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This chapter focuses on changing local structures of patient and public involvement (PPI) in the 

English NHS. We offer a historical overview of local structures of PPI over the decades, then review 

recent evidence on Healthwatch, which has been in place since 2012. We argue that the landscape of 

PPI has become increasingly disaggregated and diffuse within the English NHS, and reflect on the 

implications for NHS accountability to the population it serves. 

 

Introduction  

This chapter focuses on the changing local structures of patient and public involvement (PPI) in the 

English NHS, and on their basis in health policy. Reforms to processes of PPI intersect with, and have 

co-existed alongside reforms to, all the key analytic axes highlighted in this volume: hierarchies, 

markets and networks; the public and the private; professionals and the state. However in this 

chapter, our focus is how PPI intersects with one of the axes identified by the editors: dynamics of 

centralisation and decentralisation in the NHS. At the core of this interest is something of a paradox. 

Greer et al have argued, with a focus on health governance during the pandemic, that political 

decisions about centralisation and decentralisation are a question of credit and blame: “politicians 

who wish to be effective and elected seek credit and avoid blame” (Greer et al., 2021). In this view, 

decentralisations – especially those driven by New Public Management logics – are a route by which 

government ministers avoid public blame and muddy accountability. Thus we might assume that 

questions of public voice are better served by a centralised healthcare system with clean, direct lines 

of accountability. To draw on one of Bevan’s ever-quotable speeches (discussed further in the next 

section), the ‘slops bucket’ is knocked over, and a patient’s complaint will be heard in Whitehall. 

However, the English NHS, is, by the standards of similar health system types, far too large for this 

centralised vision of responsiveness to be viable via command and control. Substantive calls for 

greater democratic control of the NHS are invariably couched at the local, and not the national, level 

(Klein, 2010).  
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The NHS in England has seen repeated attempts to devise adequate local structures of patient and 

public voice over the decades, alongside repeated dynamics of decentralisation, and 

recentralisation, in broader structural change (Peckham et al., 2005). Within the reforms (listed in 

table 1) we argue that there are at least two competing visions of effective PPI, reflecting a 

distinction Day and Klein (1987) posit between political and managerial accountability. The first is 

concerned with the population as a source of intelligence on whether the NHS is meeting acceptable 

standards of care, with the substance of what is acceptable understood as national and pre-defined. 

This is PPI as a mechanism of managerial accountability, and sits comfortably within consumerist or 

instrumental visions of participation in healthcare (Stewart, 2013). The second, which is much more 

at home in a genuinely decentralised healthcare system, is PPI as a mechanism of political 

accountability (Klein, 2010). In this model, PPI creates spaces within which dialogue and even 

deliberation about local public priorities takes place. This serves democratic ends, as the substance 

of how a local healthcare system should operate is subject to debate and contestation among the 

local population (Stewart, 2013). The realisation of either of these visions depends not only on the 

intent of those designing policy reforms, but also on the work of local actors and members of the 

public implementing them ‘on the ground’. Political and managerial visions of PPI can co-exist in 

practice both across and even within specific locales. In this chapter, we offer them as lenses 

through which we might assess the evidence on PPI across the 75 years of the NHS in England.  

We begin this chapter with a historical overview of how local structures of PPI within the NHS have 

developed and been reformed over the decades. We then focus on evidence on Healthwatch, which 

has been in place since 2012’s Health and Social Care Act, and which, at time of writing, remain in 

place as Integrated Care Systems are established. We reflect on the way that Healthwatch 

responded, locally and nationally, to the health emergency of the COVID-19 pandemic. Given the 

complexity and dynamism of these structural arrangements, we do not attempt to fully review 

related mechanisms – including patient complaints mechanisms, ombudsman organisations and 

attempts to institute local authority oversight of NHS services – within this chapter. However, in a 

final section, we sketch an account of how the contemporary work of Healthwatch sits in a broader 

context of multiple modes of public input in the NHS, including online patient feedback, and public 

campaigning.  

Overall, our assertion is that the landscape of PPI has become increasingly disaggregated and diffuse 

within the English NHS. This relates to the frequent reform of formal structures (both those designed 

to involve patients and the public, and the underlying organisational structure of the NHS itself). It 

can be seen in the current highly decentralised and variable structures of Healthwatch at local levels. 

