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Abstract

Patient participation in healthcare organisational decision making is important internationally.
Health policy rhetoric cites the moral rationale, aiso claims participation will result in more
patient centred services, despite little evidence. In English general practice, this policy is
enacted through contractual requirements for every general practice to involve patients in
service improvement thragh Patient Participation Groups (PPGs). However, there are

problems with making this routine and meaningful for all stakeholders.

To address this poliegractice gap, this thesis describes participatory research to develop and
field testan intervention b strengthen patient participation in general practice service

improvement.

The intervention was designed and evaluated with a naitikeholder ceresearch group. We
worked together to develop an adaptable prioritisation survey, based on a discreteechoic
experiment, and to design intervention meetings emphasising partnership working. This
process was supplemented by data from focus groups and pilot testing of the prioritisation
survey. Normalisation process theory was used to design and evaluate tineeintien,
focusing on the work of meaningful participation. The intervention was field tested in two
general practice PPGs. Over the period of one year we facilitated the intervention and
conducted a qualitative evaluation. Prioritisation surveys were ootetl in both sites and

analysed quantitatively.

The intervention combined two participatory mechanismartnership workingand

consultation Combining these mechanisms enhanced opportunities for credible knowledge
exchange, legitimate representatioma@addressed power. Field testing sites adapted and
implemented the prioritisation survey, and made patient centred action plans based on the
results. We identified and developed a framework of the work of creating and maintaining an

inclusive, equitableand safe participatory space for shared organisational decision making.

The intervention resulted in actions consistent with patient priorities for service change. There
is a clear need to recognise and resource the work of creating and maintainingjgedry

space.
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1. Introduction

Patient participation in health care design and delivery has been promoted and supported
internationally for over half a centur§i-4) In the UK, ihas been supported by successive
governments and is now enshrined in the NHS constitufen) Enactment has been

supported by regulatory and legal frameworks, including the contractual requirement for

every general practice to engage with patients through Patient Participation Groups (BPGS).
9) Despite this, the terminology, meaning and purposeatient and public involvement
engagement, and participation, are contested and variaitigrpreted.(3, 1812)Health policy
NEO23ayAaasSa LI GASYy(daQ N tBekimpartarice opartiipatiofifgr2 t SR
governance, safety, accountability, innovation and qudbty6, 13However, findings from
separate inquiries into systemic NHS failures from 2013 to the present, have concluded that
LJ- G A Sy (ing &e s@lihgf B®¢d to or acted on, and existing institutional mechanisms

for involving patients have failed4-17) Therebre, in 2015 NHS England called for services to
cengage with communities and citizens in new ways, involving them directly in decisions about

the future of health and care servicig3)

Patient participation could beonceptualised as a complex intervention, involving multiple
interacting and often social componenthat has the ptential to improve patient care by
increasing patient safety, encouraging patient centred services, fostering accountability, and
improving patient experience. To avoid wasting resources on dysfunctional interventions, the
theoretical and practical compamts of complex interventions require delineation and
development prior to summative evaluatiq@8) This thesis reports the work of a National
Institute for Health Research (NIHR) Doctoral Research Fellowship to design and field test an
intervention to strengthen the role of PPI in general practiservice improvement using

participatory research.

This chapter providean overview of patient participation in generbkfore focusing on

patient participation in general practice through PP&xl the current challenges this poses. |
will then brieflyoutline some of the attempts to strengthen patient participation in general
practice in other countries which have influenced this research. Finally | will outline the aims
and objectives of this thesis including autline of the intervention we developeduring this

research.
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1.1 Definitions and models of participation

There is an ever increasing international evidence base related to patient participation. One

recent systematic review of reviews identified 42 existing systematic re\(i@Ais literature

covers a plethora of terminology for the actomtient, the public, citizenyser, and

consumer, as well as activityjvolvement, engagement, participation, knowledge transfer,
deliberation, ceproduction and cedesign(19)Often these terms are used interchangeably,

and are not defined or rationalisgd2) This has resulted ioverlapping and confused

participatory policiesvith lofty aims, which continue to be promoted despite little evidence of
impact(12) Therefore there is aeed to be clear about meaning and rationafgpatient

participationL dz& S G KS 0 SNY Yol FGGAASSAIG QI AN AFO/A LA yGONR/T- Q5
due to the connotations of passivi{0)However, this thesis is focused on the participation of

people in general practice services, and common nomenclature still addresses people in this
aSGaAY3 a LI GASYyGaod L dzadS ( Krdunin®lydg agehndy. NI A O A
This is in comparison to involvement and engagement which suggest passivity and the
requirement of a second party to involve or engage an individual. Participation has multiple

and contested meanings that will be explored below. Th& N WLJ G A Sy G LI NI A O/
sometimes used to refer to patiesdinician interaction within a consultation, often sharing

decisions about investigations and treatment optid@%This thesis is solely concerned with

patient participation in organisational decision making in general practice settings either

directly, or indirectly throughparticipating inresearchon this tgic. Equally this thesis is

focused on the process of participation, where, when, and tig’happens and the social

norms that influence relationships, interactions and power, rather than the process of shared
decision making. There is a vast literatoreshared decision making, how and why people

make decisions, and the factors that influence these decisPagicipation is a preondition

for sharing decision making, and therefore important and worthy of separate investigation.

From the systematioaviews in this field it is clear that the broad evidence base covers
participation in healthcar€21, 22)and research about healthca(@3, 24) multiple medical
specialities including general practi@e 25) public health and social car€3); and smalscale
(one general practic€6)or hospital ward27)) to large scale (health poli¢28)and service
reconfiguration(29)), with everything in between. The evidence base cuts across disciplines
incorporating health service resear(d, 21, 22, 3Q)sociology31), health policy(32), public
administration(33), economic&34), and developmen(35, 36) Frequently occurring themes in
the evidence base includ#él-defined and inconsistent terminology, purpose, and vali&4,

25, 37, 38)power differentials between stakeholdef3, 24, 3941), representation, diversity,

and inclusior(3, 4245); the importance of context and the influence of individual,
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organisational, and systemic factdg#t, 25, 46, 47)and the subjective nature of involvement

and the resulting difficulty imeasuring impact, especially within an evidence based

framework(24, 48, 49)Many of the reviews also comment on the poor quality of studies,

especially the reviews focusing on participation in healthcare design or defRe2g2, 30)

CKSNE A& F aLISOGNHzy O2@SNAYy3a GKS YlI22NARGe:zZ a
studies often with glowing resultso the minority, conceptually rich critical evaluations

resulting in theory generation.

One entry point to exploring this vast literature is through models and typologies of
participation. Below | will summarise the three models, from Arnstein, DearCanawall(33,

36, 50)that are most relevant to this thesis, but as with the rekthe literature there are a

vast and increasing number of models, frameworks and typolddies35, 51, 52)Vhat the

three models have in common is their inciEpt in response to the complex, heterogeneous,
and often confused multiple meanings of participation. Arnstein developed her ladder in
response to tokenistic rhetoric, highlighting that not all modes of participation are equal and
redistribution of powers the key36)5 S yQa @GeéLkRft23& AYa (2 KAIK
underlying social and political philosophies of participation including knowledge transfer,
efficiency, empowerment, and governance and accountali8).Cornwall uses the concept

of participatory space to highlight the social, structural, and temporal influences on
participation(50) Other authors have chosen to explore the evidence by reviewing
mechanisms of participatio(e3, 54)However, all three models below concur that similar
participatory methods and mechanisms may be used across modes of participation for
completely different purpose€33, 36, 50 herefore, it is essential to understand the purpose
of participation in order to understand and evaluate the positive and negative effects of

participation.

¢KS Y2al FlY2dza (&Lt 2 3partidipationd fiddf 206986)Afmctéin f | RR S
took the explicit stance that participation is the cornerstone of democracy, and participation

without redistribution of power is tokenismét OA G AT Sy LI NI A OA LI.(B6) 2y A &
Her ladder classifies participation from the perspective of the disempowered citizen and their
potential to influence institutional decision making (Figur#) 1The ladder is an explicit

hierarchy with the normative assumption that participatory praetiat the top of the ladder

are better than those at the bottom. The bottom rungs describe-participation practices

including therapy and manipulatioiihe middle rungs describe tokenistic participation where

the elite consult, inform, or placate thestimpowered citizenThe top rungs describe citizen

power through partnership, negotiated delegation, and control of decision making by

empowered citizens (Figure 1). She acknowledges that the ladder is an oversimplification,
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designed to focus on the diffierg practices of participation, exposing the rhetoric that all
participation is transformative. She accepts that the ladder positions powerful elites against

the disempowered. She recognises these groups are not homogenous, but also that they
perceive eaclother to be homogenous groups. She highlights that both groups create barriers

that prevent participatory practices at the top of the ladder. The elites display racism,

paternalism, and resistance to redistribution of power. The disempowered lack sonmaao
infrastructure, knowledge, and organised collective accountability due to ongoing futility,
FfASYlFrGA2YyE YR RA&AUGNHzZAGD® ! NyadSAyQa €I RRSNJ
focused on powe(55) Tritter andMcCallum argue for a broader definition of participation

that includes volunteering and other skills, assets, and resources that the public contribute
beyond decision making. Despite this power remains an important topic within the

participation literaturel Y R ! Ny aidSAyQa fI RRSNI A& &adGAtf NBTE

years on.
Figureldbm® ! NyaidSAyQa y NHzy3a 2F F £ RRSNI 2F OAd
Citizen control
8
Degrees
Delegated power e Of
7 citizen power
Partnership
6 -
Placation
& Degrees
Consultation = of
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Informing
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2 - Nonparticipation
Manipulation
1

Dean recognises that citizen participation in social policy decisiomgalas multiple
YSIYyAYy3as gAGK ! NYAGSAYyQa GNI yaT®mBMd G6AJS LI N

highlights the support participation policies receive from all political parties across the political
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aLISOGNHzZYd ¢ KSNBF2NB3X 5 Sihsfdnioveibeyddd iognatde 2 ¥ LI NI
FdadzYLiAz2ya 2F WI22RQ 2NJ WolRQ LI NGAOALI GAZ2Y
situate forms of participatory practice within wider social and political theory. The focus of his
GeLkt23e Aa 2 ipatihf whishihé definesiasSaineadrds dflgubliGinfluence or

decision making recognised as such by reasonable people. Therefore, he does not inctude non
participatory practices such as manipulation, and he does not include volunteering. Dean
describes two onensions of participatiorsociality, whether individuals and groups are

working for the common good (solidaristic), or their own positions and values (agnostic); and
negotiability, whether the conditions of participation are negotiated or prescribed fEsults

in four modes of participatory decisigorocesses (Figure2 and Table 1.1l Dean argues that

his typology should be used sensitively to understand the underpinning philosophy of different
participatory approaches, conflicts between stakeholdessluations of participatory

initiatives, and differing outcomes of similar participatory mechaniéd3s.56)He describes

how mechanisms can be used within different modes, for example citizen juries have been

used for knowledge transfer, arbitration, and deliberation as part of collective decision making.
Finally he argues that the increasing move towards nrhetel governance, with the
NBEO23ayAluAz2y 2F KSGSNR3ISyS2dza Llzof A0az ONBIGS
with interacting modes of participatio(28, 33)This would mean providing different

opportunities for paticipation such as deliberative knowledge exchange, shared decision

making based on this deliberation, and opportunities for the public to hold institutions to

account for acting on the decisio28, 33)In a large system such as the NHS these modes

might happen in different spaces with different people within the same system.

Figureldn ® 5SS+ yQa F2dz2NJ Y2RS& 27F Lzt AO LI NIAOALN

PRESCRIBED
A
Participation as Participation as
arbitration and knowledge
oversight transfer
AGONISTIC < » SOLIDARISTIC
Participation as Participation as
choice and voice collective decision-
making
Y

NEGOTIATED
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Tableldmd 5SSt yQa F2dzNJ Y2RSa 2F Lzt AO LI

Mode Rationale Enactment

Knowledge | Decisions should be made on, and fg The public contribute as

transfer the general interest of the population| knowledgeable partners, but do nof
Participation is a means of have power over decisiemaking.
understanding the general interest of| Often seen in institutional settings
the population which is then used in | with predetermined agendas and
decision making. The public are prescribed processes of
experts by experience and should be participation.
included in decision making as other | Bargaining, strategic game playing
experts are. and negotiation are discouraged as
The public are valued for their the decision making is outside publ
knowledge, not their judgement. control.

Collective | Equal power for all in every decision | Participation is based on mutual

decision making process. respect and the commogood.

making Five principles(1) direct participation | Aiming for consensus and mutual
of all, (2) equal power, (3) decision | understanding, rather than conflict.
making at the lowest appropriate Rules, inclusion, and content all
level, (4) participation is part of negotiated and mutually agreed.
everyday life, (5) participation is
educational.

Choice and| Collective individualism. Competition via public sector

voice Individuals are rational decision markes.
makers aiming to maximise thewn | Public services collect and respong
interests/utility. to customer preferences and
Participation is via individual choice, | complaints, to understand and meg
based on individual preferences. demand.
Services compete for customers bas( Interactions are between the servic|
on their preferences, therefore and the individual, rather than
customers indirectly shape decisions| between citizens.
about services. Individuals decide their own

preferences.

Arbitration | Decision making should be transparg Random selection attempts to limit

and and legitimate. The state is not involvement of vested interests.

oversight | unbiased or impartial. Public participation is often used to

The public participate as an unbiasec
adjudicator (arbitration), or an
impartial critic (oversight).

Who patrticipates and who controls
this isof central importance, as it can
be seen as an attempt by the state tg
exclude voices, or control the
outcome.

give legitimacy to a decision makin
process involving entrenched
positions.

The rules and agenda are decided
prior to participation.

Participation is adversarial and the
resulting decision is enforced.

NIi A OA LJ
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Cornwall nvokes the idea of participatory spacgf)) Space has propses which are physical,
social, and temporgls7) Spaces are flexible and may change in size, shape, and composition
over time(50, 57)Cornwall draws on sociological theorists including Habermas, Bourdieu,
Foucault, and Lefebvre to argue that spaces are created by actors thaitithem and the

complex networked social relationships between actors within a sfe@glhese relationships

and resulting spaces are shaped by the politics, history, and actions of the space. Participatory
spaces have fluid boundaries, change over time, and in response to other connected spaces.
Participatory space exists through actors ibitimg the space, and the relationships within the
space only exist because of the space. Therefore, as Dean suggests, it is essential to
understand the political philosophy of the space which shapes relationships wi{BiB) It.is

equally important to foas on the social relationships, and particularly power, that Arnstein
suggests, organise the spa@h) Cornwall identifies four clusters of participatory space with
similarities in terms of inception and durability (Tatl2).(50)She describes inception of

spaces as either invited or emergent. tedi spaces are resourced and designed by an external

Fdzi K2NRGE 6K2 Ay@AGSa W2GKSND LIS2LX S Ayhaz GK
spaces are organic collectives of people with common interests and goals who negotiate their
ownrulesandbehav2 dZNE® ¢ KS F20dza 2y AY@GAGSR OSNAEdMzA !
negotiated versus prescribed modes of participation, but with more focus on agency.

Durability describes the temporal nature of the space which she describes as transient or
regularisel. Similarly to Arnstein and Dean, Cornwall argues that similar participatory

methods may be (mis)used across these different clusters of spaces. Cornwall, argues that
there needs to be increased attention to the architecture of the space and the regutiicro

politics of agency and power within the space and shaping the space.

Cornwall, like Dean, does not suggest one cluster of spaces is better than another, but that
they are different and provide different opportunities and constraints on heterogeseo

publics to have influence over decision mak{s@)In later work Cornwall argues for pragmatic
over idealised forms of participatig35) She acknowledges that pragmatic participation

involves political decisions about the participatory space, influenced by other connected
spaces. She describes purpose and breadth as further dimensions of participatory space.
Paticipation may be instrumental, a means to achieve a defined goal such as patient centred
services, or transformative, a goal in its own right. One is not necessarily better than the other.
Instrumental processes can be transformative, and transformatieegsses may be

subverted or ignored if the powerful are not involved. Cornwall argues participatory spaces
can be wide or narrow depending on who participates. She argues it is impossible to involve all

people in all decisions, therefore key questionswat® will be involved and who is absent,



K2 g

not to participate. Cornwall argues that the most important aspect for pragmatic participation

gAtt
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is transparency and prading multiple options for participation which can be chosen (or not)

rather than enforced.

Tableldn ® / 2Ny gl tf Qa Of dzZaldSNAR 2F LI
Cluster Characteristics Description of the space
Regularised| Invited regular spaces. | The public have limited power. If it exists, it is
relations Institutions invite the predefined and bestowed by the institution.

public to participate
regularly with the aim of
improving the institution.

Opportunities to participate are restricted to
RStAOSNI GA2Yy 0S0G6SSy
key issue is who selects the representatives.
These spaces canqguide opportunities for
relationships to develop which may create new
spaces for influence.

Fleeting Invited transient spaces.| The content and form of the space is

formations | External policy making | predetermined and bounded. Traditional
organisations (state consultation or participatory methods used to
institutions or those encourage deliberation rather than decision
acting on their behalf) making.
invite the public to shar | Whois invited depends on the purpose and
term spaces to give their| those doing the inviting. Selection may be basg
view, which may or may | on broad or defined spectrums of the public.
not be taken into These spaces may open up opportunities to a
account. wider public, but there is little evidence of

influencing policy.

Acting as, | Emerging regular spaces These spacesaa be radical or established, and

acting on, | Advocacy groups or may be trying to change the state.

acting up: | groups modelling The public choose to participate rather than

alternative | alternatives to the state | being chosen or invited. As a result they attrac

interfaces | (includes voluntary and | likeminded individuals resulting in a collective
community sector) voice which may claim to speak on beldila
provide reoccurring particular public. This may have an inclusive af
spaces outside and empowering, or exclusive and disempowering
autonomous from the effect on others. The demand to participate
state. maintains the space.

Movements | Emerging transient These are fluid, flexible, and spontaneous spa

and spaces. which are ill defined and uncontrollable. They ¢

moments Popular protest, public | places of resistance and challenge.

campaigns, complaints
and expressions of voice

They may develop critical mass around a
common purpose, but are rarely inclusive of
diverging perspectives.

NI AOALJ G2 NE
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These three typologies highlight the multiple interpretations of participation and the effect

that this can have on the practice of participation. Arnstein draws attention to how the

powerful can subvert participation through tokenistic practi¢d8)Dean broadens the scope

of participation to include how both individuals and groups can exert influence for themselves
and others in both invited and sedfeated space§33) Cornvall reminds us that these political

and social influences that create or enable the space, shape the relationships within the space
and the opportunities for transformative chang@5, 50)They all agree that typologies can
oversimplify what is a complex practice rooted in context and rarely simple. All three call for
critical interrogation of what people participate in, for what purpose, and who participates (or

not).

1.2 Participation and the NHS

Successive UK governments have enacted policies directed at participation in tiig@Q\B3S.
38)One review traces the origins of participation in health polioythe early 1990s NHS
reformsresulting froma perceived lack of trust in NHS governa(@®).Since then, there has
been continuous evolution of pialy regarding NHS patient participation as a result of changing
governments and successive NHS refo(h).This has resulted in a plethora of initiatives and
mixed participatory spaces, with difient actors, rules, and goals that have changed shape
over time(33) Tablel.3 outlines the current participatoripitiatives andspaces which have
some influence on English general practices and how they relate to the three typologies of
participation desdbed above. What these spaces have in common is that they are mostly
invited spaces, with the terms of participation controlled by the NHS. Patient Participation
Groups (PPGs) are one of these invited spaces that have particular features due to being

invited regularspaceswvhich are continuous over time

Tablel.3. NHS participatory spacekich may influence general practice

Spaceor policy | Description and rationale
initiative
National ¢ioice | National tioice andor voicepolicies promotingparticipationhave been
and/or voice enacted by successive governments since the 198®s38)The aim was
policies to improve the NHS through stimulating competition and hence choic
between different services, including general practices. This included
introduction of the natimal General Practice Patient Sur{&PP3and
the annual publication of results to encourage patients to participate
AYRAGARdzZE t & o0& OK22aAy3d WwWoSaia{
{ G G dzd 2 | Healthwatchwas introduced as part of the 2012 NHS reforpriof to
length this similar organisations were promotednd iSRS & ONA 6 SR |
organisations | O2 y & dzY S NJ @RItisvastitidoyO MY Qa f Sy 3d K A
which acts both on behalf of the NHB8\ted spacgand outside the NHS
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such as
Healthwatch.

(emergent spack Its mode of participation isversight and arbitrationit
has statutory powers to hold general practéeS y G SNJ | YR @
inspections. However, much of its activity focuses on pualitsultation
and reportingback to NHS institutionsvith little direct decision making
power.

Roles for
individualssuch
asPPI
representatives
in clinical
commissioning
groups

Roles within NH8ecision making or commissioningganisations where
individuals are invited to take part negularised relationdndividual
roles are formal with prelefined rights and responsibilitiesuch as
beingk Yy WAYRSLISYRSYy(iQ OKFANI F2NJ |
primary care quality meetings in clinical commissioning grougsir
rationale isarbitration and oversightThere are considerable questions
o2dzi RAGSNRERAGE I YR A{@aRpA4 DENER i S
some evidence of individuals using these spaoagé¢ate connected
spaces of transformative possibility7)

Pre-definedco-
production and
co-designspace

CoproductionandceRS&A 3y | NB LI aA Lk NI TR
participation(59-61) Both arefleeting formations Patients are invited to
work with professionals in one off or short term pdefined projects to

with pre- produce or design service improvements. Theylarewledge transfer

defined modes of participationpatients are expert®y experience which is

purpose. valued alongside professional expertise. It has been questioned whe
co-production and cedesign are transformative or instrumental, aiming
for increased effectiveness and efficier(Gp)

Spontaneous | The only approach outside NHS institutions. Direct challenge through

and self individuals or groups complaining or campaigning to influence NHS

organisedspace
for campaigns
or direct
challenge

decision makingincluding general practicés ¢ KA a Aa /[ 2N
movements and momentduster of spaces. Individuals agebups work
outside the NHS and set their own rules. Cornwall argues this type of
participation can be (and is) ignored by those with decision making
power(14-17, 50)National kamples include patient campaigns about
the qualityand safetyof services aMid Staffordshire NHS Foundation
Trustresulting in the Francis Inquiry, and more recently campaigns
resulting in inquiries into maternity services, medicines management
and breast surger{14-17)

Organised
public
consultation
spaces

The NHS has statutory obligations to hold formal consultations on
specific changes, including closing a general pra¢ti@EThese spaces
arefleeting formationsinvited transient spaces with formal rules and
processes. The mode of participation depends on the organisational
culture(29)This includes adversariatbitration and oversight
collaborative knowledge transfeor non-participatory educational
approachesDepending on the local contexhdre is often overlap with
local campaigns and protests to keep services dpén.

Poorly defined
mandated intra
organisational

space such as
Patient

General practices invite their registered patients to a regular
participatory space. PPGs have been described as an accefuiibihes
shelfsolution to multiple participation policie@5)Early adopters
valued a rights based collective decision makingreatie participation
transforming community health and reducing inequaliti@¢s62)Later
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Participation policies were instrumental in promoting PP&sa form of consumer
Groups (PPGSs) | feedback, choice and voice rationale, or to stimulate service
improvement via knowledge transf¢B8)In 2011, general practices wel
incentivised to establish PPGs, before making them a contractual
requirement in 20148, 63)This change moved the space towards
arbitration and oversight, inesponse to GPs new commissioning
powers(64)Despite the mandate, there is little guidance about the for
or function of PPGs. The only contract specifications are that practice
involve a representative group of patients in service improvengét.

Of all the participatory spaces in Table PBGs are the space most closely aligned to general
practice and the only one located within general practices. Therefore, this thesis focuses on
PPGs.

1.3 Patient Participation Groups evidence base

Since their inception in the 1970s, PPGs have been pivderd by numerous rationales, as
described in Tabl&.3. However, there has been little critical interrogation of their function,
purpose or impact. There is a small literature on PPGs published in waves since therh830s.
literature was identified though a Medline searchsing keywordsand forward and back

citation trackingto identify relevant papersNo limits were put on study design and no quality
assessment was undertakenhe literatureincludes local and national surveys regarding who
participates (patients and practices), and the form and function of the PE8;65, 66)
descriptive case studies of PRBE, 68) interviews and focugroups with patients and staff
about PPG£2, 64, 6971), and descriptive reviews of the evidence araligy literature(25,

38, 72, 73)Only one study aimed to investigate the impact of PPGs. Greco et al conducted a
small randomised controlled trial to investigate whether the introduction of PPGs improved
patient experiencg74) The trial showed no effect, but the follow up period was short, and a
process evaluation did demonstrate patient centred improvements in practices with PPGs.
Most of this literature evaluates existing PP&w is of limited quality. No studies have
observed what actually happens in PPG meetings, except for a small pilot study in advance of
this fellowship(Appendix 1)75)Despite this limited evidence base, financial incentives were
introduced in 201%6, 63)Thesencentivesincreased the number of PPGs, with an estimated
cost to the NHS of £80 million between 2011 and 2015 and with uncertain iripRcT2)A
number of themes emerge from this literature about the challenges PPG face. These themes
are role confusion, representation, and power dynamics and are discussed below with

reference to the wider participation literature.



12

1.3.1 Role confusion

Multiple studies cite role confusion as a barrier to effective PR6s64, 70, 72, 73ational

surveys of practice managers and PPG members between 2005 and 2008 demonstrated that
the most common PPG activity was representing the patient perspe@sjdiowever, they

also reported a broad variety of less common activities such as volunteering, peer support, and
fundraising. There are a wide variety of forms and formats of PPGs, which were generally seen
as critical friends with a supportive but subserviersie to the general practicé68) Most PPG
activity involved collecting feedback, most commonly regarding single issue projects suggested
by the practicg68)In the 2008 survey only 44% of active PPG members described their groups
as influential, and there were considerable concerns that financial incentives would result in

limited and potentially tokenistic PPG esl(65)

Three studies explored PPG roles following the introduction of filmhimcentiveg64, 70, 71)

All found that the primary rolef PPGs wastill representing the patient perspectii@4, 70,

71)Patients participated in designing, distributing, and reviewing surveys, and prioritising

action plans for servicimprovement with staff, all requirements of the financial
incentives(71)However, the studiealsosuggest there are a number of concerns about the

roles of PPGlllowing the introduction of incentivesA minority of PPG members are unsure

of the purpose of their PPG, suggesting token@@®)t t D YSYo SNA &G NMzZa3t S i
2F OFNBQ YR tAYAG RAaAOdzaaA2yinghd®maéand LA 04 (KSe@
appointment system$70)PPGs mainly discuss nolnical services and are reluctant to

discuss clinical decisiofigl) There are a wide variy of formats of PPGs, from patient to

practice led, and virtual to faem-face, increasing confusion about role and purp(&4)

Some patients felt the financial incentives increased practice accountability, whilst others felt

it added unnecessary formality to their PIP@.) Different patients had different opinions

about the level of their participation, some only want to receive informatioh)

Evidence sggests individuals choose to participate in organisational decision making, including
PPGs for different reasons and want different levels of participdié)The most common

GeLS 2F RS&AANBR HISNMIANWGELINRA Bys &2 NI YA ydE2 ASNILI |
organisation. Pagints rarely want responsibility for decision making, rather they want to be
consulted and listened t677)However, not alpatients agree about their expectations of

participation, or their rolg76)Our pilot identified six roles PPGs endbe interested citizen,

looking for information; the innovator, aiming for service improvement; the community

developer, interested in volunteer and peer suppoctigities; the governor, aiming to hold

the practice to account; the representative (see below); and the supporter, aiming to support

the NHY75) Other authors agree that role conflict and active non participation occur in all
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settings when different individuals in groups, both patients and staffe lthfferent
expectations about their role@5, 71, 75 his can lead to nefunctioning and ineffective
ttDa® S5AFFSNBY (G LINBTFSNBYyOSa F2NJ LI NGAOALN G2N

(patients and staff) identities, interests, and valé9, 78)

1.3.2Representatioal legitimacy

The current national GP contract states PPGs must be representative of the practice
population(63)All the evidence suggests that PP&ruggle with recruitment, diversity, and
sustaining membershif26, 65, 70, 71, 73PG coverage increased from 5% in the 1966%,
to 40%in the 2000smostly in rural or sermiural locations(65)to near universal coverage in
2010s(64, 71)in 2007 over 70% of practices were interested in setting up g RR@ad not
done so due to time pressures, lack of skidisk of patient interest¢fear that the wrong

LI GASYyGa ¢ A fahdasebse thgt th&oxabtideliaBeRdy knows plagient
population(65) Evidence suggests financial incentives increasedtmber of PPGs
established, but not the depth of participatid65, 71)Only one 1985 study has investigated
the sustainability of PPG%9) The authors found a quarter stop functioning after one year and
the majority after five years. GPs blamed a lack of patient interest and low-socimmic
status populationg79)Other studies have argued that in order for any patiparticipation to
be sustainable it needs adequate funding and skilled facilitators, especially in inner city

areas(71, 75,80)

There is little up to date evidence about who attends PPG meetings. In 1991, one practice
surveyed all adult patients (73% response rd&§)Only 45.1% of patients were aware of the
PPG and only 7% had ever attended a meeting. Patients who had attended meetings were
older, female, of higher socieconomic status, involved in otheolinteering activities, and
frequent users of services. A 2014 study estimated less than 1% of the population participate
in PPG¢71)Patient recruitment to PPGs mainly happens within practices via advertising
within the waiting room (e.g. posters)r individuals being directly invited by a staff
member(71, 75)There is some evidence of practices téting through other voluntary and
community sector organisations, but this is limitgtl) Online PPGs are frequently cited as an
opportunity to increase participation and diversity, especially by younger patients, however,
there is noevidence for thig64, 71)The majority of groups include staff members, most
commonly practice managers, although some are patient only gréi@4d-his may contribute

to the focus on nortlinical service improvements within PPGs. There is little evidence about

the role of staff.
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Both patients and staff recognise tHRPGs are not representative of the wider patient
population, and that this is a key weakness giverirthmain function is representing the views
of the public(65, 70, 71Dur pilot observed that PPGs spend a large proportion of their time
discussing recruitment and how to be more representafitg) Attempts to rectify
representation involve recruiting more participants, waiting room events, surveying the
wider patient population65)However, feedback surveys goeoblematic in themselves.

There has been a steady increase in the amount of patient experience data collected within
the NHS through formal annual patient experience surveys, such as the General Practice
Patient Survey (GPPS), and the less formal, budatad Friends and Family te&1-83) This
appears to be in response to national policies to improve services through choice and voice.
Evidence suggests that the majority of effort is exerted on collecting and counting the number
of patient responses, which is often incentivised, rather than analysing and acting on the
content(81, 8486) This results in an industry of collecting data, but little service
improvement. Some authors have leal for more focus on using the data, moving toward a
knowledge transfer rational@2, 84)Epistemic injustice has been cited hs reason why
patient experience data is not acted @) Epistemic injustice refers to the diminution of

certain knowledge, in this case patient experience, by ¢hogpower, in this case doctors and

O
(kN

the institutions they inhabi{87) This corresponds with evidenckt & Dt & R2y Qi |
experience data because they view it as subjective, emotional, unrepresentative, not
scientifically rigorous, and not specific to their local con{@8&, 86, 88, 89t is very rare that
patients are involved in analysing or inpeeting routinely collected survey da{&@4, 84)

Instead PPGs often conduct their own surveys which are even less formal and rarely

scientifically valid or rigorou®8, 75)

Within PPGs there are also issues about what is meant by bgingsentative, with confusion
regarding whether the role of PPG members is to represent their own views or the views of the
wider population(70) Representations a key topic in the wider patient participation
literature. Rowland and Kumagai describe three forms of representg®opn
1 Democratic representatiarbased on iéas of rights and responsibilities and enacted
through nominations and elections.
1 Statistical representatiarbased on positivist notions of a representative sample and
Ly W @SN 3ISQ LI GASY:d 6K2 NBLINBaASYy(Ga 20GKSN
characeristic.
1 Symbolic representatiara subjective form of representatiocc I FSSt Ay 3> |y
AYLINB&AAZ2Y S |y SELISNNRAGHSE likehihlstothd dzo 2 SO A ¢



15

individualistic interpretation of art, acknowledging subjectivity in how representation

and impact are interpreted.

The contractual requirement to have a representative sample of patients, suggests the aim is

for statistical representation, with little emphasis on whether those involved have the skills to
contribute a wider viewthanthe® 6 y @ ¢ KA & Aa O2yaraidiSyd 6AGK 5
of participation(33) Other authors have claimed there is no such thing as an average
citizen(78)Martin argues that evidence pgistently shows attempts at democratic and

statistical representation fail, due to practical resource constraints and the underlying

philosophy that populations with similar demographic characteristics have the same

homogenous view§3)He argues that a more important aspect of representation is the link
between representatives and their constituents, and the skills and ability of the
NBLINS&SYydlrGA@Sa (G2 NBFESEAGStE yR BRYLSGSyd
AyadadAabddziazylrt RSOAAAZ2Y YI1Ay3 LINROSaasSaod ¢KA
knowledge transferpatient representatives are seen as experts in the experiences of ordinary
people(47)However, this mode of participation requires that representatives are chosen for

their skills, and the emphasis returns to who chooses them, why, and who is not ({8asen.

50) Elsewhere, Martin suggests that the implementation of policy directives mandating

statistical representation, such as PPGs, is driving conflict in the practice of participation

between different sakeholders with different interpretations of representatigd4)He found

that staff identified representatives as biomedical statistical representatives ayth |

knowledge, while public representatives identified themselves as knowledgeable citizens.

1.3.3 Power dynamics

A number of studies highlight the limiting effects of power between PPG members and

staff,(64, 68, 70, 71and a smaller number between patient PPG members and the wider
population(65, 70)In other settings power hierarchies between staff have been faond

affect patient participation(58) There is evidence of practices appropriating PPG meetings to
ameliorate complaints by sharing information about why change is not desgisitients find

this frustrating(64, 71)Some authors suggest this might be a tactic by the practice to avoid
change(71)Other authors have suggested politykers, including general practices, only

present options for change which are already plan(@&t, 43, 685ome PPG members are

6 NB GKIG GKSANI I OdA@AGASA INB ftAYAOGSR o8& @
participants(70) One study suggested hesitanto discuss clinical aspects of care may be due

to sociocultural issues surrounding the patieRt2 OG 2 NJ NBf A2y aKALE € AY)
j dzSaG A2y Of A y(X1Thi$ hisibeen BedzRiBEa¥ & potertial conflict of interest if

patients are expected to hold their individual doctor to account on practice siesywide
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issueg73)PPG members agreed that they sometimes struggled to balance their status as
preferred PPG patients with holding the practice to accqu).However, Box suggests that
recruitment might improve if PPG members are attributed increased s(@hbid=vidence in

other settings suggests patrticipation increases confidence, social capital, and empowerment of
those participating, sometimes enabling unintended transformative opportun{®%gs.65, 67,

80, 91)However, there is no evidence of community empowerment via PPGs.

There is little research about the experience of and attitudes towards PPGs by general practice
staff. Interviews in 1980 ith GPs concluded that those who had PPGs were generally positive,
but had long established views about the importance of patient participg@yThose who

did not have PPGs were sceptical about the origins and functions of PPGs and appeared
concerned that they may affect their autonommichsocial statugs2)t NB F S & definRiohs f a4 Q
of patient participation are influenced by their roles and identities, which for GPs include
clinicians, entrepreneurgg9)and decision making bureaucrg®2, 93)Tensions between

roles can affect views about professional or lay control of RBG®atient participation is

linked to organisational culturé67)A supportive, sharing general practice culture was an
essential feature for successful PR@G$)However, many general practices do not have a

culture of listening to or valuing patien{§8, 70)GPs hold the power to shape the

participatory culture in general practices, although this is also influenced by resource
availability(67)Practices which prioritise team work and a whole persorreagh to care,
embraced patient participatiof67)Practices where staff worked in silos and employed a
biomedical or financially efficient approach to care, rejected patient participation. Patients

were aware of and cdd identify cultural differences in the atmosphere of the practice and

their clinical relationships. Public participation within large scale reorganisation is also shaped
by organisational culture which then shapes the relationship between the organisatthe
public(29)Professional agency and organisational readiness have also been identified as

important facors in whether or not patient feedback is acted on in hospi{a®.

The above evidence demonstrates that patient participation in PPGs is controtleshaped

by the general practice staff who choose who is invited, and the terms in which patients

participate. Howeveras Cornwall suggests other institutional invited spacethis power has

been subverted35)Maguire and Brittent NH dzS G KF G LI GASYy G LI NI AOAL
space betweerthe personal and soci&’t A FSg2 NI RQ aLJ O0Sa GKFG LI GA
political, economic, and medicatientific institutional & & a  &e¥ that grdfdksionals

inhabit(94) ThisWminalspaceiscreaS R | & GKS AYyGSNARSOGA2Y 0SGg6S
space, andtan create unintended opportunities for influence and conflichere the spaces

and the rulesand relationships within themnteract Other authors have described how
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patientsdevelop tatics, strategiesand networks within and between spaces to exagéency
andpowerto reshape the participatory space to ensure thahieve their goaldespite the
institutional control over the invited spadd5, 57)But little is known about whether PPGs are
liminal spaces, the tactics and strategy that patients need to exert to affect change, or how to

create the conditions wére patients have agency to change the space.

Ly adzYYFNEX GKS SPGARSYyOS o6lasS F2NJttDa Aa fA
attitudes and experiences, and se#fported measurable outcomes. Only one study has
attempted to directly investigte the impact of PPGs on patient experience, and this showed

no effect(74) Other authors have argued that there is a moral rationale for patient
participation, and therefore resources should not be spent on attempting to measure impact

or measurement should focus on empowerment as a goal in its own(@#gh#9)This my

explain why PPGs have become a mandatory requirement, despite limited evidence of
function or effect. Early PPG research raised significant questions about sustainability, despite
PPGs being institutional, invited regular spaces. The evidence abovesuigis partly due

to role confusion with multiple expectations placed on PPGs, different conceptions of
representation, and organisational culture and professional power. No research has been
published about PPGs since the contractual changes, dehpiteotential that these changes

have normalised PPGs as tokenistic and subservient. Apart from our pilot study, no research
has actually observed what happens in PPGs, the decision making process in action or the
dynamics within groups, and whether andvh patients can have influence in these

institutional spaces. This demonstrates a number of gaps in the literatdrat actually

happens within PPGs? how can patients meaningfully participate in organisational decision
making in general practice? does méagful patient participation have an impact? and is the

impact instrumental or transformative and does this matter?

1.4 Patient participation in improving general practice

internationally

Many other countries have pursued attempts to improve generatfice through patient
participation utilising invited regular participatory spaces similar to PPGs. In North America,
PPG equivalents are usually termed patient, community, or patient and family advisory
councils or board§4) Selfreported patient centred improvements were identified by high
function advisory councils in the United States of America ({(8J-heir high functioning
statuswas due to having a clear purpose, structured diverse recruitment of representatives,
and support and facilitation of activitiethe implementation of community participation in

Irish primary care teams has also been evalug88) Similarly to PP&; barriers to sustained
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community participation included organisational factors, and uncertainty about the roles of
community stakeholders as representatives, especially from the health care professional
perspective. A project to develop a framework fonamunity participation in New Zealand
identified varying definitions of participation, with community stakeholders placing the focus

on trust building over time rather than consumer feedb8k)

In addition to invited regular spaces, internationally, general practice has also experimented

with fleeting formationsinvited transient participatory spac€50)One large family practice in

'{! AYOAGSR LI GASyGa G2 aalLlSy(@s)Ratieds were givers A G K
training, then observed waiting room interactions, followed by a deliberative discussion

between the patients and staff. The authors observed that the participating patients became
WAYAARSNEQI Nl hbsekvgtians, ardd dhdrdhé defibdi&ion helpgdo reframe

the doctorpatient relationship. Another USA practice experimented with group concept
YFELLAY3IAS AYGAGAY3d 020K LI GASydGa FyR adrFTF (2
practice befoe mapping these into clustef89)A Canadian study used an action research
approach to set up patient councils to brainstorm, then prioritise, then implement service
improvements in two family medical centr€s00)All three projects have similaritiethey

were one off or short term participatory spaces; patients were invited by the organisations for

the purpose of service improvement via knowledge transfer; issues of patient

representativeness were raised; and a neutral facilitator was an essential feRofessional

power was mentioned in two of the studies, both suggesting that it was essential to have the
involvement of doctors in the decision making proc€,. 100) All three were designed as

research projects, and only the Canadian study involved patients in the research team.

