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Abstract
Background
The integration of preventative health services into England’s National Health Service is one of the cornerstones of current health policy. This integration is primarily envisaged through the removal of legislation that blocks collaborations between NHS organisations, local government, and community groups.


Aims and objectives
This paper aims to illustrate why these actions are insufficient through the case study of the PrEP judicial review.

Methods
Through an interview study with 15 HIV experts (commissioners, activists, clinicians, and national health body representatives), we explore the means by which the HIV prevention agenda was actively blocked, when NHS England denied responsibility for funding the clinically effective HIV pre-exposure prophylaxis (PrEP) drug in 2016, a case that led to judicial review. We draw on Wu et al.’s (Policy Soc 34:165–171, 2016) conceptual framing of ‘policy capacity’ in undertaking this analysis.

Results
The analyses highlight three main barriers to collaborating around evidence-based preventative health which indicate three main competence/capability issues in regard to policy capacity: latent stigma of ‘lifestyle conditions’ (individual-analytical capacity); the invisibility of prevention in the fragmented health and social care landscape related to issues of evidence generation and sharing, and public mobilisation (organizational-operational capacity); and institutional politics and distrust (systemic-political capacity).

Discussion and conclusion
We suggest that the findings hold implications for other ‘lifestyle’ conditions that are tackled through interventions funded by multiple healthcare bodies. We extend the discussion beyond the ‘policy capacity and capabilities’ approach to connect with a wider range of insights from the policy sciences, aimed at considering the range of actions needed for limiting the potential of commissioners to ‘pass the buck’ in regard to evidence-based preventative health.
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Background
In 2016, the National Health Service England’s (NHSE’s) refusal to commission pre-exposure prophylaxis (PrEP), a clinically effective drug for treating human immunodeficiency virus (HIV), led to the National AIDS Trust seeking a judicial review, which they won. Routine access to PrEP is currently being rolled out as part of a combination approach to HIV prevention in England, commissioned by local authorities, with specialist sexual health services targeting groups at high risk of contracting HIV [1]. Whilst PrEP is of course a unique case, we propose that much can be learnt from it regarding the complexities of commissioning evidence-based preventative health in England. The NHS Five-Year Forward View states that “the sustainability of the NHS, and the economic prosperity of Britain all now depend on a radical upgrade in prevention and public health” [2], p. 3. Moves towards more ‘integrated care’ are being operationalised through changing ‘primary legislation’ so that NHS organisations, local government, and community groups can collaborate more easily [3–6]. However, our interview study with different stakeholder groups undertaken in 2017, implicates barriers that go beyond the removal of legislation, pertaining to the ways in which evidence is [not] generated and [not] used by health practitioners and policymakers.
Commissioning prevention interventions in England
The Health and Social Care Act of 2012 (HSCA 2012) moved the prime responsibility for commissioning prevention interventions for Public Health in England from the NHS to Local Authorities. However, there remains considerable ambiguity about the relative roles and responsibilities of key institutions. For example, in the case of sexual health, local authorities are responsible for commissioning sexual health services (e.g. prevention and treatment of sexually transmitted infections, contraception, and HIV prevention and testing); NHS England (NHSE) commissions HIV treatments as a ‘specially commissioned’ service, along with vaccines (e.g. HPV, hepatitis), and any sexual health services provided through General Practitioner contracts (e.g. cervical screening); clinical commissioning groups (CCGs) commission abortion services; whilst Public Health England (PHE) held an advisory role in regard to strategy and disease surveillance (the newly formed Health Security Agency now holds this function). This fragmentation of responsibility, together with widespread cuts to local authority budgets (up to 50%), and a reduction in centralised ring-fenced public health budgets, has drawn concerns regarding the overall decline and postcode lottery of sexual health services [7, 8]. Current health policy seeks to reverse this trend, ostensibly heralding the end of the 40-year experiment with the purchaser-provider split and quasi-markets in the NHS, with improvements in NHS action on health prevention and health inequalities being a core rationale for ‘integrated care’ [3].