And its effects can be seen in the multiplication of alternative routes for patient and public feedback 
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in the NHS. These changes, we suggest, relate to fundamental tensions in the policy 

conceptualisation of how the NHS should respond to patient and public knowledge and perspectives, 

as the (always tenuous) idea of a single ‘consumer’ voice within the service becomes increasingly 

untenable. While potentially better able to respond to diverse perspectives and experiences, the 

fragmentation of these routes (as compared, for example, to the rigid yet cohesive structures of 

Community Health Councils) also has risks for the overall picture of patient and public voice in the 

English NHS. 

 

The historical development of patient and public involvement in the NHS in England  

Although Patient and Public Involvement (PPI) has become a capitalised acronym since the late 

1990s (Department of Health, 1999), its antecedents are crucial to an understanding of questions of 

centralisation and decentralisation regarding contemporary policy debates. Concerns about the 

public accountability of the NHS can be traced back to its creation (Hunter & Harrison, 1997) but in 

the early years, emphasis was placed firmly on direct ministerial responsibility rather than local 

voice. The inclusion of lay members on health authorities, although offering both managerial and 

political influence, was considered to be tokenistic, lacking independence and legitimacy (Baggott, 

2005). Bevan famously declared in 1946 that: 

“The Minister of Health will be whipping-boy for the Health Service in Parliament. Every time 

a maid kicks over a bucket of slops in a ward an agonised wail will go through Whitehall. 

After the new Service is introduced there will be a cacophony of complaints. The 

newspapers will be full of them… For a while it will appear that everything is going wrong. As 

a matter of fact, everything will be going right, because people will be able effectively to 

complain.” (quoted in Foot, 1973, pp. 192–193)  

While often held up as an indicator of extreme centralisation, this quote’s concern with 

uncontroversial service standards – the kicked-over slops bucket as the forerunner of contemporary 

complaints about hospital cleanliness – are specifically about managerial accountability. Patient and 

public voice, here, can provide surveillance that things are as they should be in hospitals across the 

country. What is missing from this early understanding of NHS accountability is any notion that 

service users or publics might hold and wish to pursue distinctive preferences for their healthcare, 

requiring instead some measure of political accountability (Day & Klein, 1987), as might be provided 

by direct accountability to elected local authorities (see for example Hagen & Vrangbaek, 2009).  
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Community Health Councils (CHCs) were created in the 1974 reorganisation of the NHS in England, 

separating representation of patients and the public from managerial responsibilities. They were 

created: 

“almost by accident because, when the plans for a reorganised NHS were almost complete, 

all those involved realised that something was missing: an element which… could be seen as 

providing a degree of local democracy, consumer participation or public involvement.” (Klein 

& Lewis, 1976, p. 11) 

While CHCs formalised and expanded public representation, the key aim was “to give the CHCs a 

constructive role to play, while keeping them out of the management structure of the NHS” (Klein & 

Lewis, 1976, p. 22; see also Mold, 2016). In this separation the basic format bore a close 

resemblance to structures which were to follow. However CHCs were additionally responsible for 

dealing with enquiries from the public (later carved out into separate services such as the Patient 

Advice and Liaison Service), had a more complex membership (Klein & Lewis, 1976, p. 20), and 

lacked any statutory right to be consulted except on major service changes (Baggott, 2005). One 

early assessment noted difficulties including gaining access to primary care facilities, early enough 

input into decision-making processes, and in hearing from a broad range of the local population 

(Levitt, 1980). CHCs were represented by a proactive and assertive national membership body: the 

Association of Community Health Councils of England and Wales (Alexander, 2003a).  

Over the decades CHCs were perceived by some to have lost focus, described as “just one of many 

voices representing the public” (Warwick, 2006, p. 2) and “parochial, quirky and irrelevant” (Pickard, 

1997, p. 278). Public and patient involvement in England had to this point been “a policy of 

encouragement rather than central prescription” (Milewa et al., 2002, p. 42). However this was to 

change with New Labour. In 2001, two documents pushed patient and public involvement high on 

the policy agenda. First to be published was the Health and Social Care Act 2001, which placed a 

‘statutory duty’ on NHS organisations to involve and consult patients and the public. Two months 

later, the Kennedy Report (The Report of the Public Inquiry into children’s heart surgery at the 

Bristol Royal Infirmary 1984–1995) was published, which stated, based on the inquiry, “For a 

healthcare service to be truly patient-centred it must be infused with the views and values of the 

public (as patients past, present or future). The public must be involved.”  The report offered a 

searing critique of PPI structures at the time (implicitly, CHCs): 

“A principal reason must be the lack of real power enjoyed by the bodies set up within the 

