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Foreword

The Zero HIV Social Impact Bond was the Elton John AIDS Foundation’s response - despite excellent
clinical care within the health system - to the seemingly intractable problem of continued undiagnosed/
late HIV diagnosis in England. When | first started talking back in 2015 with interested people from
Lambeth council, NHS England, and NHS clinical colleagues about the potential of creating the world’s
first ever HIV SIB to expand testing and linkage to care, | was confident that we could make an impact.
But what an impact! Over 460 people have been either newly diagnosed with HIV or reengaged into care
across South London, providing access to lifesaving treatment, preventing onward transmission of HIV,
and avoiding over £90m of costs to the healthcare system.

Our partnership with Terrence Higgins Trust and National Aids Trust in developing the HIV Commission,
so ably chaired by Dame Inga Beale, gave a great opportunity for us to share the learning from the SIB.
The HIV Commission 2020 report emphasised the importance of HIV testing at every opportunity. In
response the government committed to develop the HIV Action Plan, giving us the chance to lay out our
evidence to DHSC and the Action Plan taskforce. The HIV Action Plan, launched by the Dept of Health
last December, committed £20m for the roll out of opt out ED HIV testing in very high areas of HIV
incidence, the first new HIV funding in many years, as well as annual reporting of progress to Parliament.

As this service evaluation shows, we now have the evidence that opt out ED and primary care HIV
testing reaches those members of the community who do not currently come into contact with HIV
testing services anywhere else. In particular the SIB highlighted inequities for rates of diagnosis and
reengagement in care for minority groups and amongst women and older people We were able to
contextualise this data against related health and social care needs, thus informing broader planning
for service delivery by Integrated Care Systems and local authorities. The SIB also highlighted missed




opportunities for new HIV diagnoses and the critical need to reengage many patients living with HIV
who are Lost to Follow Up. SIB partners reengaged over 250 people back into treatment, improving their
health and wellbeing, avoiding potentially expensive hospital treatment, and contributing to the HIV
Commission goal of Zero HIV transmissions by 2030.

As you will see, the SIB approach itself brought benefits. Its structure allowed for considerable flexibility
and innovation by implementing partners, matched as it was with the reassurance of upfront payments.
A laser focus on outcomes saw greater collaboration across different clinical teams and the creation of
HIV GP Champions energised opt out testing services in primary care. It has been truly heart-warming
to hear this feedback which underscores the importance of collaboration and consensus across
stakeholders.

I would like to thank our partners in the hospitals, primary care and community organisations for their
amazing work; our funding partner The National Lottery Community Fund, our investors from Comic
Relief, Big Issue Invest and Viiv Healthcare; and commissioners in the Public Health teams at Lambeth,
Southwark and Lewisham councils; the team at NHS England and Public Health England (in their

new homes at UKHSA and OHID), the legal team at Freshfields Bruckhaus Deringer for their pro bono
support and Maclaren Consulting for developing our PowerBl management and reporting system.

We are deeply grateful to all those involved in the project and those who have created this evaluation
report. We look forward to a national roll out to continue this vital work.

Anne Aslett
Chief Executive Officer of the Elton John AIDS Foundation
March 2022



Executive Summary

This service evaluation takes a combined qualitative and quantitative methodological approach to
explore an innovative public health intervention with significant public management implications in
South London. The intervention is known as the ‘Elton John AIDS Foundation Zero HIV programme’ (we
term it the Zero HIV SIB programme in this report). The intervention ran in the boroughs of Lambeth,
Southwark, and Lewisham from November 2018 until the end of December 2021. The goals of the
intervention include improving a person living with HIV’s health outcomes by linking them into HIV
treatment either as a new diagnosis or through re-engagement with NHS services (if already diagnosed
but not receiving treatment) before their condition deteriorates, slowing the spread of HIV through
avoiding future transmission and saving the NHS money in future years.

The intervention was financed through a novel Social Impact Bond (SIB) mechanism. A SIB is an
outcomes-based contract, in which a commissioner pays a contractor for certain measurable outcomes.
A key facet of the SIB approach is to encourage multi-agency collaboration across public, private, and
philanthropic partners (Carter et al, 2020). A deeper understanding of these collaborations — how they
work, their strengths and weaknesses — is very important for informing wider commissioning decisions
not only in HIV but across other chronic diseases.

We find that the 3-year Zero HIV SIB programme has been effective in both (1) delivering improved
health outcomes for people living with HIV and (2) improving inter-organisational collaboration and
service collaboration across what has historically been a rather fragmented HIV healthcare ecosystem in
South London.

In terms of the health impacts, key actors expressed confidence that this programme had reached (i)
people living with HIV who were previously undiagnosed and brought them into contact with specialist
NHS services and (ii) people living with HIV who were previously diagnosed but had become ‘lost to
follow-up’ (LTFU) treatment services. However, the absence of robust baseline data for key outcomes
or a commitment to a counterfactual evaluation design means it is not possible to attribute outcomes to
specific interventions.

Data from EJAF show that 124 new HIV diagnoses were identified through ED testing, and 53 LTFU
patients were also identified through participating EDs in South London hospitals. These hospitals also
re-engaged a further 153 LTFU patients separate to ED testing. Primary Care providers identified 26 new
HIV diagnoses through GP testing and also re-engaged 45 LTFU patients. Finally, 46 new diagnoses were
made by community providers and 5 LTFU patients were re-engaged by community providers as part of
the Zero HIV programme.

In terms of the organisational impacts, key actors expressed confidence that this programme
successfully mitigated many of the traditional organisational and financial factors that had led

to fragmented HIV services in South London through (i) improved inter-organisational network
working — both formal and informal in nature through boundary spanning activities and a pervading
‘cosmopolitanism’ (Greenhalgh et al, 2004; Damschroder et al, 2009). In addition to this, informants
perceived the increased use of data and monitoring and the realignment of incentives as positively
promoting collaboration and better outcomes. In terms of financing (ii) the programme very effectively



negated many aspects of the existing siloed payments systems for various aspects of HIV services which
actors felt had stymied attempts for providers to implement evidence-informed practice (for instance

in relation to ED and Primary Care testing), or to adapt to practical realities (such as identifying LTFU
patients and providing more flexibility for not-for-profit provider organisation outreach work).

The programme adapted and grew over the three years with new provider organisations recruited

over the lifetime of the programme and new emphases on delivery developed — for example through
the expanded use of GP champions. This adaptability proved to be very beneficial in relation to the
COVID-19 outbreak in early 2020 (see Stanworth, 2022) and presaged a pivot to greater LTFU work.
Community providers welcomed the flexibility that the programme afforded them overall, though issues
were noted by some providers in relation to how SIB-financed work may have been seen to duplicate
existing work commissioned more conventionally.

The role of EJAF was praised by informants. The organisation played a key boundary spanning function
and delivered leadership, support, and encouragement to other organisations. EJAF were crucial
players in the design, financing, and delivery of the programme acting as co-commissioners, financial
intermediaries, project managers, and data analysts. EJAF successfully disrupted many of the existing
inter-organisational, financial, and institutional barriers that historically inhibited more systematic
implementation of testing, LTFU and better joined-up HIV service provision. EJAF were instrumental

in shaping an ‘outer context’ (Damschroder et al, 2009) conducive to improving HIV services in South
London.

Rather than one ‘intervention’ the qualitative data in this report highlight that the actors involved

in commissioning and delivering HIV services through the Zero HIV SIB programme felt they were
delivering a suite of ‘interventions’. Some of these have a strong existing evidence base and have been
recommended in existing guidelines whilst others are more organisational and pragmatic. Some were
new and developed as part of the Zero HIV SIB programme whilst others were already in existence in
some or other settings. A key finding is increased flexibility and local discretion to use funds to tailor
services more closely to the needs of those using services as we have seen in other health focused SIBs
in the UK (Fraser et al, 2018).

A central aim of the Zero HIV SIB programme was to further the evidence for these interventions and
change practice going forward. A criticism of the programme raised by some informants was that more
work could have been done to ‘baseline’ existing practice and prove the attribution of some of these
interventions in order to provide a more robust body of evidence to sustain these going forward once the
SIB financing ended in December 2021. Though beyond the scope of this current service evaluation, it
appears that learning from the programme (particularly in relation to ED testing) may have been used to
inform national and local level policymakers in future HIV policy development.

There are mixed views from informants in relation to the sustainability of the improvements to South
London HIV services delivered through the Zero HIV SIB programme after the SIB-financing is gone.
More research is needed to follow these developments over the coming years.



Introduction

This service evaluation takes a combined qualitative and quantitative methodological approach to
explore an innovative public health intervention with significant public management implications in
South London. The intervention is known as the ‘Elton John AIDS Foundation Zero HIV programme’. The
goals of the intervention include improving a person living with HIV’s health outcomes by linking them
into HIV treatment either as a new diagnosis or through re-engagement with NHS services (if already
diagnosed but not receiving treatment) before their condition deteriorates, slowing the spread of HIV
through avoiding future transmission and saving the NHS money in future years. It was developed by
the Elton John AIDS Foundation, in partnership with Lambeth local authority and NHS England, and
received support from the National Lottery Community Fund. The intervention ran in the boroughs of
Lambeth, Southwark, and Lewisham from November 2018 until the end of December 2021.

The intervention was financed through a novel Social Impact Bond (SIB) mechanism. It was the first

SIB in the world to focus on HIV treatment and care. A SIB is an outcomes-based contract, in which a
commissioner pays a contractor for certain measurable outcomes. The outcomes (diagnosing new cases
of HIV and re-engaging patients who dropped out of HIV care) have significant beneficial social impacts as
well as hypothetical cost-savings for the NHS. A key facet of the SIB approach is to encourage multi-agency
collaboration across public, private, and philanthropic partners (Carter et al, 2020). A deeper understanding
of these collaborations — how they work, their strengths and weaknesses — is very important for
informing wider commissioning decisions not only in HIV but across other chronic diseases.

This service evaluation is informed by an Implementation Science approach (Damschroder et al,
2009) to explore the impacts and implications of the Zero HIV programme from the perspectives of

service users, clinical staff, health service managers, local authority commissioners, private sector, and




philanthropic stakeholders. The evaluation also explores questions in relation to the sustainability of the
intervention beyond the end of the SIB financing in December 2021.

The overall objective of the evaluation is to learn more about the processes, impacts and sustainability
of the Zero HIV intervention through combined research methods. These principally include semi-
structured interviews with individuals who receive the services through the intervention, those who
deliver the intervention, those who design and oversee the intervention, those who commission the
intervention, and those who have provided finance for the intervention. Alongside interviews, the

evaluation also draws on relevant documentary sources and anonymized descriptive statistical information.

The qualitative element of the evaluation focuses on the following research questions:

1. What do key stakeholders perceive to be the organisational and health impacts of the
Zero HIV intervention?

2. Through what mechanisms, how, and why, does the Zero HIV intervention impact upon the
behaviour, attitudes, and actions of:
(a) Service users?
(b) NHS and non-NHS providers?
(c) NHS and Local Authority commissioners?
(d) Wider stakeholders including those involved in financing, evaluating, and overseeing the Social
Impact Bond element of the intervention?