The PrEP case
In recent years there have been significant developments in HIV prevention strategies of which PrEP is one. Different from Treatment as Prevention (TASP) and post-exposure prophylaxis (PEP), PrEP involves using Truvada, an anti-retroviral treatment, prior to HIV exposure. The PROUD and IPERGAY studies of its use in United Kingdom and France indicate up to an 86% risk reduction in HIV incidence [9, 10], and whilst there remains a lack of consensus, many believe PrEP has played an important role in the dramatic and continuing declines in HIV incidence amongst men who have sex with men (MSM) in the United Kingdom since 2016 [11]. Part of the ambiguity around its contribution to these decreasing numbers of new HIV diagnoses is that individuals have been independently purchasing PrEP online since October 2015, meaning that the total numbers using it remain largely unknown [11].
Initial indications were that NHSE was preparing to commission PrEP as a specialised service: in September 2014 NHSE set-up the HIV Clinical Reference Group to outline the policy for PrEP; and in 2016 it commended the encouraging findings of the PROUD study and identified itself as the responsible commissioner for the drug, whilst local authorities would carry the service costs for providing PrEP through sexual health clinics [12–14]. However, in March 2016, NHSE issued a statement on its website claiming that due to external legal advice, it did not have the power to commission PrEP, drawing on the HSCA 2012 that identifies local authorities as the responsible commissioner for prevention services [12]. The National AIDS Trust sought a judicial review to challenge this decision, which it won in July 2016, with the judges rejecting the argument that NHSE has no prevention responsibilities [15]. NHSE then appealed this decision in August 2016 and published a statement on its website claiming that the main group to benefit from PrEP was “men who have high risk condomless sex with multiple male partners” [13], drawing controversy for its homophobic connotations and stigmatising representation of HIV risk as a ‘lifestyle’ [16]. The appeal was lost, with the judges considering PrEP as a treatment rather than prevention, rendering the argument that NHSE cannot commission it redundant. Nevertheless, whilst ruling that NHSE does have the power to commission PrEP, the Court of Appeal did not oblige it to do so.
Internal NHSE documents (sourced through a freedom of information request) reveal that questions remained over the method by which the cost-effectiveness of PrEP was calculated initially: they had looked at the per person cost of the drug rather than the number of people that needed the drug in order to prevent one infection (estimated to be 36) which would have ruled PrEP out of being commissioned [14]. Concerns were therefore raised about the fairness of comparing preventative and other treatments on a like for like basis [14]. In December 2016 NHSE announced that it would fund a £10 million PrEP impact trial over 3 years making PrEP available to 10 000 participants, that was then expanded to reach 26 000 individuals by 2020 [4, 5]. The trial was controversial however: stories surfaced describing people being turned away from clinics where trial places were full [17], and analyses of the trial protocol highlighted its use as a means of rationing access to PrEP as opposed to answering a scientific question, for instance related to effectiveness [18].


Methods
The aim of the study was to understand the factors influencing NHSE’s decision-making during the PrEP assessment process and to gain insight into stakeholder perceptions of why a judicial review was required. We expanded the scope of the study drawing on Wu et al.’s [19] conceptualisation of ‘policy capacity’ [19] which highlights “the set of skills and resources—or competencies and capabilities—necessary to perform policy functions… categorized into three types: analytical, operational, and systemic… [which operate] at three different levels—individual, organizational, and systemic” (p. 166). This conceptual framework enabled us to identify the specific aspects and dynamics which act against the incorporation of preventative health into England’s NHS.
Participants were selected through purposive and snowball sampling, and between June and July 2017, TK carried out semi-structured interviews with 15 stakeholders who were either involved with, or affected by, the commissioning of sexual health services and PrEP: three PrEP activists; three sexual health clinicians; three commissioners; and six national health body representatives (who were privy to the decision-making in regard to PrEP, and worked with decision-makers, however were not decision-makers themselves). The study was designed by TK, KK, and PL, and questions focussed on understanding the participant’s role and relation to the commissioning of sexual health services, their understanding of the factors that led to NHSE’s decision not to commission PrEP, their experience of the decision-making process, and perspectives on the main lessons learnt from the PrEP case. The interviews were conducted by TK at a venue of the person’s choosing, and lasted an average of 47 min. Consent for recording and transcribing the interviews was obtained from 14 participants on the condition that any reference to person, place, and organisation be removed. One participant declined audio-recording but agreed to the researcher taking written notes. The study received ethical approval by the King’s College London Research Ethics Committee (reference: LRU-16/17-4567).
The sample size of the study is small, but this is not uncommon in qualitative studies that seek to investigate the reasons or meaning for certain events. The focus of the study was to provide initial exploratory insights on some of the reasons why NHSE decided not to commission PrEP even though it had initially suggested it would, and how this made a judicial review necessary. Thematic saturation was reached in the interviews, and in the discussion section of this paper we illustrate that the initial failure to commission PrEP has implications and meaning for future case of commissioning preventative services and interventions.
A thematic approach was used for data analysis [20]: codes were inductively generated by TK, CC, and KK, with themes generated through discussions between TK, CC, KK, and PL, in accordance with Wu et al.’s [19] ‘policy capacity’ framework. A secondary analysis was also undertaken, exploring patterns related to participants’ roles. The COREQ guidelines [21] for reporting qualitative research were followed.

Results
Across the stakeholder groups, participants cited the cost of PrEP as the underlying reason behind the NHSE's decision. The majority also viewed the HSCA 2012 negatively with respect to the de-prioritisation of public health. In addition to these, three main barriers to collaborating around preventative health were identified, which draw attention to different competences and capabilities in regard to policy capacity: latent stigma of ‘lifestyle’ conditions—individual-analytical capacity; the invisibility of prevention in the fragmented health and social care landscape—organizational-operational capacity; and institutional politics and distrust—systemic-political capacity.
Latent stigma of ‘lifestyle’ conditions: individual-analytical capacity
Wu et al.’s [19] articulation of individual-analytical capacity pertains mainly to people’s “ability to access and apply technical and scientific knowledge and analytical techniques” (p. 168), and we suggest that the present study indicates an important expansion to this definition—namely, the role that values play in health policy and systems decision-making [22]. Whilst the homophobia surrounding the PrEP case was discussed in many of the interviews, the activists and two of the clinicians also highlighted issues of more generalised latent stigma within the health system. For the activists, these discussions centred on how current funding structures are driving inequalities:“Why is it… that clinical treatment… [for] sexual health and drug services are not within the NHS? Is this an accident that the two bits of acute clinical care, which involves some of the most marginalized and stigmatized people are being taken out of National Health Service including the budgetary protections? No it's not” (Activist.10).


