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Abstract

Introduction: Engagement with HIV care is a multi-dimensional, dynamic process, critical to maintaining successful treatment
outcomes. However, measures of engagement are not standardized nor comprehensive. This undermines our understanding
of the scope of challenges with engagement and whether interventions have an impact, complicating patient and programme-
level decision-making. This study identified and characterized measures of engagement to support more consistent and com-
prehensive evaluation.

Methods: \We conducted a scoping study to systematically categorize measures the health system could use to evaluate
engagement with HIV care for those on antiretroviral treatment. Key terms were used to search literature databases (Embase,
PsychINFO, Ovid Global-Health, PubMed, Scopus, CINAHL, Cochrane and the World Health Organization Index Medicus),
Google Scholar and stakeholder-identified manuscripts, ultimately including English evidence published from sub-Saharan
Africa from 2014 to 2021. Measures were extracted, organized, then reviewed with key stakeholders.

Results and discussion: \We screened 14,885 titles/abstracts, included 118 full-texts and identified 110 measures of engage-
ment, categorized into three engagement dimensions (‘retention,” “adherence” and “active self-management”), a combination
category (“‘multi-dimensional engagement”) and “treatment outcomes” category (e.g. viral load as an end-result reflecting that
engagement occurred). Retention reflected status in care, continuity of attendance and visit timing. Adherence was assessed
by a variety of measures categorized into primary (prescription not filled) and secondary measures (medication not taken
as directed). Active self-management reflected involvement in care and self-management. Three overarching use cases were
identified: research to make recommendations, routine monitoring for quality improvement and strategic decision-making and
assessment of individual patients.

Conclusions: Heterogeneity in conceptualizing engagement with HIV care is reflected by the broad range of measures identi-
fied and the lack of consensus on “gold-standard” indicators. This review organized metrics into five categories based on the
dimensions of engagement; further work could identify a standardized, minimum set of measures useful for comprehensive
evaluation of engagement for different use cases. In the interim, measurement of engagement could be advanced through
the assessment of multiple categories for a more thorough evaluation, conducting sensitivity analyses with commonly used
measures for more comparable outputs and using longitudinal measures to evaluate engagement patterns. This could improve
research, programme evaluation and nuanced assessment of individual patient engagement in HIV care.
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1 | INTRODUCTION treatment to long-term engagement with HIV care as the key

modifiable mediator of treatment success [1], making the eval-
With the increasing number of people initiated on antiretrovi- uation of engagement crucial to ensuring that the approach to
ral therapy (ART) through the “universal test-and-treat” strat- the HIV epidemic is relevant and responds to the realities of

egy, gaps in service provision are likely to shift from access to people’s experiences.
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Evaluation drives policy decisions on the effective deploy-
ment of resources, making quality measurement vital in the
health system'’s approach to control the HIV epidemic [2, 3].
Imprecise or inaccurate measures could undermine our under-
standing of engagement and how it mediates the impact of
the personal, health system and contextual factors on treat-
ment outcomes, or result in misclassification and incorrect
targeting of interventions [4]. This makes it challenging to
develop interventions to improve engagement or evaluate
whether they are having the intended effect [5]. Strategic
decisions can also be made more challenging by inaccurate
interpretation of programme successes [6], misunderstanding
the magnitude of the challenge [3] or inaccurate justification
of costs [7, 8].

Accurate and valid measurement of engagement is chal-
lenging [1, 9, 10]. Despite its recognized importance and the
numerous measures used in research and practice, there is
no consensus or “gold standard” [11, 12]. As a result, esti-
mates of engagement vary widely [13, 14] making conclusions
difficult to interpret [15] and greater consistency a priority
[16]. Additionally, engagement in HIV care is a complex, multi-
dimensional, dynamic process [17], with people moving in and
out of care over time [18, 19] and requiring nuanced inter-
ventions to optimize it [20, 21]. New technologies and ser-
vice structures, such as injectable antiretrovirals and multi-
month dispensing, will also change the dynamics of long-term
engagement. Therefore, the evaluation of engagement needs
to reflect the changing dynamics of treatment [22], the shift-
ing definitions of success [1] and the evolving needs of peo-
ple on treatment [16] to drive service provision that facilitates
long-term, sustained engagement and treatment success [1].

Sub-Saharan Africa has the highest prevalence of HIV
in the world [23], reflecting a double burden of infectious
and non-communicable disease that disadvantages patients,
places pressure on health systems and worsens depen-
dency on donor funding [24]. Despite better rates of reten-
tion and adherence compared to high-income settings [25,
26], challenges that influence the dynamics of HIV care
engagement are particularly pervasive in the region [27]:
widespread poverty and socio-economic inequality, economic
migration, gender power imbalances, low education rates, cul-
tural beliefs that impact the interpretation of HIV and pater-
nalistic patient-provider relationships [28, 29]. Additionally,
the HIV epidemic also affects the general population rather
than being concentrated in marginalized groups [30], although
they are particularly vulnerable to HIV and its consequences
[31].

The poor engagement has a significant impact on the health
and wellbeing of all people living with HIV, as well as on the
health system, with restricted second- and third-line treat-
ment options increasing the cost of managing poor outcomes
[4]. Health systems also face many competing priorities that
stretch the limited available resources, so are restricted in
their ability to monitor engagement [32]. There is thus an
urgency to support sustained treatment success and a need
for feasible and reliable measures of engagement with care as
a public health priority [33]. A scoping study was conducted
to produce an organized, comprehensive set of indicators to
measure engagement with HIV care in sub-Saharan Africa, as
a step towards making specific recommendations.

2 | METHODS

21 |

A scoping study was conducted to map, summarize and cat-
egorize measures of engagement with HIV care (defined as
all aspects of care for people who have initiated ART) in sub-
Saharan Africa, from a health service delivery perspective (i.e.
dimensions that can realistically be measured by the health
system). A scoping study was selected to synthesize knowl-
edge as there is a large volume of heterogeneous literature on
this topic [34]. It followed the “Arksey and O’Malley” frame-
work [35] with the adaptations proposed by Levac et al. [36],
and used the Joanna Briggs Institute guidance on conducting
and reporting scoping reviews [37]. The protocol was regis-
tered on the Open Science Framework registry [38].

