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Introduction
International primary care policies 
have promoted patient participation in 
decision making about health care for 
over half a century.1–4 These policies 
recognise patients’ rights to involvement 
in decision making about both their 
individual clinical care and service 
design.5–7 Although there is significant 
literature on individual clinical shared 
decision making,8,9 the terminology, 
meaning, and purpose of participation 
in service design remains contested and 
variably interpreted.3,10–12 Despite this, 

patients’ right to be involved is now 
enshrined in the UK NHS Constitution,6 
and since 2015 enacted in English 
general practices through contractual 
requirements to engage with patients in 
patient participation groups (PPGs).13

PPGs have existed in England since the 
1970s; however, there are concerns about 
their effectiveness and value.14 One small 
randomised controlled trial (RCT) in 2006 
found no effect of having a PPG on patient 
experience.15 But the follow-up period 
was short, and qualitative evaluation 

identified patient-centred improvements 
in practices with PPGs compared with 
those without. Other research suggests 
confusion about the purpose of PPGs, the 
meaning of legitimate representation, and 
barriers related to organisational culture, 
professional power, and social norms 
around the doctor–patient relationship.16 
Internationally, short-term interventions 
have attempted to involve patients in 
decision making about the organisation of 
general practice.17–19 All highlighted similar 
issues around legitimate representation 
and facilitating power between patients 
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Background
Health policy promotes patient 
participation in decision making 
about service organisation. In 
English general practice this happens 
through contractually required 
patient participation groups (PPGs). 
However, there are problems with the 
enactment of PPGs that have not been 
systematically addressed. 

Aim
To observe how a co-designed theory-
informed intervention can increase 
representational legitimacy and facilitate 
power sharing to support PPGs to 
influence decision making about general 
practice service improvement. 

Design and setting
Participatory action research to 
implement the intervention in 
two general practices in the North 
of England was undertaken. The 
intervention combined two different 

participatory practices: partnership 
working involving externally facilitated 
meetings with PPG members and staff; 
and consultation with the wider patient 
population using a bespoke discrete 
choice experiment (DCE). 

Method
To illustrate decision making in PPGs, 
qualitative data are presented from 
participant observation notes and 
photographed visual data generated 
through participatory methods. 
The DCE results are summarised 
to illustrate how wider population 
priorities contributed to overall 
decision making. Observational data 
were thematically analysed using 
normalisation process theory with 
support from a multi-stakeholder 
co-research group.

Results

In both general practices, patients 
influenced decision making during 

PPG meetings and through the 
DCE, resulting in bespoke patient-
centred action plans for service 
improvement. Power asymmetries 
were addressed through participatory 
methods, clarification of PPG roles 
in decision making, and addressing 
representational legitimacy through 
wider survey consultation. 

Conclusion
Combining participatory practices 
and facilitated participatory methods 
enabled patients to influence decision 
making about general practice service 
improvement. The policy of mandatory 
PPGs needs updating to recognise the 
need to resource participation in a 
meaningful way. 
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and staff. A Canadian RCT and process 
evaluation conducted within a real-world 
priority-setting exercise combined different 
participatory practices to legitimise public 
knowledge and representation, and 
external facilitation to enable the public 
to influence power.20,21 Public participation 
increased prioritisation of patient-centred 
quality indicators. However, the context 
was a regional health authority and 
therefore less relevant to the general 
practice service setting. 

To date, to the authors’ knowledge, no 
systematic approach has analysed and 
addressed the impact of representational 
legitimacy and power sharing in English 
PPGs. The authors therefore co-designed 
a theoretically informed intervention to 
support patients to influence decision 
making about priorities for service 
improvement in general practice.16 
The focus was explicitly on service 
improvement decisions aligned with the 
contractual purpose of PPGs.13 This paper 
reports how the intervention was enacted 
– specifically, who made what decisions, 
how PPG members and staff understood 
their roles as decision makers, the role of 
participatory methods in decision making, 
and how final action plans were generated. 

Method 

Study design 
This participatory action research study 
took place in two general practices in the 
North of England that implemented the 
intervention. Participatory research takes 
an explicit collaborative approach where 

the ‘researcher’ and ‘subject’ have equal 
ownership of the knowledge created.22,23 
A co-research group, comprising seven 
members of the public with different 
experiences of PPGs and two GPs (all 
authors of this paper), was involved in all 
aspects of the research.

Intervention 

The intervention, detailed in 
Supplementary Table S1, comprised two 
participatory practices as defined by 
Arnstein.24 Arnstein’s ladder of citizen 
participation was chosen explicitly for its 
focus on the variable (re)distribution of 
power and the recognition that, without 
this, participation can be frustrating 
for the powerless and maintain the 
status quo. The ladder categorises 
eight different participatory practices 
according to the power that citizens have 
to influence change.24 The intervention 
focused on and combines only two of 
these practices. This is because there is 
increasing recognition that combining 
participatory practices can address issues 
raised by the complexity of public service 
governance and the heterogeneity of 
citizen preferences for participation.25,26 
The two participatory practices were: 

• partnership working where power is 
redistributed so that citizens (PPG 
members) share decision-making 
power and responsibility with those 
in established authority positions 
(general practice staff); and

• consultation where citizens (patients) 
are consulted about their opinions 
on pre-defined categories chosen 
by those with power and who will 
decide whether and how to act on 
the opinions expressed (both PPG 
members and staff). 