Two clinicians identified this latent stigma as more broadly being against ‘lifestyle’ choices (discussed shortly), and in fact three of the other study participants (all of whom still hold active clinician roles) expressed such stigma:“I’m just a bit cynical, are people just wanting to take it [PrEP] to have more risky sex? Yes, in 9 out of 10 cases” (Clinician.12).
“Obesity is immoral when so much of the world is starving… prevention without medication is better. I would promote safe sex, relationships, love… I would teach philosophy about how to live a good life. A life that is stable, secure and not harmful to yourself or others” (Commissioner.6).
“If we know there is a pill that can fix part of what I’ve self-caused, let me take my self-cause to the next level up, which isn’t fixable… the most cost-effective way to stop HIV is to use barrier contraception” (Nat.Rep.8).


As the two clinicians emphasised, this representation of PrEP as “a lifestyle drug for gay men” not only obfuscates the social determinants of health, and too, diversities within these, excluding other at-risk groups (e.g. African communities) from accessing PrEP (Clinician.5), it also neglects a fundamental principle in public health:“PrEP is a hook that allows us to engage with some of the most important [at-risk hard-to-reach] patients… it engages… [them] in care… [to get their prescription they must] see us every three months, we’ll do an STI screen… if they’ve got issues with chemsex and drug addiction we can start those conversations and deliver that counselling… [and] behavioural interventions… [long-term] it’s cost-effective” (Clinician.9).


One of the national health body representatives described the transfer of sexual health to local authorities as nonsensical owing to how medicalised the field is, suggesting that it must have been a “back of the envelope solution late at night when they got around to thinking, ‘god none of us thought of that we better put it somewhere, put it with local’—…creating all sorts of issues” (Nat.Rep.15). In contrast, the national health representative who viewed PrEP as a risk-enabling lifestyle drug argued that GPs are intentionally identified as the incorrect provider for sexual health: “I know very few adults bold enough to be able to go to a GP and have a conversation and say I’m about to have unprotected sex… It’s going to be an extraordinarily difficult conversation… Because we’d have to counsel them against it” (Nat.Rep.8).
Of note, the integration of HIV prevention into GP practices was exactly what the activists were arguing for: “It needs to be available in GP surgeries for new registrations and train GPs to spot what could be seroconversion illnesses so they could suggest to their patient ‘oh, have you considered a HIV test’ so it becomes more routine. That requires coordination” (Activist.3).

The invisibility of prevention in the fragmented health and social care landscape: organizational-operational capacity
Wu et al. [19] describe organizational-operational capacity as pertaining to the organization of public agencies and the political-institutional environment in which they operate. The interviews highlighted how the fragmented health and social care landscape in England (stemming from the HSCA 2012) facilitates the invisibility of preventive health. Two commissioners and four national health representatives discussed how there are frequently confusions over who funds what, that in the current climate of significant budget cuts, often results in time wasted owing to lengthy negotiations, and NHSE was mentioned specifically as using tactics of avoidance:“NHSE are very clearly responsible for commissioning the cervical screening programme, but they have not always taken that responsibility seriously. After 2013, NHSE… [detailed] certain clinics as places where women could go for their smears but NHSE were not actually funding these clinics. Local authorities were picking up the bills… I attend a lot of meetings and for the last 18 months [of budget cuts] NHSE have not been present in any of them. I think that’s disgraceful… they don’t attend due to fear of being criticised” (Commissioner.2).


The activists remarked how this avoidance and delay so often goes unnoticed owing to how difficult it is to mobilise people around evidence-based prevention, “people [don’t want] to see themselves as potential patients” (Activist.1). In this way, the PrEP case is special in that an active community was waiting for NHSE’s consultation, “there was a vacuum, there was no handover” (Activist.10), and when it didn’t happen, “we sent out a tweet, #whereisPrEP… and within 24 h it was picked up by others in the sector” (Activist.1). Yet the clinicians and commissioners identified how the system overall was not built to incentivise prevention:“If I, [a local authority commissioner] spend money on PrEP, they [the NHS] get the benefit” (Commissioner.7).
“you're a respiratory clinic dealing with COPD, there’s no real driver to help you support smoking cessation … [or] for you to do partner notification and support people around PrEP and PEP. You do it, but there’s no real penalty for not doing it, or doing it badly…you're not paid on the number of HIVs you prevented… that’s the problem with prevention, it’s hard to prove a negative” (Clinician.9).
“PrEP is cost saving, but this is over a long period of time and commissioners and the government aren’t interested in the long-term” (Clinician.5).


This last point was discussed by a number of clinicians, commissioners, and national health body representatives as an issue of evidence, particularly in regard to the type of evidence collected, but also difficulties in accessing evidence:“the movement of the Public Health grant into local government could have been an amazing move… if the government said ‘look, we’re going to ring fence it for now but actually we’re going to… [generate evidence on] return of investment and we’re going to start investing in those things… but instead it was, ‘move it over there and, oh, we’re going to cut it now because it’s a Cinderella service’” (Clinician.9).
“We’re dealing with such acute budget cuts [in local authorities]. They’re re-procuring school services, sexual health services… [and] private companies, there’s always more risk. They won’t do anything that’s not in the contract” (Nat.Rep.11).
“Our biggest danger in health monitoring is privatisation… [and] the loss[/inaccessibility] of data” (Nat.Rep.4).
“there was not a high level of certainty that PrEP at the price would be cost-effective… how many GUM clinic attendees would meet the high-risk eligibility criteria? Unknown… [and] the additional service costs… [depend] on the nature of the contract between the providers and the commissioners… [and] there’s no national information pool of how many block contracts there are or what’s in the block contract” (Nat.Rep.15).