There has been one randomised controlled trial, and process evaluation, of a systematically
designed intervention, aimed at increasiting influence of the public in community health

service decision making01-103) The intervention involved local muktakeholder groups

choosing validated quality indicators that they would like to see added to local plans for

population health improvemenfl01) Thetrial demonstrated that through a process of

consultation (a prioritisation survey) and participation (a facilitated deliberative meeting to
RAaOdzaa LINA2NAGASALS 620K GKS LlzmfAdaQ FyR L
building mutualconsensug101)Overall priorities were more patient centred when patients

were involved, and more technical and clinically focused when patients were not
involved(101)However, reaching a decision took more time and cost more money when the

public were involved101)

The process evaluation identified three theoretical constructs necessary for meaningful public

involvement inhealth service decision makirif02)
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1 The public must haveredible knowledgedo contribute to decision making process.
¢KS Lildzof AO LI NGAOALI GSR Ay | 1y26fSR3IAS GN
basedexB NIl aé¢ @ / NBRAOAf AGe 461 & RSOSEt2LISR (i KNZ
indicators, and population survey data, enabling public participants to interact
AYSIYAYyAFdzA t 8¢ 6AGK LINRPTFSaarzylfao

1 ¢KS Lzt A0 YSYOSNEQ NERleg8imateda NBLINBaASYy Gl GA¢
Representative legitimacy was attained througlrigorous recruitment and sampling
process; the collection of survey data; and a more subjective procéat f £ SOG A @S
aLISSOK &oikNSNIBSHEA AN AOALI yiGa | OGA acbs & dza S
to demonstrate wider experiential knowledge.

1 The public must be able iofluence power
In order to influence power, the public needed voice, mediated by credibility and
legitimacy, and opportunity, through deliberation. An expert facilitator wastke
ensuring public voice and opportunity within the deliberative process, mitigating the

effect of professional power.

There are problems with this model. Although the public participants were described as

G SELISHXA SRS SELISNI & ¢ = o attén8 ainisg@ntdBearhl iy kizawieBge i
to be seen as competent and credible. This raises issues of epistemic: justicis different
knowledge valued and who decides what knowledge is valued. The intervention strengthened
representational legitimacy ainly through mechanisms to establish statistical representation.
This raises issues of who judges representational legitimacy, and by what standards. Both
these issues demonstrate that the intervention created an emergent invited space, with
predefined rues, and an instrumental aim of patient centred community service
improvements. It is notable that although public stakeholders were approached to gain
support for implementation, no public contributors were involved in designing the
intervention, and thdead author is a family physician. Therefore there is a need to test and
develop these constructs further, and also take into account the different context of general
practice PPGs where patient participation is an ongoing process and resources are limited
Brown concludes that much of the English research on PPGs is dominated by the provider
perspective and designed by researchers al(#%.This can also be said about the

international research on patient participation demonstrating a gap in the literature for

participatory research involving all stakeholders in the development of patient participation.
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1.5 Summary and implitans for the intervention design

The current arrangements for patient participation in general practice need to be clarified. It
has been suggested that the impact of participation is often not evidenced, because
meaningful participation did not occ(#3), and opportunities for meaningful partpation

were not appropriately manage@2) This undermines the credibility of patient participation
and potentially wastes resources (public monayd patient and professional time).
Furthermore, opportunities for meaningful participation may be Idsterefore, this thesis
employed a paricipatory research approach, working with all stakeholders, to develop and
field test an intervention to promote a meaningful approach to support PPGs in general

practice organisational decision making.

Wa S Iy ®ghtikipatizi is often discussed in thigerature with few attempting to clarify the
terminology(39)/ NR YLIi 2y adza3Sada Y SiugtedyracticBsyedddE Sa G KN
actorg(p230(39)) who havedifferent experiences and knowledge of participatory

processe€39)¢ KA & & dz3 3 S Epasicipwigrontay e defiredidifferently by different
stakeholdersThiscorrespondswith patient and stafstakeholdergarticipatingin this project
whoO2dz R ARSydGAFe SEIFIYLX Sa 2F WYSIyAy3aFdzAg Q LI
elements! Ny aidSAy>S 5SIysS YR /2NyglffQa (GelLlf23Ac¢
Yheaningfulparticipation within this thesig33, 36, 50Arnstein suggests for participation to

be meaningful it must address powgd6) Dean discusses meaningful participation as the

public having influenc€33) Cornwalldescribes participation as meaningful or not depending

on thesocial interactions between actors within participatayace(50) This suggests the

need to focus on the social int&ctions of actors, and be clear about the aim and purpose at

the outset of any participatory proce¢39, 50)Theeforeourt A Y gl & F2NJ ! Ny adSa
partnerstip level recognising both patients and staff equal actors witkxpertise regarding

what is desirable and achievable improvement in general pra¢8iégOurrationale was

58Sy Qa a2t ARFNRARAGAO LI NI A Gpredenieit Bryalk, nofijusNdr OA y 3
those who participat€33)Ourdesired purpose was for what Cornwall describes as

transformational participatior{35) However, Dean and Cornwall also argue for pragmatic
approaches to participation recognising the different participation preferences, and the

boundaries of inviétd space$33, 35)Dean argues it is acceptable to use different rationales

for participation to encourage differenmdividuals and groupsand especially the powerful to
participate(56) Cornwall suggests once a participatory spacedated it can be transformed

and have unintended transformative effedqt35) Therefore, this thesis set out to create a

pragmatic participatory space which is acceptable to all stakeholders, but with the conditions

to allow opportunities for transformative change. Arnstein, Dean and Cornwall all agree that
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this type of space will require multiple different mechanisms for participation to encourage a
wide and diverse public with different views and preferences for participd83n.36, 50, 56)
Therefore the intervention combined two participatory mechanispeatnership working
between patients and staff in PPG®d consultationwith the wider public using a

prioritisation survey.

Thedesign of thantervention outline drew on the existing evidence for patient participation
in general practice and other public service settings, both in England and internatjmallg
preliminay study of patient participation in primary cas®nducted in 2014 and designed to
inform the PhD fellowship fundingsee Appendix 1 and Section 2.5.2#)is evidence suggests
the need to be clear about roleritically explore representatigrand be tansparent about
LR26SNI» ¢2 | RRNBFaa (0KSaS ArAaadzsSa GKS AyuaSNBSyi
constructs

1 A mechanism of partnership working providing PPG membersonéitible
knowledgeabout the wider features and organisational constraints afayal
practice, and opportunities to use this knowledge to influence service improvement
decisions.

1 A legitimate method of consulting the wider practice patient population about their
priorities, aiming to achievstatistical representatiorthrough a surey. This aimed to
raise wider awareness of the PPG increasing recruitment, and lepoesentational
legitimacyof the PPG.

1 A safe deliberative spacameliorating the effect of powetthrough the use of

participatory methods and facilitation.
This proviled an initial structure for the intervention in PPGs in general practice

1 Partnership working in one or two meetings with patients and staff to adapta pre
designed prioritisation survey;

1 Support to conduct a consultation with a representative sampliefpatient
population through a prioritisation survey;

1 A follow up meeting with patients and staff working in partnership to develop an

action plan based on the results.

1.6 Aims and objectives

There are two aims of this projedhe first is practicahnd action orientated and the second

concerns generating theory about the process of participation
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1.6.1 Practical aim:

To develop ad test anintervention to strengthen the role of patient participation in general

practice service improvement.

1.6.2Theory aim:

To explore the space and relationshiptween patients and general practice staff when they

try to work together to share organisational decision making.

1.6.3 Objectives

1. To develop an intervention, working with all stakeholders, to enableents and staff
to work in partnership to setervice improvement priorities in general practice.
Chapters 3 and 4

2. To field test the intervention with two general practice PPGs aiming to generate patient
centre service improvements in those practices.
Chapters 5 and 6

3. To evaluate whether the intervention leads to meaningful patieatticipationin
general practice service improvement.
Chapters 5 and 6

4. To explore the space and relationship between patients and general practice staff when
they work bgether to improve services.
Chapter 7
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2. Methodology Overview

This chapter provides an overview of the methodology used within this PhD. | will start by
outlining the participatory research paradigm that underpins this reseanthwhy | chose it. |
will then briefly cover some of the different approaches to patient participation research, and
intervention design, which influence this PHvill then explain the participatory action
research methodology used within this PhD t@adelop and evaluate an intervention to
strengthen patient participation in general practice service improvemehtvill justify the use

of normalisation process theory and the prioritisation survey, both developed in other
paradigms, but used within thishB under a paradigm of participatory research. Finally, | will

discuss the ethical consideratioredated to participatory research and this project.

2.1 Paradigm, ontology, and epistemology

A research paradigm is a belief system that grounds a sebofipes. A paradigm is

characterised by its ontology (definition of reality), epistemology (definition of knowledge),

and methodology (systemic approach to discovering knowle@®})Defining a paradigm as

a belief system, highlights the connection between the researcher and the research. The belief
system of a researcher drives the research in terms of their approach to discovering
knowledge, their definiobn of what knowledge is, and how this knowledge affects the reality in
which they live. One method of inquiry is not necessarily better than another. The issue is that

each paradigm comes with its own set of underlying assumptions and rules.

There are twalominant paradigms in health researgiositivism and interpretivis(L04)The
positivist paradigm is characterised by a realist ontology and objectivecepidgy there is

one reality and one objective truth about this real{ty04)Positivists believe that the natural
world can be observed and measured thrbougn objective, rational, and neutral experimental
approach. Therefore positivist research tends to be quantitative and randomised controlled
trials are viewed as the gold standard t¢$04, 105Evidence Based Medicine is rooted in the

positivist paradign(105, 106)

In contrast, the interpretivist paradigm is characterised by a relativist ontology and subjective
epistemologythere are multiple realities which depend on how individuals interpret their own

reality.(104)Interpretivists are interested in exploring theorld from multiple perspectives

and aim to understand how and why different people interpret the world differently. There are
a number of interpretivist approaches including social constructionism, phenomenology, and

critical approaches. What unites thesitheir use of qualitative research methods which aim
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to understand, explore and explain the world using thick description, rather than counting or
measuring itt107)However, some qualitative research has been criticised for observing and
interpreting subjects from a distance, and there are increasing ethical concerns about the

ownership of the knowledge produced and the benefit to the research subj20&).

Participatory research is a relatively newer paradigm that takes an explicitly ethical approach
GKFG NBASIFNOK akKz2dzZ R 0SSRRfEFVR2WA Gz SO0 QAKKD
ownership of the knowledge creatd@4, 104, 108Jagosh et al define participatory search

as

& ¢ K Sonfriction of research between researchers and people affected by the
AdadzSad dzyRSNJ adGdzRe | yRk2NJ RSOA&aA2Y YI { SNE
(p312)(24)
They emphasise equal partnerships between those conducting and those whose lives are
directly affected by the research, with all stakeholders involwét (not just paricipatingin)
every aspect of a studi24) The International Collaboration for Participatory HedResearch
(ICPHR) describes participatory research as a paradigm berdueNJi A OA LI G A2y A&
LINA Yy OA LX S ( KNE dz3 K mw{08)i Foéy dibtibgaishlthisPakadigaNaR O S a & ¢
distinctly different to studies that incorporate participatory methods at selected time points in
the research (for example utilising participat@gproaches to help design recruitment
materials or dissemination of result§)08)Participatory research is based on constructivist
ontology, in which reality is not concrete but changing depending on time, person, and place
and a subjective epistemology recognising that diffeqgedple have different ways of
understanding and makingense of the world and hence real{}04, 108}t is based on
dialogical processes which illuminate the different realities of all those involved and it is
inherently interested in power dynamics in partnerships and the construction of regliidss.
110)Participatory research does not privilege one method over anotherefiore studies can
be qualitative, quantitative, or mixed metho@24, 108, 111Yhis reognises that plurality of
methods is an epistemic strength enabling a milalfiered participatory world view. However,
participatory researchers also recognise the importance of scientific quality and rigour in the
use of methods, and the need to be tramspnt about how the knowledge has evolvé®)
This chapter outlines the rationale for bringing together research methods usually associated
with contrasting established paradigms, under an overarching participatory paradi@iven
the interest in power, and the importance of trareency, in the approach and methods,
reflexivity is an essential feature of participatory research. In the next section, | cover
reflexivity in relation to my personal beliefs, role as a GP, and the relevance of participatory

research for researching patieparticipation in PPGs
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2.1.1 Reflexivity

Reflexivity has multiple meanings and interpretati¢h68, 112)rhe ICPHR use the term

critical reflexivity to draw attention to power differentials in the process of research and how
and by whom knowledge is generated and ugk@i8)They distinguish critical reflexivity as an
essential process of raising what Freire discusses as critical consciousness in the pursuit of
emancipaion.(109)This is distinct from technical and practical reflexivity when health care
professionals reflect on the quality of their practice, and training or professional
guidelines(113)Three concepts of reflexivity have been identified depagdin the content,

focus, and consequences of the reflexiyityL 2)

1 Citizen sekactualisation leading to individual emancipation;
9 Practitioner awareness of the subjectivity of knowledge agftectionin-action
resulting in the emancipation of the disempowered,;
9 Practitioner awareness of their role, context, emotion, cognition, and power and the

effect on the disempowered.

If reality is subjective, critical reflexivity about the identity andqess of generating

knowledge about reality isssential(114)My personal ontological and epistemological
perspective is that reality is socially constructed and knowledge of this reality differs
RSLISYRAY3 2y |y AYRAGAR@MTHsaligrs witha paktiGpatorg 2 F
research paradigminvestigating reality from multiple perspectives allows a wider, more
comprehensive, knowledge of a particular rea(ityL3, 115)0bserving behaviours and actions
of different individuals and groups involved in a particular reality, can provide the observer
with an understanding of how different individuals and goslknow this reality{104)

However, involving people with livezkperience of this reality, in reflexively exploring and
dzy RSNE GF YRAY 3 ( kefaritdced of A ality, yyrEdudsiakoBpthEmalti
perspective knowledgél13)In addition, collaborative creation of knowledge can be
empowering and disruptive of traditional knowledge hierarchies where the observer retains,
and does not always share, their knowledge with those living in the reality beinggt{ddio)
Cocreation of knowledge can be transformative; as those directly involved, retain the
knowledge and can act on, and potéally change their own reality24, 109)Therefore, it is
appropriate for my PhD to use a participatory research paradigm as this matches my

personal belief system.

It is also important tde reflexive about the context of this research, and my background as a
general practitioner (GP). The research is funded by the National Institute for Health Research

(NIHR), I work within a university medical school, and my GP training was strongggaatl
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by Evidence Based Medicine. The dominant paradigm within these institutions is positivism.
Evidence Based Medicine has been criticised for being biased against the contribution of
patient and carer knowledge, resulting in epistemic injus(&2. 116 )gpistemic injustice is

heavily influenced by the culture of medical paternalism which still exists and can be described
as a form of oppressio(@7, 109, 116, 117)herefore, within this Phpatients are

conceptualised as being disempowered compared to GPs. Consequently it is essential that |
am reflexive about my background as a GP, and how this influences this researekaifple

| am aware that many service improvements are initiated to improve GP worl@@&dhat

doctors often do not value the same service features as pati@i8, 119)and that patients

are often disempowered in their dhiy to influence service improvemer(t.20)

Participatory research is ideal for investigating patient participation in general practice service
improvement, as it enables the exploration and knowledg&  NAy 3 2F RAFFSNByY
reality of collaborative working. Patients, clinicians, and managers sharing their experience of
working within PPGs, may facilitate shared understanding of this partnership working, and
help to overcome barriers that ctainot be addressed by one stakeholder group working

alone. Non participatory research about PPGs demonstrated organisational barriers to
effective partnership working, that some patients recognise, but have little agency to
effect.(67) This research did not change this situation. Participatory research aims to bring
stakeholders together to effect chang24, 108)Forexample, participatory research with
migrants in general practice, demonstrated that by migrants, general practice staff, and
researchers working together, even a marginalised group such as migrants, were able to
influence organisational chandg&21, 122)This work identified that different stakeholders had
different knowledge about the feasibility of adapting and implementing guidelines to their
local context(121)Working together was enjoyable, and trusting relationships developed
which resulted in the sharing of implementation work and sustained implementation over a
four year period121, 123More detail about the resonamcof the participatory paradigm are

in Sections 2.3 and 2.5. Next, | will briefly discuss how approaches to patient participation in

research have evolved over the last twenty years.

2.3 Approaches to patient participation in research

There are a plethoraf terms for patient participation in healthcare and research, with
multiple philosophical rationales and underlying values (see Chap{88135, 36, 50, 124)
Many approaches to patient participation in research, are associated with an instrumental
quality and efficiency rationale and substantive valussinvolving patients the research will

be better or more kely to have impact48, 124, 1258 KA a | LILINRPF OK Aa O2yaa
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participatory mode of knowledge transfehe public are experts by experienaad are

included in decision making in the research process as other experts and valued for their
knowledge(33) This often frames patient participation in intervention design and
implementation as a mechanism to reduce the knowledge translation(t2p. 126)This led

to a focus on measuring the impact of patient participation oreegsh outcomeg3, 12, 127)

The lack of measurable impact led some to suggest participation was tokenistic, and others to
suggest meaningful participation did not oc¢dB) This shifted the focus to thgrocessof
participation, to try and unpack what was going on and to understiedccomplexity of

factors that influence outcomes.

This resulted in increasing interest in partnership processes between researchers and patient

and public contributors, such as-pooduction and cedesign, in both research and service
development(124, 128However, it could be argued that the undgrig philosophy is still

instrumental knowledge transfer. Experience basedlesign, which was initially developed as

a participatory research project, has been converted into a-stese offthe-shelf method of

service improvement which is also usedrtervention desigr{129, 130)Cornwall would
RSAONAOGS (GKS&AS LI NIAOALI G2NEB &aL) OSa la a¥FfSS
in collaboration with healthcare institutions to provide short term spaces aimed at improving

the quality of inerventions in a pipeline approach to improving the quality of &@.Some

of these spaces have resulted in transformations such as the empowerment of patient

partners and patient centred service improvements, but there is little long term follogs8p.

131)One long term follow up study found some participants describing the process as

emotionally manipulative and others objectifying the physical project owprather than

service transformation, as evidence of sucods$2) There are now increasing calls for a
transformative rationale for PPI in research, which means a renewed @octiee normative

Gl £ dzSa Fo2dzi GKS Lzt AO0Qa NAIKGAE G2 LI NIAOAL

transformative empowering potential of participatiqd8, 124, 133)

t I NIAOALI G2NE NBaSHNOK I f A mhygriodedohparficip&il y Qa 02
equal power for all in every decision making process and aims for transformative participatory
spaceq33, 35)Participatory research aims for equal partnerships between those conducting

and those affected by the research, with all stakeholders irghith (not just participating

in) every aspect of a study, recognising participation as a right and the value of different forms

of knowledgencluding experiential knowledg@4)Participatory research such as this has

both instrumental and transformative outcomes including

1 Culturally and logistically appropriate research
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9 Increased recruitment

i Capacity development for all stakeholders

1 Productive conflicts between stakeholders which disrupt power relations and result in
negotiation of useful resolutions

1 Increased quality of outputs and outcomes over time

9 Sustainability of interventions with lessliance on external funding

1 System transformation and spin off projects

As indicded by my aims and objectives f@pter 1) system transformation and sustainability
were significant aims of this PhD. These outcomes are achieved in participatory relsea
through partnership synergy which develops over time and results in increasing trust
between partners(24, 134)increased trust reinforces partnership working, maintaining and
sustaining the relationship and allowing space for spin off projects and unanticipated system
transformation. This has been termed the ripple eff¢t84)Ripple effects may include

increased confidence and empowerment of individual research partners, especially community
partners, or new research or policy collabtioas.(123)However, partnership synergy takes

time to develop, often year&4, 134)This is not always supported in current research
institutions and culture. Some participatory research projects do not result in completely
positive outcomeg24)Unresolved conflict has resulted in partnership breakdown and a loss of
trust.(24) Structural and institutional barriers have prevented sustainable
implementation(123)Historically participatory research was criticised as only generating
locally relevant knowledge that was not transferafl@5)However, with the increasing use of
theory (see section 2.6) and the importance of the role of complex adaptive systems,

participatory research is seen as a more ethical and flexible research parédi§il06, 136)

2.4 Intervention desiy

Over the last 30 years, there have been concerted efforts to improve healthcare through
Evidence Based Mediciri#05, 106)This has created a science related to the design,
development, evaluation and implementation of complex interventions. Complex
interventions involve multiple interacting components, processes, and:htallers with
different realities and world viewgl8) The most prominent contribution to the field has been
the Medical Research Council (MRC) guidance on the design and evaluation of complex
interventions.(18, 137) The original framework depicted a linear approach, emphasising 4
stage$137)

1 Intervention development based on existing evidence and theory,

1 Preliminary testing to understand the components of the intervention and feasibility,
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1 Evaluation,

9 Effective implementation.

The framework was revised in 2006 with a greater focus on intervention development
iterative processedlexibility and tailoring of interventions to local conteand earlier focus

on implementation issuefl8)However, critics have continued to call the MRC guidance a
pipeline approach with too much emphasis on the positivist measurement of interventions in

randomised control trials with binary outcomes that the intervention works or {al%, 106)

As a result there is growing interest in intervention development and implementation,
specificallyhow to develop interventiorendhow to mplement sustainable interventions at
scale A recent review described eight different broad approaches to intervention
development and another review identified 61 different theories, models and frameworks of
implementation(138, 139)There is now noiprescriptive guidance on how to developneplex
interventions flexibly126)However, there is a lack of good quality evidence regarding the
utility of this guidane. Implementation research has also evolved and increasingly recognises
the value of interpretivist approaches, and the effect of context, specifically complex adaptive
systems, into which complex interventions are implemen{#d5, 106, 140, 14owever,
intervention development and implementation are still often reported separately and proceed
instepg AaS aSljdzSyO0S YIFIAyGlrAyAy3d GKS LIALISEAYS
definition of an intervention development sty:

G! adGdzRe GKFG RSAONAROSA GKS NIXdGAz2ylfSs

which occur between the idea or inception of an intervention until it is ready for formal

feasibility, pilot or efficacy testing prior to a full trial or evaluath(h42)

This technocratic definition of intgention development is grounded in the positivist
paradigm, and based on the epistemology perspective that an intervention is a discrete object

which can be defined, described, and tested. This is contrary to the paradigm of participatory

pufi
Ny

actionresearchdR . dzNyaQ RSTFAYAUGUAZ2Y 2F AYyUSNBSylAzya

GLYGSNNYzLIGA2Yya (2 RAAIFOf AYy®I)@48) RAASYLI2 SN

The Burns definitonfaza S& 2y (GKS 2dzi02YS>X GAY G SNNUzZLIGA 2y

intervention. The focus is on what the intervention does, rather than generating a discrete
intervention which can be replicated with the same expected rega48)This is why | define
patient participation in general practice service improvement as an interventiés. per my
aims and objectived,am interested in the transforative potential of patient participation to

disrupt systemic clinician led approaches to general practice service improvement.
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General practice is a complex adaptive system, undergoing significant and potentially ongoing
change(144)Complex adaptive systems respond to change in often unpredictable ways which
are not linear or proportional to the inputs and can appear random and unexlkE(140,

141) Burns suggests an intervention can only be defined as such if it has an effect on the
systemit is transformativg(143) This is an argumerfor taking a flexible approach to

intervention development, where the focus is grounded in the complex adaptive system and
the stakeholders that work within that system, allowing constant iteration with the
implementation of the intervention. The focubauld be on ongoing iterative cycles of
intervention design and implementation with concurrent experiential learnigluation is a

key process of learning, rather than an endpoint. This is the approach that | have taken

during this PhDHowever, this aproach to iterative working requires a robust methodology
which can capture the learning and harness this knowledge to affect change. This methodology

is participatory action research and will be discussed next.

2.5 Participatory Action Research Methodpmlo

The patrticipatory research paradigm has its origins in development studies and the global

south(2) It is an umbrella tan for multiple approachegarticipatory research, participatory

health research, community based participatory research, and participatory action research to
name a few(108, 145) use the term Participatory Action Research (PAR) to describe this
NBaSINOK Fa GKS AyOfdzaizy 2F W d@iTRighdsits SY LK | &
NRE20Ga Ay tl2f2 CNBANJIDG 1105d¥¢ agied ghat 2rificali KS  h LILIN
reflexivity is esential for raising consciousned€9)In PAR critical reflexivity is stimulated

through dialogue, sharing perspectives, and reflecting on different perspectives. This process is
implicitly described in action research cycles (Figure 2.1) which create space for dialogue and

reflection in, and on, action. This is a process of disgovearning, and problem solvir{@j46)

Figure 2.1. Action research cycle
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As participation throughout the research process is the defining principle of PAR, | worked
collaboratively with patients and general practice staff throughout the projeds ifilvolved
sharing decision making and ownership of the project design, governance, data, and resulting
knowledge(19)To achieve this, | established a mgliakeholder ceoperative inquiry group

called the ceresearch group (CRG).

2.5.1 Ceoperative inquiry

Cooperative inquiry(Cl) is an established PAR method, in which groups move through cycles
of action and reflectiorf113, 115, 147LI groups are mulstakeholder groups established due

to a shared aim to change their social situation whilst also gaimgy theory about that
charge(110, 114, 135)\s mentioned aboven this project Cl happened within the muilti
stakeholder CRG throughout the project. Cl discussions aim to generate emergent knowledge
by bringing together different perspectives, or ways of kmayihe world, through discussion.

Heron and Reason describe four ways of knowing in relation to{ RAR

1. Experiential knowing faceto face experience of people, objects and events. This
is tacit knowledge that everyone has and is unique to all individuals based on their
experience.

2. Presentational knowing how to describe an experiee, often using a physical
creative form, in this project most closely aligned with being able to express a
story of experiential knowing in a form that will be listened to.

3. Propositional knowing the ideas and theories about how the world works,
resulting in the ability to make generalisations or to be able to transfer knowledge
from one setting to another.

4, Practical knowing this underpins the skills and confidence of how to do

something.

Heron and Reason describe how CI enables criticaktigation of all four ways of knowing
together(147)This is essential, as if @emvay of knowing is privileged it may result in theories
that are not based on experience, or action and experience that cannot be explained or
shared(113, 115, 1461 groups aim to generate change and knowledge by working through
action research cycles of problem identification (gextierg propositional knowledge),

planning (generating practical knowledge), action (generating experiential knowledge), and

evaluation (generating preseational knowledge) (Figure 2.(315)

The validity of the Cl lies in three processes.
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1 CRG members are encouraged to participatall aspects of the resrch(113, 115)
Participation indoingthe research means CRG members are able to explore the topic
through all four ways of knowing {1.47)In Cl partners are encouraged to theorise, try
out new skills, and explore new experiences. This compares to participants in a focus
group, where the sole focus is on presenting existing experiences for a researcher to
extract.

1 Secondly, the CRG spacéiady encourages challenge and alternative views, aiming
to seek disconfirming datél13)Inviting constructive challenge relies on skilful
facilitation.

1 Thirdly, diversity of experience is essential to ensuring multiple ways of knowing are
brought together, strengthening collective emergent knowledge. Equitsowie is
essential to ensure that all ways of knowing are given equal weight, and there is space
for critical reflection on differenc€l13)Equity of voice can be encouraged through

the use of participatory methods (Table2p.

The CRG brought together all stakeholders and encouraged them to participate pealisas
of the project. The CRG was an invited regular participatory space attached to an institution
(the university). However, challenge and reflection on this challenge were encouraged

throughout our work(50) | will now outline the CRG in more detail.

2.5.2 The caesearch group
The CRG is a mu#tiakeholder goup of people with different knowledge about PPGs. The aim
was to include all stakeholders of PPGs (patients, clinicians, administrative staff, and local

commissioners) reflecting the diverse range of experiences of PPGs and invested interests.

2.5.2.1 Ceaesearch group recruitment and retention

Recruitment to theCRGvas through local networks of known individuals and opportunistic
invitation to key stakeholderssome of whom had been involved in the prior relag€il4
research project (see Appendixahd5). Over the course of this project the following

stakeholders were involved in the CRG:

1 Elevenmembers of the public with different experiences of PPGs,

1 Six GPs, some with other external raledluding clinical commissioning roles

1 Two people employe by local involvement charitig€both charities were approached
as they had a remit around involvement, inclusion, and diversity)

1 Oneclinical commissioning grougngagement leaemployee responsible for
ensuring patient involvement and engagement nganisational decision making,

within all local NHS organisations)
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1 One receptionist and practice engagement lead,

1 Myself

Despite considerable effort we were unable to recruit Practice Managers or other practice

staff (including nurses who rarely takerpa PPGs) to the CRG (see AppendiX&ble 2.1

shows detailed characteristics of the-msearchers. Some demographic details (individual
2T AYRAQGARdZ f aQ

socioeconomic status, the age of staffK Sy I Y'S

are a patien} were rot collected as they were not deemed essential for the research. Some

details have been omitted or left vague (primary role and ethnicity) in order to protect

anonymity.Where coeresearchers were a member of staff or an active PPG member of a

general pradte, demographics of the general practice population have been included as a

proxy for individual demographic characteristics.

Table 2.1. Raracteristics of the emesearchers

Initialg Primary role Gender| Age Ethnicity | Practice | Practice
ethnicity* | IMD*?

MR | PPG member M 63 White 47.9% w | 32.4
MK | PPG member M 76 White 81.4% w | 18.3
RC | Virtual/failed PPG member F 57 White 86.9% w | 45.9
DM | Involvement charity F 53 Black - -

NB | PPG member M 49 White 85.3% w | 44.1
AD | PPl in research F 68 White - -
VBB | CCG Engagement Lead | F Not asked| White - -
SP | Salaried GP F Not asked| White 47.9% w | 32.4
TF | GP Partner M Not asked| White 85.3% w | 44.1
RM | EXPPG member F 52 Asian - -
GP | CCG Lay member M 63 White - -
RA | PPG member M 62 White 67.4% w | 27.8
BD | PPGnember M 78 White - -
MJ | PPG member M 78 White - -
PG | PPG member M Not asked| White - -
JP | Involvement charity M Not asked| Asian - -
GS | GP Partner and CCG role| M Not asked| White 85.7% w | 16
ZN | Locum GR multiple roles | F Not asked| White - -

SL | Practice engagement lead| F Not asked| Asian 51.3% w | 31.3
NH | GP Partner and CCG role| M Not asked| White 75.4% w | 32
AH | GP Partne& multiple roles | M Not asked| Asian 89.7% w | 32.7

*Data from Public Health England: National General Practice Profiles [ac&Sskedch
2020](148)

AIMD = Index of Multiple Deprivation (Official English government measure of deprivation of

small local areas based on income, empient, health, education, housing, crime, and

environment indices). Higher number indicates greater deprivélidf)

ISy
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A number of people withdrew from hCRG in the first three years. Their reasons included the
project not meeting their expectations, the slow pace of progress, and changes in their

workload outside the project. However, at the end of the six years a core group remained

including seven paint members, one GP, and myself. More details about CRG recruitment

and retention can be found in Appendix75| viewed myself as a member of the CRG.
CKSNBEF2NBEZ Ay (KAa GKSarAaszs gKSYy L RSAONAROGS O
workedl f 2y S 2NJ YIRS RSOAaAz2ya |f2ySs L dzaS dalLéd
In CI groups, all members are both participants (subjects) and researchers (observers) aiming

for collective selfeflexivity. Collective dialogue produces data and is a process of interpreting

data. Therefore data was generated from CRG meetings, wiach audio recorded and

selectively transcribed, and written reflections on interactions with each other between

meetings. All coesearchers were aware of this, and informed consent was obtained

(Appendix 3 and 4) after othird meeting or when new membsrjoined.

2.5.2.2 Caesearch group methods

The aim of the CRG was foraanership of the project, data, and resulting knowledge, and a

key feature was joint decision making throughout the st(t¥) To reflect this we

collaboratively developed a partnership agreemefyigendix8) and the group took on

specific roles suchas€@K I A NJ F YR WNJ LILIR2 NI SdzNRP ¢ KS I NP dzLJ
throughout the project, sometimes with everyone, sometimes with a smaller group focused on

a particular task (task and finish groupsjtially meetings were approximately every four

months, however, these increased to monthly or two monthly during the field testing to help

with momentum. Meetings were between one and four hours in length. There were 28 full
meetings with additional sma&i meetings. Coesearchers were offered payment for their

time (the same rate for all stakeholders) and expenses.

Most meetings were structured utilising specific participatory methods adapted from those
used in Participatory Learning and Action (PIAple 22).(150, 151PLA is a form of PAR with
origins in developrant studies and emerging from tools and techniques used with poor rural
communities to generate collective knowledge to aid their empowern{g&bR)More recently
PLA tools have been used in a number of primary care projects, bringing together both
patients andstaff, and aiming for equity of voice and knowledge sha¢irti, 153156)PLA
methods were used in the CRG meetings to help structure meetings, and to test these

methods through reflection in action, for suitability to use in the intervention with PPGs.
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Table 2. Participatory methods

Participatory method

Aim of the method

Creative warm up
exercises

To enable introductions, set the tone for meetings, and create
safe space for discussion.

Flexible brain storming
or thought shower

To generate and exchangedwledge interactively.
Participants generated information and ideas on sticky notes

which could be viewed by all participants and then be used in
other tools.

Card sort To organise information into categories.
Information on cards or sticky notes cha organised in
categories to manage the data, make decisions about feasibil
or generate themes.

Charting ¢2 ONBFGS + @Aradzt RAALX @
thoughts or feelings on a topic to enhance knowledge exchan

Matrix To create consensus about the criteria with which to judge a

topic.
The criteria can then be used to score the topic.
To democratically and transparently agree on priorities.
All participants have the same weight of voteti¥ig is done
together and participants are encouraged to explain their
choices.

Speed evaluation To obtain rapid immediate feedback on the meeting.
Description of tools in this table was informed(bg1, 150, 151)

Ranking, scoring and
voting

2.5.2.3 Caesearch group knowledge generation

The CRG meetings brought together all four ways of knowing d@Gis from multiple
perspectives. Meeting as a group and doing the research generated data based on experiential
and practical knowing of how to work together. Reflecting on this generated presentational

and propositional knowing, grounded in this data. Wéed this emergent knowledge to

develop the intervention and to critically reflect when evaluating the intervention. | kept a
reflexive diary and made notes during and after meetings and key events. This was
supplemented by reflexive discussions with rapervisory team. The CRG members were also
asked to reflect on the process during meetings and individually after meetings using-a semi
structured cedesigned reflection form, but this was never used. Instead the CRG agreed to a

dedicated meeting once a geto reflect on our work and generate group understanding.

2.5.2.4 Caesearch groupoles in theprogramme of work

The key principle of PAR is participation throughout the research process. Salsberg et al
suggest the most vitdlmes for participatiorin the research process adeveloping the
research question or agenda, interpreting the results, and agreeing dissemination

message$19)Participation in developing the research question or agenda is often limited by
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institutional processes requiring researchers to apply for fagdiriorto agreeing

participatory processes. In this projeas mentioned earliemany of those who joined the

CRG patrticipated in a previoteatedresearch study exploring the role of PPI in primary care
service deliverglirectly prior to this projetin 2014(see Appendix 1). Th2914study directly
influenced the design of the intervention outline atige agenda and structuref this PhD
(section 1.5)Theintervention outline and®hD agenda and structudeveloped iteratively
through group and inidual discussions with both patient and staff participantslved in

the 2014research The 2014participantsrequested that this PhD should address patient
participation in service improvement, issues of representation through the incorporation of a
wider consultation element, and address power by focusing on the development of staff skills
as well as patient skills. The idea of a prioritisation surirejuding tradeoffs,as a

consultation method was discussed at the end of 2044 study and therevas interest from
patients andespeciallystaff, for this approachStaff felt it would help patients to understand
how decision making was constrained by limited resources. Patients felt it would help them
understand more about how general practice igamised and how different features interact.
Therefore the agenda for this research was informed by patients and.dtifivever, the CRG
was only formed in 2015 after funding was obtained, andsistedof different individuals

somewho had been involveth these initial 2014 discussions and some who had not.

This project involved two phases of research conducted with the Tirirst phase involved
developing the detail of an intervention to strengthen meaningful patient participation in
general pracice service improvement (Chapters 3 and 4). The second phase involved field

testing the intervention with two general practice PPGs (Chaptefg)5

In the first phase (Figure 2.2) the CRG systematically developed, in parallel, the two
participatory mecharsms within the intervention partnership working andconsultation
Developing theconsultationparticipatory mechanism (a prioritisation survegee Section 2.7

and Chapter 4) involved three syihases of work (orange cycles in Figure:2.2)

1. CRG meetings to develop a list of attributes and template survey.

2. Focus groups with PPGs and practice staff to obtain feedback on the attributes, the
template survey, and the format and content of partnership meetings to adapt the
survey for use in an imddual general practice.

3. { dzZNBSe LIAf20G3 AyOtdzZRAY3a WiKAY] |f2dzRQ

prototype survey.

Throughout these three suphases of work, the CRG reflected on and challenged our

experiences of working together agraulti-stakeholder group (See Chapter 3). The knowledge

Ay
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this generated was utilised to develop the detail of a series of intervention meetings which
comprised thepartnership workingparticipatory mechanism of the intervention (blue cycles in

Figure 2.2).

Figure 2.2. Overview of the-asearch group work developing the intervention.
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In the second phase of the project the CRG field tested the intervention with two PPGs. We
structured this phase to share learning of implementing the intervention horizontally

between the PPGs, and vertically with the CRG (see FiguBeand Chapters &). This is a
systemic action research approach that has been advocated to share learning from individual
ClI groups, resulting in emergent knowledge about systemic and structural barriers to
action(143, 157)This is in response to criticism that knowledge generated through PAR is not
transferable, and action tends to be local rather than systgitd) This will be discussed in
more detail in chapte5. A complementary approach to increasing the transferability of
knowledge generated through PAR is to focus on the use and development of tubmh

will be discussed next.
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Figure 2.3. Overview of the-search group work field testing the intervent
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2.6 Theoretical approach

PAR explicitly aims to generate theoretical knowledge whilst bringing about social
change(135)The validity of PAR lies in recognising and integrating different forms of
knowledge, including propositional knowledge or the@t{5)Theory can emerge from a PAR
project inductively, or existing theory can be utilised d@al level deductively to recognise
barriers and solutions in the pursuit of change. Theory has been defined as analytical
constructs, statements, or propositions which attempt to understand and explain the
world.(139, 158)Theories attempt to explain why specific relationships lead to certain events
or actions, and therefore can be predicti{Z58)Depending on their level of abstraction,
theories can be transferable and broadly applicald@9, 158)rherefore, theory enables the
knowledge produced from a PAR project, whether inductively or deductively derived, to be
used in different settings and contexts. In this project we aimed to use theory deductively in
both the intervention development and evaluation, whilst also being opeméopotential to

modify existing theory, or develop new theory.