In the intervention, partnership working 
was enacted through facilitated meetings 
to support PPG members and staff to 
share decision making. Initially two single 
stakeholder and one mixed stakeholder 
meetings focused on choosing five 
features of their service they would 
be willing to change. Meetings utilised 
external facilitation and a range of 
participatory methods: card-sort, direct 
ranking, and flexible brainstorm.27–29 
These were adapted from Participatory 
Learning and Action tools that promote 
equity of voice and knowledge sharing 
between stakeholders to address power 
asymmetries.29–33 

Consultation was enacted through 
a bespoke discrete choice experiment 

(DCE) survey to consult each practice’s 
patient population preferences for service 
improvement from those chosen by 
the PPG members and staff. DCEs force 
responders to make choices between 
hypothetical service alternatives as 
opposed to methods that involve 
responders rating individual services 
separately.34,35 The DCE aimed to 
broaden patient participation in decision 
making and strengthen representational 
legitimacy. 

Partnership working then focused on 
agreeing a bespoke action plan for service 
improvement in a final mixed stakeholder 
meeting.

Site selection, sampling, and 
recruitment 

General practices were identified by 
combined convenience and purposive 

How this fits in
In England, patient participation 
groups are the mandatory mechanism 
for involving patients in service 
improvement decision making, 
but there is little research on how 
to do this. An intervention was 
implemented that combined two 
different participatory practices: 
1) partnership working, using facilitated 
meetings and participatory methods; 
and 2) consultation with an adaptable 
prioritisation survey. Patients influenced 
decision making, championing 
patient-centred service improvement 
priorities that were actionable in their 
local general practice. For the policy 
of mandatory patient participation 
to succeed, there needs to be more 
attention to the process, external 
facilitation, adequate resourcing, and 
participatory methods focused on 
equity of voice. 
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sampling based on: openness to change; 
enthusiasm for the project; having an 
existing functioning PPG; and location 
in an area of lower socioeconomic 
status. Practices were excluded if any 
co-research group member, including 
the lead clinician–researcher (the first 
author), was either a member of the PPG 
or practice staff. 

In each practice the co-research group 
liaised with a gatekeeper who facilitated 
access and distributed participant 
information sheets, consent forms, and 
intervention details to PPG members 
and staff. Both sites had existing PPGs 
with established members recruited 
via a variety of approaches by the 
general practices, as is usual practice. 
All participants in intervention meetings 
gave signed consent. Practices were paid 
£750 for participation in the research. In 
keeping with norms in English general 
practice, PPG members were not paid for 
their time, but were made aware of the 
practice payment. 

Data collection and analysis 
Two co-research group members (the 
first author and a member of the co-
research group) co-facilitated every 
intervention meeting and observed one 
to three follow-up meetings, for up to a 
year. These external participant observer 
roles allowed for interaction and to 
facilitate constructive dialogue.36 Data 
included participant observation notes, 
photographed visible data regarding the 
decisions made using the participatory 
methods (results of the card-sort, 
voting, and flexible brainstorm), and 
the outcome of the DCE, summarised 
here to illustrate how individual patients 
influenced decision making outside the 
PPG. 

Observational notes focused on 
how decisions were made and by who 
within intervention meetings, and the 
relationships and interactions between 
patients and staff with specific attention 
to representational legitimacy and power 
sharing. A formal framework was not 
used for observational notes as the co-
research group found this too restrictive. 
Observational notes were made during 
observed meetings and then typed up and 
expanded later. 

Thematic data analysis of observational 
data was iterative and began after each 
meeting with a reflexive debrief between 
the first author and the co-research 
group member who co-facilitated the 
meeting.37 Observational notes were then 

shared with the whole co-research group 
and discussed in detail during multiple 
co-analysis workshops. These discussions 
happened during ongoing data 
collection with a constant comparison 
approach.36–38 

Analysis was deductive using 
normalisation process theory (NPT) to 
explore the work required to implement 
the intervention, with particular 
attention to disconfirming data relevant 
to representational legitimacy and 
power.39 NPT is a sociological theory that 
evaluates the work of individuals and 
groups to introduce a new way of working 
(the intervention) into a healthcare 
setting (PPGs in general practice). 
Following early co-analysis workshops, 
the first author produced an initial coding 
framework incorporating all themes 
that was then discussed and refined in 
further regular co-analysis workshops 
after completing data collection. The 
first author coded all observational notes 
using NVivo with regular checking with 
the co-research group.

Results
Two of six general practices approached 
agreed to participate. Four practices 
declined because of concerns about 
their overall workload and/or PPG 
commitment. Both recruited practices 
were located in areas of lower 
socioeconomic status (the third and 
second most deprived deciles). Most 
PPG members were over 50 years 
old. In Practice 1, PPG members were 
split almost evenly between White 
and Black ethnicity. In Practice 2, all 
participants were White. Supplementary 
Table S2 summarises practice and PPG 
characteristics. 

