based) were
considered, the median fell to 2 (range 0—16). The median
number of HIV viral load tests performed in the previous
12 months was 2 (range 0-9). However, 6% had no viral

load testing and 24% had only one test during this period.
Amongst the 19 participants with less than two viral load
tests, 4 (21%) were on protease inhibitor—containing regi-
mens. Overall, 10% of participants had only one recorded
contact with their HIV service in the prior year and 3% had
no contact, despite being registered in care.

Provision of care to people residing in care homes

None of the centres had local guidelines specifically address-
ing HIV care for care home residents, and models of care
varied across sites. Four centres allocated a regular clinician
(doctor or nurse specialist) to service users including care
home residents, while others used a more flexible approach.
Most services offered clinic consultations with either a doc-
tor or nurse specialist. At the Ian Charleson Day Centre
(ICDC) and Harrison Wing, consultations were exclusively
physician led; the Number 22 Clinic was entirely nurse led,
with all care home residents reviewed in the community.
At the remaining centres, consultations took place either
in clinic (in person or via telephone/video) or as in-person
visits to the care home. At all sites, community visits were
undertaken by nurse specialists, with ICDC additionally pro-
viding visits by a HIV geriatrician. Four sites reported that,
since the COVID-19 pandemic, care home residents have
continued to be managed virtually at higher rates than before
the pandemic and compared with non-care home residents.
Two sites participated in external, community-based multi-
disciplinary team (MDT) meetings, whilst four had internal
meetings to discuss complex cases. The remainder had no
formal mechanism to discuss complex cases including care
home residents.

Discussion

Compared with national data from England and Wales, the
age and gender distribution of our cohort differs from the
general care home population where most residents are older
and female [10]. Only 40% of participants in the evaluation
were aged > 65 years, compared with 82.1% of care home
residents in the general population and 81% were male [10].
The predominance of White ethnicity in our cohort reflects
both local HIV epidemiology and the broader care home
population [10]. Many participants have lived with HIV for
over two decades, with low nadir CD4 counts and a high
prevalence of previous AIDS-defining illnesses, consistent
with a group whose HIV was diagnosed in earlier treatment
eras. As successive generations of people living with HIV
age, the characteristics of those entering long-term care may
change highlighting the need for repeated evaluations.
Multimorbidity was common in this cohort, with a
median CCI score of 5 [15, 22]. Prior work has described
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clusters of multimorbidity in people living with HIV such
as metabolic, mood/respiratory and substance use-related
patterns and several of these conditions are incorporated
within the CCI [15, 22]. In our evaluation, the CCI pro-
vided a pragmatic way of summarising comorbidity bur-
den using routinely collected data. However, we did not
formally examine multimorbidity patterns, and our data
does not allow us to determine whether residents’ comor-
bidities fall into the previously described clusters [22]. A
previous study of care home residents (n=2727) found
that 7% had a CCI>5 [31]. In our cohort a larger pro-
portion (53%) met this threshold, but direct comparisons
should be interpreted with caution given our small sample
size and differences in age distribution.

Frailty was highly prevalent, with almost all residents
(94%) classified as frail (CFS >5). Reported frailty preva-
lence is around 11% amongst community-dwelling people
living with HIV and 52% among care home residents in
recent meta-analyses [5, 23]. Our findings indicate a high
level of vulnerability to frailty amongst care home resi-
dents living with HIV. Formal comparison with previous
studies is difficult due to small, varied sample sizes and
differences in frailty measurement tools used in those stud-
ies [5, 23]. The CFS is widely used in the UK and Ireland,
is relatively simple to apply using routine clinical informa-
tion and has demonstrated associations with mortality and
functional/cognitive decline [16, 17, 24]. Validation work
suggests that the CFS has acceptable construct validity in
people living with HIV [25]. Our data supports the feasi-
bility of using CFS in this context, but we did not compare
CFS with other frailty measures such as the Fried Frailty
Phenotype, which is the most common tool used in people
living with HIV, so we cannot draw conclusions about the
optimal frailty tool for this population [5, 26, 27].