NHS to give the public their voice. Without power, such bodies swiftly become ‘talking 

shops’, attractive to those who like to talk but ineffective in terms of translating talk into 

action.” 
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The report additionally proposed a series of principles for how to involve the public and patients in 

the NHS. The abolition of the CHCs was acrimonious, with threats of legal action from the national 

association. People within the CHC community resisted the suggestion that their work had been 

ineffective. Speaking in the final meeting of the Association of Community Health Councils of 

England and Wales, its Director Malcolm Alexander praised the campaigning work of the CHCs:  

“CHCs have jealously guarded their independence. You can’t battle for patients’ right with 

one hand tied behind your back… Of course it is important to be constructive and to have a 

good relationship with the DH and local trusts. But sometimes you need to have the courage 

to stand apart, to be independent.”  (Alexander, 2003b) 

Tensions around the risk of a gap in patient representation after the abolition of the CHCs led to a 

massive rush to get new arrangements in place. This was described by one academic and erstwhile 

Forum member as “performance-management induced frenzy”, and blamed for later problems (see 

also Baggott, 2005; Warwick, 2006, p. 4).  PPI Forums were created by the NHS Reform and 

Healthcare Professions Act 2002 and two statutory instruments (The Patients’ Forums (Functions) 

Regulations, 2003; The Patients’ Forums (Membership and Procedure) Regulations, 2003), as one 

component of a statutory system of public and patient involvement. Individual complaints and 

support were to be handled by Patient Advice and Liaison Services (PALS) and the Independent 

Complaints Advisory Service (ICAS), leaving Forums to the tasks of “monitoring and reviewing 

services and influencing and informing management decision-making in their Trust” (Department of 

Health, 2001, p. 10). Specific Forum powers include the right to request information from the Trust 

and Strategic Health Authority and the right of entry to inspect facilities (The Patients’ Forums 

(Functions) Regulations, 2003). Unlike CHCs, which were geographically-bounded, PPI Forums were 

specifically linked to a particular trust, and so there were far more of them across the country, 

supported by the national Commission for Patient and Public Involvement in Health (Hogg, 2007). 

Their role went no further than consultation: the duty placed upon Strategic Health Authorities, PCTs 

and NHS Trusts by the 2001 Health and Social Care Act was only to “to make arrangements to 

involve and consult patients and the public” (Department of Health, 2003). PPI Forums, as one 

example of such arrangements, had little clout: they had the right to speak on an issue, but not 

necessarily to be heard.  

Reflecting longstanding concerns about CHCs role in representing the public (Levitt, 1980) the 

question of whether members should, or could, be representative was an area of ambiguity in 

official documents about PPI Forums. One documented, analysed by Martin (2008), answers 

criticism about unrepresentativeness by retorting “Unrepresentative of who or what? Patients and 

Our NHS? The changing involvement of patients and the public in England's health and care system



members of the public bring their own experiences to the debate” while guidance for practitioners 

conflictingly instructs them to recruit a “representative cross-section” (both quoted in G. P. Martin, 

2008, p. 17). In a discourse analysis of central government and CPPIH documents on the 

“multifaceted ideal-type individual sought by the state”, Martin characterises them as ‘experts in 

laity’: people who: “know and can make knowable their constituencies… aided by the combination 

of their ordinariness – their very laity – and their extraordinary enthusiasm and armoury of reflexive 

skills.” (G. P. Martin, 2008) Members were self-selecting, with a check by the CPPIH to ensure 

members have sufficient time and interest, enthusiasm, team-working skills and an understanding of 

the health needs of the community (G. P. Martin, 2008). In practice, membership was essentially 

first-come-first-served, particularly as few areas have had enough volunteers to have scope for 

turnover (House of Commons - Health Committee, 2007).  

PPI Forums, and their umbrella body the Commission for Public and Patient Involvement in Health 

were remarkably short-lived experiments. Created in 2003, abolition was discussed from 2004 

onwards and actioned in 2006. This reflected broader shifts in health policy: Martin suggests that the 

replacement structures, Local Involvement Networks, were seen as backup for a system in which the 

key means of public and patient power was patient choice: “collective input … is thus to some extent 

seen as secondary to, or a substitute for, the direct choices made by individuals as consumers” (G. P. 

Martin, 2009). One key element of this choice-based model allowed hospitals to become 

autonomous Foundation Trusts, with a poorly defined ‘membership’ role available to local publics 

(Allen et al., 2012; Day & Klein, 2005).  