3. How might these impacts and behaviour changes be sustained:
(a) In South London after the SIB financed programme ends in December 20217
(b) And/or transferred to other geographical settings?

The quantitative element of the evaluation focuses on the following research questions:

1. Arethere any ethnic, sex and age differences in the likelihood of being diagnosed?
2. Are there any ethnic, sex and age differences in the likelihood of being re-engaged?

3. Are there any ethnic, sex and age differences in the likelihood of non-engagement in treatment (e.g.,
found through ED testing “non-contactable,” or even re-attending at ED)?

The current report will provide an overview of the key responses to these research questions. Further
analysis will be performed on the data collected leading to submissions of papers to academic journals.
It is anticipated that the research team will conduct further research in South London in order to explore
qualitative research question 3 (a) above more fully. The current report does not directly evaluate the
impact and effectiveness of the SIB financing mechanism as this is explicitly evaluated by another
research team led by Ecorys and ATQ (see Stanworth, 2020; 2022). However, the report does explore
some of the links of how the financing mechanism impacts upon the delivery of the health interventions.

This report does not explore the cost-effectiveness or health economic impacts of the programme.
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Methodological and theoretical approach

Qualitative approach

This service evaluation follows a case study approach (Yin, 2009; Eisenhardt, 1989) to explore

the perceptions of key actors in relation to the nature, impacts and sustainability of the Zero HIV
intervention. A qualitative case study approach is appropriate for exploring issues related to policy
implementation (Fraser & Mays, 2020), exploring ‘how’ and ‘why’ questions about phenomena
through detailed contextualised accounts of a case (Yin, 2009). Interviews were conducted until “data
saturation” (Glaser & Strauss, 1967) and were recorded, translated, transcribed, and coded using
NVivo 12. Members of the research team discussed and reviewed the interview data alongside relevant
documentary material to ensure consistency.

We conducted 31 interviews overall, principally through the Summer and Autumn of 2021. Most
interviews took place via MS Teams given the ongoing COVID-19 pandemic. We purposively sampled
informants to a wide selection of relevant viewpoints. Most interviews lasted an hour. We used an
interview schedule that asked informants about their professional background, work history, and asked
them to provide an overview of their understanding of the Zero HIV intervention and the barriers and
facilitators linked to this. We discussed prospective opportunities and challenges faced in the roll-out
and development of the intervention whilst allowing informants the space to express their own narratives
(Fontana and Frey, 2000).

Table 1: Interview informant data

Role Number of Number of organisations
informants represented

Community organisation outreach worker (strategic, 4 4

operational, and patient-facing responsibilities)

SIB investor 2 2

GP (HIV champions) 3 3

HIV patient 2 N/A

EJAF (strategic, operational and data management 4 1

responsibilities)

NHS hospital staff (including nurses, doctors, managers, 9 3

both HIV and non-HIV specialists — e.g. A&E staff)

Project evaluator 1 1

Local commissioners (CCG and/or LA) 4 2

National commissioners 2 2

The data were interrogated repeatedly in order to understand key emergent issues drawing on the
principles of ‘constant comparison’ (Glaser, 1965). The analytical approach drew on both inductive
and deductive reasoning (Langley, 1999) — exploring emergent issues alongside insights from wider
implementation science theory (Damschroder et al, 2009). Whilst “recall bias” may be a problem in
relation to retrospective interviews with some stakeholders, retrospective interviews can also have
benefits — such as encouraging informants to critically appraise the original rationale for decisions
relating to policy and practice.
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Quantitative approach

Data
In this secondary data analysis, we use data from 2,388 individuals aged 15 and over in 29 London
borough councils between August 2018 and December 2021.

Outcome

The outcome of interest includes information for individuals who were known positive (N=1,512) during
the study period. This forms the baseline category of this analysis against which information from other
categories is compared. These categories are formed by those who were newly diagnosed (N=223),
those who were re-reengaged to treatment (N=249) and those who were not being able to be contacted
(N=121). There was missing information on the outcome of interest for 257 individuals.

Demographic variables

Information on sex and age categories (35-49 years was used as the reference category) was used.

UK Health and Security (UKHSA), formerly known as Public Health England, ethnic categorisation
information was also used (White, Black African, Black Caribbean, Black other, Asian, and Mixed).
Information on London borough council residence was collapsed to four categories (Lambeth, Lewisham,
Southwark and Other) since ~80% of the sample was from Lambeth, Lewisham, and Southwark.

Statistical analysis

For descriptive reasons, we first explored the probability of each outcome category by age and
ethnicity. Further, we applied multivariable multinomial logistic regression modelling to identify
characteristics that have a greater probability of being newly diagnosed, re-engaged with treatment

and being non-contactable compared to those who were known positive. Particularly, the ratio of the
probability of being newly diagnosed or re-engaged with treatment or not being able to be contacted
over the probability of being known positive (baseline category) is expressed as relative risk. When a
characteristic/variable has a relative risk ratio (RRR) of one, this means there is neither an increase nor
a decrease in the probability of choosing one of the modelled outcome categories compared with the
baseline category. A RRR greater than one indicates an increased probability of choosing one modelled
outcome category compared with the baseline category. A RRR lower than one indicates a decreased
probability of choosing one modelled outcome category compared with the baseline category. We opted
for a single model, which produces the most accurate representation of the effect of each of the core
demographic (age, sex, Ethnicity and London borough council) characteristics on the probability of being
newly diagnosed or being re-engaged with treatment or being able to be contacted relative to being known
positive. It is worth mentioning that we decided not to adjust for the Index of Multiple Deprivation (IMD-a
measure highlighting area deprivation) since most of our sample comes from economically deprived areas
(more than 70% of the sample comes from the top 30% of area deprivation).

12



Ethics

We submitted our study protocol for review by the Guy’s and St Thomas’ NHS Foundation Trust
Research & Development governance team in March 2020. They recommended our work be defined
as a ‘service evaluation’ and advised that it therefore did not need formal IRAS/NHS ethical approval.
Where appropriate we secured site specific NHS R&D approval for the qualitative elements of the
service evaluation. All participants in the qualitative part of the research received detailed participant
information sheets and were formally asked for consent before taking part.

In addition, we developed a formal data use agreement between KCL and EJAF to ensure robust
governance in relation to the use of quantitative data for this report and subsequent academic outputs.

Theoretical approach

Our study design is influenced by the Consolidated Framework for Implementation Research (CFIR)
framework pioneered by Laura Damschroder and colleagues (Damschroder et al, 2009). The CFIR is
structured around five ‘constructs’. These are (1) intervention characteristics (2) outer setting (3) inner

setting (4) characteristics of individuals (5) implementation processes.

Figure 1: The CFIR

Intervention Outer Setting Intervention
(adapted)

(unadapted)

ponents

| Individuals
Involved /

sjuauodwon 3iod

Adaptable Periphe
CoreCom

| Inner Setting

Process

13


https://cfirguide.org/

The qualitative data generated by the service evaluation interviews were analysed using key components
drawn from the CFIR. This enabled a clear and theoretically informed framework to interrogate:

1. the characteristics of the intervention (or interventions) developed as part of the Zero HIV
programme by different actors over time and across different settings
2. the wider financial, strategic, and operational context developed to coordinate the intervention(s)

3. the different relationships and interactions at the micro-level focused on delivery of the
intervention(s)

4. the importance of key personal characteristics of individuals designing, delivering, or monitoring the
intervention(s)

5. the important processes involved in promoting and/or inhibiting the delivery of the intervention(s).

Future academic outputs will explore these five constructs in greater detail than we do in this current
report — however the analyses included here are driven by key CFIR ideas. It is also worth noting

some important inductive codes not covered by the CFIR. This included definition of the Zero HIV SIB
programme interventions, the impact of COVID-19, HIV stigma, and issues related to post-SIB-financing.

14



Zero HIV SIB programme background

This service evaluation explores important Public Health and Public Management questions. In relation
to Public Health, the service evaluation reflects if and how the Zero HIV intervention reached hard-to-
reach populations with HIV — either those who have never been tested or who have stopped attending
treatment. This work has important implications for health equity. We know that anti-retroviral therapy
(ART) for those with HIV is highly effective enabling individuals to live long and healthy lives. There

are massive benefits to individuals if they can be diagnosed and start to receive treatment, but Public
Health England (PHE) estimates that about 6% of the 105,200 people living with HIV are unaware of
their condition (PHE, 2019). The earlier that diagnosis occurs the better, as over time the undiagnosed
virus may damage the immune system and general health. PHE data show that 43% of those diagnosed
in 2018 were diagnosed late, with late diagnosis being much higher among certain groups (PHE,
2019). Beyond the individual health benefits of early diagnosis and ongoing treatment of HIV there are
significant wider public health benefits as effective treatment reduces the risk that the infected person
can pass on the virus to almost zero. These individual and population level health benefits may also

be expected to have wider financial benefits for the health system by keeping those with HIV healthy
and also reducing the likelihood of further onward transmission of the disease. As Stanworth (2022)
highlights — whilst there is no recent independently validated estimate of the scale of such benefits,
calculations made by the Elton John AIDS Foundation suggest that they amount to an estimated
£220,000 per person, based on £140,000 of cost avoided through treatment, and £80,000 avoided by
reduced onward transmission.

In relation to Public Management, a key interest here is the novel Social Impact Bond (SIB) financing
mechanism. This is the first SIB in the world to focus on HIV treatment and care. SIBs are hugely

interesting from a public policy and management perspective (Fraser et al, 2018) sitting at the vanguard

of policies designed to foster an outcomes-based focus in public service commissioning and delivery
(Edmiston & Nicholls, 2018). A key facet of the SIB approach is to foster multi-agency collaboration

across public, private, and philanthropic partners (Blundell et al, 2019). The Zero HIV programme brings
together the Elton John AIDS Foundation, Lambeth Council, Southwark Council, Lewisham Council, NHS

England, NHS Improvement the National Lottery Community Fund, ViiV Healthcare, Comic Relief, and
Big Issue Invest to work with local NHS Trusts, Primary Care and Community providers to collaboratively
tackle problems related to people living with undiagnosed HIV across Lambeth, Southwark, and
Lewisham. A deeper understanding of these collaborations — how they work, their strengths and
weaknesses — is very important for informing wider commissioning decisions not only in HIV but for
other chronic diseases too.

15



Findings

Evaluating the impact of the Zero HIV programme

We firstly present an overview of the impact of the Zero HIV programme through a series of textboxes
and discuss some of the key quantitative findings before moving on to the qualitative findings of the
service evaluation.