Study design

22 |

The concept of “engaging with care” was framed as a dynamic
behaviour, reflected by observable, and thus measurable,
activities: retention (interaction with health services), adher-
ence (pill dosing behaviour) and active self-management (own-
ership and self-management of care), based on the “Indica-
tors of HIV Care for Antiretroviral Engagement (INCARE)”
framework [39]. These dimensions informed the search strat-
egy and categorization of identified measures of engagement
with HIV care. A wide search strategy was developed using
key phrases from relevant articles [35], along the “population,
context, concept” framework [40] (Table S1), to identify liter-
ature that explicitly or implicitly (through the description of
the measure or its association with outcomes) engaged with
the concept of measuring engagement with outpatient HIV
services. The study used the search parameters and limits
set out in Table 1 (see Table S2 for the justifications) and
drew evidence from Ovid (Embase, PsychINFO and Global
Health), PubMed, Scopus, CINAHL, Cochrane and the World
Health Organization (WHO) Index Medicus, as well as free
text searches on Google Scholar and identification of key lit-
erature through stakeholder input [41].

Following the main search, all identified citations were col-
lated and duplications removed using Mendeley Reference
Manager and Rayyan [51], which was then used to screen
all titles and abstracts. The 144 peer-reviewed full texts (of
the 182 full texts identified in the main search) were then
screened using the eligibility criteria outlined in Table 1. A
second reader evaluated a random sample of >15% of the
titles/abstracts and >15% of the published full texts to clar-
ify eligibility criteria and ensure consistency of inclusion [36].
Once the final criteria were established, each reader applied
the clarified criteria to all literature screened and the inter-
rater agreement using Gwet’s first-order agreement coeffi-
cient (AC1) was reported for the final list [52, 53]. Disagree-
ments were solved through discussion and consensus.

After preliminary analysis, grey literature identified in the
main search (38 of the 182 full texts identified in the main
search) and all literature from the secondary searches (peer-
reviewed and grey, n = 39) was reviewed for inclusion
by the primary author, with a specific focus on identifying

Search strategy and selection of the evidence
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Table 1. Summary of the search parameters and limits as well as the final inclusion and exclusion criteria [35], categorized accord-
ing to the “population, context, concept” search framework [40]

Inclusion

Exclusion

Search parameters and limits

Published in English

Published between the start of 2014 and when the search
was conducted in February 2021

Evidence from sub-Saharan African settings

Eligibility

Literature Peer-reviewed publications, conference abstracts, guidance
documents and reports, and systematic reviews with a
pooled estimate

Population Patients on lifelong ART or who have initiated ART
previously (includes PMTCT option B+)

Adults >18 years old, including young adults and the elderly

Context Routine primary care or outpatient HIV clinic setting
(including within a hospital setting). Includes measurement
of engagement with HIV care within a trial setting

Concept Measurement of engagement

Engagement

-Retention in services, adherence to treatment and active
self-management of care, as outlined by the InCARE
framework

Measurement

-Primary purpose of the research was to evaluate, validate
or compare measures of engagement, report on the
performance of metrics or evaluate their association with
ART-related outcomes (such as virologic suppression,
quality of life or drug resistance)

-Used more than one metric for engagement and explicitly
discussed this, compared them or combined them in a
novel measure of engagement

-Explicitly described, discussed or defined the measure of
engagement, discussed proposed adjustments or explained
how engagement was measured were included

A lower threshold for inclusion was used for those that did
not evaluate the measure but increased the scope of
measures of engagement identified

Published in languages other than English
Published before 2014

High-resource settings and countries outside of
sub-Saharan Africa

Letters, commentaries, editorials, opinion pieces and
case reports

Pre-ART initiation or people on pre or post exposure
prophylaxis

Children and adolescent populations (included if
adults 18 years and above are covered as well)

Hospital inpatient services or engagement with trials
and research specifically

Primary focus on associations of factors with an
element of engagement or evaluation of an
intervention, without defining the engagement
element or explicitly stating how it is measured
Focus on outcomes not related to ART success

sources that increased the scope of engagement measures
identified.

2.3 | Data extraction, charting and synthesis

The data extracted from each literature source included study
information (including the year of publication, country, set-
ting, participant characteristics and methods) and informa-
tion on the measures of engagement (including information
on the measure, such as definition, data collection, calcula-
tion and interpretation; evaluation of the measure’s perfor-
mance in predicting treatment outcomes; and how the mea-

sure was used or recommended to be used—Table S3). The
extracted data were combined and organized by individual
measure and categorized according to the retention, adher-
ence and active self-management dimensions of the InCARE
framework (Figure 1) [39].

2.4 | Stakeholder input

Stakeholder engagement is suggested as useful to add
methodological rigour to scoping studies [36], thus the
search terms, analysis and interpretation of the results
were informed by feedback from the INCARE Stakeholder
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Influential
factors

ENGAGEMENT BEHAVIOUR

Contextual
factors

Health system >
factors

Active self-
management

Individual factors

Engagement 4
_ with treatment

) ) \ ‘Sustained
Treatment Antiretroviral treatment success’
outcomes programme defines success more
benefits broadly than virologic

suppression alone,
including concepts
like ‘quality of life’.
For treatment
success to be
sustained, this
framework requires
people living with HIV
to be retained,
adherent and actively
self-managing their
care over time.
Outcomes are often
used as a summary
reflection that the
engagement process
has taken place.