39

It is now accepted practice to use theory in designing, evaluating, implementing and
disseminating complex interventior§8, 139)Theory can also be used to design (prospective
use) or evaluate (retrospective use) intervention development and implementation
research(139)Theory is important in understanding the translational gap between an
intervention workng in theory and how and why it works in pract{@®8)However, complex
interventions are still seen as being under theorised both when they are designed and
implemented(159, 160)This is despite 61 different theories, models and frameworks being
used in the implementation and dissemination of complex intervent(@3®)Citation

mapping of these theories suggests there appears to be theory saturation, with only a minority
of theories being repeatedly usdd39, 161)rherefore, using existing theory deductively is a
strength as it reduces research waste by avoiding duplicaiticneases the liédihood of
implementation successind contributes to the evidence base and refinement of the existing
theory.(139)

Given the existence of multiple theories of implementation, there needs to be a clear rationale
for choosing which theory or theories to ugE39, 158)As there are considerable overlaps
between theories, models and framewaorks, it is recommended to review the goal, setting,
population, and context in which &¢ory was developed and match this to your research
context(139)To aid thigheories have been categorised by the construct flexibility
(operationally broad to narrow}he focus (dissemination or implementatigmnd the
socioecological dimensions of the theory (individual, organisational, community, system,
policy)(139)Alternatively theories have been classified based on their purguseess or
action models (how to implement research); deterministic frameworks and theories; and
evaluation framework$158)Deterministic frameworks and theories can be further divided
into frameworks which describe implementation barriers and enabbard theories which
explain mechanisms of changehese theories may be specific to implementation, or classic

theories from psychology, sociology, or organisational research, or other disci{ib&s.

As discussed in Chapter 1 there is a significant evidence gap regarding how to make patient
participation in general practice routine asdstainable. This is an implementation problem

that needs to be explored and understood, before addressing scalability and diffusion. This
suggests the need for a specific broad implementation theory, rather than a dissemination or
classic theory, and a &ory which is deterministic and explanatory rather than a process or
evaluation model. Therefore, theories which focus on dissemination such as Diffusion of
Innovation can be discountgd.39, 162Fqually, frameworks which highlight barriers and
enablers to implementation, but that do not explain change, for example Theoretical Domains

Framework, can be discountéti58, 163Finally, it is important to match theory to the
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appropriate to the socioecological context. Pati@articipation involves complex relationships
and organisational culturés7) This suggests the need for a theory which goes beyond
individual behaviour, discounting behaviour change implementation theories such asBCOM
(Capability, Opportunity, Motivation and Behavio(th8, 164Normalisation Process Theory
(NPT) is a mitevel implementation theory which describes the collective work stakeholders
need to enact to implement interventions in the real eb(165168)It has been categorised
as fairly operationally flexible, and covering individual to system level implementation

factors(139, 158Next | will outline the theory and the advantages of using it in this project.

NPT outlines foucomponent mechanisms that actors need to adopt to embed a new
practice(168)These four mechanisms are coherence, cognitive participation, collective action,
and reflexive monitoring (Tab3). These mechanisms are linked and interactors commit

to practices that have meaning, they put effort into practices that they commit to, their
appraisal of practices is related to the effort required to enact a practice, and appraisal
generates maning about a practice. All four components are necessary for practices to
become routinized and embedded. The work is not linear and in complex social processes
actors are constantly and iteratively working on all four mechanisms. NPT does not explicitly
address power, however, it is implicit that actors must have agency to do the work to enact a
practice. Therefore factors which limit agency, or coerce or obligate individuals into collective
action may be identified by NPT as factors which inhibit thekvabrembedding an

intervention.

More recently butafter this study begar\\PT has been extended to understand the
relationship between collective action and context within complex adaptive syste&®.
Interventions are described as plastic (they can mould to a ethéad contexts as elastic

(they change shape to allow interventions space). Implementation is framed as the collective
action of participants adapting interventions and shaping contexts to find a new
equilibrium(169)Therefore, interventions which are plastic and denmoulded to a context,

and contexts which are elastic to allow interventions space, are more likely to be successful.
Extended NPT (ENPT) aims to understand the contribution of the intervention and context to
the implementation success or failure, antiywsome interventions are successfubime
contextand not inanother.(169)Therefore ENPT is most useful once an intervention has been
designed and is being implemented in a number of different contexts. The focus of this thesis
was on developing and testing the int@ntionbefore implementing the intervention more
widely. Therefore we used NRTocusing on understanding the collective action of the
intervention, rather than ENP.INPT has the added benefit of having fewer component

mechanisms potentially making it aasto use for multistakeholder ceresearchersHowever,
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being aware of relationship between the intervention and the contexbvisourseémportant

at the design phaseCognisant of ENPT and issues of contekeyafocus for our design was

that the intervention should be flexible and adaptable, emphasising plastic properties. In

addition, the NPT component mechanism collective action incdedgloring contextual

integration.Attention to this mechanisnwas important tohelp highlightelasticcontextual

factorswhich can be explored in greater detail using ENPT in future work when implementing

the intervention more widely.

Table 23. NPT construc{d67)

Construct Construct summary

Coherence How stakeholders make sense of the intervention.
This involves the stakeholders understanding

how the intervention is different from their usual ways of working
(differentiation),

their individual understanding of the intervention (individual
specification),

their collective understanding of the intervention (communal
specification),

whether and how they value the intervention (internalisation).

Cognitive How stakeholders get others engaged and involved in the interventic
Participation This involves stakeholders

being the right people to be involved (enrolment),

being willing and able to engage others (initiation),

being able to identify the tasks and activitiegjuired to sustain the
intervention (activation),

believing it is appropriate for them to be involved (legitimation).

Collective Action| The work that needs to be done to deliver the intervention or desired
outcome. This involves

recognising what workeeds to be done and the potential burdeng
of this work (interactional workability),

recognising the skills needed for the work (skill set workability),
confidence that the work done will produce the desired effect
(relational integration),

ensuring loal and national resources and policies support the wo
(contextual integration).

Reflexive Reflexive monitoring describes how stakeholders monitor and evaluz
Monitoring the intervention. This includes whether stakeholders will be able to

judge the effectiveness of their work (systematisation),
judge it individually (individual appraisal),

judge it collectively (communal appraisal),

modify the new way of working based on their experiences
(reconfiguration).
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NPT is appropriate for thjgroject for a number of reasons. NPT focuses on the work that
stakeholders do collectively and has been described as a theory of &t@ajirherefore NPT

is appropriate within a PAR paradigm where the focus is on understanding the process of
achieving collective action. Importantly, NPT has been used across the design, evaluation, and
implementation of interventiong165, 166, 170and with multiple stakeholder&l70)Early

work focused on professionals and policy makers, but increasingly NPT has been use to explore
the work of patients managing their own health65, 170, 171INPT has been used extensively

in primary care settings to aid intervention designalysis, and implementation
planning(172)NPT has been used évaluate the normalisation of PPI in other settings,
particularly researcli23, 173, 174Finally, NPT has been used in combination with other
theories which has been described as a strength, as one theory is unlikely to be (Ebi&ct.
170)Thisincludes NPT being used with Participatory Learning and Action to prospectively
shape interventions specifically to surface and address issues of gd8&r175and PAR to
evaluate the normalisation of PPI in a research setfirigl) The action orientated

participatory methods promote enactment of the NPT constructs and addressm{d75) It

is therefore a credible and flexible theoretical framework for understanding and describing the
important features of ourritervention to strengthen PPGs and can be used in developing and

evaluating the intervention.

2.7 Prioritisation survey

Arnstein, Dean, and Cornwall all agree that using more than one method of participation is a
strength as it recognises heterogeneoulici preferences for participatio(28, 33, 35, 36,
50)Within this PhD one element of the intervention is a Discrete Choice Experiment (DCE). A
DCE is a survey method grounded in economic theory and used to investigate individual and
population preference¢176)Arnstein would term surveys as a consultation form of
participation.(36)Plurality of methods is a strength in PAR, however PAR also emphasises the
importance of being transparent about the rationale for using different methods and the
validity of the method€19, 24, 108Yhe rationale for ging aprioritisation survey within a PAR
studywill be discussed below, the validiyd rationale for using BCEover other

prioritisation methodswill be discussed in Chapter 4.

Health policy currently promotes the marketization of healthcare as ans¢@aachieve
efficiency(33, 38, 177kEfficiency describes the distribution of resources to different types of
healthcare which produces the maximum health bengfit7, 178)rhis rationale is
underpinned by economic theory that resources are finite, and there are potentially infinite

demands for health and ways of using available resources to achieve (E&BTherefore,
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achieving efficiency involves difficult decisions about how to use resources. Choosing to
resource one type of healthcarmeans that other types of healthcare will not be resourced,
resulting in opportunity costEl77, 178Health economics is the science of marginal analysis,
or measuring and understaing the effect on overall health given small differences in
combinations of resource allocation, and how decisions about resource allocation are

made(178)

In England, GPs are independent providers, who have some budgetary control and the ability
to make decisions about how healthcare resources arel wgéhin their general practic€92,

93, 179)The characteristics of primary care include providing the first point of access,
continuity, ceordinated, comprehensive, persasentred, fanily and community orientated
care(180)General practice services include key attributes such as being able to see a
preferred doctor, being treated as an individual, and clinical compet€b@€)These
characteristics and attributes are multactorial and interrelated. In a resource limited setting,
prioritising improvement of one characteristic (e.g. access) affects other characteristics (e.qg.
continuity). General practices are responsible for making dawsabout where they prioritise
their resources and the opportunity costs of resourcing one attribute over another. This can be
framed positively in terms of allowing general practices to be flexible to local needs, and

negatively in terms of variation jractice(144)

There are arguments about the role of GPs as decision makers within health eco(brics.

On the one hand, GPs are framed as an agent of the patient, with the patient assumed to have
inadequate health knowledge to make informed decisions. An agent is someone who acts on
behalf of another person.ne perfect agent has the same utility, rationality, and -gatérest

of the person they represent, and therefore will perfectly represent their values and
judgements. If this perfect agent relationship existed, GPs would make the same decisions as
patients would if they had the same health information. There are considerable problems with
this framing(177)GPs are expected to be agents for both individual patients and populations

of patients, at times these can be in conflict. Utility is influenced by a range of sociocultural
FILOU2NE YR Al Aa OSNE NINB (2 FAYR lLye (g2
GPs as street level bureaucrats aiming to maximise tdvair resources, suggests that it is

unlikely that patients and GPs utility aligi®2, 93)This is repeatedly demonstrated in research
comparingpreferences of patients and docto($01, 118, 119poctors, including GPs, assume
outcomes of care (better health) are more important than the process of care (dignity and
autonomy), when the reverse is often true for patiefi€1, 118, 119This is a strong

argument for involving patients directly in making decisions about how resources are used

within general practices.
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In a market system, one mode of patient participation is choice or exit, and (88¢c4.82)A
feature of a competitive market, is that if the quality of a service reduces, consumers have two
approaches to improving the quality of the serviegit and vace (182)EXxit describes the
capacity of an individual consumer to leave a service tisalbnger meets their expectations,
and choose a different service. This assumes that there are many service providers, there is
free entry and exit, and the buyer (patient) has full information about the quality of different
services. The alternative afgach, voice, describes an individual staying with the service, but
actively using their voice to improve quality. This relies on the individual believing that their
voice will be listened to and acted on. Exit and voice are interdepent@nimnore real he

threat of exit, the more effective voice becomes. Arguably since the early 2000s the health
policy rationale for promoting patient participation has been to make voice more effective,
whilst also publishing data, including patient satisfaction datgrtonote realistic choices and
exit(33, 38)

Dean describes the choice and voice rationale for patient participation as collective
individualism(33) This is based on the neoclassical health economic consumer choice

theory.(178)This theory describes three assumptions to explain decisional behaviour

1. Utility maximisation: Peoplé&consumers) will act (make decisions) to maximise their
utility (desired health status) through the consumption of goods (healthcare).

2. Rationality: People (consumers) always behave rationally (act in accordance with their
desires).

3. Selfinterest: Peopledonsumers) are nesatiable (they always want more).

Consumer choice theory has been criticised for being overly simplistic and failing to take into
account altruistic behaviourd78)However, it is still influencing health policy as patients are
framed as participating by rationally choosing seegiwhich maximise their utility, based on
their individual preferenceg33)In a competitive market, services, including general practices,
compete for patients based on patient preferences. Therefore, services need to exert effort in
understanding and actmon patient demand and preferences, and this promotes service

improvement.

In order to understand patient preferences, health policy has promoted collecting patient
satisfaction data in the form of patient experience surveys, on the grounds that i€sgie

satisfactory they are meeting patients preferences (see Chapt@6] 88, 89Patient

experiencesu8 & a4 LINPOARS AYTF2NNIGA2Y 2y AYRAQARdZ f :
measured over time and can be used to compare services and improve s€h88e484)

Surveys have advantages over focus groups or interviews because they can reach a wide
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population efficiently GPs have described patient experience surveys as sulgjeetivotional,

not scientifically robust, and not locally relevant, and they rarely act on the (@&t286, 88,

89) This is unsurprising if the purpose is to make general comparisons across services to
encourage competition. In order to make decisions aboaél resource allocation, especially
when resources are limited, decision makers need information about the relative value local
patients place on different aspects of servi¢#83, 184)This information is not contained

within patient experience surveys. In contrast, prioritisation tasks, such as DCEs, are informed
by consumer lsoice theory(178)They force people to weighp the costs and benefits of

different services and make choices and traofts.(184, 185)This leads to a closer
FLIWINREAYFGA2Y 2F K26 YdzOK W@l fdz2SQ LIS2LX S LI} |
attributes (176, 186 By assuming that people act rationally, in getérest, to maximise their

utility, then by studying their decisional behaviour the value of different services can be
derived(178)This mode of inquiry is described as positive economics and has its roots in
positivism. It is assumed that individual iljilcan be measured and the sum of individual

utility is equal to the collective utility of a populatig®3, 178)This is clearly problematic to
interpretivistswho believe more than one reality can exist and subjectivity is important.
However, when compared with passive patient experience surveys, patient preference surveys
assume patients have agency to make decisiand this is more consistent with a PAR

paradigm. In addition, preference data is explicitly subjective, directly asking people to give
their opinions(183, 184)f a scientifically valid measure can be produced for use at a local

level, a preference survey may negate the current criticism that GPs have of patient experience
suneys. Therefore, rather than usingpaoritisation surveywithin a choice and voice

rationale, this projects rationale for usingpaoritisation surveys to widen local participation

and recognise patients as capable decision makers.

In summary, GPs asdependent contractors have the power to make some decisions about
the allocation of resources to different aspects of general practice ser(@2e93, 179They

do not always make theame decisions as patients01, 118, 119policy views healthcare as a
market in which different services (general practices) compete for participating patients by
aligning their services to patient preferend@38, 38)However, the current mechanisms of
discovenng patient preferences via patient satisfaction and experience surveys are not
working(83, 86, 88, 89\n alternative is patient preference methods which frame patients as
rational decision makers with agen¢lj76, 178, 184.86) Therefore, the intevention in this
project aims to increase patient influence by reframing PPGs as local policy makers, making

decisions based on population level patient preference data derived from a DCE.
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2.8 Ethical considerations

A key vallity criterionfor participatay research is that it is judged by those participating in
the researchas ethically valig108) Thaefore theethical principles of participatory research
are determined by the underlying values of demaocratic participationemdal partnerships
between those conducting and those affected by the reseét@7) Participatory research
encounters similar ethical issues to other apaches, but three issues are more pronounced

due to increased participatio(l87)

1 Managing expectations. Expectations were constantly negotiated with thresmarch
group. Some people left early in the project as it did not meet their expectations. Our
partnership agreement acknowledged that dif@t people would have different
contributions depending on their skills and resources. We agreed to treat all
contributions equitably.

1 Power and control. The project was limited by external funding commitments, PhD
requirements, and the institutional dulre of academia. Our partnership agreement
attempted to ameliorate some of these limits and we regularly reflected on their
impact.

1 Sharing public experiences and maintaining confidentiality. The partnership agreement
stressed the importance of maintang confidentiality regarding research data. The
balance between participating in dissemination and maintaining anonymity were

regularly highlighted and discussed.

The ICPHR describe seven principles of ethical participatory research (Aafl82)

| applied for ethical approval in two phasés: the development of the intervention, and for

the evaluation. This was to ensure the CRG had the opportunity to influence the design of the
evaluation, in light of the emerging intervention. A NHS Research Ethics Committee reviewed
the study and advisethat according to their criteria it was service evaluation. Therefore, |
successfully applied to the University of Leeds Medical Research Ethics Committee for approval
for both phases of the study MREGIB5 and MREC1809 (Appendix 2 and 25).
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Table 24. Ethical principles of participatory research and their application.

participation

making and regular
reflection on power
dynamics.

Principle Description Application within the caesearch group
Mutual Research relationships ar| Coresearchers were offered payment for
Respect based on mutual respect | their work, expenses, and ewuthorship.
and active listening Everyone was offered the same payment
irrespective of their role outside the group.
Equality and | Strengthen the voice of | Recruitment to the CRG aimed for diversity
Inclusion seldom heard groups, ang skills, experiences and backgrounds.
challenge discmination. | Particularly people who work with a wider
network of people.
Democratic Equal voice in decision | A partnership agreement was tesigned

explicitly outlining our approach to
consensual dedisn making and voting if
needed(Appendix §.

Meetings were cechaired.

Active learning

Encourage reflection and
involvement in
interpreting research
findings.

Reflection, including on power, was
encouraged in each meeting and annually.
Coresearchers were involved in interpreting
the findings and reflecting on the
implications for policy and practice.

Making a The overarching aim Coresearchers have been involved in

difference should be to eneat change, disseminating the findings.

Collective Stakeholders work The group included patients, clinical and

action together to achieve administrative staff, local policy makers, an
change researchers, all working together.

Personal All participants are The partnership agreement highlights the

integrity responsible for their wh2f S NBSaSINOK GSI Ya
actions and behaviour. including the importance of reliability, trust,

honesty, transparency and confidentiality.
2.9 Summary

This chapter has outlined participatory research as an explicitly ethical research paradigm with

the key princite being the participation of those affected by the subject of the research

throughout the research. Participatory research views reality as relative and socially

constructed. Therefore, guided by PAR as my methodological approach | have worked with a

multi-stakeholder ceresearch group throughout the project. PAR has a pragmatic approach to

methods as long as they are consistent with the participatory principle. Therefore, | have

outlined my rationale for combining PAR with the sociological theory NPTa BX@E as a

patient prioritisation survey influenced by economic theory. Ostan the specific methods

used to design the intervention to strengthen patient participation in P&@&gound in

Chapter 3, the development of the DCE in Chapter 4, and thesantion field testing in

Chapter 5.
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3. Intervention Development

This chapter describes the development of the intervention to strengthen meaningful
patient participation in general practice service improvementhe intervention consists of
two participatory mechanismgpartnership workindetween patients and staff in facilitated
meetings to adapt, delivery, and act on a prioritisation survey;@mbultationwith the wider
patient population using the prioritisation survey. These participatoechanisms were

developed in parallel (see Section 2.5.2.4).

This chapter focuses on the development of fagtnership workingspecifically the
development of intervention meetings between PPG members and staff, building on the
existing literature disgssed in Chapter 1. Intervention development took a participatory action
research (PAR) approach (discussed in Chapter 2). Therefore, the design of intervention
meetings was generated experientially by working together as@search group (CRG). This
involved planning, collecting, and analysing primary data for the development of the
prioritisation survey, whilst critically reflecting on our experiences of working together to
inform the design of thepartnership workindgntervention meetings. The detaits the

development of theconsultationprioritisation survey are described in Chapter 4.

3.1 Intervention overview

Chapter 1 outlined the challenges faced by PPGs, namely role confusion, representation
legitimacy, and power. To recap, the intervention adrto address these challenges by
combining two participatory mechanismgartnership workingand consultation Utilising

these mechanisms in combination also satisfied the three theoretical constructs required for

public participation in priority settinglentified by Bovin and colleagués02)

1 A mechanism of partnership working providing PPG membersonéitible
knowledgeabout the wider features and organisational constraints of general
practice, and opportunities to use this knowledge to influence service impremem
decisions.

1 A legitimate method of consulting the wider practice patient population about their
priorities, aiming to achievstatistical representatiorthrough a survey. This aimed to
raise wider awareness of the PPG increasing recruitment, and meppesentational
legitimacyof the PPG.

1 A safe deliberative spacameliorating the effect of powetthrough the use of

participatory methods and facilitation.
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These three adapted constructs informed the fgievelopment structure of the intervention

the (RG would field test working with two general practice PPGs (Chapiers 5

1 Partnership working in one or two meetings with patients and staff to adapta pre
designed prioritisation survey;

1 Support to conduct a consultation with a representative sample of the patient
population through a prioritisation survey;

1 A follow up meeting with patients and staff working in partnership to develop an

action plan based on the results.

This chapter desibes the process of developing the aspects of the intervention which support
the participatory mechanism gfartnership workindetween PPG patients and staff.
Specifically, the development of the meeting content and structure which formed the final
intervention which was then field tested with two separate general practice PPGs (Chapters 5
7). These meetings were designed to support the PPGs, including staff, participating in the
intervention field testing to pick five attributes, distribute the survegdaliscuss and agree an
action plan Figure 3L outlines the relationship between the work of the CRG developing the
intervention (red boxes), and the work of the two PPGs field testing the intervention (purple

boxes), and surveying their wider practicdipat population (blue boxes).

Figure 3.1. Relationship between the intervention and the CRG, field testing PPGs, and their
wider patient population.

Patients
& Non clinical staff
Clinical staff
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3.2 Intervention development methods

The key principle of participatory action research (PAR) is takéBolders should participate

in all aspects of the resear¢B4, 108, 146)n addition, theintervention design approach
incorporated key principles of complex intervention design guidance including being dynamic,
iterative, creative, open to change, and looking forward to evaluai@®)It also

incorporated several of the actions recommended in the guidance incltiz@&}

1 ¢KS AYyiSNBSyiliArz2y 61 a olaSR 2y (GKS SEA&GAY
constructs of public participation in priority settifj02)

1 The ceresearch group (CRG) comprised different stakeholders and was estalibshed
lead the intervention development (see Chapter 2, Section 2.5.2).

1 The CRG drew on their own experiences of PPGs, supplemented with primary data, to
test our theories and materials, harnessing experiential learning. This helped to ground
the interventian in the complex adaptive system of general practice with the aim of
changing systemic patterr{¢43, 144)

1 We utilised normalisation process theory (NPT), an established implementation theory
(see Chapter 2, Section 2.6), to identify potential implementation facilitators and
barriers at an early stage, and to attempt to mitigate them.

1 The PAR approach explicitly encourages iterative cycles of development and learning.

3.2.1 Primary data collection
As discussed in Chapter 2 (Section 2.5.2.4 and Figure 2.2) intervention development involved
three subphases of work. Therefore, primadiata contributing to intervention design was

generated from three sources

1. CRG meetings to develop the prioritisation survey and critically reflect on collaborative
working. CRG meeting discussions were aueamrded and relevant sections of the
discussins were transcribed. Meeting documents, materials generated through
participatory methods, and field notes were also generated. (Section 3.2.1.1)

2. Focus groups with five PPGs and one practice team to obtain feedback on the
prioritisation survey, and the ewent and structure of intervention meetings. These
were audierecorded and transcribed verbatim. Reflexive field notes were also
produced. (Section 3.2.1.2)

3. WeKAY]l f2dzRQ AYGSNIBASEAE gAGK GKS ISYSNI f
survey. Repondents were recruited from a local involvement organisation

(Healthwatch). The interviews were audiecorded and transcribed verbatim.
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Reflexive field notes were produced. (Section 3.2.1.3 and Sectidar46étailed

description of the sample

The nexsections will describe the data collection from each source in more detail. | will then

describe the integrated qualitative data analysis.

3.2.1.1 The coesearch group

The CRG is a mutiakeholder group including patients and staff interested iersgthening

patient participation in general practice service improvement. Details of the composition of
the group and the caperative inquiry approach are discussed in Chapter 2. In summary, the
CRG met to discuss cycles of problem identification, planmiction, and reflection. Through
deliberation ceresearchers were able to share, challenge, and reflect on different
perspectives. This provides validity through exploring different ways of knowing the:world
experiential knowing, presentational knowirgropositional knowing, and practical

knowing(113, 115, 147This generated data and allowed reflection on the data generated. For
instance, the CRG were involved in planning and conducting the focus groups and survey pilot
discussed below. This generated practical and experiential knowledge about working together

which supplemented the primary data from these activities.

To develop the intervention (partnership working and consultation), the CRG met nine times
over 3 years, foapproximately three to four hours per meeting. There were an additional

eight task and finish groups who worked on specific tasks. Initial meetings focused on
understanding the project and developing a way of working together. Later meetings focused
on designing the intervention meetings and the prioritisation survey. The work of developing
the prioritisation survey was completed in three stages (detailed in Chapter 4, also see Figure
2.2):

1 Developing a list of attributes and template survey (three ts# finish group
meetings)
1 Focus groups with PPGs and practice staff (five task and finish group meetings)

1 Piloting the survey (two coesearch group meetings)

Table 3.1 summarises the content of each meeting. Participatory methods were used in nearly
all the meetings (see TableZfor a detailed explanation). These methods were used to help
structure meetings. This enabled the group to experience and reflect on their use, and assess

their suitability for, and adapt them to use within the intervention.
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Table 3.1. Geesearch group meeting dates and content.

Name of
meeting

Date of
meeting

Content of meeting

CRG1

22/01/16

Introductions to each other

Creative warm up exercise*draw how you got involved
Introduction to the project

Meeting evaluéion discussion

CRG2

16/2/16

Introductions to each other

Creative warm up exercise’what you hope to learn from the
project

Project overview and discussion of issues

Meeting evaluation discussion

CRG3

8/6/16

Creative warm up exercise*whose shoes
Designing a partnership agreement and how we work together

CRG4

16/11/16

Update

Ct SEAO0fS ONIAY &0G2NXYAY3IF WTS
GKS LINRPOfSY tt D& chwiBepaiateBtitkyice
maps produced.

Speed evaluation*

TAFG1 M1

11/1/17

Continue flexible brain* storm of features of general practice
Card sort* to start grouping features/sticky notes

TAFG1 M2

8/2/17

Looking at other frameworks existing systematic reviews
Cardsort* to group features/sticky notes into categories

TAFG1 M3

22/3/17

Complete card sort* grouping of features/sticky notes
Discussion of whether further input is needed

CRG5

26/4/17

Overview of progress

Discussion of, and voting* on, long list oéfieres of general
practice

Overview of prioritisation survey methods

Speed evaluation*

TAFG2 M1

29/9/17

Review of possible survey design featugesnall group work
Matrix* of different survey delivery formats
Voting* on survey delivery formats

TAFG2 M2

3/11/17

Opportunity to try out first draft of the survey in multiple formats
Feedback discussion regarding first draft of survey
Feedback discussion on the list of features

CRG6

10/1/18

Review of survey format and list of attributem pairs
Discussion to plan the focus groups

Feedback on the CRG sod{arharting* sticky notes on NPT
constructs

Speed evaluation*

TAFG2 M3

28/3/18

Early feedback from focus groupd¥ f SEA 6t S 6 NI A
of key issues
Review updates to surveyd list of features

Review of intervention

TAFG2 M4

25/4/18

Inductive analysis in paigsflexible brain storm*
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TAFG2 M5| 25/5/18 | Deductive analysis using NPT constrgdiexible brain storm*
and charting*

Review of survey and list of features.

CRG 7 1/8/18 Review survey and list of features

Outline of intervention meetings and evaluation
Development of a matrix* for sampling intervention practices
Vote* on criteria for sampling intervention practices

Review voting method in intervention voting eting

Speed evaluation*

CRG 8 19/9/18 | Reviewing of function, structure, and content intervention
meetingsg charting* what might happen in meetings using stick
notes

Discussion of ethnographic research methods

Speed evaluation*

CRG 9 14/11/18 | Pilot survey analysisindividual work and group discussion
Update on field testing recruitment

Speed evaluation*

CRG = ceesearch group meeting. TAFG = task and finish group. M = meeting.

*= participatory method for detailed explanation see Chapt2iTable 2.

3.2.1.2 Focus groups with PPGs to test emerging intervention materials

Focus groups were conducted with PPG members and practice staff as the target population
for the intervention. The aim of the focus groups was to get iterative feedbadhke survey
design and the card sort participatory method to structure discussions about adapting the
survey (for full description of card sort see Table 3.3 later in this chafitet)A focus group is

a small group of people brought together to discuss a particular topic, usuatyefireed by a
researcher(104)Unlike interviews, focus groups generate data on the social interactions
within the group as well as content about the toyid4)(188)Focus groups are normally
comprised of between-42 participants, and last for2 hours(104)This is the usual size of a
PPG and the usual length of PPG meet{@@3We aimed to have a emesearcher cdacilitate

each focus grap, but due to practical constraints this only happened twice. Focus groups were
audio recorded and transcribed verbatim. Where possible atbsearchers, including myself,
produced reflexive field notes after each focus gr@¢p4)Field notes focused on the

nonverbal interactions, and the events around meeti(34)Field notes, especially from
multiple researchers, provide validity by allowing triangulation of data sources with the
transcripts(189, 190)

Recruitmentwas viaebllB & S NOKSNEQ ySiig2N] 2F O2yidl OGa
pragmatt and convenienf104)This is a strength of the PAR approach in which recruitment is
often increased through gate keepers, andarasting trust relationsips(24) Within this

network we aimed for a maximum variation approach in terms of PPG rolejqeact
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demographics, and how established the PPG was (Tabl€1B2)All PPGs were contacted in
advance via a gatekeeper who was either a PPG member orquatéff. The gatekeeper was
asked to share information about the project, the participant information sheet, and consent
form in advanceAppendix 9 and 10 At the start of the focus group this information was

shared again and informed consent obtained.

Table 3.2. Focus group descriptions.

Focug Location Practice | Size off Practice | No. of | No. of staff (roles| Other

group deprivation| practice ethnicity* |patientg
(FG) score * (w=white)
IMD*
FG1 | Manc | 18.3 13,992 | 81.4% w | 5 2 (PMand CRG co
receptionist) facilitation
FG2 | Leeds | 27.8 8,387 | 67.4%w |8 1 (Receptionist)
FG3 | Manc |44.1 7,787 |85.3%w |5 1 (PM)
FG4 | Manc | 45.9 10,445 | 86.9% w | 9 2 (GP and PM on Patients

present for the | only.First
start and end) PPG meeting

FG5 | Leeds | 54.9 6,794 | 90.2% w | O 12 (4*GPs, Staff only
3*nurses, 1*PM,
4*admin/
reception)
FG6 | Leeds | 16 11,177 | 85.7% w | 4 1 (PM) CRG co
facilitation
*Data from Public Health England: National General Practice Profiles [acc&sskedch
2020](148)

AMD = Index of Multiple Deprivatio®fficial English governmenteasure of deprivatioof
small local areabased on income, employment, health, education, housing, crime, and

environment indices) Higher number indicates greater deprivatidd.9)

Six focus groups were conducted. Five were held with PPGs (four with patients andngtaff, o
with patients only), during regular meetings. One group was held with practice staff during
their regular practice meeting. We used existing groups and meetings for the following

reasons:

1 Arranging a meeting with an existing group was easier than itggya new group.
1 To observe the social interactions and decision making processes in PPGs.

1 To explore implementation barriers and facilitators with the target population.

As we were using existing groups we did not ask PPG members or staff faeimeigraphic

characteristics as this may have changed the dynamic of the meeting. Observational notes
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included subjective interpretations of age, gender, and ethnicity. However, as these are

subjective and may affect anonymity they are not reported.

3.2.13 Think aloud interviews with people completing the pilot survey

The pilot survey is discussed in detail in Chapter 4. In summary, 30 people took part in piloting
0KS adzNwSes wmp 2F GKSasS LIS2LXS Frfaz G221 LI N
interviews are interviews conducted whilst the respondent completes the sytv@&l)An

interviewer prompts the respondentta &+ @ ¢gKI G &2dz I NB GKAYy1Ay3E
survey(191)l conducted the interviews with one of the-tesearchersand produced reflexive

field notes.

3.2.2 Data analysis

Qualitative analysis proceeded concurrently with data collectid@¥, 192)This enabled

testing and sense checking of emerging findings and opportunities to seek disconfirming data
increasing validity189)Data from all three sources was analysed together, using a constant
comparison approach to compare within and between data souft@4, 192)Triangulating
different data sources increases reliabilfy89, 190)The data was organised and managed
using NVivo softwarél93)A mixed deductive and inductive thematic analysis was (@4,
194)The deductive approach drew on the four theoretical constructs of. Kétierence,

cognitive participation, collective action, and reflexive monitoring (see Chapter 2, section
2.6)(168, 195For the CRG meeting data this analysis focused on the relationship work
between patients and GPs in the CRG, and what could be learned from this fotetivention
development. For the focus group data this analysis focused on the work of collective decision
making and the interactions between group members. For the interview data this analysis
focused on the work of completing the survey and making é@tss Inductive analysis sought
disconfirming data and explored emerging themes outside of the NPT framework, with
particular attention to power and representatiqi04, 189)nductive thematic analysis of the
F20dz& 3INRdzZLI ' YR AYGISNBASSG RIEGE |f&az2 SELX 2NBR
design and features of general practice. These themes were descriptive and related to the
sections of the survey and the differefeatures(104, 194)These results are discussed in
Chapter 4. | led the thematic analysis and familiarised myself with the data by reading and
rereading transcripts and meeting t®s.(194)! shared my emerging reflections in CRG
meetings and with my supervisors to check my understanding, increasing reliéi8kty194)
Sharing reflections with the e@searcherspn the CRG meeting data enabled a form of
respondent validation, and encouraged deeper reflection and propositional knowing within
the coresearch grouff104, 189, 192The CRG also read focus group transe@md exerts

from the pilot survey interviews. Themes were discussed in three analysis focused CRG
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meetings (Table 3.1, TAFG2 M4, TAFG2 M5 and CRG 9). Following the first two meetings, and
drawing on our previous discussions of emerging findings, | desdlan analysis framework

and coded the existing and emerging dét84)

3.3 Findings

Results are presented below using the four theoretical constructs of ¢tli€rence, cognitive
participation, collective actiorand reflexive monitoringl 68)Resultshighlighted in bold text
represent actions taken based on the findings. Where quotes have been altered for clarity,
brevity, or anonymity, alteratiomare signified by square brackets []-i@searchers are

identified by their initials. Focus group participants are identified by number.

3.3.1 Coherence

3.3.1.1 Articulating the aims and boundaries of the intervention

The CRG was deliberately establidhe represent a wide variety of stakeholders with

different experiences of PPGs. In early meetings it became clear that individuals had widely
different ideas about the collective aim of the intervention, informed by their perceptions of
theroleandval6 2F ttDad® ¢KS / wD gSNB dzy Of SI NJ I 6 2 dzi
I RRNBa3aQ YR (GKAAa oFla F oFNNASNI G2 O2tf SOGAL
dzy RSNIi221 | WFt SEAO0fS ONIAYyad2NY¥Q (2 ARSY(GAT
framings (see figure 2). Through this exercise we developed a communal understanding of the

complexity of the potential roles of PPGs.

Figure 3.2. lllustration of flexible brainstorm about the problem PPGs are trying to address
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Specifying that there ardifferent roles of PPGs, and articulating a rationale for why we were
focusing on addressing one of these roles (service improvement), allowed individuals to weigh

up the value of taking part in the project.

wSTt SOlAy3a 2y GKA&A SR dza (2 RS @Appeddidld) WRSaO
which specifically outlined the role of the intervention as helping PPGs to be involved in

decisions about service improvement. We used this when approaching PPGgiattices to

take part in focus groups.

The focus groups demonstrated that the multiple aims, roles, and values of PPGs discussed by

the CRG, were also reflected in wider PPGs. FG2 wanted to support their practice; FG6 focused
on identifying and raisinggsues for the practice to address; FG3 were looking for inspiration

about their role; and FG4, meeting for the first time, wanted to be told what to do. Therefore

the intervention needed to recognise this variability in PPG roles, and be clear andcspecif
aboutitsaims! & | NBadzZ 6 ¢S RSaA3IySR WaSSiliAy3a nQ 7
practices to emphasise the importance of clarity about the intervention. This aimed to allow
practices and PPGs to understand the intervention, how it is differemanfi their normal

practice, and make an informed decision about whether to take part, or not, based on their

perceived value of the intervention.

3.3.1.2 No collective specification of general practice
Throughout the intervention design process there was uncertainty about the definition,
purpose and boundaries of general practice. This uncertainty was around both individual and

communal specification, and both had an effect on the intervention developmen

The communal specification of general practice within the CRG affected the boundaries of our
definition of general practice service improvement, and hence intervention development. As a
GR | had a concrete understanding of general practice relatetthéowork done by GPs within

a general practice building or organisation. | had assumed this definition was communal. Two
examples demonstrate how my understanding differed from other CRG members, both patient

and GP members.

Example 1Screening abstracfer our systematic reviewQhapter 4 with a patient ce

researcher. When checking agreement titles and abstracts, | realised that she included papers
where general practice was the setting rather than the object. As a result we modified our
criteria, refning the meaning of general practice and boundaries of the evidence we were

seeking, leading to a closer agreement on papers.
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Example 2. A GP caesearcher, who was also a commissioner, argued that due to funding
constraints, the definition of general actice needs to broaden. As a result, he felt PPGs

should focus on activities around selire and social prescribing, providing a link between a
general practice and their wider community. This affected the scope of our discussions around

the features ofgeneral practice.

In both examples, deliberation raised different individual specifications and enabled communal
understanding to developlhis emphasised the importance of the intervention meetings
allowing space for deliberation, especially for issues@re there is uncertainty and variation

in the individual specification.

3.3.1.3 Insights into internalisation

For an intervention to be successfully implemented, stakeholders must see value in the
intervention. The intervention focuses on patients peifiating in the prioritisation of service
AYLINROSYSyGa olFlaSR 2y ¢gKIFG LI GASyGaQ @t dzS

development explored how people make value judgements

Example 1CRG members picked the ten features they thought werstrimoportant about

general practice. Everyone picked from slightly different perspectives:

1 MK picked based on those that were most important to him.

1 ZN (a GP) picked which were important to her as a patient not a GP.

1 AD picked those she had experiencaraf struggled to value things that she did not
have experience of, like home visits.

1 RM picked at first based on her individual needs and then thought about which of these
would be most important to her community.

1 PG picked considering the wider comntyimihich he represents

1 RC picked attributes from a standards point of wiginking about her role preparing
health practitioners for a professional role. She picked one about making appointments
for herself.

Meeting notes from Geesearch group meetins

Many chose based on their experience of general practice. However, some picked features for
other reasons, influenced by their individual understanding of their role in decision making.
This included the GP who picked features based on her experiéeng a patient, rather

than a GP.

Example 2ln all the focus groups there were examples of individual participants sharing
experiences and the group forming judgements based on collective experiences. Participants
were much more vocal about featuresat they had experience of, and their experience

provided them with credible knowledge to discuss these features.
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Example 3ln the pilot survey, when forced to make a choice, decisions were based on
personal experience. However, in a few cases wherérithi@idual did not have direct
experience of the features in the survey, their decisions were based on social justice
arguments what would be best for the wider population.
GLQY 3I2Ay 3 ([afthé dtdbite] W NIO Sk @2 SIA G&g (2 LI G
YySSRaQs OldaS y2yS 2F GKS 20KSNE L R2yQi
interview P28
Decisions appeared more difficult when respondents were forced to choose between personal
preferences, and social justice preferences. One participast frustrated when he felt forced
G2 OK22aS 0SG6SSy o0SUGSNI AYGSNIINBGFGAZ2Y &SND
adzZLILR NI Q YR {{1@8L)S O2yadzZ GFiA2ya
G¢CKSNE INB WY2NB adzZlJll2NIL Q> a2 L GKAYy(l GKI
empoweringp G A Sy G a> 6KAOK Aa NEkypé dodsultaianalR @ ! y R
LQY 3dzidSR KL G[Intergretatidh beRiica®]? ofd20aXS GiKKkAlal A &
0SYSTAG (2 YSdeé ¢KAY]l Fft2dzR AYGSNBASSE t md
The examples highlight the link between experienaad preferences. Preferences were
almost always grounded in experiences, and experiences provided credibility when individuals
were trying to persuade others of their position. The examples also demonstrate the
importance of framing instructions arourtécision makingwhat criteria decisions should be
0FraSR 2y YR gK& (GKS RSOAaAAZ2Y YI | SNESUILIS NA L
of these reflections, the instructions for the survey, and intervention meetings included

framing of the deésion making process.