ED TESTING IMPACTS

124 people were diagnosed with HIV and linked to care, and a further 53 people living with HIV
were reengaged into care following ED HIV testing. Of these 55% were Black African, Black
Caribbean or Black Other community members, which when compared with the 22% of new
diagnoses from these communities reported in the Public Health England ‘London HIV Spotlight’
(2018) (Black African, Black Caribbean data only), suggests that ED HIV testing is extremely
good at reaching communities who may not otherwise be tested, either through not using
services where HIV testing is offered, or by avoiding testing through fear of HIV stigma. Late
outcomes (CD4 count <350) were 74% of new diagnoses and 81% of reengagements, suggesting
that ED HIV testing is finding people who are at serious risk of needing extensive treatment and
developing AIDS defining diseases and linking them to care.

ED HIV testing has a health inequalities element, with 50% of all those newly diagnosed living in
areas within the two lowest deciles of the Index of Multiple deprivation see figure 2.

(Data from EJAF)
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Figure 2: Patient Total by Ethnicity, Index of Multiple Deprivation (IMD) Decile
(where 1 is most deprived 10% of LSOAs) (bins) (groups)

Not known &
Not stated

Other

14.0%

White &
White other

Black African &
Black Carribean
& Black other

1&2 3 4 5 6 7 8

LTFU WORK BY HOSPITALS

A total of 153 people were reengaged through hospital HIV clinic recall work. 71% were from
Black African, Black Caribbean and Black Other communities, which suggests that LTFU work is
particularly helpful in reaching people from this community, who may have left care because of
HIV stigma as well as other life challenges. For the LTFU group as a whole, 53% had a CD4 count
of <350, suggesting that this is a cohort of people who were at risk of serious illness and expensive
utilisation of hospital resources.

(Data from EJAF)
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As can be seen in figure 3, the risk of LTFU is highly correlated with where someone lives and using the
Index of Multiple Deprivation suggests that this work is highly effective in engaging those people who are
already experiencing significant health inequalities (data from EJAF).

Figure 3: Index of Multiple Deprivation (IMD) Decile (where 1 is most deprived 10% of LSOAs) (bins)
(groups)

ASian  PTTTTTTTT T T mmToooommmmoooooooooooooooooooooooooooooooooooe -
Other 7.0%

White &
White other

Black African &
Black Carribean
& Black other

1&2 S 4 5 7 6

PRIMARY CARE NEW DIAGNOSES AND LTFU

36 new diagnoses, and 45 reengaged patients were identified through testing and LTFU work done
by the primary care providers involved in the programme.

(Data from EJAF)
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IMPACT OF COMMUNITY ORGANISATIONS

This intervention led to 46 people being newly diagnosed, and 5 people being reengaged into
care. Providers that targeted Latin American community members were especially successful
contributing 32 new outcomes and one reengagement, suggesting that this is a community that is
particularly underserved through current arrangements.

(Data from EJAF)

Bringing these data together, there are a number of points we can make about the impact of the Zero
HIV programme. Firstly, in terms of the age of people living with HIV identified in the programme we
may say the following. Older participants identified by the programme were more likely to be known

to be HIV positive. Those aged 15-34 years were more than twice as likely to be newly diagnosed as
SIB participants aged 35-49 and 50 years and over. Participants aged 35-49 years were more likely to
be re-engaged to care than participants aged 15-34 years and 50 years and over. There was a higher
probability of not being able to be contacted for participants aged 15-34 years than older participants,
however 95% confidence intervals slightly overlapped (this is probably due to the small sample of SIB
participants who could not be contacted).
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Figure 4: Unadjusted predicted probabilities of outcomes by age group

Probability of being known positive by age with 95% CIS Probability of new diagnosis by age with 95% CIS
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Table 2: Unadjusted predicted probabilities of outcomes by age group

Known positive

New diagnosis

Re-engagement to care

Non-contactable

Pr[95% Cl] Pr[95% ClI Pr[95% CI1 Pr[95% CI1
0.61 0.20 0.10 0.09

15-34 [0.56, 0.671 [0.16, 0.25] [0.07, 0.13] [0.06, 0.12]
0.7 0.1 0.16 0.05

35-49 [0.67,0.73] [0.07,0.111] [0.13, 0.18] [0.03, 0.06]
0.78 0.08 0.09 0.05

50+ [0.75, 0.801 [0.07, 0.101 [0.07, 0.11] [0.04, 0.06]

In terms of ethnicity, our data suggest the following. White participants in the programme had a
significantly higher probability of being known to be HIV positive than Black African, Black Caribbean
and Other/Mixed. Black Caribbean and Black African participants had a higher probability of being newly
diagnosed than White participants, nevertheless 95% confidence intervals were overlapping (indicating
uncertainty about the statistical significance of these probability differences). Black African and Black
Caribbean participants were two and three times as likely to be re-engaged to HIV care as White
participants. Black African and Black Caribbean participants had a lower probability of not being able to
be contacted, however 95% confidence intervals were overlapping slightly.




Figure 5: Unadjusted predicted probabilities of outcomes by UKHSA ethnic categorisation.
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Table 3: Unadjusted predicted probabilities of outcomes by UKHSA ethnic categorisation.

Known positive New diagnosis Re-engagement to care Non-contactable
Pr [95% Cl] Pr [95% Cl] Pr [95% Cl] Pr[95% Cl]
White 0.77 0.09 0.079 0.07
[0.72, 0.811] [0.06, 0.12] [0.05, 0.111] [0.04, 0.101
Black African 0.67 0.12 0.17 0.04
[0.63, 0.71] [0.10, 0.15] [0.139, 0.199] [0.02, 0.051]
Black 0.63 0.13 0.22 0.03
Caribbean [0.56, 0.711] [0.07, 0.18] [0.15, 0.28] [0.01, 0.051]
Black other 0.75 0.07 0.08 0.10
[0.68, 0.831] [0.02, 0.11] [0.04, 0.13] [0.05, 0.151]
i . } 0.16
- [0.505,7(}.87] [0.03,1525] [0.03, 0.29] s
Other/Mixed 0.68 0.15 0.10 0.06
[0.64, 0.72] [0.12, 0.19] [0.07,0.13] [0.04, 0.091]
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In terms of the geographical distribution of those identified as either new diagnoses or as LTFU patients,
the data suggest that participants in Lewisham and other London borough councils had a significantly
lower probability of being known to be HIV positive than SIB participants in Lambeth and Southwark.
Participants in Lambeth had a significantly lower probability of being newly diagnosed than other borough
councils, and finally, participants in Lewisham and other London borough councils had a significantly
higher probability of being re-engaged to care than SIB participants in Lambeth and Southwark.

Figure 6: Unadjusted predicted probabilities of outcomes by London borough council.
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Table 4: Unadjusted predicted probabilities of outcomes by London borough council.

Known positive New diagnosis Re-engagement to care Non-contactable

Pr [95% ClI Pr [95% Cl] Pr[95% Cl] Pr[95% Cl]
0.79 0.06 0.11 0.04

Lambeth [0.76,0.821] [0.04, 0.08] [0.08, 0.131] [0.03, 0.061
0.67 0.12 0.15 0.02

Lewisham [0.66, 0.74] [0.09, 0.15] [0.12,0.19] [0.01, 0.04]
0.77 0.10 0.07 0.06

Southwark [0.74, 0.801] [0.08, 0.131] [0.05, 0.091] [0.04, 0.071
0.60 0.16 0.16 0.08

Other [0.55, 0.65] [0.13, 0.201] [0.12,0.171] [0.05, 0.111
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We also conducted multivariable multinomial logistic regression by demographic characteristics and
can state that after mutual adjustment of demographic characteristics, it was observed that the relative
risk of a female is RRR=.68 for being newly diagnosed vs. being a known positive. In other words, the
expected probability of being newly diagnosed was significantly lower for females (32%). The expected
probability of being newly diagnosed was significantly higher for those aged 15-34 compared to those
aged 35-49 years old. Black Africans were twice and Black Caribbeans almost three times as likely as
White British to be newly diagnosed. Participants in the SIB from other/mixed ethnic background were
twice as likely as White British to be newly diagnosed. Newly diagnosed patients with HIV were more
likely to be found in Lewisham (almost 3 times), Southwark (almost 2 times) and other borough council
(4 times) compared to Lambeth.

After mutual adjustment of demographic characteristics, it was observed that the expected probability
of being re-engaged was 51% higher for females compared to males. The expected probability of being
re-engaged was 44% lower for those aged 50-64 years and 77% for those aged 65 and over compared to
those aged 35-49 years. Black Africans were almost twice and Black Caribbeans more than three times
as likely as White British to be re-engaged. Participants in the Zero HIV programme were more likely to
be re-engaged in Lewisham or another borough council compared to Lambeth. The probability of being
re-engaged is not statistically different for Southwark and Lambeth.

After mutual adjustment of demographic characteristics, it was observed that the expected probability
of not being able to be contacted was 71% higher for females. The expected probability of not being

able to be contacted was 53% lower for those aged 35-49 compared to those aged 15-34 years. Black
Africans and Black Caribbeans had a lower probability of not being able to be contacted compared to
White British. However, these differences were not statistically significant. This is possible due to the
small number of those who could not be contacted. Compared to Lambeth, participants in other borough
councils were more likely to not being able to be contacted. The probability of not being able to be

contacted was similar for participants in Lambeth, Southwark, and Lewisham.
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Table 5: Multivariable multinomial logistic regression by demographic characteristics (probabilities

expressed as relative risk ratios-an RRR below 1 indicates a lower probability, above 1 indicated a higher

probability).

New Diagnosis Re-engagement to care Non-contactable

RRR [95% Cl] RRR [95% Cl] RRR [95% Cl]
Gender
Male Ref. Ref. Ref.
Female 0.70%[0.49,0.991] 1.51*[1.10,c2.071] 1.71*[1.04,2.84]
Age
15-34 Ref. Ref. Ref.
35-49 0.44***[0.3.0,0.671 1.2810.80,2.041] 0.47%10.24,0.931]
50+ 0.349***[0.23,0.52] 0.671[0.41,1.071 0.6310.34,1.171
Ethnicity
White Ref. Ref. Ref.
Black African 1.98**[1.21,3.25] 1.872*[1.152,3.042] 0.53210.270,1.0501
Black Caribbean 2.60**[1.37,4.94] 3.295***[1.843,5.888] 0.35910.102,1.2641]
Black other 0.9010.41,2.021] 0.85810.403,1.8291 1.33910.619,2.895]
Asian 1.47[0.46,4.74] 1.494[0.502,4.445] 0.000 [0.000,0.0001
Other/Mixed 1.97**[1.21,3.2.0] 1.2451[0.744,2.0841] 0.89710.472,1.7021]
Council
Lambeth Ref. Ref. Ref.
Lewisham 2.70***[1.67,4.36] 1.94**[1.29,2.92] 0.47[0.22,1.02]
Southwark 1.85*[1.13,3.02] 0.84[0.53,1.331 1.04[0.57,1.911]
Other 4.13***[2.53,6.771 2.82***[1.81,4.371 1.89*[1.01,3.51]

There are limitations to these data that must be considered. Firstly, the small sample size of those

re-engaged to care and those who decided not-to re-engage does not allow a detailed exploration

of any ethnic, sex and age differences in the odds of being re-engaged into HIV care by HIV clinics

and GP practices. Secondly, the small number of counts (sample size) does not allow to explore how

the demographics of people disconnected from care & reached through HIV clinic or primary care

audit/recall interventions differ from those found through ED testing or another route. Finally, most

participants lived in more socio-economically deprived neighbourhoods, therefore there was limited

statistical power to explore inequalities in HIV care in SIB at the intersection of socio-economic

disadvantage and demographic characteristics.
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Evaluating the processes through which
the Zero HIV programme functioned

The qualitative findings of the service evaluation are structured as follows.