Institutional politics and distrust: systemic-political capacity
Two commissioners and two national health body representatives spoke at length about ‘top-down’ governmental control over commissioning and publications of evidence, that are enabled by the currently fragmented system, and which contradicts the language of localism in the NHS long-term plan:“The creation of NHSE was an opportunity to create independence from government but in reality they have just become the comms department for the Department of Health… The government has been able to stick with a national message to say they are protecting NHS budgets but have cut health care budgets… Everyone worries about local authorities raiding public health budgets but in actual fact, the robber in the wing is national government… [so maybe the decision not to fund PrEP] was political, to rattle the cage of the Secretary of State… they picked something particularly topical and sensitive to push back on… [to] get government to cough up more cash?” (Commissioner.2).
“this is classic central government dividing and ruling and reducing funds from the top. Local residents then don’t look at central government but criticise NHSE.” (Commissioner.7).
“We’ve been wanting to talk about the fall in HIV in London but we’ve not been allowed to publish it for seven weeks… PHE was supposed to be established as an expert body to assist the government but not manoeuvred by government but… I think we’re under more scrutiny by government than we ever were as the Health Protection Agency. We don’t have our own website, all of the information is from the government” (Nat.Rep.4).


These dynamics speak to what Wu et al. [19] describe as ‘systemic-political capacity’, namely, the environment which frames and steers all other aspects of policy capacity, intrinsically connected to issues of [dis]trust. All of the activists, commissioners, and clinicians discussed how the lack of transparency in NHSE’s decision not to fund PrEP, had only exacerbated their own and others’ distrust in NHSE, with many describing it as a ‘cover up’:“The right people [were] in the room [for the Clinical Reference Group]… [however suddenly] someone very important… intervened and shut the thing down. It certainly wasn’t transparent, it certainly wasn’t a matter of ‘this is what we think, we’re worried, do you have a different view?’, there was no discussion” (Activist.10).
“my colleagues said that they dialled in… expecting a wrap up call… the last step in the Clinical Reference Group. The call instead is NHSE saying they were not the responsible commissioner and it is up to local authorities to commission... Everyone was completely taken by surprise, people who had worked with the process and had given their professional time and energy to it were staggered” (Commissioner.2).
“if the government had turned around and said ‘do you know what, we’re going to wait until it’s generic and then we’re going to fund it’ and made that decision based around cost, I think that would have been far more honest…” (Clinician.9).


Yet two of the national health body representatives remarked on how these factors were not a concern to PHE and NHSE, in that “the turnover of staff… [means] in three years time, no one would even remember it [the court case]” (Nat.Rep.4).


Discussion
We used insights from Wu et al.’s [19] conceptual framework for policy capabilities and competences to guide our analysis because at the beginning of the study we conceived of the PrEP case as an example of a policy failure, or at least a misalignment of intended goals and actual outcomes of preventative health policy in England. The interview data, however, shows that the PrEP case had important lessons beyond policy capabilities, and that the findings can be interpreted using a wider range of insights from the policy sciences than the literature on policy capabilities. In this discussion we offer a critique of the policy competences and capabilities framework, and a brief elaboration of other theoretical approaches that may explain the intricacies of the PrEP case in the England’s NHS.
Recognising values in individual-analytical capacities in health policy and decision-making
The policy capabilities framework by Wu et al. [19] rightly points out that the analytical capacity of individuals who are in charge of formulating, implementing or evaluating policy is an important factor in how evidence is applied and policy is made. Wu et al. [19, p. 167] state that the policy capacity of these individuals: “[…] is determined by their knowledge about policy processes, skills in policy analysis and evaluation, managerial expertise and political judgement”. The framework, however, fails to acknowledge that individuals are also shaped by context-specific factors such as their beliefs and values. The literature on advocacy coalitions [23] and policy paradigms [24], broadly situated within the ideational turn of public policy [25, 26], shows how policy actors are shaped by the values they hold and which they bring to the policy tables of this world. This explains, for example, why the views that reflect latent stigma about the potential patient group who would be eligible for PrEP were so manifold in the interview data. Stigma and stereotypes reflect personal beliefs or values that are influenced by political and societal culture, and which can become normalised and persist latently in professions and institutional practices. They take time, as well as conscious political and societal efforts, to reverse and to call out. Issues of potential social acceptability bias in the interviews prevent us from drawing conclusions about the extent of the problem of stigma or about its ultimate influence on NHSE’s decision, but the frequency with which discriminatory opinions were voiced, suggests we can assume that it had at least a part to play in how the PrEP case played out.
The issues of stereotyping, stigmatization, and the role of beliefs and values therein offer insights for public health and prevention beyond the PrEP case. They are related to the longstanding debates in health and public health about the role that personal responsibility does, or should, have when making decisions on which services to fund, and for whom (e.g. [27–29]). A popular example that is often given is whether a person who engages in risky behaviour such as bungee jumping should have to pay for their care themselves if they ever need to be treated for injuries as a result of such activities. Similarly, in public health the debate about ‘lifestyle choices’ is over the extent to which campaigns for healthy eating, smoking cessation or alcohol consumption reduction should include appeals to personal responsibility [29]. These tensions and debates are clearly reflected in our interview data, for example, when one clinician talked about their concern that the availability of PrEP would just increase unsafe sex practices which are framed as lacking in personal responsibility. Research also indicates that medications for alcohol relapse prevention are underutilized in England despite NICE guidelines and the evidence-base for their use, and that dispensing ratios can be even lower for socially disadvantaged groups [30].
The issue of stigma highlights the need for both public consultation and clinician engagement regarding how support for ‘lifestyle’ conditions is provided. The strong discord between activists’ desires that sexual health care be integrated into GP practices, and some of the clinician views that people would not talk about these issues to their GP, needs to be examined. A study in Australia highlights the politics inherent to how different HIV experts are engaging with PrEP, illustrating the ways in which they ‘assemble’ evidence in particular ways for particular ends, forming three main stances: concerned/alarmed (i.e. viewing that PrEP will reduce condom use and perpetuate STIs and antibiotic resistance); neutral/normalising (i.e. that PrEP is just a new tool that needs to be incorporated into practice and will have little effect on condom use and STI prevalence); and optimistic (i.e. viewing PrEP as holding the potential to encourage more engagement and could lead to reduced STI rates—[31]). In England’s healthcare context the issue of differing political and social values goes beyond clinicians. The political ideology of local authorities, or more specifically, the dominant views held about the causes of ‘lifestyle’ conditions—broadly distinguished as individual responsibility versus social determinants—can influence the kinds of interventions that are prioritised [32]. For instance, two boroughs exited the London HIV Prevention Programme despite the evidence of positive outcomes [48]. Likewise there have been significant differences in local authority provision of nicotine replacement therapies (NRT) in smoking cessation programmes [33], and the first and only clinic in England to provide heroin assisted treatment (HAT), which has a robust international evidence base [34], has recently been closed owing to a change in local government [35].