Societal
benefit
Public health
benefit
Individual
benefit

Sustained
treatment
success

fRetention’ is defined here as the \
interaction with health services and
ensures that patients have access to care.
The definition draws on existing uses of
the term to mean interaction with the
service at the appropriate time points, or
being alive and receiving treatment
(where the alternative is death of the
patient or ‘loss to follow up’). ‘Good’
retention generally involves interactions
with the health system at the required
frequency

diet, and/or executing lifestyle changes,

treatment plan

‘Adherence’ is defined here as the interaction with
treatment itself, drawing on the World Health
Organization definition of “the extent to which a
person’s behaviour, taking medication, following a

corresponds with agreed recommendations from a
health care provider”. Generally, in HIV literature,
adherence refers to the act of taking pills as
prescribed (whether taking pills every day or
adherence to the dosing schedule and timing)
rather than adherence to other aspects of the

However, because
treatment outcomes
(particularly viral
load) are also
influenced by other
factors such as
genetics or
antiretroviral
resistance, treatment
success is not
included in the
definition of
engagement

‘Active self-management’ is important for
engagement with both services and treatment.
This dimension indicates ownership of care and
that action is taken to manage treatment within
the complex competing priorities of an
individual’s life. It draws on the definition of self-
management, particularly crucial for chronic
diseases, which situates patients as “involved in
the management of the symptoms, treatment,
lifestyle changes and psychosocial
consequences of their health condition” between
interactions with health facilities

Figure 1. Indicators of HIV Care for Antiretroviral Engagement (InCARE) framework, used to direct the search and categorization stages
of the scoping study for measures of engagement with HIV care in sub-Saharan Africa [39], drawing from multiple definitions of reten-
tion [5, 42, 43], adherence [44, 45], active self-management [24, 46, 47] and treatment outcomes [48-50].

Group: 13 stakeholders, including HIV clinicians, academic
researchers, programme implementers and Department of
Health managers, with experience in sub-Saharan Africa. The
results presented include the stakeholder input.

3 | RESULTS AND DISCUSSION

The main search was conducted on 17 February 2021. The
results of the search and the study inclusion process are
reported in Figure 2 according to the Preferred Reporting
[tems for Systematic Reviews and Meta-analyses extension for
scoping review (PRISMA-ScR) flow diagram [54].

31 |

After screening, 118 sources were included for analysis (Table
S4). Cross-sectional studies (35%) and cohort studies (36%
prospective and retrospective combined) were the most com-
monly represented study types. Case controls, mixed methods,
randomized and non-randomized controlled trials, secondary
analyses, modelling studies and systematic reviews made up
the remaining 29% of sources. Most (69%) of the included
studies evaluated the measure in some way, with 50% of the
evidence directly evaluating the measure of engagement as
the primary focus of the study.

Included evidence reflected research conducted in 19 indi-
vidual countries in sub-Saharan Africa. Nearly a third of the
evidence involved participants from South Africa, with higher
proportions from English-speaking countries in southern and

Characteristics of the evidence sources

east Africa. Four sources had “global” multi-country cohorts,
which included sub-Saharan African countries.

32 |

In total, 145 measures of engagement were extracted. After
categorizing the measures and refining the framing of engage-
ment with stakeholder input, 35 measures were removed as
they were not felt to reflect engagement itself but rather fac-
tors affecting it (Table S5).

The remaining 110 measures of engagement were catego-
rized by the element of engagement that they most strongly
portrayed or were developed to reflect, and subsequently
mapped onto the INCARE framework (Table 2). Some mea-
sures evaluated multiple dimensions of engagement or treat-
ment outcomes as a summary measure that the engagement
process had taken place. A full list of measures with informa-
tion about their definition, duration and pattern of measure-
ment, data collection, processing and evaluation (strengths,
limitations and evidence for association with outcomes or
other elements of engagement) can be found in the Tables
S6-5S10.

Identified measures of engagement

33 |

The situations in which measures of engagement were used
or recommended to be useful were noted for each study
(Table S4). The categories of use cases were reviewed with
stakeholders and the final categorization is presented in
Table 3. It was noted that measures may be useful in an ideal

Identified use cases
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Identification

Records identified through
database searching (n= 35 719)
PubMed (7 173), Embase (8 685), Ovid
Global Health (4276), PsychINFO (1060),
Scopus (8 665), Cochrane (2 700),
CINAHL (3044) and WHO Global Index
Medicus (116)

Additional records identified through
other sources (n= 39)

Google Scholar (18), World Health
Organization (6) and South African HIV
Clinicians’ Society (2). International AIDS
Society (0). Bibliographic screening (13).
Stakeholders (8)

v \4

Screening

Records screened (after duplicates removed) (n=14 885)

I » | Records excluded (n=14 664)

\4

Full-text articles assessed for eligibility
(n=221, 182 (82%) from the main database search and 39 (18%) identified from other
sources)
171/221 (77%) from published literature.

- 144 of these were from the main database search and 27 were identified through other sources
50/221 (23%) from grey literature (conference abstracts, reports, or dissertations).

- 38 of these were from the main database search and 12 were identified through other sources
Inter-rater agreement: ‘almost perfect’ (53) Gwet's AC1 = 0.943155

Full-text articles excluded (n= 103)
59/171 (35%) published literature excluded
- 17% did not meet eligibility, 61% did not increase the
scope and 22% had no measure of engagement
44/50 (88%) grey literature excluded
- 61% did not increase scope, 25% had no measure of
engagement, 11% were duplicates of included
published papers and 2% (1/44) was embargoed so
unavailable

A 4

Studies included in synthesis (n=118)

112/171 (65%) published literature included
6/50 (12%) grey literature included

Inclusion

Inter-rater agreement: ‘fair’ (53) Gwet's AC1 = 0.394958

Figure 2. Preferred Reporting Items for Systematic Reviews and Meta-analyses extension for scoping review (PRISMA-ScR) flow diagram

outlining the search and inclusion of the literature.

world without current resource constraints or would have
used for the practical assessment.

3.4 | Overview of results

While it is widely accepted that ‘engagement in care” is
critical to achieve treatment success in ART programmes
[154-156], there is little clarity on how best to measure
it. This study scoped how health services and researchers
measure HIV care engagement in sub-Saharan Africa. It
attempts to improve standardization of the measurement of
engagement by identifying and collating information on 110
measures and categorizing them into five groups: measures
reflecting retention in care, medication adherence, active self-
management, multi-dimensional engagement and treatment
outcomes. In addition, this study categorized the purpose
of measurement into three over-arching use cases. Some of
the challenges and considerations in measuring engagement
encountered in the course of this scoping study are outlined
and recommendations on evaluating engagement with this evi-
dence are made.

35 |

Ultimately, the most appropriate measure depends on the
intended purpose of the evaluation [22]. The use cases over-
lap with the dimensions of engagement with HIV care: differ-
ent measures are suited to provide the depth of knowledge
required to answer different questions, justifying varying bur-
dens of data collection and analysis. If the purpose is to evalu-
ate engagement at a population or programme level for qual-
ity improvement or to make strategic policy decisions [157],
inexact estimates of retention and viral suppression (treat-
ment outcome) may be sufficient to infer credible conclusions,
allowing directional decisions to be made [59].

