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SPreading Applied Research and 
Knowledge – Longer Evidence Review 
(SPARKLER) 

‘SPARKLERs’ is a pioneering service that helps 
East Midlands health organisations synthesise 
research from multiple sources, providing 
the evidence on which to build rapid service 
improvements. 

The project is funded by the East Midlands 
Academic Health Science Network (EMAHSN) 
and coordinated by the EMAHSN Translating 
Research into Practice workstream, which is 
hosted by Nottingham University Business 
School’s Centre for Health Innovation, 
Leadership and Learning (CHILL). The aim of 
the SPARKLER service is to provide support 
where member organisations need to compile 
evidence based reviews but don’t have capacity 
to pull together and summarise research from 
the many available sources. 

In addition to the commissioning agency, 
SPARKLERs are available to all our East Midlands 
member organisations – helping the EMAHSN 
in its key aim of translating proven research 
into practice, spreading innovation widely and 
quickly and underpinning rapid improvements 
in healthcare for the East Midlands’ 4.5m 
residents. 

SPARKLERs – which stands for ‘Spreading 
Applied Research and Knowledge – Longer 
Evidence Reviews’ provide fuller reports on a 
particular and detailed element of healthcare. 
They are created using rigorous academic 
methodology and are written for practice 
audiences with the aim of synthesising key 
evidence for impact and evidence based 
decision making. 

SPARKLERs are not a systematic review and are 
not written for an expert academic audience 
or to advance theory development, instead 
they are an independent presentation of the 

evidence that exists designed for the managers 
and clinicians responsible for making the 
decisions on a day to day basis in our health 
and social care systems.  They provide a 
summary of “what is out there” which may be 
sufficient or may trigger a further investigation 
using the information in the SPARKLER as a 
start.  At all times we advise that these are read 
in conjunction with the relevant NICE guidance 
at http://www.nice.org.uk/

Sitting alongside SPARKLERs, ‘SPARKs’ – shorter 
‘at a glance’ digest summaries of research 
evidence intended to improve and enhance 
practice. 

We are happy to take commissions from all 
organisations providing NHS funded care for 
both formats. To find out more contact the 
EMAHSN Project Team at emahsn@nottingham.
ac.uk  

The SPARKLER remains the property of EMAHSN 
and will be widely circulated and available to 
download from the EMAHSN website: www.
emahsn.org.uk

Authors: Sue Rowley and Emma Rowley

SPreading Applied Research and Knowledge - 
Longer Evidence Review (SPARKLER)
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Following discussion with Rachel Illingworth 
(Head of Research and Evaluation) and Dara 
Coppel (Emergency Care System Programme 
Manager) at NHS Nottingham City Clinical 
Commissioning Group (CCG), EMAHSN was 
asked to produce a SPARKLER based on the 
learning about “how to engage with patients/
citizens as leaders in transformation”.

The scope of the review was agreed on 
9th February 2015, and work commenced 
immediately. Summary updates were sent 
at regular intervals, to provide an update on 
the work being undertaken. The final report 
was delivered on 16th April 2015. The turn-
around time (from commencement of review to 
SPARKLER delivery) was 10 weeks. 

Our approach

Since receiving the brief, literature searches 
using CINAHL, MEDLINE and Web of 
Knowledge databases have been conducted 
using the following search terms:

• Service transformation AND Patients or  
 clients.

• Service change AND Patients.

• Service provision AND Patients AND  
 involvement or engagement.

• Emergency service provision AND Patients  
 AND involvement or engagement.

• Urgent care provision AND Patients AND  
 involvement or engagement.

• Emergency service planning AND Patients  
 AND involvement or engagement.

• Urgent care planning AND Patients AND  
 involvement or engagement.

• Service planning AND Patients AND  
 involvement or engagement.

• Patient engagement AND emergency care.

• Patient public involvement AND emergency  
 care.

• Public patient involvement in service  
 provision.

• Service transformation and patient  
 involvement.

• Patient engagement and emergency care.

• Patient participation refined by emergency  
 care and refined by patient involvement

Background
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Selection criteria
• International papers. 

• English language. 

• Peer reviewed, research papers.

• Published from 2009 onwards (to ensure appropriateness to contemporary healthcare context)  
 unless papers are considered to be important to be included (i.e. cited by many other authors).

• Relevant ‘policy’ style documents from sources including Department of Health, NHS England  
 and NHS Trusts, Kings Fund and international equivalents.

• Supplemented by data extracted from websites and national databases.

Search strategy
• Search engine: CINAHL and MEDLINE

• Search models: Boolean/Phrase

Search results
A total of 718 records were found. After titles were reviewed and duplicates removed, 111 
references remained. After reading the abstracts, this was reduced to 62. A further 57 references 
were added (Reports, Cochrane Reviews, references from other included studies plus grey literature) 
bringing total of potential references for inclusion in final review to 119 papers/reports.

The review draws upon 77 references. 

Background
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Executive summary

This SPARKLER reviews the available evidence on the engagement of patients and the public in 
strategic decision-making. Headline results can be found below, and are supplemented by a plain 
English summary, which forms a separate document. 

• Evidence supports the notion of patient/public involvement and shared decision-making in  
 relation to improved health outcomes, service satisfaction and cost reductions.

• Patient/public involvement is a stated priority for the NHS.

• Patient/public involvement requires a commitment.

• Motivations for patient/public involvement vary.

• Involvement goes beyond just asking someone, but actively listening and acting on the    
 knowledge that they have shared.

• The policies and terminology surrounding patient/public involvement can be confusing and  
 contested; this review uses the term Patient Public Engagement and Involvement (PPEI) to   
 illustrate the relationship between all four components.

• Patients / public should be empowered to participate in decision-making.

• Different people can play different roles in strategic decision-making, at different stages of the  
 process.

• People can be both patients and citizens, yet the information shared differs according to the role  
 inhabited. 

• Different dimensions to be considered include: 1) paths of influence, 2) when to involve people,  
 3) the level of involvement required, 4) the degree of inclusiveness or representativeness desired,  
 and 5) people’s proximity to decision-making.

• Issues linked to credibility, legitimacy and power influence people’s desire to undertake PPEI, and  
 also affect the impact it can have. 

• Providers, commissioners and the public all have different perceptions of PPEI. It is important to  
 find a shared meaning and expectations before you commence activity. 

• Knowing what you want from PPEI is important to establish. This will mean the correct choices  
 and mechanisms can be followed.

• PPEI requires time, effort and dedicated resource.

• Measurable evidence for the impact of PPEI is weak – more due to research methodological  
 constraints than the effect of PPEI. 

• PPEI can achieve much.

• There is ample guidance to support PPEI initiatives.
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Introduction

The focus of this SPARKLER review is on the engagement of patients and the public in strategic 
decision-making. Before moving onto providing an overview of the prevailing evidence in this area, 
a number of terms are clarified: 

• By ‘strategic’ decision-making, we mean the process of assessing local health needs, identifying  
 priorities and making plans for how health services are delivered in local areas (Blades et al.,  
 2013). This can be done by groups or individuals, all of whom are able to have their say in the  
 development of ‘their’ NHS services (hence it can also be referred to as ‘shared decision-   
 making’).

• In practical terms ‘engagement’ can be understood as “talking to people about their health  
 needs and their choices about their care, listening to what they have to say about services and  
 their experiences of them, providing a greater opportunity for communities, groups and   
 individuals, in all their forms, to have their say, get involved in their own heath care and the  
 development of their NHS services” (Nottingham City CCG, 2012:5). 

• At a conceptual level the meaning of ‘engagement’ is less clear, not least due to the conflation  
 of the terms ‘Engagement’, ‘Involvement’ and ‘Participation’ within the literature (Beresford,  
 2010; Kovacs-Burns et al., 2014; Warsh, 2014). 

Shared decision-making is understood to be a process in which patients are involved as active 
partners with their clinician in clarifying acceptable medical options and choosing a preferred 
course of care and treatment (National Voices, 2015). Evidence supports the concept of shared 
decision-making in relation to improved health outcomes, better satisfaction with services and 
significant reductions in cost (Department of Health, 2010). However, this process can also be 
referred to as engagement:

“Patient engagement means engagement in one’s own health, care and treatment. 
Patient involvement means involvement in the design, planning and delivery of health 
services”. 

Parsons et al., 2010:4 
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Involving patients and the public 
in strategic decision-making

“Where local clinicians are proposing 
significant change to services, we want 
to see better informed local decision-
making about services, in which the 
public are fully consulted and involved”. 

Department of Health, 2012a:13. 

Patient and public engagement and 
involvement in strategic decision-making is a 
stated priority for the NHS, to the extent that 
any proposed changes must meet four tests, 
amongst which is that there is strong public 
and patient engagement in the decision-making 
process.

A later Department of Health report (2014) 
states that: “as well as involving people in 
decisions about their own care, a key …is the 
importance of really involving and listening to 
patients wherever decisions about the shape 
and future of services are made” (Department 
of Health, 2014, section 1.14). It continues 
by explaining that “involvement also means 
engaging with service users and the public 
about the state of services and potential 
changes to them” (ibid, section 1.15). 

However, Parsons et al. (2010) query whether 
and how commissioners’ decisions are 
influenced by patient/public engagement, 
and suggest that yet another term is 
interchangeably used within the literature 
when discussing involvement and engagement: 

empowerment. Citing Communities and Local 
Government (CLG 2007) to demonstrate 
the difference between engagement and 
empowerment, Gregson and Court (2010: 
http://cdf.org.uk) write that engagement is 
“the process whereby public bodies reach 
out to communities to create empowerment 
opportunities”, whilst empowerment is “the 
giving of confidence, skills, and power to 
communities to shape and influence what 
public bodies do for or with them”. This 
definition does not completely match that 
provided by INVOLVE (2015), who state that 
“Empowerment is the process by which people 
who use services equip themselves with the 
knowledge, skills and resources they need 
to be able to take control over decisions and 
resources. It often involves people building 
confidence in their own strengths and abilities. 
It does not always mean people take control 
over all decisions or all resources” . Terms linked 
to public involvement are used interchangeably, 
this does little to aid understanding of the 
different concepts being used, nor help create a 
consistent, clear and shared language.  

A large NIHR funded study found that the 
terms engagement and involvement were 
used interchangeably in practice too, despite 
them having markedly different levels of actual 
patient and public participation. Reviewing CCG 
practice across the UK, the study found that: 

“Engagement was limited to information 
giving (e.g. public engagement events) 
and obtaining feedback on services (e.g. 
through a survey or public consultation 
meeting). Engagement was not described 
in terms of active involvement in decision-
making”.