> Firstly, we provide a narrative overview of the programme and combine headline descriptive
statistics with a synthesis of key qualitative data.

> Secondly, we define the distinct elements of the Zero HIV ‘intervention’ and reflect on the ways in
which different actors define these.

> Thirdly, we explore the different intervention elements across their separate healthcare settings in
three subsections — secondary care (hospitals), primary care (GP practices), and the community.

> Fourthly, we present the views of participants in relation to the sustainability of these HIV service
interventions beyond the period of SIB-financing.

Narrative overview

The headline finding from this service evaluation is that the 3-year Zero HIV SIB programme has been
effective in both (1) delivering improved health outcomes for people living with HIV and (2) improving
inter-organisational collaboration and service collaboration across what has historically been a rather
fragmented HIV healthcare ecosystem in South London.

In terms of the health impacts, key actors expressed confidence that this programme had reached (i)
people living with HIV who were previously undiagnosed and brought them into contact with specialist
NHS services and (ii) people living with HIV who were previously diagnosed but had become ‘lost to
follow-up’ (LTFU) treatment services. However, the absence of robust baseline data for key outcomes
or a commitment to a counterfactual evaluation design means it is not possible to attribute outcomes to
specific interventions.

In terms of the organisational impacts, key actors expressed confidence that this programme
successfully mitigated many of the traditional organisational and financial factors that had led

to fragmented HIV services in South London through (i) improved inter-organisational network
working — both formal and informal in nature through boundary spanning activities and a pervading
‘cosmopolitanism’ (Greenhalgh et al, 2004; Damschroder et al, 2009). In addition to this, informants
perceived the increased use of data and monitoring and the realignment of incentives as positively
promoting collaboration and better outcomes. In terms of financing (ii) the programme very effectively
negated many aspects of the existing siloed payments systems for various aspects of HIV services which
actors felt had stymied attempts for providers to implement evidence-informed practice (for instance
in relation to ED and Primary Care testing), or to adapt to practical realities (such as identifying LTFU
patients and providing more flexibility for not-for-profit provider organisation outreach work).
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The programme adapted and grew over the three years with new provider organisations recruited

over the lifetime of the programme and new emphases on delivery developed — for example through
the expanded use of GP champions. This adaptability proved to be very beneficial in relation to the
COVID-19 outbreak in early 2020 (see Stanworth, 2022) and presaged a pivot to greater LTFU work.
Community providers welcomed the flexibility that the programme afforded them overall, though issues
were noted by some providers in relation to how SIB-financed work may have been seen to duplicate
existing work commissioned more conventionally. This ‘messiness’ of competing contracts, and
perceptions of ‘double-dipping’ was problematic and caused extra labour for some actors and reflects
the complexity of the existing commissioning landscape with resultant conflicts, and the overall lack of
coordination between NHS and not-for-profit service provisions.

The role of EJAF was praised by informants. The organisation played a key boundary spanning function
and delivered leadership, support, and encouragement to other organisations. EJAF were crucial
players in the design, financing, and delivery of the programme acting as co-commissioners, financial
intermediaries, project managers, and data analysts. EJAF successfully disrupted many of the existing
inter-organisational, financial, and institutional barriers that historically inhibited more systematic
implementation of testing, LTFU and better joined-up HIV service provision. EJAF were instrumental

in shaping an ‘outer context’ conducive to improving HIV services in South London. Namely, EJAF
facilitated the establishment of systematic processes that helped enable other organisations and
individuals to focus on identifying and caring for people living with HIV — free from some of the
organisational and financial impediments that had hindered such work previously.

Rather than one ‘intervention’ the qualitative data highlighted that the actors involved in commissioning
and delivering HIV services through the Zero HIV SIB programme felt they were delivering a suite of
‘interventions’. Some of these have a strong existing evidence base and have been recommended in
existing guidelines whilst others are more organisational and pragmatic. Some were new and developed
as part of the Zero HIV SIB programme whilst others were already in existence in some or other settings.
A key finding was increased flexibility and local discretion to use funds to tailor services more closely to
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the needs of those using services as we have seen in other health focused SIBs in the UK (Fraser et al,
2018).

A key aim of the programme was to further the evidence for these interventions and change practice
going forward. A criticism of the programme raised by some informants was that more work could have
been done to ‘baseline’ existing practice and prove the attribution of some of these interventions in
order to provide a more robust body of evidence to sustain these going forward once the SIB financing
ended in December 2021. Though beyond the scope of this current service evaluation, it appears that
learning from the programme (particularly in relation to ED testing) may have been used to inform
national and local level policymakers in future HIV policy development.

There are mixed views from informants in relation to the sustainability of the improvements to South
London HIV services delivered through the Zero HIV SIB programme after the SIB-financing is gone. The
regional commissioning ecosystem is undergoing a further reconfiguration as the new Integrated Care
System is developed. More research is needed to follow these developments over the coming years.

One interesting question that divided informants to a degree related to the extent and nature of public
versus third sector financing and delivery of HIV services in the future.

Defining the Zero HIV SIB-financed ‘intervention’

Figure 2 presents a useful graphic representation of the different interventions which occurred in
different settings and locations as delivered by various NHS and non-NHS provider organisations.

Figure 2: Overview graphic of Zero HIV SIB programme interventions (taken from Stanworth, 2022)

Healthcare setting

 Offer ‘opt-out’ tesing and support to those who access services  Offer testing and support in a
e |dentify those LTFU when they access services variety of community settings
Interventions * Proactively contact those identified LTFU by data analysis o Target those most vulnerable
* User HIV experts and champions to support and educate and least likely to seek
colleagues in how to engage patients treatment
Providers Hospital Trusts GP Foundations VCSEs

Hospitality venues
Saunas and gyms
Barbers
Places of worship

Accident and emergency
Locations departments GP surgeries
Other surgical wards

In the qualitative interviews we asked participants to define and explain the Zero HIV programme in
their own words — whether as a health ‘intervention’ or something else. Most informants emphasised the
multi-modal and multi-locational nature of ‘intervention’:
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‘There are different programmes running in different services, so you’ve got the community
organisations, you've got things running in Primary Care through the GPs and then through
Secondary Care in hospitals and HIV clinics. So, for example we have the HIV testing

on new patient registration in GP surgeries for example, or testing patients for HIV who
have never had an HIV test as they’re going for other routine bloods, we’ve got community
organisations who are actively going out and doing point of care testing at events or
amongst particularly affected ethnic groups... And then in the hospitals, we’ve got the
introduction of the routine opt out testing, HIV testing in the AGE department, so anyone
who visits and hasn’t ever had an HIV test or not had one in the last twelve months will
have that test added onto their bloods. And then we’ve got the HIV clinics who are setting
up more robust pathways for patient recall and auditing their clinics to find out who’s not
been seen in the last twelve months and bringing people back into care.’

Hospital nurse 1

This informant went on to highlight the way that the programme combines an experimental element —
i.e., building an evidence base around local effectiveness with a commitment to following established
guidelines:

‘It’s experimental but it’s also, you know, what we’re doing is based on best practice...
that’s outlined by NICE and BHIVA, but the resources have not been sufficient for it to
happen. So, I suppose it’s not routine, it hasn’t been routine in the past for HIV testing to
be done in the AGE Departments, but it is clear in NICE guidance that it should be done
in areas of high incidence, which our hospital is in an area of very high incidence of HIV.
And that’s not happening [outside of this programme]. And I think the main reason, well,
in my limited understanding, the main reason it’s not being done is because there’s other
priorities and because there’s not the funding, it’s not been prioritised as a funding, or it’s
not been a priority funding need... there must be a lot of things that are in guidelines and
best practice documents that we all know that’s what we should be doing but actually it’s
not achievable within the budget that we are afforded.’

Hospital nurse 1

For many informants, the programme functioned as a way to encourage greater and more consistent
uptake of existing evidence-informed practices by removing traditional barriers linked to funding,
staffing, or competing clinical or organisational priorities. The commissioning manager below
emphasises the ways in which the programme goes beyond initial testing and LTFU work to encompass
greater support post-diagnosis to encourage all patients to enter (or re-enter) NHS care.

‘At its core, it’s HIV testing, and then communication with people who are, identification
and communication with people who have dropped out of care. So, HIV testing, but also,

I guess, what’s slightly different with some of the more transactional HIV testing stuff

we fund is that, obviously, the outcome paid for is HIV identified and the person enters
care, so people have to take them all the way on that journey. Now, of course, that’s not
the only intervention under the SIB, in the sense that it’s funded more developmental

stuff, GP champions, etc., but generally, that’s been about building networks and clinical
infrastructure to support testing across our local, well, what I would say our ICS [Integrated
Care System], but really, it’s Lambeth, Southwark and Lewisham.
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‘We haven’t expanded it out to Southeast London yet, but [this is an aim]’
NHS/LA service commissioner

Alongside this greater support for people living with HIV, the programme functions at a regional level
to foster the development of increased clinical skills and networked working alongside deeper inter-
organisational collaboration.

For some of those involved these different interventions were new — but not for others:

‘Was there anything novel? So, whilst some of this work had been done in some settings
and wasn’t novel at all, had been doing it for some time, any time you brought it to a new
setting it was novel. So, if you were a GP practice that you’ve never done HIV testing

for any of your patients, it’s novel... And again, in the A&G'E departments where it was
embedded and it wasn’t particularly novel, but telling another A&E department, who

are flat out and not meeting their four-hour waits and falling over and got NHS[England]
breathing down their necks, it’s not only novel, it’s almost beyond comprehension that
you’re now asking them to do something else, which they quite often don’t perceive to be a
high priority.’

Commissioner 4

This informant captures the complexity and variability of the pre-existing situation and how the
programme sought to encourage greater standardisation across the boroughs involved. Interestingly,

the evaluator of the programme — with extensive experience of other SIBs -noted the uniqueness of this
programme compared with other SIBs in relation to the variation in numbers, types and settings in which
‘interventions’ take place.