As the gaps in service provision shift from simple treatment
availability issues to the complex maintenance of engage-
ment over time [1], more subtle interventions tailoring sup-
port to people’'s specific needs are required [16]. If the
purpose of measurement is research to make causal infer-
ences, more in-depth evaluation is needed: to develop
nuanced interventions, understand the mechanisms of their
impact and make decisions on implementation [20, 21].

Use cases


http://onlinelibrary.wiley.com/doi/10.1002/jia2.26025/full
https://doi.org/10.1002/jia2.26025

Keene CM et al. Journal of the International AIDS Society 2022, 25:e26025

http://onlinelibrary.wiley.com/doi/10.1002/jia2.26025/full | https://doi.org/10.1002/jia2.26025

WY} UMM PaIeID0SSE 92UDPIAS 24} PUE S2UNSEaW oy} UO UOIJeWIolul ([N oYl YIM OT-9 S9|qel |eliajew Aejuswiaiddng Ui punoj oJe 2Jnseal Yoea Joj Sa0U2I24oy e

AJ[igess juanied jo uonesieeleyd e
(DLIA) BLRIID 8Unsal peoT [BIA  »
2Jnjley [edIA 101padd 0} 2403S AJBWWNG o

(UollUalal pue dduUIaYpe) AJojoaled) JusWLSeSUT .

(SN3e3S [BDIUID PUE 2oURJ3YPE ‘UOIJUSIRJ) 2J00S Juswagesuy

uoIssaJddns |ediA pue UOIJUR3J JO 2WO0DINO 23SOdWoD)

(UolUIaL pue 22UJaYpE) JUaWLSESUD JO 9Inseall 231sodwo) e

(Juswa8e3uUs JO SIUSWSIS JuSIBIp JO sa3sodwod) (£=u) JuswaSe3us |euoisuswip-13nA

snjels yieasy
pajJiodal-J|as e
dJI| 4o Ayjenb
oyads AIH - e
AJjeRIOW AIH o

(e=u)
snjeys yjjeay
pue 41| Jo Ajend

90Ue3SISaU
[BJIAOJJIIUY o
Adoyalesy D e
a3ueyd QD e
BIWUSBIIA [9AD)
MO| PauleIsSNg e
uolssaJddns

3uidod

UOIIEH| 9B [BID0S
uolye|ndal-4as
way-4no4
uolye|ndal-4|as
wayl-924y |
JusWadeurw 94e3-4|95
soo130edd 2Jed-J9s
(ASIAIH

-0)SS) soldajedys
JusweSeuew woidulAs
91e2-J|9S PasIADY
(INS) Adoquanul
JusWadeuB|N-19S AlH
(31835 INSAIHPY)
9|B2S JuaulaseueUl-49s
AIH 3U2959|0pY
2UW023N0
Juswadeuew-}2s
931s0dwo?
Juswadeuew-}as

JO 921308l
Juswadeuew-}as

1YV pajiodal-f|es
(SA=IN)

9|B2S JUDWID3RUBIN-49S
3nJQ JO SaUnses|n|

(#T=u) Juswaseuew-j|os
pue aued-j|as

Ajljenb uolyoesaiul
JapinoJd-juaijed
(3[83S €T-INVd)
UoIjeAIIOR Judlled
Jnoineyaq
3upeas-yjeaH

Junod ||id - awli} uQ

ADW Aq paiizedts £aDd
saJnseaw

[Il4od Adewdeyd Jo a3sodwo))
aJnseaw

30UaJaype [ednoineyag
1J0dau-4|9S pue UoI}eJuaou0d
[BJIAOJ}2J13uUE JO 23i1s0dwoD)
€234 |j1d-YdIN

(Sv2)

9102 2dUdJaype 91soduor)
90UJIdYpe |Bqo|D

(g=u) sainseaw
dualaype jo sayisodwo)

SAIJEALISD 1DV
aJleuuoiisanb

9oUaJdaype (91DVY) dnoio
S[eLL [earulD sdlv HNpY
(OVINS) 24reuuonssnd
uonesIpalA paiylduils
(£-SINYV) 2]B2S UOIRDIP3IN
pue S[|1}jay 03 adualaypy
1J0daJ-}9s S,uIpo9)
AI-OVINS-SVA
OV-SDHS-SVA

AJ4-OVINS-SVA
1Jodau-4|as

AQ 22UaJ3ype JO UIaljed
3JIBUUOIISANY) 2dUIBYPY
yi|eaH Jo juswiiedaq
[EUCHEN UEDLIJY YInos

|23 pue Ayjiqe jo

21150dw0d JJ0dad-}|as Wayl €
AljIqe pue ||esad Jo aysodwoD)

2Jleuuonsanb utayjed
SUBUIIP 3|IUM 2DUBJDYPE Y e

9oUJaYpe 3NPaYIS
(z=u) Suiwi} pajiodai-j|os

1Jodau-4os
AQ AJoyosfesy aousuaypy e
(OV-SOHS)
9JIBUUOIISANY) 9DUSIBYPY
ApNIS 10YOD AIH SSIMS e
uondnuaul pue |jedad ||id e
1SIA SNOIASID DUIS [|BD9Y e
1Jodau-}|9s
399M OM]} 0} SUO PauUIqUIOD) e
[|ED2 >o9M OM| e
[|ED9 99M U e
[[edad Aep-anoH .
[|leDa] Aep-294y] e
[|eD2] ABp-OM|
[|eD9] PUOIMA o
uondnJiJaiul
1¥y pajiodaijes e
(SWA) 2|eds an3ojeue [BNSIA e

(eT=y)
|1e234 ySnouayy Sunjel-|jid
Jo uonesyyipuenb pajiodal-jlos

unod ||1d Aq 2ouaJaype-JsnQ e

S0UBIIBA JUNOD [|Id e

SIUNOD |[|Id J23IOM SURDY}ESH o
SINIIN

AQ AJoyosfesy aousuaypy e

(sLOQ)
AdeJay) panlasqo Apoadld e
dualaype
papJodal-Uueniuld)