Twenty-nine patients and 36 members 
of staff took part in at least one 
intervention meeting (Supplementary 
Table S3). In both practices a core group 
attended all meetings, whereas the rest 
only attended one meeting. At least 
two members of staff attended every 
meeting, usually the practice manager 
and one GP. Staff participants included 
GPs (partners, salaried GPs, and trainees), 
nurses, administrators, managers, and 
receptionists. 

The results are reported in two 
sections: first, who made what 
decisions drawing on the results of the 
participatory methods and prioritisation 
survey; and second, how decisions were 
made. 

Who made what decisions?

The first three facilitated meetings 
supported PPG members and staff to 
share decisions about which five features, 
from a list of 24 rigorously designed 
features (Supplementary Table S4),16 to 
include in their prioritisation survey. 

In the first meeting, PPG members 
and staff participated in a card-sort to 
choose features they were interested in 
and believed were feasible to change. 
Levels of agreement varied between 
stakeholder groups and across practices 
(see Supplementary Table S5; discussed 
further below). In each practice, either 
PPG members or staff judged 20 
(Practice 1) and 16 (Practice 2) features as 
feasible to change.

In the second meeting, PPG members 
and staff met together to vote for five 
features to include in the final survey 
from those judged feasible to change. 
They voted individually, then discussed 
their votes, then voted individually 
again with the combined top-scoring 
features included in the survey. In both 
practices, everyone changed at least 
one vote in the second round of voting, 
resulting in differences in the top five 
features between voting rounds (detailed 
in Supplementary Tables S6 and S7). 
Selected final features did not overlap 
across the two practices.

The top five features in each practice 
were adapted into a bespoke DCE 
prioritisation survey; 333 and 343 
surveys were completed respectively 
in Practices 1 and 2. In both practices 
the online survey produced the highest 
number of responses, followed by the 
paper survey, and then ballot box survey. 
Response rates are only available for the 
online and paper surveys as the ballot box 
survey was left out in the waiting room 
with no mechanism to monitor how 
many people saw it and did not complete 
the survey (see Supplementary Table S8 
for responder characteristics). 

Compared with limited nationally 
published practice demographic data, 
responders were more likely to be 
female, White, and university educated 
(socioeconomic status used as a proxy 
comparison).40 In both practices, the 
paper survey produced the most diverse 
sample.

Practice 1 patients most valued the 
feature ‘How well the doctors and nurses 
listen and pay attention to you’. Practice 
2 patients most valued ‘How long your 
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appointment lasts’. Table 1 shows the 
order of preference for the different 
features (detailed results available 
elsewhere).16

Around half of survey responders 
left free-text comments: 159 of 333 
(47.7%) in Practice 1, and 179 of 343 
(52.2%) in Practice 2. These comments 
related to the features in each survey and 
identified additional priorities for change 
(Supplementary Table S9). 

Following the survey, PPG members 
and staff met to participate in a flexible 
brainstorm exercise to agree on relevant 
practical actions. This process generated 
specific action plans for each practice. 
Actions were based on a number of 
sources: the quantitative DCE survey 
results, qualitative free-text responses, 
and meeting deliberations (Box 1). 

Practice 1 started to implement its 
whole action plan. Staff agreed that 
they might have acted to improve 
communication without the intervention, 
but all the other actions were because of 
the intervention. 

Practice 2 did not implement its action 
plan because of the COVID-19 pandemic. 

How were decisions made? 

How PPG members and staff 
understood their roles as decision 
makers. Holding the card-sort exercise 
as two separate stakeholder meetings 
allowed both groups to explore their role 
in decision making. All features generated 
discussion by both PPG members and 
staff, and there were similarities and 
differences in the decisions they made 
about which features to include in the 
survey. 

Staff were more confident of their 
decision-making role and rejected more 
features than patients, usually because 
they felt changing them was beyond their 
control:

‘[Feature 5: When you can have an 
appointment] [Participant (P)12, GP 
partner] immediately said “I don’t want 
that in there.” She clarified saying there is 
no way that they are going to increase the 
hours that they provide outside nine–five, 
and […] “we are not going to change”.’ 
(Practice 1, Meeting 1b, staff-only card-
sort exercise) 

‘[Feature 19: How many services are 
offered by the practice] [P7, the practice 
manager] said this was a contractual issue 

(and therefore couldn’t be changed) and 
they are providing all the services they 
are contractually required to provide. […] 
[P7, the practice manager] definitively, 
said “no options to increase — red”.’ 
(Practice 2, Meeting 1b, staff-only card-
sort exercise)

PPG members were unaware of some 
features and did not always know 
what current practice was, for example, 
Feature 20: ‘How much patients are 
charged for requests for letters of 
support’, Feature 21: ‘How interpretation 
services are provided’, and Feature 6: 
‘How easy is it to get a home visit’. This 
lack of experiential knowledge resulted 
in uncertainty about their role in decision 
making and perceived illegitimacy 
regarding the power to represent the 
views of other patients:

‘[Feature 6: How easy is it to get a home 
visit] [P3, PPG member] [said] “Ooohhh, 
interesting.” There was then a pause whilst 
they all looked at each other. Then [P2, 
PPG member] and [P1, PPG member] 
said that they had no idea how to get a 
home visit or how easy it was. There was 
another pause, then [P2, PPG member] 
remembered requesting a home visit a 
couple of years ago. […] She finished [the 

Table 1. Order of preference of five features following the prioritisation surveys 

Ranking Practice 1 Practice 2

First 9: How well the doctors and nurses listen and pay attention to youa 1: How long your appointment lastsa 

Second 10: How involved you are in making choices about your carea 15: How well your doctor or nurse knows your medical historya 

Third 23: How the patient support staff treat youa 17: How often you get your choice of doctor and nurse 

Fourth 19: How many services are offered by the practicea 14: How you are supported to manage your own health 

Fifth 30: How the staff respond to feedback and complaintsa 12: How often community groups and lifestyle activities are suggested

aResults that were statistically significant. See reference 16 for details.

Box 1. Action plans for Practices 1 and 2

Practice Actions

1 Improving communication with the patient 
populationa

Including: raise awareness of what the practice 
offersa with support from PPGb

Ethnicity and improving patient experienceb

Including: investigate and act on differences by 
working with local community groupsb

Maximising patients feeling listened toc

Including: non-violent communication skills 
training for staff;b improve continuity of care;d 
help patients prepare for appointmentsb

2 Improving the appointment system and 
experience of booking appointmentsc,d 
Including: improve privacy in reception area;d 
raise awareness of services with patients and 
staff;d change appointment system including 
appointment lengthc,d

Supporting patients to manage their own 
healtha 
Including: raise awareness of local community 
resources via noticeboards and clinicians;a set 
up peer support groups;b group consultationsb

Making the patient group more accessibleb

Including: advertise the group better; change 
the name; explore different meeting times)

aFeature included in DCE but not highly ranked. bIdea originated from meeting participant. cFeature highly ranked in DCE. dIdea originated as qualitative free-text 
survey response. DCE = discrete choice experiment. PPG = patient participation group.
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story of her experience] by suggesting 
that it would be interesting to put 
[Feature 6] to the patient body. This felt 
like a suggestion because the group didn’t 
have enough experience of it as an issue.’ 
(Practice 2, Meeting 1a, PPG member-
only card-sort exercise)

‘The consensus of the group appeared to 
be that [Feature 10: How involved you 
are in making choices about your care] 
was important but managed quite well at 
the practice. However, someone […] said 
“Would you want this group to speak on 
your behalf?” and then everyone agreed 
it would be better to find out whether 
the wider practice population thought 
[Feature 10] was an issue. This set the 
tone for decision making going forward.’ 
(Practice 1, Meeting 1b, staff-only card 
sort exercise)

How participatory methods legitimised 
decision-making roles. Participatory 
voting in mixed stakeholder groups, with 
everyone having the same weight of vote, 
demonstrated that the voice, and hence 
power, of all those present was valued 
equally. The discussion allowed sharing 
of staff organisational knowledge and 
patient experience knowledge, clarifying 
and legitimising all stakeholders’ 
roles and value in a decision-making 
process. Staff in both practices had the 
opportunity to explain why changing 
certain features was not possible; this 
inferred task legitimacy on the voting 
about items to include in the survey:

‘[P14, the practice manager] said very 
clearly it would not be possible to change 
when people can get appointments in 
the near future. Therefore there was no 
point in asking patients about this, as it 
would just raise expectations. [P18, PPG 
member] who had been very passionate 
about this feature in the card-sort, said 
“OK I see your point and I agree there is no 
point having it in.”’ (Practice 1, Meeting 2, 
voting in a mixed group of PPG members 
and staff)

Perceived role legitimacy activated 
PPG members who championed certain 
features. In Practice 1 this resulted in 
these features getting more votes in the 
second round:

‘[P20, PPG member] said that the 
key [feature] for her was about how 
receptionists treat you [Feature 23]. 
Because this is the front end of the practice 
and the first bit people encounter. [The 
first author asked] “Is this something 
you can really change?” [P14, the practice 

manager] came back at [the first author] 
and said that yes it was the perfect timing 
for this, because the receptionists are 
taking on more signposting roles and they 
want to know what patients think, and 
make sure receptionists are adequately 
trained to know how to do this in a 
supportive way.’ (Practice 1, Meeting 2, 
voting in a mixed group of PPG members 
and staff) 

In both practices, the facilitated sharing 
of dialogue about different knowledge 
fostered mutual understanding of 
differing perspectives. Rather than 
conflict, it resulted in everyone changing 
their votes between the first and second 
rounds. This was demonstrated in 
Practice 2 after the first round of voting 
when P14, a PPG member, championed 
improving privacy around the open 
waiting room reception desk. In return 
P9, a receptionist, showed empathy: 

‘[P9: receptionist] said that she was sorry 
[P14, PPG member] felt the reception 
area wasn’t private, and that “If you ever 
need privacy you can tell the receptionist, 
and there is a quiet area around the 
corner where you can speak privately.” 
This spontaneous response didn’t feel 
defensive.’ (Practice 2, Meeting 2, voting 
in a mixed group of PPG members and 
staff)

After this interaction, in the second 
round of voting P14 did not give any 
votes to Feature 24 ‘Privacy at reception’ 
because she had been told there was a 
solution. 