Peckham et al., 2014:71.
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Arnstein’s (1969) ladder of participation 
provides a framework for understanding 
public involvement and the degrees of 
influence that exist at each ‘rung’ of the 
ladder. The ladder represents the range of 
possible power relationship between the 
public and the state (the model assumes 
that power is finite), therefore the lower 
down the ladder that participation occurs, 
the lower the public influence and the 
higher state control, and vice versa. More 
commonly however, the ladder is used in 
order to demonstrate that different levels of 
influence can exist, and as such continues to 
be influential in the literature (Tritter, 2009; 
Beresford, 2010; Age UK, 2011; Ocloo and 
Fulop, 2012; Haarsma et al., 2014).   

Figure 1: Arnstein’s ladder of 
participation (Amstein, 1969:217).

Later writers build upon the understanding 
provided by Arnstein, by referring to 
the International Association for Public 
Participation’s Public Participation Spectrum , 
which takes into account contextual factors. 
It therefore enables levels of participation 
to be understood as existing along a 
continuum (Gauvin, 2012; Coulter, 2011; 
Kovacs-Burns et al., 2014).

Involving patients and the public 
in strategic decision-making
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In order to bring clarity to the varied use of terms and as an aid to understanding how this 
affects the potential influence of actual participation by the public, within this review, the term 
‘engagement’ refers to interaction with the structures that exist. These can be both conceptual, 
for example policy statements, and also physical entities, ranging from governance structures 
such as Councils of Governors through to membership of patient support groups. The term 
‘empowerment’ refers to the levels of participation, whilst the term Involvement describes the 
processes of participation. However, following Peckham et al., (2014), this review uses PPEI 
(Patients, Public, Engagement and Involvement) as a noun to convey the sense of an entity formed 
by a relationship between public/patient voice and the process of participation.
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At different stages of the decision-making process, different publics can play different roles. 
Therefore, according to Gauvin (2012), five dimensions of public involvement should be considered: 

• The paths of influence, 

• When the public is involved, 

• The level of involvement, 

• The degree of inclusiveness, 

• The decision-making proximity. 

Recognition of these different roles is acknowledged by Attree et al., (2011) who identify three 
practical domains where the different levels of involvement/participation can occur:

• Treatments, services or resources provided to patients, 

• Service delivery resource allocation decisions (what services are delivered, how, where and by  
 whom), 

• Macro-level healthcare allocation and policy decisions at regional or national level. 

Tritter (2009) provides a conceptual framework for PPEI that demonstrates how potential impact 
is related to the type and aim of involvement. A distinction is drawn between where involvement 
takes place; whether at individual or collective levels, whether direct or indirect, and whether 
proactive or reactive. 

• Indirect involvement relates to information gathering from patients in order to inform service  
 delivery or development; using Arnstein’s ladder, this would sit at the lower rungs of    
 participation. 

• Direct involvement is when patients are involved in decision-making at more strategic levels, for  
 example, considering the resourcing of services, and as such, it sits on a higher rung of the  
 ladder. 

• Involvement can be both reactive, in terms of responding to a previously set agenda (“we are  
 inviting your views on this”) or proactive, whereby patients or the public have the opportunity to  
 help shape the agenda. 

• Reactive and proactive engagement can occur at various rungs of the ladder, and although the  
 higher levels of Arnstein’s ladder suggest proactive direct involvement, as the activity moves  
 closer towards citizen control. 

Inform Consult Involve Collaborate Empower
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Involving patients and the public 
in strategic decision-making
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There are potential disadvantages to promoting the idea that citizen control should always be seen 
as the goal for participation, for it gives fuel to the fear that increasing patients power will diminish 
professional power, while at the same time, it fails to acknowledge the value of different levels and 
forms of patient involvement (Tritter and McCallum, 2006).

The notion of different publics and how this relates to how to engage with patients in service 
transformation is examined in the following section of the SPARKLER, by introducing a distinction 
between the health service aspirations of patients and those of citizens (Coulter, 2006).

Patients can be individuals, representatives or advocates of individuals, patient or community 
groups; all are public ‘citizens’, yet as demonstrated in the table below, where the distinction is 
made between being a patient and being a citizen, priorities for the health service may change 
depending on how the grouping is defined.

Table 1 showing health aspirations according to whether defined as patients or citizens. 

Healthcare aspirations of patients and citizens

Patients Citizens

Fast access to reliable health advice
Affordable treatment and care, free at the point of 
use

Effective treatment delivered by trusted 
professionals

Safety and quality

Participation in decisions and respect for 
preferences

Health protection and disease prevention

Clear comprehensive information and support for 
self-care

Accessible local services and national centres of 
excellence

Attention to physical and environmental needs Universal coverage: geographical and social equity

Emotional support, empathy and respect Responsiveness, flexibility and choice

Involvement of, and support for, family and carers Participation in service developments

Continuity of care and smooth transitions
Transparency, accountability, and opportunity to 
influence policy decisions

Source: Coulter, 2006:28.

Table 1 shows how, when inhabiting the role of patients, people are concerned with the more 
practical aspects of their care, whereas when cast in the role of citizen, higher, more conceptual or 
democratic level aspirations are voiced. When they come into contact with health services, people 
can be both patients and citizens yet depending on the context in which their participation is being 
sought (Attree et al.’s (2011) three domains), they may bring differing aspirations. However, this 
then raises considerations regarding the credibility and legitimacy of those views and how this 
impacts upon PPEI. 
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Voice and choice

“Patient involvement isn’t just about 
contributing to decisions about healthcare 

policy and care services, and representing the 
views of patients and the public, but it’s also 
about being involved with your own care.” 

NHS England, 2015b.

We will strengthen the collective voice 
of patients and the public through 

arrangements led by local authorities, and 
at national level, through a powerful new 

consumer champion, Healthwatch England.” 
Department of Health, 2010.

Public Voice is about ensuring that the 
views of patients, carers and the public 
are heard and are able to influence NHS 
England’s decision-making. This means 
that we need to embed people’s voices 
as part of our governance structures, 

such as by having lay members as part of 
our committees, and through effective, 

and ongoing engagement activities.           
NHS England, 2015a.

“Our Vision for the NHS…gives citizens 
a greater say in how the NHS is run.” 

Department of Health, 2010.

Involving patients and the public 
in strategic decision-making
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These quotations illustrate how patients are 
portrayed in policy documents. If patients 
have choices, they are seen as consumers and 
referred to as service-users or service-user 
representatives, whereas, if they have a voice, 
they are seen as citizens and referred to as lay 
members of the public. This is not a theoretical 
argument that can be glossed over, for how 
patients are portrayed in policy documents is a 
highly influential contextual factor. Its presence 
in the literature falls broadly under issues of 
representativeness, legitimacy and credibility of 
patient voice. The literature provides evidence 
of these having been expressed as acting as 
barriers to participation.

It is only by making explicit the factors that 
support or hinder PPEI apparent, that the 
‘contested nature of involvement’ can be 
understood (Ocloo and Fulop, 2012). For 
example, conflation of terminology regarding 
Voice and Choice continues to exist in the 
literature despite having separate ideological 
underpinnings (Beresford, 2010). Similarly 
conflation of the terms patient involvement and 
public involvement suggests they are justified 
by the same principles. However, whilst they 
are related concepts, they are not the same. As 
a result there is a lack of clarity as to what PPEI 
initiatives can realistically seek to accomplish.

 

This lack of clarity regarding the aim of PPEI 
is evident in the range of motivations that 
can contribute to how the concept of patient 
participation is expressed, understood and 
acted upon (Warsh, 2014). These have been 
described (Foot et al., 2014) as:

• A consumerist approach: patient involvement  
 as a means to improve quality,

• A democratic approach: people with rights  
 as citizens, therefore should be involved in  
 how services are run,

• An ethical and outcomes-based  
 approach: patient involvement as essential  
 to the judgement of relative risk and benefit  
 associated witH decision-making,

• A value-based approach: best value for  
 money coming from knowing and  
 responding to what people need and want,

• A sustainability approach: patient  
 involvement as managing their own  
 healthcare and can minimise use of services.

It is not simply a case of pick an approach 
and use it throughout an organisation, for 
the distinction between individual choice and 
public voice has become even more important 
since separate statutory duties and guidance 
regarding patient and public involvement were 
issued under the Health and Social Care Act 
2012 (Foot et al., 2014). 

NHS England uses the term ‘involvement’ when 
referring to patient’s own care, promoting the 
idea of patients being consumers who have 
choices. However at a collective level, voice is a 
public activity that leads to decision-making. 
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It should be no surprise then that although the first Patient Participation Group was set up more 
than forty years ago, and PPEI initiatives may have succeeded in getting more people involved in 
making decisions about healthcare services, evidence of their impact remains poor (Andersson et 
al., 2006). Possibly as a reflection of the implementation of PPEI having occurred in the context of 
competing political ideologies, frequent NHS changes and lack of clarity, much of the literature on 
PPEI is political commentary and that is written from multiple perspectives. 

This section has provided a very brief overview of how the policy context has influenced the 
literature surrounding PPEI, and closes with words from a King’s Fund report which acknowledges 
the complexity of the issues: 

“The current state of involvement has arisen from different initiatives led by different 
groups, at a number of different points in time, influenced by different ideologies 
and serving different goals. It is not a neat, single concept but encompasses multiple 
perspectives”.

Foot et al., 2014:12.  

Voice and choice

Involving patients and the public 
in strategic decision-making
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In this section, issues of representation and representativeness are reviewed. Representation 
is addressed in terms of what mechanisms are available (individual or collective), while 
representativeness is discussed in terms of how representative are the representatives.  
Representativeness links back to the policy context and the elevation attached to either voice or 
choice, issues which to a large extent define how representativeness may be understood. Once 
again the point is reiterated that only by acknowledging the contextual factors that influence PPEI, 
can the evidence from those with experience of participating in PPEI initiatives, be fully appreciated 
and learnt from.

Credibility, legitimacy and power have been identified within the literature as acting as barriers or 
motivators for PPEI. All three however are closely interrelated at theoretical and practical levels in 
the literature (Boivin et al., 2014):

• Credibility: are contributions considered valid and relevant to inform collective healthcare   
 decisions,

• Legitimacy: the ability to speak on behalf of people affected directly or indirectly by healthcare  
 services and policies (democratic representativeness), 

• Power: collective strength of healthcare voices to influence policies/decision-making.

When determining whose is a legitimate patient voice, organisations should seek to engage with 
individuals or groups of individuals who are representative of the area under interest (for example, 
a particular illness, or the communities in which they live).  The decision of who to engage will have 
practical implications in terms of the most appropriate PPEI mechanisms used. For example, looking 
at condition specific groups, supports the move to considering patients as experts of their own 
illness, which when regarding their own treatment or planning of services that might potentially 
be used by others with the same condition, lends legitimacy and credibility to their voices as 
consumers. However, this may still not be sufficient for a democratic approach, for research has 
shown that for PPEI initiatives to succeed requires recognition of the condition specific barriers 
that may prevent participation, for example frail elderly lacking the mobility to attend meetings or 
Stroke patients having speech problems (Wistow et al., 2011). Without recognising and attempting 
to overcome these barriers, it is unlikely that the views accessed will necessarily be representative of 
all patients with a specific condition. 