(Zg=u) sainseaw
passasse-iayJom-aledyyjeay

JusWagedus juaiwIRjul
JO UOI109)2p 3DOUBISISDY
uisdayied e
uigqnaiig e

OUIHIP (ADIN)
SUWIN[OA JB[N||3D UBSIA
ulgo|SowaeH e

(g=u) s1s931 AlojeioqeT]

JusWa3e3us JualIlISIuUl
JO UOI10919P [BJIAOIIDIIUY o
S|9AS| BAIIES e
S|oA9] BULIN e
S|oA9] JIEH e
S|oA9| Jejn||@dedjul e
S|oA3] pOOlg e

(9=u)
SUOIJEIIUSIUOD [BJIA0IIDIUY

(pa122.1p SO U2Yb] UOIIDIIPALU)
(G=u) aduasaype Asepuodas

sded ||lJoJ Adewldeyd e

2ouUaJdaype Jood pauleisng e

uojjiodoud souadaype Jood e
(ddIN) oned

u0ISSass0d UOIIBJIPAIN e
|eAlajul Adewdeyd apnJd

/aouel|duod JISIA Adeuldeyd e

uonua3al

20UDIaYpPE BWIF UD  »
uonu3al a8elane

puE UOIUSJa U0 o
S}SIA PasSIW

puUE UOIU3JD JUIOd o

(g=u) sainseaw
uoljualadl Jo sayisodwo)

S|eAJajul Juswiuloddy e
dn-moj|o}

03 SSO| 0} DWI]

JISIA JOJ 2387 .

(e=u)
uoijualas jo Sujwiy

AJo1da[EJ} UOIIUSIDY
uiayed JSIA e
uoijuep (LLvI) wes
3Sel Aduage-Jaju| e
paulelald Ajlenuijuod) e
(AYH-VSYH)
neaung SAIV/AIH
uonensiuiwpy
S9DIAISG pue
S92JN0SAY YedH 9yl
ADUBISUOD JISIA e
uonidnuiJdajul
uswieady /ded JSIA e

(£=u) Aununuod

uoljualal

Juowo3e8us-ay e

uonualad juiod paxi4 e
xapul

2Jed ul JuswadeSug .

BN o 3ujuueld uoidy 9J02G Xapu| (3SyD) uolzen|eAs (SINTIN) Wa3sAs Bullojuoul (g=u) 424 Adeweyd Uoljua3ad S3eISAY e

(5=u) (=) JJoddng aoualaypy J0J J9juaD) JUSAS UOIBDIPSW DIUOIIIB|T e (o) wonduosaid) 90UBPUS}IE JISIA e

sjnsaa Alojeloqer] JUSWDA|OAUI SAIDY (€T=u) syiodas-jas ayisodwo) (g=u) sjunod ||id (g=u) souaiaype Atewrid (g=u) aied uj
(g=u) (81=U) (65=U) 3dua.1aypy (8T=U) uonualay

SSUWO2INO0 JuaWIe | JUSWISSeUBUI-§[3S QAINDY

JUSWIeaJ} pUB S9DIAIDS UYJ0Qg YIm juswadeduy

JUSWIeal} Yim Juswadesuy

SIDIAIDS YIM Juawadesuy

cJuswagesSud Jo suoisuswip sJomawely JYyIU| 9y} 03 Suipiodde pasiioSajed ‘aed A|H YHm juswaSe3us jualjed Jo sainseaw payijuap| ‘g ajqeL


http://onlinelibrary.wiley.com/doi/10.1002/jia2.26025/full
https://doi.org/10.1002/jia2.26025

Keene CM et al. Journal of the International AIDS Society 2022, 25:€26025

http://onlinelibrary.wiley.com/doi/10.1002/jia2.26025/full | https://doi.org/10.1002/jia2.26025

Table 3. Three overarching use cases and the nine specific applications for each found in the literature and reviewed with stake-

holders

Routine monitoring and

Overarching use evaluation of programmes? [2,

Individual patient evaluation
[71-76]

Research to draw conclusions
for recommendations

case: 5, 13, 15, 22, 49, 55-71]
Specific use case ¢ Routine evaluation of .
applications: engagement in patients in

facility care [6, 61, 62, 77,
78]

* Routine evaluation of .
engagement in patients in
differentiated service delivery
models [49, 119]

* Routine evaluation of .
engagement in patients who
struggle with care [134]

Rationalize resources, such as
expensive genotype [33,
79-82] or viral load [50,
82-87] testing and resources
to trace those lost to
follow-up [88]

Flag patients early for
intervention [57, 120-129]

Support and direct ART
management decisions
(through initiating
conversations with patients or
providing healthcare workers
with information) [4, 9, 10,
45,75, 86, 87, 135-139]

Understanding the behaviour
of people on ART [15, 21, 25,
63, 65, 89-118]

Identification of factors on
which to intervene [4, 63, 65,
89, 90, 92, 93, 97, 101, 104,
106, 110, 111, 116,
130-133]

Development and evaluation
of interventions to support
optimal engagement [24, 32,
133, 140-153]

aAt facility and population levels for quality improvement and strategic decision-making.

Similarly, directing individual management needs a much more
refined understanding of who has, or is likely to have, trouble
engaging, in order to make good decisions about which inter-
vention to implement for a particular patient [50].

36 |

Retention measures reflected interactions with health ser-
vices, evaluating whether a person was in care, the conti-
nuity of the retention or the timing of the visit (lateness
relative to a scheduled/expected visit). Retention measures
can be derived from routine data [88] and simple mea-
sures like average retention (proportion of kept/expected vis-
its attended) make the evaluation of retention a pragmatic
option to monitor HIV programmes [5]. Most retention mea-
sures were discussed in multiple sources, but multiple thresh-
olds within each measure reduced standardization as differ-
ent papers used different definitions of “retained” versus “not
retained”/“lost to follow-up” (from 9 weeks [88] to 180 days
[49] without a visit). Different definitions can result in very
different conclusions and the recall period can change the
measure of success, worsening the outcomes of more recent
time periods [5]; highlighting the importance of being inten-
tional about how we measure retention for specific purposes
[(22].