The need for organizational-operational and -political capacities for preventative health policy
Centralised preventative evidence-based strategies for ‘lifestyle’ conditions are needed as a matter of urgency because risk is not contained within boroughs, therefore neither can care be. The public health approach described by clinician 9, in which care is seen as a means of relationship-building with hard-to-reach groups and enabling long-term savings on the system, indicates a clear role and value for healthcare practitioners that transcends politics and place. The PrEP case tells a cautionary tale of isolated organisational decision-making in times of financial austerity, and highlights the ongoing complexities of building organizational-operational capacity for preventative commissioning and care in and amongst the lasting effects of fragmentation in England’s health system. This therefore holds implications in terms of organizational-political capacity, described by Wu et al. [19] as relating to “developing learning relationships with governance partners and the public” (p. 169). Several interview respondents told us about their shock at NHSE’s U-turn over the commissioning of PrEP, and this was perceived to have taken place in a manner that was not transparent. The fact that difficult decisions need to be made, and priorities set, when budgets are tight is widely acknowledged in the literature on health priority setting (e.g. [36–38]). This literature also suggests that difficult decisions are more likely to be accepted by the public, patients and other stakeholders if the decision-makers are transparent about how and why decisions were made [39]. The latter was not the case in NHSE’s handling of PrEP. If, as some of the interviewees suggested, NHSE really saw a chance to ‘pass the buck’ to another entity, in this case the local authorities in England, and thereby avoid the costs that come with commissioning a new drug or intervention, then NHSE would have done better to say so openly. The discrepancy between cost effectiveness and budget impact of an intervention or treatment is not new, not least because some of the recommendations that the National Institute for Health and Care Excellence has made in the past have had severe impacts on the health care budget [40]. NHSE could have started a debate on the budget impact of PrEP if its concern was costs. Instead, by being opaque about the reasons for its U-turn, it caused itself reputational damage resulting in distrust from the organisations and people it is supposed to work with and for, in the provision of preventative services in the future. In other words, NHSE’s U-turn and the successful judicial review likely has had negative effects on its organisational-political capacity to build relationships and collaborations for preventative health.
The developments and failures in the case of PrEP did not happen in a political vacuum, but as a direct result of the HSCA 2012 that divided responsibility for prevention and public health between NHSE and local authorities without providing specifics of what this would look like. Additionally, the organisational-political competencies and capabilities of Public Health England, another key player in prevention, were unclear. While this confusion about roles and mandates contributes to what happened in the case of PrEP, it does not justify what happened, not least because it is well documented that organisational chaos has potential negative effects on the quality of services. In his interim report evaluating screening programmes following national lapses in breast and cervical cancer screening, Sir Mike Richards [41] posed the question “who is in charge… [and] The answer is not obvious” (p. 3). The issue of fragmentation is longstanding in England’s health system, and particularly so regarding sexual health [42, 43].