Additionally, framing representativeness by condition makes it harder to recognise the potential 
for impact that participation has when occurring at varying stages along the PPEI continuum. For 
example, at Lay Board membership level, when more strategic decisions are being made, ‘expert 
patient’ status may not be considered as valuable as it may be in other PPEI processes. 

Who are the representatives?
How representative are they?
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Whatever the level of engagement, from the 
organisation’s perspective, what should be 
avoided is focusing on who is speaking as 
opposed to what they are saying (Andreassen, 
2009), and striking appropriate balance 
between expressing the views of their wider 
community and their own patient experience 
(Peckham et al., 2014). 

Foot et al. (2014) consider the evidence is 
clear: overall, people are not as involved as 
they want to be in decisions about health 
and care. However, whilst there is evidence 
that the public do want to be involved in PPEI 
(Snape et al., 2014), there is no consistency 
in how or what people want to be involved 
in. For example, 25% of people wanted to 
be involved in healthcare decision-making 
but less than 10% wanted to be involved in 
funding decisions (Kovacs-Burns et al., 2014).  
Attree et al.’s research (2011) demonstrates 
patients’ willingness to become involved in 
both their own healthcare decisions and public 
consultations. 

Whilst there is no consensus regarding whether 
all patients were interested in contributing 
to strategic decision-making, research has 
demonstrated that the type of decision-making 
task influences the desire to become involved 
(Gagliardi et al., 2008). Therefore trying to find 
patients who wish to become involved and 
would fit a given profile can be problematic. 
For example, within any population (however 
defined) there are ‘hard to reach’ groups, those 
who are living in poverty, who do not speak 
English, who do not have friends or family 
and are socially isolated and those who do not 
know how or where to access services (Age 
UK, 2011) and who, as a consequence, tend 
to be targeted on an ad hoc basis (Wistow et 
al., 2011). On the other hand, there are those 
often described as ‘the usual suspects’ who are 
asked to participate in PPEI activities frequently 
(Beresford, 2010; Cotterell et al., 2011;  Locock 
et al., 2014; Wistow et al., 2011). 

Yet again, lack of careful consideration of the 
impact of terminology is illustrated by Cotterell 
et al. (2011) whose research found that despite 
having responded to the request to become 
involved, later becoming aware that they were 
sometimes referred to as ‘professional users’ or 
‘the usual suspects’, participants felt not only 
disappointment but also annoyance at use of 
these divisive term. That patients do become 
aware of these terms and how they are used is 
recognised by the following quotation: 

“You start off as a raw service user and 
as you become better at saying what you 
want to say, you get excluded from the 
list of who to invite because they call you 
a ‘professional’ older person”

Service user in Moriarty et al., 
2007:23.

Attree et al.’s (2011) study researching joint 
working between service users and healthcare 
professionals to drive service improvements 
found that searching for the ‘typical’ service 
user was self-defeating and stifled progress. 
Therefore one solution is to move away from 
considering patients as consumers who use 
services as a result of their illness/condition, 
and instead, regard them as citizens, in which 
case their involvement would be defined 
democratically as being members of a given 
geographical community. However, in practical 
terms, how widely this occurs will be influenced 
by the local political context of a geographical 
area and the extent that the community is 
involved in local decision-making (Boivin et al., 
2014). 

Who are the representatives?
How representative are they?

Involving patients and the public 
in strategic decision-making
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Issues of legitimacy and credibility impact on 
the different stages of the involvement process. 
Depending on where the levels of ‘lay expertise’ 
are sought or provided, they will overlap at 
times. Lay expertise can range from relatively 
none, through general appreciation of the 
issues involved, up to already possessing domain 
specific knowledge. Having no or little expertise 
in a given domain may not be problematic 
if opinions are being sought by providers 
about service provision in general terms. 
However, if participation requires involvement 
in more complex decision-making processes, 
having no expertise could potentially make it 
difficult to understand the varying perspective 
being discussed. In what has been described 
as interactional expertise, lay participant’s 
knowledge is developed in order to enable 
meaningful interaction with professionals (much 
of the guidance around PPEI advocates training 
such as this) and finally there is contributory 
expertise which [in a specific domain, for 
example experience of living with a chronic 
condition] enables patients to share their 
experiences in order to bring new knowledge to 
a specific aspect of health care decisions (Boivin 
et al., 2014).  

Sadly, little appears to have changed in the 
last decade, for Rutter et al.’s (2004:1973) 
research found that “providers retained 
control over decision-making, and expected 
users to address Trust agendas and conform 
to Trust management practices”. This has 
been criticised as paternalistic in intent (“we 
have decided what is important - how do you 
think we can achieve this?”). Similarly even 
where empowerment techniques, such as the 
provision of training or the use of facilitators, 
are used, these too can be problematic (“we 
will teach you what you need to know, so that 
you can understand what we are saying”). 
Moreover even where attempts are made to 
level power differences by developing the 
role of moderators, there is evidence that the 

skill levels and field specific knowledge that 
moderators or facilitators possess can impact 
on the empowerment of lay people when 
speaking with professionals. Moderators who 
focused on technical content (domain specific 
knowledge) as opposed to focusing on the 
process of moderation, were found to be less 
enabling (Boivin et al., 2014). The overlap 
of credibility with legitimacy has a very real 
impact on practice, for whilst domain specific 
knowledge might increase credibility of the 
public in the eyes of professionals, there is 
evidence that ‘lay’ participants perceived that 
it was not how credible their knowledge was, 
but that professionals’ attitudes towards them 
influenced how enabled or confidently they felt 
they were able to express their ideas within the 
existing power dynamics (Kovac-Burns et al., 
2014).
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Table 2. A framework to guide patient and public involvement (Ocloo and Fulop, 2011:426).

Who are the representatives?
How representative are they?

Involving patients and the public 
in strategic decision-making

History/context of 
involvement

Drawing on values/
theories that address 
the contested nature 
of involvement

Applying 
differentiated 
approaches to 
involvement

Challenging barriers/
supporting the 
involvement process

Emergence of social 
movements/self-help 
groups that challenge 
the nature of oppres-
sive/harmful service 
provision and profes-
sionally driven agendas

Drawing upon 
critical perspectives 
on involvement/
participation (e.g. 
Black, anti-racist, 
feminist, social model 
of disability, anti-
oppressive practice, 
consmerist/democratic/
empowerment theories)

Involvement at the 
individual and collective 
level

An organizational 
commitment to support 
involvement/challenge 
power inequities and 
empower users

The emergence of user 
involvement across the 
public services

These challenge a 
dominant biomedical 
model of health and 
illness

Working with diverse 
groups of users within 
a model that challenges 
oppressive practice/
empowers individuals 
within their care/
treatment and at a 
collective level

Identify clear 
opportunities for 
involvement and how 
lay memvers want to 
be involved

Compliance with 
policy/legal drivers for 
involvement

Highlight organisational 
factors about power 
and conflict that 
hinder/support 
involvement processes

Developing involvement 
in different types and 
levels of activities in 
own treatment

Clarity for staff/
lay members how 
involvement will take 
place and include/
empower diverse 
underrepresented 
groups to be involved

Draw on empowerment 
theories that challenge 
oppressive social 
structures/give voice to 
user led perspectives/
approaches on change

Specify how the 
involvement process 
will be supported/
resourced e.g. time 
information, training 
expenses, advocacy
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NHS England advocate development of 
collective approaches to PPEI (NHS England, 
2013). This was implemented through the 
Health and Social Care Act of 2012, in which 
Healthwatch England was created as a direct 
line to government. There is now a local 
network of 150 organisations to feed local 
opinion upwards to national levels. Healthwatch 
is intended to be inclusive, authoritative 
and accessible to all (Department of Health, 
March 2012). Health Consumer and Patients’ 
Organisations (HCPOs) such as Age UK, or 
the Joseph Rowntree Trust are promoted as 
independent organisations that exist in response 
to and as a product of society (Baggott and 
Jones, 2014). 

A Joseph Rowntree Foundation study examining 
the means of engagement between older 
people and local authorities found three 
models: the independent forum, the older 
citizens panel and the supported group 
model (Wistow et al., 2011). Forums were 
independently set up and run by older people 
with the aim of influencing local decisions (they 
existed in response to society). Panels comprise 
databases of potential volunteers which may 
be accessed by organisations wishing to make 
contact with this specific group of ‘citizens’, 
whilst in the third model, a voluntary sector 
organisation acts as a bridge or facilitator to 
bring together organisations with specific 
groups. In the third model, the role of voluntary 
sector organisations is a little ambiguous, for 
on the one hand their position sits comfortably 
with the ideology of harnessing voluntarism 
and social action enabling promotion of social 
responsibility and self-reliance, yet on the other 
hand, if they become too closely involved in 
the decision-making processes, their lobbying 
capacity becomes reduced (Baggott and Jones, 
2014). An illustration of this quandary is evident 
in the research findings of a National Voices 

(2010) survey of 122 HCPOs which found that 
only a little over 50% of HCPOs considered 
their ability to influence government policy 
as very important. MacDonald et al. (2014) 
suggest that the balance of PPEI participation 
and impact may be weakened by association 
with the system, and that perhaps retaining an 
independent identity permits greater autonomy 
to challenge as opposed to participating from 
within.

Patients and the public have a history of 
involvement in strategic decision-making as 
members of the Councils of Governors (CoGs) 
in NHS Foundation Trusts. The example of 
CoGs is used to demonstrate the complexity 
of representativeness. Promoted at policy 
levels as being democratic and ensuring local 
accountability, in their role as governors, 
‘lay’ members are seen as the link between 
the community and the NHS Trust (Monitor, 
2013). CoGs have no responsibility for clinical 
governance but work with Boards of Directors 
on strategic planning. Overseen by Monitor, 
CoGs’ authority extends to the appointment 
of non-executive board members (including 
the Chair) and the right to be involved in 
decision-making regarding appointment of Trust 
Chief Executives. CoGs are independent legal 
entities with significant power at their disposal. 
However,  the scope of lay members influence 
has been constrained by a) a lack of clarity and 
agreement around who lay governors represent: 
whole communities or if members come from 
voluntary sector groups, do they represent the 
views of whole communities?, and b) concerns 
around communication to and from their 
communities (MacDonald et al., 2014). What 
this brief example highlights is how inter-related 
issues of representativeness can impact upon 
the process of PPEI. 