Fixed point retention was one of the most ubiquitously
used measures to consider people as “retained” or “lost to
follow-up” (also termed “attrition”). However, it does not cap-
ture the pattern of attendance, reflect the continuity of care
or capture milestones before the point of analysis [6, 158],

Measures of retention

misclassifying intermittently engaged people as “retained’/“lost
to follow-up,” depending on when the evaluation was con-
ducted in their trajectory [66]. The dynamic nature of engage-
ment and the reality of people churning in and out of care are
important considerations for both routine evaluation and bet-
ter understanding of interventions and individual management
[66]. In one example, 54-98% were misclassified compared
to a composite continuity of retention measure, depending on
the definition of loss to follow-up [6].

Retention measures are also limited as they are gener-
ally calculated retrospectively: data sources poorly distinguish
between the loss to follow-up and death [158] and often miss
“silent transfers” between different facilities [158]. This can
be addressed by following patients to evaluate alternate out-
comes and adjust estimates: either through tracing a sam-
ple [57], using weights from the literature [27, 134] or using
national/combined databases to follow patients who move
between facilities [3, 158]. However, all these approaches
increase the burden of data collection, linkage and analysis,
reducing their feasibility in practice.

Different sources of data demonstrated different strengths
in estimating retention even within the same population: in
one study, laboratory data underestimated the proportion
retained compared with single clinic visit data, but the cen-
tralized system could evaluate retention across facilities to
detect “silent transfers” [5]. Data can be triangulated to com-
pensate for the weaknesses of individual sources [78]: reten-
tion in care using “any evidence” of engagement (pharmacy,
clinic visit or laboratory evidence) from all available sources
was shown to produce a higher estimate of retention than
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the individual sources alone [5, 146]. Advancement and merg-
ing of electronic databases may facilitate the use of combined
data sources and improve the quality of estimates of reten-
tion (and other measures of engagement) [6, 157], but require
investment and thought to address issues around the protec-
tion of personal information.

37 |

Measures of adherence made up more than half the iden-
tified metrics. These measures reflected primary (prescrip-
tion filled) and secondary adherence (medication taken as
directed) [55]. Assessing adherence is useful in research to
understand engagement behaviour [160] and for individual
management: particularly identifying the need for and direct-
ing interventions before virological failure is established [161],
and for rationalizing expensive genotypic resistance testing
for people failing second-line ART [79, 150]. These measures
need to be conducted specifically to evaluate adherence, mak-
ing them less suited to routine programme monitoring.

Many studies attempted to find or evaluate “more objec-
tive” measures of adherence to overcome the social desirabil-
ity and recall biases associated with self-reported measures
[4, 82, 93, 136], which may result in overestimation of adher-
ence [10, 72, 84]. Some measures were considered more
objective than self-reports [55, 62, 75, 79, 159], but even
these remain indirect measures of behaviour taking place out-
side the facility [55]: laboratory tests use changes associated
with ART as proxies [81, 871, pill counts measure whether pills
were removed from the bottle rather than if they were taken
[55] and pharmacy refills reflect a maximum possible level of
adherence through ART on hand, leading to possible overes-
timation of “true” adherence [2, 93]. Antiretroviral concentra-
tions were considered to quantify adherence independent of
other influences such as resistance [10] and were often used
as an “objective” gold standard to compare other measures of
adherence against [160]. However, they were not consistently
associated with viral outcomes [67, 72, 135].

The generally poor ability of adherence measures to detect
viral non-suppression was demonstrated in a recent Cochrane
review, which found a wide variation in sensitivity and speci-
ficity across measures [161]. Adherence measures can also be
influenced by the particular drug [137], body weight, genetics,
metabolism [75, 76] and “white coat adherence” (temporary
improvement in adherence prior to a clinical visit) [15, 137].
White coat adherence particularly applies to blood and urine
ART concentrations [113], which reflect a shorter duration of
adherence (3-5 days) [100, 137, 160] than hair (1 month/1
cm hair [33, 117, 138]). Tenofovir, emtricitabine and tenofovir
diphosphate in dried blood spots are growing in popularity to
measure adherence, but the costs and turnaround time for
results still prohibit scale-up [162]. Point-of-care assays for
urine tenofovir are affordable and could be used to support
adherence discussions in real-time, but patient acceptability is
mixed [163].

While bias limits their ability to detect the “true” state
of adherence, self-reports do offer a person’s perception of
their adherence [164] and identify adherence concerns even
in the presence of current virologic suppression [121]. They
may have lower sensitivity and be insufficient to detect most

Measures of adherence

cases of poor adherence, but like refill measures, they have
high specificity: those self-identified as non-adherent warrant
investigation [139]. Monitoring change in self-reported adher-
ence improved sensitivity [86] and self-reports can trigger a
discussion within a consultation with a shared understanding
of engagement between the patient and healthcare worker
[121]. Self-reports are also low cost, easily implemented [15]
and can discriminate between intentional and unintentional
non-adherence [61], especially useful for individual patient
evaluation to direct the management plan.

38 |

Measures of active self-management fell into two main cate-
gories: (1) items that measure action-oriented health-related
behaviours and active involvement in the treatment plan
[165], and (2) items that reflect whether people are man-
aging the treatment plan themselves. This encompassed self-
care, self-monitoring, symptom management, management of
other activities that maintain their health [166] and self-
management: medical management, the management of their
new role as a patient and maintaining emotional health [46].
The active self-management measures are not currently part
of routine care, making them less suitable for programmatic
monitoring, but potentially valuable for evaluating individ-
ual engagement issues to direct care, and researching more
refined interventions to support engagement.

The goals of success are slowly shifting from simply pro-
viding access to ART, to the complex task of keeping people
on treatment lifelong [1] regardless of changes in the health
system, people’s personal lives and the interplay between the
two [3, 167]. We hypothesize that this aspect of engagement
will be increasingly important in ensuring retention and adher-
ence over time to maintain long-term successful treatment
outcomes. However, because the measurement of this dimen-
sion has not been a priority in sub-Saharan Africa [121], there
is currently little evidence to support this. Despite making
up the same proportion of the identified measures as reten-
tion, there was little overlap in active self-management with
only one measure (Adolescent HIV Self-management scale)
discussed in more than one source (though both by the same
author [96, 168]. If concepts are not measured, there is lit-
tle evidence to justify that they matter and to promote their
subsequent routine measurement: creating a difficult loop to
break. Further evaluation of active self-management measures
is needed to support their wider adoption into practice. This
study provides a starting point: an organized list of options
that have been implemented in sub-Saharan Africa and could
be used and evaluated more widely.