How the final action plans were 
generated. In both practices the action 
plans were generated from several 
sources (Box 1). Some participants 
(both PPG members and staff) 
lacked confidence in interpreting the 
quantitative survey results given their 
complexity. However, all were still willing 
to participate in action planning and 
features rated highly in the survey were 
seen as legitimate priorities for service 
improvement by both PPG members and 
staff: 

‘[P20, PPG member] said she would like to 
work on people feeling listened to enough. 
A lot of other people [also identified this 
priority], including [P12, the GP partner].’ 
(Practice 1, Meeting 3, flexible brainstorm 
in a mixed group of PPG members and 
staff) 

Features only mentioned in the 
survey free-text responses were also 
seen as legitimate priorities because 

they highlighted previously unknown or 
unacknowledged concerns. For example, 
in Practice 2 there were many emotive 
free-text comments about the lack of 
privacy at the waiting room reception 
desk. This privacy issue was discussed in 
the voting meeting, but staff suggested 
the problem had been addressed 
(see above). Following the free-text 
comments, they realised their solution 
was not working and it re-emerged as a 
priority: 

‘[P7, the practice manager] had one 
[suggestion] about privacy at reception. 
He said he hadn’t realised what it was like, 
and since reading the free-text comments 
had been much more aware of the issues in 
the reception area.’ (Practice 2, Meeting 
3, flexible brainstorm in a mixed group of 
PPG members and staff)

Features included in the survey but 
low scoring (Feature 19: ‘How many 
services are offered by the practice’ in 
Practice 1, and Feature 12: ‘How often 
community groups and lifestyle activities 
are suggested’ in Practice 2), and features 
not mentioned in the survey at all, were 
also included in the action plans through 
being championed by people present in 
the meeting (both PPG members and 
staff), especially if they had experiential 
knowledge of a feature:

‘[P15, PPG member] started by saying “I 
live on my own and I’m depressed”, she 
said that knowing about local community 
groups would have really helped her 
and therefore she would like to see 
self-help groups publicised more. […] 
[P3, PPG member] and [P7, the practice 
manager] also had similar suggestions 
about the need to raise awareness of local 
community groups, self-management, and 
social prescribing.’ (Practice 2, Meeting 3, 
flexible brainstorm in a mixed group of 
PPG members and staff)

Discussion

Summary
Combining participatory practices — 
partnership working and consultation24 
— and using facilitated participatory 
methods27–29 supported PPG members 
and staff to understand that they both 
had legitimate roles as decision makers, 
helped to address power asymmetries, 
and increased representational 
legitimacy. PPG members shared their 
experiential knowledge of services and 
staff shared their practical knowledge of 
service improvement. The exchange of 
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credible knowledge during participatory 
voting resulted in everyone changing 
their choices for features to include 
in the survey, sometimes in favour of 
PPG members and sometimes in favour 
of staff. The wider patient population 
were able to share their opinions via 
consultation in the survey. Survey 
responders were generally atypical 
of the practice profile; however, PPG 
involvement in survey distribution 
enhanced sample diversity, increasing 
representational legitimacy. Although 
action plans were not solely based on 
survey data, PPG members were present 
in discussions about the interpretation 
and use of these data in bespoke patient-
centred action plans. Thus, these plans 
were still heavily patient influenced. 

Strengths and limitations
This is the first evaluation, to the 
authors’ knowledge, of a systematic 
approach to enable patients to influence 
organisational decision making in English 
general practice. In both practices PPG 
members and staff engaged in the 
facilitated meetings and the patients 
(as PPG members and by completing 
the survey) contributed to decision 
making. However, this resource-intensive 
process happened in only two self-
selecting practices and required external 
facilitation; further testing is needed to 
assess costs and applicability. 

The use of a DCE as a locally adaptable 
consultation tool to stimulate individual 
general practice service improvement 
is novel. There was no overlap in the 
five features chosen for the survey in 
each practice, highlighting the need for 
a locally adaptable survey. The survey 
appears to deliver sufficiently precise 
results within the wider intervention 
to stimulate change by providing 
representational legitimacy, despite 
survey responder profiles being less 
diverse than the practice populations. 