Collective representation
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Moreover, given that they are overseen by 
Monitor, an executive non-departmental public 
body, sponsored by the Department of Health, 
and as such are accountable to a government 
organisation, political and ideological concern 
regarding the credibility of CoGs independent 
status to act as the voice of the public can be 
raised. On a more practical level, because a 
governor’s term of office is three years, there 
is a chance that ‘cultural osmosis’ will occur, 
meaning that over time members will become 
subsumed in the culture of the organisation. 
This raises questions over the legitimacy of their 
claim to be representing the views of the wider 
community.  

The need to consider the impact of ‘cultural 
osmosis’ also arises if using deliberative 
structures for involvement (think tanks, forums, 
partners councils and citizens juries). As the 
name implies deliberative structures provide 
opportunities for members to discuss and 
deliberate upon ideas in order to develop 

their thinking, before ideas are fed back into 
the decision-making process. It becomes 
problematic when forums need refreshing to 
bring in new ideas, for as Beresford (2010:497) 
notes, they tend to “develop a life, identity and 
culture of their own” and even if representative 
at the outset there is a tendency that “members 
absorb the characteristics associated with the 
structures” and become less inclusive hence less 
likely to challenge dominant judgements. 

This section of the SPARKLER has very briefly 
examined the literature concerning the 
promotion of a liberalist/democratic system of 
decision-making and accountability (Warsh, 
2014). Yet, with practice set in a consumerist 
organisational context, issues surrounding 
representation and representativeness become 
harder to ignore, but also harder to separate. 
This situation has not been helped as a result of 
much of the literature having conflated the roles 
of individual patients with those of the public as 
citizens (Kovacs-Burns et al., 2014).

Collective representation

Involving patients and the public 
in strategic decision-making
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Evidence suggests that when patients are 
involved, decisions are better, outcomes improve 
and resources are used more effectively (Foot 
et al., 2014). Some suggest there is evidence 
that clinical outcomes and costs of healthcare 
are closely linked to ‘patient activation scores’ 
(Hibbard and Gilbert, 2014). By defining 
patients according to their ‘activation scores’ it 
becomes possible to measure the strength of 
the relationship between different outcomes 
(and thus produce a quantitative measurement). 
If outcomes or benefits are only considered 
as being costs or service improvements these 
require quantitative measurement. This is an 
important consideration concerning what 
counts as evidence, for if outcomes are 
conceptualised more broadly, they will require 
qualitative assessment - what do people think, 
what do people feel?

Quantitative research methods sit comfortably 
within the medically dominated NHS discourse 
(Randomised Control Trials; RCTs) to test the 
efficacy of intervention A compared to non-
intervention and/or Intervention B). Within 
academia, systematic reviews are promoted as 
reliable sources of strong evidence; generally 
they review the findings of RCTs and other 
quantitative studies, therefore it is perhaps 
not surprising that a systematic review found 
inadequate evidence to support the claim that 
PPEI reduces costs, and that the research was 
found to be lacking measurement of the impact 
of PPEI on service provision. The review however 
concluded that:

“The absence of evidence does not 
indicate an absence of impact, rather it 
indicates a lack of valid and reliable tools 
to capture the impact of PPI”. 

Mockford et al., 2012:37. 

Another review similarly concluded that there 
was:

“A huge gap in the evidence about 
desirable and adverse effects of consumer 
involvement in healthcare decisions at 
the population level, or how to achieve 
effective consumer involvement”. 

Nilsen et al., 2006:15. 

The wording of Nilsen et al.’s conclusion is 
important, in that a shift in emphasis is made 
to the need to examine processes not single 
measurements (effects not outcomes, and 
effective consumer involvement not reduced 
costs). 

This distinction is not only important in terms of 
how the literature determines the strength of 
the evidence concerning PPEI, but also in terms 
of how the aims of PPEI may be understood 
and hence implemented by providers and 
commissioners. An example of this linkage is 
provided by Evans et al. (2013) who explored 
the role of service users within cancer networks 
in the commissioning of services. They make 
the point that the literature contains no strong 
evidence that PPEI is ineffective. Confirming 
similar conclusions regarding the strength of 
evidence from research conducted in mental 
health services (Fitzgerald et al., 2011) they 
write that “the methodological challenges of 
evaluating it mean that conclusive evidence is 
rarely found” (Evans et al., 2013:2). Moving 
away from focusing on measurable outcomes, 
their research looked at roles and processes, 
(research into user involvement and service 
commissioning within a cancer network is 
considered to be more advanced than in some 
other areas of health care commissioning). 
However despite a ‘receptive’ context, Evans 
et al. found difficulties in embedding and 
sustaining PPEI initiatives, which they concluded 
was not due to lack of evidence, but very largely 
due to the fragility of involvement structures as 
these were contingent upon the availability of 
resources to support them. 

What counts as evidence?
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The NHS constitution (NHS, 2013b, section 3a) states that patients have the right, in person or 
through a representative, to have a say:

• In the planning of healthcare services commissioned by the NHS Commissioning Board (Now  
 NHS England) and CCGs, 

• On the proposals for any changes in the way in which those services are provided, and 

• On decisions which may affect the operation of those services.

Why involve patients and the public?

The NHS appears to promote patients’ rights (as opposed to citizens’ rights) and the focus is 
on the first two domains where involvement/participation can occur (services to patients and 
resource allocation) (Attree et al., 2011) and generally includes informing and consultation 
processes. However if decision-making is to be at more strategic levels, it will require the use 
of different mechanisms. Using the understanding provided by Arnstein’s (1969) ladder of 
participation, it becomes evident that different mechanisms are appropriate according to which 
level of involvement is sought (Age UK, 2011). 

• Informing: information is communicated to the public - we want to hear your views on this,

• Consulting: information is collected from the public to inform decision-making, 

• Involving: information is exchanged between professionals and the public actively engaging  
 people,

• Developing: information and resources are provided to a community to make its own    
 decisions.

The following table presents a range of different methods of participation and how they fit into 
the four mechanisms above, whilst at the same time demonstrating the levels of empowerment 
possible. 

Involving patients and the public 
in strategic decision-making
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Knowing what it is you wish to achieve from PPEI requires clarity of vision and a shared 
understanding of purpose in order that appropriate mechanisms can be embedded and linked to 
the whole organisational strategy (InHealth, 2015). However, the conflation of terminology may 
have left providers/commissioners confused as to which mechanisms are the most appropriate 
(Rise et al., 2011).  Taking this idea further, research found that whilst commissioners recognised 
the necessity of demonstrating PPEI, there was some difference in interpretation as to whether the 
existence of strategies for engagement constituted active participation (Peckham et al, 2014). This 
is perhaps not unsurprising, McNichol (2013) found that in the rush to demonstrate that PPEI was 
happening, the most crucial step, establishing what it meant in the local environment, was often 
overlooked.

Inform Consult Involve Collaborate Empower

Degrees of tokenism Degrees of citizen power

Mass media Focus group Forums for debate
Patient advisory 
councils/
committees

Citizen jury

Website Patient surveys Health panels Expert patients
Consumer 
managed project/
service

Press releases
Feedback and 
complaints

Shadowing 
patients

Charrettes Citizen’s panels

Mail outs Story-telling Workshops
Constituent 
assemblies

Consensus 
conference

Fact sheets Social media Public meetings Delphi Process Deliverative polling

Hotline
Planning meetings/
forums

Town hall 
meetings

Research 
conference

Displays and 
exhibitions

Suggestion boxes Round tables
Sustainable 
community 
development

Presentations Patient diaries
Impact 
assessments

Think tanks

Mystery shopping Ethics commitiees

Table 3 showing types and degrees of participation (Source: Kovacs-Burns et al., 2014:186).
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Therefore if providers/commissioners lack 
clarity of vision about exactly what it is they 
want to achieve from a PPEI initiative and what 
strategies must be put in place in order to 
achieve this, there is the very real concern that 
resources could be wasted on ‘well-intentioned 
but poorly designed initiatives’ (Laurance et al., 
2014).  As a consequence of this, if the desired 
outcomes are not achieved, this may potentially 
lend further weight to the claim that PPEI lacks 
evidence of impact. For example, if the priority 
for any given PPEI initiative is to improve service 
quality, then a consumerist approach could 
be appropriate. It would require giving and 
receiving information with no transfer of power 
or control necessary (Moriarty et al., 2007). 

If however, the desire is to communicate 
and engage with ‘the public’ about strategic 
decision-making issues, then a democratic 
approach is necessary; it will require more 
than the use of informing and consulting 
mechanisms, and should include a renegotiation 
of traditional power relationships if the public is 
to become and remain motivated to participate.

It is possible that the lack of evidence for 
the impact of PPEI has permitted a degree 
of unwillingness to transfer power and 
control (Wistow et al., 2011), and as such 
commentators have been able to suggest that 
much of the debate about PPEI seems to rest 
on the belief that it is simply a good thing to 
do (McGregor and McCray, 2011). Alternatively 
it could be the case that rather than focusing 
on any unwillingness to transfer power and 
control, which some consider to be one of the 
greatest barriers to meaningful PPEI (Armstrong 
et al., 2013), that there is ample evidence 
from the patient perspective showing that if 
providers and commissioners are to engage with 
patients, there is much to be gained in better 
understanding the motivation and expectations 
as well as the barriers to volunteering. This 
becomes particularly relevant at strategic 
decision-making levels where immediate 
personal (health) gain is harder to identify and 
raises further questions around what motivates 
people to volunteer.

Why involve patients and the public?

Involving patients and the public 
in strategic decision-making
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Looking at the wider context, do providers, 
commissioners and the public have a shared 
understanding of the role of PPEI? Research 
suggests that they do not. Involvement was 
perceived by commissioners as a rational 
process, part of the commissioning cycle and for 
them, getting the structures and processes right 
was the focus.

Providers however viewed involvement as 
a ‘fine-tuning’ process to get their services 
right. PPEI was therefore perceived of as 
predominantly a self-interested activity. By 
contrast, patients and the public perceived 
involvement as covering a wide range of 
activities (from involvement in own health 
and care, up to more strategic forms of 
participation) and as such identified various 
types and levels of engagement and 
involvement (Peckham et al., 2014).

This situation is not unique to the English NHS. 
Research conducted in Norway to compare 
service users and service providers definitions 
of PPEI and their implications concluded that 
although users and providers shared a common 
understanding of the definition of PPEI, 
differences existed in the values assigned to PPEI 
(Rise et al., 2011). The common understanding 
comprised three elements: respect, dialogue and 
shared decision-making. Respect was described 
as providers ‘seeing’ and ‘hearing’ users, taking 
them seriously and treating them as equals.

Service users describe how building a positive 
partnership with professionals started with the 
relationships formed with the clinical teams that 
support them, as this helped them feel they 
were part of the decision-making process and 
led to their belief that the ‘system’ encouraged 
a partnership approach. Dialogue was described 
as a two way exchange of knowledge, and 
shared decision-making was described as the 
process of reaching a shared understanding 
of the situation. Providers stated that respect 
was an inherent part of their work, however 
although respect was the service users priority, 
they described how they felt that mutual 
respect did not exist. 