Measures of active self-management

39 |

Some measures combined dimensions of engagement, such as
adherence and retention [57, 142] or retention and treat-
ment outcomes [77, 122, 144, 146, 149], where people cat-
egorized as ‘engaged” met the criteria for all components
[122]. Adherence and retention trajectories were combined
to identify an additional group of people who had consis-
tent retention but early non-adherence (measured by med-
ication possession ratio) that was not identified when each

Multi-dimensional engagement
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dimension was evaluated separately [57]. Measuring multiple
dimensions of engagement can help to evaluate engagement
more comprehensively, and may offer a simple approach to
flag issues with engagement: if engagement is not optimal,
individual dimensions can then be evaluated.

These measures, however, require the collection of multi-
ple pieces of information, are more complex to calculate, may
obscure issues with individual engagement dimensions when
combining them and may not always improve the accuracy
of the measurement [161]. Thus, the actual additional bene-
fit needs to be balanced with complexity and feasibility when
evaluating multiple dimensions in a single measure.

3.10 | Treatment outcomes as a measure of
engagement

The retention, adherence and active self-management dimen-
sions categorize engagement behaviour, which in turn drives
the success or failure of antiretroviral treatment. Treatment
outcomes are thus a consequence of engagement and rep-
resent a summary of whether the engagement process has
taken place. For example, an individual must have consistently
managed their appointments and taken pills over time to have
a viral load (VL) test result and be virologically suppressed
[49]. In this study, the identified measures of engagement
were often evaluated against treatment outcomes, with those
showing stronger associations deemed more accurate reflec-
tions of retention [5], adherence [75, 120, 139] and active
self-management [175]. Virologic suppression, in particular,
was often cited as the “gold standard” of treatment success
(63, 169, 183].

Identified measures of treatment outcomes included VL,
immunological outcomes, antiretroviral resistance, mortality,
health status and HIV-specific quality of life, which could be
used to broaden the definition of treatment success beyond
the narrow focus on virologic suppression [48]. Disability-
adjusted life years (DALYs) and quality-adjusted life years
(QALYs) are used extensively in modelling studies and evalua-
tions of other chronic diseases [170], but they have not found
a routine place in HIV evaluation: no included sources men-
tioned DALYs or QALYs. These are metrics that the HIV com-
munity could adopt to increase the comparability of evalua-
tions.

While engagement is necessary to achieve sustained treat-
ment success, outcomes are also influenced by factors, such
as ART resistance, drug-drug interactions or suboptimal phar-
macokinetics [50]. Therefore, outcomes cannot discriminate
between poor engagement or deterioration due to other rea-
sons [137]. The delayed effect between suboptimal engage-
ment and a change in outcomes (e.g. VL [120]) makes out-
comes poor indicators of early engagement issues when inter-
vention could avert the need to switch regimens to less tol-
erable second- or third-line options. VLs are also relatively
expensive and are not always available for routine monitoring
[50, 82]: at best, they are conducted infrequently (e.g. yearly),
intermittently or at worst not at all [62]. Additionally, most
programmes only begin monitoring VL from 4 to 6 months
after initiation [171, 172], missing a high-risk period for dis-
engagement [155].

Additionally, treatment outcomes do not differentiate
between the dimensions of engagement. VL has been used
specifically as a measure of adherence [4, 86, 173], but this
too is subject to misclassification bias [70], and a missing VL
may reflect healthcare worker error, resource constraints or
poor retention rather than adherence. Relying on a primary
outcome of virologic suppression for evaluation in research
could misrepresent the efficacy of new interventions, which
may improve a dimension of engagement but not be sufficient
alone to improve treatment outcomes [174].

VL continues to be a valuable measure at multiple levels of
the system and the WHO supports the expansion of regular
VL monitoring [175]. However, this needs to be interpreted
within its limitations and supplemented with measures of indi-
vidual dimensions to comprehensively evaluate engagement.
In the absence of a single best measure of engagement, we
recommend the evaluation of more than one dimension from
the INCARE framework to measure engagement more com-
prehensively. This could help better understand engagement
behaviour, develop appropriate interventions and make better
decisions about individual patient management.

3.11 | Alternative approaches to current measures
of engagement

Combining measures has been proposed as an alternative to
a single best measure of engagement. For example, a compar-
ison of short- and long-term measures of adherence can iden-
tify intermittent or “white coat” adherence [137], and com-
posite retention measures capture visit consistency, are more
stringent and have lower misclassification than fixed point
retention [6]. While combinations improved sensitivity in some
cases, this did not substantially improve the association with
outcomes, adding complexity without fully overcoming indi-
vidual measures’ limitations [16, 122]. This was also demon-
strated by a recent Cochrane review that found that the sen-
sitivity of composite measures of adherence ranged from 10%
to 100%, and specificity from 49% to 100% [161]. It may be
most feasible to use simple measures with moderate associa-
tion with outcomes and interpret them within their limitations
[4].

Adherence measures were widely evaluated as an alterna-
tive to costly VL monitoring, but generally, the association was
not strong enough to replace it with confidence. Associations
varied with the threshold used for “good” adherence, changing
the clinical interpretation when making decisions [50, 139]. In
addition, newer adherence measures, such as electronic med-
ication event monitoring systems and therapeutic drug moni-
toring, can be more expensive than VL, with complicated logis-
tics (e.g. sample storage at -80°C [137, 160]) and require-
ments for complex equipment [15, 55, 135, 137, 160] that
reduce their feasibility in practice.

Cross-sectional measurements fail to identify the gaps
in the treatment journey when the health service could
intervene to improve engagement [42, 57]. Longer periods
of evaluation capture more of the subtlety of engagement,
are more strongly associated with outcomes [139, 160] and
can facilitate the evaluation of patterns of engagement. Mea-
suring patterns avoids obscuring the individual differences
in engagement over time that occurs with single time-point
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measures [57, 60], potentially useful in understanding
engagement dynamics [49, 58]. Evaluation of individual-level
longitudinal trajectories of engagement can also uncover
“behavioural phenotypes” that identify high-risk individuals in
high-risk periods of their treatment journey [57, 123], offering
a novel opportunity to direct interventions to behavioural pat-
terns rather than the demographic categories we traditionally
use to target differentiated services (often with poor suc-
cess) [57]. These prospects make these measures worth the
required longer follow-up [6], adjustments to data collection
to track patients and link data from different sources [157]
and the added computational complexity [5]. Investments in
routine databases could support better measurement both
for clinical patient management and routine programme
monitoring, and provide data for research analyses [176].