3.3.2 Cognitive participation

3.3.2.1 Enrolment and legitimacy of involvement

Enrolment and commitment to the work of PPGs is strongly related to the perceived legitimacy

of that role, both internally and by other stakeholder groups. Patieates®archers wanted

evidence of their role being legitimate to staff, especially GPs reefmmmitting to the work.
GPceNBaASI NOKSNE adNWzz3at SR G2 AyaSNyrtte tS3aixda

and this affected their commitment.

Example 1Enrolment to the CRG and GPs internalised legitimacy. Patiessearchers were
enthusiastic about opportunities to improve the function of PPGs. GPs were much harder to
recruit and expressed several reservations including refusing to work with their own patients,
and needing reassurance there would be more than one GP in the groeifodhGP co
researchers who participated in intervention development were mainly motivated by the

opportunity to get involved in research, rather than the patient participation content of the
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research. Therefore, it is unsurprising that they appearecd¢t Internal legitimacy about

their role. This was demonstrated in the earlier example of the GP voting based on her

experience as a patient rather than a GP. In an email after the meeting she explained that she

i K2dZAKG GKS LINP2SOOSY¥EdiOoRYR WKENBBYNE A KORI
as a patient, rather than a GP. Another example, was a reflective exercise on roles within the
CRG, 18 months into working together. The GP in the meeting announced that he had only just

realised what his re in the group was:

z

DtY ! FGSNI KI@GAy3 (2 tAaGSy G2 6KIG SOSNE:z
now.
[Laughter from the group]
JD: Go on.
GP: So | am obviously here to represent how this would go down in, from the general
practice point ofsiew.

Caoresearch group meeting 6. 10.01.18

Although these examples relate to legitimacy of being involved in the CRG, there are parallels
between the CRG and PPGs as natitkeholder groupsTherefore, the intervention we field

tested highlighted the imprtance of the GPs role ishareddecision making.

Example 2Single stakeholder focus groups expressing the desire for legitimisation from other
stakeholders. FG4 was a patient only focus group, and FG5 a staff only focus group. FG4 took
part in the resarch as an opportunity to set up and get advice on running a PPG. Therefore,
prior to the start of the meeting | facilitated introductions and a discussion about motivations
with the GP partner and practice manager present. This was to demonstrate t@tien{s

that the PPG was valued by the practice staff. After this discussion, | asked the GP partner and
practice manager to leave, before starting the focus group activity. However, the patients

expressed annoyance about this related to the legitimadyeif role:

Participant 7:c0XL8 | Ol dzl t £ & R2y Qi 1y2¢ it GKS ylIY

t FNOAOALI yi nvY . Sa [&wdmbeRdf stadfphduld be piesenty | 2y
at the meeting.

Interviewer: Today?

Participant 4: | do actually. Yes.

t I NODAOALI YG ™Y L GKAY]l AdQax GKIFG GKSNB

Participant 4: Yes.

t FNOGAOALI yi wmY Ly GKS YSSiAy3a 2dzad G2 YI
that, at the end of the day, you say well actually we alreadthdd Or actually

t I NODAOALI YG oY ,2dz OFyQid R2 AdGH ,Sao

tFNIAOALIYG oY LG AdyQd FSFaAofs (G2 R2 A

Focus group 4
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FG5 was a mix of different staff (Table 3.2). The card sort activity prompted a discussion of,
YR AYGSNBald Ay LI GASyGaQ AyGaSNBada FyR LINBT
described why it was legitimate for patients to complete it:

Participant 9[GP] | think the tradeoff is interestingoo X 82 dz 1y 2¢ GKI G 65 (
everything and if we do one thing we might, you might lose something else!
Rather than just more, more [laughs] and, and yes and | think it puts a little bit
back onto thenjpatients] as well

Participant 1JPractice Manager] Absolutely yes.

t I NI A OA LI y G [pdii¥nts[choicgiandithigiatients]desigiddland a bit, a
bit more ownership of it.

t F NIAOALN yi mn Ypatieots]d2yaR SNE |- theioeEANd M Say
[patients]K @S G2 GNB |yR YFyF3S AdG +ta oSad |

Focus group 5

The above examples demonstrate that both patients and staff see value working together.

Patients wanted staff present to provide credible knowledayd the functioning of the
2NBFYyAalrGA2y® {GFFF 6SNBE AyiSNBaGdSR Ay LI GAS
more legitimate if patients understood the constraints in which decision making happens.
Therefore, the intervention emphasised thaegitimacy is based on working together, rather

than one group working alone.

Example 3Emphasising GP involvement as legitimate to maximise GP enrolment in the
intervention, which in turn legitimises the intervention. Reflecting on the above two examples
the CRG had a number of discussions about how to motivate GPs to take part in the
intervention. In one meeting, a GP-oasearcher argued that GPs would only take part in the
intervention and allow the survey to be conducted, if they felt the surveydsgkestions that

they could act on.

GP: So ultimatelgp X6 A ¥ & 2 dzQNXB § NEB A y Hhe intérvediSnfidon@ 2 dzNJ N.
€2dz R2y Qi ¢l yld G2 06S OKdzO1 SR 2dzi GKS R22N
that you[the PPGjvant to askfonthe suveyp. A ¥ (G KS Dt RA&I INBSA
like weekendopening] we[the GP practiceDl y Qi LJ12&daAofS | ail | 062
because wédthe GPshre not going to do it. ltisthedDRa RSOA&AA2Yy (G2 LIS
that there may be a reason why yfine PPGjvant to ask that and there may be other

options to provide in your service, which you could act on. IfitheyGPsktill say we

FAYQG 32Ay3 (PDhaYQiKBZAYASEHAGYSHEt268R
ultimately it is a practicalit thing,w X 8

Caoresearch group meeting 6. 10.01.18

This led onto a discussion about who has power to decide to take part in the intervention, and

how to appeal to those with power when trying to enrol practices in the intervention.
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MK: At our lasfPPGmeeting,w Xl 8aidw Xl @ould like to introduce this idea of a
survey which | am working on with some other pediple CRG]ANnd | realised
that | was saying it to the people who were going to dth# PPGtather than
the people who were going tmuthorise itfthe GP partners]And | did think, |
thought well | must say to them that | must raise this with the GPs that, in our
LIN} OGAOSs: GKIFGX @2dz {y26% R2 &2dz KIF @S |
that they will like to say that they find@roblem, but they mighto X 6
TF (GP): But once the patient participation group have decided what questions they
wantto ask theyfthe GPsy & 221 +d 2yS IyR 32 LQY ¥y
in my surgeryw X 6
MK: And is that reasonable? XT® me it sems that it is their practice as well as our
practice, it is both, it is all of ours. And it would be, | just thought it is not facing
FI Ol a A ftothe GRsyit QKiif | dolthes?
TF (GP): | think practically | think yes you should be abEntba questionnaire out
whenever you want and not involve the GP, but that is not the reatityX. 8
MR: And in terms of selling it to the GPs the fundamental thing is to be telling patients
GKIG GKSe& OFyQl KIF@S SOSNEGKAY3A GKS& gt
JD: Yes
TF (GP): Bt is a great selling point.
MR: I would have thought most GPs would think that is a very good thing to say.

Caresearch group meeting 6. 10.01.18

As a result we agreed the approach to each practice would need to emphasise that practice
staff would get asay in what would happen. We agreed we needed to make GPs feel like they
have control over the process, but we also agreed that we wanted to push the limits of what
patients could influencelherefore, intervention meetings were designed so all stakehaokle
have equal say. We also emphasised that decisions would be made in these meetings, and

therefore GP partners should attend meetingsthey wanted to influence decisions.

3.3.2.2 Activation and power
Power was an important barrier to activation of collective equitable deliberation. This was

demonstrated both within CRG meetings and focus groups.

Example 1GP power within CRG meeting$iere were subtle changes in the atmosphere of
CRG meetings depdimg on who was present. One GP, who was also a commissioner, was
observed to have a particular style in which he appeared to listen to everyone else, then
summarise the content. Listening back to recordings of meetings, I reflected that his
summaries ofte changed the content of the conversation resulting in his opinion being taken
forward. This compared to the patient ¢esearcheswho | observed had a different style of

contributing:

When a person brings up a n¢f@ature of general practiceach tine everyone
reflects on the attribute from their own opinion, usually giving a personal story of how
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that [feature] has affected them. Often detracting from the original persons experience

¢ therefore keep getting some competitive story tellifithe GP comissionerjalso
taking on the role of defending general practices when these stories come up.

No one in the group is sure what they can/cannot talk about. The patients (even in this
ANRdzLI R2y Qi (y2¢ K2g 3IASYSNIf Lidte®)iA OS

and the GP in the meeting keeps putting up barriers around what patients can/cannot
talk about.

Researcher field notes following TAFG 1

Example 2Practice staff dominating focus groug$he power of individuals to set the agenda
within meetingswas also seen in the focus groups. In the four focus groups where both

patients and staff were present, staff frequently shut down conversations.

Participant 3: Right speads card with feature on itjow long your appointment

lastsw X 8

Participant 1 Pactice Manager: | think agai X(i8K 1 Q& 32 Ay 3
LI AYGYSyG O2a é&2dz YAIKG 3ISG a
YAYydziSa® p YAydziSaed ,2dz YAIK(G 3
b2g (KS aRAMGSYDHE2Z EIMBEI2Z R2 (GKIF GO .wa

G 2

NRdziAYS FLILRAYGYSyGa y2¢6 (G2 mp X YAydziS

NRdziAySZ Y2NB O2YLX SE 2yS (KSeqQ@gsS 321

f

LYGSNBASGSNY {2 AGQa y26 Ly AaadsS TF2N &3

Participant2: No.

t I NODAOALI YG ™Y 2Sff L GKAYy]l 6SQ@S R2YyS

Focus group 6

Practice staff would often speak first and state that the feature raised was not an issue at their

practice, or nothing could be done about it due to resource camsts outside their control.
This closed down the conversation. Anyone wanting to discuss the feature, had to say
something nice or actively disagree, risking being seen as defensive or advefsaaiabsult
of staff exerting control in both CRG meetiagnd focus groups, we designed separate card
sort meetings for patients and staff in the intervention. This was to ensure patients had

space to explore and exchange their personal experiences, activating this knowledge.

Power asymmetry was also expressmtween different PPG members in the focus groups. In
CDH YR CDn I YINNRASR O2dzL) S 6t a LINBaSyuo
opinions, giving their voices more time, space, and weight. In FG2 one woman was actively
sidellined. She tendé to be more critical of the practice, and often phrased her contribution in
relation to the wider population experience. The rest of the group frequently disagreed with
her and cut her offThese observations reinforced the need for participatory methdds

intervention meetings to structure discussion and equalise voice. They also raised concerns

/

2



64

about who is present in and absent from intervention meetings. This strengthened the

rationale for a population wide survey in addition to PPG opinions.

3.3.2.3Representational legitimacy and whose voice counts

Representational legitimacy is a key issue for PPGs and was a frequent discussion within the
CRG. Our discussions touched on and conflated statistical representation, democratic
representationintheforn2 ¥ @20 Ay 33 GKS LINRPOSaa 2F WoSAy3
social justice (giving greater voice to those who use the service more, and those who have the
worst health). The focus groups demonstrated that PPG members are not statistically
representtive of the population; nor are they democratically elected, often being recruited by
the practice through opaque processes; and observations from FG2 suggested PPGs are not
always welcoming and inclusive. In addition, at the end of FG2, the staff memrédsemt

informed me that she values the PPG members so much, she goes out of her way to enhance
their experience. This suggests PPG members do not always have the same experiences as
other patients at the practice, questioning whether they can truly repreghe wider patient
experience. Reflecting on this, the CRG expressed unease about representational legitimacy
within the intervention and which patient voices would have influeridgese concerns were
somewhat ameliorated by having a two stage prioriéison processthe PPG influencing the
survey, ensuring patient experience influences its design; and the survey attempting to
provide statistical representation and wider patient population influence into the eventual

action planning.

The CRG recognis#uk practical constraints around achieving perfect statistical or democratic
representation. As a result discussions moved to inclusive processes and encouraging
participants to think about the wider patient population. The focus groups and survey pilot
demonstrated that people were more comfortable talking about features of general practice
they had individual experience of, such as ease of making an appointment. They found it
harder to discuss issues they did not have experience of, such as using irgerprecharging

for letters of support.

Participant 9:Responding to patients requests for letters to support housing or benefit
F LIS Ead X6
Participant 2:1 have no experience.
Participant8:b 2y S ¢ KI 142 SOSNIDwWX8
Participant 6: | work for a militargharity and we send the form out to doctors if
somebody might need a stair lift just to get the doctor to back it up. And we put on
0KS o02GG2Y LX SIaS R2yQi OKIFNHS F2N KA a
Participant 7 [receptionist]So do you think it isseimportant thing for everybody or do
you think that it is...?
Participant 3:1 think it is
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Participant2:L. G KAY]1 AGQa | aldN}XYAYy gAGK Y2ySe
Participant 7 [receptionistl. & A & dzadzZl f £ & F2NJ 6SySFAidla |y
Participant 6:1 think itis importanta y Q4 A G F2NJ 6 K2aS LI NI A Od

Focus group 2

However, raising these topics, forced patients to confront their lack of personal experience

YR GKAY1 | 062dzi 20K $hakfdd, dedpifeéquidy featlirenrbeing G2 Ol
top priorities, the CRG made a deliberate decision to include them in the intervention we

field tested to attempt to influence the content of discussions. We hypothesised that this

may encourage PPG members to consider their role as representatives of the wider practice
population. The CRG also emphasised the importance of active welcoming facilitation of

intervention meetings.

¢KS /wDQa OKIFIy3aAy3d OASsa Foz2dzi NBLINBaSydl GAz2
purpose of the PPG distributing the survey. Initially emhbad been on the PPG members
increasing their visibility as a PPG recruitment mechanism. The hypothesis was that this would
result in a wider and more statistically representative, and hence legitimate, PPG. However,

the focus group experience above sagted that this might just result in more people talking

about their own experiences. The experience of conducting the pilot survey think aloud

interviews with a ceresearcher, offered an alternative approach to representation. Reflecting

on our experiencef listening to the public talk about their experience, we discussed that
conducting the survey might be an opportunity for PPG members to seek out, listen to, and

then re-present back the experiences of the wider patient population. Emphasising this

process during the intervention may provide patient PPG members with legitimacy about
WoSAYy 3 I NBiNGGt e desigined @nSriervention training meeting focused on
encouraging PPG members to talk to patients in the waiting room, especially peSp Wg K2 R?2
y2G 221 tA1S @2dzQd 2S faz2z RS@OSt2LISR I NBTf

complete based on their waiting room discussions with other patients.

3.3.3 Collective Action

3.3.3.1 Deliberation needs task focused action to stimulate ededand ownership.

The action the intervention is trying to promote is primarily matakeholder deliberation

within meetings, resulting in shared decision making about secondary service improvement
action. Participatory methods were a key mechanisrpromoting collective action in the CRG
meetings (Table 3.1). Through experiential learning of using participatory methods in
meetings, the CRG were able to theorise and test (during focus groups) which methods would

be useful during the intervention.
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Exanple 1.Using participatory methods in the CRG meetifide first three CRG meetings had

an agenda, but no other structure. This resulted in free flowing discussion which was repetitive
and inconclusive, especially on topics where there was little sharkdrence. Meeting 4

signified a change in this process by structuring the deliberation using flexible brainstorming to
produce material outcomes in the form of sticky note maps (Table 3.1). Partners reported that

for the first time they felt like they werénally doing something:

[MK] felt that he was doing something today and making progrelse gave the
example of writing on the sticky notes and then talking about what wascdagdsaid
GOGKAA Aa o0SGUSNI GKFEY fAa0GSYAy3a (2 a2YS2y¢
Notes from meeting 4. 16.11.16
A smaller task and finish group, followed up the work, developing the sticky note map. They
met monthly, allowing the discussion to deepen and communal specification to develop. In
meeting 5, ceresearchers who had taken parttime task and finish group appeared to be
more confident and focused, than those who had not. One patiefresearcher initiated a
plan to test our progress on a wider audience, volunteering his PPG. This example
demonstrates that through action the eesearcher had become invested in the project and

was taking ownership over the progression of the work.

Example 2Developing the card sort process during the focus grobfd. was unstructured

and did not use patrticipatory methods. As a result the disonssias commandeered by a few
individuals, and we ran out of time. The participants fed back that they were unsure about the
purpose of the focus group and the survey, indicating a lack of relational integration between

the focus group and our aims. Leamifiom the apparent failure, we turned our list of

features into cards which could be discussed in turn, encouraging collective decision making

I 62dzi SFOK FTSFGdzNBaAQ NBt SOFyOS T2NI GKSANI LING
groups with som small refinements. In contrast to FG1, the remaining focus groups expressed
interest in their collective work, requesting a summary of the features they had chosen to

work on after the focus group.

Participant 5: Are we going to ask our GPs? Or isalstéep too far at this stage?

Interviewer: @ XL8Qf f GNAGS (GKAA dzLJ FyR 3IAOS @&2dz 4
something. So and, and whiffeatures]were in which pilewo XA#d send that out
to you.

Practice manager: Can you do that? Actuallthistred, amber and greens?

Participant 4: Yes.

Practice manager: Cos | could circulate that at the very

Participant 5: And get some feedback.

Practice manager: And sfp the GP partnersjvhat do you think?
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Focus group 6

Both examples demonstrate that collective action using participatory methods stimulated
confidence, ownership, and commitment to future action. Using these methods over time, as
demonstrated in the CRG, generated a positive feedback loop of increasing osinie

Therefore participatory methods were a key feature of the intervention.

3.3.3.2 Recognising different individual:
them

Working with the CRG resulted in a multiplication of the number and diversgilts

available.

Example 1Recognising skills and sharing responsibility within the CRG increased workability

and relational integration. CRG meetings became more productive when othresearchers

took on significant roles within meetings. Oneregearcher, an experienced and skilled chair,

helped plan and then chair meetings. AnotherNd & S| NOKSNJ (1221 2y (GKS N
providing a written summary of each meeting. After our first analysis meeting, multiple co
researchers praised one perstor her analysis skills. Everyone recognising different co
NEaSIFNOKSNARQ aiAftta FyR LINI OGAOIE 1y2¢f SRIASS
and not just for their experiential knowledge. This in turn increased the confidence of
individualsand ownership over the work. However, it has also resulted iresearchers

without clear roles related to their skills, lacking confidence about their contribution to the

project. Therefore, intervention meetings, were designed with opportunities for BP

members to demonstrate their skills and practical knowledge.

Example 2Experiential learning raises awareness of potential skills g2 .of the

participants of the pilot survey was visually impaired and struggled to read the survey. We had
not antidpated this, and quickly recognised we needed a solution. Thresmarcher

conducting the pilot with me, suggested he try helping her complete the survey, role playing
the situation as if he were a PPG member handing out the survey in the waiting roismvakh
extremely challenging. Reflecting on this, we recognised that despite observing people
completing the survey, neither of us had completed the survey ourselves, and therefore
struggled to explain it to someone elséherefore, the intervention trainng included PPG
members experiencing completing the survey themselves, and role playing skills and

strategies to help others struggling to complete the survey.

The above examples demonstrate the importance of recognising skills and skill gaps within a
multi-stakeholder group. The skills and gaps were only recognised through attempting

practical action.



68

3.3.3.3 The context of variability and uncertainty in general practice, and limited
practice resources

Coresearchers were clear that they wanted to pragusomething that is useful and used. This
was challenging due to uncertainty about the future of general practice and variability
between practicesTherefore the intervention was designed to be flexible and adaptable to
the local context. All six focugroups found some card sort features relevant to their practice,

despite considerable organisational and PPG structure and function variation.
Time was a persistent resource constraint in both CRG meetings and focus groups.

Example 1Reducing the lengthf the card sort exercise. Energy levels during the focus groups
noticeably deteriorated over time, and the last card sort feature was often celebrated. In FG2,
when the meeting overran, the staff member was unable to staya result the CRG reduced
the number of features in the card sort exercise after FG4. This was a pragmatic compromise
between having a comprehensive list of features and getting staff to participdtbe final

two focus groups completed the process faster and within their normal mgéd¢ingth (50

minutes for the staff lunchtime meeting in FG5)

Example 2Limiting the length of discussion in the voting meeting. The CRG were clear that
staff, including GPs, should be present in the voting meeting. | argued that this meant the
meeting reeded to be complete within one hour. The CRG were sceptical about whether this
would be sufficient to allow all PPG members and staff to spkala result, we agreed to
manage time equally in the voting meeting. Each person was allowed one minute to
feedback their choices, this was enforced with a red card system. We agreed to monitor

whether this had a detrimental impact on discussion.

Time was needed for meaningful deliberation, and lack of time limited the content of, and
potential contribution to, dscussion. There are persuasive practical reasons for limiting
meeting time particularly longer meetings may result in the physical absence of atadf

reduced concentration generally. Shorter meetings meet existing organisational processes of

the pracice and PPG, but this may be at the expense of the quality of discussion.

3.3.4 Reflexive monitoring

3.3.4.1 Systemisation of reflection

The aim of the CRG, was to provide an opportunity for all stakeholders to reflect together on
the work involved in working together. Multiple examples above demonstrate how this
reflection was utilised to shape the intervention and reduce potential implesat@n barriers.

Where the impact of reflection was visible and change occurred, the CRG appeared to take
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more ownership of the group and intervention. Therefore, we considered reflection to be an
important facilitator of PPGs taking ownerships of theeimention and normalising the new

way of working. However, in CRG meetings and the focus groups, we often ran out of time for
detailed reflection. Where reflection was not structured into the meeting, it was often pushed
out by competing contenfTherefore at the end of each intervention meeting, participants

were encouraged to complete speed evaluations (place a sticky note on a flipchart to

indicate whether the meeting was good or bad, if possible with comments outlining their
reasoning). This feedbackas included in intervention meeting summaries distributed to

PPG members.

3.3.4.2 Reconfiguration

The basic intervention outline and funding was secured before the CRG formed. This was a
problem as some ceesearchers were unhappy about the prioritisatisurvey method. One

coNB &SI NOKSNJ NBLISF SRt & adlrdSR dKIFId aS akK2dz F
02 SN A @ She &vasNiBBated at not being able to influence this, and at times

disengaged from the project due to this. However, the CR wble to make changes at

three levels of the project:

1. The way we worked together. We tlesigned a partnership agreement, and agreed
different roles within meetings.

2. The intervention design methods. @esearchers suggested using their own PPGs as
focus groups, and helped facilitate the meetings. Oneegearcher initiated role play
within the pilot survey.

3. The intervention itself. Goesearchers insisted GPs be present in intervention
meetings. They influenced the survey design (Chapter 4). Thegstadgeparate

patient and staff card sort meetings and managing time equally in the voting meeting.

Knowing their suggestions were valued and influenced the project, appeared to increase their
confidence and ownershig his emphasised the importance of ¢hintervention being flexible

rather than imposed on the PPG or practice.

The importance of flexibility was highlighted in the FG4, the patient only focus group. During
the card sort participants struggled to make decisions about the relevance of clgdimes

of general practice. They felt they needed further information from the practice:

Participant 8: How are interpretation services provided? [PaiseR
t FNGAOALI yi cVY LOR alé& IYOSNY .dzi AdGQa |
its been decided then we should decide if its an issue.

t FNGAOALI YO TY Sa L dKAYyl ¢S KIFI@S (23 ¢

5
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t I NODAOALI YG ™Y [pievivas atirikufe aliolit WeBefits]la G KIF G 2y €
Focus group 4

As a result of finding two attributes that they nesdimore information about, they introduced

I yS¢ LAES OFffSR WySSR Y2NB AyF2Qd ¢KS& LX I
practice staff before making a decision. Having the freedom to change the card sort process,
based on their frustrating gperience of not knowing how to answer, diffused tension, built

trust, and allowed them to plan future workherefore, although a detailed outline of the

intervention was developed as a result of this process, the intervention was facilitated

flexibly andwe encouraged ongoing suggestions and adaptions from both the CRG and

intervention practices.

3.3.5 A description of the intervention

These findings were instrumental in shaping the intervention through experiential learning.
The content of the interventin meetings are described below in Table 3.3 and the process is
described in Figure 3.3. A full description of the intervention using the TIDieR guidance on

describing interventions is ilppendix 14196)

Figure 3.3. Overview of intervention process

Timings Expected activities of PPG and practice staff Co-research team
activity

Meeting 0: Initial meeting
Content: Meet each other. Explain project
Qutcome: Agree involvement

Meeting 1a: Agree priority short list

Participants: PPG patients only

Content: Card sort: 24 features of general practice
Qutcome: Short list of features to put in survey

Meeting 1b: Agree priority short list

Participants: Practice staff

Content: Card sort: 24 features of general practice
QOutcome: Short list of features to put in survey

Meetings facilitated and observed by
Survey adapted for the practice by the

= £
Meeting 2: Vote on priorities § ffJ,
Participants: PPG patients and practice staff T ® 5
Content: Combine both short lists & vote on final 5 § E
Outcome: 5 features agreed for survey 4 3
Distribute survey Training to use
PPG attend training and help with distribution survey & ongoing
Patient population to complete survey support.
Meeting 3: Discussion of results Results analysed, &
Participants: PPG patients and practice staff meeting facilitated
Content: Discuss results and develop an action plan & observed by
Qutcome: Action plan research team.
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Table 3.3. Final content and structure of intervention meetings for the field testing

Meeting | Meeting content Participatory methods used
Meeting | Introduce the project and CRG to the PPG
0:
patients
& staff
Meeting | Meeting participants take it in turns to read ou{ Card sort; participants
la: 24 cards each with a different faae of general| organise information on
patients | practice. The group decide the card category:| cards into different
only Dw99byY WwesSax AyOf dzRS |categories by consensus.
Meeting |[AY iU SNBAGSR G2 1y26 6§ Participants are encouraged
1b: hw! bD9Y WYl &0S3X AyOf (toexplain their choices.
staffonly [ w9 5Y Wy2> R2y Qi Ay Of (Speed evaluatioq sticky
g2dZ Ry Qi 06 Swodldhdt®eNS & (i § notes used to obtain rapid
LINS LI NBR (2 OKI y3S {fimmediate feedback on the
Meeting finishes with review of the categories,| meeting.
Speed evaluation
Meeting | WDNBSYy Q I yR W2 NI y3SQ | Ranking, scoring and votikg
2: meeting 1a&b discussed. to democratically and
patients | All participants vote individually on their top 5 | transparently agree on
& staff attributes using a voting sheet. priorities.
Each person has one minute to discuss their | All participants have the
vote. same weight of vote. Voting
Scores are combined and discussed. is done together and
Repeatvoting. The five features with the participants are encouraged
combined highest score are chosen. to explain their choices.
Speed evaluation Speed evaluation.
Training | All participants complete the survey to Role play participants
meeting: | experience filling it in. pretend to be in the
aimed at | Discussion of the survey situation they want to
patients, | Demonstration of handing out the surveying | practice. Other participants
staff CRG members. provide feedback.
welcome | Opportunity to role play in small groups. Speed evaluation.
Feedback and reflections
Discuss practical issues of survey distribution
Speed evaluation
Meeting | Survey results sent out before the meeting for| Flexible brain stormingto
3: individual reflection. generate and exchange
patients | PPG members reflecn distributing the survey.| knowledge interactively.
& staff Presentation of results and discussion. Participants generate
Action planning using flexible brainstorm information and ideas on
Speed evaluation sticky notes which are
displayed on the wall and
can be moved around.
Speed evaluation

Description of the participatory methods in this table was informe@.B¢, 150, 1513ee also
Chapter 2 Table 2.
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3.4 Discussion

3.4.1 Summary

The PAR approach to interventidevelopment enabled a collaborative, dynamic, creative and
iterative design process grounded in experiential learning. The CRG worked through a number
of action research cycleglentifying areas of work, planning the work, doing the work, and
reflecting o1 and evaluating the work. This process included theesearchers collecting
LINAYI NBE RFEGF 6KSy GKS@ ARSYUGAFASR || ySSRI |y
design. This included discussions withirresearch group meetings, testing quairticipatory
methods, conducting focus groups, and piloting the prioritisation survey. Each of these areas
of work provided knowledge that we could use in designing the intervention and the
intervention itself. Using NPT as a framework to analyse this, ddibwed us to focus on the
potential implementation barriers and facilitators associated with the intervention. These are
summarised in Table 3.4, along with the changes we made to the intervention to attempt to

strengthen facilitators and prempt bariiers to implementation.

3.4.2 Comparison with existing theoretical constructs

Our intervention design process and findings develop the theoretical constructs identified by
Boivin and colleagues regarding patient participation in priority setting (Tab)eBoivin
conceptualised the public as having credible knowledge, based on their lived experience,
RSAONRAOAY3I (KBYaBR &HBISHRNGED¢noB, all participants, not
just patients, are conceptualised as having unique and credible knowledgd loa all four

ways of knowing113, 115, 147)

1 Experientiak lived experience of being a patient or a member of staff,

1 Presentationat; being able to tell stories and share their experiences,

1 Propositionak using their kiowledge to prioritise and plan service improvements,

9 Practicak collaborative working skills, change management skills.

Harnessing all four ways of knowing provides PPGs with greater credibility than focusing solely

on individualistic experiential knong. The four ways of knowing were illuminated by the CRG
working together over time, in an ongoing process, utilising different skills. The focus groups
demonstrated the need for a process enabling knowledge exchange. Staff have knowledge

about how the wok of general practice is organised, patients have knowledge about how the
2NEBFyA&lLGA2Y 2F 62N] Aa LISNDODSAGSR | yR SELISNA
mode of knowledge exchange, but extends this to acknowledge patients have more than
experiential knowledge and the exchange is in both directi®8).Therefore, our intervention

02y OSLiidz f AaSR ttDa a FOGA2Y NBaSHNDK 3INR dzL
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ways of knowing, to build a collective knowledge about partnershigkimgrto improve

services.

Table 3.4. Summary of findings and implications for the intervention design

participation

NPT Intervention development Implications for intervention
construct findings
Coherence | Multiple purposes and roles of | Meeting 0 and written madrial
PPG. developed to emphasise the credibility]
and value of the intervention rationale
patient participation in service
improvement decision making.
Decision making is informed by | All decisions were carefully framed.
the framing and context of the
choice.
Cognitive Barriers and levers of equitable | Separate card sort meetings for patien

participation differ by
stakeholders and are influenced
by power.

and staff, and participatory methods
used to equase voice.

GP patrticipation in meetings, and
partnership working emphasised.

There are multiple different
conceptualisations of
representational legitimacy.

PPG members reconceptualised as
WoSAYy3d NBLNBaSyil
patients whilst distribting the survey
and representing their opinions in
Meeting 3.

Equity features of general practice
included to encourage PPGs to think
about the wider population experience

Collective Structured deliberation using All intervention meetings structured
action participatory methods results in | using participatory methods.

task focus, equity of voice, and

commitment.

Recognising and utilising differer Intervention meetings designed with

skills and knowledge builds opportunities to utilise PPG skills.

confidence anadwnership.

Time is a limited resource. Intervention meetings designed with a
pragmatic compromise between lengtk
content, and equity of voice.

Reflexive Systematised reflection promotey All intervention meetings include
monitoring | knowledge exchange. reflection.

Flexibility allows reconfiguration

and increased ownership.

The intervention encourages flexibility
and adaptation.

Boivin and colleagues describe theblic needing representational legitima¢02)In their

intervention this was achieved through rigorous sampling and a survey providing statistical
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representation(90, 102)They also discuss legitimacy developing throwgh 2 f £t SOG A @S & L.
& 0 NI G fam & defdderatic representation. Our findings emphasised the importance of

both patient and staff legitimacy, achieved by utilising multiple forms of representation.

Patient representational legitimacy in our intervention is established throagiuwvey to

I RRNB&da aidlFiAadagAort NBLNBaSydaraAz2yT SyO2dzNJ 3
the survey to engineer opportunities to talk to the wider patient populator deliberate on
heterogeneous value@emocratic representation); and foaag on inclusion by prompting

discussions about equity and justi¢®0)Prioritisation surveys conducted by paresttild

dyads together, have been shown to proviaesful opportunities for parents antheir

childrento deliberate, exchange, and understand differing val(i&)In addition, GP

partners and other staff being present in meetings was valued by patients as a form of

symbolic representation related to their authority and influence over deaisnaking(90)

Attempts at achieving statistical and democratic legitimacy in participation usually fail because
they are based on the assumption that people with #mcharacteristics have homogenous

views(43, 44, 78)Combining forms of represgation, with a clear rationale for each,

potentially ameliorates weaknesses of the individual forms of representation, bolstering

legitimacy(28)

Finally, Boivin argues the public must have power to influence. They attempted to ameliorate
the effects of power through meeting facilitatiqh02)Our findings demonstrate that power is
an issue throughout the process of patientficipation and not just within multstakeholder
meetings. This includes who judges the credibility and legitimacy of patients and their
knowledge, how and when patient voice is heard, and which patient voices are (3ar50)
Therefore the intervention includes a number of approaches to equitable voice in decision
making. These include participatory methods within meetings, facilitation, having separate
meetings to activateollective patient experience, and encouraging the participation of
powerful decision makers. The rationale is that if there is equity of voice within PPG meetings,
this equates with what Arnstein defines as partnership working and hence meaningful citizen
power(36)Despite this the CRG had ongoing concerns about power and influence. PAR
recognises that unequal power dynamics are inherent in all social interactions, and aims to
iluminate these power differentials and their effect on chapgecesse$143)Therefore, by
conceptualising PPGs as action research groups, and encouraging reflection, we hoped to

expose the effects ofqwer, and observe whether stakeholders are able to act on this.
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Table 3.5. Extended theoretical constructs and practical implications.

Extended theoretical construct Practical implications
All stakeholders have multipredible and Knowledge exchange through muilti
different knowledgeto contribute. All stakeholder discussion and PPGs workin

different forms of knowledge (experiential, | as action research groups.
presentational, propositional and practical)

are valued.

All stakeholders haviegitimate roles Survey consultation to achieve statistical
Representational legitimacy of patients and | representation fran the patient

staff is increased through different population.

approaches to representation (statistical, Democratic representation by PPG
democratic, and symbolic) and afocuson |[YSYO6 SNBE W6 SAy3d NBLJ
inclusivity. Symbolic representation of decision

makers attending meetings.

Power differentialsexist within and between | Partnership working requires all
different stakeholder groups. Deliberative | stakeholders to meet together.
partnershp meetings should aim for equity o| Equity of voice achieved through
voice. participatory methods, facilitation, and
structure of the meetings and process.

3.4.3 Limitations

Interventiondevelopment and evaluation guidance is consistent about basing intervention
development on existing eviden¢8, 126, 137The patient participation literature is vast,

but there is a lack of theoretically informed and robustly evaluated interventions, partly due to
moral arguments for participatio(8, 116). 2 A @A Yy Q& A y (i S NIwih/oiirkaitngto 6 I &
explore patient participation in prioritising service improveme¢it81-103) Since the start of

this project there have been additional limited interventions, including one promoting a
participatory action research approach, but none have developed th@@.00) However, it

is possible that there are successful interventions in other fields which could have influenced

the design.

It was not possible to test the content, structure, and format of all intervention meetings

during the development process. This was beseatine content of later meetings depended on

the outcome of earlier meetings. Therefore, testing elements, such as the participatory voting,
within the CRG was a pragmatic alternative. In addition, we moved from conceptualising the
next stage as field tesig, to ongoing iterative development and evaluation. Evidence based
medicine has been criticised for a pipeline approach to complex interventions, with discrete
packages of intervention development followed by evaluation, and then implementétios,.
106)Hawkins et al described uncertainty about when to stop their paricify coproduced
intervention development procegd98)l 2 s SASNE . dz2NyaQ RSFAYAUAZY
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interruptionsto systemic patterns, argues the exact detail of an intervention is less important
than the aim(143) Therefore, we ensured each intervention meeting had a clear aim. This also
encourages flexibility which our findings, and the literature suggests, encairage
ownership(24, 134)

Thete are two main limitations related to the CRGs work on the intervention development.
The first is thahot all of the ceresearchersvere involved in the initial outline of the
interventiondeveloped during the 2014 stu@fppendix 1) The need to apply fdunding, and
hence outline the project before commencement, and before establisthie@RGis a
recognised problem in academ({a27, 133)o-researchersboth patients and staffivho did
participatein discussions about the initial outliqeior to the funding applicatiowere
interested inthe principle ofusing a prioritisation survegnd forcing tradeoffs. However, we
did not discuss theletail of the method (see Chapter 4) until after the funding had been
obtained. It was at this point thatome, but not all, of theo-researcherdecame concerned
about the method, buthe study design could not be changeelcause thifiad been agreed
with the funder.The second limitation is that the CRG did not include administrative and
reception staff (including practice managers). We did not realise how influential this group are
in terms of PPGs until the focus groups. We were unable to rectifpéitisuse as employees,

this group have little agency over their work and were unable to commit to the CRG.

3.5 Conclusion

This chapter outlined thdevelopment of our intervention to strengthen the role of patient
participation in general practiceservice improvement This has focused on the partnership
working component of the intervention. Specifically developing the content, structure and
format of intervention meetings, and, from this, we developed a detailed intervention outline.
Through the deelopment process we used NPT to {er@pt implementation barriers and
address these in the design. We have also extended the three theoretical constructs

(credibility, legitimacy, and power) needed for meaningful patient participation.
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4. Prioritisationsurvey design

This thesis is based on developing an intervention to strengthen patient participation in
general practice service improvement. The intervention involves two participatory
mechanisms. The first mechanispartnership workingwas describedn Chapter 3This

chapter outlines the development of the second mechanisomsultationusing a

prioritisation survey which is a discrete choice experiment (DCE). The aim was to design and
test the content and format of a template prioritisation surweftich could be easily adapted

and used by PPGRarticipatory action research (PAR) recognises plurality of methods as a
strength, as long as the methods can be justified and are context appro|2itd.08, 111)
However, a key element of PAR is that the methods used are rigorous and scientifically
sound(19) Therefore it was important that the DCE template was developed with scientific

rigour to ensure valid results.

The purpae of this chapter is to demonstrate the rigorous process of designing a DCE that can
0S IRFILIWISR 08 AYRAQGARdAzFE 3ISYSNIt LN} OGAOSa
preferences for service improvements. Lancsar and Louviere describegas stadesigning

the DCE, and this chapter will cover the first four sta@e9)

conceptualising the choice proce$4.3),
defining the attributes and level¢4.4),
creating experimentaldesign(4.5),

pilot testing (4.6),

sampling

= =4 A4 A4 A -

data collection.

The CRG (see Chapter8 for details) were involved in conceptualising the choice process
(including the overall survey design), defining the attributes and levels (including conducting a
systematic review to identify attributes, and focus groups to get external feedback), and
piloting the survey to test understanding, acceptability, and feasibility. | developed the
experimental design and quantitative data analysis plan which are tediprmeesses (section

4.5 and 4.6.1.3). Most literature implies that these stages form a linear pr¢t@8}.