A formal diagnosis of dementia was recorded in 35% of
participants which appears lower than estimates of dementia
prevalence in care home populations overall [28]. Possible
explanations include differences in age given our younger
cohort or under-recognition or under-recording of dementia.
Our evaluation was not designed to explore indications for
long-term care placement so reasons such as physical dis-
ability or neuropsychiatric conditions not coded as dementia
may have been more common reasons.

Polypharmacy was also common with 90% of participants
taking five or more non ART medications and 48% meeting
the criteria for hyper-polypharmacy (ten or more medica-
tions) [29]. Polypharmacy in the general HIV population is
approximately 44% in the Americas and 29% in Europe [30].
In a population analysis of 4,023 nursing home residents (57
care homes in 8 countries) participating in the Services and
Health for Elderly in Long TERm care (SHELTER) project,
a rate of 49.7% for polypharmacy and 24.3% for hyper-poly-
pharmacy was seen [31]. These differences may reflect the
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intersection of ageing, HIV and multimorbidity, but formal
comparative studies are required.

The ACB range was 0—14, with 52% of participants hav-
ing a severe ACB score (>3). In a sample of people living
with HIV (n=790) who attended the ‘over 50’s clinic’ at
Chelsea and Westminster Hospital in London, 14.6% were
on at least one anticholinergic drug compared to 82% in
our sample [32]. This proportion is also greater than that
reported in the general care home population [33]. Anticho-
linergic medications are associated with cognitive impair-
ment, falls, frailty and mortality, and may have a particularly
pronounced neuropsychological impact in people living with
HIV [34-37]. Interventions to reduce anticholinergic burden
in older adults have shown mixed results, highlighting the
challenges of deprescribing in the context of multimorbidity
[38]. Given the relatively young age of many participants in
this cohort and the high prevalence of polypharmacy and
anticholinergic burden, there is understandable concern
about future cognitive trajectories as individuals age fur-
ther. Whilst our cross-sectional data cannot address causal-
ity or long-term outcomes, they underscore the importance
of regular medication reviews with specific focus on ACB
ideally with input from clinical pharmacists experienced in
deprescribing in the context of HIV [39].

There was substantial heterogeneity in how HIV services
organised care for people living with HIV residing in long-
term care. Some sites had regular named clinicians, others
more flexible allocations; some conducted most reviews
in the outpatient clinic, others predominantly in the com-
munity. No site had local guidelines specifically addressing
care home residents, and formal cross-sector MDT struc-
tures varied. In our sample, the median number of contacts
with HIV services over the preceding 12 months did reduce
from four (range 0-28) to two (range 0-16) when only in-
person reviews were considered, but this concordant with
national guidance [40, 41]. However, 10% of participants
had had only one contact with their HIV service over the
preceding 12 months, whilst 3% had had no contact at all
[40, 41]. For virally suppressed people living with HIV-1,
the British HIV Association (BHIVA) recommends viral
load testing to be performed at least 6-monthly, but can
be extended to annually if a person is on an ART regimen
that includes a protease inhibitor (PI) [41].In our sample,
the median number of HIV viral load tests was 2 (range
0-9). However, 6% had no viral load testing, whilst 24%
had only one in the last 12 months. Of the 19 people with
less than two viral load tests, only 21% were on PI therapy
that would permit reduced monitoring, Our data cannot dis-
tinguish between appropriate individualised decisions (e.g.
reduced monitoring in those with very stable disease and
significant multimorbidity) and gaps in recommended care,
but it highlights potential vulnerability to reduced monitor-
ing for care home residents. Previous work in other settings
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has suggested that extending the interval between in-person
reviews for very stable people living with HIV may deliver
time, financial and environmental efficiencies without com-
promising outcomes [42]. Our evaluation was not designed
to assess cost or sustainability, and we did not model the
impact of alternative monitoring schedules for care home
residents. Nevertheless, future research could explore how
visit frequency, mode of consultation (e.g. community visits
vs clinic vs telemedicine) and MDT involvement influence
outcomes for this group.