Reverting to the CHC model of locality-based organisations, LINks were to be commissioned by local 

authorities, rather than the NHS, and the delivery of each one was to be led by a local ‘host 

organisation’. Writing shortly after the announcement, Hogg emphasised the diminution of the PPI 

role that the plans represented:  

“LINks were to have no statutory rights. CHCs and Forums had rights to information and to 

inspect NHS premises. CHCs also had the right to observer status on trust boards as well as 

to be consulted about changes of use and to appeal to the Secretary of State in a dispute, a 

right inherited by OSCs. Little further detail is given on how the LINks might operate and the 

intention is to leave local areas to decide how they should be set up and managed locally.” 

(Hogg, 2007) 

More positively, Tritter and Koivusalo argued that LINks were “not an inspectorate but a source of 

intelligence about what the experience of service users, and what the priorities for health and social 
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care services should be” (Tritter & Koivusalo, 2013). Studies suggested highly variable degrees of 

influence between different LINks, including some sites where they were “just one of a wide range 

of community inputs” (Marks et al., 2011). Little matter, for, but six years later, the Health and Social 

Care Act – a reorganisation “so big you could see it from space” (Nicholson, quoted in Greer, Jarman, 

et al., 2014) – abolished LINks and proposed broadly the structure that still exists at the 75th 

anniversary of the NHS: Healthwatch.  

Year Act or regulation Key initiatives 

1948 National Health Service Act 1946 

 

Limited role for lay members on Regional 

Hospital Boards 

1973 NHS Reorganisation Act 1973 Community Health Councils created 

2001 Health and Social Care Act 2001 Places statutory duty on NHS organisations 

to involve and consult patients and the 

public in the planning of service provision, 

the development of proposals for and 

decisions about how services operate. 

2002 NHS Reform and Healthcare 

Professions Act 2002 

CHCs abolished. 

Patient and Public Involvement Forums and 

PALS and ICAS created. 

2003 Health and Social Care 

(Community Health 

and Standards) Act 

2003 

Foundation Trusts with public membership 

created. 

2004 Department of Health Arms’ 

Length Body Review 

CPPIH abolition proposed. 

2006 A Stronger Local Voice PPI Forums abolished. 

Local Involvement Networks created. 

2007 Local Government and 

Public Involvement in 

Health Act 2007 

Strengthened Section 11 of the Health and 

Social Care Act for consultation and 

involvement of 

the public and patients in service planning 

and provision. 
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Table 

1: key 

legislative changes in PPI structures in England 

Contemporary PPI: Healthwatch  

The creation of Healthwatch in the Health and Social Care Act (HSCA) 2012 marked the latest phase 

in the transformation of legal PPI mechanisms over the last fifty years. From being principally 

directed by lay members of the community participating in local decision-making processes (as in the 

CHCs), through local Healthwatch, PPI is now officially provided by professional organisations which 

elicit, promote and convey public voice in local health and care systems.   

Like LINKs, each local Healthwatch is commissioned by and accountable to their local authority. 

However, in a departure from LINks, local Healthwatch were given functions directly by statute. 

These include obtaining the views of people about their health and care services and communicating 

those views to Clinical Commissioning Groups (CCGs), local Care Quality Commission (CQC) officers 

and local authorities, providing information to the public about accessing the range of health and 

care services available to them in their area. Local Healthwatch retain the power held by previous 

iterations of official PPI to monitor the quality of health and care services by conducting ‘enter and 

view’ visits. Importantly, they are also asked “to promote public and patient involvement in health 

and care planning, service delivery and monitoring” (Healthwatch England, 2022a). In so doing, local 

2012 Health and Social Care Act Local Involvement Networks abolished and 

local Healthwatch created.  

Health and Wellbeing Boards created in 

each local authority, involving key 

stakeholders (including Healthwatch) to 

provide strategic direction for local health 

and care matters. 

2019 NHS Long Term Plan Proposes a National Assembly of “national 

clinical, patient and staff organisations; the 

Voluntary, Community and Social 

Enterprise (VCSE) sector; the NHS Arm’s 

Length Bodies (ALBs); and frontline leaders 

from ICSs, STPs, trusts, CCGs and local 

authorities”. 

2022 Health and Care Act Establishes Integrated Care Systems on 

legal footing. No significant change in local 

Healthwatch role specified.  
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Healthwatch are expected to be the formal champions of PPI in local systems. This formality is 

buttressed by their mandatory named seat on Health and Wellbeing Boards in each local authority, 

themselves created by the 2012 Act. The Boards brought together key local stakeholders such as 

public health and social care, NHS Trusts, CCGs, GP representatives, councillors, council officials, as 

well as Healthwatch. Sitting on Health and Wellbeing Boards was meant to more effectively embed 

PPI for the first time at a strategic and planning level.   