Therefore, | have chosen to present the design stages in sequence, with metltbossatts

for each stage discussed in turn. However, in reality and in line with the PAR approach, the
process was iterative and cyclical with data from ldier stages informing earlier stages

including the conceptualisation of the choice process. Istalit by explaining the rationale for
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choosing a DCliar the prioritisation survey. The rationale for using a prioritisation survey is

discussed in Section 2.7

4.1 Rationale fochoosing aliscrete choice experimeifar the

prioritisation survey

A DCEsione method of eliciting stated preferenc&ated preference methods are based on
economic theory of consumer behaviour and asswaeple are rational decision makers,
making decisions to maximise their innate benéfi85)They force people to weighp the

costs and benefits and make choices and traffs recognising resources may be limit€B4,

185)ThisleadstoacloserLILINRE EA Yl A2y 2F GKS NBtFGABS wal

characteristics or attribute€176, 186)Stated preferences are preferences elicited by

analysing data about the choices people make between two or more hypothetical
alternatives(178)This is in comparison with revealed preferences, which are based on
observing the real life choiceg®ople make in the everyday wor(d78)Stated préerence

methods are useful when it is difficult to observe real life choices (choices happen infrequently
or in a private setting), or where a change is being considered but has yet to be implemented,
and therefore choices cannot be observed (for exampuieducing a new service or making a
change to an existing servidgd)7/8)For this latter reason, DCEs are commonly used in policy
making to understand consumer or voter preferences before a change is implemented.
However, it is important to recognise that stated preferences are based on the assumption
that people will make the same choice in rea(ity.8) Therefore, stated preference

instruments must be carefully designed so they resemble the everyday context in which the

choices would likely be made.

Stated preference methods include a number of different methodtng scales where

attributes are asgned to a continuous scale based on desirability; ranking methods where
attributes are ranked in order of preference; tintide-off (TTO) methods where attributes

are traded against time; some willingness to pay (WTP) methods where attributes are traded
against monetary value; or DCEs in which respondents are forced to choose between discrete
alternatives(178, 184However, rating scales and ranking do not involve trading off and
therefore do not reflect real life choice behavioi@84)TTO methods involve trading

attributes, but only against time. TTO methods have a complex format and limit the number of
attributes which can be comparg@00) Most WTP methods involve the generation of

threshold willingness to pay values rather than trading attributes. Previous studies conducted
in the UK, have experienced considerable problemh wé#ding cost attributes because NHS

care is free at the point of access, and people object to paying for h@sih.201, 202)
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Therefore, WTP methods do not reflect the reality of most choices in UK sd@idfjfDCEs
more closely reemble the complexity of everyday choices by asking participants to pick

between alternatives comprised of multiple attributés76)

DCEs aim to investigate the impact of different attributes (characteristics) of a service, on the
overall benefit or value (utility) an individual derives from a ser{d@&)This is achieved by
comparing different service scenarios (alternatives), each with different levels of every
attribute.(184, 18590 02y 2 YA O (G KS2NE 2F O2y adzy SNuggeS | @A 2 d
DCEs are the method that most closely represents how people make choices in reality
comparing different levels of different attributes that make up a service to derive overall utility
(satisfaction)184, 185)This utility cannot be directly observed because it has two

components which describe ([203)Firstly a systemic (explainable) component consisting of

the different attributes andi 2 OA 2 RSY2 INJ LIKA O OKI N} OGSNRAadGAOa&
choice(203)Secondly a random (unexplainable) component which is comprised of all the
unidentified factors which influence choic€03)A strength of DCEs is that they acknowledge

this random component, reflecting how real life decision making oo@03)

4.2 Overview of the components of aalete choice experiment

DCE surveys typically comprise a number of different sectionitroduction which sets the
context for the choice decision; a series of choice tasks; and a series of demographic and or
service use questions which might explajhaA Y RA @A R@A6X 4 Q OK2A O0Sa o

Choice tasks also include a numbefeztures (Figure 4.1)

1 Theattributes are specific features or characteristics of a service

9 Each attribute has a range lglvelswhich describe the attribute

1 Thealternatives(A or B) are hypothetical options comprised of different levels of a
number d constant attributes

1 Thechoice sets the specific combination of two (or more) alternatives.

1 The choice task also includes a question stem or scenario and a final instruction.
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Figure 4.1. The structure of a choice task

Question1. =

Please read the information below.

Please tick whether you would prefer this practice to make ‘Set of changes

A’ or ‘Set of changes B'.

Each column
(A or B) is one
ALTERNATIVE
comprised of
different levels
of the same

Set of changes A Set of changes B attributes
How the receptionists treat you | More friendly and More neutral and
personal than usual business-like than usual
How the practice treats different | Priority is given to Priority is given to
patients patients with extra needs patients with extra needs
How the doctors listen and More carefully than Less carefully than usual
respond to you usual
How the staff respond to The same as usual The same as usual
feedback and complaints
- - : 7 Each
How many services are offered | Fewer services than now More services-than now attribute has
by the practice multiple
- possible
Please tick S;t of changes |:| I:I LEVELS
+ which
describe it

\ J
g

4.3 Conceptualising thehoice process

4.3.1 Framing this discrete choice experiment

The conceptualisation of this DCE differs in two major areas compared to most DCEs about
general practice services identified in the systematic review below (Section 4.4.1). Firstly this
DCE askrespondents about their preferences &ervice changeather than just their
preferencedor servicesSecondly the decision makers and potential target for change is the
individual general practiceather than regional or national policy makers dagig a policy to

be implemented acrossiultiple general practices.

Asking respondents about their preference for change, not just feference ofgeneral

practiceservice attributesA & | adzo 0t S odzi AYLERNIFYyGd RAFFSNS
attribute might be length of appointment, however, they may also be happy with appointment
length at their current practicéout really want to see changes in continuity of care. Thergfore

one individual can have different preferers@epending on whethethey are askedvhat

attribute is most important, or what attribute is their priority for improvement. Giving people

the opportunity tostate not just what they like, but what they want to change, potentially

increases democratic validity of the instrumemd agencyf the individual.

DCEs need to realistically reflect available policy chdic&3) Therefore it is essential that

attributes are relevant to the context of the general practice where the desired change will
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KFELIISyd az2dd 5/9Qa Ay 2dz2NJ NBGASg IImnwd& O2y RdzO0
national policy decisiondl76, 178, 199)\s discussed in Chapter 2, this projemticeptualises

general practitioners, practice managers, and their PPGs as the policy makers, and their

individual general practice as the unit affected by the policy or service change. Despite there

being a national English general practice contract, themide variation in how general

practices deliver this contract, and this is heavily influenced by GP pa(8#&r83, 144, 179)

Therefore, the priorities for improvement or change are likely to be different in one practice to
another,change over time, and GPs have considerable power over decision making. As such,

we aimed to design a DCE survey template that could be used flexibly, adapt to this variation,

and influence individual general practice policy making.

For respondents to neeal their true preferences, and avoid responding strategically, they need
to believe that the choices they make in the survey, will be implemented and have real
impact(178)Therefore, we developed a survey that could be individualised, linking it to each
general practice by using their logo, framing ttieice in relation to each individual practice,
and distributing each survey via the practice. This individualisation may increase the belief by

respondents that they can influence change.

4.3.2 Framing the choice task within the discrete choice expetime

Conceptualising the DCE includes framing the choice task within thélIB@)E/e aimed to

keep the choice task as simple as possible, recognising patients completing the survey in a
waiting room may be unwell or have little time. Therefore, we designed a DCE with two
alternatives. Choice tasks can include more than two alternatives, but more options increase
the complexity and may reduce response raf£89)Choice tasks can also include @it and

status quo options, allowing respondents to avoid making trafle(199) This makes it easier

for the respondentand reflects the reality that people sometimes choose not to use any
services over a less preferred service. However, in order to analyse the data, researchers must
be able to describe what the ot or status quo option means for the respondent in terms

of the attributes and levels in the existing general prac{it®@)This can involve significant

extra work mapping existing attributes and levels in each general practice, which would be
incompatible with a survey template aiming to be used in different general practices.

lf GOSNyl GA@Stesr 20KSNJ adzNBSea KIFI@S alSR NBalL
perceived levels of attributes in their current general practit@9)However, this increased

the length of the survey and work for the respondent. Therefore, we did not includeutypar

status quo options.



82

4.4 Defining attributes and levels, and survey template

Discete choice theory suggests that people choose between goods (such as a general practice)
based on the package of features or attributes of goods (location, type of appointments

I @ AflFofST ({y26fSR3IS 2F GKS R20(GmaN&a Q O02YYdzy A
benefit.(185, 204 Charges in the attributes can result in a discrete switch in preference from

one good to anothe(204)Therefore an attribute is a characteristic or feature of a good, in this

case general prae, which may explain a preference for one general practice over another.
Attributes have different levels which can be quantitative such as distance to the general

practice (one, two, or five miles), or qualitative such as communication skills (godteriat,

or bad)(199)

DCEs cannot include every attribute possible, however, they should include the important and
relevant attributes(93) The choiceavailable torespondents depeds on the attrilutes

presented to them. Normally, policy makers and researchers decide what the important and
relevant attributes are. This DCE frames PPG members and staff as the policy makers deciding
what is important, relevant, and feasible to change in their genarattice, before consulting

the wider patient population. To ensure PPGs and staff pick valid attributes we systematically
developed and tested common attributes and levels, to develop a list that they could choose

from.

Attributes and levels are commontieveloped from a combination of reviewing the existing
literature andqualitative research with key stakeholdgf99)In this projectas has described
in Chapters 2 and 3 (see Figure 2i2¢ attributes and levels were identified through an

iterative process of

9 reviewing the literatureo identify common attribute$4.4.1),

1 coresearch group (CRG) deliberatidaglevelop a list of attributes and survey
template (4.4.2),

1 focus groups wh PPGs and stafib explore the collective understanding of attributes,
levels and the survey templa{éd.4.3),

T pilot testing to checlindividual comprehensionf the attributes and level§4.6)

The next ections will outline the process of designing the attributes and levels and survey
template. Whereas Chapter 3 focused on what we learned from working together, this chapter

focuses on the implications for the design of the attributes and survey.
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4.4.1 Sgtematic review to identify common attributes

There have been previous systematic reviews of attributgwriofiary carg(181)and

healthcare deliverynore generally205)However, at the start athis project there were no
existing reviews of how attributes have been used in general practice stated preference
studies. Therefore, we systematically searched the literature to find stated preference studies
regarding the organisational attributes ofrgral practice care. We aimed to explore how

DCEs had been used previously, in what context, and using which attributes and levels.

4.4.1.1 Methods

Search terms were developed based on previous systematic reviews of stated preference
methods and primaryare @Appendix 16 MEDLINE, EMBASE, HMIC, which cover the majority
of primary care and health economics literatuvesre searchedrom 1980 to July 2016. The

aim of this review wato identify the key studies in this area, accepting some smaller studies
may be missed as they are published in the grey litera{@f6)Detailed inclusion and

exclusion criteria are availabie Appendix 16Non DCE stated preference methods were
excluded for a variety of reasons discusée section 4.1. In addition, pairwise studies were
excluded as they force respondents to pick between two attributes at a time, which does not
reflect complex decision makif{@85, 207209)No formal quality assessments were

performed as we aimed to identify an exhaustive list of attributes to stimulate CRG discussion,

regardless of whether they were used in high quality studies.

To reduce bias, one aesearcher also screened titles and abstracts. She influenced the search
dA0NI 0S38 o0& OKIftSy3aAay3a vYe AYyGaSNOKIy3ISIoftS d
LIN} OGAOSQd 2SS |faz2z FIANBSR | SaboutBeBdrahpyaticell A2y 05
and those conductedithin general practiceA data extraction table was developed from the

literature (199, 210, 211)

4.4.1.2Results
Twenty five papers were suitable for inclusion in the review, covering 22 studies using DCEs to
explore preferences for general practice services. The PRISMA diagram (Figure 4.2) outlines

the search results.
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Figured4.2 PREMA diagram (based on Moher e{2i2)

)
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g database searching hand searching references
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c
)
L= v v
— Records after duplicates removed
n =620
)
2 Y
= - Records excluded
. Records screened - n =554
5 n = 620 g 384 by title
n 170 byabstract
~—
PR Fulktext e_lrticles
excluded, with reasong
> n=41
= v
o) _ 2 not English
=) Fulttext artlc!e_s - 1 not available
[T} assessed for eligibility 10 not general practice
n =66 9 not conjoint analysis
1 not patient
preferences
( ) 5 out-of-hours focused
Y 8 willingnessgo-pay
I Studies included in 1 time-trade-off
© qualitative synthesis 3 pairwise
> . .
o n = 22 studies 1 alternatives rated
= 25 papers
~—

The 25 papers were publishégtween 1998 and 2015, with an average of two papers per

year between 2005 and 2015. The 22 studies include thirteen UK s{@@i£s202, 21225),

six European studies (one p&uropean226) (119, 226230) two American studie@31-

233), and one Australian stud234) Appendix 1provides a detailed overview of the design

of the 22 DCEs. In summary, the DCEs were administered by postal sundsd bahin

general practice, administered by interview, or internet based surveys. The average response
rate was 60% and mean sample size was 910 people (standard deviation 718). Forty different
attributes were used in the 22 studies, with between three aight attributes used per study

(average 5.36). The wording of the attributes and levels varied widely. The attributes and
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levels are summarised in detail in Appendix 18. Sixteen attributes were used in more than one
study (Table 4.1) and 24 were usedimly one study. The most common attribute was waiting

time for an appointment. This is a quantitative attribute with levels described in number of
days(176)v dzt t AG I GA DS | GONROdzl SR2 DY DNIzZRNI WdzKE S 8 2 Hz
RSOA&AZ2Y Y:thg gayed @akestths deidioa, the doctor makes theisien, or

there is a joint decisionR06)Waiting time for an appointment is used frequently as it can be

used to provide a numerical value to compare other attributes (for example, number of days

people are prepare to wait to see a doctor rather than a nur4@)L4) The attributes used less
FTNEIjdSyidte gSNBE 2F0Sy aLISOAFAO G2 | LI NI A Odz

a study focusing on preferences of patients with long term condit{@ds)

Table4.1 Frequentlyused attribute®f primary care

Attribute No. of studies
Waiting time for appointment 17
Length of consultation
Opening hours
Who you see (which clinician role)
Shared decision making
Price
Quality of information given
Whether the clinician listens
Distance (time or km)
Relational continuity of care
Quality of clinicians explanation
Clinicians interpersonal manner
Waiting time in waiting room
Care model (single GP/team)
Telephone access
Clinician is interested in your ideas 2

A further 24 attributes onlysed in one DCRAppendix 18

W W Wb hojor|ol|o| 0| N N| 0|

The 22 studies divided into those exploring preferences about the organisational structure of
general practice, and those exploring preferences almomsultations within general practice.

Fifteen studies investigated patient preferences for specific regional or national policies, aimed
at reforming the organisation of general practice. These policies inclugigdnt access

centres(215, 231, 232)primary care team$§229, 230)greater patient choic€219, 226)

efficient resource us€221, 227)diversifying the workforc€214, 217, 218, 231, 233nd

improving access to GP appointme(@46, 222, 233)0One study compared patient, and
R2OG2NBEQ LISNDSLIGA2ya 2F LI GASYlH LnEBFANSY OSa
52002NE RAR y2i 1y26 LIGASYGaQ LINBFSNByOSas
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decision making process. Six studies investigated patient preferences for consultations within
general practice. Five of these were also influenloggbolicy objectives includinghared

decision making220, 223, 225)atient centred carg¢201, 202, 213)and improving access

(224) One study explored the attributes of a consultation that would make a patient choose to
change GK234)No studies examined resources within individual practices or compared
individual practices. As all of these studies were designed for regional or national policy
makers, GPs in a local general practice may struggle to use the results to make dabisigns

local service improvement.

To ensure the scenarios are realistic, good practice suggests attributes and levels are designed
following a literature review and qualitative research, and then piloted to test
comprehensior(199)However, only one study (four papers) undertook a systematic literature
review of attributes of primary car@l81, 201, 202, 213and five studies (six papers) reported
no literature review(218, 221, 224, 231, 232, 23ight studies based the attributes on
qualitative research, but there were limited details about the meth@bk9, 214216, 224,

230, 233234)Four studies based their design other survey$217, 218, 2210r randomised
control trial data(219%p 9 A IKG &addzRAS& ol aSR G4KS RSaady
within their own team, and usually with very little detail about the exp€s5, 217, 218, 222,
224, 226, 227, 233)nly two of these papers reported involving patient expg@22, 226)

Eleven studies (13 papers) piloted their DCE to check comprehgddi®n201, 202, 213, 21

216, 219, 222, 224, 226, 229, 230, 2B pilot of ;e UK study raised serious concerns about
the use of a cost attribut€201) The authors decided to keep thestattribute as they wanted

to be able to calculate WTP for a policy audie(2@2)

4.4.1.3 Implications for the development of this DCE

The systematic review provided 40 attributes and levels to inform CRG discussions, and the
design of the attributes, levels, and choice tasks. This included rationale for avoadiam
attributes such as cost. The systematic review clearly defines two gaps in the design of DCEs.
The first gap is the lack of patient participation in the design of the DCEs. Only two studies
clearly stated involving patient experts in the designga®s(222, 226).ack of patient

participation in the design, and the comparatively strong influence of the policy agenda, may
explain why attributes patients objected to were still included in D@&s, 202)The second

gap is the policy level at which the DCEs are designed to influence. None of the DCEs in the
review had been used to influence indivadwgeneral practice decisions about service

improvement.
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4.4.2 ©-research group (CRG) deliberatiomslevelop a list of attributes and

survey template

In comparison to the DCEs identified above, the attributes and levels for this DCE were

developed bytie CRG comprised of both patients and general practice staff.

4.4.2.1 Developing and refining the list of attributes and levels

The CRG developed a comprehensive list of all possible attributes of general practice services
over four deliberative meetingsCoresearchers used a participatory flexible brainstorm
approach (see Chapter 2, section 2.5.2.2, Taldetd.generate attributes from their

experience. Then added attributes identified in the systematic review above, and two existing

I G G NR 0 dzlelopedfiorhIySematic review$81, 205)These attributes were written

on sticky notes or bits of paper (Figure 4.3).

Figured.3. Sticky note map of tre-research groups attributes of general practice
r R

The ceresearchers then thematically categorised attributes by physically moving them into
different groups (Figure 4.4) using participatory char(gge Chapter 2, section 2.5.2.2, Table

2.2). This invéved active discussion and sense checking. This process allowed refinement and
clarification of the attributes, reducing overlap and dividing attributes with multiple meaning.

The categories developed deductively from the previous literature, and indilyctivieen

existing categories were not clear or sufficient. The inductive categories included

WSy 3l ASYSyYy (s 2 LISy yB3lpdioiGROENIGEE 8IR NB NOB @ f A G @
WgStt,bPRYER2g ISYSNI f LINI Ol A O Shisipdatdsszpmduced 6 A R S
128 attributes, organised into 10 categories with sidtegories Appendix 19. The CRG

decided this process was exhaustive, and agreed saturation had been achieved in terms of

important new attributes and managing the number of ditries.
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Figure 4.4. Participatory charting of attributes into categories

The ten ceresearchers then voted on their top ten attributes from the list of 128. This was a
modified form of participatory votingsée Chapter 2, section 2.5.2.2, Tab®.2Co

researchers picked their top ten attributes prior to the meeting, then shared their votes in the
meeting, followed by a discussion. Ranking was not performed-assearchers were
overwhelmed with the number of attributes. Fifty attributes were choseteast once, and

these were taken forward to develop further.

The CRG then consulted two of my supervisors (a health economist (DM) and clinical professor

of primary care (RF)) for expert feedback on the 50 attributes. RF removed attributes that he

felt were an expected professional standard and therefore not amenable to change (for

examplel NHza G Ay3 GKS R2 002N {2). DMOemoved/attribuceS thdtdr G A Sy
NBflGSR (2 WwW2dzi02YSaQs: adzOK Fa al ifficdtfol OGA2Y
change. This reduced the list to 30 attributes. Levels were developed for all 30 attributes by

the CRG drawing on the findings from the review. The attributes and levels were reviewed by

an external company specialising in accessible langugrgelford Talking Media). These

attributes and levels were then used in the focus groups and the pilot where further feedback

and changes were incorporated (see below). Table 4.2 shows the 30 attributes and levels

before and after the focus groups and pilot

Table 4.2. Attributes and levels before and after the focus groups and pilot

No.| Attributes prior to focus groups Attributes after the pilot
Attribute Levels Attribute Levels
Attribute category: Access to care
1 | Length of 5 min; How long your | 2 minutes shorter
appointment 10 min; appointment than usual;
15 min; lasts The same length as
20 min. usual;
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5 minutes longer
than usual;

10 minutes longer
than usual.

Waiting time for

Same day (within 24

How many days

Longer than usual;

a nonurgent hours); you wait to get | The same as usual;
appointment Next day (within 48 an Shorter than usual.
with any hours); appointment
clinician 5 days;

10 days.
Waiting time for| 4-6 hours Removed Removed
an urgent Same day (within 24
appointment hours);
with any Next day (within 48
clinician hours).
Communication| Face to face only; How you can Fewer options than
method with Face to face and by talk to the now (face to face
doctors and telephone; doctors and only);
nurses Face to face and by nurses The same options ag

email;
Face to face and by
video.

now (face to face
and telephone);
More options than
now (current options
and online).

Opening times

8am6pm Monday to
Friday only;

8am6pm Monday to
Friday, with some
appointments earliethan
8am and/or after 6pm,
only;

8am6pm Monday to
Friday, with some
weekend appointments,
only;

8am6pm Monday to
Friday, with some
appointments earlier thar
8am and/or after 6pm,
and some weekend
appointments.

When you can
have an
appointment

Fewer evening,
morning, or weekend
appointments;

The same times as
now;

More evening,
morning, or weekend
appointments.

Who decides
who has home
visits

The receptionists;
A doctor;
Me or my carer.

How easy is it
to get a home
visit

More difficult than
usual,

The same as usual;
Easier than usual.
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7 | Ease of making| Easy; How easy itis | More difficult than
an appointment| Complicated. to book an usual;
appointment The same as usual;
Easier than usual.
Attribute category: How | am treatedluring the appointmentg person centred care

8 | Communication| Friendly and personal; How the More neutral and
style of the Neutral and professional.| doctors and businesdike than
doctors and nurses treat usual,
nurses you No change from

usual;
More friendly and
personal than usual.

9 | Listening skills | They listen and respond | How well the Less carefully than
of the doctors | to me; doctors listen | usual,
and nurses They do not listen or and pay No change from

respond to me. attention to usual;
you More carefully than
usual.

10 | My involvement| My doctor or nurse How involved | Less involved than
in decision choose for me; you are in usual;
making about | My doctor or nurse making choices| No change from
my treatment | choose considering my | about your care| usual;

opinion; More involved than
My doctor or nurse make usual.

a joint decision in

partnership with me;

| choose considering my

R20O0G2NDNa 2 NJ

advice.

11 | Focus of my About my symptoms only] How many Only one problem pe

appointment About my symptoms and| problems you | appointment;
how they are affecting can discuss in | No change from
me and my life. your usual;
appointment As many problems ag
you want.

12 | Range of ways | Medication only; How often Less often than now;
my health is Medication and referral | community No change from now
supported to relevant community groups and More often than

groups or activities that | lifestyle now.
support my health. activities are
suggested
13 | Advice about Makes suggestions whicl Removed Removed

improving my
lifestyle

fit my situation;
Takes little account of my,
situation.
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14 | Support to Works with me on what || How youare Less support and les
manage my want to get from life; supported to personal advice than
own health Seems to think everyone| manage your | usual,

wants to get the same own health No change from
from life. usual;
More support and
more personal advice
than usual.
Attribute category: Continuity of care
15 | Medical records| The doctor or nurse has | How well your | Less well than now;

read my medical notes;
The doctor or nurse has
not read my medical
notes.

doctor or nurse
knows your
medical history

No change from now
Better than now.

16 | Relationship | know them well, and How well your | Less well than now;
with the doctor | they know me; doctor or nurse | No change from now
or nurse I know them well, but knows you as a| Better than now.

GKSe R2yQi person
| do not know them well.
17 | Choice of | can alwaysee who | How often you | Less often than now;

doctor or nurse

want to see;
I can sometimes see whd
| want to see;

| can never see who |
want to see.

get your choice
of doctor and
nurse

No change from now
More often than
now.

Attribute category: Ceordination of care

18

How the
practice team
work together

They talk to each other
and work together;
They do not talk to each
other and work
independently.

Removed

Removed

19

How the
doctors and
nurses work

They know about, and
encourage me to usetal
support groups;

How many
services are
offered by the

Fewer services than
now;
The same services a

with the local They do not know about | practice now;
community or encourage me to use More services than
local support groups. now.
Attribute category: Equity
20 | Support for Housing or benefit How much More than now;
parts of my life | requests are a top patients are No change from now
that might priority; charged for Less than now.

affect my health

Housing or benefit
requests are done when

requests for
letters of

they have time;

support
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Housing or benefit
requests are not
supported.

21| Interpretation | I have to bring someone | How No change from now

services with me who can interpretation | (telephone
interpret; services are interpreter);
A telephone interpreter ig provided More options than
provided; now (faceto-face
A face to face interpreter interpreter).
is provided;
There are maltilingual
staff working athe
practice who interpret.

22 | Treating All patients get the same| How the All patients are
patients length of appointment; practice treats | treated the same;
according to Some patients get longer| different Priority is given to
need appointments if they groups of patients with more

have extra needs (eg patients health problems.
young/old ect).
Attribute category: Quaity of care
23 | Attitude of the | Friendly and personal; How the More neutral and
receptionists Neutral and professional.| receptionists businesdike than
treat you usual;
No change from
usual,
More friendly and
personal than usual.

24 | Confidentiality | | amsure my How well the No change from now

confidentiality is practice Better than now.

respected,; protects your

| am not sure my privacy at

confidentiality is reception

respected.

25| The building Warm, clean and tidy; How warm, Worse than now;

Cold, dirty, and untidy. clean, and tidy | The same as now;
the Better than now.
environment is

26 | Availability of In the practice and Removed Removed
information online;
about Online only;
experience and | In the practice only;
expertise of No information
staff anywhere.

27 | How often my | Daily; How often you | Less often than now;
general practice| Weekly; are asked abou| The same as now;

Monthly.

your




93

meet to discuss

experience at

More often than

quality of care the practice now.
28 | Response to Clear policies, open Removed Removed
complaints and | approach, and keen to
mistakes learn from mistakes;
No clear policies, closed
approach, and not
interested in learning
from mistakes.
29 | General Open tochange to Removed Removed
practice improve patient care;
attitude to Reluctant to change to
change improve patient care;
30 | How my general| Interested and try to act | How the staff | Slower to act than
practice on it; respond to usual;
respond to Not interested and do not feedback and | The same as usual;
feedback act on it. complants Quicker to act than

usual.

4.4.2.1 Developing the template survey

The CRG developed a prototype version of the adaptable piroritisation survey format and

content over three deliberative meetings. Thisluded desiging the

1 Content and language of the survey introduction and demographic questions

The coresearchers drafted the survey introduction, including instructions about

completing the survey, and demographic questions. The content of the deiptiigra

questions was informed by the validated national General Practice Patient Survey. The

emphasis was on keeping the survey short so it could be easily completed in the

waiting room.

The format of the choice tasks

Four different styles of format of thehoice tasks were identified from the systematic

review Figure 4.% However, there was nevidenceregarding the most effective

format. The CR@viewed the different styles anall voted for Option 3 as their

preferred choicdask style We alsoagreedto use Option 4 on the ballot box as we

needed a style with only two columns of text (one for each ballot box).

The surveymode of completion

The CRG reviewed a matrix of advantages and disadvantages of different modes of

completion (Table 4.3). This mixtwas based on common modes of completion

identified in the systematic review and®5 & S NOK S N&E Q

5dZa38adGA2Yy¢

have experienced in other settings (electronic voting booths and supermarket charity
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ballot boxes). The CRG used participatoryngpto agree which modes to take
forward. The most preferred modes were online, and paper handed out in the waiting
room, with assistance from the PPG. We also agreed to take forward the ballot box

mode as an additional untried option.

Following these dissions draft versions of the paper and ballot box surveys were produced

and refined by the CRG (the paper and online surveys were identical in content and style).

Figure 4.5. Styles of format of the choice tasks

OPTION 1

Attribute (number = short list number) Service 1 Service 2

| have to wait for an appointment (33/38) 3 days 1 week

My appointment length is{28) 5 minutes 15 minutes

My general practice offers home visits if | cannot
get to the practice in person (45)

To housebound people only

Only if the doctor thinks it is appropriate

My general practice actively help and support me
to avoid getting unwell, rather than waiting for me
to become ill (83)

My general practice does not have any
information about how to live well

My general practice has posters in the waiting
room about how to live well, but does not offer
specific support

My doctor and nurse is well trained, up to date,

There is no information about the clinicians

Information about all the clinicians training is

and has a wide range of knowledge and skills (115) | training available so | know they qualified and up to date
OPTION 2

Attribute (number = short list number) Service 1 Service 2
| can plan appointments in advance, to fit in with the other parts of my life (work, school, family), to review my existing Yes No
health problems (33/38)

My doctors and nurses will spend longer with me if this is important (28) No Yes

My general practice offers home visits if | cannot get to the practice in person (45) Yes Yes

My general practice actively help and support me to avoid getting unwell, rather than waiting for me to become ill (83) No Yes

My doctor and nurse is well trained, up to date, and has a wide range of knowledge and skills {115) No Yes

OPTION 3

Attribute (number = short list number) Service 1 Service 2
Waiting time for an appointment (33/38) 3 days 1 week
Consultation length (28) 5 minutes 15 minutes

Home visits (45) To housebound people only

Only if the doctor thinks it is appropriate

Health promotion (83)

My general practice does not have any
infarmation about how to live well

My general practice has posters in the waiting room about
how to live well, but does not offer specific support

Clinical competence (115}

training

There is no information about the clinicians

Information about all the clinicians training is available so |
know they qualified and up to date

OPTION 4

Service 1

Service 2

| have to wait 3 days for an appointment

There is no information about the clinicians training

| have to wait a week for an appointment

My general practice has posters in the waiting room about how to live well,
but does not offer specific support

Information about all the clinicians training is available so | know they
qualified and up to date
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Table 4.3. Matrix of the characteristics of different modes of survey completion

Format No. task{ No. other| Sample/ Response| PPG Practice Respondent | Summary and appraisal
type questions| reach rate involvement | resources work load
Online High High Very Highg | Unknown | Low Low High if long | High volume of data with minimal effort.
Flexible | Flexible | randomg depends No support | Depends on how the survey link is distributed
how to on If on a website risk of nepractice patients
target targeting compleing it
Postal High High Highg Known¢ | Very low Highc¢ patient | High if long | High volume of data. Could target specific
Flexible | Flexible | targeted low data and cost | and have to | groups. Address is confidential info so practig
and time of send it back | would have to post them. Postal costs high.
posting No support | Low response rate.
Paper Med Medium | Medium¢ | Medium¢ | Potentially Mediumg Medium Medium volume of data. Handed to people
handed depends on| Needs high depends on depends on | coming into surgery. PPG could do this. Limit
out availability | promoting who is length to those who come to practice although could
required to No support | be handed out in other settigs
promote it
Interview | Mediu | Medium | Low High Very High Lowg Highg but Assuming PPG do the interviews: would requ
assisted | m /low ¢ targeted (assuming assuming they| supported training. Could ask lots of choice tasks, but
confiden they are doing| trust PPG to | e.g. low minimal confidential info. Could be very
tiality the interview) | do interviews | literacy targeted or waiting room based. Issues aboulf
sampling.
Voting Low Low Medium¢ | Unknown | Medium/high | Physical space Low as short| Low volume of data and physically limited by
booths depends on encourage pts| in waiting Potentially | the voting boxes so only in surgery. Very eas
availability and update room fun ¢ novelty | for respondents (only one question)P& could
booths value high have a role in promoting it.
Electronic| Low Low Medium¢ | Unknown | Low Upfront cost | Low as short| Low volume of data. Electronic device high ¢
delivery depends on of technology | Potentially | and immobile. Very easy for respondents. Litf
availability fun ¢ high work for PPG or practice. Issues around
novelty value| ownership of data.
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4.4.3 lbcus groupso explore the understanding of attributes, levelsd déhe

survey

External qualitative stakeholder feedback is recommended during the attribute and level
development proces€199)Therefore, the CRG conducted focus groups with existing PPGs
who would be the users of the attributes and survey. The focus group methods are described
in detail in Chapter 3, section 3.2.1.2. The findings reported below outline the feedback
regarding the attributes and survey, and the resulting changes to the Cr@ages were made

iteratively after each of the six focus group based on the feedback.

4.3.2.1 Focus group findings

The first three focus groups reviewed all 30 attributes, but were clearly overwhelmed, and fed
back that 30 was too many. Therefore, aftee third focus group the CRG reduced the list to

23 attributes by changing, merging, or removing attributes based on focus group feedback
(Table 4.4).

Table 4.4. Summary of changes to attributes made after focus gr&ups 1

Attribute Explanation of chage, removal, or merge

Waiting time for an urgent Removed as unacceptable to wait for an urgent isg

appointment with any clinician and poor differentiation between urgent and nen
urgent appointments

Response to feedback Merged as overlap causingconfu y Y a1l 2 ¢

Attitude to change adFFTF NBAEaALRYR (2 TFTSSRol

Response to complaints and

mistakes

Availability of information about thg Removed as it was considered a basic standard of
experience and expertise of staff | care.

How thepractice team work Removed as patients rarely see team work in actig
together to provide my care anddid not think it wasmportant to their care
Range of ways my health is aSNHSR a 2@SNII LI Ol dza
supported supportedtomana§ &2 dzNJ 26y KSI

Advice about improving my lifestylg

Managing my own health

Focus of my appointment / KIy3
LINR o f

R G2 AyO2NLRNIGS
Yya &2dz OFy RAaOdz

S
S

In Focus Group 4 there was feedback about the wording of the levels which had a significant

impact on their design. This was discussed with the CRG which raised two issues:

1 The public have very little detailed knowledge about how general practice work is
organised. Participants did not know about attributes they did not have direct

experience of (such as paying for letters of support, or using interpreters). But they
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also did not have full information about attributes that they do have experience of,
suchas whether appointments are supposed to last 10 or 15 minutes. Therefore,
despite designing specific and discrete levels, these were interpreted abstractly.
Levels of attributes vary significantly between different general practices, and the
degree of vaation makes designing consistent levels almost impossible. In Focus
Group 4 the current waiting time for an appointment was four weeks, but the
maximum level was 10 days. Therefore, in this practice-@ajdevel would
represent a preference for shortevaiting times. This meant the levels for each

attribute would potentially need to be checked and redesigned in every practice.

As a result, we redesigned all the attributes to have relative rather than absolute levels. For
example, the levels for appointthy & f Sy3d K o6SOFYS WakK2NISND>

This decision was based on the following rationale

1 Relative levels do not require existing knowledge of the organisation of the general

practice and can rely on subjective opinions.
Relativelevels will not need to be redesigned for each general practice.

Relative levels are in keeping with the conceptualisation of the DCE around

W

LINBFSNByOSa F2NJ OKFy3S8s FyR y2d 2dad LINBT
practice may be idealised. Paty § 3 Q LINBEFSNBy O0Sa F2NJ OKI y3as

on the service they have experienced.
This DCE conceptualises individual patients as capable of making decisions based on
their experiential knowledge. Therefore, they should not need detailed kexdyd of

how general practice is organised in order to complete the survey.

Focus groups 5 and 6 reviewed the list of 23 attributes with the relative levels. In both groups

there was less discussion about the levels and what the current practice chastictevere,

with more focus on preferences. In both focus groups, four attributes were still poorly
understood. These were subsequently modified by the CRG and one attribute was

reintroduced (Table 4.5).



98

Table 4.5. Summary of changes to attributes méiee Bocus groups-8.

Attribute Explanation of change or reintroduction
How many patientscan |/ K y3SR (2 NBFE SO0 LI GASyYy
have home visits rather than how many people could have a home vigitow

easy is it to get Aome visit

How the practice protects Changed to remove reference to information which is a lege
and uses your personal | NB lj dzZA NBY Sy i | y Riowwellithe @ridticg 3 S |
information protects your privacy

How long yourdoctoror |/ K y3SR & adFFF FSEtd4d LI GAY
nurse spendseadingyour| LJ G A Sy &4 RARY QG (y26 (GKA& |
medical notes g1 & (K SHow &ell yin® Woctor @r nurse knows your
medical historg

Range of ways my health| Reintroduced because despite being merged due to overlaf
is suppated LINE@GA2dzat ex AU 1 SLIG OQwditghd
community groups and lifestyle activities are suggested

Feedback on the survey content helped to improve the language of theysuFe biggest
changes were the addition of two further demographic questions. One patient in focus group 3
suggested a question regarding whether respondents worked, arguing this would affect their
ability to access appointments in working hours. Theegenalso persistent concerns about

the complexity of the survey and whether patients would complete it. Therefore, to evaluate
whether people with low literacy were being excluded, we added a question about education

level.

Bradford Talking Media then rimwed our content for a final time. We produced prototype
versions of the 24 attributes, the paper survey, and the ballot box for the pilot. A software
company (ACCENT) produced the online version of the survey, based on the paper survey. All

modes of surgy completion included

Introduction and instructions

A number of choice tasks

1

1

1 Demographic questions

1 A free text response section
1

An advertisement for the PPG

For the ballot box survey this material was physically displayed on a poster amdriheffthe

boxes (Figure 4.6), sé@pendix21 for the paper version othe pilot survey.
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Figure 4.6. Pilot prototype of ballot box survey
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4.5 Experimental design for the pilot

The experimental design of a DCE describes how combinations of attiélvets and

alternatives in choice tasks are derivel®9)A DCE with five attributes (A), each with three

levels (L), has 243 different possible combinations of choice taK98)Thish & OF f f SR |
TEOG2NALI £ Q RSaAIAYd ¢KAA Aa (22 Ylye F2N 2yS$S
design is a sample from all possible combinations which allows an estimation of the main
effects of the choice mod€R03)In this projectwe aimedto keep the number of choice task

per respondentow, to reduce thér cognitiveburden Blocking(grouping)different choice

tasks into different survey versiojthen randomly assigng theseto different respondents

increases the number of choice task combinations without increasttigidual cognitive
load.(204) The average number of choice tasks per study in the systematic review above was 5.
The three modes of completion of the survey impacted on the number of chaste {(Table

4.6).
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Table 4.6. Number of choice tasks by mode of completion and distribution

Mode of Distribution Choice tasks
completion per person
Online Weblink sent via Text message and completed at respond¢ 5

convenience.

Available on handhelthblet in the waiting room.
Paper Distributed by the PPG in the waiting room so needs to be| 3
short.
Ballot box | Physical voting in the practice limited to one choice task. | 1

Once we decided on the number of attributes, levels, choice tasks and blosks] Ngene
software to produce a-@fficient experimental desig(iL99, 210Efficiency in experimental
designs relates to the precision with which the choice model can be estinfa@&jJMore

efficient models produce more precise estimates for any given sample size and maximise the
potential for trade-offs. The eefficient design was checked to ensure even distribution of

levels (all levels appear a relatively equal number of times throughout the design) and to avoid
dominated choice tasks. Dominated choice tasks are where one alternatieauiily detter

than the other(235)These are often easier choices with less requirement to t@itleT he

most efficient and useful data is found in choice tasks where respondents have to make

difficult decisions and trade off different attributes revealing their preferences

Across the pilot we needed to test all three modes of completion, and all 24 attributes and
levels. Therefore, each respondent completed all three survey modes. The attributes were split
into different versions of the survey so that we received feedtlhat all attributes and levels.

The five most frequently picked attributes from the focus groups were tested in the online
survey (Table 4.7). These were attributes likely to be picked again and we wanted to maximise
their feedback. The remaining 19 attuites were tested in different versions of the paper and

ballot box surveys.