In summary, informants positively emphasised the multi-dimensional nature of the programme and how
it encouraged a more standardised uptake of various complementary activities that sought to identify
new and existing people living with HIV through clinical and organisational interventions and practices
across a variety of healthcare and community settings. The programme identified existing obstacles

to the implementation and normalisation of evidence-informed practices and proposed solutions to
overcome these in a more systematic way.
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Secondary Care

We collected data from NHS staff working predominantly in two different Southeast London hospital
settings. In this report we mostly aggregate the findings from both settings. In further academic work
we plan to explore the differences across these two ‘inner settings’ (Damschroder et al, 2009) in more
detail. Hospital staff emphasised two distinct activities or interventions at the secondary care level. The
first of these is ‘opt-out HIV testing’ which took place predominantly in the Emergency Department (ED)
of each hospital with a view to diagnosing new HIV cases. The second is the identification and active
tracing and communication with people with a known existing HIV diagnosis who had disengaged from
NHS HIV clinical services — or colloquially - ‘lost to follow-up’ (LTFU). In practice, there was a good degree
of cross-over between these two activities, notwithstanding this, we explore them separately below.

Opt-out HIV testing in the ED

The Zero HIV programme set out to institute and regularise HIV testing for all patients who required
blood tests on presentation at the ED department in participating hospitals. This initiative was in line
with existing (British HIV Association) BHIVA and NICE guidance. However, prior to the Zero HIV
programme, it had been hard to implement this locally for a number of reasons including (1) financing
(2) staff reluctance and (3) competing organisational priorities.

Financing ED opt-out HIV testing has long been problematic, falling between the cracks of the three
potential funders — Local Authorities (LA), Clinical Commissioning Groups (CCG) and NHS England
(NHSE)— as articulated by a hospital manager:

“That’s why, historically, when we’ve done what’s called our provider intentions, when we
set out service developments, we’ve always put that we would like ED tests, HIV testing in
ED, to be funded. And Local Authorities have always pushed back because, within their
commissioning arm, what’s been delegated to them from the government is not anything
to do with preventative sexual health. So, they’re not responsible for that funding element,
whereas our CCG commissioners, they’re also not technically funded for any preventative
care for HIV, which involves testing. You're only tested, for example, if you came into the
hospital, maybe you were in critical care, and they’ve eliminated, maybe, majority of all
the other tests that could be contributing to your illness, they’ll be like, we should test you
for HIV, we’re going to ask you, have you ever had an HIV test? So, it was then in those
instances that a certain number of patients would then be tested. But within our contract
with CCG commissioners or NHS England commissioners, there is no, sort of, requirement
for them to fund for testing for HIV, either in ED or just as routine. So, NHS England fund
our HIV treatment as part of their specialised services arm, so they would actually fund
treatment once you’ve been diagnosed with HIV [but not testing in the first place].’

NHS manager 1



SIB-financing as part of the Zero HIV programme solved this historical problem by explicitly stepping

in and funding HIV opt-out testing in the ED. The funding model that was negotiated between EJAF for
one of the NHS trusts was structured in such a way that it guaranteed a minimum funding level so that
the hospital would not be out of pocket regardless of the ‘success’ of the new testing regime, and also
incentivised them to reach as many people living with HIV as possible. In this way it removed the barrier
of financing which had prevented opt-out testing in ED to take place hitherto. This might be seen as a
SIB-related flexibility mechanism.

The desire to increase testing was there from HIV specialist staff already — but the EJAF funding enabled
them to move from ‘one-offs’ to a more regularised model:

‘So as soon as I came here, I started to try and get HIV testing a little bit improved in
other departments. And ED was the obvious one. But hit a lot of brick walls in terms of
financing. So, I did manage to persuade people to let me do things on World Aids Day and
HIV testing week, and things like that. And they were just one offs. And actually, even
back then, still dealing with quite a bit of prejudice and stigma amongst the staff. A lot of
misconceptions that it would take an awful lot of time, and a lot of concerns about consent
process of testing someone for HIV... And so, a lot of education around various different
departments and staff and trying to feedback when there were late diagnoses — not always
being greeted with great response to that. And then just felt like I was coming up against

a brick wall the entire time in terms of funding, so when EJAF came along, it was just
brilliant. And to be honest, we just started very, very promptly because we’d already done
all of that kind of groundwork, and actually the main issue was cost.’

HIV Consultant 1

The theme of staff reluctance to engage and HIV stigma in the quote above was a recurring one noted by
HIV champions — replicated by a nurse below:

“Throughout my nursing career I've always had an interest in HIV. So, where I trained...
it’s a very taboo subject... So, we had a patient in ED at [another London hospital] that
had come in after a chemsex party, really unwell, and it was just the nurse’s attitude. I
overheard them talking about HIV and it was just the nurse’s attitude, and I was like
“Actually we need to change this”. So, this is why I am now quite passionate about it. So,
my involvement in the ED down in [this hospital] was actually I liaised with, so my link
role as an emergency nurse practitioner was sexual health, so I was liaising with the [HIV]
Clinic and bits and pieces, trying to push it. And from my own experiences, good health
promotion experience as well. The one thing I was quite keen about is actually we need to
get people talking about it and making it an everyday norm and I think that’s why I like it
because actually it’s, the management of HIV has come such a long way and we now treat
it as a, what I would call a chronic condition because of medication, so actually let’s get it
out into the forefront and talk about it and make it an everyday conversation, not a taboo
conversation.’

Hospital nurse 2
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A strong and consistent finding was the level of personal and professional dedication that the vast

majority of informants had towards people living with HIV and career-long desire to improve HIV services
— however, these commitments from HIV champions were sometimes not taken-up by non-HIV specialist
clinical staff. This is important because the majority of work actually done to deliver opt-out testing was
not carried out by HIV specialist clinicians — but ED nurses. Therefore, a significant implementation
challenge revolved around changing the perceptions, attitudes and working practices of ED nursing staff.
This involved changing the culture and dialogue from asking ‘do you want an HIV test’ to ‘this is an area
of HIV incidence. We test everyone unless you ask us not to’.

Non-specialist HIV nursing staff reported how in the years prior to the Zero HIV programme, opt-out
testing in ED had not been the norm — indeed HIV testing in ED was rare and only tended to occur when
ordered by doctors if clinically relevant. With the introduction of the Zero HIV programme, a programme
of awareness raising had taken place:

‘During handover [Band 7 nurses] will just tell us “OK we’re doing the HIV testing for
all patients. You just have to tell [the patients], ask for permission and that’s it. If they
don’t want, then just not do it” — something like that. It was very quick, really simple. To
be honest not a lot of us were complying to it at the very first I think weeks, or probably
months, and even now some of us do not do it.’

Hospital nurse 3

The new opt-out testing initiative adds further complexity to the interactions that nurses must have with
patients thereby increasing the time it takes to triage patients. It also emerged that some spaces are
more conducive to these conversations than others:

‘It’s also a very difficult conversation, and they have brought this up, because it’s OK if it’s

triage because you are in a room, in a private room and it’s you and the patient. But it’s

quite different say for instance if you were in Majors. When we get a lot of patients, and we
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don’t have enough cubicles we let them sit on the grey chairs and sometimes they sit beside
each other, and those conversations are quite difficult to ask them if they want HIV testing
when other patients or relatives of patients can hear you. So, I brought this to the matron’s
attention that it’s hard to get the patient’s consent, because in my opinion the consent for
HIV screening needs to be private.’

Hospital nurse 3

It is apparent that ED opt-out HIV testing can be challenging in the inner setting of hospital EDs. In
another hospital involved in the Zero HIV programme, the approach taken was different, in that notional
consent for testing was assumed — and this was achieved through extensive publicity about HIV testing
— for instance through leaflets and posters.

The key factors in mitigating these challenges were HIV specialist staff linking into and liaising with ED
staff — in particular the Clinical Nurse Specialist (CNS) role seems crucial:

‘I think there was some resistance from some of the staff in A&E about the testing, but we
learned to work with the people who were really on-board with it and kind of used them as
our channel, but the important thing for me was to try and build a relationship between the
clinic and the staff there, so yeah, I would go to A&E handovers. I did try and go to some
of the doctors’ handovers, which I did a little bit, just at the beginning you really want to
get it into people’s minds. I went to a number of the staff training days for A@E for the staft
nurses and the HCAs, I went and did sessions with the new rotating doctors as well’
Hospital nurse 1

The CNS role is significant in terms of boundary spanning from the HIV-specialist setting to the ED.
Numerous informants spoke of the significance of the regular presence of the CNS during shift handover
and also the feedback in relation to patient outcomes that the CNS provided. This is important as a way
of expanding support for the intervention through highlighting the significance of the intervention and
the value it has for patients and improving care:

‘Eventually I got onto the ED Friday news, so I would start — I would particularly go back
and share case studies — so when we had our first new diagnosis it couldn’t have been

a better patient case study because it blew people’s minds, that an 85 year old was the

first lady that was tested... that was so helpful because suddenly people started to go ‘oh
right, OK, this is bigger than the gay community and our drug users’ and, you know, it
really helped, so sharing those case studies, as I went I'd say ‘right we’ve had four new
diagnoses this month’ and share some of the stories and that really helped people to see the
importance of the testing.’

Hospital nurse 1
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Having the CNS in place and able to aid the opt-out ED HIV testing intervention with support from
HIV specialist colleagues highlights the organisational prioritisation of HIV services linked to the

Zero HIV programme — such prioritisation had previously been lacking. The CNS role was partially
funded by outcomes from the Zero HIV programme. In addition to the clinical champion activities, the
CNS also plays a substantial role in data collection and presentation related to ED diagnoses and has
a clear understanding of the links between new diagnoses and outcomes payments, reiterating the
significance of how the wider financing model/outer context/incentives de-risks the hospital to
innovate the staffing model.

In summary, implementing opt-out HIV testing in ED was a complex undertaking. The key staff members
implementing the intervention are not HIV specialists and may display resistance to the intervention

for understandable reasons given their wider work commitments and time pressures — especially in the
early days of implementation. The stigma around HIV complicates the discussions that ED nurses have
with patients and the physical spaces in which these discussions must take place are suboptimal in
many ways. The different models in relation to consenting patients found in the different sites are worthy
of greater examination in further research.

Notwithstanding these implementation issues, the overall picture is one in which ED opt-out HIV testing
is better established than before the Zero HIV programme in the hospitals in which we conducted

our research and has generated new HIV diagnoses which would have been less likely without

the intervention. Key factors in driving this change are a clear and reliable funding stream for the
intervention and dedicated HIV specialist staff support — from the CNS working in a boundary spanning
role, encouraging ED staff to implement the intervention, and feeding back results, generally raising
awareness, and acting as a clinical champion with other HIV specialist colleagues.

These positive changes are attributed by informants to the Zero HIV programme.
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LTFU work in the hospital setting

The second significant intervention in the secondary care setting is LTFU work. This work involves
hospital HIV Clinic staff systematically reviewing databases of known HIV patients and reaching out

to those who have stopped attending NHS care, talking to them, and encouraging them to re-engage
with HIV services. The work is difficult as contact details may be out of date and some patients may
reject the outreach attempts. Often these individuals may live in deprived or marginalised settings and
may have profound mistrust of public and wider institutions, be fearful due to their immigration status,
or be concerned that anyone in their community may learn of their HIV status. LTFU work is therefore
time consuming, administratively burdensome, and potentially emotionally challenging. It requires
administrative, clinical, and social skills alongside patience and persistence.

