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Abstract

Introduction Patient and public involvement in healthcare planning,

service development and health-related research has received signifi-

cant attention. However, evidence about the role of patient involve-

ment in quality improvement work is more limited. We aimed to

characterize patient involvement in three improvement projects and

to identify strengths and weaknesses of contrasting approaches.

Methods Three case study quality improvement projects were pur-

posively sampled from a broader programme. We used an ethno-

graphic approach involving 126 in-depth interviews, 12 weeks of

non-participant observations and documentary analysis. Data

analysis was based on the constant comparative method.

Results The three projects differed in the ways they involved

patients in their quality improvement work, including their ratio-

nales for including patients. We characterized three very different

models of patient involvement, which were each influenced by pro-

ject context. Patients played distinctive roles across the three pro-

jects, acting in some cases as intermediaries between the wider

patient community and clinicians, and sometimes undertaking per-

suasive work to convince clinicians of the need for change. We

identified specific strategies that can be used to help ensure that

patient involvement works most effectively and that the enthusi-

asm of patients to make a difference is not dissipated.

Conclusion Patient involvement in quality improvement work

needs careful management to realize its full potential.

Introduction

The last decade has seen a markedly increased

emphasis on patient and public involvement

(PPI) in many areas of health care, including

healthcare planning, service development and

research.1 Potentially distinctive issues are

raised by PPI in improvement projects, which

aim to enhance quality and delivery of specific

services2 but often face significant challenges in
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achieving the changes in service organization

or delivery that they seek.3–5 Justifications for

involving patients in improvement projects are

broadly similar to those for involvement in

health care more generally. They include fram-

ing patients as the users and funders who have

a legitimate stake in health services and are

entitled to influence,6 and more technocratic

rationales emphasizing consumerist logics and

the potential for patients’ contributions to

improve services.7,8

Despite widespread enthusiasm and support

for PPI, evidence that it delivers on its aspira-

tions across a range of activities in health care

remains disappointingly sparse.9–11 How well

conceptual frameworks for thinking about

involvement in other areas12,13 apply to

improvement projects is also unclear. Despite

some important discussions of its potential,14–

17 research on PPI in improving the quality of

systems and processes in health service delivery

is limited. Some have suggested that patients

have a unique contribution to make to identify-

ing problems of quality and safety in health

care,14,15 but how and whether they can opti-

mally contribute to improving processes is less

clear. In contrast to areas where PPI is better

established – including research and resource

allocation – improvement projects are often rel-

atively technical affairs, involving, for example,

systems redesign.18

Patient and public involvement faces chal-

lenges even where its role is clearly apparent.

Among the many unresolved questions is that

of who should be involved. A sometimes heated

debate centres on whether patients should be

in some sense representative of the demo-

graphic characteristics of the population from

which they are drawn,19 or whether it is prefer-

able that they represent shared experiences and

standpoints20 and have particular kinds of

skills and capacities.18 A further challenge con-

cerns how to ensure that patient involvement is

not sidelined or subverted. Where patients are

brought into existing organizational processes,

such as management meetings and decision-

making forums, their contributions may be lim-

ited by their lack of familiarity with the sys-

tem’s language and norms and by power

differentials.21 An influential critique thus sug-

gests that patient involvement is often more

about legitimizing managerial or professional

decisions that would have been made anyway

than about furthering patient influence.22 Care-

ful attention may thus be needed to the struc-

tures and processes by which patients can be

included and their views valued, and to reach-

ing agreement on priorities and definitions.18

The available evidence thus suggests consid-

erable ambiguity about whether and how

patients can be involved in improvement pro-

jects, in meaningful and distinctive ways which

make a tangible difference to projects, rather

than duplicating professional roles or offering

a token contribution with marginal impact.

Yet, much may depend on the how of involve-

ment, and little evidence has yet emerged of

how it can best be performed. Using three case

studies, we seek to characterize and identify

the strengths and weaknesses of contrasting

approaches to patient involvement in quality

improvement.