Comparison with existing literature
Evaluations of attempts to increase 
patient influence in decision 
making highlight the importance of 
representational legitimacy. In Canadian 
family practices, patients and staff 
working in small action research groups 
suggested collecting survey data to 
overcome representational deficit.19 In 
one Canadian regional health authority, 
patients who incorporated survey data 
into their discussions with staff gained 
representational legitimacy.20 Similarly, 
the current study found PPG members 

initially struggled making decisions on 
others’ behalf and only became more 
confident with their role when drawing 
on representationally legitimate survey 
data to construct improvement action 
plans. However, overall, action plans were 
only partly based on the survey results. 
In hospital settings, staff only acted on 
patient feedback if they believed they 
had the agency and resources to effect 
change and the organisation was able 
to change.41 The authors of the current 
study also observed staff limiting what 
could be included in the survey, and 
thus changed, based on their beliefs 
about their agency and resources to 
effect change. Therefore, staff input into 
survey development ensured actionable 
results, albeit sometimes at the expense 
of patient priorities such as privacy at the 
reception desk (initially) in Practice 2. 
Action plans were also partly based on 
free-text responses and individuals’ own 
ideas. Such ‘soft intelligence’ can help the 
early recognition and prevention of poor 
care.42 In Practice 2, free-text qualitative 
data resulted in ‘privacy’ re-emerging as 
a priority. Similar to other research,20,21 
this demonstrates the interaction, and 
interdependent relationship, between 
stakeholder participation in credible 
deliberation within meetings (partnership 
working) and the representative 
quantitative and qualitative survey 
data (consultation) to achieve patient 
influence and to generate feasible action 
plans.

Literature on individual clinical 
decisions has identified important 
components of shared decision 
making.8,9,43,44 These include creating 
choice awareness, information sharing, 
and elicitation of values and preferences, 
all through a deliberative approach. 
This intervention included these 
components: presenting lesser-known 
features of general practice created 
choice awareness; joint meetings 
enabled sharing of patient experience 
and staff organisational knowledge; and 
voting discussions elicited different and 
complementary values and preferences. 
This suggests these components are 
also important for organisational shared 
decision making.

In individual decision making, 
satisfaction increases if people experience 
a supportive deliberative decision-
making process, even for cognitively 
challenging decisions that elicit negative 
emotions.43,44 PPG members initially 
found decision making uncomfortable, 
but gained confidence over the course 

of the intervention. This appears to 
be because of external facilitation and 
participatory methods that promoted 
equitable contributions and addressed 
power, creating a supportive deliberative 
process. Therefore, as with individual 
decision making, how decisions are made 
can be as important as what decisions 
are made. These findings resonate 
with other research highlighting the 
importance of attention to the process 
of participation,29 combining different 
participatory practices,20,21,25,26 and 
comparing individual and collective forms 
of decision making and participation.2 

Implications for research and 
practice

Different participatory practices can be 
combined to support patients to influence 
organisational decision making in general 
practice. The intervention needs testing 
in more practices, with a longer follow-up 
to evaluate the normalisation of PPGs 
in decision making, and the effect on 
patient-centred services and care. Further 
research could test different models 
of facilitation of partnership working, 
and whether simpler consultation 
methods, such as best–worst scaling or 
participatory ranking methods, might be 
more sustainable.27,34,45

The current English general practice 
contractual requirement to have a 
PPG is an important lever for patient 
participation, but this policy neither 
encourages nor supports the necessary 
participatory practices for its meaningful 
enactment. Policy needs to recognise 
participation requires planning, 
facilitation, and adequate resources. 
Recent policies have suggested public 
participation at the level of primary 
care networks and that this will help to 
address health inequalities.46 The research 
in the current study suggests that this 
will not happen by default and that the 
process of participation is as important as 
the outcome. Combining well-resourced 
and legitimate participatory practices 
fosters transparency and builds trust 
between both patients and staff. Given 
that trust in the profession is falling 
and staff feel undervalued47,48 there is a 
strong case for investment in meaningful 
patient participation now more than ever. 

References
1. World Health Organization. The 

International Conference on Primary Health 
Care. Declaration of Alma-Ata. 1978. 
www.who.int/publications/i/item/WHO-



ResearchResearch

e558   |    RESEARCH British Journal of General Practice, August 2024 

EURO-1978-3938-43697-61471 (accessed 
15 Dec 2023).

2. MacFarlane AE. Optimising individual and 
community involvement in health decision-
making in general practice consultations and 
primary care settings: a way forward. Eur J 
Gen Pract 2020; 26(1): 196–201.

3. Ocloo J, Garfield S, Franklin BD, Dawson S. 
Exploring the theory, barriers and enablers 
for patient and public involvement across 
health, social care and patient safety: a 
systematic review of reviews. Health Res 
Policy Sys 2021; 19(1): 8. 

4. Sharma AE, Grumbach K. Engaging patients 
in primary care practice transformation: 

theory, evidence and practice. Fam Pract 
2017; 34(3): 262–267. 

5. Department of Health. Equity and 
excellence: liberating the NHS. 2010. www.
gov.uk/government/news/equity-and-
excellence-liberating-the-nhs (accessed 15 
Dec 2023).