Table 4.7. The five most common attributes chosen in the focus groups

Attribute Votes* 5 FGs
5. When you can have an appointment 3

7. How easy it is to make an appointment

2. How long it takes to get an appointment

12. How often community groups and lifestyle activities are suggest
17. How often you get your choice of doctor or nurse

WlWlh~lo

To ensure the quality of a DCE it is good practice to add validity and rglisdsts to a DCE.
Janssen et al identified 24 different tests across four dom@BS)Table 4.8 summarises how
| addressed measurement validity and reliabi{@g5)More tests could have been included,

however, most would have required longer survey formats increasing the cognitivahoad
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complexity of the survey. The choice of tests reflects a balance between the need for a

practical survey appropriate for routine practice, and ensuring scientific quality of the survey.

Table 4.8. DCE validity and reliability tests based on Jaisd€235)

Test

Use in this project

Measurement validity

Face/content validity: Does the
choice task contain important
attributes? Are the results
consistent with a priori preference
expectations?

The attributeswere developed with reference to
the literature and expertise of theCRG.

Convergent validity: Are the resultg
consistent with other studies of the
same issue

Adding another preference elicitation method (suc
as bestworst scaling) to the survey would increas
the length and cognitive load, as would conducting
further surveysHowever,comparison is possible
between ourresults to those withinthe systematic
review, and to the General Practice Patient
Satisfaction survey

External validity: Do the results
acarately predict preferences

The CRG considered collecting revealed preferenc
data. However, it was beyond the scope of this
project.

Measurement reliability

Testretest: Is the response the
same when the instrument is
administered twice

In the pilot, one choice task was repeated in the
paper and ballot box surveys. The results were
compared to see if choices were consistent.

Version consistency: Do different
survey versions produce consisten
preference estimates

Due to the limited number of choice tasks, a fixed
choice task across all survey versions would lose {
much data. Future work could explore this if the
practice samples are large.

Holdout prediction: Can the survey,
predict choices outside the choice
model

This involves two stages of analy#igtial analysis on
a sub sample to produce a model, followed by test
the model on the remaining data. It requires a larg
sample which we did not anticipate.

Choice validity

Monotonicity: Do respondents
ch2daS Wg2NBRSQ LIN
profiles

The online pilot survey included dominated choice
tasksO i K2aS 6AGK Of SI NI &
of levels)

Compensatory choices: Do
participants trade between all
attributes of choice profiles

Theinterviews explored whether respondents were
choosing by focusing on specific attributes
(dominance) or ignoring others (non attendance).

Task non attendance: Do
participants pay attention to the
choice tasks

The pilot analysed whether participants alwa
chose A over B (or vice versa).

Choice reliability
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Transitivity: Do participants make | The priority was to test all attributes and levels. Th
choices that have consistent logic ( would add another level of complexity.

they prefer A over B, and B over C
then they should prefer A over C)
{ SyQa O2Dbaespanieéhtg ( Thiswould mean adihg more, different choice tasks
make choices consistently even to the survey (some with more alternatives) and
when more (expansion) choices or| repetition. This would increase the length and
fewer (contraction) choices are complexity of the survey.

offered

Level recodingDo respondents The mly attribute with numeric levels was length of
make choices based on the absolu appointment.The difference between the numeric
value of numeric attributes levels was not equalBut we did not have enough

data to analyse this in the pilot.

4.6 Piloting the prioritisation survey

Piloting is recommended in thdesign of all DCE$99)Piloting is usually conducted for two

broad reasong204)Firstly, to test the understanding and apjpirtateness of the DCE,

specifically the attributes and levels, choice contexts, task complexity, timing and length of the
experiment, and sampling strategy. Secondly, piloting is often used to check the experimental
design to ensure there is appropriatevavage of attributes and levels and that responses are
valid and in the expected direction (e.g. longer appointments preferred to shorter ¢b@s).
199)In the above review, piloting was also often used to generate preliminary data to inform

the analysis of the final DCE.

4.6.1 Pilot study methods

In early DCE designs, piloting was often limited to quantitative methdolwever, more

NBEOSyYyid RSaAdaya KI@S Ay@2t SR (GKS dzaS 27F |jdz f
interviews (191, 201, 204, 23@)hese are interviews where the respondent is encouraged to

Galre gKFdG &2dz I NB GKAY ] AY@EHA, 2%Knistpradicedidgtd & 02 Y L.
about how and why people answer survey questions. This enables in depth tamiting of

their interpretation of the questions they are being asked in the survey. At the end of the

interview the respondent is also asked for their overall feedback about their experience of
O2YLX SGAYy3 GKS adNBSe o WYaikdty testing widtheRtle A y i S NIJA
attributes, levels, and choice context are understood as anticipé28d) Therebre, we

included think aloud interviews in this research (also see Chapter 3). Qesearcher

attended all the interviews with me. He helped organise the survey versions, and timed the
surveys. We exchanged observations after each person had completesditvey and | wrote

reflective field notes.
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Piloting this DCE was complicated by the need to test all 24 attributes, three modes of
completion, and not knowing the final combination of attributes, as these would be decided by

the intervention practicesTherefore, the pilot aimed to:

1 Assess the respondent burden of the three modes of completion including length,
cognitive burden, and literacy.

1 Explore respondents understanding of the attributes, levels, and choice process.

1 Test the experimental design, quality and validity, prepare an analysis plan, and check

whether a small sample could provide valid results.

Not knowing the final combination of attributes meant the pilot was unable to generate

preliminary data to informhe analysis of the final DCEs.

4.6.1.1 Pilotampling and recruitment

The pilot population should be similar to the final survey populafi®9)In England everyone

is entitled to registerwith a general practicgherefore, the final survey population is the

general public. In the final survey respondents will be recruited in the waiting room and via the
general practice. This was not appropriate for the pilot, as attributes would not hese

chosen by the PPG. Therefore, we worked with a local branch of Healthwatch (see Chapter 1)
who recruited respondents from their register of volunteers and network of community

groups. We aimed for a convenience sample with a maximum variation ofjagéer,

ethnicity, and literacy, to reflect a diverse general pufli@4) Thirty responses are sufficient

G2 LAE23G + 5/ 9 ¢AGK(Q01)The Heakhialch voluriteBrdziodinatoy i S NIJ A
shared the participant information sheet with respondentaidvance(Appendix 1}

Respondents were paid £10 for completing the survey, and £30 for completing the survey as

LI NI 2F | WiKAY]l Ff2dz2RQ Ay SNIIA S dAdpghdie N SR
12). SeeAppendix Zor ethical approval.

4.6.1.2 Rot data collection

When completing the survey, respondents were asked to think about the last tinye the

attended their general practice. All respondents completed all three modes of the survey, but

the order was varied between respondents. All survegsatimed. Respondents completing

(KS WiKAY] +FE2dRQ AY(GSNDASSE 6SNB 3IAGSY | 61 N

loud. Interviews were audioecorded and transcribed.

4.6.1.3 Pilot data analysis
¢CKS WHIKAY] Ff2dRQ Angihdudtiexndnsatic ada§aedighligiiting & 4 SR d

potential problems regarding how the survey questions were understood and ans\E9éd.
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201)The CRG reviewed summaries of descriptive themes and discieese in a focused

analysis meeting where we agreed final changes to attributes, levels, and the survey content

and format (see Chapter 3 Section 3.2.2 for more detail). The experimental design was tested

by analysing the quality and validity tests. Tihiduded understanding how and why

respondents made choices and looking for dominance andattmmdance of attributeg235)

The online survey data was analysed quantitatively using conditional logistic regression in

STATA to test the analysis plan and sample Aigetaled description of the analysis is

described in detail in Chapter 5. As all the respondents were registered at different general

LIN) OGAO0Sas GKS ljdzr yidAdlr dAQGS NBadzZ 6a NBLINBaASY
preferences for change in different gemal practices. Therefore, meaningful interpretation

regarding the preferences of the pilot respondents is not possible.

4.6.2 Results of the pilot study

4.6.2.1 Surveyehgth, cognitive burderand literacy

Demographic details of the pilot survey resplers are reported in Table 4.9. The average time
to complete the survey wa$.45 minutes online (5 choice tasks)32 minutes paper (3 choice
tasks) and 2.84 minutes ballot box (one choice task). Observations suggest the main cognitive
load was the ittial process of understanding the survey and choice task process. Therefore,
respondents sped up as they completed repeated choice tasks. The most preferred mode of
completion was the online version, but most respondents felt a combination of modes should

be available.

Table 4.9. Demographic details of pilot survey responders

Median age: 40 (min 17, max 88)
Gender: Female 25 (83%)
Male 5 (17%)
Ethnicity: White 20 (67%)
Asian 6 (20%)
Black 3 (10%)
Other 1 (3%)
Educational level: University 16 (53%)
College 9 (30%)
School 5 (17%)
Existing long term Yes 11 (37%)
conditions: No 18 (60%)
52y Q0 1y26 1 (3%)

Respondents did not like being asked to give their educational status. However, many

expressed concerns that the language and design of the choice tasks would exclude people
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with lower literacy. Observations suggested people with lower educational attaihme

criticised the survey less and completed it more quickly. Veldwijk et al found that participants

with lower education attainment were more likely to make choice task decisions based on

fewer attributes and less trading of237)This suggests people with lower literacy maytb

simplify the task by looking for dominant attributes, thus speeding up the process. Therefore,

S NBGFAYSR GUKS ljdzSadAz2y | o2dzi SRdzOF GA2y Lt |

4.6.2.2 Respondeninderstanding of the attributes, levels,dachoice process.
The majority of attributes were easily understood or required minor wording changes to make
them clearer. However, there were some attributes which were not understood or dominated

decision making.

Most respondents did not understand thglj dzI £ A (a&rib@eT Th&dord&appeared
abstract, or not something patients should try and influence. Therefore, this attribute was
changedtoWK2 ¢ 2FGSy @&2dz I NB | a1 SR | .ofkisisla pd teNJ S E L

quality of care ad something tangible that patients have experience of.

The following attributes dominated decision makiNgK 2 g ¢ St f (1 KSKR@ OZ2dw)
are supported to manage yourown hed#¥K 2 ¢ ¢St f (KS R200@NJI {y26a
WA Yy i S NLINEBe®I> (i Koy yell #¥S pidbtice protects your priv&ijor each of these

attributes respondents passionately disagreed with ¥hé S & &evels Bbaflyrespondents

did not like the idea of these attributes being worse, but they could imagine howrthght

be worse, if for example the doctor was rushed. However, a number of respondents strongly
objected on ethical grounds to interpretation services or privacy being worse. Therefore, the

Wi S a Eeveldnad rémaved from these two attributes.

One atribute, YO2 YYdzy A 1 &8 3INR dzZLJAQX yRI & AGBwaIRd BS y OtGa oM
respondents. This is referred to as a rattending attribute. A few respondents did not

understand the concept. However, many genuinely did not value it, some saying iy kn

this advice already. It is worth noting this attribute was frequently chosen as a priority by

PPGs, but not seen as a priority by the general public.

¢ KNBS | (eveNdgandzivéekead appointme@¥S+ aS 2F YIF 1 AWNI FyRIL
Wg | Atitnd fgt Appointment® = | LILISF NBR (2 AYyGSNI Ol wSaLRy
there are more evening and weekend appointments, then it would be easier to get an

appointment, and they would have to wait less long. This appeared to be based on two
assumptions. Firstly, if there are more evening and weekend appointments, there are more
appointments overall. Secondly, ease of making an appointment was equated with the

outcomeof getting an appointment, not thprocesof booking an appointment. Therefethe
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wording was changed t# K2 ¢ S| &a& Al A a (irtadditign?we cHangedtKLBLE2 A vy
f2y3 Al GF1Sa (BWASE YWy LRRAF (¥Sgzi®r AG G2 3
Attribute interactions and ordering effects will need to be takeriatcount during field

testing.
Table 4.10 outlines other changes made to the survey formats to make them more engaging.

Table 4.10. Alterations to the survey format as a result of the pilot

Survey formal Alterations as a result of interviews

Online No changes.

Paper Original four page survey spread out over 6 pages to provide more whit
space.

Ballot box Poster instructions redesigned with bigger font size and picture instructi

4.5.2.3Reliability and validitgsts

The online surveincluded a choice task where one alternative (A or B) dominated (was clearly
better).(235) This was always selected, suggesting respondents were reading the choice tasks

and making choices, rather than picking A or B randomly. However, one respondent
demonstrated task noli G SY R yOS o6& LAO1IAy3 Fff 1 Qad 2y (K

respondent admitted she just picked randomly.

To check testetest reliability, one choice task was repeat@s5) The first choice task on the

paper survey and the last attempt of the ballot box were the saliae out of the 30 (30%)
respondents did not make the same choice in the repeated choice task. For seven of these
participants, the paper survey, and hence the repeated choice task, was the first choice task

they completed. It is therefore possible thitiey did not understand the choice task process at

first and this is why they changed their choice on the retest. However, it is also possible that

GKS olfft20 02E adNBSe A& LINBaSyiSR a2 RATFTTFSN

the surveyis not understood or reliable.

4.5.2.4 Quantitative analysis

Thirty respondents completed all five choice tasks in the online survey. This equated to 150
choices and 300 data points. This provided enough data to produce a conditional logit
regression modl and statistically significant results. Therefore, for practices to undertake this
survey in the future they would need at least 30 online survey responses, or 50 paper
responses (each response includes three choice tasks), or 150 ballot box respanbes (e

response is one choice task).

As mentioned above, interpreting the pilot data is impossible as respondents were from

different practices. However, all results were in the expected direction (more prioritised over
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less),(185, 199and Wommunity and lifestyle grougsere the least preferred attribute which

was consistent with the interview findings suggesting indiffesen

The pilot also raised an important issue about the coverage and distribution of levels in the
experimental desigii185,199) The experimental design distributed the levels so that the
WA YS [|level wiad alatays Compared with théd | ' Y'S  le¥el. @iis debulted in
effectively removing this level and only ever asking respondents to pick betwWeeg &S Q

W Sfedclattribute. This was addressed in the final experimental designs.

4.5.3 Summary of the pilot study

The pilot provided an opportunity to tesihe comprehension of the attributes and levels and
the three modes of the survethe experimental desigrand the validity and reliability of the
DCE. As a result, we made significant changes to the survey, and produced a final list of
attributes (Table 4.2). | developed an analysis plan and identified problems with the
experimental design which were rectifl before field testing. We were also able to provide
practices with an indicative sample size. As some significant changes were made, it could be
argued another iteration of testing would be desirable. However, ideally, this would be with
the final attributes and include tests for attribute interactions. Therefore, the CRG agreed to
progress to field testing, but keep an open mind about ongoing survey iterations between

intervention practices.

4.6 Summary

This chapter described a systematic approacheaweetbping a template prioritisation survey

which can be adapted by PPGs and practices and then used as a mechanism for consulting the
wider patient population about their priorities for service improvement. The survey is a DCE,
which is a stated preferenamethod most closely representing how people make choices in
reality (176, 203)lTogether with the CRG, we followed the first four stages of the systematic
approach todesigning DCEs outlined by Lancsar and Lou{A®®).This involved

1 conceptualising the choice process

1 defining the attributes and levels

i creating experimental design

1 pilot testing.

The conceptualisation of the choice process was different to other DCESs in our systematic
review for two reasons. Firstly, it asks respondents about their preferences for service
improvement, rather than services. Secondly, it framed the policy decisithre d¢vel of one

general practice, with the PPG and staff being the policy makers. However, this resulted in two
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significant challenges related to ensuring the prioritisation survey was adaptable and flexible.
The first challenge was producing and testingange of attributes and levels that would
realistically represent the wide variety of general practice contexts. The second challenge was
producing a template survey that could be easily adapted to the local general practice and
include a range of modas completion for the PPGs and staff to choose from. At the end of

the design process we had a list of 24 attributes and their corresponding relative levels, and

template versions of three modes of survaympletion Appendix 2e24).

Good practice in theesign of attributes and levels includes involving stakeholders, conducting
literature reviews, and qualitative resear€¢h99)We followed all these processes, and unlike

the majority of theDCEs in our systematic review we included patient experésearchers in

the design process. This was an iterative and cyclical process of developing an exhaustive list of
attributes and then refining and shortening the list based on feedback. Finalligsted
comprehension of the attributes and levels in a pilot survey. It was not possible to test all 24
attributes in all three modes of survey completion. Therefore, we made pragmatic decisions to
focus testing on the attributes most commonly pickedtia focus groups. Our overall

approach means that the list of attributes has considerable content va(2#$)

Piloting the survey enabled testing of the experimental design, the validity and reliability of the
survey, and the analysis plan, in addition to generatimgndicative sample size that would
produce significant results. This highlighted issues with the experimental design that need to
be addressed before field testing, and some concerns about the validity and reliability of the
survey as respondents did nalways make consistent choices, did not always make tcdfde
based on all attributes, and there were some attribute interaction effects. In addition, the
qualitative data suggests ongoing concerns about the complexity of the survey and whether
people wih low literacy will be excluded. We tried to address this by reviewing the language
with a specialist company and including a question about educational attainment to monitor
this during field testing. Despite these concerns, the pilot did generate stafigtsignificant
results with only a small sample and these results were in the expected direction for
preferences. Therefore, we decided the survey was valid enough to use in field testing.
Throughout the design process we had to make pragmatic desigieighing up validity and
rigour of the final survey with the resources available and the likely implementation of the
survey within the wider intervention in general practices. We prioritised keeping the survey
simple and short aiming to maximise panpiafion and completion rates, over adding

additional validity and reliability tests. This is consistent with a participatory action research
approach aiming to maximise participation without sacrificing the scientific quality of a
method(19)
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5. Field testing methods

This chaptedescribes the aims and methods used to field test the intervention. As described

in Chapter 2, the overarching methodology is participatory action research (PAR). Field testing
the intervention utilised systemic action research (SAR) which is a speaiithtof PAR. SAR
aims to stimulate system wide change through the synthesis of learning from local action
research. Therefore, field testing aims to enact change at the local level in the practices, and
generate systemic knowledge about the process of geaacross practices. The study design

of the field testing will be described in detail. The results will be presented in Chapters 6 (local

level effect) and 7 (systemic knowledge development).

5.1 Aims of field testing the intervention

The intervention islescribed in detail idppendix14. To recap briefly, the intervention aims
to promote meaningful patient participation in general practice service improvement by
combining two participatory mechanismgartnershipworkingbetween patients and staff in
PRGs andconsultationwith the wider public using a prioritisation survey. The intervention is

based on three theoretical constructs developed from previous resedi@h, 102)

1 All stakeholders haveultiple credible and different knowledgeo contribute. All
different forms of knowledge (experiential, presentational, propositional and practical)
are valued.

1 All stakeholders haviegitimate roles Representational legitimacy of patients and
staff is increased through different approaches to representation (statistical,
democratic, and symbolic) and a focus on inclusivity.

1 Power differentialsexist within and between different stakeholder groups.

Deliberative partnership meetings should aim for equity of voice.

This intervention conceptualises PPGs, comprised of patients and staff, as participatory action
research (PAR) groups, utilising action research cycles as a structured approach to diange. T
intervention provides each PPG with structured partnership work (facilitated meetings to
adapt the survey, distribute the survey, and develop the action plan) to complete an inquiry
process byonsulting the wider patienpopulation on their prioritiegor service improvement.

The expectation is that patients and staff then continue working in partnership to implement

the action plan drawing on their learning from the intervention work.

There were two aims of field testing the intervention:
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5.1.1PPG leel of inquiry (Chapter 6)

In each individual general practice, the PPG aibeeichprove their general practice service.

PPG objectives were to:

1 Agree local adaptations to the prioritisation survey,
1 {dz2NBSe LI GASydaQ LINBEFTSNBEyOSa T2N aSNBAOS

1 Act on survey results and implement any service improvement(s).

5.1.2Caoresearch group level of inquiry (Chapter 7)
The ceresearch group (CRG) aimdevaluate whether the intervention led to meaningful
patient participation in general practice servigeprovement at a systemic levellhe CRG

objectives were to:

1 Investigate whether the components of the intervention worked as intended and to
determine if there were any unintended effects,

1 Explore the work required to achieve meaningful patient partitgrain service
improvement across different general practices,

1 Record what aspects of general practice patients can influence.

This chapter develops from Chapter 2, and outlines the methodological approach to field
testing the intervention. | start by describing the overall approach, the intervention site
selection and recruitment process, and the qualitative methods used to ateatbe

intervention, generating evidence for the CRG level of inquiry. | then describe the sampling,
distribution, and quantitative and qualitative analysis of the survey, generating evidence for

the PPG level of inquiry. Finally, ethical consideratioifioe discussed.

5.2 Overview of the study design

Systemic action research (SAR) is a methodology within the PAR paradigm (see Chapter 2). It
emerged to address criticism that knowledge generated through individual inquiry groups is
often not transferalle, and action tends to be local rather than syste(ig7){ ! Jocates

local action inquiry within a wider system taking into account both the effects that the system
has on the local issues and vice versa (IR 3) SRR provides a structure for multiple parallel
inquiry streams, including PAR groups, to share learning, which results in emergent knowledge
(includng theory) about systemic and structural barriers to aciips7)SAR has been used to
ISYSNIGS FOGA2y F2NJ OKIF y3S 7 explaredtie eradRatiBnyof A y
bonded labour in Indigand explore tle impact of volunteering on poverty in the Philippines,
Ghana, Kenya, Mozambique and Nefd&3, 57, 238)it comprises four common
characteristic§157)
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9 Focus on actions which change the system

1 Connects multiple inquiries both horizontally and vertically
1 Dynamic membership
1

Emphasises resonance over representativeness.

SAR provided this project with a structure to connect the local PPG inquiry focused on
improvingan individualgeneral practie, with the systemic CRG inquiry focused on patient
participation in improving general practioe general Working across general practices
facilitated horizontal learning, and integrating this with the CRG enabled vertical learning to

identify and inflence wider system barriers to change (see Chapter 2, Figure 2.3).

The intervention conceptualises PPGs as PAR groups. PAR groups are described in detail in
Chapter 2, but to recap they are muttiakeholder groups established due to a shared aim to
changetheir social situation, whilst also geraging theory about that chang€l10, 114, 135)
PPGs are also mulitakeholder groupsamprised of patients and staff, aiming to improve

their general practice service. Generating theory is not an explicit aim of PPGs, and many have
ad hoc approaches to chan§gs)However, this intervention utilises three theoretical

constructs to encourage PPGs to reflect on their partnership workirgddition, it is accepted
practice to use theory in evaluating complex interventi¢b8) Normalisation process theory
(NPT) describes how complex interventions are enacted in the real world (see Chapter 2,
section 2.6 for detailg)166, 168NPT was used to develop the intervention, focusing on the
barriers and facilitators to patients and staff working in partnership (see Chapter 3). The CRG
usedNPT during the field testing of the intervention as an analytical tool to focus on the work

of patients and staff working together.

The intervention utilised action research cycles to make the aim of service improvement
explicit. Each PPG worked togetherdentify five service improvements that could be made
(problem identification). These were turned into a prioritisation survey (discrete choice
experiment (DCE)) (planning). The PPG then surveyed their patient population (action) to
identify prioritiesfor change from the five chosen by the PPG and practice staff. Finally the
PPG and staff reflected on the survey results (evaluation). This represented one action
research cycle (cycle 1 in figure 5.1). The process was facilitated by the CRG whoealsal coll
observational data about the process. | analysed the quantitative and qualitative data from the
survey, and provided each practice with their results. Each iABIGding practice staff, then
worked through a second action research cycle (cyclefigune 5.1) identifying an area for
improvement from the survey results, planning, implementing, and evaluating the
improvement. This second cycle was not facilitated by the CRG, but the CRG continued to

collect observational data about the process and #ork of working together. The qualitative
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observational and interview data collected in each PPG (see figure 5.1) was analysed both
within case (i.e. at the level of the GP practice) and across cases (comparing GP practices) by
the CRG. A detailed degation of intervention and data collection activities, including a

timeline is inAppendix 14 and 15

Figure 5.1: lllustration of intervention process and data collection and analysis process

Evaluation Problem Evaluation Problem
identification identification
2 PPGs Cyclel Cycle 2 Ongoing cycles
Action Planning Action Planning

Qualitative data

Meetingdocuments Observations of meetings Interviews with
*» Leadresearchernotes * 3-5PPG members
* Co-researchernotes « 2-3 staff members

Co-researchgroup analysis

5.3 Site selection and recruitment

The aim of field testinthe intervention was to evaluate whether and how it worked in
practice, whilst learning from this process and continuing to modify the detail of the
intervention. Therefore, representativeness and generalisability were not primary aims.
However, the CRG w& conscious of the considerable variation in general practice and PPGs,
and wanted to test the intervention in more than one pract{@®, 144)nitially, we planned to
work with three practices, but after the first practice we realised thédftesting work was

more intensive than envisaged, therefore only two practices were recruited for field testing.

Insider perspectives are a strength in PAR, and can help with recrui{@#nt13, 239The

CRG were part of, or had experienced working with (during intervention design (Chapter 3), or
a previous projeci(75)) eleven general practicesxd PPGs, in Leeds and Manchester. These
eleven practices varied:ithe size and composition of their patient populatjahe length of

time they had a PP@e structure of their PP@nd their practice organisation. As the-co



researchers had existinglagionships with these practices, they had insider knowledge about

this variation and the history, culture, motivations, and ways of working of the individual PPGs
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and practices. PAR also recognises the importance of outsider perspectives to challenge

assumptions, and the ethical and practical challenges posed by insider res@4drgh.

Therefore, due to concerns about confidentiality, power, and maintaining individual co

NB a S| NOK S NBE QocOf rélafionsbipst thelORG dg@®efifio exclude practices where a

co-researcher was a patient or member o&ft This left eight practices to recruit from. The

CRG designed criteria to purposively sample general practices that would be the best to work

with (see Box 5.1).

Box 5.1. Criteria and rationale for purposive sampling of general practices and PPGs (most

important first as voted by the CRG)

1.

The PPG are open minded to new ways of working. Some PPGs have established
working and thinking and do not want to change these. Practices need to be open
minded to the idea that the intervention is still in awklopment phase rather than a
completed item.

Both the PPG and practice are enthusiastic about the study and keen to be involve
this early phase of testing the CRG wanted to test how the intervention worked in
enthusiastic practices.

The PPG ardable and likely to remain in existence for the duration of the study (se
also point 6 and 7). The CRG had experience of PPGs disintegrating or being disb
by the practice.

The practice is open to change. The aim was to see if patients can inflcleanoge. This
was unlikely to occur if practices were not interested in change.

The practice is located within an area of lower saonomic status. There is limited
evidence that PPGs function better in middle class aféas75, 79)here were also
concerns about the literacy level required to complete the prioritisation survey (Chg
4). Therefore, the CRG wanted to test the intervention with practices located in are|
lower socieeconomic status.

The P& has more than 5 members. Criteria 6 and 7 are signs of functioning PPGs
also point 3).

The PPG has regular meetings.

At least one practice from Leeds and one from Manchester

The three highest rated practices (two in Leeds and one in Manchester) were approached in

advance. The Manchester practice were unwilling to commit GP time to the intervention
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meetings and were excluded. Therefore, we recruited the Manchester interveptamstice

from outside those already known to the CRG. We advertised through local networks of GPs,
practice managers, and PPG members. Many GPs approached declined stating workload issues
or a lack of confidence that their PPG would do the work. Eventa@bresearcher recruited

a Manchester practice that met our criteria. The intervention wi@ggered across the two
intervention practices partly due to resources and partly to develop the intervention and share

learning between the first and second ptiae.

PPG members and staff were given participant information in advance and then invited to a
meeting to discuss the proje¢Appendix26). If everyone agreed to take part they were asked

to sign consent forms (Append2x). One patient PPG member inglManchester practice

refused to take part. After extensive discussion with the PPG, the practice staff, and the
university ethics committee, a decision was made to continue with the practice involvement,

and the PPG member would not attend meetings duthrggresearch. This respected the
AYRAGARIzZE £ aQ NAIAKG G2 NBFdzAS (G2 LI NIAOALIGS

participate in the research.

Each practice were paid £750 as a sign of appreciation and for any inconvenience during the
project. Indvidual participants were not paid. It is extremely rare for PPG members to be paid
for their work, therefore payment might have set a precedent. This would have been an
intervention in itself and potentially resulted in harm when the payment was not coatirat

the end of the project.

5.4 Qualitative data collection

5.4.1 Observational data

Observation allows the investigation of individual and group behaviour and activity as it
happens in the natural worl@L04)Methods of observation range from participant observation
where the observer interacts with the actors they are studying, to-participant observation
where the observer attempts to minimise imction with the actors being studigqd.04)PAR
explicitly aims to work with those affected by an issue, to enable them to learn from, and have
ownership ove the proces$24, 108)Therefore, for the first action research cycle (Figure 1)

the CRG acted as participant observers. We facilitated intervention meetings using
participatory methods (see Chapter 2, Tabl2) 20 emphasise equal participatioma

democratic decision making, and encouraged reflection by asking probing que&g$)3he

aim of the second@ion research cycle was to explore whether the PPGs could learn from the
first cycle and continue the new way of working. Therefore, the CRG attempted to act-as non

participant observers. However, purely nparticipant observation was unrealistic, as hed
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become part of the group with PPG members askingesearchers direct questions during
follow up meetings. The second action research cycle in Practice 2 was cut short due to the

Covid19 pandemic. Face to face meetings were cancelled and we hadtaab our follow

up.

The main activity of PPGs are PPG meetings. Although work happens between these meetings
by both the patients and the practice staff, we know from previous research that this work is

ad hoc and forms a very small proportion of the lkework of the practice, or the lives of the

PPG member§/5) Therefore, observation was targeted at the PPG meetings, rather than
continuous observation of the practice or the individuals involved. However, the PPG were
encouraged to discuss and reflect on work done outside of meetings (suchrasutiisg the

survey), during the meetings and in sestriuctured interviews (see below). | kept a reflective
diary of contact with the PPG and practice staff between meetings. In both practices six
intervention meetings were observed. In Practice 1 thr@déotv up meetings were observed,

AY tNFrOGAOS W 2yS F2ft2¢ dzLJ YSSGAY3A gL a 20648
meetings which took place during the survey dissemination and were not facilitated by the

CRG. Our contact with both practices, inchgdobservation and interviews, lasted 12 months.

The CRG worked in pairs to observe PPG meetings. | attended each meeting in both general
practices. | led the meeting facilitation supported by at least one patiemesearcher. To

allow all ceresearches the opportunity to experience meetings, we rotated who attended the
meetings. | held debriefs with the gesearchers observing meetings immediately afterwards.
These discussions were audio recorded to aid future recall. AésEarchers made

observatonal notes during meetings and wrote field notes after each meeting. This ensured
that observations were from the perspective of both a patient and a GP. Observation focused
on the work of the PPG and the behaviours of, and interactions between, diffpatients

and staff. Field notes included observations regarding interactions between meetings, for
example the process of negotiating access. We attempted to make an observational
framework, based on NPT, to aid the process of making observational natabglco
researchers found this restrictive. All sets of observational notes were shared with the whole

CRG and discussed in CRG meetings.

5.4.2 Documentary analysis

Documentary analysis is the systematic approach to the collection and analysis of
documents(240)It can be used alone, or triangulated with other sources of qualitative data
enabling a robust and richer description of a subject. Two sets of documents were collected

from both intervention practices and PP@scuments produced before the inteention, and
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documents produced during the intervention. Frgervention documents included terms of
reference, formal agendas, and minutes of meetings, which were distributed to PPG members,
and in Practice 1 published on their website. These documezifed to understand how the

PPGs functioned and interacted with their practices prior to the intervention. Documents
produced during the intervention included summaries of meetings, a table of the results of the
card sort, a summary of voting, promotiomahterial about the survey and the results, action
plans, newsletters, and photographs of flipcharts. These documents provided evidence of how
decisions were made and whether the intervention resulted in new ways of working. All
documents were anonymised dranalysed with the other sources of qualitative data as

discussed below.

5.4.3 Semstructured interviews

Semistructured interviews are interviews in which the researcher-getermines the topic(s)

of the interview, but allows flexibility aboutthddR S NJ 2 ¥ G2LIAOa | yR (KS
response(104)A flexible interview schedule or topic guide is produced prior to the interview.
This may include broadpen questions and flexible follow up prompts. The emphasis of the
interview may change between interviews due to the interviewee or the resear(dl®zr)
Semistructured interviews were conducted with PPG members and staff in each general
practice. They enabled the CRG to explore specific intervention events within each practice at

a deeper level and from the perspective of different individuals.

It is recogrsed in qualitative research that the interviewer influences the inter\ig@4, 241)

In previous research about PPGs, staff were very open and forthcoming in interviews partly
due to ny role as a GPZ5) This has also been reportéd other settingg241)Equally, patient
interviewees also appeared to be influenced iy GP status, referring to my role as a GP
during their interviewg75) These findings were discussed with the CRG, and as a result we
agreed that | would conduct the interviewsth staff, but not with patients. In addition, we
agreed that patient caesearchers would conduct the interviews with patient PPG members.
Peer interviewing is commonly used in participatory research as it increases the ownership of
the study by ceresearchers, and can provide rich and unanticipated dauW2, 243Peer
interviewing is not always possible due to time investment required of the peer
interviewers(242)Equally concerns have been raised about the skills of peer interviewers,
although training, more rigid topic guides, and working in pairs have been suggested as
solutions(242, 243)Two interview training sessions were provided fofresearchers by me

and an experienced researcher. The training covénecconsent process, interview schedule,
recording equipment, and interview techniques, with an opportunity to role play the

interview.
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Interview schedules were based on the four NPT constructs (see Chapter 2), and emergent
findings from the observationsf PPG meetings regarding the implementation of the
intervention(168) The interview schedules were designed with the CRG. Interviews can be
problematic in PAR as traditionally theyare on Wi 2 Q LI NGAOALI yixX | yF
analysed away from that individug39)To address this reflective itviews have been used

to maximise the benefit of the interview for the individual interview@89)Reflective

interviews encourage participants to reflect, learn from their experience, and think about their
future actions constructively. This is in keeping with the aim of PAR to foster participant

ownership. Therefore, questions were framed to encourage intervieweesflect, and also to
AKFENB a2YS 2F GKS AYUSNUASESNNa NBTFtESOGA2Yya
All patient PPG members who had taken part in at least one intervention meeting, were
invited to participate in an interview. In both practicestipats were initially invited to

express interest in being interviewed at the end of the first follow up meeting. This was
followed by an email advertising the opportunity to all PPG members. The email was
distributed by a member of staff in Practice 1dahe patient PPG secretary in Practice 2. In
Practice 1, four out of 17 patients expressed an interest, and agreed to be interviewed (n=4).
Three of these patients were core PPG members who had attended all intervention meetings.
In Practice 2, five outfdive patients expressed an interest, and four agreed to be interviewed
(n=4). All patients who agreed to be interviewed were interviewed (n=8). Staff who regularly
attended intervention meetings were purposively sampled and invited to participate in an
interview(244)Staff were approached directly in person and by émaieach practice three
members of staff were approached and all agreed to participate in an interview (n=6). In

t N] OGAOS M AYGSNBASEaE oSNBE KSEtR FFHOS G2 Tl
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Due to Covidl9 restrictions Practice 2 interwies were conducted by telephone. Participant
information sheets were sent out prior to interviews and informed consent was obtained in
writing in Practice 1 and audio recorded in Practice 2. All interviews were audio recorded and

transcribed verbatim.

5.5Qualitative data analysis

Data collection and analysis proceeded concurrently, with early analysis informing later
interview schedules, and with analysis of Practice 1 feeding into Practic®22238)All data
(observation and field notes, meeting documents, and sstimictured interview transcripts)
were entered into NVivo softwarand analysed togethg193)Triangulating different data
sources increases reliabili¢g89, 190Data were analysed using thenm@aanalysis both

inductively and deductively with a constant comparison apprad€i., 192, 194peductive
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analysis used the folMPT constructs to explore the work required to implement the
intervention and whether this resulted in patient participation being embedded in the
practice(168)Inductive analysis sought emerging themes outside of the NPT framework, with
particular attention to power and representation which were identified in previous
research(75, 102, 194) led the analysis familiarising myself with the different data sources
and regularly sharing my initial ideas, influenced\8T, with the CRG and my supervisors to
check my understanding and increase reliab{lit§9, 194 )ollowing agreement with the CRG,
observational notes and each transcript were also read rereadby at least one other co
researcher. The coesearchers initially coded their transcripts inductivehaking notes on the
documents We then held a series of analysis meetings wladireodes were shared,
discussed, and refined increasing reliability of the findifi®f2)Duringthesediscussior codes
were grouped into themes using an interactive sticky note nidg@mes generated in these
meetings were then mapped onto the NPT constructs and developed into an analysis
framework(194)Following this, | coded all transcripts and meeting notes using this
framework.To reduce bias,ah transcript was also coded by one othefresearcheusing

this framework(189)Other researchers have used NPT to deductively analyse data and to
organise inductively generated themgsr0, 245)When these approaches have been
compared researchers found considerable consistency in the find@@4ggHowever,

researchers have reported finding deductive analysis rigid and a less satisfying apdrd@ch.

5.6 Theprioritisation survey

The prioritisation survey is theonsultationparticipatory mechanism of the intervention (see

section 5.1). A template prioritisation survey, based on a discrete choice experiment (DCE),

was developed by the CRG as discussed int&h&pThe prioritisation survey was part of the

PPG level of inquiry and aimed to support each PRGdeNIIS & (G KSANJ LI GASy G ac
service improvement. The prioritisation survey represents a$tep process of priority

setting.First the PPG pignts and staff agreed which five features (from the 24 developed by

the CRG in Chapter 4) should be included in the survey. Then the patient population were
surveyed about their priorities from the five chosen features using the DCE template. To recap,
DCEs are surveys which present the relative benefits of options, and asks respondents to make
choices and tradeffs between thes€184, 185)This leads to a closer approximation of how

YdzOK W@kt dz2SQ LIS2LE S LI FOS 2y & LIS I86)thisOK I NI O
next section will describe the process alagting the survey, sampling, and data collection

methods.
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5.6.1 Overview of DCE design

For the results of a DCE to be practically useful, the hypothetical choice decision needs to be
situated in the reality of the local context and the respondent dtidaelieve their choices may

result in chang€176)Therefore, as R® members and staff choose the features to be used in
the DCE, they can ensure the choices reprepetgntial realistic change in their practice. The

survey was also be personalised to the local practice to include the practice name and logo.

Each prioitisation survey was available in three modes of completiniine, paper, and ballot

box. The advantages and disadvantages of the different modes of completion, identified by the

CRG following the pilot, are described in Tdhble Each mode of thsurvey included

9 Instructions on how to complete the survey
1 Between one and five choice tasks (see figure 5.2 for an example of a choice task)

1 Demographic questions including information about why the respondent has

attended the general practice (@llK S&S ljdzSadGdA2ya Yl e AyTfE dzsSy

choices)
1 Free text space for further comment about the practice

1 An advertisement for the PPG to promote recruitment.

See Chapter 4 for further details aAgpendix21-23to review the different versions dhe

survey.

Figure 5.2. Example of a choice task from the pilot online survey

Please read the information below. Please tick whather you would prefer this practice 1o make 'Set of changes A' or
'Set of changes 8.
Set of changes A Set of changes B
When you can have More evening, merning, or Fewer evening, morning, or
anappointment weekend appointments weekend appointments
How easy it is to make an
. Y The same as usual The same as usual
appointment
How long it takes to get an
. 9 g Shorter than usual Longer than usual
appointment
How often community groups and
. L Y 9 P Less often than now More often than now
lifestyle activities are suggested
How often you get your choice of
you gety Less often than now More often than now
doctor or nurse
Oa Os

<

- >




Table 5.1. Potential advantages and disadvantages of the different survey modes of completion
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Mode of Advantages Disadvantages
completion
Paper Can be completed in the practice | Large amount of text may is off putting
with or without assistance from Potentially labour intensive for PPG
the PPG. volunteers providing ssistance.
Moderate number of choice tasks| Resource implicationgrinting, data
Provides PPG volunteers with an | entry, data storage.
active role. Data quality issueson-standard
responses and missing data.
Online Can be easily distributed to Limited to people who use the internet
multiple patients via text message Can be completed by anyone even
Can be completed anywhere. people not registered at the préce.
Allows more choictéasks without | Needs to be programmed.
looking burdensome.
Can ensure all questions are
completed before respondents ca
progress.
No printing, storage, or data entry
costs
Voting box | Can be completed in the practice | Only one choice task per respondent.
with or without assistance. Potential for abuse, incomplete data, ¢
Looks different to a survey and rushed responses.
LR GSYyGdAlr ff@& WTdZ Takes up physical space.
Not burdensome on the Resource implicationgrinting, data
respondent. entry, data storage, and changing
choice tasks on the boxes every coup
of days.