However, local Healthwatch’s role and position within local health and care systems is replete with 

tensions and contradictions (Carter & Martin, 2016; Gilburt et al., 2015; G. Martin & Carter, 2017; 

Zoccatelli et al., 2022). Carter and Martin (2016) have identified the mismatch between 

Healthwatch’s responsibilities and the accountability structures in which they operate, leading to 

what they term ‘jurisdictional misalignment’ (see also Coleman et al., 2014; Hunter et al., 2018). 

Whilst Healthwatch is expected to monitor the quality of NHS services by visiting services and 

producing publicly available reports, there is no specific requirement for NHS organisations to 

consider or act on Healthwatch recommendations nor a formal mechanism to force local 

consideration of any resulting concerns. While formally empowered to escalate specific issues to 

Healthwatch England, their umbrella organization and a subcommittee of England’s regulator, the 

Care Quality Commission (CQC), such escalation powers are rarely used. The key obstacle is the risk 

of compromising much valued local relationships, by “bit[ing] the hand that feeds them” (Carter & 

Martin, 2016). A national survey of local Healthwatch found that in 2018-19 only 8 Healthwatch out 

of 96 respondents had escalated an issue to Healthwatch England which was later actioned 

(Zoccatelli et al 2020).  

Other challenges include local Healthwatch’s need to work in a sometimes-crowded local field of PPI 

organisations and structures within which they compete for attention. As discussed above, 

Healthwatch operate in an environment in which health and care providers use a vast array of tools 

and processes for collecting patient and service user experience data.  CCGs and Trusts may maintain 

their own locally developed engagement processes that leave little space for Healthwatch to 

contribute. For instance, as reported in a recent study (Zoccatelli et al 2022), a local Healthwatch in 

one part of England was often marginalised in attempting to influence the work of a local hospital 

Trust. The Trust had an active and well-resourced engagement and communications department, 

which from its perspective was equipped to collect a wide range of insight; Healthwatch’s own 

reports on the Trust’s hospital services were often responded to in a minimal way or ignored 

completely (Zoccatelli et al 2022).  
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Local Healthwatch: between local responsiveness, and national inequalities 

All local Healthwatch share the same legal functions but an emphasis on local control means that 

local Healthwatch are extremely variable one from the other, shaped by the different institutional 

landscapes in which they operate e.g. size and type of local authority, the funding they receive, and 

individual organisational arrangements. There is no standard national template for how they work. 

The only requirement is that they are set up as social enterprises which must involve local 

volunteers. This requirement preserves the lay element which dominated previous iterations of 

official PPI within a contemporary framework of PPI professionalism. The degree to which volunteers 

are involved in the work of local Healthwatch varies greatly. For instance, Desai and Zoccatelli found 

that in some Healthwatch, the organisation’s Board members represent the only voluntary element; 

in others, volunteers contributed substantially to operational activities such as liaising with health 

providers and writing reports on service quality (Zoccatelli et al 2022). The formal organisational 

arrangements of Healthwatch are also very diverse. Organisations can be registered as charities, 

community interest companies or private limited companies. Furthermore, some local Healthwatch 

are ‘standalone’, which means that they are operated by an organisation which primarily exists to 

run Healthwatch in that specific area. For instance, Healthwatch Essex is currently provided by 

Healthwatch Essex Ltd. Other local Healthwatch are ‘hosted’, which means that the Healthwatch is 

run by an organisation which also holds other contracts, potentially including Healthwatch contracts 

for other areas. For example, at the time of writing, Engaging Communities Solutions (ECS) - a not-

for-profit organisation that specialises in social research, community engagement and consultation, 

and advocacy – provides Healthwatch services in seven local authority areas (Bedford, Walsall, 

Warrington, Halton, Sandwell, Leicester and Leicestershire, and Stoke-on-Trent). Some Healthwatch 

are hosted by social enterprises which have only one Healthwatch contract alongside contracts to 

deliver other services. For instance, the Healthwatch Northumberland contract is held by Adapt NE, 

which runs several projects to help people with disabilities in that area.   