6. Department of Health. The NHS 
Constitution, the NHS belongs to us all. 
2013. https://assets.publishing.service.gov.
uk/government/uploads/system/uploads/
attachment_data/file/170656/NHS_
Constitution.pdf (accessed 15 Dec 2023).

7. NHS England, Care Quality Commission, 
Public Health England, Monitor, Health 
Education England, Trust Development 
Authority. Five year forward view. 2014. 
www.england.nhs.uk/wp-content/
uploads/2014/10/5yfv-web.pdf (accessed 15 
Dec 2023).

8. Bomhof-Roordink H, Gärtner FR, Stiggelbout 
AM, Pieterse AH. Key components of shared 
decision making models: a systematic 
review. BMJ Open 2019; 9(12): e031763. 

9. Elwyn G, Durand MA, Song J, et al. A three-
talk model for shared decision making: 
multistage consultation process. BMJ 2017; 
359: j4891.10.

10.  Coleman A, Checkland K, McDermott I, 
Harrison S. Patient and public involvement 
in the restructured NHS. J Integr Care 2011; 
19(4): 30–36.

11. Tritter JQ. Revolution or evolution: the 
challenges of conceptualizing patient and 
public involvement in a consumerist world. 
Health Expect 2009; 12(3): 275–287. 

12. Madden M, Speed E. Beware zombies 
and unicorns: toward critical patient and 
public involvement in health research in a 
neoliberal context. Front Sociol 2017; 2(7): 
fsoc.2017.00007.

13. NHS England. NHS England standard general 
medical services contract 2015/16. 2015. 
https://www.england.nhs.uk/commissioning/
wp-content/uploads/sites/12/2015/06/gms-
2015-16.pdf (accessed 15 Dec 2023).

14. Gillam S, Newbould J. Patient participation 
groups in general practice: what are they for, 
where are they going? BMJ 2016; 352: i673. 

15. Greco M, Carter M, Powell R, et al. Impact 
of patient involvement in general practice. 
Educ Prim Care 2006; 17(5): 486–496.

16. Drinkwater J. Participatory research to 
strengthen the role of patient and public 
involvement in general practice service 
improvement. Leeds: University of Leeds, 
2021.

17. Dainty KN, Kiran T. ‘Spending the day 
with your Family Health Team’: rapid 
ethnography of a patient-centred 
quality improvement event. BJGP Open 
2020; DOI: https://doi.org/10.3399/
bjgpopen20X101002.

18. LaNoue M, Mills G, Cunningham A, 
Sharbaugh A. Concept mapping as a 
method to engage patients in clinical quality 
improvement. Ann Fam Med 2016; 14(4): 
370–376.

19. Haesebaert J, Samson I, Lee-Gosselin 
H, et al. ‘They heard our voice!’ patient 
engagement councils in community-based 

primary care practices: a participatory action 
research pilot study. Res Involv Engagem 
2020; 6: 54. 

20. Boivin A, Lehoux P, Burgers J, Grol R. What 
are the key ingredients for effective public 
involvement in health care improvement 
and policy decisions? A randomized trial 
process evaluation. Milbank Q 2014; 92(2): 
319–350. 

21. Boivin A, Lehoux P, Lacombe R, et al. 
Involving patients in setting priorities 
for healthcare improvement: a cluster 
randomized trial. Implement Sci 2014; 9(1): 
24.

22. International Collaboration for Participatory 
Health Research. What is participatory 
health research? 2013. www.icphr.org/
uploads/2/0/3/9/20399575/ichpr_position_
paper_1_defintion_-_version_may_2013.pdf 
(accessed 15 Dec 2023).

23. Jagosh J, Macaulay AC, Pluye P, et al. 
Uncovering the benefits of participatory 
research: implications of a realist review 
for health research and practice. Milbank Q 
2012; 90(2): 311–346. 

24. Arnstein SR. A ladder of citizen 
participation. J Am Inst Plann 1969; 35(4): 
216–224.

25. Dean RJ. Beyond radicalism and resignation: 
the competing logics for public participation 
in policy decisions. Policy Polit 2017; 45(2): 
213–230. 

26. Dean R, Boswell J, Smith G. Designing 
democratic innovations as deliberative 
systems: the ambitious case of NHS citizen. 
Polit Stud 2020; 68(3): 689–709. 

27. International HIV/AIDS Alliance. Tools 
together now! 100 participatory tools to 
mobilise communities for HIV/AIDS. 2006. 
https://frontlineaids.org/wp-content/
uploads/old_site/229-Tools-together-now_
original.pdf (accessed 15 Dec 2023).

28. Chambers R. Participatory workshops: a 
sourcebook of 21 sets of ideas and activities. 
Abingdon: Taylor & Francis, 2002.

29. de Brún T, O’Reilly-de Brún M, Van Weel-
Baumgarten E, et al. Using participatory 
learning & action (PLA) research techniques 
for inter-stakeholder dialogue in primary 
healthcare: an analysis of stakeholders’ 
experiences. Res Involv Engagem 2017; 3: 28. 