The importance of building systemic capacities in the wake of fragmentation
Current efforts at integration need to go beyond simply removing legal and statutory barriers. As highlighted in the case of PrEP, efforts need to be put towards building trust—systemic-political capacity—(with)in England’s health system in the wake of longstanding fragmentation. In regard to prevention specifically, funding streams will always be a contention in relationship-building owing to its ‘invisibility’ in the fragmented health and social care landscape. Historically, it has been easier to protect health budgets than local authority social care budgets and this is likely to be the same in the future. There is increasing evidence that the NHS is becoming frustrated by council decisions to disinvest from public health and are seeking to take responsibility back for these functions [44]. However, beyond challenges associated with aligning funding streams, the interviews highlight the urgent need for a re-evaluation of evidence-making in regard to the specific needs of prevention efforts, and how organizational-operational capacity might be bolstered by investments in ‘systemic-analytical capacity’ [19], namely how data is collected and disseminated. For instance, why is certain information, essential for more long-term forecasting, not being collected, and why is it that data access is not being negotiated with private contractors? We appreciate that evidence-based public health is complex owing to the breadth of evidence forms, the multiple levels of explanation, and the length of causal chains [45]. Yet without investment and strategic leadership focussed on integrating evidence streams for understanding prevention, its cost-saving potentials will remain largely unknown.
The interviews therefore highlight how barriers to integration lie not only in horizontal relationships between institutions, but also vertically between centralised government and their non-departmental public bodies. The goal of the HSCA 2012 was to separate the daily running of the NHS from the Department of Health and Social Care but observers have voiced that this separation was unlikely to be sustainable or feasible. The interviews illustrate how transparency and accountability remain a core aspect of overall distrust in the system. There are clearly wider agendas regarding the current restructurings of public services [46], centred on rolling back the state. Yet as seen in the case of PrEP, patient groups and the public still have some power of influence. The question remains as to how this power will, and can be, exercised in the newly established integrated care systems.


Conclusion
The next years will be crucial in determining whether the NHS can embrace prevention in a meaningful way. Rather than ‘passing the buck’ in cases such as PrEP, NHSE needs to show strong leadership in strategizing for prevention. This demands action that goes beyond removing legislation, with attention being put towards: the ongoing challenges of demarcating exactly where prevention ends and treatment begins, and the implications of this for clinician and organisational roles and responsibilities; the need for a redesign of evidence systems and pathways; and developing new ways of working beyond the NHS’ ‘traditional top-down command and control style’ [47]. Despite the rhetoric in the Five-Year Forward View, the PrEP case suggests that the NHS still struggles to address questions of prevention in a way that is fit for a twenty-first century health service. To do so requires not just public funds or new technologies, but also the political and organisational will to move beyond how things have been done in the past.

Acknowledgements
We would like to
acknowledge and thank the participants of this research study. TK was an
employee of Lambeth Clinical Commissioning Group, who fully funded the Masters
for which this study was carried out as a dissertation, although this research
study was not related to this employed role.

Author contributions
TK (conceptualization, methodology, investigation, data curation, formal analysis,
and writing of first draft); CC (formal analysis, conceptualization,
and writing after the first draft); KK (supervision,
conceptualization, methodology, formal analysis, and writing after the first
draft); and PL (supervision, conceptualization, formal analysis,
and writing after the first draft). All authors read and approved the final manuscript.

Funding
TK was funded by Lambeth
Clinical Commissioning Group, and CC, KK, and PL were supported by the National
Institute for Health Research (NIHR) Collaboration for Leadership in Applied
Health Research and Care South London (NIHR CLAHRC South London) at King’s
College Hospital NHS Foundation Trust, and CC and PL were later supported by the National Institute for Health and
Care Research, Applied Research Collaboration South London (NIHR ARC South
London) at King's College Hospital NHS Foundation Trust. The views
expressed are those of the authors and not necessarily those of the NHS, the
NIHR or the Department of Health and Social Care.

Availability of data and
materials
The data that support the
findings of this study are available on request from the corresponding author [CC].
The data are not publicly available due to them containing information that
could compromise research participant privacy/consent.

Declarations
Ethics approval and consent
to participate
The study received ethical
approval by the King’s College London Research Ethics Committee (Reference:
LRU-16/17-4567).

Consent for publication
N/A.

Competing interests
The authors declare that there are no competing interests.


References
	1.
HSA – Health Security Agency. Routine commissioning of HIV preexposure prophylaxis (PrEP) in England: monitoring and evaluation framework. 2022. Available from: https://​assets.​publishing.​service.​gov.​uk/​government/​uploads/​system/​uploads/​attachment_​data/​file/​1059310/​UKHSA-PrEP-monitoring-and-evaluation-framework-for-England-2022.​pdf. Accessed 5 Oct 2022.

	2.
NHSE – National Health Service England. Five year forward view. 2014. Available from: https://​www.​england.​nhs.​uk/​wp-content/​uploads/​2014/​10/​5yfv-web.​pdf. Accessed 19 July 2017.

	3.
NHS – National Health Service. The NHS long term plan. 2019. Available from: https://​www.​longtermplan.​nhs.​uk/​publication/​nhs-long-term-plan/​. Accessed 5 May 2019.

	4.
NHSE. Implementing the NHS long term plan: proposals for possible changes to legislation. Publications Gateway Reference: 000287. 2019. Available from: https://​www.​longtermplan.​nhs.​uk/​publication/​implementing-the-nhs-long-term-plan/​. Accessed 6 May 2019.

	5.
NHSE. PrEP trial updates. 2019. Available from: https://​www.​england.​nhs.​uk/​commissioning/​spec-services/​npc-crg/​blood-and-infection-group-f/​f03/​prep-trial-updates/​. Accessed 18 Apr 2019.

	6.
NHSE. News: update on the PrEP impact trial. 2019. Available from: https://​www.​england.​nhs.​uk/​2019/​01/​update-on-the-prep-impact-trial/​. Accessed 18 Apr 2019.

	7.
Cook J. Fragmentation of sexual health services an ‘insult’ to women, says RCGP. GP Online, 13th February. 2019. Available from: https://​www.​gponline.​com/​fragmentation-sexual-health-services-insult-women-says-rcgp/​sexual-health/​article/​1525641. Accessed 5 May 19.