Methods

The three case studies23 were drawn from 11 pro-

jects participating in Closing the Gap through

Clinical Communities (CTGTCC), a programme

funded by the Health Foundation (THF) (a

charitable foundation). Each project was charged

with making improvements to bring routine

practice closer to established best practice. All

projects were based on the clinical communities

approach, which provides a structure for

improvement that requires the involvement and

engagement of those stakeholders likely to be

affected by improvement activity24 through peer

influence and harnessing the collective power.

In the programme, each project had a core

team that led and coordinated project activities

and recruited participating sites to help co-

design and implement the improvement work.

Teams were supported by THF programme

officers and by a technical provider (a manage-

ment consultancy) that offered a package of

leadership support and training in improve-
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ment methods. Core team membership varied

depending on context but typically included cli-

nicians, a project manager and relevant stake-

holders. A key feature of the programme was

that it mandated the inclusion of patients in

the core team of each project.

Our study was conducted as part of a com-

missioned external evaluation of the pro-

gramme and was given a favourable opinion

by the Leicestershire, Northamptonshire &

Rutland Research Ethics Committee 1.

The projects

Selection of the case-study projects from the 11

in the programme (Table 1), and participating

sites within each case, was guided by the desire

to include sufficient similarities and differences

across the cases (e.g. in terms of project aims,

improvement approaches, and clinical and

organizational fields) to allow meaningful con-

trast and comparison.

Data collection and participants

We conducted ethnographic non-participant

observations focused both on project activities

(e.g. observations of meetings and events) and

participating sites’ attempts at implementation

(e.g. observations in clinical settings). Our data

collection thus covered the ‘blunt end’ of pro-

gramme design and management through to

the ‘sharp end’ of implementation where practi-

tioners interacted with patients.25

Interviews were undertaken with members of

each project’s core team (including clinicians,

project managers and patient representatives)

and with staff working at a sample of the par-

Table 1 Summary of three case-study projects

Project Project aim(s) Clinical setting

Quality improvement

methods

Involvement

model

Improving Lung

Cancer

Outcomes

Project

‘Lung Cancer’

To improve

the quality

of care and

outcomes

for patients

with a serious

condition

that has a relatively

low survival rate

Multi-disciplinary

teams (MDTs)

working in

secondary care

Reciprocal peer review;

development of

Quality Improvement

Plans; national

meetings

Two relevant charities

provided input at

the project team

level; patient

experience data

were collected at

participating sites

Abdominal Aortic

Aneurysm

Quality

Improvement

Project

‘Aneurysm’

To reduce peri-operative

mortality for a condition

often treated through

elective surgery

Multi-disciplinary

teams (MDTs)

working in

secondary care

Improving data entry and

data quality of a

national database;

development and

implementation of a

care pathway;

regional meetings

One patient

representative on

the project team

throughout; local

patient

representatives

participated in

project-organized

regional meetings;

patient focus

groups

Enhancing

Care and

Saving Lives of

People with

Chronic

Kidney Disease

(CKD) ‘Kidney’

To achieve better

quality

of care and better

quality of life for

patients with a

chronic disease

Usually managed

by GPs and

practice nurses in

primary care and

patient

self-management

Training in disease

management for primary

care staff; a care bundle;

self-management

material for patients

Patient and Service

User Advisory

Group worked

closely with the

core project team;

its leader doubled

as a member of

the project team
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ticipating sites (including clinicians and manag-

ers). Interviews focused on participants’ views

on the project’s aims and objectives, the strate-

gies adopted to achieve them and how they

would work, and the factors facilitating or hin-

dering progress.

Interviews were audio-recorded and tran-

scribed verbatim. Fieldnotes from observations

were de-briefed by the observer to others within

the team; these debriefs were audio-recorded and

transcribed. Relevant project documents were

also collected for analysis, including project

plans, reports and training materials. All authors

were involved in data collection, although most

was undertaken by Herbert and Aveling.