Research points to the need for commissioners/
providers to make explicit their commitment to 
PPEI by providing adequate resources in order 
to support service users to become and remain 
involved (Evans et al., 2013; Kovacs-Burns et al., 
2014) not least because of the time it takes to 
develop and sustain relationships/partnerships 
or alliances with user representatives (Boivin 
et al., 2014) but in retaining them by using 
mechanisms aimed at minimising the costs 
to service users (Moriarty et al., 2007). Rutter 
et al., (2004) remind us not to overlook how 
participants cooperate within existing Trust 
decision-making structures, and very largely 
voluntarily give their time to do this. Yet as 
Wistow et al. (2011) found, often even this 
aspect of their participation is not always given 
enough respect. Participants’ expenses were 
not refunded quickly enough or worse still, 
not at all, which as the following quotation 
demonstrates does not lend itself to making lay 
participants feeling respected or as if they are 
being treated as equals. 

“Service users who can’t work go along 
to these meetings where everyone else 
is being paid as part of their salary to 
be there and we are not paid and we 
sometimes are not even paid expenses. 
This is hardly equality”. 

Service user in Moriarty et al., 
2007:29.

Why do patients and the public 
become involved in PPEI?
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Whilst service providers described dialogue as integral to shared decision-making, for patients the 
opportunity for dialogue was also perceived to be an acknowledgement of respect. Whilst the 
benefits of lay participation have been recognised as including increased confidence and self-
esteem, plus potentially the chance to acquire new skills (Moriarty et al., 2007), evidence also 
suggests that people want to feel valued and as though they are actually being listened to and 
their feedback acted upon. For example, when involved on a consultative basis, users reported the 
frustration of only commenting on pre-developed information (Brett et al., 2010:64). 

Morrow et al. (2010) note how service users feel that by becoming involved in PPEI, they are able 
to achieve their own altruistic goals. For example, “it’s pay back to the hospice for looking after 
my wife in a very good way” (Cancer service user from Cotterell et al., 2011:163) or similarly from 
research conducted with cardiac patients, participation is described as a way of giving something 
back, that was easy to get involved with (McGregor and McCray, 2011). Patients commented 
that although they were talked to, actually being listened to was not so well developed. This 
finding links to the issue identified above of how differences exist for decision-making (Rise et al., 
2011), for whilst patients saw this is a means for public and patient influence as opposed to being 
‘controlled’, service providers were concerned about the extent of users making decisions and 
queried whether there should be ‘limits’ to patient decision-making. However, supporting evidence 
from Attree et al., (2011) that previous experience of having worked with ‘the public’ affected 
providers motivation, Rise et al.’s study also found that those who had previous experience of user 
participation had fewer concerns about the extent of user decision-making:

 

“We were worried in the beginning…before we learnt differently…that these 
representatives…wouldn’t realise the practical problems with running a hospital, 
maintaining high medical quality…But we experienced that the public representatives 
were able to see the political and economical reality…were thoughtful and cared 
about the ranking of priorities…that we have to say no to some things. And they 
understood the limits we had to manage within”.

Rise et al., 2011:273.

Why do patients and the public 
become involved in PPEI?
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Whilst not an organisational barrier as such, 
patient differences in terms of clinical conditions 
are referred to in the literature as affecting 
an organisation’s motivation towards patient 
participation (Armstrong et al., 2013) not 
least as it may require additional resourcing to 
accommodate specific needs (Wistow et al., 
2011).

However rather than side step the issue by 
deciding that different groups will require 
different engagement mechanisms, it has 
been suggested that the emphasis should be 
placed upon ensuring that everyone becomes 
involved at the levels they feel comfortable 
with (McNichol, 2013). Evidence suggests that 
condition specific barriers are more likely to 
be physical issues that can easily be overcome 
within any broader strategy (Moriarty et al., 
2007). For example, MacKellaig’s (2014) 
stroke research found that content can easily 
be redesigned to accommodate patients who 
may have condition specific communication 
difficulties.  

Haarsma et al.’s (2014) A study looking 
at public involvement in a palliative care 
setting, found that the nature of the illness 
makes it challenging as people in need of 
palliative care are often unable to speak for 
themselves (Haarsma et al., 2014). As such, 
patient representatives acted as advocates, 
thus overcoming the barriers to participation. 
Armstrong et al.’s (2013) research in 
cancer services also acknowledged that for 
terminally ill patients, making direct patient 
representation was not possible. Alternative 
forms of participation were found through the 
involvement of advocates or patient or charity 
groups to act as representatives. In practical 
implementation terms, this again links back to 
the ‘patients’ or ‘citizens’ argument particularly 
if people are categorised according to their 
medical condition, as opposed to being a 
person who has a democratic right to become 
involved. One aspect of patient experience that 
may differ according to ‘clinical condition’ is for 
patients with long-term conditions as frequency 
of contact with healthcare services may be 
greater than for other patients. Research with 
both somatic and mental health conditions 

showed that for service users, frequency of 
contact was portrayed positively and led to a 
better understanding of the context in which 
health professionals operate (Ross et al., 2014). 
However, whilst from a service user’s perspective 
frequency of contact was viewed positively 
as adding credibility and legitimacy to their 
views in the eyes of professionals, frequency 
of contact was found to be viewed less 
positively by some professionals. A Community 
Mental Health Team member engaged in the 
development of local policies describes how 
“it’s quite interesting to get to know somebody, 
understand them, get to the bottom of their 
problems and start the thing off. It’s slightly 
less fascinating to flog it through to the bitter 
end” (Ross et al., 2014:412). Of particular 
relevance, if considering differences between 
patients; comparing patients living with long-
terms conditions or ongoing multiple complex 
needs who regularly attend an Emergency 
Department (ED), with ‘casual ED users’, the 
same study found whilst perceptions concerning 
‘governance and user involvement’ were linked 
to the way people contribute or benefit from 
participation, they were also inextricably linked 
to the way people connect with organisations.

A case study of three acute hospital Trusts 
(Gale et al., 2014), also found this link between 
how people connect with organisations and 
attitudes towards patient involvement and 
hence potential for participation in policy 
level decision-making. Despite establishment 
of a Patients’ Council, as an indication of 
active patient engagement structures being 
in place, patients were generally referred to 
by staff passively as the ‘objects’ of care. To 
demonstrate this failure to consider patients 
as subjects or citizens with credible views, the 
authors write that: 

“Many respondents from clinical and 
managerial backgrounds believed that the 
local population did not really understand 
how the health system worked, citing 
inappropriate use of emergency services 
as an example of the effect this had”. 

Gale et al., 2014:112.

Different groups - different needs?
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Further research looking at patient participation in three different projects (patients with lung 
cancer, aneurysm or chronic kidney disease) provides a good practical example of the link between 
how patients connect with an organisation, how this influences perceptions and as such impacts on 
the power dynamics experienced (Armstrong et al., 2013). The study found that on clinical pathway 
issues, patients, particularly those who had experienced the services provided, were acknowledged 
as having expert knowledge and therefore their input was considered legitimate. PPEI initiatives 
aimed at improving quality of services place patients in the role of consumers by making services 
responsive to the needs and preferences of those who use them. This requires no transfer of power 
or control (Moriarty et al., 2007). However when discussions included technical issues, this raised 
issues of credibility, legitimacy and power:

“Clinicians appeared dubious about patients’ ability to contribute meaningfully to 
debates about safety issues, seeing them as lacking either the required professional 
knowledge or breadth of experience. We observed dynamics such as awkward silences 
when patients finished speaking, suggesting discomfort on the part of both patients 
and professionals”.
Armstrong et al., 2013:e43.

Empirical research conducted to examine the use of deliberative engagement processes with 
assisted reproductive technology (ART) consumers illustrates how concerns regarding legitimacy and 
credibility may, in instances where the power balances are more equal, be shown to be unfounded 
(Hodgetts et al., 2014). Forums, participants of which included ART consumers, clinicians and 
community members (citizens as potential consumers of ART) were used to facilitate deliberative 
engagement. Forum members were invited to contribute to strategic level decision-making 
regarding how best to structure the distribution of Australian public funding for ART. The authors 
explain that focusing on ART was a deliberate choice being an emotive and ethically charged area 
of service provision. The study found that lay participants fully understood the concepts involved, 
and were able to negotiate meaningful deliberations necessary to inform ethical, accountable policy 
decision-making. The study concluded that even in a controversial area of service provision/funding: 

“Characterizations of stakeholder ‘self-interest’ proved unfounded as each group 
sought to prioritise universal values (in particular, ‘equity’ and ‘responsibility’) over 
specific, within-group concerns”. 
Hodgetts et al., 2014:204. 

Different groups - different needs?

Involving patients and the public 
in strategic decision-making
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Individuals are able to draw a distinction between their perceptions as ‘patients or consumers’ and 
their perceptions as ‘patients or citizens’. An exploratory study of respiratory patients’ awareness 
of changes in local health service provision was conducted in order to challenge the ‘concern’ that 
patients are unable to contribute meaningfully to health service development as they find it hard to 
see beyond personal aspects/experiences of their care (Kielmann et al., 2011). Although none of the 
patients was officially involved in PPEI at strategic levels, they identified changes such as the shift to 
community care, changing professional roles, coordination of care, competencies and hierarchies 
and the promotion of self-care. In making sense of these changes, patients provided references to 
financial cutbacks, how new policies affected services and awareness of local differences in care 
provision. The study concluded that patients were capable of contributing both as service users and 
citizens, writing that: 

“From their personal perspective, they described how changes affected professional 
response to and coordination of their care needs and the impact on their relationships 
with clinicians. As citizens, they showed awareness of, and interest in the new 
professional roles, the fragmentation of care and what was happening at regional and 
national levels”. 
Kielmann et al., 2011:329.

One of the issues raised in the literature concerns representatives perceived ability to communicate 
in senior and or strategic decision-making contexts. The emphasis on ‘perceived’ is used to indicate, 
as considered above, credibility in the eyes of professionals and also in recognition that participants 
may have concerns or self-doubts over their own legitimacy to contribute. It is acknowledged that 
not all patients have the skills or detachment from their experience of health care. However the 
argument has been shown to work both ways, for example, professionals have been described 
by service users as being unable to see solutions outside their professional domain, and hence 
rely solely on professional perspectives (Haarsma et al., 2014). However when participants are 
involved as consumers, this reinforces their patient status and detachment from their own health 
experiences is not only harder but also reinforces lay-professional power hierarchies:

“Sometimes…the other people in the room (researchers ⁄ clinicians) are…talking 
about issues that they deal with professionally and so they have got their professional 
head on but, as (service user) members, there are times when you are talking about 
things that are intensely personal to you and it’s difficult to engage in the conversation 
unemotionally on something that has had such a profound impact on you. It means 
you are on a different footing to the other people in the room”. 
National cancer research user group, Cotterell et al., 2011:165.
 