Local authorities receive a grant from the Department of Health and Social Care to fund a local 

Healthwatch service. This funding is not ring-fenced; moreover, the DHSC’s expectation is that this 

money will also be topped up by funds from the general local government settlement (Healthwatch 

England, 2022b). Local Healthwatch have been operating during a period of falling local authority 

budgets which has exerted downward pressure on the value of awards they receive, and for which 

many Healthwatch re-bid every two or three years (Carter & Martin, 2016; G. Martin & Carter, 

2017). Their total funding has fallen over the past ten years, posing challenges to local Healthwatch’s 

ability to fulfil its statutory functions. Whereas Healthwatch received a total of £40.3 million in 

2013/14, by 2021/22 this had fallen to an estimated £25.4 million (Healthwatch England, 2022b).  
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Differing levels of funding provide an instructive example of local Healthwatch variability which 

influences the way in which they represent patient and public voice locally. In 2020/21, individual 

local Healthwatch awards ranged from around £50,000 to over £500,000. These differences might 

be explained by population size differences between local authority areas. However, as a recent 

study has shown, these larger absolute amounts of funding are not used by these better funded 

Healthwatch to provide the services of smaller Healthwatch on a larger scale. Rather, the larger 

award value enables such Healthwatch to recruit staff specialised in a greater range of skills and so 

can offer local people and system partners different services. For example, a large Healthwatch may 

be able to employ experienced staff with expertise in co-design or academic research to support 

patient and public involvement in the planning of new health services. Smaller Healthwatch, by way 

of comparison, may only be able to employ part-time generalist staff who perform a range of 

different tasks such as engagement or communication which in larger Healthwatch are allocated to 

specific job positions. Such smaller Healthwatch may need to rely on volunteers to keep the 

organisation running. This significant variability in Healthwatch’s work ‘raises questions about 

whether there is equitable treatment of people across England in their ability to participate 

effectively in local health and social care planning and provision’ (Zoccatelli et al., 2022).    

 

Healthwatch and the COVID-19 pandemic 
The COVID-19 pandemic looms large in any sense of how the current system for PPI in England 

functions. The initial health emergency context of 2020 and 2021, and its longer drawn-out 

aftermath, have had a significant impact. NHS organisations made previously unthinkable service 

changes in tight timescales, generally bypassing normal consultative processes with local 

populations. This context provided both challenges and particular opportunities for local 

Healthwatch. There is some evidence that local health and care systems were often particularly keen 

to hear from Healthwatch, as their usual avenues of information-gathering and engagement became 

impossible (Zoccatelli et al., 2021, 2022). Some local Healthwatch were able to capitalise on this 

opportunity, becoming highly responsive as information-gatherers for insights on the experiences of 

different sectors of the local population (e.g. pregnant women, local ethnic minorities). This sort of 

rapid, responsive work was generally praised by local partners, and Healthwatch England 

emphasised the potential for these new ways of working to boost Healthwatch’s impact and 

relevance in local systems. However, such roles also posed crucial questions about the 

‘independence’ of local Healthwatch. It left some local Healthwatch in the uncomfortable position of 

not having capacity to set their own priorities and seriously limited their ability to respond to 

spontaneous issues raised by local service users rather than the priorities of the system itself. In 
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short, an enhanced role in managerial accountability (providing much-needed intelligence for 

managers to evaluate services and make decisions) risked crowding out scope for the more outward-

facing work of Healthwatch as a potential space for more political forms of accountability. These 

tensions are, at the time of writing, unresolved: the long-term effects of the transformation wreaked 

by COVID, particularly when framed in the broader shifts of health and care commissioning and 

provision through ICSs, remain unclear.   

Healthwatch and Integrated Care Systems 
In 2022 the NHS in England is developing the new Integrated Care Systems as an organisational 

form, and the emergent role of Healthwatch within this new structure, remains somewhat unclear 

(Petsoulas & Allen, 2021). Policy goals of giving autonomy to local systems to find their own paths 

create potential opportunities for creativity in involving patients and the public, with parallel risks 

that local systems overlook PPI entirely. Certainly, an article posted on the staff and volunteer 

resource website of the Healthwatch Network suggests that local Healthwatch will need to actively 

pursue a new role: 

“It's essential that you understand how ICSs will affect the way you work locally, as well as 

the steps you’ll need to take to be ready for this change. If we aren't prepared as a network, 

it will be harder for us to get NHS decision-makers to hear people’s views and hold services 

to account moving forward.” (Healthwatch Network, 2021) 

The development of Integrated Care Systems, which shift NHS planning and provision from the local 

to the regional level, is only likely to increase variability of Healthwatch locally. ICSs mark a broader 

change from an emphasis on competitive commissioning (enshrined in the HSCA 2012) to an 

emphasis on collaboration across health and care stakeholders in a system, breaking down the 

distinction between ‘commissioners’ and ‘providers’ of services (and now given statutory force in 

the HCA 2022).  