30. O’Donnell P, Tierney E, O’Carroll A, et al. 
Exploring levers and barriers to accessing 
primary care for marginalised groups and 
identifying their priorities for primary care 
provision: a participatory learning and action 
research study. Int J Equity Health 2016; 
15(1): 197.

31. Teunissen E, Gravenhorst K, Dowrick 
C, et al. Implementing guidelines and 
training initiatives to improve cross-
cultural communication in primary care 
consultations: a qualitative participatory 
European study. Int J Equity Health 2017; 
16(1): 32. 

32. O’Reilly-de Brún M, de Brún T, Okonkwo E, 
et al. Using participatory learning & action 
research to access and engage with ‘hard 
to reach’ migrants in primary healthcare 
research. BMC Health Serv Res 2016; 16(1): 
25. 

Funding 

Jessica Drinkwater, doctoral research 
fellow, DRF-2015–08-081, was funded 
by the National Institute for Health 
and Care Research (NIHR) for this 
research project. The views expressed 
in this publication are those of the 
authors and not necessarily those of 
the NIHR, NHS, or the UK Department 
of Health and Social Care.

Ethical approval 

Ethical approval was granted by the 
University of Leeds Medical Research 
Ethics Committee MREC 18-009. 

Data 

The data sets are not publicly 
available.

Provenance

Freely submitted; externally peer 
reviewed.

Competing interests

The authors have declared no 
competing interests. 

Acknowledgements 

The patient participation in improving 
general practice co-research group was 
set up in 2015 and its membership has 
changed over time. The authors would 
like to thank people who contributed 
to the preliminary work to develop the 
intervention used in this study. The 
authors would also like to thank all 
the participants in the research who 
contributed to the development and 
evaluation of the intervention. 

Open access

This article is Open Access: CC BY 4.0 
licence (http://creativecommons.org/
licences/by/4.0/).

Discuss this article: bjgp.org/
letters

http://bjgp.org/letters
http://bjgp.org/letters


Research

British Journal of General Practice, August 2024 RESEARCH   |    e559 

Research

33. de Brún T, O’Reilly-de Brún M, O’Donnell 
CA, MacFarlane A. Learning from doing: the 
case for combining normalisation process 
theory and participatory learning and 
action research methodology for primary 
healthcare implementation research. BMC 
Health Serv Res 2016; 16(1): 346. 

34. Ryan M, McIntosh E, Shackley P. Using 
conjoint analysis to elicit the views of health 
service users: an application to the patient 
health card. Health Expect 1998; 1: 117–129.

35. Amaya-Amaya M, Gerard K, Ryan M. 
Discrete choice experiments in a nutshell. 
In: Ryan M, Gerard K, Amaya-Amaya M, eds. 
Using discrete choice experiments to value 
health and health care. Dordrecht: Springer, 
2008: 13–46.

36. Green J, Thorogood N. Qualitative methods 
for health research. 2nd edn. London: SAGE, 
2004.

37. Braun V, Clarke V. Using thematic analysis 
in psychology. Qual Res Psychol 2006; 3(2): 
77–101. 

38. Hewitt-Taylor J. Use of constant 
comparative analysis in qualitative research. 
Nurs Stand 2001; 15(42): 39–42.

39. May C, Finch T. Implementing, embedding, 
and integrating practices: an outline of 
normalization process theory. Sociology 
2009; 43(3): 535–554. 

40. Public Health England. National general 
practice profiles. 2020. https://fingertips.
phe.org.uk/profile/general-practice 
(accessed 15 Dec 2023).

41. Sheard L, Marsh C, O’Hara J, et al. The 
Patient feedback response framework — 
understanding why UK hospital staff find 
it difficult to make improvements based on 
patient feedback: a qualitative study. Soc Sci 
Med 2017; 178: 19–27. 

42. Martin GP, McKee L, Dixon-Woods M. 
Beyond metrics? Utilizing ‘soft intelligence’ 
for healthcare quality and safety. Soc Sci 
Med 2015; 142: 19–26.

43. Abhyankar P, Bekker HL, Summers 
BA, Velikova G. Why values elicitation 

techniques enable people to make informed 
decisions about cancer trial participation. 
Health Expect 2011; 14(s1): 20–32. 

44. Bekker HL, Hewison J, Thornton JG. 
Understanding why decision aids work: 
linking process with outcome. Patient Educ 
Couns 2003; 50(3): 323–329. 

45. Flynn TN, Louviere JJ, Peters TJ, Coast J. 
Best–worst scaling: what it can do for health 
care research and how to do it. J Health Econ 
2007; 26(1): 171–189.

46. NHS England. Next steps for integrating 
primary care: Fuller stocktake report. 
2022. www.england.nhs.uk/wp-content/
uploads/2022/05/next-steps-for-
integrating-primary-care-fuller-stocktake-
report.pdf (accessed 15 Dec 2023).

47. Wise J. Patient satisfaction in GP services 
falls sharply in latest survey. BMJ 2022; 378: 
o1764. 

48. Jefferson L, Holmes M. GP workforce crisis: 
what can we do now? Br J Gen Pract 2022; 
https://doi.org/10.3399/bjgp22X719225.