	8.
RCGP – Royal College of General Practitioners. Sexual and reproductive health: time to act. 2018. Available from: https://​www.​rcgp.​org.​uk/​-/​media/​Files/​Policy/​Media/​8895-RCGP-Sexual-Health-online.​ashx?​la=​en. Accessed 5 May 2019.

	9.
McCormack S, Dunn D, Desai M, Dolling D, Gafos M, Gilson R, Sullivan AK, Clarke A, Reeves I, Schembri G, Mackie N, Bowman C, Lacey CJ, Apea V, Brady M, Fox J, Taylor S, Antonucci S, Khoo SH, Rooney J, Nardone A, Fisher M, McOwan A, Phillips AN, Johnson AM, Gazzard B, Gill ON. Pre-exposure prophylaxis to prevent the acquisition of HIV-1 infection (PROUD): effectiveness results from the pilot phase of a pragmatic open-label randomised trial. Lancet. 2016;387:53–60.CrossrefPubMedPubMedCentral

	10.
Molina J-M, Capitant C, Spire B, Pialoux G, Cotte L, Charreau I, Tremblay C, Le Gall J-M, Cua E, Pasquet A, Raffi F, Pintado C, Chidiac C, Chas J, Charbonneau P, Delaugerre C, Suzan-Monti M, Loze B, Fonsart J, Peytavin G, Cheret A, Timsit J, Girard G, Lorente N, Preau M, Rooney JF, Wainberg MA, Thompson D, Rozenbaum W, Dore V, Marchand L, Simon M-C, Etien N, Aboulker J-P, Meyer L, Delfraissy J-F. On-demand preexposure prophylaxis in men at high risk for HIV-1 infection. N Engl J Med. 2015;373:2237–46.CrossrefPubMed

	11.
Nutland W. Getting to 40! Structural approaches in England reducing HIV incidence in men who have sex with men. In: Crosby RA, Diclemente RJ, editors. Structural interventions for HIV prevention: optimizing strategies for reducing new infections and improving care. Oxford: Oxford University Press; 2018.

	12.
NHSE. Specialised Services Commissioning Committee Paper NHS England Title: pre-exposure prophylaxis (PrEP)-HIV prevention. 2016. Available from: https://​www.​england.​nhs.​uk/​wp-content/​uploads/​2016/​05/​sscc-paper-prep.​pdf. Accessed 19 July 2017.

	13.
NHSE. August update on the commissioning and provision of Pre Exposure Prophylaxis (PREP) for HIV prevention. 2016. Available from: https://​www.​england.​nhs.​uk/​2016/​08/​august-update-on-the-commissioning-and-provision-of-pre-exposure-prophylaxis-prep-for-hiv-prevention/​. Accessed 7 July 2017.

	14.
NHSE. Specialised Services Commissioning Committee—specialised commissioning annual prioritisation of discretionary investment in service developments 2016/17—29th November 2016. 2016. Accessed through a Freedom of Information Request.

	15.
Hurley CF. Prevention is better than cure, but who foots the bill? R (National Aids Trust) V NHS England. Med Law Rev. 2018;27(1):155–64.Crossref

	16.
Gallagher P. PrEP row: NHS England ‘encouraged homophobia’ says National Aids Trust chief. iNews. 2016. Available from: https://​inews.​co.​uk/​essentials/​news/​health/​national-aids-trust-prep-nhs-homophobic/​. Accessed 19 July 2017.

	17.
NAT – National AIDS Trust. Prep drug patent overturned in UK—NAT respond. 2018. Available from: https://​www.​nat.​org.​uk/​press-release/​prep-drug-patent-overturned-uk-nat-respond. Accessed 15 May 2019.

	18.
Nagington M, Sandset T. Putting the NHS England on trial: uncertainty-as-power, evidence and the controversy of PrEP in England. BMJ Med Humanit. 2020;46(3):176–9.Crossref

	19.
Wu X, Ramesh M, Howlett M. Policy capacity: a conceptual framework for understanding policy competencies and capabilities. Policy Soc. 2015;34:165–71.Crossref

	20.
Pope C, Ziebland S, Mays N. Qualitative research in health care: analysing qualitative data. BMJ. 2000;320:114–6.CrossrefPubMedPubMedCentral

	21.
Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting qualitative research (COREQ): a 32-item checklist for interviews and focus groups. Int J Qual Health Care. 2007;19(6):349–57.CrossrefPubMed

	22.
Littlejohns P, Kieslich K, Weale A, Tumilty E, Richardson G, Stokes T, Gauld R, Scuffham P. Creating sustainable health care systems: agreeing social (societal) priorities through public participation. J Health Organ Manag. 2018;33(1):18–34.CrossrefPubMed

	23.
Sabatier PA, Jenkins-Smith HC, editors. Policy change and learning: an advocacy coalition approach. Boulder: Westview Press; 1993.