This change poses several challenges to the work of local Healthwatch and their ability to convey the 

voice of their local communities within these new structures. First, despite the changes in the NHS 

since 2012, Healthwatch’s formal functions have not been reviewed. For instance, while local 

Healthwatch have a statutory right to sit on Health and Wellbeing Boards at the local authority level, 

they do not enjoy a corresponding right to sit on the new regional ICS Boards, although an 

‘expectation’ is outlined in NHS England reports (NHS England & NHS Improvement, 2021). 

Therefore, the role of Healthwatch and the type of PPI they enact is dependent on the willingness of 

ICS organisations to engage with them. One implementation report from NHS England lists engaging 

with “Healthwatch, and the voluntary, community and social enterprise sector” as one of ten core 
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principles for working with people and communities (NHS England & NHS Improvement, 2021): 

Healthwatch’s role is clearly not seen as primary. Secondly, since local Healthwatch are only funded 

to work at the local authority level, they may not have resources to adequately contribute to ICS 

work even if ICS show a willingness to engage with them. Guidance suggests that local Healthwatch 

must be ‘involved’ at the level of ICPs, but goes no further than that (Petsoulas & Allen, 2021). 

Thirdly, guidance documents suggest that local Healthwatch may be required to collaborate more 

closely and coordinate their work more formally with neighbouring Healthwatch within the same ICS 

(NHS England & NHS Improvement, 2021). However, local Healthwatch still operate in a tendering 

environment in which they compete for renewing their Healthwatch contracts, often against 

potential rival bids from these very same neighbouring Healthwatch. The emerging role for local 

Healthwatch within this new health and care landscape reveals the tension between moving 

towards greater collaboration while elements of the system are still shackled to the framework of 

marketisation and competition.   

Healthwatch in context: a more complex landscape of patient and public voice 

Healthwatch, local and national, have therefore worked hard to establish a foothold within the 

complexities of contemporary NHS governance. However, especially when compared to the advent 

of PPI with Community Health Councils, they carry out their statutory roles within a much more 

crowded landscape of organisations and platforms who work outwith the structures of 

representative democracy, but claim to give voice to patients and the public. In this section we 

sketch out a selection of the most notable to illustrate some of the complexities of the current 

system.  

Firstly, at the same juncture as the creation of Healthwatch, NHS England created an ambitious plan 

for a national deliberative assembly around the NHS in England, in NHS Citizen. A research paper by 

Dean et al (2019) describes the somewhat organic development of this plan, originating with the 

suggestion of a celebrity assembly to hold NHS England to account. As eventually operationalised, 

NHS Citizen was a remarkably ambitious plan inspired by systems thinking in deliberative democracy, 

including multiple strands of data-gathering (known as ‘Gather’ and ‘Discover’) as well as a national 

Assembly Meeting of members of the public from across England (Bussu, 2014). Eventually falling 

victim to the sheer complexity of the health and social care system in England (Dean et al., 2019), 

NHS Citizen seems currently depleted and perhaps even in abeyance, but its web presence remains 

(NHS England, 2022). 

Another contemporary route for PPI, heavily referenced in ICS guidance as discussed earlier, is the 

voluntary, community and social enterprise sector. A key change in the early 2010s was the 
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formation of National Voices, a coalition of health and social care charities which articulates a 

mission heavily grounded in patient voices: their tagline is “Making what matters to people matter in 

health and care” and their mission “inclusive and person-centred health and care, shaped by the 

people who use and need it the most” (National Voices, 2022). The key difference between National 

Voices and the rest of the voluntary sector is their very targeted potential to speak with one voice 

for a broad coalition of organisations who are relevant stakeholders in NHS decision-making 

(including organisations who otherwise compete for funding and donations). Their Board includes an 

impressive combination of senior charity professionals and NHS ‘insiders’, and their advocacy and 

campaigning work is high-profile and slick. In autumn 2022 the organisation ‘took over’ the sector 

magazine Health Service Journal for a week, spotlighting issues of patient-centred care (Augst, 2022). 

NHS organisations also have more, and more effective, routes to hear directly from patients than has 

ever been the case before. This is especially valuable in the search for examples of patient 

experience which might support managerial accountability, by identifying when standards have not 

been met at the local level. Digital communications have transformed the potential for individual 

patients or members of the public to voice their experiences or priorities, and indeed for 

organisations to aggregate them. Care Opinion is one example: a website where members of the 

public can submit ‘stories’ about their care, linking them to the different ‘provider’ organisations 

they interacted with during their care (Mazanderani et al., 2021). Created in 2005, Care Opinion was 

originally envisaged as part of the expansion of patient choice within the NHS in England (Appleby et 

al., 2003). However, over time, its role has evolved into a more collaborative focus on quality 

improvement: its founder describes its role as “turn[ing] the moving, thoughtful and reflective 

stories that people share into better health and social care services” (Hodgkin, 2013). The key 

mechanism here is of provider organisations reading and responding to the stories patients share. As 

a non-profit-making Community Interest Company, Care Opinion finances its platform by selling 

subscriptions to health and social care organisations. In England these subscriptions are taken out by 

specific provider organisations (whereas in Scotland and in Northern Ireland, Care Opinion has been 

contracted by the Scottish Government and Public Health Agency respectively (Care Opinion, 2022)). 