Data analysis

Data analysis was based on the constant com-

parative method.26 It involved intensive engage-

ment with the data for each of the case studies

to ensure that they were understood in terms of

their own context and meaning and then com-

pared across projects to generate higher-order

themes. Nvivo 8 software was used to assist in

coding the data, locating recurrent themes and

grouping themes together.

Findings

The three clinical community projects included

a serious condition with a high mortality rate

(lung cancer) treated in hospital; a condition

requiring elective surgery (abdominal aortic

aneurysm), also treated in hospital; and a long-

term condition (chronic kidney disease) man-

aged in primary care. As abbreviations, we label

the three projects studied as Kidney, Aneurysm

and Lung Cancer. We conducted approximately

12 weeks of observations (21.5 days with the

Aneurysm project, 25.5 days with Lung Cancer

and 16.5 days with Kidney) and 126 in-depth

interviews with core teams and participating site

staff (45 each for Aneurysm and Lung Cancer

and 36 for Kidney) over the period October

2010 to April 2012.

The three clinical communities were very dif-

ferent in terms of the clinical setting, the quality

gap being tackled and the strategies they used

to try to achieve change. We explored expressed

rationales for patient involvement in each of the

clinical communities; the different involvement

models adopted; the strategies that appeared to

help patients contribute in meaningful ways;

and how patient involvement contributed to the

work of clinical communities. This involved tri-

angulating the perspectives of project core

teams, patients involved in the core team, par-

ticipating site staff and observations by

researchers, in particular in comparing ratio-

nales and plans to the realization of those plans

and the contribution of patients in practice.

Each clinical community, as mandated, incor-

porated some patient involvement. In all three

projects, patients were recruited largely opportu-

nistically, for example, through existing personal

contacts. In this sense, the extent to which these

patients ‘represented’ the wider patient popula-

tion might be open to question,19 but even less

clear was the extent to which representativeness

mattered. Much more important seemed to be

how the clinical communities operationalized

patient involvement, and the extent to which

patients’ views and perspectives influenced the

design and/or implementation of the interven-

tion, including the clinical community’s success

in engaging professionals in improvement work.

The rationale for patient involvement

Members of the three core teams suggested a

range of factors that motivated their securing

patient involvement including the nature of the

clinical condition, perceptions of the value of

patient experience, the team’s past experience of

involving patients and an awareness of the wider

context. Members of both the Lung Cancer and

Kidney core teams reported clearly articulated

rationales for involving patients beyond those of

satisfying the formal programme mandate. The

Lung Cancer team regarded patients with lung

cancer as likely to be particularly vulnerable and

not as well represented as other patients on

national fora, largely because of the typically

poor prognosis, and often rapid progression to

severe illness and death. Improving quality of
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patient experience was seen by the team as an

important outcome of service provision. How-

ever, measures of patient experience had not,

prior to the project, been included in routinely

collected national audit data. These two factors

combined to mean that gaining an understand-

ing of patient experience and achieving real

improvements were crucial objectives of the clin-

ical community.

Patient experience is not recorded in the audit so

we wanted to, when we’re going to look at these

teams, we wanted them to do a formal patient

experience survey before the visit, for a period

and then at the end. So we were trying to build

patient experiences as well. (Lung Cancer core

team member)

The Kidney team was similarly motivated by

a focus on patient experiences and had identi-

fied the value of patient involvement from pre-

vious improvement work.

…where we thought we fell short on [a previous

project] was not having enough service user rep-

resentation…we felt we wanted to do a better

job. (Kidney core team member)

In contrast, while the Aneurysm team did rec-

ognize the centrality of patient involvement in

providing good care, involvement was initially

talked about more as a response to external

‘pushes’ (including from the programme’s spon-

sor and the broader healthcare environment).

It seems to be an important part of the quality

programme that’s endorsed by The Health Foun-

dation. And the government is saying, patients’

choice, and patients’ views. (Aneurysm core team

member)

However, the Aneurysm team’s understand-

ing of the value of patient contributions evolved

over time, and the input of patients in shaping

some aspects of care was later regarded as one

of the most successful elements of the project.