There is the belief that if patients or their representatives are to exercise genuine influence, there is 
a need for empowerment in terms of developing not only individual or collective capacity but also 
capability (Wistow, et al., 2011). Whilst from an organisational perspective, taking responsibility for 
facilitating measures to overcome emotional detachment would be unexpected. However, there are 
a growing number of resources on developing capability around skill levels and advocating for the 
empowerment of patients’ representatives through public involvement training (Details of training 
resources and links to website are available in the appendix).
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Whilst the majority of CCGs are committed 
to engaging the public in all aspects of their 
work, others believe that individual members 
of the public would not be interested in 
commissioning and strategic aspects of service 
change (Peckham et al., 2014). HCPOs and 
larger patient organisations were considered 
as more likely to influence decisions than 
individual representatives.  

“We did not, however, find any 
strong evidence of PPEI influence on 
commissioning discussions at board level; 
in particular, lay board members were 
unsure about their level of influence, 
even if they were listened to”. 

Peckham et al., 2014:87.

Professionals’ perceptions regarding lay 
contributor’s ability to understand the 
issues involved in strategic decision-making 
levels have been shown to be a potential 
barrier to participation. Similarly differences 
in perceptions existed between lay and 
professional perceptions of the impact of PPEI 
(Evans et al., 2013) for patient representatives 
felt they had made a difference in short 
term outcomes, whilst for professionals the 
perception was that lay input had an impact 
on longer term strategic processes. This claim is 
supported by the work of Haarsma et al., 2014 
and is illustrated further in the table below.

Different roles - different needs?

Involving patients and the public 
in strategic decision-making
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Preparation Implementation Evaluation Adjustment

Citizen control

Quality of care, 
Accessibility, 
Continuity of 
care, Spiritual 
care, Information 
Dissemination

Information 
Development & 
Dissemination, 
Quality of care, 
Accessibility, 
Continuity of care 
and Spiritual care

Information 
Development & 
Dissemination, 
Organization-
specific issues

Information 
Dissemination

Quality of care

Partnership

Quality of care, 
Continuity of 
care, Information 
Development, 
Dissemination

Policymaking, 
Organization-
specific issues

Quality of care, 
Continuity of 
care, Spiritual 
care, Information 
Development & 
Dissemination, 
Organization-
specific issues

Quality of care, 
Accessibility, 
Continuity of 
care, Spiritual 
care, Information 
Development & 
Dissemination, 
Organization-
specific issues

Quality of care, 
Spiritual care, 
Policymaking

Policymaking

Placation Quality of care

Consultation Policymaking
Information 
Development

Quality of care, 
Continuity of 
care, Policymaking

Information 
Development, 
Policymaking

Informing

Quality of care, 
Continuity of 
care, Information 
Dissemination

Quality of care

Quality of care, 
Continuity of care

Therapy

Information 
Dissemination

Policymaking

Manipulation
Quality of care, 
Continuity of care

Table 4 contrasting lay perceptions regarding impact of public involvement by patient representatives with 

that of professionals. (Table adapted from Haarsma et al., 2014:7-8) .
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What the table clearly demonstrates is that 
these are highly different interpretations of 
the same set of events, with the most stark 
difference concerning impact on policy-making. 
From the patient representatives perspective, 
this occurred only once at the Consultation level 
during the Evaluation stage. Using Arnstein’s 
(1969) ladder, this would equate with a post 
hoc degree of tokenism. 

What Haarsma et al.’s study demonstrates 
however, is that whilst the literature steadfastly 
claims that little evidence exists (in terms of 
measurable quantifiable outcomes) for the 
impact of PPEI, the perception is that it can 
have an impact, given the right conditions. 
The ‘problem’ is that perceptions cannot be 
gathered by measuring outcomes, for example 
in terms of falling numbers of ED attendances. 
Research that explores the processes and the 
experiences of patents and clinicians working 
together collaboratively, by nature of the type 
of research methodologies used, for example 
Action Research Projects, will be omitted from 
large scale systematic evidence reviews, hence 
the belief that PPEI has no impact becomes 
sustained. However qualitative research findings 
are rich in description, and thus provide a 
valuable source for understanding experiences 
and perceptions the legitimacy:

“They have a moral stature that you can’t 
really question. If a patient tells you that the 
service feels a certain way, you can’t really 
argue that it doesn’t because that’s their 
experience”. 

Core team member, Armstrong et al., 
2013:e42

A three year qualitative Action Research 
study reporting on the development of a 
patient partnership programme and its impact 
concluded that: 

“The process of including patients as 
partners at the highest level of patient 
involvement evolved and proved an 
effective method of service evaluation 
and development. From all stakeholders’ 
perspective it has proven to be a 
suitable model for evaluation, planning, 
development and delivery of systematic 
care”. 

Grogan et al., 2012:879. 

An empirical study examining 10 Cancer Network Partnership groups and their effectiveness at 
influencing strategic level change, found that in most instances, engaging people affected by 
cancer at strategic levels is more aspiration than reality (Attree et al., 2011). Evans et al. (2014) 
found that the ability of patients to successfully become engaged was largely contingent upon 
adequate resourcing, echoing Attree et al. (2011) who found that in instances where organisations 
demonstrated their commitment to PPEI by putting resources into training and support, engaging 
people affected by cancer at strategic levels was a reality.

Whilst it appears that if organisations are committed to PPEI, effective engagement is possible, 
a Cochrane review of RCTs found  “a huge gap in the evidence about desirable and adverse 
effects of consumer involvement in healthcare decisions at the population level, or how to achieve 
effective consumer involvement” (Nilsen et al., 2006:15). The wording of Nilsen’s conclusion is 
important, as it recognises a shift in emphasis towards the need to examine processes as opposed 
to outcomes, in that it refers to being able to demonstrate effective consumer involvement as an 
impact of PPEI, not a quantitative measure such as reduced costs. 

Different roles - different needs?

Involving patients and the public 
in strategic decision-making
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To explore the idea that focusing on processes is more useful than focusing on outcomes (the 
means rather than the ends), an example of an empirical study of PPEI in a prison setting is 
provided. Cowman and Walsh’s (2013) study provides evidence that even in a situation with deeply 
entrenched power and control values, attitudes and organisational culture can be worked around 
to enable meaningful involvement. However, as this case illustrates, this can only happen when 
there is commitment to PPEI, the willingness to change power relationships and most importantly, 
trust in both patients and professionals. 

The aim was to establish the means for prisoners to be involved in shaping, monitoring and 
influencing the development of prison healthcare services. The recruitment process to a newly 
formed prisoner patient representative (PPR) group consisted of posters placed on all residential 
wings. Due to the high proportion of non-English speakers and low levels of literacy, posters using 
pictures and symbols ensured patients had an equal opportunity to engage and contribute. Over 40 
potential PPRs were interviewed and 28 ‘selected’ as being representative of the prison population. 
Their first task was to create a job description for the role in order that they were aware of their 
responsibilities and achievable expectations. The job description included the following: 

• To provide information and advice to other prisoners. 

• To develop good relationships with staff and prisoners. 

• To promote patient involvement.

• To work with the healthcare trust responsible for delivering care to prisoners to develop    
 guidelines for a ‘patient involved’ service.

• To work with supporting prisoners wishing to report problems.  

In order that other prisoners recognised them, the PPRs decided to all wear distinctive orange tops. 
This simple step not only enabled other prisoners to know where to go for advice, but also gave the 
PPRs a sense purpose and identity. 

At the end of the first year of the study, the prisoners involvement was evaluated, firstly through 
a questionnaire completed by the PPRs, and secondly by analysis of statistics collected by the 
healthcare team. The survey found that 78% felt their contributions had been listened to and 
valued and that their self-esteem had increased, while 93% felt that having been part of a team, 
they had succeeded in making change happen. It was generally felt to have been a positive 
experience and that relationships with prison staff had also improved. 

From the prison healthcare providers analysis, it showed that there was a 50% increase in prisoner 
contact with healthcare services and a 23% improvement in attendance at clinic appointments. 
It was noted that unlike the situation in the wider NHS (for example in the over-use of ED, where 
patients are criticised for attending with only minor ailments) prisoners tend to be wary of contact 
with any form of authority, including health professionals, therefore the increase in their contact 
with healthcare services was considered positively not only in terms of increased awareness 
of services available due to their promotion by PPRs, but also of greater trust in ‘the system’. 
Additionally the reduction in non-attendance and wasting of clinic time resulted in a decrease in 
waiting times from 10 to 3 days. Prison staff perceived the healthcare representative involvement 
positively and reported that prisoners appeared to be taking greater responsibility for their own 
health. The authors concluded that “what has become clear is the way in which effective PPI is 
dependent on trust, empowerment and awareness of the value of PPI” (Cowman and Walsh, 
2013:31). Moreover, evidence from this study supports Boivin et al.’s (2014) results that when 
power positions are renegotiated, involvement can be more meaningful which ultimately leads to 
PPEI outcomes that are recognised by both lay and professionals involved as being effective.
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The previous sections of this SPARKLER have looked to the context of PPEI and examined 
perceptions surrounding its potential to impact upon both outcomes and those who become 
involved. This section looks at PPEI from a commissioning organisation’s perspective and the 
requirement to ‘do’ PPEI.

There is evidence that asking the right questions, such as ‘who wants to be involved?’, and 
‘who should be involved?’, helps organisations to meet their goals for public involvement and 
accountability (Kovacs Burns et al., 2014). Yet as Tritter (2009) points out, whilst CCGs have a 
statutory requirement to do PPEI and Healthwatch exists to ensure the voice of the consumer is 
strengthened and heard by commissioners, providers and regulators of health and care services 
(Healthwatch, 2015a), it remains the case that providers or commissioners of services retain the 
power to decide whether or not to act on information received.   

It is not that commissioners and providers are resistant to lay input per se, but recognition of the 
sometimes conflicting nature of the relationship between the aims of policy requirements and 
organisational cultures, described by Ross et al. (2014) as the complexity of policy implementation 
on practice, and it is this that possibly leads to reticence about PPEI. It is necessary to recognise 
that perceptions regarding the value of PPEI, especially in relation to the resources required, will 
influence motivation and implementation:

“Stakeholders generally felt they were still learning about the skills and support 
mechanisms needed to initiate and sustain genuine dialogue. In addition, they were being 
proactive in identifying continuing problems or tensions in the involvement processes and 
were committed to addressing them. Thus, they readily acknowledged that their collective 
efforts were imperfect and incomplete: they were contributing to works in progress rather 
than working with the finished article”.

Wistow et al., 2011:52.