The idea of Care Opinion as a useful broker between patient experience and organisational 

improvement has been supported by research which has found that staff value the learning (Baines 

et al., 2021) and that, when tapping into the potential of machine learning to elicit pertinent 

information from narratives, reviews might help identify safety incidents which have otherwise gone 

unreported through official channels (Gillespie & Reader, n.d.).   

A final, longstanding mode of public participation in the NHS which increasingly challenges the claim 

of statutory structures to be ‘the’ champion of the public, is public campaigning, often, but by no 
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means exclusively, against service reconfiguration (Crane, 2022; Ocloo & Fulop, 2012; Ryan, 2019; 

Stewart et al., 2022). New modalities of activism and mobilisation, not least online, offer rapid 

rebukes to decisionmakers (Pushkar, 2018). Campaigning itself, is, of course, nothing new (Crane, 

2019): as discussed earlier, harmed patient and carer campaigning in the wake of the Bristol scandal 

contributed to the abolition of CHCs. However as digital activism becomes increasingly intertwined 

with public discourse, formal PPI structures in the NHS have to be understood in interrelationship 

with more activist public campaigning.  

 

Conclusion 

The sheer frequency of structural reform in Patient and Public Involvement in the last 25 years is not 

uncommon in England’s fretful, oft-reformed NHS (Smith et al., 2001). The changes shown in table 1 

often reflect these broader structural changes, and not just dissatisfaction with current 

arrangements, let alone a fully worked through alternative strategy for how patient and public 

involvement should be delivered. By contrast, in Wales, Community Health Councils endured until 

2019. In Scotland, arrangements continue to be supported by the work of national agency Scottish 

Health Council (now absorbed into Healthcare Improvement Scotland), and following abandoned 

pilots of directly electing non-executive members of Health Boards (Greer, Wilson, et al., 2014). In 

Northern Ireland, the Patient Client Council fulfils many of the functions of Healthwatch, often with 

a province-wide remit. The comparative instability of reforms in England have reflected the 

magnitude of the task at its much greater scale. However the repeated churn of organisational forms 

in the 2000s proved damaging for relationships, for trust, and for the important question of public 

visibility of these structures (Baggott, 2005; Warwick, 2006). Furthermore, as Newbigging noted in a 

review of reforms up until 2016, the legal powers enjoyed by the Community Health Councils have 

never been restored to any of their structural descendants: “the power of the engine for PPI has 

been incrementally reduced” (Newbigging, 2016).     

Already forced to compete with other potential organisations to deliver local Healthwatch, and 

working hard to achieve influence locally, Healthwatch also now finds itself one among many routes 

through which NHS organisations might hear from the population they serve. What can be pitched 

as appropriately responsive local variations, can also be understood as a problematic ‘postcode 

lottery’ in how effectively local Healthwatch hears from and represents people in different areas of 

the country. What remains to be seen is whether a more diffuse landscape of PPI can better give 

voice to the range of experiences of healthcare within England’s population, via engagement with 

“much richer forms of participation and data about people’s perspectives, priorities and reasoning” 
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(Cribb, 2018). An alternative trajectory is that a plethora of weaker PPI structures simply renders 

decisionmakers more able to pick and choose the messaging that fits their own priorities, evading 

accountability to the people they serve.   

Patient and public involvement is one area of health policy where success is particularly difficult to 

define (G. Martin & Carter, 2017; Stewart, 2013). In practice, evaluations tend to measure 

achievement intrinsically, by congruence with policy goals (see for example Levitt, 1980). However 

when it comes to PPI, this approach is limited by the relative vagueness of these goals. Especially if 

PPI is understood as a route to political, and not managerial accountability (ie the influence of public 

views on the substantive structure of services, rather than only intelligence on the extent to which 

agreed managerial standards are met), any straightforward measure of success is likely to be both 

elusive, and dynamic, rather than measurably achieved. In this, a democratically-oriented 

understanding of PPI’s role – the desire to create a healthcare system which meaningfully responds 

to collective population preferences – evades straightforward metrics of healthcare performance.  
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