Three models of patient involvement

We saw markedly different approaches to

involvement. While the underlying rationale for

involvement was one important factor influenc-

ing the type of model adopted, other factors

included the nature of the clinical condition

and the degree to which each project was

located within pre-existing structures.

Lung cancer patients are often terminally ill

or severely debilitated, making direct patient

representation at the core team level through-

out the project unfeasible. Instead, two rele-

vant charities provided representation. The

intention was to use these charity representa-

tives to build, through their contacts, a virtual

network of patients who could be consulted as

required. The core team also introduced a sec-

ond mechanism – collecting patient experience

data using questionnaires distributed at partici-

pating sites to identify possible patient-focused

improvements. While acknowledging that this

model had its limitations, the project team nev-

ertheless regarded it as ‘fit for purpose’.

I’m completely aware of some of the downsides

and some of the ways where we can’t be reflec-

tive of every single person who has lung cancer

in the UK. But we can certainly work in as many

ways as we can to gather those views. (Lung

Cancer patient representative)

The Aneurysm project, in contrast, had one

patient representative on the project team

throughout, as well as more limited involve-

ment of patients in some activities (e.g. regio-

nal meetings of participating sites). The core

team effectively comprised the membership of a

pre-existing committee, of which the patient

was a lay member; this patient’s committee

membership therefore doubled as project mem-

bership. Again, a second method of represent-

ing patient views was also used. At two-thirds

of the project-organized regional meetings,

patient representatives from participating sites

took part in discussions with clinicians. A third

mechanism was local; in participating sites,

some patients were asked to express their views

in focus groups. The resulting data were pre-

sented at the project’s regional and national

meetings and used in the development of pro-

ject materials for patients.

The Kidney project adopted a different

model. A separate Patient and Service User

Advisory Group (henceforth the ‘Patients’

Group’) was established and worked closely
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with the core project team. The Patients’

Group comprised eight patients and was

formed specifically for the project through con-

tacts of the project team. The Group leader

doubled as a member of the core team and

acted as an important link between them. This

individual was well-known for her leadership

of campaigning groups, giving her credibility

beyond her own personal experience of kidney

disease.

Making involvement work well in practice

Improvement teams may genuinely wish to

achieve meaningful involvement, but the risk

remains that patients may be marginalized or

unheard.27 Even the best-intentioned teams

may struggle to truly involve patients in a set-

ting where it is not yet the norm and where

implicit or explicit barriers may exist.28 Across

the three projects, we identified some key fea-

tures that facilitated effective inclusion of

patients’ voice and influence.

Early involvement

Across the three clinical communities, it was

clear that involving patients as early as possible

brought many benefits. For example, involve-

ment at the protocol-design stage meant patients

could help shape the planned work and were not

expected to simply come in later and ‘run with

what’s there’. Early involvement also meant

patients were more likely to have a clear under-

standing of the project’s aims and objectives,

together with the strategies that would be used

to achieve them, and so were better able to work

alongside other team members.

Initially from going to the meetings, there was a

bit of a learning curve for me to understand

exactly what it was all about and where I kind of

fitted into the project. (Lung Cancer patient rep-

resentative)

Effective communication channels

Clinical communities benefit from being ‘light

on their feet’ and are able to make quick adap-

tations and modifications as their work pro-

gresses.24 This makes quick and effective

communication essential, and, in this pro-

gramme, necessitated ways of capturing inputs

and integrating them into decision making

without unnecessary layers of bureaucracy. A

good example was the debriefing that went on

soon after each of the Kidney project’s training

sessions at participating sites. The Patients’

Group members provided feedback on how the

session had gone and were included in discus-

sions about possible changes to how it be deliv-

ered in future. Rather than leaving feedback to

a formal meeting, less formal opportunities to

feed in thoughts were found, including emails,

phone calls and shared travel time. This helped

to ensure that patients’ contributions had real

influence, avoiding a more proceduralized

approach that might have made it difficult for

patients to contribute.11

I did go back to [project team member] after that

day at [participating site] and in fact [project team

member] and I talked about it, because I dropped

her back at the station, and I think we did jiggle a

few things round as well and I think that’s one

thing that has worked well overall with the whole

core team and the patient user group, is that we

have changed and adapted things from the experi-

ence. (Kidney patient representative)