There are many parallels with the opt-out ED HIV testing in terms of the barriers to achieving LTFU
success and the facilitators which the Zero HIV programme put in place. Like the opt-out testing
intervention, there was (1) some confusion and complexity in relation to which commissioning body
ought to finance LTFU work and (2) a lack of organisational prioritisation in terms of doing the LTFU
work. Unlike opt-out testing, staff resistance and HIV stigma are themes that do not emerge as barriers
in relation to LTFU as the team consist of HIV specialists. Neither is there an established evidence base
proving the benefit of LTFU work (in contrast to opt-out ED testing) — it is more of a practice-based
intervention, dependent on relationship-building with often vulnerable populations, and time-consuming
data cleaning activities and analyses. Finally, the boundary spanning role of the CNS emerges as

a significant factor, as does the payment mechanism and somewhat unexpectedly, the COVID-19
pandemic is seen by some informants as something of a facilitator in the successful development of
hospital led LTFU strategies.

The quote below from one of the HIV consultants captures key elements of the story around the existing
barriers and eventual facilitators rather neatly:

‘A lot of [the LTFU] work I've always done... because it was quite important. But we were
just overwhelmed by the work that we’ve [already] got, and, even doing the kind of here
and now and things that come to you — so sort of seeking out that extra work is something
that you don’t have as much time for. And I think that was supposed to be mainly
something that community nurses did, but they’re not the people who are best fit to do that.
It has to be from the hospital, who decide, who are much more aware of who’s to follow

up and who isn’t. And they’re also completely overwhelmed looking after all these really
complex patients in acuity. So, it’s been brilliant when EJAF said that they were interested
in the [LTFU work] as well, and once we got the ED testing up and running, and it was not
requiring as much of [the CNS] time anymore — she’s now devoted herself to that, because
there’s quite a backlog. So, the whole idea is that can shift the backlog and then have much
more better ongoing things to re-engage people much earlier in the piece. And she’s done
brilliantly. Really, really brilliantly. It’s not always success stories, we don’t always get hold
of people, but if we do get hold of people, they don’t always want to take treatment, but for
those people who’ve got plans in place — so I feel much more comfortable about it all. And
it has made a huge difference, having her designated role to do it.’

Hospital Consultant 1
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Before this work was specifically identified and financed by the Zero HIV programme it suffered from a
lack of ‘ownership’. Community nurses received some funding to pursue patients who were LTFU, but
some informants questioned whether these were the best placed actors to do so. At the same time,
clinical staff from the hospital engaged in ad hoc LTFU work but were not able to focus systematically

on this work due to other work commitments. A further key issue expressed by informants related to
problems with the data — i.e., missing data, or poorly categorised data, and that no one ever had the
time to fix such problems. As part of the Zero HIV programme, responsibility for the LTFU work (of
hospital patients) was directed to the CNS, who, in conjunction with other HIV specialist staff was tasked
with tracking down LTFU patients and bringing them back into NHS care.

The outcomes payment approach delivers a significant fee for each new or LTFU patient linked to HIV
care and registered by the hospital in a way that is completely different to before. This means that time
spent on LTFU work can become generative as opposed to consumptive in financial terms — in complete
contrast to prior practice. A number of informants also pointed out that this was work which could take
place throughout the periods of lockdowns in response to the COVID-19 pandemic (Stanworth, 2022)
which was highly beneficial for all parties. Once more this highlights the flexibility and adaptability of the
Zero HIV programme.

In summary, the LTFU strand of the Zero HIV programme developed over time to become highly
significant and effective in re-engaging HIV patients. The programme increased the organisational
importance of this work through mandating the practice within the work-role of relevant and capable
hospital staff and incentivising HIV teams to do this work through the outcomes-based financial model. It

was particularly useful and durable during periods of COVID-19 ‘lockdown’.
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SECONDARY CARE PATIENT EXPERIENCE
BENNIE’'S STORY

Bennie has lived in London for many years. A couple of years ago, he was not feeling well — so he
went to his local ED. One of the ED doctors organised for him to have an HIV test in the ED, despite
him having very few HIV risk factors: ‘The doctor] asked me, have | ever been tested for STDs or
HIV, and I said, no, and they said, did you mind, | said, | don’t, because obviously, | didn’t think
anything of it.”

He was admitted to hospital from the ED and thought nothing more of the HIV test. Two days after
his admission, he was visited on the ward by the HIV team: ‘So, they came in and they said that |
tested positive, and obviously, they gave me all the support and stuff.’

Bennie spoke very highly of the support he received from the HIV clinical staff, describing them

as: ‘Very, very supportive. [the nurse] held my hand, and it was, | mean. .. we are kind of friends
when | go [to the clinic] for my blood test. It’s like family. .. they told me everything, they explained
everything. | mean, | cannot thank them enough. .. every time you go [to the clinic] it’s just like, they
don’t look at you like you’ve got disease; they look at you like you just come in and say, hello, good
morning, how are you? The nurses know, and even when they take the blood test, everyone is so
friendly, you just do want to go there, literally’

Bennie is fully supportive of opt-out testing in ED: ‘I think they should do it [test for HIV]
automatically, that should be just a normal, standard thing, because like | said to you, | don’t know
when and how... I mean, I think | know how, but I still, I’'m not 100% sure, and if they didn’t do that,
then I was still living and probably been much more ill than | am now, so there should be standard
tests like they shouldn’t ask, they should just do it.’

Bennie had heard of EJAF and had an understanding that they were involved in some way but felt
that the service functioned as a standard NHS one. He was keen that the service continue beyond
2021 and that the NHS fund the service.

He was keen to pass on the following message about education for schoolchildren and for HIV
testing to be increased and normalised for everyone: ‘I think that [schools] should have someone
to actually come in to talk to them about HIV, how you catch it or how not to catch it, just to make
them aware. .. To avoid it and to help them understand that if you do get it, it’s not the end of the
world, but it’s better for them not to get it.’
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Primary Care

We collected data from GPs acting as ‘Champions’ for the programme working in three different GP
practices in two Southeast London boroughs. Primary Care is different from Secondary Care in that
services are less coordinated, meaning that there was quite a bit of variation in the activities that made-
up the intervention. Nevertheless, the intervention at the Primary Care level can be broadly grouped into
three main activities: awareness raising with GPs; opt-in HIV testing; and LTFU work. In this section we
compile the findings from across these different settings integrating some discussion on variations and
will explore the differences between them in more depth through further academic work.

Awareness Raising

Across the interviews the GP Champions discussed how many in Primary Care hold the view that HIV
prevention and care ‘wasn’t something that GPs did’ (GP2), and that HIV is currently not a ‘priority’

in Primary Care, for instance when compared to diabetes, asthma, and COPD. Therefore, the HIV
Champions described an important aspect of their work in terms of ‘trying to encourage GPs to be more
mindful of HIV patients... [and more generally bel a bit more aware of HIV' (GP1). All interviewees
described the SIB and formation of the HIV Champion role, as crucial for developing HIV prevention and
support in Primary Care, in that the greater autonomy of individual GP practices calls for a more tailored
approach, and therefore also holds space for experimentation. As one HIV Champion describes:

‘[through the SIB] people are almost being paid to think about it [i.e., practice procedures
related to HIV care] ... [in GP practices] thinking time is not really valued... if you’re not
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doing something, signing a prescription or looking at a blood test result every second of the
day or talking to a patient then you’re wasting your time’
GP2.

Examples of innovative thinking towards raising awareness of HIV in Primary Care include the organising
of educational events for GPs, nurses, and GP trainees, that in one borough also included networking
with secondary care HIV specialists, as well as stigma reduction trainings for administrative staff
(identified as an issue by third sector organisations that the HIV Champion spoke to). In one borough,
they have also trialled using the outcomes-based financing of the SIB as a ‘financial carrot’ for
encouraging GPs to engage with the programme, with certain monies from the outcome payments being
sent directly to the individual practice. Competition between practices was also used as an incentive:

‘“We had a dashboard, and we would send out this monthly newsletter with the dashboard
attached so that we could compare with other practices but also compare to previous
months and see whether we were up or down... and actually that was really interesting
because people would be like, “your practice is doing well” and that generalised peer
pressure was quite helpful’

GP3.

One interviewee identified the cross-borough HIV Champion monthly meetings (facilitated by EJAF) as
an important space for developing ideas and sharing learnings, and suggested, if anything, that more
time for experimentation and evaluation would have been useful. This innovative thinking can also be
seen in the other two intervention activities.

Opt-in HIV testing in Primary Care

Owing to issues of consent, opt-out HIV testing was found to not be possible in Primary Care settings.
Therefore, efforts were put towards increasing opt-in HIV testing. One approach developed by a GP, and
which was shared and taken-up by practices in other boroughs, was to alert GPs through the electronic
records system that they use, when an attending patient has never been tested for HIV or has not been
tested in the last year. The awareness raising activities (described in the previous section) included
promoting information about these alerts along with skills-building exercises with Primary Care staff on
how to initiate conversations about HIV testing. In one borough, three GP practices trialled sending out a
text message to patients asking if they would like an HIV test, however this ultimately was not considered
a success in that HIV testing did not really increase and because the people who responded were already
quite ‘health aware’. Nevertheless, this was described as an important learning opportunity in that
opportunistic testing with GPs initiating the conversation was concluded to work best in Primary Care.
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LTFU and HIV Support in Primary Care

As with Secondary Care, lost-to-follow-up work largely involved the time-consuming work of auditing
records and trying to make contact with patients, often from vulnerable groups, who do not always have
consistent phone numbers and addresses. One identified challenge in relation to the SIB, was that it
was not always clear who the payment for LTFU outcomes should go to (i.e., Secondary Care or Primary
Care). In one borough, where relationships were strong with Secondary Care, they described negotiating
this on a case-by-case basis, however this was described as being much more challenging and political
when working relationships with Secondary Care were less strong.

Different from Secondary Care, all of the HIV GP Champions identified these LTFU-related activities
(i.e., auditing and contacting patients) as also crucial for ensuring that all patients living with HIV are
receiving the care that they need. As described by one interviewee:

‘T've been quite surprised about how ... [GP] practices manage HIV...[they] make a new
diagnosis and then... say “Oh well you know you just self-refer to the local clinic?” No
follow-up, no sort of “This is a major life changing diagnosis, how do you feel about that?”
No doctor contacts them’

GP2.

Another GP described this work as being about ensuring that HIV is treated as a chronic disease, and
that it is normalised in Primary Care, but that this change in culture will likely be enormously difficult to
achieve.