	24.
Hall PA. Policy paradigms, social learning, and the state: the case of economic policymaking in Britain. Comp Polit. 1993;25(3):275–96.Crossref

	25.
Béland D, Cox RH. The politics of policy paradigms. Governance. 2013;26(2):193–5.Crossref

	26.
Béland D. Ideas and social policy. Soc Policy Adm. 2005;39(1):1–18.Crossref

	27.
Buyx AM. Personal responsibility for health as a rationing criterion: why we don’t like it and why maybe we should. J Med Ethics. 2008;34:871–4.CrossrefPubMed

	28.
Friesen P. Personal responsibility within health policy: unethical and ineffective. J Med Ethics. 2018;44:53–8.CrossrefPubMed

	29.
Guttman N, Harris Ressler W. On being responsible: ethical issues in appeals to personal responsibility in health campaigns. J Health Commun. 2010;6(2):117–36.Crossref

	30.
Donoghue K. The correlates and extent of prescribing of medications for alcohol relapse prevention in England. Addiction. 2021;116(11):3019–26.CrossrefPubMed

	31.
Holt M, Newman CE, Lancaster K, Smith AK, Hughes S, Truong H-HM. HIV pre-exposure prophylaxis and the ‘problems’ of reduced condom use and sexually transmitted infections in Australia: a critical analysis from an evidence-making intervention perspective. Sociol Health Illn. 2019;41(8):1535–48.CrossrefPubMed

	32.
Marks L, Hunter DJ, Scalabrini S, Gray J, McCafferty S, Payne N, Peckham S, Salway S, Thokala P. The return of public health to local government in England: changing the parameters of the public health prioritization debate? Public Health. 2015;129(9):1194–203.CrossrefPubMed

	33.
ASH UK - Action on Smoking and Health and Cancer Research UK. A changing landscape: stop smoking services and tobacco control in England. 2019. Available from: https://​ash.​org.​uk/​wp-content/​uploads/​2019/​03/​2019-LA-Survey-Report.​pdf. Accessed 15 Apr 2023.

	34.
Poulter HL, Walker T, Ahmed D, Moore HJ, Riley F, Towl G, Harris M. More than just ‘free heroin’: Caring whilst navigating constraint in the delivery of diamorphine assisted treatment. Int J Drug Policy. 2023;116: 104025.CrossrefPubMed

	35.
BBC. Pioneering Middlesborough heroin addiction clinic closes, 6 December. 2022. Available from: https://​www.​bbc.​co.​uk/​news/​uk-england-tees-63870340. Accessed 15 Apr 2023.

	36.
Clark S, Weale A. Social values in health priority setting: a conceptual framework. J Health Organ Manag. 2012;26(3):293–316.CrossrefPubMed

	37.
Kieslich K, Bump JB, Norheim OF, Tantivess S, Littlejohns P. Accounting for technical, ethical, and political factors in priority setting. Health Syst Reform. 2016;2(1):51–60.CrossrefPubMed

	38.
Klein R, Day P, Redmayne S. Managing scarcity: priority setting and rationing in the National Health Service. London: Open University Press; 1996.

	39.
Daniels N, Sabin J. Limits to health care: fair procedures, democratic deliberation, and the legitimacy problem for insurers. Philos Public Aff. 1997;26(4):303–50.CrossrefPubMed

	40.
Charlton V, Kieslich K, Rumbold B, Wilson J. Cost effective but unaffordable: an emerging challenge for health systems. BMJ. 2017;356: j1402.CrossrefPubMed

	41.
Richards M. Independent review of National Cancer Screening Programmes in England: interim report of emerging findings. 2019. Available from: https://​www.​england.​nhs.​uk/​wp-content/​uploads/​2019/​02/​independent-review-of-cancer-screening-programmes-interim-report.​pdf. Accessed 12 Aug 2019.

	42.
Hall A, et al. Beyond the Parish Pump: what next for public health? BMC Public Health. 2018;18:856.CrossrefPubMedPubMedCentral

	43.
McManus J. Fragmentation in public health services: time for some clear thinking. 2019. Available from: https://​jimmcmanus.​wordpress.​com/​2019/​03/​16/​fragmentation-in-public-health-services-time-for-some-clear-thinking/​. Accessed 7 June 2019.

	44.
Serle J. NHS could take over key public health functions. HSJ. 2019. Available from: https://​www.​hsj.​co.​uk/​policy-and-regulation/​nhs-could-take-over-key-public-health-functions/​7024126.​article. Accessed 5 June 2019.

	45.
Kelly M, et al. Evidence based public health: a review of the experience of the National Institute of Health and Clinical Excellence (NICE) of developing public health guidance in England. Soc Sci Med. 2010;71:1056–62.CrossrefPubMed

	46.
Hunter D. Public health: unchained or shackled? In: Exworthy M, Mannion R, Powell M, editors. Dismantling the NHS? Bristol: Bristol University Press; 2016.

	47.
Hunter D. Looking forward to the next 70 years: from a National Ill-Health Service to a National Health System. Health Econ Policy Law. 2018;14:11–4.CrossrefPubMed

	48.
Lambeth Council. London HIV Prevention Programme—extension of contracts 2017–2019. 2016. Available from: https://​moderngov.​lambeth.​gov.​uk/​documents/​s86961/​London%20​HIV%20​Prevention%20​Programme%20​Contract%20​Extensions%20​2017-2019.​pdf. Accessed 16 July 2017.



Publisher's Note
Springer Nature remains neutral with regard to jurisdictional claims in published maps and institutional affiliations.


OEBPS/navigation.xhtml

    
      Contents


      
        		The complexities of integrating evidence-based preventative health into England’s NHS: lessons learnt from the case of PrEP


      


    
    
      Landmarks


      
        		Body Matter


      


    
  

OEBPS/css/envelope.png





OEBPS/css/sidebar.gif