Non-hierarchical structure

Observations of both the Lung Cancer and Kid-

ney meetings revealed that everyone appeared to

be valued as a team member and that there was

a strong emphasis on learning from, and listen-

ing to, each other. Patients valued this openness,

and they, like other project team members,

appeared happy not to always get the final say.

Everybody is on a completely equal and even

footing. And I don’t know whether it’s personali-

ties or what we do, or where we come from, or

what it is but it seems to work that way. (Kidney

patient representative)

I could tell you very little about the patient pack

and the development of it because that’s been

very much driven by the patients actually. So,

very much although it is true that I have been

able to have some editorial comments I don’t, I

haven’t had any editorial veto. (Kidney core

team member)
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This openness, and effort to generate a ‘level

playing field’, in the Kidney clinical community

also meant that, while patients’ views were not

regarded as any less important than anyone else’s,

they were not necessarily regarded as any more

important either. If there was a difference of opin-

ion within the group, patients were expected to

engage in discussion and debate as much as anyone

else. This, of course, relied on patients being willing

and able to do so; they had to be prepared to

engage as equals, challenge other team members

and believe they had something of value to contrib-

ute. They also needed the confidence and skills nec-

essary to take forward discrete pieces of work, such

as the patient materials in the example above.

A clearly defined role

While effective communication channels and a

non-hierarchical structure were important facili-

tating factors, they needed to sit alongside a

clearly defined patient role. Taking the time and

effort needed to establish this was important as

it served to both help ensure patients were not

in a situation where they could not contribute

and to channel patients’ enthusiasm in the most

productive way. Across the three projects, the

degree of clarity about the patient role was vari-

able. The Aneurysm project, especially initially,

did not appear to have a clearly defined role for

patient representation, nor was the role of

patients’ involvement in discussions at regional

meetings always clear. In contrast, there was a

clear focus for using the data from patient focus

groups: to revise information routinely given to

patients. It was used to do so effectively, and

revised patient information leaflets were posi-

tively received by patients and clinicians.

In the Lung Cancer project, the development

and piloting of the patient experience question-

naire relied crucially on effective PPI. However,

the most comprehensive attempt to clearly

define the patient role was in the Kidney project.

Here, the Patients’ Group spent considerable

time developing and formalizing specifications

of their roles and responsibilities, and there was

evidence this helped make the role more tangible

and to shape their input when they attended

project meetings or training sessions.

Patients as a ‘technology of persuasion’

We identified two key ways in which, when

involvement was effective, patients could make

a distinctive contribution. The first mobilized

patients as persuaders. A key task in improving

healthcare quality, as undertaken by these clin-

ical communities, was persuading clinicians

both that there was an important problem to

be addressed and about how it should be

addressed.24 This sometimes required challeng-

ing clinicians who could be reluctant to change,

not agree that a problem exists, and be scepti-

cal about the proposed solution.29 In both the

Aneurysm and Kidney projects, patients acted

as a technology of persuasion: a means of influenc-

ing opinion and debate. Most commonly this was

through their participation in meetings and train-

ing events with clinicians from participating sites.

Patients could act as powerful advocates on these

occasions. Involving them at the centre of

improvement activities could add weight to dis-

cussions of patients’ views and enhance project

credibility. Putting the ‘patient in the room’30

seemed to help particularly in challenging

assumptions that everything was fine as it was,

and in resolving contestation about whether the

proposed changes were appropriate.

A potent example was provided by the Kid-

ney project’s Patients’ Group members, who

were trained in self-management education

along with the core team and helped facilitate

training of general practice staff. The core team

recognized that patients had a different per-

spective and could offer persuasive properties

that would otherwise be lacking.