The Zero HIV programme work in Primary Care has therefore supported the further development of
integrating HIV prevention and care into GP practise. This has included the building and strengthening of
relationships with HIV services in Secondary Care, along with relationship-building across GP practices,
federations, and boroughs aimed at mobilising GP engagement in, and commitment to HIV prevention
and care. As indicated by the HIV GP Champions, this area of work remains a challenge in Primary Care,
and questions around sustainability are particularly pertinent in regard to the potential loss of financing
for the HIV GP Champion role.
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PRIMARY CARE PATIENT EXPERIENCE
SUZIE’S STORY

Suzie returned to London having lived away from the capital for a few years and registered as a
new patient at her new local GP surgery. At the end of her new patient check-up the nurse asked
Suzie if she’d take an HIV test: ‘as | was just leaving the surgery [the nursel, really nicely, asked

me would | be prepared to take an HIV test and | thought, well, yeah why not. Now had | been in a
hurry that day, | wouldn’t have taken that test, it would have been one of those things where | would
have said ‘look, do you know what, next time I’'m coming in I’ll have that’, but you know that day
never happens does it...’

Suzie had very few HIV risk factors, but, very unexpectedly, the test came back positive. Suzie was
referred to her local hospital to see the HIV specialist team the following week. That week spent
waiting for the appointment was hard. However, once she met the specialist team, led by the local
consultant she felt in safe hands: ‘I’ve got a lot of faith in [the HIV consultant] because you know
when you meet someone and you kind of click and you know that they’re going to go above and
beyond and she’s very much like that.’

Suzie’s HIV was diagnosed before she developed any symptoms. She was put on to treatment and
is able to live a fully functioning life. She is an advocate for Primary Care opt-out HIV testing: ‘you
can'’t force people to have it, but if anyone said to me ‘what would you advise me to do’, my advice
will be always to have the test, because in the extremely unlikely event — and it is extremely unlikely
— then you will get treated. So, | can’t see a negative in it at all.’

Suzie suggested a good analogy for the inclusion of HIV testing in new patient appointments might
be the following: ‘it’s like checking a car, taking it in for a service and not checking the brakes isn’t
it, you know, we’re going to check everything but we’re not going to check the brakes. It’s got to be
done, hasn't it?’

Suzie was not aware of how the service was funded — or the involvement of EJAF or the nature of
the SIB — for her, the experience was one in which the NHS provided an excellent, well integrated
care pathway: ‘A really, really good NHS [servicel, you know, when the NHS is at its best kind of thing.’

Finally, Suzie stressed: ‘one thing that I think could be changed and there should be more public
awareness of taking this test and put over in such a way ‘look, this is not something you should be
scared of, this is something that you might need’... [furthermorel It will save the government money
in the long run, if they can get everybody on treatment, the cost of HIV treatment will come down’.
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Community Care

Since the 1980s London has been served by a number of third sector provider organisations that have
been delivering out-reach and wider support services to people living with HIV, or communities of people
with a raised risk of contracting HIV including HIV testing services in non-clinical settings. Different
organisations have historically targeted specific population groups such as men who have sex with men
(MSM), immigrant communities from global areas of high HIV prevalence, and others. These community
providers are very important because they are able to reach people living with HIV who may be wary
about engaging with NHS services — for reasons of HIV stigma as well as fears about eligibility for care
due to immigration status, or not realising that HIV care is free. Like NHS HIV specialist staff, those
working for these community provider organisations demonstrate commendable dedication to serving
the needs of people living with HIV.

Historically, these services have been financed in a number of ways — with funds coming from a mixture
of philanthropic, private, and (a range of different) public sources. Public sector funding for these
community delivered services has traditionally been structured through short-term contracts rarely
linked to outcomes. The financial viability of such providers in this climate is sometimes perilous.

A key factor informants identified in the Zero HIV programme as manifested in the community setting
was that it served to increase and simplify financing for this outreach work. In addition, the finance
provided through this programme had more flexibility in terms of what it could be used for and when,
and upfront funding was highly valued by providers as it reduced their sense of risk and also increased
their ability to staff and deliver services before outcomes payments arrived:

‘In the charity sector, we’ve not had much experience with [Payment by Results], so it was
always approached with a bit of hesitancy, and I think the agreements that were made with
EJAF about, okay, well, at least you’ll get an upfront payment of X amount, which gave us
a bit more confidence to engage with the process, whereas if it were payment by result from
the very start, we would be quite nervous about, because normally, we’re running things on
a shoestring budget a lot of the time.’

Community provider worker 4

“The contract says you can be [given advanced funding] and that’s to help you set up, buy
the testing Kits, train your people how to do your clinical protocols and then basically get
people to pay, facilitate to pay for people, so you can get supplies and pay your staff to go
and test.’

Community provider worker 2

In addition, the pivot to outcomes-oriented payments incentivised some community provider staff in
what were generally reported as positive ways:

‘It’s been a real motivator for [staff] in terms of getting people. I mean, we’ve always been
good at, as a charity, hand-holding people in, making sure they get to care, but having
that extra incentive for the team has been great... The team are fully aware of the payment

structure, and it has motivated them, and it has, as I said before with engaging already
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positive people, it’s provided those additional conversations to be happening, and I think
overall, it’s been really good for the team.’
Community provider worker 4

This kind of statement was repeated by all community providers we interviewed. This ‘hand-holding’
concept — whereby the different providers developed deep and trusted relationships with their newly
diagnosed (or newly re-engaged) clients was particularly important to clients during the period between
their reactive test and their visit to the HIV clinic for confirmatory test and starting treatment. The theme
also recurred across the interviews with different provider organisations and was linked to an informal
‘cosmopolitanism’ (Damschroder et al, 2009) whereby personal networks across charity and NHS
providers were harnessed to facilitate the discrete and smooth transfer of care from trusted community
providers to NHS colleagues:

‘My first client [identified as part of this programme], he didn’t know he had HIV, and I
made friends with somebody from an organisation... it’s basically like a community ... in
London and they’re really nice and I made friends with them and they said ‘oh I know this
person who contacted me asking for how can I get [tested for] HIV...” and they connected
me with this person and then I took them to Guy’s,[Hospital] well, so my friend from this
community advisory board was going to take them to Dean Street and I was like ‘no, no,
no, wait a minute’ and then I contacted *‘David’ at Guy’s, so the consultant, and I was like
“’David [I have this patient, can I bring him to you?]” and then he was like ‘yeah, of course’
and then I just cancelled the appointment at Dean Street... took the guy to Guy’s, he was
positive, and then that’s how I leave them with treatment, we went for a coffee after, we get
on very well,[and keep in touch after the diagnosis]’

Community provider worker 1

*Name changed to respect anonymity

This cosmopolitanism is linked to long-standing relationships between non-NHS and NHS HIV workers
but there is also a sense in which EJAF furthers this through regular meetings and data sharing as part
of the wider ‘outer-setting” and policy conditions linked to the programme. Beyond this, the community
providers engaged in cosmopolitan activities by definition — delivering testing in a wide range of
community settings such as clubs, bars, barber shops, shopping centres and more. COVID-19 and the
resultant restrictions placed on social interaction impacted on the feasibility of such tactics (Stanworth,
2022). This led to community organisations targeting known people living with HIV who had disengaged
from NHS care, or new arrivals to London from outside if the UK with an existing HIV diagnosis who
were yet to access NHS care. This generally points to the high level of flexibility built into the Zero HIV
programme at the community level. It was highly adaptable and pragmatic.

Whilst the general picture here is positive — in terms of the Zero HIV programme enabling these
community organisations to successfully provide targeted out-reach to often vulnerable or marginalised
people and support them to secure NHS care, there were problematic issues highlighted by community
informants. Mostly these were linked to the ways that the SIB contract interacted with existing London
HIV prevention programme work leading to possible perceptions of ‘double-dipping’ that had to be
navigated, and also that the level of HIV positivity in the community meant that the cost of work needed
to achieve an outcome might not be recouped through the outcome payment.
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In summary, the Zero HIV programme was welcomed by community providers as it released funds to
enable them to provide services in flexible, adaptable ways. The programme encouraged cosmopolitan
working practices across non-NHS and NHS organisations and actors and delivered welcome central
guidance and support — often from EJAF. The PbR model and level of outcomes payments were seen as
positive innovations.

Sustainability

It will come as little surprise, having read thus far, that there was a unanimous desire for many aspects of
the Zero HIV programme to continue beyond 2021. Opt-out testing in the hospital setting — particularly
ED - was seen as a major priority, and many respondents were keen that the work piloted in the ED
departments involved in the programme be spread to other local EDs also. Likewise, there was support
for further opt-in testing in primary care, and a desire for communities of practice and opinion leadership
activities such as the HIV GP champion programme to be sustained. In addition, HIV specialist clinicians
were particularly keen for the LTFU work to continue beyond 2021. The picture in relation to community
testing and LTFU work was slightly more contested. Whilst all informants recognised the value of
community outreach activities provided by the not-for-profit sector, there was a concomitant belief that
such work would continue to be funded in various ways going ahead.

There was a mixed set of opinions in relation to the necessity and desirability of the SIB-specific
elements of the Zero HIV programme model and whether and to what extent these might be integral

to the success (and subsequent sustainability) of the different interventions developed as part of the
programme. SIB-specific elements included the (1) utility/nature of the outcomes payment model, (2)
the level at which the outcomes payments themselves were set, and (3) the performance management
and coordinating role played by EJAF. Some informants felt these aspects would be helpful to maintain
and improve service levels after 2021 (e.g., one of the HIV GP Champions questioned whether the time/
space for sharing ideas and learnings related to HIV prevention and care in Primary Care would even be
possible without the facilitating role played by EJAF), whilst others did not.

A further issue that divided informants related to the extent to which the services developed and
financed as part of the Zero HIV programme should subsequently be funded through the public sector
(e.g., standard NHS budget lines), or whether non-public sector financing (e.g., SIB, investors etc.)

as part of the financing mix might bring additional (financial and non-financial) benefits. The on-going
role of EJAF also emerged as an issue in some interviews with some informants suggesting a continued
presence and role could be valuable.

‘In terms of what should happen, I think those things should be funded by the government.
I think the kind of economic modelling that we did — and the problem is that these things
outlive political cycles — but the economic modelling that we did really is so compelling to
say do this now, don’t wait for the problem later, that I think it’s what they should do. And
I also think that there are opportunities not just in ED but also in Primary Care for — and I
think with a fair wind because of COVID-19 this is more likely now — for a much greater
push on early testing and early diagnostics for a whole range of things to then proactively
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see what’s circulating in society and in the system and what’s the best way to address it.
So, I don’t know whether that will happen. I think it might, but I think it should. I think
there should be a much better sense proactively of doing those things. In terms of the SIB
more generally and community involvement and so on, my own view is that I think they’re
incredibly effective mechanisms at focusing and galvanising people round a specific aim,
but I don’t think that they’re the right mechanism long term for a lot of things, because I
think there’s a real risk that they create all kinds of perverse incentives and they give you

a very tunnel vision, which is useful in the first instance but can mean that you miss the
bigger picture in the long term.’