Between a rock and a hard place

Involving patients and the public 
in strategic decision-making
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Rather than seeing PPEI as work in progress, the contrasting view from the private sector on the 
value of PPEI was that they had moved away from the belief that people who run or commission 
services know best and had demonstrated their commitment to acting upon customers’ views by 
commenting on “the sheer investment of money and time that an organisation like Bupa puts into 
understanding its customers’ needs and its customers’ experience in comparison to what is spent 
in the NHS” (Medical Director at Bupa Health and Wellbeing, in Churchill, 2013:5). The conditions 
in which organisations like Bupa operate are quite different from the NHS, however what the 
comment illustrates is that when motivations are clear and power relationships are renegotiated, 
service providers can benefit from the beliefs of their service users. However, the competing 
demands placed upon commissioners in their efforts to act upon the views of their service users are 
acknowledged in the following:   

“The complexities of conflicting clinical and health system goals between clinicians, 
researchers and service users and constant changes of health and social processes lead to 
uncertainty of how policy makers can take recommendations from research involving PPI 
forward”. 

Brett et al., 2010:78. 

In a national study focusing on children’s involvement in strategic level decision-making, local 
health plans made by health and wellbeing boards, local authorities and CCGs were examined for 
the methods that were planned or used to involve young people. Blades et al. (2013:47) found 
that plans rarely provided adequate detail, with references being made to “appropriate methods” 
and “channels suited to young people”. As a result the report concluded that local plans provided 
insufficient evidence to judge whether participation was meaningful. Similarly, a repeat survey 
method study found that commissioners were unable to demonstrate how evidence was used, 
or how initiatives were led and performance managed despite the survey results showing that 
there had been an increase in the proportion of commissioners reporting involvement of patients 
or public in new initiatives (Sampson et al., 2012). Sampson et al. offer a possible explanation 
that whilst commissioners reported using processes associated with quality commissioning for the 
majority of the largest changes they made to health care provision, this was not the case for PPEI 
initiatives which were seen instead in terms of meeting policy drives. This corroborates Coulter’s 
(2012) suggestion that although it is generally believed that clinicians are more influenced by 
evidence of patient benefit than by policy commitments or managerial imperatives, despite a great 
deal of effort having been devoted to finding out what patients and the public want from services, 
in the case of PPEI, extensive evidence of patient benefit has often been ignored. However, findings 
from empirical research with cancer patients and health professionals that examined patient 
participation in performance indicator selection concluded that “lack of insight of appropriate 
methods may be limiting patient involvement in health service planning” (Gagliardi et 
al., 2008:240).

Evidence shows that if PPEI is to be more than the legitimisation of managerial or professional 
decisions that would have been made anyway, attention must be paid to the processes by which 
the public are involved (Armstrong et al., 2013). There is a general assumption that the closer 
participation is to the top of Arnstein’s (1969) ladder, the higher the levels of involvement and 
thus the ‘better’ the involvement in democratic terms (Morrow et al., 2010). However even if 
participation is located at the top of the ladder (citizen controlled) it does not necessarily equate 
with greater influence.  
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Method of involvement Used or led by Level of involvement

Lobbying local press Service users Information exchange

Enter and view visits User-led Feedback

Condition specific support 
groups

User-led Participatory

Patients as champions Patients Participatory

Voluntary organisations 
facilitating public 
engagement events

Service use representatives Participatory and consultative

Involvement networks Commissioners and patients Participatory

Press releases Commissioners Information giving

Graffiti wall Commissioners Feedback

Questionnaires - patient 
satisfaction

Commissioners and providers Feedback

Lay representation in forums Commissioners Information exchange

Lay representation in 
commissioning meetings

Commissioners Consultative

Lay representation in working 
groups (clinical reference 
groups and steering groups)

Commissioners and providers Information exhange and feedback

Lay representation on health 
panels/forums

Commissioners and providers
Information exchange and 
feedback

Citizens panels Commissioners and providers Consultative

Letters and leaflets Providers Information giving

Provider websites Providers Information giving and feedback

Comment boxes Providers Feedback

Surveys Providers Feedback

A large project which examined how commissioners enabled the voice of people with long term 
conditions and what impact this has on the commissioning process, also looked at the relationships 
between methods used, the types of involvement and who had led the initiative. Data  from one of 
the cases in the study is presented here in order to point out the contrast in levels of involvement 
accomplished, according to whom the involvement is led or used by. 

Table 5 showing methods of involvement ordered by ‘used or led by’ and then by ‘level of 
involvement’. (Adapted from Peckham et al., 2014:37).

Between a rock and a hard place

Involving patients and the public 
in strategic decision-making
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The table illustrates how providers appear to be keen on non-interactional forms of involvement. 
Service users appear to prefer to lead on group or supportive methods, yet commissioners appear 
willing to take the lead in adopting a wide range of methods of involvement. 

What this review has demonstrated is that whilst giving and receiving of information are important, 
they are not the same as communication whereby people are not only heard but their views are 
listened to and acted upon:

“Organisations need to think carefully about how their audience receives 
information and how to ensure people will pay attention to it…being heard often 
means feeling that there has been open, honest, respectful communication, and 
transparency in decisions and courses of action taken”.

Age UK, 2011:32.

Simply relying on the views of service users is not 
necessarily the only way to do PPEI at strategic decision-
making levels, for the views of the public more broadly are 
just as valuable for commissioners.

An influential King’s Fund report (Naylor et al., 2013) 
“Transforming our health care system: Ten priorities for 
commissioners” lists specific actions that commissioners 
could take in ‘managing’ urgent and emergency care.

However, the only reference to involvement of the public 
is the recommendation that effective signposting should 

be available to help patients chose the right service. It would appear that commissioners are acting 
upon advice received for the Choose Well campaign. Therefore if wishing to determine what might 
constitute evidence of how commissioners can involve the public in transformation of emergency 
care, the situation appears once again to return to what constitutes evidence.

As noted previously in this review, it is not so much that evidence does not exist, but that the 
means to measure impact on service delivery outcomes are weak. It is suggested that the learning 
from the patients’ perspective of what it feels like to be part of the process, what barriers and 
motivators exist and what process can be put in place to overcome them is the evidence. 

Despite the complexity of PPEI in practice, research shows that at service design levels, 
commissioners appreciate the benefits of involving patients (Peckham et al., 2014). However if 
better quality involvement is to be achieved it requires greater understanding about the realities of 
what can be achieved and what can or cannot be done. 

PPEI is not a science but an art (Peckham et al., 2014), in the sense of the need to craft the 
conditions where it will thrive. The following conclusion from a Cochrane review is therefore 
perhaps sound advice for those wishing to implement PPEI: 

“There are good arguments for attempting to achieve effective consumer 
involvement. In light of the paucity of evidence we have demonstrated in this 
review, people making decisions about how best to involve consumers may wish to 
rely on advice based on practical experience and common sense”.

Nilsen et al., 2006:16. 
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The first two boxes that follow are a representative example of the guidance that is available to 
commissioners (a list of further resources is provided at the end of this review). The first example 
(Figure 2) is from a web based resource produced by NHS England, who describe the guide 
as helping CCGs and other commissioners of health and care services to involve the public in 
commissioning processes and decisions. 

Figure 2 showing NHS England action plan for commissioners.

Suggested action plan for commissioners

• Identify experts within your own organisation and networks, for example Lay Members and  
 Practice Managers with thriving Patient Participation Groups.

• Build upon existing structures and relationships, use tried and tested methods to involve patients,  
 carers and the public - especially those who represent excluded or marginalised groups. Work  
 with community development workers to identify assets in your community and develop   
 collective approaches.

• Work with health and well-being boards and local Healthwatch to plan shared approaches with  
 communities. Invest collectively in building assets and growing patient leaders.

• Develop joint approaches with local authorities, local Healthwatch, voluntary groups and other  
 organisations, especially those who have existing relationships with local communities and have  
 successfully worked together with local people in the past.

• Through your CCG assurance process, ensure you seek feedback from your partners and   
 communities about what is working well and areas for improvement.

• Make sure your participation plans reach those who experience the greatest health inequalities.

• Feed back to communities about the impact of their involvement, and the difference they have  
 made.

Source: NHS England, 2013a:35.

In the next example, NICE recognise that engaging with the public is necessary to meet legal 
obligations under the Health and Social Care Act (2012) and acknowledge that many of those with 
responsibility for directly commissioning services already adhere to them. However they ‘remind’ 
organisations that the recommendations in the box below can serve as a useful check-list when 
developing a comprehensive plan to engage local populations.

Suggestions for how to ‘do’ PPEI
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Figure 3 showing NICE guidance to CCGs on what to consider when developing an engagement 
plan.

Suggested considerations when developing an engagement plan

• Is there someone with overall responsibility for consultation and engagement who can provide  
 advice and support? 

• To what extent does existing practice and culture align with the prerequisites for success? 

• What mechanisms are already in place for community engagement?

• Do local commissioning strategies and local policies currently support community engagement?  
 To what extent is community engagement integrated into policy?

• Check the local joint strategic needs assessment and carry out a health impact assessment on  
 policies and procedures if necessary. 

• Consider whether the level of engagement is proportionate to the needs of the communities at  
 higher risk of poor health.

• How can relationships with voluntary and statutory organisations be used to support community  
 engagement? 

• Are there formal agreements in place?

• How do local services encourage and empower groups or individuals at higher risk of poor  
 health to get involved? 

• How do your services help people get involved in decision making and priority setting? 

• Are the needs of all groups, and, in particular, high-risk groups, addressed?

• What type of training is available for (and used by): professionals who engage with the    
 community and community members? 

Source: NICE, 2014:8.

The questions in the following box (Figure 4) are not a toolkit, nor even a how to list. Rather 
they summarise what was considered to be the scope of the available literature in relation to this 
SPARKLER and as such, they are indicative of the considerations presented in this review.
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Figure 4 showing the What, When, Which, Who and Why questions

• WHY engage with patients - democratic political principles, NHS constitution.

• WHO to reach out - motivations, volunteers, remuneration and representativeness.

• WHEN to reach out - the earlier the better - see what level of involvement.  

• WHAT level of involvement inform, consult, deliberate - power, politics and practical measures.

• WHAT can be done - realistic expectations - roles and resources.

• WHAT to do with what you find out - act upon it, evaluate it.

• WHICH toolkits/guidance to use in order a) to hear and listen to what patients say and b)   
 implement what has been learnt.

Lastly, excerpts from ‘The brief guide to total failure or how to make sure that marginalized people 
stay marginalized’ (Moriaty et al., 2007) are presented here as they provide a fair summary what 
not to do in terms of creating barriers to involvement.

Figure 5 showing what NOT to do

• Remember the ‘easy to reach’ are easier to reach.

• Exclude people who cannot complete your questionnaire.