They’re very powerful advocates … 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. (Kidney core team member)

This idea appeared to translate well in practice.

It was used, for instance, to address the issue that

doctors sometimes did not advise patients they

had been diagnosed with early stage chronic

kidney disease, mainly because they were unsure

whether they should tell patients and did

not always feel confident in so doing. When the
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question of withholding the diagnosis was raised

at one training session, the patient members

immediately challenged professionals’ perceptions

that patients might not want to be told, emphasiz-

ing that, as patients, they certainly would. They

were also able to offer practical suggestions on

how to broach the subject. Clinicians seemed to

appreciate this direct contact with patients, sug-

gesting that it provided an important additional

dimension of their understanding:

It brings it home a bit more, the emotional side

of it, rather than just dealing with numbers like

EGFRs and blood pressures and urine results, it

brings home the effect it actually has on some-

one’s life. (Kidney participating site GP)

Patient involvement in clinician-facing activ-

ity, then, seemed to help to legitimize both the

need for change and the approach proposed. It

appeared to reduce the likelihood of clinician

reticence or resistance by showing that the

changes proposed were likely to be well received

by patients. However, the use of patients as a

technology of persuasion was not a simple mat-

ter of co-option: the patients themselves were

active agents, keen to contribute to what they

saw as a worthwhile project and were able to

develop their own role in a forum independent

of the project’s management.31

A similar activity was attempted in the

Aneurysm project, with somewhat more mixed

results. At regional project meetings, patients

(recruited on a fairly ad hoc basis by surgeons

from their own clinics) took part in small

round-table discussions. These groups of clini-

cians, administrators and others were asked to

discuss various elements of a proposed elective

care pathway from preoperative assessment to

postoperative care. Where patient experiences

could clearly add something to discussion of a

particular pathway stage (e.g. communication

with the patient), their opinions were highly

valued and actively sought. However, when

discussion focused on technical issues (e.g.

specifications for equipment standards), it was

less clear how patients could contribute. Clini-

cians 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 discom-

fort on the part of both patients and professionals.

When the discussion was on something the patients

couldn’t really have a constructive input to on the

specific issue, it was that sort of polite listening to the

patient because they’re a patient and then the conver-

sation resumes … Whereas on the communication

table it was very much the surgeon saying [to the

patient] ‘Well, what did you think? What would have

been good for you?’ (Aneurysm observation debrief)

The degree to which the rationale for involv-

ing patients in these activities, or the role they

were intended to fulfil, aligned with the novel

contribution they could make as patients was

clearly important to effective PPI. While the

Kidney project could clearly identify a unique

contribution that they hoped patients would

make, and that fitted with their identity as

patients, there was perhaps not such a good fit

in the Aneurysm project. Discussions about

some parts of the pathway obviously benefitted

from patient input, and professionals actively

sought this out, but the contribution that

patients could meaningfully make to other

aspects was not so clear.

Patients as ‘knowledge brokers’

A second key role was patients as ‘knowledge

brokers’: individuals who facilitate knowledge

exchange and adoption and help to build links

between different groups.32 Patients were able

to act as mediators between the world of the

patient and the world of service provision. All

projects produced patient-related material,

either for patients’ own use (e.g. information

sheets or questionnaires to give feedback on the

care they had received) or to guide clinicians on

how they could best engage patients in discussions.

All made patient influence central to the design of

this material, and rationales for this were clearly

articulated. An important example was seen in the

Aneurysm project. Here, the quality of decisions

about appropriate surgical candidates was thought

to contribute in part to poor outcomes – for
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instance when patients whose physical condition

was probably too frail to survive surgery were una-

ware they might be better off not having it. The

project team was committed to solving this problem

but recognized considerable uncertainty about how

best the treatment options should be explained to

patients. Project-run patient focus groups thus

sought, among other things, to identify ways of

improving communication and sensitivity to

patients’ views. These views were used to inform

development of new patient information leaflets.