EJAF participant 4

‘What EJAF has done is take the space and the bandwidth they’ve got, to go this is
something that you need to be doing but you’re not doing, and we’re giving you a
framework to do it in, and we’re going to do the business support and the back end and
we’re going to do all the organising and part of that is the money for the resourcing, and
we’re going to show you that it can be done and how you can do it, and so, from my point
of view, that’s what that’s brought.’

National NHS organisation informant

This latter point is demonstrated by EJAF's use of the evidence to inform policy and commissioning
across national, regional, and local levels, culminating in the commitment in the government’s HIV
Action Plan to commit £20m to ED HIV testing in very high areas of HIV incidence.

A division in relation to informant views sometimes emerged between front-line HIV clinicians and
those in commissioning roles. As might be expected, HIV specialists were very keen for HIV services
developed as part of the programme to be sustained and were confident that the evidence generated
by the programme supported this. Those commissioning services sometimes took a slightly different
line, questioning the strength of the evidence generated by the programme particularly in relation to
questions of attribution and a lack of detailed health economics data related to the different elements
of the programme.

‘I think that’s the takeaway, and I’d say that whilst we hoped that, I suppose, we hoped
that the SIB would get us there, I think that we’re still at least all talking to each other
and working towards that goal. I think it’s challenging to make the financial case without
that evidence, and it may be that we don’t get everything that we want now in terms

of agreement, but at least if we’re looking to evidence, looking to continue to build the
evidence base, then that will help us to secure future funding as well, as a system.’
Commissioner 2

These issues surface both the strengths and the weaknesses of the SIB as a mechanism to promote
sustainable inter-organisational change in public sector service commissioning. The status quo ante
mitigated against reliable and sustainable resources for the HIV services because of siloed funding
streams. The SIB funding model developed as part of this programme counters the problem of siloed
funding in the short term but not the long term.
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‘That’s the really key piece of this, I think, is that there are savings implied, but the savings
are so dispersed across a system that it’s hard for anyone to take responsibility for the
upfront costs, because they don’t know if they’re going to get the gains of the savings,
because they don’t know if the savings will actually go to them or it’ll go King’s College
Hospital or if it’'ll go somewhere in Oxford because the person will have moved by then,
you know? And it’s very interesting, because the NHS to an outsider might seem like, well,
it will just accrue to the NHS, but the NHS is segmented and there’s so many different
buckets of funding that that’s not... Even though the savings will accrue somewhere across
the whole system, no specific stakeholder gets that.’

EJAF manager 1

The SIB cut through the existing complex and contrary bureaucratic structures and provided the
resources (financial, managerial, and clinical) to deliver improvements in HIV service provision.
However, the lack of a robust impact evaluation or baseline work means that the standard of evidence of
effectiveness may be below that needed by commissioners to justify the continuance of such services. In
addition, the level of funding afforded by the SIB model (and informal de-risking of some organisations —
such as NHS trusts) may make the reproduction of the same or similar services ex post difficult.

‘I think working with EJAF has been, it’s been helpful in that they have a huge amount of
enthusiasm for this, they want it to work, they push, push, push to make that happen, and
we do tend to, a little bit, in the NHS and in councils, get a bit bogged down in process and
all the rest of it. So, in a way, they released us from a little bit of that by really pushing. The
contrary to that is that we do have lots of processes and stuff that we have to do because
that’s the way it’s set up, which was equally a frustration on their part, because why does
everything take so long and why do you have to bang on about all these other things. And
so, that’s always a little bit of a challenge, balancing those two things off... [For] example,
it’s the data collection stuff where we wanted baselines. We were really keen to understand
what our baseline was of who was coming through, what those numbers were and that
issue around what the marginal case base would be versus, rather than just everybody, they
were just like, well, just count everybody. So, that’s a good example where we’re like, well,
if we’re going to fund this, we need to know what it costs over and above what we were
already doing.’

Commissioner 4

The SIB model is effective in reframing the existing inauspicious inter-organisational and health

funding context and super-charging innovation and experimentation — however, the extent to which

the inter-organisational context and funding channels may be substantively and sustainably made

more auspicious by the SIB experiment remains an open question which we can only answer over the
longer term. In this particular case, the timing of the end of the SIB financing may be helpful in terms

of generating sustainable change as it is concurrent with a wider NHS reconfiguration aimed at better
integration, collaboration and aggregation of commissioning and service provision — though the extent to
which any new structures will deliver firm change was questioned by some informants.

In summary, most informants expressed a desire that most aspects of the Zero HIV programme would
be sustained after the SIB funding ended in 2021. However, many informants feared that a reversion to
pre-SIB funding regimes represented a risk to this occurring. This is an important question for further
research to explore.
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B .

Conclusions

In this concluding section we return to our original research questions and seek to respond to each of
these in the light of our findings.

1. What do key stakeholders perceive to be the organisational and health impacts of the Zero HIV
intervention?

2. Through what mechanisms, how, and why, does the Zero HIV intervention impact upon the
behaviour, attitudes, and actions of:
(a) Service users?
(b) NHS and non-NHS providers?
(c) NHS and Local Authority commissioners?
(d) Wider stakeholders including those involved in financing, evaluating, and overseeing the Social
Impact Bond element of the intervention?

3. How might these impacts and behaviour changes be sustained:
(a) In South London after the SIB financed programme ends in December 20217
(b) And/or transferred to other geographical settings?

In relation to the first research question, we found extensive qualitative evidence that services

users alongside clinical, managerial, and other NHS and non-NHS stakeholders viewed the Zero

HIV programme as delivering significant and highly desirable organisational and health impacts. In
organisational terms, the programme was very effective in challenging and removing many of the existing
barriers to HIV testing and LTFU work. As highlighted in this report many such barriers are related to
funding silos and conflicting incentives across primary and secondary care as well as in the community.
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The Zero HIV programme was very effective in identifying these barriers and devising innovative
solutions to these — encouraging flexibility and adaptability through the COVID-19 pandemic.

Furthermore, the programme encouraged greater inter-organisational collaboration and increased
sharing of ideas through a more cosmopolitan approach within and across the organisations involved.
In terms of the health impacts, stakeholders were likewise confident that the programme was reaching
new HIV patients and very effectively engaging with them and enrolling them on to HIV treatment. The
programme also made valuable strides in systematising LTFU outreach work and re-engaging patients
who had disengaged from care. The descriptive statistics and wider quantitative analyses presented
earlier give a sense of the scale and scope of this work.

Turning to the second question, there are a number of significant mechanisms through which the
programme impacted upon behaviour, attitudes, and actions of the various stakeholders. From the
perspective of both service users we interviewed, it was apparent that they very much valued the
normalisation of HIV testing and the care and dedication demonstrated by those who deliver their
ongoing care. The offer of a rapid HIV test, early diagnosis and excellent all-round care from NHS
specialist HIV clinical teams was highly valued by both patients we interviewed. Timely access to the
right medication alongside good overall emotional support from NHS clinicians has transformed the lives
of these individuals.

For the provider organisations including NHS hospitals, GP surgeries and non-NHS organisations

such as local charities providing HIV outreach, testing and support, the Zero HIV programme enabled
them to reach a wider selection of people living with HIV than previously. This is linked to changes in
what Damschroder et al. (2009) term as the ‘outer setting’ — or the inter-organisational space which
influences change at the individual provider level. Key here was increased cosmopolitanism and
cross-organisational exchanges prompted by the programme. EJAF were identified as valued external
change agents who met regularly with all provider organisations and worked with them where needed
to help them achieve their outcomes. This fostered a positive culture in which measurement and
evaluative practice were used productively. The programme encouraged increased and more accurate
measurement and reporting of both new diagnoses and LTFU across all providers.

This measurement regime was stimulated by the need to evidence performance in order to access the
increased and better targeted funding for provider organisations that came with the programme. The
shift to an outcomes-based approach to financing HIV services was reported to have been significant
for some of the provider organisations. The increased emphasis on HIV testing and LTFU work in
provider organisations alongside the increased and more generous funding stream in turn increased the
visibility and salience of HIV within each provider organisation, thereby achieving greater organisational
prominence and management interest and protecting staffing levels and organisational focus. This in
turn enabled the establishment of an organisational ‘inner-setting’ (Damschroder et al., 2009) in which
the passion and dedication of staff to identify and help those living with HIV was allowed to flourish
(rather than be stymied by lack of resources or misaligned priorities) across the provider organisations.

This service evaluation found the NHS and Local Authority commissioners involved in the programme
welcomed the programme and valued the increased and better targeted funding for HIV diagnosis and
LTFU. They also welcomed the work done by EJAF as external change agents and that learning from
the programme has value in guiding their decisions in relation to how to manage HIV services in the
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longer term. We found that other stakeholders involved in the programme — such as SIB investors were
generally quite removed from issues around implementation of the organisational and clinical changes
prompted by the programme. We expect their roles will be discussed in greater detail by the Ecorys/ATQ
research team in their third and final report.

We now turn to questions of sustainability. The timing of this report is rather unfortunate falling as it does
between the end of the SIB-financed programme (December 2021) and the establishment of the new
financial year (April 2022) and consequent HIV strategic plans for South London linked to the new ICS.
A number of informants speculated that elements of the programme may well continue into the future

— for instance, ED HIV testing and the local GP champion programme if funds can be secured for these.
Questions remain however about whether standard (i.e., non-SIB) funding may have the same impacts
as that of the SIB. Can the gains around cosmopolitanism, coordination, collaboration, and high-quality
measurement be sustained in South London? Only time and further research will tell.

Our final research question, about the transferability of the findings from the programme is also difficult
to answer at this time. Much will depend on national government and regional NHS decisions. However
EJAF have provided evidence from the SIB programme to the HIV Commission, the APPG HIV Testing
Inquiry, the APPG Impact of HIV on BAME Inquiry, and the HIV Action Plan working group, which led

to the HIV Action Plan 2021 introducing £20m funding for ED HIV testing in very high areas of HIV
incidence — so EJAF certainly hope this programme can influence the agenda at a national level — but
once more, time and further research are required to answer the question properly.

In relation to the quantitative questions we explored, we found evidence that the programme managed
to reach marginalised groups of people who perhaps would not normally come into contact with HIV
testing services elsewhere - thus suggesting the programme may have the potential to address health
inequalities in a positive manner.

We conclude this report with a note on the need for further research and the possible avenues this
might take.

In terms of HIV service provision in South London, further mixed methods research into the sustainability
of the testing and LTFU work pioneered as part of this programme would be valuable — both from

an implementation and improvement science sustainability perspective, as well as to inform wider
understandings around the longer-term impacts of policy innovations such as SIBs and outcome-
oriented approaches to the commissioning of public services.

In addition, it would be very helpful to have detailed independent research into the health economic
impacts of the different aspects of the programme conducted. This would enable local and national
commissioners to gain an accurate understanding of the health economics and wider costs implications
of the programme facilitating future policy decisions to be better informed by evidence.
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