• Only invite the usual suspects - they understand how meetings work.

• Make it clear who’s in charge here - they must appreciate they’re only here on sufferance.

• Never divulge how you’re going to use the information they give you.

• Make sure every letter comes from a different person, and don’t give out a contact number.

• Management terms, jargon and abbreviations should be used throughout.

• Choose a venue with only two lavatories, and they’re on another floor.

• Make people pay for the priviledge of being consulted - do not reimburse expenses, or if you  
 must, make them ask about it.

• Keep it simple - you only have to say you’ve tried. Limit your consultation to one public meeting,  
 in the evening.

Source: Moriaty et al., 2007:47.

Suggestions for how to ‘do’ PPEI
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“…people matter and numbers don’t. Sometimes you cannot count what counts”. 

Facilitator’s reflective diary entry, Locock et al., 2014:44.

A SPARKLER aims to pull together and summarise evidence from many available sources, as such it 
forms a systematic description of what the literature says, and although not a full analysis, it sets 
out to highlight salient considerations.  

In order to illustrate whether, why and how evidence for PPEI is apparent in the literature, four 
contextual ‘layers’ have each been considered:

• The individual capacities of the key actors in terms of patients and their representativeness,  
 ability and training needs.

• The interpersonal relationships involved in PPEI and how these support, trust, respect and voice.

• The institutional setting and the need to demonstrate commitment through appropriate   
 resourcing and aims. 

• The wider context of policy, politics, academic and professional cultures.

The conclusions of this evidence review are that:

• The policy advocating or mandating PPEI is confusing in implementation terms.

• There is evidence of the acknowledgement that PPEI is a good thing to do (the majority of CCGS  
 and provider organisations appear to have processes and structures in place; Sampson et al.,  
 2012).

• There is consensus amongst commentators that much confusion exists regarding the underlying  
 motivation for PPEI (not having a clear idea of what it is that an organisation wants to achieve  
 makes it almost impossible to demonstrate that anything has been achieved) hence evidence in  
 the published literature demonstrating its impact is limited. 

• There are however many examples of what different PPEI initiatives can potentially achieve and  
 toolkits to support various measures. 

• There is ample guidance on how to do PPEI and although toolkits are not a panacea (Kovacs- 
 Burns et al., 2014) there is evidence that certain toolkits appear to work better for particular  
 initiatives with particular groups of people (service users/patients/the public). 

Conclusion
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However a review of the literature can only provide evidence of what the literature appears to be 
saying (in terms of what the body of published work available for review includes). Both empirical 
studies and commentaries have made reference to actual projects that have been conducted within 
the NHS or of patient participation groups. Yet in a disappointing number of instances, when 
these references have been followed up, there is no mention of their continued existence. For 
example, The Nottingham Elders’ Forum, described as having been formed to create a mechanism 
to ensure the voices of older people are heard and their needs and aspirations acted upon when 
decisions are being made about current and future services, appeared to offer a good example of 
PPEI in practice. However upon visiting the website, it became clear that no new information had 
been added since early 2014. The forum was contacted by the reviewer asking if they do still exist 
(no reply has been received).  This example is provided to support the claim that the absence of 
evidence does not indicate an absence of impact, rather it indicates a potential misunderstanding, 
for lack of clarity and concerns over what constitutes evidence have blurred the evidence that is 
apparent and that is, the importance of perceptions. 

The lack of a ready-made solution for how to engage with patients and the public in service 
transformation may be a disappointment for organisations with well-developed mechanisms for 
participation and involvement. However what this review has demonstrated is that:

• Even for organisations with well-developed PPEI initiatives, there are still lessons that can be  
 learned to make PPEI more effective.

• For organisations at earlier stages in their development of PPEI, there is much guidance available  
 to support them.

• There is much benefit to be gained by those who participate in PPEI,

• If rhetoric is not to dominate, PPEI requires commitment from all involved. Otherwise it leads to  
 tokenism and potentially disengagement and loss of the valuable resource that patients are.

Finally whilst this review of available literature cannot demonstrate that the benefits can impact on 
the delivery of targets, by way of acknowledgement that for PPEI to work it takes two to tango, 
this review closes with the words of a Health Improvement Lead:

“They (service users) are excellent at keeping a focus on what’s important – or 
what matters, have energy and enthusiasm, and their challenges and discussions 
highlight how dysfunctional our internal rhetoric and rule of thumb assumptions 
about patients views are, particularly when it comes to our use of resources”. 

Neurological Voices, 2014:19.

Conclusion
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This section consists of links to additional web based resources.

The East Midlands AHSN resource hub contains a number of useful documents, reports, 
publications, case studies and other information. A series of toolkits and ‘how to guides’ aimed at 
assisting with a variety of public involvement activities are available via: http://emahsn.org.uk.

• A Guide entitled ‘Engagement and Communication Techniques’ is accessible via:  

 http://emahsn.org.uk/images/resource-hub/PPI%20documents/Useful%20documents/Guide_to_ 
 engagement_techniques_-_NHS_Derby_City_PCT.pdf 

• The guide entitled ‘How to Train the Public for Involvement’ is accessible via: 

 http://emahsn.org.uk/images/resource-hub/PPI%20documents/How%20to%20guidance/How_ 
 to_train_the_public_for_involvement.pdf 

• The How to Guide entitled How to Involve the Public as Board Members accessible via: 

 http://emahsn.org.uk/images/resource-hub/PPI%20documents/How%20to%20guidance/How_ 
 to_involve_the_public_as_Board_members.pdf 

• The guide entitled ‘Patient and Public Involvement. Toolkit for Staff’ is accessible via: 

 http://emahsn.org.uk/images/resource-hub/PPI%20documents/Useful%20documents/Guide_to_ 
 engagement_techniques_-_NHS_Leicester_City.pdf

A further useful example, derived from an NHS CCG case study, is the The Wandsworth 
Patient and Public Involvement Resource Centre and Toolkit. It is accessible via: http://www.
wandsworthccg.nhs.uk/getinvolved/PPIResourceCentre/Pages/default.aspx

Although quite ‘old’ (and apparently without evaluation) ‘A participatory methods toolkit’ (Slocum, 
2003) is recommended as it offers further hands on advice about how to do PPEI. Page 25 is 
likely to be particularly useful as it gives an overview of how different methods can meet different 
objectives, for what types of topics each method is most suitable, how to ‘select’ participants, 
a guide to how long events take to set up and run and finally an indication of financial costs  
involved. 

• The participatory methods toolkit is accessible via: 

 http://www.kbs-frb.be/publication.aspx?id=294864&langtype=1033
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NHS England (2013) ‘Transforming Participation’ is an interactive web based resource which is 
described as offering guidance to help CCGs and other commissioners of health and care services 
to involve the public in commissioning processes and decisions.x

• Transforming Participation is accessible via: 

 http://www.england.nhs.uk/wp-content/uploads/2013/09/trans-part-hc-guid1.pdf 

• A further link from NHS England’s (2013) Transforming Participation provides details of  
 a case study on how a city wide ‘People’s Panel’ shapes public services and policy in Hull. It is  
 accessible via:

https://www.dropbox.com/s/cjta66u5h5sroy2/transformingparticipationinhealthcare_resources_
casestudies_people’spanelhull.pdf?dl=0

If however Dropbox cannot be accessed details of their involvement work can be found through 
the CCGs main website accessible via: 

http://www.hullccg.nhs.uk or by email contact at panel@hullcc.gov.uk or by phone on 01482 
300300.

NHS England guidance includes the Best Practice Resource/Practical Toolkit - for the 
appointment of lay members to CCGs. 

• The toolkit covers all the steps CCGs may wish to consider in the appointment process for lay  
 members and is accessible via:   

 http://www.england.nhs.uk/tk-appoint-lay-mem-ccg/

 Produced for the NHS Institute for Innovation and Improvement by InHealth Associates, ‘The  
 Engagement Cycle’ is toolkit for commissioners, accessible via:

 http://www.institute.nhs.uk/tools/the_engagement_cycle/the_engagement_cycle_introduction. 
 html 

• The section (Stage 2 of the Engagement Cycle) provides a list of issues for consideration when  
 undertaking public engagement to develop priorities, strategies and plans. It is accessible via  
 pages detailed above and selecting options from right hand panel. This section also includes a  
 number of case studies. It is noted that the NHS Institute for Innovation and Improvement closed  
 in March 2013 however their website and resources contained therein continue to be 
 administered by NHS Improving Quality. 

As an approach, co-design takes the improvement of services through involving patients one step 
further in that it seeks to understand and improve patients’ experiences of services in order to 
improve services (Boyd et al., 2010).  Co-design rests on four core principles: 

1. Prioritise patient experience,

2. Trust the process, 

3. The ‘means’ is as important as the ‘ends’, and 

4. Acknowledge the patients’ contributions throughout the process. 
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A useful resource is the guide developed as a result of improvement projects in cancer services 
within Waitemata District Health Board, NZ. Details accessible via: http://www.healthcodesign.org.
nz/introduction.html 

Funded by NIHR, the work of INVOLVE supports active public involvement in health and social care 
research, based on co-design, their work is largely involving members of the public in research as 
opposed to involving the public in decision-making within NHS structures. However the processes 
used are very largely those that may be used in any public engagement initiative.  INVOLVE have a 
range of ‘Tips Sheets’ offering good practical advice.

• The tips sheet linked to, provides guidance for people who are planning to recruit members of  
 the public to patient and public involvement roles in commissioning processes and is accessible  
 via: 

 http://www.invo.org.uk/posttypepublication/tips-sheet-recruiting-members-of-the-public-to-get- 
 involved-in-research-funding-and-commissioning-processes/

Evidence Based Co-Design (EBCD) is not a toolkit but an approach that has been used to 
better understand patients’ experiences of the care they have received - as opposed to surveys 
and feedback forms etc. The use of patient narratives offers a new form of participation whereby 
patients and clinicians come together to discuss the patients’ stories they have heard. The principle 
is that they work in small groups as equal partners, setting priorities for quality improvements, then 
designing and implementing changes. As such patients are involved throughout the process and 
have an equal opportunity for shaping services (Locock et al., 2014). 

• Further information on Evidence Based Co-Design is accessible via: 

 http://www.kingsfund.org.uk/projects/ebcd 

The NHS Networks Smart Guide series includes guidance on using Patient’s Stories with Boards, 
which is a useful resource if considering using narratives. However in addition the series offers 
guides on various aspects of engagement 

• The smart guide series covering various aspects of engagement is accessible via: 

 https://www.networks.nhs.uk/nhs-networks/smart-guides/documents 

• The guide for working with lay members is accessible via:

 https://www.networks.nhs.uk/nhs-networks/smart-guides/documents/Working%20with%20 
 lay%20members%20and%20patient%20representatives.pdf/file_popview    
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