They did sort of change all the patient informa-

tion leaflets as a result of these focus groups, like

one of the changes was the patient said ‘it was

way too scary. You do have to be a lot more

subtle about, you know, some of the bad bits…
the fact that you might die’. And so they have

changed the patient information leaflets quite a

lot. (Aneurysm observation debrief)

Discussion

Our analysis of patient involvement in three

improvement projects within a single programme

based on a clinical communities model24 surfaces

some interesting contrasts in approach, along with

both alignments with and divergences from the

wider literature on involvement in healthcare provi-

sion more broadly. It suggests that improvement

work can draw productively on patients’ contribu-

tions – but not necessarily in a uniform and stan-

dardized way. Involvement as realized in these

projects seemed contingent on both the clinical con-

dition and project objectives, and involved a com-

plex and variegated role drawing not simply on the

positionality of patients as patients, but on their

broader knowledge, skills and experiences. We do

not wish to suggest there is only one model for PPI

in healthcare improvement projects. However, our

analysis suggests a number of key lessons (Box 1)

and adds to a currently limited domain of research

concerning how patients can be involved in

improvement work. Crucially, it suggests that

patients may have a distinctive role to play in

improvement interventions. Despite the specialized,

esoteric nature of much improvement work, it is

clear that PPI can add an extra dimension to a clin-

ical community that does not just mimic the work

of professionals and is not limited to tokenism.

Box 1 Tips for successful patient involvement in

improvement projects

Clarity on the rationale for patient involvement

• Take time to think through the rationale for

involving patients.

• An unclear rationale can easily slip into tokenism.

Identifying the right model to achieve the desired

outcomes

• There is no ‘one-size-fits-all’ model; instead a

range of options is available to suit different

situations.

• Consider issues such as: the nature of the quality

gap; the clinical area; the improvement tools

being used; and the characteristics of the patients

served.

• Be flexible about the role patients can play and

tailor to the project’s context.

Clear roles and responsibilities for patients

• Identify clear roles and responsibilities, allowing

patients to develop these themselves where

appropriate.

• Patients can undertake a range of roles, including

patient-facing (e.g. developing information

material) and clinician-facing (e.g. training and

meetings) activities – think about the full range of

ways in which patients may contribute.

• Clearly define what patients will contribute, and

how they will work with other team members to

achieve the project’s aims.

• Ensure patients have the qualities and skills

congruent with the chosen activities.

Involvement that is meaningful

• Ensure early involvement wherever possible –

ideally at the protocol-design stage.

• Establish effective communication channels

between patients and other team members –

opportunities for less formal discussion outside of

meetings is important (e.g. emails, phone calls

and shared travel time).

• Create a non-hierarchical structure by valuing and

giving weight to each team member’s views.

While this study is limited to data gathered

from only three improvement projects, they

were purposively selected to include areas of

similarity and difference, and therefore allow

ª 2013 John Wiley & Sons Ltd Health Expectations, 16, pp.e36–e47

Patient involvement in quality improvement, N Armstrong et al.e44



meaningful contrast and comparison in how

involvement was operationalized in each case.

We identified some critical factors determin-

ing the kind of involvement that is achievable

including the nature of the quality gap, the

clinical condition being targeted (and how it

affects patients), the strategies being used to

drive change and the characteristics of the

patients served. No ‘one-size-fits-all’ solution

exists. In the Kidney project, the long-term

nature of the condition and the focus on self-

management meant that an active, ongoing role

for patients was feasible, and the use of a group

model allowed flexibility and substitution

between individuals where required. The same

was not true of lung cancer patients, who were

not physically able to sustain an ongoing

engagement, but whose views the clinical com-

munity were keen to access. In such circum-

stances, other means of ensuring the patient

voice is heard may be appropriate; the Lung

Cancer project’s model of patient representa-

tion through charities and emphasizing collec-

tion of data on patient experience appeared

successful in delivering on their goals. The

Aneurysm project’s approach of having one

lone individual as a ‘representative’ on the pro-

ject team was complemented by other means of

involving patients and accessing their views,

but might have benefited from a different struc-

ture and more clarity about what patients

might best be able to contribute.