3.12 |

Considering the number of sources this study screened, it
is surprising that no standard definitions of an engagement
or consistently used measures (even for retention [42] or
adherence [50]) were identified. While VL is considered the
gold standard for monitoring treatment response [50], the
mixed evidence means no measure perfectly reflects success-
ful engagement or its dimensions. Measures are chosen to pri-
oritize sensitivity or specificity in predicting outcomes, result-
ing in a trade-off between missing people in need of support
or over-intervening and wasting resources [125].

There is a demand for specific recommendations on stan-
dardized measures to measure engagement consistently and
comparably [14, 177, 178]. In large ART programmes in sub-
Saharan Africa, measurement choice is restricted by prac-
ticality [50, 121]. Thus, consideration of feasibility (specif-
ically cost, complexity and time burden) is paramount for
practical integration into routine health monitoring systems
[136]. Until more specific recommendations are produced,
we recommend conducting sensitivity analyses using multi-
ple common definitions of retention (such as visit gaps and
fixed-point retention), adherence (medication possession ratio,
electronic pill count, self-report and antiretroviral concen-
tration) and active self-management (patient activation and
self-management assessment) to increase the comparability
of evaluations of engagement. The use of multiple measures
could also explore the implications of different measures on
the conclusions drawn, particularly for the dimension of active
self-management, for which there is less evidence [121].

While the search for a unifying measure reflective of
engagement was unsuccessful, this indicates the complexity
of the concept [17]. Engagement is multi-dimensional, with
retention, adherence and active self-management all crucial to
long-term, sustained treatment success [39]. Particularly for
the purposes of making decisions on individual patient care
and research to develop and test new interventions, evaluat-
ing all dimensions may be more valuable than hiding the het-
erogeneity with summary measures.

The “elusive gold standard”

3.13 |

This study focused specifically on engagement with HIV care,
but the findings could inform the evaluation of other chronic

Strengths and limitations
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diseases requiring lifelong engagement with care. Strengths
of this study also include a broad search of the literature
across multiple databases and the review of a large num-
ber of sources. This study drew on the experience of the
research team in clinical HIV management and differentiated
service development in low-resource, contextually challeng-
ing settings, grounding this work in the practical realities of
patient care and programme management. Eligibility criteria,
data extraction, analysis and results were continually reviewed
throughout the scoping process to reduce bias, both with the
second reader and stakeholder engagement as suggested by
scoping study guidance [35, 36].

The research question was very broad, both in the con-
cept of engagement and the number of papers identified: a
recognized drawback of scoping studies [36]. This study did
not attempt to evaluate the quality of sources and whether
they reflected the underlying construct. Some useful mea-
sures may have been missed through the focus on sub-
Saharan Africa, and measures from high-income or other low-
income settings could inform the measurement of engage-
ment in sub-Saharan Africa. As literature was reviewed, terms
that described engagement behaviour were identified that
had not been included in the original search, and the Gwet’s
AC1 for the studies included was “fair,” with 68% observed
agreement, reflecting the lack of clarity in the definition of
engagement. In addition, due to the English language limit in
the search, most evidence was from English-speaking coun-
tries in southern and east Africa. However, restricting the
search to “English” only reduced the volume of evidence by
a small amount (e.g. by 0.6% for PubMed), which may reflect
that English is the main language for scientific publication
[179], or that countries with a prevalence above 10% are all
anglophone [180]. Surprisingly, the two sub-Saharan African
countries with the highest HIV prevalence in the world,
Eswatini and Lesotho [180], did not produce literature that
was identified in this search, despite being searched for by
name.

Of the 145 measures of engagement identified in this
study, 35 were removed from the final list as they were
judged to reflect factors that affect engagement rather than
engagement behaviour itself. These included contextual fac-
tors (e.g. measures of the reasons for non-adherence), reflec-
tions of the health system (e.g. ART coverage) and per-
sonal factors (e.g. the ability to engage, including information,
motivation and behavioural skills). The line between engage-
ment behaviour and the factors affecting it was a persis-
tent tension in discussions throughout screening and stake-
holder engagement. The ambiguity in the definition of the
measures of engagement dimensions meant that the pro-
cess of refining the categorization of identified measures was
iterative.

4 | CONCLUSIONS

Heterogeneity in conceptualizing HIV care engagement is
reflected by the broad range of measures identified and the
lack of consensus on the best indicators of each dimen-
sion. The purpose of evaluation should direct the choice of
measurement: research, programme evaluation and patient
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assessment could all be advanced through measurement of
multiple dimensions for a more comprehensive evaluation,
conducting sensitivity analyses with commonly used measures
for more comparable outputs and using longitudinal measures
to evaluate patterns of engagement. Improvements to data
collection and management could also facilitate better routine
measurement of these engagement dimensions to facilitate
improved individual patient management, programme monitor-
ing and research to explore the impact of interventions on
engagement and treatment outcomes.

This review categorized the wide variety of measures used
to evaluate engagement with HIV care in sub-Saharan Africa
into a usable reference list. It could help make choices on
measuring engagement for different use cases, and provides
options for the less commonly evaluated dimension of “active
self-management.” However, specific recommendations could
not be made from the available evidence as no measures
were obviously superior—for engagement overall, for individ-
ual dimensions or to replace virological outcome monitoring.
Further work could make evidenced recommendations on a
standardized, minimum set of measures to comprehensively
evaluate engagement with care for different use cases. This
study could also support further work to explore the impor-
tance of the active self-management dimension, unpacking the
underlying mechanisms of poor engagement and differentiat-
ing those who are unwilling to engage from those who are
unable to remain engaged due to complex individual, social
and health system factors. An improved understanding of
the mechanisms driving disengagement and how to evaluate
engagement comprehensively could support the implementa-
tion of more nuanced interventions to improve it. It could also
inform the understanding and measurement of engagement
for other chronic diseases.
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