There was variability on how complex cases were man-
aged between centres with some having no platform for dis-
cussion. Others had internal meetings which could leading
to fragmentation of care, as they do not involve primary
care physicians, care home staff and other relevant health-
care professionals. Some centres did engage with external
MDT meetings. These meetings are an opportunity to dis-
cuss a person’s case with all involved healthcare profession-
als to ensure holistic joined up care whilst also providing an
opportunity for education around what role, if any, HIV or
ART may be contributing. Evidence shows positive attend-
ees’ experiences of these meetings but there is limited evi-
dence on long-term outcomes [43, 44]. HIV services may
benefit from having internal processes in place to discuss
complex cases whilst also participating in existing external
MDT meetings. Likewise, there may be value in primary
care or geriatric medicine teams involving HIV clinicians
in discussions when the care of a person living with HIV is
being considered.

The current literature suggests that knowledge of HIV
amongst care home staff and geriatricians may be limited
[45, 46]. Meanwhile, whilst primary care physicians gener-
ally feel confident managing multimorbidity in people living
with HIV, they are perceived by people living with HIV as
less knowledgeable about HIV itself [47-49]. People liv-
ing with HIV also anticipate high rates of stigma and/or
discrimination when accessing primary care services [42,
48-50]. Our findings of variable service models and absence
of specific local guidelines support the need for further work
on how best to integrate HIV, geriatric and primary care for
residents in long-term care, while maintaining person-cen-
tred, goal-consistent care rather than rigid standardisation.

This evaluation has several strengths. It is, to our knowl-
edge, the first multi-centre description of care home resi-
dents living with HIV across the UK and Ireland, and one
of the earliest such cohorts reported in Europe. We used
routinely collected data and established measures for multi-
morbidity, frailty, polypharmacy and anticholinergic burden,
enhancing reproducibility and comparability [15-19]. How-
ever, important limitations must be acknowledged. Firstly,
the sample size is small and heterogeneous, combining both
younger residential care residents and older nursing home
residents. Meanwhile, as the evaluation was descriptive

and cross-sectional and we did not compare outcomes
between models of care we cannot infer causality. Findings
are not generalisable beyond similar high-income settings
and should be interpreted cautiously. Secondly, data was
derived from routine electronic records and local databases,
so findings are contingent on the quality and completeness of
documentation. Indication for entering long-term care (e.g.
physical disability, acquired brain injury, mental health prob-
lems, substance use, previous homelessness) were not sys-
tematically captured and could not be reliably analysed. This
is a key limitation, particularly given the relatively young
median age compared with general care home populations
and is an important area for future research [10]. Thirdly,
the CFS was applied retrospectively based on clinical doc-
umentation rather than prospective assessment, and other
frailty tools were not used for comparison [16, 17, 26, 27].
Similarly, whilst CCI, polypharmacy thresholds and ACB
scores are well-established, we did not explore participants’
priorities, quality of life or functional trajectories, which
are central to person-centred care. Finally, whilst we com-
pared some descriptive findings with existing literature (e.g.
SHELTER and other cohorts), differences in age structure,
measurement tools and health systems limit the extent to
which such comparisons can support generalisable conclu-
sions [31, 33].

Conclusions

In this service evaluation across seven centres in the UK and
Ireland, care home residents living with HIV represented a
small proportion of all people accessing HIV services but
had high levels of multimorbidity, frailty, polypharmacy and
anticholinergic burden. Models of HIV care for this group
were heterogeneous and developed in the absence of spe-
cific local guidelines. As the number of people ageing with
HIV increases, it is likely that more individuals will require
long-term care. Descriptive studies such as theis provided a
foundation to highlight potential areas of vulnerability and
inform the design of future studies. Larger, adequately pow-
ered studies are needed to examine care models, monitoring
strategies and outcomes for care home residents living with
HIV and to support the development of evidence-informed
guidelines, through collaboration between HIV, geriatric,
primary and social care services.
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