Underscoring the need to deepen under-

standing of how patients can be effectively

included in improvement interventions, our

study also identified some of the ways in which

patients can play a distinct role in improve-

ment projects. Patients had an important role

as knowledge brokers, acting as envoys from

the social world of patients to the social world

of clinicians. For example, in contributing to

information materials produced for both

patients and clinicians, they acted as interpret-

ers who could bring patient experience to bear

on clinical knowledge and translate clinical lan-

guage into something more comprehensible.33

Perhaps more intriguingly, patients seemed to

be able to accomplish some of the persuasive

work involved in improvement. Our findings

suggest that a carefully harnessed form of

patient involvement can, if performed well, be

a powerful tool in achieving this. Most notably

in the Kidney project, the active involvement

of patients in events and training seemed cru-

cial in conferring legitimacy and securing emo-

tional commitment, evidencing the need for

change in a way that peer-to-peer influence

alone may not. Here, in particular, the distinc-

tiveness of the PPI contribution to improve-

ment was evident, with the involved patients

playing a complementary role to that of profes-

sionals. In some ways, this role echoed the part

that patient stories have been noted to play in

persuading clinicians of the need for change,5

but the interplay between professionals and

patients in the Kidney project seemed to sub-

stantially increase the persuasive power of

those advocating improvement.

While patients may have a distinctive role to

play in improvement projects, the challenges

common to PPI in other areas of health care

were no less evident in this context. It is not

always easy to find a way for patients to feel

able to assert their views and have them recog-

nized and valued. The danger is that patient

involvement can feel awkward and tokenistic if

it is not performed well. Our study findings

suggest a number of strategies for ensuring

positive involvement.

First, clarity on the rationale for bringing

patients and clinicians together, and thinking

through how the intended outcomes can best

be achieved, is likely to help ensure patients

are not put in situations where they cannot

make a meaningful contribution. However, ten-

sions arise in implementing this principle in

practice. There is a need to balance definitions

of role with openness to the views of patients,

and to novel, unanticipated benefits that may

accrue from their involvement. Giving direction

and purpose to involvement must not equate

to inflexible predetermination of the patient

role by professionals.

Second, strong communication links between

patients and other team members must be estab-

lished if patients’ voices are to be meaningfully

ª 2013 John Wiley & Sons Ltd Health Expectations, 16, pp.e36–e47

Patient involvement in quality improvement, N Armstrong et al. e45



heard. Importantly, too, certain qualities may

be required of patients themselves: they may

need to be strong characters with the necessary

confidence and skills to get their voices heard,

either among the project team or when interact-

ing with clinicians at participating sites. Again,

this may challenge the calls of those who see

patient involvement principally in terms of ‘rep-

resentativeness’: patients with the qualities nec-

essary to get involvement to work may well be

atypical of their peers. The contributions of

such individuals may make them particularly

valuable, but makes the question of how far

their interests and concerns reflect those of the

wider patient population all the more pressing.

Our findings provide some support for the

idea that careful selection of patients, accord-

ing to the particular role envisaged for them,

may be important. While Peat et al.18 argue

that effective patient involvement in QI will

need to draw on ‘well-informed’ patients, oth-

ers are less convinced about such selectivity.9

However, recent studies have articulated and

advocated a role for patients beyond simple

‘demographic representativeness’,31 noting how

the wider knowledge and interests that consti-

tute ‘laity’ can contribute productively to

patient involvement.

Our data suggest that patient involvement in

improvement work can be beneficial and play

an important role in achieving the desired

changes, but requires careful management if its

full potential is to be realized. Thinking care-

fully about the rationale for patient involve-

ment, identifying the most appropriate model

to use, having clarity on the role(s) patients will

play and ensuring that effective involvement strat-

egies are in place, are important steps towards

facilitating the involvement of patients in ways

that harness its full potential, and the distinctive

roles that patients can play in improvement work.
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