5.6.2 Attribute selection and experimental desig

Attribute selection is a balance between what is important to respondents and what is
relevant in the decisiomaking contex{210)The CRG developed a list of 24 features or
attributes of general practice, which were tested to ensure they were relevant, important,
understardable, and could result in change (see chapter 4 for details of how the features were

developed andAppendix 20dor the list of features).

Each general practice is a different decisinaking context. Therefore, to identify what is
relevant in each dedisn making context, the list of 24 features were prioritised by the

patients and staff in the PPG. Over the course of three facilitated meetings the 24 features
were reduced to the five most relevant for that individual general practice. The facilitated
meetings included a cardort exercise completed independently by patient PPG members and
the practice staff, resulting in two short lists (Meetings 1a and 1b). The patients and staff then
met together to vote on the top five features to use in the surveg¢lihg 2). For more detalil
about the content of these meetings see Chapter 3 Apgendix 140nce each practice had
chosen their five attributes, | used NGene software to develgffidient experimental designs
(see Chapter 4, section 4.8)99, 210)
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5.6.3 Sampling

Each PPG, including staff, were encouraged to consider their sampling strategy. This was

discussed in the PPG Training Meeting, which also includedttsniog in conducting surveys

faceto-face, and how to complete the different modes of the survey. In addition, at the

request of Practice 1 staff, a set of instructions regarding distributing the survey was produced.

This included

1 the expected sample =z for each mode of the survey

1 suggested text message and website wording for distributing the link to the online

survey

1 instructions for changing the choice tasks for the ballot box syrvey

I expectations about the support the PPG might need.

Samplesize calculations for DCEs are complicated and rely on a number of factors, including

the number of attributes, levels, choice tasks, the intended analysis model, and whether sub

group analysis is planndd99, 210, 246for each of our surveys (and survey modes) the

number of attributes, levels, and choice tasks differed and could not be anticipatdtese

were selected by the PPG members and staff duriegrkervention.ln addition, as we were

unsure of how successful survey distribution would be, our priority was to achieve a reliable

main effects modehnd the feasibility of implementation and uptakather than sub group

analysis. Therefore, | did nattempt a sample size calculation which would have been
different for each survey and practide.y a 4 S RX L NXBf A SsRmpk yizel

& Ndzt S

calculationapproach which is common in the literatuf246) There are at least three different

arules of thumlg approaches, the most simpis based on empirical experience asujgests

that 20 respondents per survey is satisfactory for a main effects n{@86l.246) adapted

thisbased on the pilot data (see Chapter 4) which demonstratedssielly significant results

based on a sample of 30 people completing the online survey (150 choice tasks). Therefore as

a heuristic Table 5.2 outlines the minimum sample size for each survey mode, in each practice.

This generic advice across surveys pratticesis pragmatically advantageodsr potential

F dz(l dzZNB  dza §
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Table 5.2. Sample size by mode of survey completion

WNE | f§

Survey mode

No. choice tasks per survey|

Minimum surveys

Total no. choice tasks

Paper 3 50 >150
Online 5 30 >150
Voting box 1 150 >150
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In this project, the end point for data collection was dependent on time. PPGs commonly
conduct papetbased waiting room patient experience surveys as part of ongoing service
improvement work(75) Typically 6@L20 paper questionnaires are completed ovel-2

month cycle(68) Electronic surveys have been tried before in general practice, resulting in an
average of 194 responses over 3 mon{247)We were unable to find any prior studies using
ballot boxes. To keep within the usual PPG working pattern we recommended a one to three
month data collection period. The end date determined when the PPG stoppedttulle

completed surveys.

5.6.4 Prioritisation survey data collection and analysis

5.6.4.1 Data quality and management

The approach to calculating the response rate differed for each mode of survey completion.
For the online survey we used the number afipnts registered for text messages, and we
calculated the overall response rate, and the completion rate (number of people who finished
the survey once starting it). We had to assume mobile telephone numbers were up to date.
Both practices sent two buliext messages to all their patients registered for text messages

an initial invitation, and a reminder. We calculated the response rate for the paper survey by
recording how many surveys the practice gave out and how many were completed. We were
unable torecord how many surveys were refused. It was not possible to calculate the ballot
box response rate as the ballot box was not monitored. It was also not possible to monitor

whether people completed the DCE more than once in any one version, or acrassyers

A software company (ACCENT) were commissioned to format and programme, and collated
the data from the online and paper modes of the survey. | collated the data from the voting
box surveys. Analysis was conducted in Sth®#®)The majority of attributes had categorical
levels and were analysed as categorical data. The only attribute with a continuous level was
Wi LILI2 A y (0 Y@nyeli This &as mitialyincluded in the analysis nmadecontinuous

data, but it was clear that the relationship between levels and utility was not linear. Therefore
in the final modeW | LJLJ2 A Y (i Y\&ay analyise8l distatdg@ical data to avoid imposing a
linear relationship210)Time had been included as a continuous vdddb try to calculate
willingness to trade time (appointment length) for other variables. As the relationship was not
linear, this model did not make sense and is not reported. Descriptive statistics were used to
calculate respondent characteristics.dtgood practice to calculate response rates and
compare responders with the population under investigat{gth0)Response rates were
calculated as above, but we did not have access to practice population level data for

comparisons. PPGs would not normally have access to thisodtonfidentiality.
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5.6.4.2 Validity and reliability

DCE validity and reliability measures are discussed in detail in Chapter 4. We considered the
template DCE to have a degree of validity and reliability due to the extensive process of
developing theattributes and levels, and the piloting wo{R35)We considered adding further
validity and reliability tests into the final DCEs distributed in the prac{@&s)However,

these tests would have involved repeating choice tasks within surveys, or adding dominated
choice tasks. Both ojans involve reducing the amount of data collected as repeated choice
tasks and dominated choice tasks are removed from the final analysis. As the main aim of field
testing was to evaluate the intervention process rather than the quality of the survey, we
decided it was more important to have enough data for practices to produce an action plan,
rather than the quality of that data. We were uncertain about response rates, therefore |

decided to maximise the number of choice tasks over further validity aiabitity testing.

5.6.4.3 Model estimation

The primary aim of analysis of the DCEs was to estimate the relative strength of preference for
the service improvement attributes and their levels across the practice populgitits. 210)

The secondary aims, depending on response rates, were to use segmented analysis an
interaction analysis to explore whether preferences differed by subgroup (e.g. gender,
ethnicity) or mode of survey completidd76, 210)n Practice 1, | conducted conditional logit
regression analysis, as | had limited time and this is generally accefit&89).his model was
appropriate as there was an unlabelled binary choice between alternatives (respondents had
to choose A or Bj199)However, this model does not take into accotim fact that the data
included panel data. Panel data describes multiple observations from one respondent that is
generated when respondents complete more than one choice task @8%.210)This is

relevant as the paper survey inclutlithree choice task and the online surveys five choice

tasks. Panel data for one respondent does not have the same random variation as data across
respondents, and therefore should be analysed takhig into accoun{199, 210)Therefore in
Practice 2, | built in extra analysis time, and compared the conditional logit model with a mixed
logit model which accounts for panel datE99, 210Models were compared using the

Bayesian information criteria (BIC), which is a statistical test of the fit of aested

model (199, 248 lower value indicates a better fit. All attributes included one level

R S & O Nde dilyt AwildHh&dEher levelsP 6 S [lotUSANEN&Eafv@ to this. The reasoning

for this is outined in Chapter 4. Data was analysed with thdza dzI level @d tieBa3eline.

This decision was made after trying to explain the results in a format that would stimulate
action planning. Comparing results to care which is worse than usual did notsaake as

this was not something that the practices were aspiring to.
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5.6.4.4 Free text data analysis

All formats of the survey included a large free text box which encouraged respondents to add
qualitative feedback on the practice features in the survegmy other practice features they

would like to see change. The free text responses were entered into NVivo and analysed
thematically(104, 193)Themes were descriptive and based on practice features discussed and
whether the comments were positiver negative This was a simple analysis | conducted,
representing the pragmatic approach that would be taken due to limited resources if the
AYGSNBSYy(iAz2y 6SNB 0SHRNIRQI SYSy (KB MFWNEBBK Si SE

shared with the practice.

5.7 Ethical considerations

Participatory research explicitly aims to be ethical research and this is discussed in detail in
Chapter 2187)There were four ethical issues specifically related to the intervention field

testing.

1. Burden of the work on the patients and staff and the need for inees\tAll general
practices have a contractual duty to have a PPG. Therefore, the major components of
the intervention were already happening in some form in most general practices. The
intervention is different from normal practice in the detail involvedhese
components and the number of meetings taking place. Therefore, the intervention
was not burdensome compared with usual practice. However, the observation and
interviews were additional work and this is why we offered payment to the general
practices. As mentioned above, payment to patients was deemed inappropriate as it
would be an intervention in itself.

2. Burden of work on the emsearchers conducting the field testifidtne CRG were
involved in designing all aspects of the study, had trainingsapgort, and we made
contingency plans and continuously negotiated workload. Theesearchers were
paid for their work, and received expenses.

3. Anonymity of participantdn both practices there were one or two individuals with
specific roles (e.g. Prace Managers) and unique role names. To ensure anonymity
groups and individuals were assigned identification numbers. This was emphasised in
participant information leaflets.

4, LYRAGDARdzZI £ aQ NRIKGA AsHisdudsgd Sbovelwdaity Ay NBa S|
stated that practices would only take part if all patients and staff agreed. However, in

Practice 2, one person did not want to participate and did not want to give reasons.
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We balanced their right to not participate with the rights of the rest & fratients

and staff who were keen to participate.

The University of Leeds Medical Research Ethics Committee approved the intervention field
testing MREC 1809 (Appendix25).
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6. Field testing result®PG level of inquiry

This chapter describes what happened in the two PPGs and practices field testing the

intervention, and whether the intervention stimulated patient centred service improvement in

the general practices. | will focus on what happened during the interventiegtimgs, the

survey results, and how the action plans were developed. | will initially describe how patients

and staff adapted the survey to their local needs, the distribution of the survey, and the survey
results. | will then describe the action plansitipatients and staff agreed together in both

LIN OGAOSas YR GKS AYLX SYSyidlidAazy 2F GkKS I O
was curtailed due to Cowvitl9. Chapter 7 will address the effect of the intervention on the
relationships between p&nts and staff when they attempted meaningful patient

participation in general practice service improvement.

The intervention is described in detailAppendixl4. The aims and objectives of field testing
the intervention are discussed in Section 5The results presented below explore whether

these objectives were achieved.

6.1 Practice and participant recruitment

Site selection and recruitment are discussed in Section 5.3. Practice 1 was our highest rated
practice according to our criteria and agrkto participate immediately. Three practices were
directly approached before the fourth practice, Practice 2, agreed to participate. Both
practices were similar in terms of the demographics of their patient populations, but very

different as organisationand in the organisation of their PPGs (Table 6.1).

Table 6.1. Practice and PPG characteristics

Practice/PPG characteristics Practice 1 Practice 2

Size of patient population* 6,713 7,815

Deprivation* 3“most deprived 2"dmost deprived
IMD" 31.3 IMD" 39.5

Patients reporting positive experience* | 90.8% 75.9%

Proportion of ethnically white patients 51.3% 42.4%

Who leads the PPG Practice led Patient led

How often PPG meet Quarterly Monthly

Main role of PPG Information giving Campaigning

Number of patient PPG members 6-12 6

*Data from Public Health England: National General Practice Profiles [accéSsiedch
2020](148)NIMD = Index oMultiple Deprivation(149)




Patients and staff took part in intervention meetings in both practices. There were six

intervention meetings in eacpractice

9 Introductory meetingMeeting 0 (MO)

9 Card sort meetings with patients and staff respectivlgeting 1a and 1b (Mla and

M1b),

1 Voting meetingMeeting 2 (M2)
1 Training meeting (TM)
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1 Results and action planning meetindeeting 3 (M3).

In Practice 1 there were three Follow Up Meetings (BYand one Follow Up Meeting in
Practice 2. In Practice 2 there were also two Normal Meetings (NM), which took place when

the survey was being distributed. These were observed but not facilitatedeb@ RG.

Table 6.2. Patients and staff who attended meetings in Practice 1

Participant No.

MO

Mla

M1b

M2

™

M3 | FU1

FU2

FU3

1 New Engagement Leg

X)

X

X

X

X | X

X

X

2 Patient

3 Patient

X

X

X

4 Patient

X

>
X

X

x

5 Patient

6 Patient

7 Patient

8 Patient

9 Patient

10 Old Engagement Leg

11 Patient

12 GP Partner

X

13 Patient

14 Practice Manager

XXX XX XXX XX X X| X[ X

15GP Partner

X

X)

16 Patient

17 Patient

18 Patient

19 Patient

20 Patient

21 Patient

22 Patient

X[ X| X[ X]| X| X[ X

23 GP Partner

24 Patient

25 Patient

26 Patient

27 Patient

X| X[ X| X

X

28 Patient

X

X

X

(X) = appeared briefly, but did not stay for the meeting.

Grey shading = staff member.
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Table 6.3. Patients and staff who attended meetings in Practice 2

Participant No. MO | Mla| Mlb | M2 | TM | NM | NM | M3 | FU1
1 Patient Chair X | X X | X | X X X | X
2 Patient Secretary | X | X X | X | X X X | X
3 Patient X | X X X X | X
4 Patient Did not consent

5 Reception Manage X X X (X)X X
6 Receptionist X X X

7 Practice Director X X | X
8 GP Partner X

9 Receptionist X X

10 Admin Team X X

11 Receptionist X X

12 GP Partner X

13 Salaried GP X X X X

14 Patient X X

15 Patient X X X | X
16 Patient X

(X) = appeared briefly, but did not stay for the meeting. Grey shading = staff member.

Table 6.4. Staff members who attended M1b in Practice 1 and Practice 2

Role Number of participants
Practice 1 Practice 2

Practice Manager 1 1

Reception Manager 1

Engagement Lead 2 (Old and New

GP Partner 2 2

Salaried GP 1 1

GP Trainee 2 1

Receptionist 4 6

Medical Secretary/Admin 2 4

Advanced Nurse Prescrib 1

Practice nurse

Health Care Assistant 1 1

Social Prescriber 2

Total 18 18

The number and roles of the participants present in each meeting are shown in Tab&4d 6.2

below. PPG members and staff demographic characteristics were not recorded as we were

aiming for the intervention to fit with normal practice. Observational natesuded subjective
AYGSNLINBGFGAZYa 2F LINIAOALFyYyGaQ 38 3ISYRSN
omitted to maintain anonymity. In both practices the majority of patients were over 50. In

Practice 1, patient participants were split almosealy between White and Black ethnicity. In
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Practice 2, all participants were White. In both practices some patients only attended one
meeting, but a cohort attended all meetings. At least two members of staff attended every

required intervention meetingStaff engagement in M1b was very high (see also Chapter 7).

6.2 Attribute selection results
In both practices, attributes and levels to include in the prioritisation survey were selected

from the 24 designed by the CRG (see Chapter 4Appdndix20). Each PPG followed a two

step process to select their top five attributes.

6.2.1 Card sort meetings (M1a and M1b)

The first stage of selecting attributes involved patients and staff meeting separately (M1la and

M1b) to sort attribute cards into three groups

1 Greenc attributes they were interested in being in the suryey
1 Redg attributes that they did not want to be in the survey

1 Orangecg attributes that they were not sure about.
They were given the following instructions to decide which group to paitiributes into:

1  Which of these features would you be interested in finding out whether patients at
[name of practice] think they are a priority for change?
1 The features you pick should be things you think it is possible to do something about

and you ae interested in acting on them.

The results are presented in Table 6.5. Attributes were taken forward to the next stage if
either the patients or staff placed them in the green category (20 attributes in Practice 1, and

16 attributes in Practice 2).

All features generated discussion in both patient and staff meetings (M1a and M1b). For a
minority of the features the patients wanted more information from the staff before passing
judgement. In both practices, many patients struggled with the card sort eseefsée Chapter

7). Staff were much more confident at putting attributes in the red category. This was usually

because they felt changing the attribute was beyond their control.
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Table 6.5. Results of the card sort of attributes by both patients (psafhah practice 1 and 2.

No| Attribute Practice 1 Practice 2
Pt | Staff Pt | Staff

1 | How long your appointment lasts| G | G | Agree O |G Almost agree

2 | How many days you waitto getg G | O | Almost agree| G Not able to
appointment . change this

4 | Howyou can talk to the doctors | G | G | Agree O | O |Agree
and nurses (telephone, online)

5 | When you can have an G Notableto |G Not able to
appointment change this change this

6 | How easy is it to get a home visitf O Almost agree| O Almost agree

7 | Howeasy it is to book an G Notableto | O Almost agree
appointment change this

8 | How the doctors and nursestrea] O | G | Almost agree| G Not able to
you change this

9 | How well the doctors listenand | G | G | Agree @) Almost agree
pay attention to you

10| Howinvolved you are inmaking | G | G | Agree @) Almost agree
choices about your care

11| How many problems you can G Notableto |G Not able to
discuss in your appointment change this change this

12| How often community groups an¢ O | G | Almost agree| G | G Agree
lifestyle activities arsuggested

14| How you are supported to G |G | Agree G | O | Almost agree
manage your own health

15| How well your doctor or nurse G Notableto |G |G | Agree
knows your medical history change this

16| How well your doctor or nurse G Notableto | O Almost agree
knowsyou as a person change this .

17| How often you get your choice off G Tried & failed| G | O | Almost agree
doctor and nurse before

19| How many services are offeredd O | G | Almost agree| G Not able to
the practice change this

20| How much patients are charged | O Almost agree| G Staffnot
for requests for letters of support interested

21| How interpretation servicesare | O | G | Almost agree| G Already
provided provide

22| How the practice treats different Already (@) Almost agree
groups of patients prioritised

23| How the receptionists treat you Almost agree| G | G Agree

24| How well the practice protects Notableto |G | O | Almost agree
your privacy at reception change this

25| How warm, clean, and tidy the Agree G Patients not
environment is . interested

27| How often you are asked about Agree O |G Almost agree
your experience at the practice

30| How the staff respond to feedbag G | G | Agree (@) Almost agree
and complaints
Total number: G 15| 11 13| 6

@) 8| 2 10| 4
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6.2.2 Voting meeting (M2)

The second stage of selecting the attributes was a joint meeting where patients and staff voted
on which attributes should be the five in the final survey. Individual voting happened at the
beginning of the meeting, followed by a discussion, then a fippbatunity to vote again. In

both practices during the discussion, staff explained why they did not think it was possible to
change some of the attributes. Patients, especially in Practice 1, championed certain attributes
which resulted in them getting mervotes in the second round of voting. In both practices
everyone in the meeting changed their votes between the first and second vote. See Tables 6.6

and 6.7 for the results.

The voting was slightly different in each practice, based on refinement gfrtess after
Practice 1. In Practice 1 each person voted for five attributes. People not able to make the
meeting (both PPG members and staff) were encouraged to vote online before the meeting.
We did not distinguish between attributes which both patieatsl staff selected as green, or
where one party had selected the attribute as orange or red. The top five attributes changed

between the first and second vote.

In Practice 2, each person was asked to rank their top five attributes by giving 5 poinggrto th
most preferred attribute, down to one point for their lowest preference. Group weighted

scores were then calculated. People who could not make the meeting were encouraged to
vote online prior to the meeting, but no one did. To make the number of atteis more
manageable during the meeting, attributes were split into those that both patients and staff
had selected as green or orange, and those that one party had selected as red. The same five
attributes would have been chosen whether we had used gptinranking. The order of the
attributes would also have been similar, except for the lowest ranking attributes (12 and 17).

More people voted for 17, but 12 was ranked as being more important.

The five attributes chosen to go into each survey were idiamed to be priorities by both

patients and staff. All participants felt that depending on the results of the survey, they would

be able to act to improve the attributes chosen. There was no overlap across the two practices

in terms of which attributes we chosen. Practice 1 asked for minor wording changes to the
FGONROdzGSa (2 NBFESOG GKS NRBfSa Ay (GKSANI LINI
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choice task were ordered numerically. In Practice 2, the attributes in the final choice task were
ordered in a logical sequence of how they would be experienced by a patient seeking and
attending an appointment. The final five attributes for both practiaes shown in Tables 6.8

and 6.9.
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Table 6.6. Practice 1 voting results

First vote Second vote
Pts Staff

Feature Numbel Patients| Staff| online | online | Overall| Patients| Staff | Overall
1. Length 2 1 3
2. Wait 2 1 3 6 3 3
4. Contact 3 2 2 1 8 2 2 4
5. When 2 1 3
7. Ease 1 2 4 7 1 2 3
8. Dr treat 3 1 1 1 6
9. Listen 2 1 1 2 6 5 3 8
10. Decisions 3 2 1 7 13 4 4 8
11. Problems 2 1 2 5 3 1 4
12. Community 1 2 3
14. Support 1 2 4 7
15. History 1 1
16. Known 1 1
17. Choice Dr
19. Services 3 4 1 3 11 3 4 7
21. Interpreter
22. Equity 1 1
23. Reception 1 2 1 2 6 4 2 6
24, Privacy 2 2
30. Feedback 3 2 1 6 5 2 7
Total 30 20 10 35 95 30 20 50

Green shading = top 5 in first vo¥ellow shading = top 5 in second vote.

Table 6.7. Practice 2 voting results

First vote Second vote

Feature Number| Patients| Staff | Overall | Patients | Staff | Overall
1. Length 14 25 39 20 24 44
12. Community 5 9 14 13 6 19
14. Support 11 9 20 15 18 33
15. History 20 26 46 19 27 46
17. Choice Dr 7 5 12 7 6 13
23. Reception 2 11 13 1 8 9
24, Privacy 2 2 4 0 1 1
27. Quality 0 3 3 0 0 0
2. Wait 4 0 4 0 0 0
5. When 2 0 2 0 0 0
8. Dr treat 8 0 8 0 0 0
11. Problems 0 0 0 0 0 0
19. Services 0 0 0 0 0 0
20. Charged 0 0 0 0 0 0
21. Interpreter 0 0 0 0 0 0
25. Environment 0 0 0 0 0 0

75 90 165 75 90 165

Green shading = top 5 in first vote. Yellow shading = top 5 in second vote. Grey shading =

attributes either staff or patients placed in red category.
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Table 6.8. Attributes and levels chosen in Practice 1

Practice 1 attributes | Practice 1 levels

9 | Howwell the doctors | Less carefully than usual
and nurses listen and| No change from usual
pay attention to you | More carefully than usual
10 | How involved you are| Less involved than usual

in making choices No change from usual
about your care More involved than usual
19 | How many services | Fewer services than now
are offered by the The same services as now
practice More services than now
23 | How the patient More neutral and businedge than usual

support staff treat you| No change fronusual

More friendly and personal than usual
30 | How the staff respond Slower to act than usual

to feedback and The same as usual

complaints Quicker to act than usual

Table 6.9. Attributes and levels chosen in Practice 2

Practice 2 attributes Practice 2 levels
17 | How often you get your| Less often than now
choice of doctor and No change from now

nurse More often than now
15 | How well your doctor ol Less well than now

nurse knows your No change from now

medical history Betterthan now

14 | How you are supported Less support and less personal advice than usus
to manage your own | No change from usual

health More support and more personal advice than usi|
12 | How often community | Less often than now

groups and lifestyle No change from now

activities are suggested More often than now
1 | How long your 2 minutes shorter than usual

appointment lasts The same length as usual

5 minutes longer than usual
10 minutes longer than usual

6.3 Results of the survey

6.3.1 Response rates and respondent characteristics
Both practices chose to distribute the survey using all three modes of completion. Data about
the survey distribution and response rates atewn in Table 6.10. Respondent characteristics

are presented in Tables 6.11 and 6.12
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Table 6.10. Survey distribution and response rates.

Practice 1| Practice 2
Number of days the survey was live 23 37 (online: 8 days
Number of patients registered for text messages 1900 4000
Number who clicked on the survey link 1177 791
Number who read the introduction only 930 576
Number who did not complete the choice tasks 77 52
Number who did not complete the demographic questig 10 10
Number who complete the whole survey 160 153
Online survey completion rate 13.6% 19.3%
Online survey response rate 8.4% 3.8%
Number of PPG members volunteering in the waiting rg 6 2
Number of paper surveys handed out 138 136
Number of paper surveys returned 115 116
Paper survey response rate 83.3% 85.2%
Number of ballot box surveys completed 58 74
Total number of surveys 333 343
Total number of choice tasks 1203 1187
Table6.11. Practice 1 survey respondent characteristics
Overall Paper Online Ballot box
Number of responses 333 115 160 58
Response rate Unknown 83.3% 8.4% Unknown
Age: Range (mimax) | 10-91 1085 11-79 2691
Average 52 50 53 56
Gender: Female 66.1% 62.5% 67.5% 69.6%
Male 33.5% 37.5% 31.8% 30.4%
Other 0.3% 0% 0.6% 0%
Ethnicity: White 62.8% 45% 72.4% 71.4%
Mixed 4.3% 9.9% 0.6% 3.6%
Black 17.3% 23.4% 15.4% 10.7%
Asian 11.8% 15.3% 9% 12.5%
Other 3.7% 6.3% 2.6% 1.8%
Education:  School 17.8% 30.5% 11% 13%
College 22% 29.5% 18% 18.5%
University 60.2% 40% 71% 68.5%
Have a long term condition 58% 56.9% 57.4% 61.8%
% patients would recommend | 81.5% 87.3% 77.8% 80.4%
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Table 6.12. Practice 2 survey respondent characteristics

Overall Paper Online Ballot box
Number of responses 343 116 153 74
Response rate Unknown | 85.2% 3.8% Unknown
Age: Range (mimax) | 11-87 16-82 19-77 11-87
Average 46 44 45 49
Gender: Female 68.6% 75% 66.2% 64.8%
Male 31.1% 25% 33.1% 35.2%
Other 0.3% 0% 0.7% 0%
Ethnicity: White 51.1% 43% 52.7% 59.2%
Mixed 5% 4% 6% 4.2%
Black 22.1% 21% 23.3% 21.1%
Asian 13.7% 19% 12% 9.9%
Other 38.1% 13% 6% 5.6%
Education:  School 19% 19.8% 17.6% 21.2%
College 30.2% 37.4% 26.4% 28.8%
University 50.8% 42.9% 56.1% 50%
Have a long term condition 50% 53.5% 47% 51.4%
% patients would recommend | 61.4% 65.7% 59.3% 59.7%

6.3.2 Data quality

The response rate was similar to previous general practice waiting room surveys for the paper
survey and thenline survey separately, but greater over&8, 247)All modes of survey
completion were analysed together as the ballot box sample was too small to analyse

separately and | did not want to lose the data.

The online response rate in Practice 2 was considerably lower than Practice 1. There are a
number of pssible explanations. We are unable to confirm the accuracy of telephone
numbers, although PPG members confirmed text messages were sent out. Due to a technical
issue in Practice 2 the text messages were only sent out one week before the end of data
colledion, shortening the data collection period. Equally, Practice 2 had a high proportion of
non-English speaking patients. However, the completion rate was higher than in Practice 1
suggesting inaccurate telephone numbers, and shorter duration of data tiolieare more

likely to account for the different response rate.

In both practices the ballot box surveys were left out in the waiting room and patients could
complete them at any time. At some points the paper surveys were also left out in the waiting
room. However, paper surveys were only consistently completed in high numbers when PPG

members were present and supported distribution. As discussed in Chapter 5 we were unable
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to calculate response rates for the ballot box survey. Neither practice haddatze footfall

in the waiting room to estimate a response rate.

We only had access to limited nationally published practice demographic data for
comparison148)However, compared to this respondents appeared to be more likely to be
female, White, and we suspect university educated (based on-socinomic status). Tables
6.11 and 6.12 demonstrate that in both practices, the paper version of the surveyphdad

most diverse sample. They were younger, more ethnically diverse, and less educated.

6.3.3 Validity and reliability

Validity and reliability are discussed in detail in Chapt&ettion 4.5, and Chapter Section

5.6.4.2. In Practice 1, all resultere statistically significant except the patient support team

being? Y 2 NB T NA Sy R AllFresuity/wrre indSddkeofdd Hir@ction. In Practice 2,

only two levels were statistically significant. However, six levels showedigaificant trends
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were not in the expected direction. Statistically significant results, and results in the expected

direction are both indicators of internal validif235)

6.3.4 Model estimation

InPractice 1, | used a conditional logit model for the analysis. In Practice 2, | compared a
conditional logit and mixed logit models. The mixed logit model had a bett&i@t for the

conditional logit model was 2322, and for the mixed logit model wd4 1 lower number
NBLINBaASyda | 0SaG0SN YRSt U as (bR bsideliDe asidiscudsedint & & S
Chapter 5; Section 5.6.4.3. Therefore the results demonstrate the value of an attribute

improving, and the value of it not getting worse &aying the same). In both practices,

patients valued attributes not getting worse more than they valued attributes improving. This

suggests patients value the care they already receive.

The attribute patients in Practice 1 valued most Wak 2 ¢ ¢ Sdtofs and KuBsesRigten
FyR LI & | G 0heyivaluddyit nat Getting 2voi=@ §1.173 p<0.0001) more than it
improving (0.807 p<0.0001) (Table 6.13 and Figure 6.1). Patients valued both levels more than

any other attribute level.

The attribute patietts in Practice 2 valued most was not having appointméhts Y A y dzii S &
& K 2 NIi02a\aR0.0001) (Table 6.14 and Figure 6.2). There was-sigmificant trend for

patients wanting longer appointments, but the mixed logit model suggests this relationship is
not linear and although patients did not want shorter appointments, they also did not want

really long appointments (Figure 6.2). The only other statistically significant result is that
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patients did not want theitt R2 OG 2 NJ 2 NJ YdzNES 2RAR] ¥Ba4a0&SE KN V8
(0.767 p=0.034). Patients did not have a strong preference for the felitie2 ¢ 2 F (i Sy
community groups and lifestyle activities are suggetddl ¢ KA a NBadzZ 4 61 & | f 2
pilot survey (Chapter 4). The qualitative pilotentiews suggested this attribute was

understood and some people did not want advice.

The mixed logit model in Practice 2 demonstrates wider confidence intervals than the
conditional logit model. This is due to the way it treats panel data (multiple cheass

completed by the same person, see also section 5.6.4.3). The wider confidence intervals
represent heterogeneity between individuals. Sub group analysis, by gender, ethnicity, health
status, patient satisfaction, and mode of completion, were attendptie explain this
heterogeneity. However, there were no significant results as the sample size was too small to
achieve subgroup differences. In Practice 1, it appeared that Black, Asian and minority ethnic
patients reported worse experiences of care thathite patients. This has been reported

across UK general practi¢249, 250 Subgroup analysis was attempted, but there was no

significant difference.

A number of attempts at presenting the results grajgliic were made. Two page summaries
presented to both practices are shownAppendix 30 and 3TFigures 6.1 and 6.2 respectively

were not shared with the PPGs as we did not think they were easy to understand.

Table 6.13. Practice 1 conditional logit modsllts

Attributes and levels Coefficient P 95% Confidenc
value Interval
Listen less than now -1.173 0.000* | -1.398 | -0.949
Listen more than now 0.807 0.000* | 0.570 | 1.044
Involved in decisions less than now -0.595 0.000* | -0.835 | -0.355
Involved indecisions more than now 0.324 0.008* | 0.085 | 0.562
Fewer services than now -0.379 0.003* | -0.630 | -0.128
More services than now 0.272 0.034* | 0.020 | 0.524
Patient Support Team neutral and busindike -0.540 0.000* | -0.772 | -0.307
Patient Support Team friendly and personal 0.101 0.386 | -0.128 | 0.330
Practice respond to feedback slower than now| -0.374 0.001* | -0.604 | -0.145
Practice respond to feedback faster than now | 0.229 0.045* | 0.005 | 0.453

*significant result.
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Figure 6.1. Grapshowing the relative value of features in Practice 1 (conditional logit model).

listen== 1.0000@ —&—
listen== 3.0000 ———
decisions==  1.0000 —
decisions==  3.0000 —_——
services==  1.0000 —
services==  3.0000 ——
reception== 1.0000 —
reception== 3.0000 —t—
feedback== 1.0000+ —
feedback== 3.0000 °®
15 1 -5 0 5 1

1.0000 = worse than usual care. 3.0000 = better than usual care.

Table 6.14. Practice 2 mixed logit model results

Attributes and levels Coefficient| P value| 95%Confidence
Interval
Less choice of doctor or nurse -0.478 0.106 | -1.059 | 0.102
More choice of doctor or nurse 0.096 0.741 | -0.474 | 0.666
Less well known medical history -0.767 0.034* | -1.476 | -0.058
More well known medical history 0.217 0.547 | -0.489 | 0.922
Less support to manage your own health 0.048" 0.877 | -0.563 | 0.660
More support to manage your own health 0.482 0.133 | -0.147 | 1.110

Fewer community groups and lifestyle activities | -0.146 0.612 | -0.708 | 0.417
More community groups and lifestyle activities | -0.245" | 0.387 | -0.801 | 0.310

Appointments 2 minutes shorter -1.026 0.000* | -1.573 | -0.478
Appointments 5 minutes longer 0.095 0.586 | -0.246 | 0.436
Appointments 10 minutes longer -0.206 0.427 | -0.714 | 0.302

*significant result. ~ result not in the expected direction.
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Figure 6.2. Graph showing the relative value of features in Practice 2 (conditional and mixed logit

models).
choicedr==  1.0000- -—
choicedr==  3.0000 | P —
history== 1.0000 P —
history==  3.0000 P —
support== 1.0000 — ]
support== 3.0000 - B - ——
community== 1.0000 - B—-
community== 3.0000 - .
length== 1.0000 - «—
length== 3.0000 — e
length==  4.0000 o« —
15 1 -5 0 5 1

® ConditionalLogit @ MixedLogit

1.0000 = worse than usual care. 3.0000 and 4.0000 = better than usual care.

6.3.5Free text results

A significant proportion of respondents left free text commeritS9 (47.7%) in Practice dnd

179 (52.2%) in Practice 2. The themes discussed in these comments included all the attributes
in each survey, the additional themes are sumised in table 6.15. Many themes included
positive and negative comments. Both practices were given detailed reports of the themed

free text responses.

In addition to the themes above, 33 respondents (10%) in Practice 1, and 5 respondents (1.5%)
in Practte 2, commented on the survey format (Table 6.16). All responses were negative, and
overall cast doubt on the internal reliability of the survey, as some respondents admitted to
answering randomly. Perhaps more significant are the comments from patiegty about

the survey and the potential this has to affect patigumaictice relationships. In addition,

patients in both PPGs expressed similar reservations about the survey during the Training

Meeting.
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Table 6.15. Additional themes to survey attribdiesussed in the free text boxes.

Practice 1 Themes

Practice 2 Themes

Appointments out of hours

Getting through on the telephone

Waiting time for an appointment

Booking an appointment

Being able to see the same GP

Waiting time for an appointment

Longer appointments

Out of hours appointments

Difficult appointment system

Alternatives to face to face appointments

Not getting through on the phone

Online services

Type of appointments (online, email)

Privacy at reception

Late running clinics

Receptionists

Administration issues

Doctors and nurses

Patient centred practice

Clinics running late

Car parking

Administration

Waiting room issues

Waiting room and building issues

More male GPs

Services offered by the practice

Patient group issue

Patient safety

Practice accessibility

Patient group issues

Table 6.16. Examples of respondent quotes about the discrete choice experiment.

G¢KS FTANBRG FS¢o aSOGA2ya 2F GKAA [[dzSaida
complete. | havebeen professionally involved in social research and | find the way that
A0NHzOGdZNBR O2YLX SiSfeé YA&a3adzARSR FyR 27
have the time needed to offer any constructive answ®isase disregard all of the
AYVF2NXYIEGAZ2Y L KFE@GS LINPGARSR Ay GKS &dzN
GLG 61 & OSNR RAFTFAOMAZ G G2 F2fft2¢6 GKS O
guestions seemed to repeat each other with responses that contradicted each other. |
siedzf R 6S NBRSaA3IYySR FyR 0SS Of SI NENWE

L GKAY]l] GKAA &adz2NBSe Aa NBFffe LR2N Iy
choose between more services and less people time. It really put my back up and see
manipulative. Please remove me from your consultation list. I'm disap@®iR ® £
G¢KAA adz2NBSe Aa Foadz2NRX Ad R2Saydia Yl
a2 O0KIFIGYa dzyRSNBRGIFIYRFEGES a (G2 gKeé NB3
GL F2dzyR FyagSNAy3 (KS ljdzSatAz2ya KdneR
NEFHfAAS oKIFIG &2dz KI@S G2 62N] 6AGK | ff
a{ Si4 IcontkadictoiyStfisinpossiblgo bemoreinvolved in making choices about m
OFNB AF (GKS R200G2NE FyR ydz2NBASa NS fAa
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6.4 Action planning results

After presenting the results to patients and staff in Meeting 3 (M3), we asked all participants

to think about the results and answer the following question:
What could we/the practice do to improve area(s) prioritised by survey?

Participants took part in a fléde brain storm (Chapter 2, Tabl€Pproviding suggestions on
sticky notes which were organised into them@gppendix 32 and 33These themes were
combined into 3 action points and presented back to the practices (Tables 6.17 and 6.18).
Some participants stated that they were not confident in the survey results or how to interpret
them. However, they were all still happy and aldecomplete the action planning exercise.

This may explain why the majority of the sticky notes do not appear to link to the main survey

result. This was especially in Practice 2 where the survey results were less clear.

Some of the sticky note suggestiomsre clearly linked to free text responses in the survey.

¢tKAada AYyOfdzRSR WOFNJLINJAYIQ AYy tNIOGAOS mx |
Practice 2. There were a significant number of passionate and emotive free text comments

about the privag issue in Practice 2. Privacy was discussed in the voting meeting (M2), but

only received 4 ranking votes, suggesting PPG members were not aware of it being a big

problem. Including a free text comment box was therefore essential to allow the wider patien

population to influence the action planning.

In addition to the topics raised by the survey, the action planning meeting also resulted in the
OKFYLAZ2YAYy3 2F G2LAOA 6KAOK sSNB y2G Ay GKS
W GSNYRAKDESY ) adaidsSyaQ o00NRIF3ISsE GStSLK2YS
issues that the survey results indicated were not a priority for the patient population (e.g.
WAYONBI &SR aSNBAOSEAQ Ay tNIOGAOS Wmese I YR WwO2Y
became action points despite not being highly rated by the survey.

Table 6.17. Action plan for Practice 1.

Description of action

1 | Improving communication with the patient population.

Focusing on raising awareness of the services the practice offer and do well (news
waiting room TV, online all with patient contributions).

2 | Ethnicity and improving patient experience.

Actively investigate differences in patient experiencethpicity. Work with local
community groups to explore issues and ways of improving the service

3 | Maximising patients feeling listened to.

Peer led no#violent communication skills training for all staff. Helping patients prepa
for their appointmentsincluding raising awareness of when doctors work to improve
continuity of care.
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Table 6.18. Action plan for Practice 2.

Description of action

1 | Improving the appointment system and experience of booking appointments.
Short termg raising awarenessxisting services (e.g. online appointment bookings) w
patients and receptionists. Improving privacy around the reception area.
Long termg exploring potential changes to the appointment system.

2 | Supporting patients to manage their own health.

Raising awareness of local community resources via the noticeboard and encourag
clinicians to promote these. Setting up peer support groups. Explore group consultg
3 | Making the patient group more accessible.

I KIy3asS GKS yIYS N2 dALIEING OEVE 2INSR RE (FIFHBT
Advertise meetings via text message.

6.5 Implementation of the action plan

Practice 1 implemented or started to implement all of its action plan (Table 6.19). In follow up
interviews the staff agreed that thayight have acted to improve the website and waiting
room TV (including staff profiles) without our project, but all the other actions were as a result

of the project.

Table 6.19. Actions implemented in Practice 1.

Plan | Action

no.
Survey resultglisplayed on the website.

1 Two quarterly newsletters produced with brief articles from PPG members and
community leaders.

1 Local schools and universities contacted by PPG members regarding the possi
to help make films for the waiting roonVT

1 Website updated with information about services

1&3 | Staff photographs and profiles added online and in the practice.

2 Staff read up on issues related to ethnicity and patient experience. They also

discussed these with local community groups. €heere plans to discuss this in a
PPG meeting, but every time it was on the agenda the meeting ran out of time.
3 t N] O0AOS NBONIYRSR |a adKS fAalGSYyAy
3 Nonviolent communication skills training delivered for the patient support team
clinical team by one of the GP partners.

3 ttD YSYOSNE NIy 2yS 4gFAGAYy3 NR2Y af
3 Stall held at local large community event, where staff and patients listened to th
local public about what they value about general practiod offered blood
pressure checks.

3 Leaflets helping patients to prepare for appointments that were developed durir
previous project, were distributed in the waiting room.
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Unfortunately Covidl9 meant that Practice 2 we were unable to implementitlzestion plan.
Interestingly, Covid 9 resulted in the national imposition of telephone triage appointment
systems, and video consultations. Practice 2, like all other practices adapted quickly, despite
stating that these models were impossible when dising them with the PPG during the first

follow-up meeting, 1 month before the national lodown.

6.6 Discussion

6.6.1 Summary

The intervention enabled patients and staff to work together to agree attributes to include in a
survey, distribute the surye and agree action plans which included patient centred service
improvements. Meetings to agree attributes used in the local surveys (M1a, M1b, M2) allowed
patients to share their experiential knowledge of the service, and staff to share their practical
knowledge of previous service improvement attemthisough deliberation The exchange of
knowledge in the voting meeting (M2) resulted in all participants changing at least one of their
votes, sometimes in favour of patient preferences and sometimes irufavfostaff

preferences. Both practices were able to distribute the survey and there were advantages of

using all three survey formats. Survey responders were different to the practice profile, but

where the PPG patients helped to distribute the paper syrithis resulted in a more diverse

al YL S® Ly tNFOUAOS ™M (XKSA Y2 atiATHSMRIRINE | (y2Q | G U
produced clear, statistically significant results that were in the expected direction, suggesting
internal validity. In Practice XtS Y2 a G A Y LJ2 NI | lyLILIA AldyGiNg Sawitith&taS yo60
R200G2N) {y26Ay 3 EThisaNdvey aldcedless ciéar @sulgs Nubich were not
always in the expected direction or statistically significant, suggesting limited internalyalidit
Patients and staff rated the success of the survey based on the response rate, rather than the
results, which they found difficult to interpret. Both patients and staff contributed to creating

the action plans (M3). Action plans arose from a combinatitihe results of the DCE, the

FTNBES GSEG O02YYSyidaz yR SEA&GAY3I LINF OGAOS 2N
derived indirectly through completing the survey (DCE and free text comments), and perhaps

more significantly, directly througtieliberationin the voting and action planning meetings.

6.6.2 Comparison with the patient involvement literature

Our intervention has a number of similarities with other interventions aiming to increase
patient involvement in health policy and organisatibdacision making. The intervention
meetings resulted in patients influencing decisions about which attributes to include in the
survey (M2), and the content of the action plans (M3). Boivin et al suggest that for meaningful

involvement the public need tbave credible knowledge, representational legitimacy, and
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facilitated power within meeting6101, 102)The attributes were seen as relevant and credible,

and the card sort exercise (M1la/b) and vagtimeeting (M2) allowed two wageliberation and

exchange of patient experiential knowledge and staff practical knowledge. Boivin found that
patient centred indicators were prioritised when the public was invol{d.) We found

everyone in the voting meeting changed their votes afteliberation andknowledge

exchange. This happened before ttensultationintervention components (the prioritisation

survey) which attempted to address statistical representatioegitimacy, suggesting this

element may be less important than previously thought. LaNoue et al employed concept

mapping to involve patients in decisions, but adapted this to address representational

legitimacy by increasing the number of patients involy@8) Haesebaert et al use an action

research process of facilitated meetings focused on brainstorming and then rgaki@grhis

is a similar process to our action planning meeting (M3). In both cases patients were able to
influence service improvement priorities. However, Haesebaert refibaispatients and staff

were very concerned about representational deficit, and we found patients struggled with the
OFNR a2NIi YSSiAy3a IyR GKS ARGO00)TRiFisngtr T Ay3d RSO
surprising considering that focus groups with patients who had never heard about patient
participation, questioned the democratic legitimacy of who was involved and had power to

suggest what was improvg@51)t | GA Sy ida Ay 11 SasSol SNIQa addzRe
data to overcome their representational deficit, whereas patients in our intervention appeared
confidentmaking suggestions in the action planning meeting, possibly due to the ability to

base actions on the survey resuff00)¢ KA & & dzLJLJ2 Nlia . 2AQBAyQa | aash
legitimacy is important, and combining two mechanisms of participapartnership working
(meetings) anatonsultaton (the prioritisation survey), may have more impact than patient

involvement in meetings alon@.02)

The intervention was successful in that two surveys were produced and enough data was
collected to allow analysis and statistically significant results. Both survey®laively short
data collection periods. Despite this, the overall sample size was greater than recent waiting
room patient experience survey247)This was partly due to thdifferent modes of survey
completion. Ong and Saunders explored different modes of completion, particularly digital
modes, in hospital and general practice waiting rod@&2) They discovered different barriers
to data collecion related to patient characteristicphysical barriers were prominent in the
rheumatology clinic, and privacy issues in the mental health setting. They warn that mode of
survey completion is important to consider as it may exacerbate inequalitiespreimg

barriers to feedback for those with the most need of service improven(@s)Carter also

expressed limitations of digital feedback modes which exclude the elderly, and those with poor
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literacy or English as a seconddange(253) These inequalities in data caotlion were

observed with our survey, especially regarding literacy. However, similar to other studies we
found response rate increased when staff or a patient volunteers prompted and or helped with
the survey(247, 254, 255Png et al coincidentally recruited a practice with a PPG who took on
the role of assisting patients completing the survey in the waiting room and this had a
significant impact on the success of implementat{@f5) This reinforces our findings that

data collection is a valid role for a PPG. The fact that a more diverse population wascsample
by the patient volunteers supporting the paper mode of survey completion in our study needs
further exploration. Another positive of our intervention was the speed of presentation of the
results. Carter piloted real time patient feedback in general pcacind found that timely

feedback increased staff engagemé¢nb3)

Despite the apparent success of the intervention meetings and survey data collection, action
plans were only loosely based on the results of the survey. This raises the possibility that our
intervention focuses on data collectioather than action, similar to other interventions

aiming to promote service improvement based on patient feedl&8ak.8486) Success of the
survey in our intervetion was judged by participants based on quantity of responses not the
results of the survey and how usable they were. Farrington et al describe how doctors want to
use patient feedback, but are concerned about patient subjectivity and the scientifittyalid

the survey(89)Sheard et al also discuss this as a barrier to staff utilisation of patient feedback
and describe this as normative legitimacy. They alsserved other barriers to the use of
feedback including structural legitimacy (belief they have the agency and resources to affect
change), and organisational readin€256) Their findings stem from a process evaluation of a
trial to improve patient safetytirough facilitating staff action research groups to act on

patient reported safety issues. The trial showed no impact, and in a linked paper they describe
this as being due to considerable variation in the context and engagement of partic{@ants.
257)The trial acibn plans were not solely based on the patient data and often depended on:
existing priorities imposed by the senior hospital managemehether or not interaction

with other wards and departments was needaahd complex interpersonal relationships and
individual priorities(27) This is similar to our intervention where the action plans included
personal and practice priorities that were not specifiedhia survey results. However, there

were also examples of the free text data being used rather than the DCE results, and all

LI NOAOALI yiGa O2yGNROdzOAY3I ARSFa®d vdzr t AGEHGADS
Ay St {(2gI6hshéeh suggested thitis data is vitally important to the early

recognition and prevention of poor care, but that it is difficult to capture, interpret, and use.

Equally, Burns argues that rather than seeking consensus about the priorities, change should
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focus on issues whialesonate(143)Both these arguments suggest that it is acceptable to
generate and implement action plans which are based on soft intelligence and resonate with
the stakeholders involved. Other researchers suggest the utilisation of patient feedback
depends on team dynaits, including different forms of social capital, and that patient
involvement may extend the social capital within the teé8d, 85, 253What is clear, is that

the production of a negotiated action plan developed by a team, requires facilitation to
address equity of voice, which will be discussed further in Chapte0d,. 102, 259)

Although shared decision making is not the primary focus of this thesis, both participatory
mechanisms of our intervention include components similar to those identified as essential for
individual slared decision making. These include, but are not limited to: creating choice
awareness, information sharing, and elicitation of values and preferences, all through a
deliberative approacli260-263) The card sort in M1a and M1b create chomeareness, the
exchange of information about different features of general practice, and opportunities for
intra-stakeholder values deliberation. The voting in M2 enabled patients and staff to build on
information sharing and focused on exchanging vahres preferences between stakeholder
groups through deliberation. The survey explicitly created awareness of choice within the
wider patient population, provided information about different features that could change,
and asked respondents to consider whiagy value. It could be argued that patient experience
surveys help respondents to think about what they value, but do not create awareness that a
choice exists or provide information on the different choice options. In other settings, parent
child dyads empleting prioritisation surveys together, valued the opportunity to deliberate
independently from the outcome of the survé¥97)Opportunities to share values between
stakeholders, deliberate, and understand how and why different stakeholders make certain
decisions, are therefore an impant outcomes of the intervention irrespective of the result of

the survey or outcome of the action plan.

6.6.3 Comparison with DCE literature

It is good practice to compare the results of a DCE to previous DCEs as a way of checking
validity(235)This is diftult with general practice DCEs due to their diversity, the range of

potential attributes and levels, and the framing of the choice task (see Chapt284)Kleij et

fQa aéaidsSYlLGdAO NBGASE OFGSI2NRAEASR ISYSNIf L
(waiting time till appointment, choice of GP), process (shared decision making, length of
consultation), or outcome (receiving théo Sa 4 Q 2dzi 02YS0d® ¢ KS@& F2dzyR
Gl £dzS LINPOSaa FUUNROdzISE Y2add ¢KAA &dzllLJ2 NI &
attributes as the most valued. In our systematic review of DCEs (Chapter 4, section 4.4.1) we
found one study wereWR 2 O (i 2 Mastth& ddstSnypartant attribut¢220) and two where
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the most important attribute encompasses listenitggd SAy 3 | ot S G p@228,F £ 1 G2
225)One study reported that the most valued attribute wdlst SS | LISNE2Y 6K2 K|
I 62dzi &2 dzNJ (RAandthrde stédlesiwherdd®dr@ivity of care was the most

valued attribute(217, 218, 230The review in Chapter 4 identified appointment length as a
frequently used attribute, asid the review by Kleij, but it was never the most valued
attribute.(264) The commonest most valued attribute in our review was waitingetfor an
appointment(119, 219, 221, 231, 233, 26#)the current study, patients in both practices

were interested in this attribute in M1a and M2, but sta#id it was impossible to change.

This demonstrates the importance of who decides which attributes are used in the survey as a

limitation of investigating patient preferences.

Our review of studies found that there was a strong respondent status quoil@apatients

would prefer to stay with their current service rather than change the sei\@26, 227)rhis is

in keeping with our findligs that respondents in both practices valued things staying the same,
more than they valued attributes improving. The majority of studies in our review also
reported preference differences based on demographic characteristics of the
respondentg264)In addition, three studies reported preference differences based on the
type of appointment or symptom scenarios respondents were presentédiwithe choice
task(202, 221, 222, 224, 23This suggests further subgroup analysis may explain the

heterogeneity between respondents in Practice 2.

6.6.4Limitations

This is the first attempt at using a DCE as a locally adaptable tool to stimulate service
improvement. Research suggest locally adapted surveys, which are less emotive, may result in
greater staff utilisation for service improvemef@9) However, a major limitation is the

reliability and validity of the DCE. An essential foundation of participatory research is that the
methods used are robust and tte-offs are not made between participation and scientific
rigour(19)1 made the decision to maximise the sample size and produce results in time to fit
in with existing meetings, at the expense of reliability and validity measures in the DCE (Table
4.8)(235)The survey in Practice 1 appears to himternal validity, but this is less clear for the
survey in Practice 2. The sample size was too small fegmulp analysis and heterogeneity
testing which might have explained the results in Practice 2, and resulted in a better model.
However, without d@irther reliability and validity measures, it is difficult to assess whether

there are significant concerns about the data quality. Therefore we cannot comprehensively
conclude whether a DCE is a valid method for collecting local patient preferencesvioeser
improvement. In contrast, it appears to be a good enough method, within the wider

intervention, to stimulate change.
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A key step in designing a DCE is conceptualising the choice process (Chapter 4, Section
4.3)(199)We wanted to develop a flexible prioritisation survey recognising the considerable
variation that exists between each general practice organisdtidd) This appears to be

justified as there was no overlap in the attributes the two practices chose to go in their survey.
However, as a result some key steps in the DCE design process were miira@édthough

we piloted all the 24 attributes and levels to test if respondents understood them (Chapter 4),

we did not pilot to see if the attributes interacted with each other. The undesult in

Practice 2 may be partly due to interactions between attributtO K 2 A OS a®iF R2 OG0 2 NX
WO2YGAYydA (& 2aRdVESRARING KRa YRNMWAR A DENI & 8 bzl i K
community groups and lifestyle activitg&®9)In future implementation, ideally PPGs would

need advice on which attributes to avoid combining in order to have a valid instrument. This

would involve further testing of the whole intervention, or adding a Iqaibt into the

intervention process, which would increase the complexity of the process.

We originally chose a DCE as staff valued the idea of patients having to makeftsadend

this helped recruit both intervention practices. However, in additiothe complexity issues
described above, 10% of the patients disliked the survey enough to comment on it in Practice 1
(Table 6.16)These were difficult choices, which were framed as decisions on behalf of a
population rather than an individual. This,dathe increased number of actors involved, are

key differences between organisational shared decision making, and shared decision making
about individual care preferences. However, there are clearly some common components
across bothdecision makingontexsas discussed above, and the individual shared decision
making literature may help to explain the high level of dissatisfaction with the s(2é€y.
263)Individual shared decision making evidence demonstraiificult choices are cognitely
challenging and elicit negative emotio(®63)However, people are happier with their decision

if they have been supported to consider all their options, their values, and the negative
emotions associated with the decision and decision mai26g., 263)Therefore

dissatisfaction with the survey may actually be an expression about the difficulty of the
decisia, and negative emotions may suggest success in engaging respondents in the decision
making processThis has potential implications regardisgpporting patients and staff when
making difficult decisions about organisational charigeere are also sigrefant concerns

about the literacy level and cognitive burden required to complete the survey, with both
surveys oversampling university educated responders. This suggests it may be worth exploring
other methods of collecting local patient population prefece data. There are increasing calls
for utilisation of qualitative data, and this was used in both action plans, and text mining

software is increasingly sophisticated to help with analysis and reduce b(8de265)
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Equally, simpler preferenceieitation methods, such as bestorst scaling or participatory

ranking methods might be easier and more sustainable to(LiS&, 184, 266)

Finally, we only tested the intervention in two general practices due to pragmatic reasons and
the complexity of the intervention. Sheard et al suggest their intervention did not produce
significant trial results due to wang levels of engagement due to contextual fact®@s, 257)

The intervention was designed to be flexible taking into account general practice variation.
However, we did struggle to recruit a second practice and this suggests that engagement may
be a problem when sding up the intervention. Our data collection regarding implementation

of the action plans in Practice 2 was curtailed due to Gh9idHospital based interventions

have shown that even when action plans are developed they are not always implemented for a
number of reason$27, 85, 256Practice 1 had implemented or started to implement all their
actions. The amon plan in Practice 2 had more personally held priorities that were less related
to the survey results. It would have been interesting to observe whether this affected
implementation. Further testing of the intervention should include a longer followougee

whether actions are implemented and what happens next.

6.6.5 Conclusions

The intervention succeeded in involving patients in service improvement priority setting in
both intervention practices. Intervention meetings enabled two way credible kriyee
exchange between patients and staff, resulting in both patients and staff changing their
priorities. The prioritisation survey provided indirect involvement through consultation,
increasing the number of voices involved, and helping to address songerc@about
representational legitimacy. Facilitation of meetings and participatory methods ensured all
participants contributed to the action plans. Action plans were not always based on survey
data, but as patients were present in meetings, these weitehsavily patient influenced. This
suggests an interdependent relationship between the representational legitimacy of the
survey, and the symbolic participation of individual patients within meetings, in order to
achieve influence. The interventiopartnership workingmeetings and generation of an
action plan) anatonsultation(survey distribution) was feasible, but there are still questions
about whether a DCE is the best method for surveying local patient population priorities. There
is also ongoingncertainty about whether the intervention results in the implementation of
patient centred service improvement, and whether the intervention normalises patient

participation. This last issue will be considered next in chapter 7.
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/. Field testing result€€oresearch group
level of inquiry

This chapter describes the qualitative evaluation of the interventiovill synthesise the

learning regarding the work required by both PPG members and staff in the two PPGs field
testing the intervention to achieve maningfully patient participation in general practice

service improvementThe analysis demonstrates that to achieve meaningful patient
participation, actors (PPG members and staff) must work to create and maintain an inclusive,
equitable, and safe particgiory space. The data describes the work actors need to invest in to
create and maintain this space, how our intervention facilitated this work, and why the space
was not completely sustained beyond the lifetime of the research. From this, we have
developal a framework of the work required to create and maintain participatory space. This
can be used to strengthen our intervention before further testing, and may be useful in the

design and evaluation of other participatory spaces.

7.1 Introduction

Througlout the thesis, | have used Normalisation Process Theory (NPT) as an analytical tool to
clarify the work of participants in designing the intervention and implementing the
intervention(168)As discussed in Chapter 2 (Section 2.6) using an existinigweidheory is

an efficient way to understand a phenomenon. During the field testing, NPT aided clarification
2T (0KS Ay idSNIS ywhat B th&woik? p540 eLEBYZhis pfaect & yrimarily
interested in the practice of meaningfphartnership workingo share organisational decision
making between patients and staff in general practice PPGs. Therefore we aretatddarehe

work of meaningful partnership workingThis suggests that while what they work on together
(sharing decisions to adapt and distribute the survey, and developing an action plan) is
important, even more important ig’hat work they invest to devebp and maintain

relationships It is here that the concept qfarticipatory spacés useful, as Cornwall argues

that creating participatory space is the essential-pomdition for partnership working and

shared decision making0)¢ KSNEF2NB>X Ay NBalLlRyaS (2theasgKI
work of creating arl maintaining a participatory spaceis discussed in Chapter 1 space is
created and maintained through complex social proce$58s57)Space has properties which

are physical, social, and temporal. Spaces are flexible and may change in size, shape, and
composition over time. Social norms exist regarding the purpose of a spdd®anit is used,

but these are often tacitly understood with fluid boundaries in contrast to organisations which

have formal rules and regulations. Spaces are influenced by their history and other spaces with
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which they interact. Spaces are intertwinedhwelationships, and relationships cannot exist

outside the space in which they afleft A 3SR X S E LIS NA §50)0&tRipatoly y R LINJ O
spaces take multiple forms (see ChapterThrough developing the intervention with the co

research group (CRG), we define an ideal participatory space as one that is inglusive

equitable, safe, and allows the exchange of different forms of knowledge through

deliberation. Creating and maintaining a space, or changing space, is dependent on actors

exerting effort, and therefore can be conceptualised as a practice requiring work.

I 2Ny gttt FfftdzRSa (2 GKS f Al SMathbdizhidd mehanidnds NI A O
and how they are supposed to wdig0) This literature has been supplemented since then by
the predominance of case studies and toolkits of participation, with some literature focusing
on the purpose of participatory spa¢g7, 54, 99, 26270)Cornwall calls for research that
focuses orwhat actually happens in these spacasdhow these spaces interact with other
spaceq50) Therefore this chapter explores the work required teate and maintain a
participatory space within PPGs. We focus on the work needed to create the space, the
boundaries of this space, the interactions with other spaces, the role of agency influencing
who can affect change in the space, and how the spaaagds overtime from the pre
intervention, to intervention, to post intervention space. The data presented in this chapter is
from the observations, documentary analysis, and interviews collected during field testing the

intervention and described in Chajptb.

7.2 Results

Fourteen participants agreed to be interviewed following all intervention meetings and at least
one follow up meeting. Table 7.1 outlines the roles of these participants, characteristics have
been omitted for reasons of anonymity. Tabtdsall participants are available in Chapter 6
(Tables 6.2 and 6.3). In each practice there were unique factors and challenges that promoted
and inhibited the work to create a participatory space. Despite this, through the use of NPT we
identified similaities about the component mechanisms of the work that occurred, or did not
occur, and the impact this had on whether or not the space changed and was mainth68d.
Four themes, related to the component mechanisms of NPT, will be discusskgistanding

the space (coherengecommitting to the space (cognitive participatipmorking within the

space (collective actignand appraising the space (reflexive monitgin

Interview quotes are identified by the practice number and then participant number. For
example P1P4 is Practice 1, participant 4. Quotes from observational notes are identified in

full. Where quotes have been altered for clarity, brevity, orramity, alterations are
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signified by square brackets []. In this chapter | refer to participants as actors to highlight their

active role in the work.

Table 7.1. Roles and identifiers of interviewees

Practice 1 Practice 2
Identifier Role Identifier Role
P1P1 Engagement Lead | P2P1 Patient
P1P4 Patient P2P2 Patient
P1P12 GP Partner P2P3 Patient
P1P13 Patient P2P5 Reception Manager
P1P14 Practice Manager P2P7 Practice Manager
P1P18 Patient P2P13 Salaried GP
P1P20 Patient P2P15 Patient

7.2.1Understanding the space
Creating and maintaining a participatory space requires all actors to invest effort in defining
the space, recognising the roles and behaviours necessary to organise the space, and valuing

the space.

Defining the space involved wong to understand how it is different to other spaces

(differentiation), particularly the préntervention PPG space, and how and why this space was

valued (internalisation). Both PPGs had existed for a number of years (P1=13 years, P2=7

years) and had len established by the staff, but there were very different meanings of the

space. Practice 1 staff saw the space as an extension of their practice philosophy of being

patient centred.
dThe Practicep St 2y 3a (G2 GKS LI GASynieédt theirlnde@sa §( KSA |
l'YR AF 6S R2y Qi KIF@S | ¢l & 2F dzy RSNRAGF yRA
OXB2 g Oly ¢S Ll2aarot ePIPRIGQatheSt & I OKASPS

Practice 2 staff established the PPG in response to contract changes angrattisal value

in meeting their contractual obligations. They see the space as a patient space, where patients

do the work, which is additional to, but separate from the practice.

In both practices, some staff internalised the space as having valud depending on

whether the space inferred value on their roles within the practice organisation

aL GKAY]1l AdQa NBlIffe AYLRNILIFYyG F2N) GKS t N
INBE FSStAy3d YR (GKAY(lAy3a o280 RBRESAa{QNIIAR
into loads of direct contact with them em then | need to avail myself of the

2LIR NI dzyAGASE GKFG GKSNB | NP1IPi4[Ractic&k S LI G A
Manager)
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However, a GP partner in Practice 2 described the group as hawivaglue, as meetings

involved:

Going along and being asked to do things by patients who had unrealistic expectations
of what is possiblePractice 2: Notes of meeting with Practice Manager and GP
Partner.

These examples show the overlap with, and ifice of the participatory space on the
practice organisation space and vice versa. PPGs are promoted as participatory space where

decision making occurs, but decisions about the practice are often taken elsewhere as well.

In both practices the PPG membainderstanding of the pratervention space was very
different to the staff. In Practice 1, PPG members were invited to the space without knowing

anything about it.

&The GP who suggested the grotiph Ry Qi SELJX | Ay YdzOK | 6 2 dzi
rememberghyd (G2 G4KS FANRG YSSGAy3da X FyR y2i
GSNE YdzOK Y2NB (KIy BIR®yYPatlent RPGTemikr)Yi ¢Sy i

They continued in the space to find out information about the practice, to feedback individual

issues, andd support the practice in their role of being a good patient. PPG members in

Practice 2 saw the space as an opportunity to work with the practice to improve patient care.

They felt their ability to achieve this purpose was frustrated by the practice whiolyrtzad a

group because of the contract.
L R2 ¥ §RBacticediMahaged kit mS | t g 2a GK2dAKG ¢Sttt &
02 KIFI@S 2yS 2F GKSaSsz a2 ¢S KI @S Al odzi
about. We always felt sidinedand i KAy { a4Ay OS (KS adz2NBSesx A
FGGSYyGAz2y GKIFEO ¢S | NB Y2 NB2PARBENERPG (G KI Yy K&
member)

In both practices there was little evidence of communal specification work which involves

having a shared understandiagpout their work. Both had longstanding terms of reference,

but these were not discussed or referred to in either practice during the research. Equally

there was little evidence of PPG members and staff doing any work to collectively understand

their different perspectives on the meaning of the space. In Practice 1 this led to PPG members

considering leaving the space as they had no agency to affect the meaning.

aL 2dzal 3IbXE OdzldraH2 Ly RWWARIPQ G yiRA LS
al@ GKAYy3 2dzi 2F AG® ! yR L RARyYyQI
wX8 GK2dAKG akKlFff L X aleé a2YSGKAy3a | 062 dz
J2Ay3 G232 LQY y2i0 3JI2Ay3 (2 PIP2QP&ISINRRG L QY y 7
member)
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In Practice 2, this led to conflict between the PPG members and staff about the meaning of the
space and the work within the space.
G¢KS gFe& Al Nizydax SN¥Y GKSNB KIFad 0SSy az2ys
the past, er one of #ganmain areas of contention was the remit of the patient group and
er[the Practice Managef]a @A Sg 2y oKIFG GKS LI GASYd 3N
different to ours, er he saw it as a, a body that amongst other things is there to
provoke the practice, @ &l AR Y2aid RSTAyAGSte Ad AayQi
P2P1 (Patient PPG member)
Our intervention aimed to clarify the meaning of the PPG as a space for partnership working.
Therefore the CRG contributed to the work of communal specificabgmutlining the
intervention. However, we found that the work of individual specification and internalisation

were more important for ownership and lasting change.

Individual specification of the space and actors roles within it developed by spending time in

the space and engaging in the collective action within the space (Section 7.2.3). In both

practices this resulted in valuing the space. In Practice 1 the PP®Gearedeveloped their

roles and responsibilities as they started to understand the space was somewhere they could

make a difference.
GhK ¢SQf t O2[waiingyodes listening derdséba@ a ¢S t A1 S A d
FSSt AGQa& A Y LjPratlice MaingerkdidywRen Weiget feedbdcle then
aKSQff R2 UGUKA&AZ ANRIKG &2dzQ@0S al AR GKAAZ
2dzi02YS NBIrfted 2SQ@S FalSR I [dSaidAiazyo ¢
2 dzii O 2PYRR@(Patient PPG member)

In Practice 2 intervention meetings were seen as constructive by both PPG members and staff,

and this led to staff sharing their knowledge and valuing the patient contribution.

In both practices, patients who were new to the PPG space or had not attenedantion
meetings, appeared to struggle understanding the intervention space. In Practice 1, PPG
members who only attended the results meeting, focused on giving critical feedback which
had been their role in the printervention space. The GP felt thigs because these PPG

members had not invested the same meaning in the process.

daty

a{2 GdKSYy GKSNBE ¢SNB f20a 2F LIS2LX S 6K2 ¢
previous meetings. And | felt like that was probably the biggest challenge of the

meetng. X6 2y RSNBER gKSIUKSNI Ad o6Fa GKS o0Sai
Ay O2t OSSR I ( PLPLZ (GRIFAN&R YS (2 K#

Similarly, in Practice 2 the Practice Manager worried that the new person at the results

meeting had misunderstood the space aaplaints forum.
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Go¢BKIFG LI GASY(d 0@ KSNI 26y FRYAAaA2Y 2V
complaints and issues and concerns, rather than get involved in a, in a project of how
6S OFy O2ff | 62 NP2RB(Practicé Man&ern)OK 2 (1 K S NE

None of the a&tors made any attempt to explain the meaning of the new intervention space to

returning or new actors.

Our intervention focused on achieving communal specification. However, meaning making was
an ongoing negotiation over time within the space. Resourtie® (and deliberation) need to

be invested in this negotiation process on an ongoing basis to achieve lasting change in the
space, especially when the space is fluid to changing membership. All this demonstrates that
all actors need to work to understanti¢ space. The work of understanding and valuing the

space depended on how committed people are to the space.

7.2.2 Committing to the space

Creating and maintaining a participatory space requires all actors to invest effort in committing
to the space. Thisaises questions about who is or is not invited into the space (legitimacy),
and by whom (initiation), and how (activation) and why (enrolment) do people commit to the

space.

Both PPGs are what Cornwall describes as invited sg§ag@¥she meetings are held on
practice premises and PPG members are required toisighreception. The initiation work
was done by the practice, after they had developed an understanding of the space. PPG

members had little idea of why or how they had been chosen, sometimes years previously.

The inviting work required effort. At the parficial level, the invitation to the physical meeting
provides legitimacy for patients to attend meetings. In turn, patients attending meetings
provides the practice with a legitimate way of meeting their contractual requirements. In
Practice 1, staff, minly the Engagement Lead, were involved in an ongoing and active non
systematic recruitment process. In Practice 2, active recruitment had not occurred for a while.
Staff had given up inviting patients, as they perceived they had a sufficiently large gral

had previously struggled to recruit patients, which they blamed on the demographics of their

population.

AW]e made several attempts to get a patient group going and it was exceptionally

difficult here,w XaBot of it can be down to the demograght 1 KSNB A & X {1 KS NE
F LI GKe 2F O2dz2NBS Fa ¢Sttt SN¥Y odzi L GKAY]
have anywhere between forty seven and sixty seven languages in the practice, and |
GKAY1 +F t23 | NB NBIPH{Qdcemf Mandghr G2 G 18 LI N

One aim of the prioritisation survey was to give PPG members the role and opportunity to

invite other patients to the PPG space, aiming to increase the representativeness of the PPG.
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This appeared to have limited successir new patients joilng meetings in Practice &nd

three new patients expressing interest and one joining one meeting in Practice 2.

Cognitively engaging people in the space required more effort than getting people to attend
the physical meeting space. This required ingsmeaning, feeling safe, and feeling
legitimate. Feeling safe was closely associated with feeling legitimate. All actors invested
relational effort in their real and perceived legitimacy within the space. Believing they were
legitimate depended how theperceived others judged their legitimacy, both PPG members

and staff, and whether the work in the space was perceived as legitimate.

ttD YSYOSNBRQ O0SKI@A2dzNI G261 NR S OK 2G$KSNJ KIR
they were legitimate. In Pract 2, one PPG member was sometimes confrontational in

meetings, she often interrupted people and shouted at another patient, P14, in the follow up
meeting. Over time we observed P14 slowly withdrawing from the space. In Practice 1, PPG
members described ik type of behaviour from other PPG members as excluding them. These
internal views about their legitimacy to other PPG members were influenced by social norms,

including structural racism.

d L RA Rph@preirtefvdnton dpdce]l felt there werea lot of dominant voices

FYR GKFG Al 2dzi RARYQG &dAlG YSooX®eyL 1Ay
were white middle class voices whose voices always gets hedti®@ 2dza i RARY Qi
FyR GKSe& 6SNB y2i OS N abxutvinit fedpless@iddabd? 6 & |
there were just the same people! Not my type of peapl¥l 8 RA RY Qi FSSt Al
NBLINBASY(Gl GAGBS YdzOK a ¢gStftod !''yR X | yRX I
GKFGZ L GKAY] GKFG | 202 F3 41 KB2 GARBY YR ¢
32Ay3IHE ' yR GKSeQtt ale tf 1AYyR&E 2F (GKAy
32H L R2y QG F¥SSt L KIF@S | @ ddepBakeray G KIF G N
SEOdzaSaH {2 GKIIQa y2yiQiu20MB Ry I Kz a&XKSA YD
@€2dz IASEG I LINBLRNIAZ2Y 2F LIS2LX S 2F 02f 2 dzNJ
OS NI | A yP1RIBYPAIENERPE member)

Facilitation, particularly by a person of colour from the CRG, and intervention meeting warm

up exercises focusing on establishing relationships between PPG members, helped overcome

some of these barriers.

PPG members sought active expressions of stdiié\iag they were legitimate, such as getting
support for volunteering activities. PPG members perceived the meetings, and hence their role
Fa Y2NB € SIAGAYFGS AF adl FFZ SaLISOAlLtte Dta
attend meetings appearetb relate to their status as well as their specific knowledge.

GL 2dzad= L 2dzad [thePsatticelMaraged Y 8 KB2 5 BERG KR 8
X gta SY X L 2daAadr L (K2dzAkkebdaksobaneas! a5 &

daly
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WXIBK ST 2(yl6S 2% GKS R200G2NAB OIFYS® 9Y X | yRZ
3 2 2 RXP3 (Patient PPG member)
However, some GPs perceived the space as an illegitimate use of their time based on the

socieeconomic and cultural status of the patients.

The GP Pamer said that he did not think it was a good use of his time meeting with
this group of people. He said that they were only a small number of white, middle class
LIS2LX ST K2 RARYQU dzyRSNBGIFIYR 2NJ NBLINBaSy
Practice2: Notes of meeting with Practice Manager and GP Partner.

Nevertheless, staff who spent time in the space, valued the space and the PPG members

within it, which conferred status on them. This status separated the PPG members from the

rest of the patientpopulation. In Practice 2, it transpired that the PPG members received

easier access to online services because they were known to staff. This had the effect of

RSt SAIAGAYAAAY3 GKS ttD YSYOSNRAQ (y2¢6ftSR3IS 27

was baed on preferential treatment.

Inviting other staff into the space, and their enthusiasm for the space, conferred legitimacy on

the space and the roles of the key staff in working in the space. In both practices the staff card

sort meeting emerged as a wle practice meeting. This meeting raised awareness of the

project and the PPG within the practice space. Staff were engaged in the topic and committed

to change, because they were accountable to the PPG.
G¢KSe 1y2¢ GKIG GKSNBRagb tit Dl RAaAaDdzaardyl
YSSGUAYy3 odzi GKS X Ay GSN¥a 2F (GKS GSIY (F
gKIG GKSEQNB R2Ay3Id {2 GKS& R2yQi NBIffe
about what the PPG were doing. So the fact that wetldid group session, it opened
the eyes of everybody to understand what the PPG actually do and em who they are
YR GKS (K2dzaKda | yR (KS RIRB(Practicé Mandger)i KS & ¢

The intervention provided both PPG members and staff wifitimate and credible work to

do within the meetings. The survey features were seen as legitimate by both PPG members

and staff, especially the focus on changes which could potentially be implemented.
GLG 61 &a 3I322R 0SOldzAS X RSIFIEAY3 6A0GK AaadzS
X AF @2dz X AF @2dz YI1S Al G22 2Ly X &2dz
0KSBQNB AYLINI OGAOCHtf ® ¢KSe OFyQi 0% MXYLX SY
@SIK F20dzaAy3 AlG GKS gre (GKFG L GKAY] X K
OK223aAy3 gKIG GKS&@ X gKI G RARIBAPRIenoPPG LINI Ol A
member)

PPG members found the card sort meeting difficult, as they did not always Ve it

legitimate to ask them to make decisions as a representative for the whole population.
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L GKAY]l Yzaild LS2LE S [REetcaimomBantheitowt V2 6 Kz
opinionjd ¢ KS@QNB R2y Qi (GKS@QNB y2iroptsanrSR (2
YR KIFIGQa AGd ' yR a2 GKAY1lAy3d 2Fz &SIK L
Ffaz2 GNBAYy3I G2 NBLNBaSyid GKS 6ARSNI SY X 3
GKAYy3Id {2 LIS2LR1BIS FPatidiZPE imémbeér)h 1 K A (G dé¢
PPGmembers accepted doing this work because it was seen as part of a process to develop a

survey that would give the wider population an opportunity to express their opinions too.

Legitimacy activated the space and encouraged PPG members to take on neantbles
responsibilities. PPG members in Practice 1 took on more roles and responsibility after they

were given explicit permission by the Practice Manager.

[The Practice Managed] dzZNy/y SR (2 (GKS 3INRdzL) yR &l AR 4L
abouthowtih & I NP dzLJ K 2 f &®X @izattdi BPl&inEidHtdzye s always

really busy and things get done when they are at the top of her prioritglX&he

0KSYy aFAR daLQR tfA1S GKAAa 3INRdzZLI 2 06S Y2NEX
discusion and gives permission to the group members to speak up. Immediately,

P1P20 suggests that there should be different leads for different activities within the
group.Practice 1. Notes from first follow up meeting

This permission conferred legitimacy oretipace and PPG member participation in it.

52Ay3 62N] AYyONBIFraSR ttD YSYOSNRQ fS3IAGAYI O
LIN} OGAOS® LT GKAA 62N] ¢l a NBO23IyAaSRX ttD Y
the space increased. THisilt mutual respect, and signified a shift away from discussions of
legitimacy based on representativeness. This demonstrates that the work of understanding the
space, and committing to the space are interconnected with the work done in the space and

the work of building relationships.

7.2.3 Working in the space

The space would not exist without actors within it, but the relationship(s) between the actors
defines the space. Therefore, operationalising the space requires work within the space to
constructmeaningful relationships based on trust and mutual respect. Trusting relationships
are those which are safe enough to allow challenge. Mutual respect requires equity of voice
and valued knowledge exchange. Relationship building is a social process extdpd over
time within the space. We observed that relationship building work was rarely explicit. Actors
needed a credible and legitimate task, focused on action, to work on together, to allow tacit
relationship work to occur. The practice staff weregaged by their interest in the trade off
aspect of the survey. PPG members were motivated because they took on roles that were
active. This contrasted with descriptions of pnéervention meetings described by many

I O 2 NIalkingdhog iy R & S A ypdlitiz& dad
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The prioritisation survey task provided the opportunity to introduce participatory methods and
facilitation. We observed trust and mutual respect developing over time in both practices.
Facilitation work was enacted by the CRG undeditag the existing relationships, and

tailoring meetings to promote welcoming and inclusive practice.

L 1AYR 2F 3INBS Y2NB 02y T ARG jourkeltoIBA v 1 Ay
GKAY1l LINI 2F Al gl a GKFG X o8NRA Xo §\58 yNHic
YR NBYSYOSNI LIS2L) SQa ylFYSa X YR aKS g1 3
GKFG GKSANI ARSIFA X I yR |BLPRGI(RaDentlBPG etber) 5 S NE
In Practice 1, none of the PPG members knew each other within or eutsdmeeting space,
therefore facilitation focused on developing relationships between PPG members using a

variety of warm up exercises.

z A

G2 KFEG 2dzNJ Y2 GA S (A 20BereareéallyBnpcftaniid hedd. Ayd3 G K SN
everyone had differentreasonswhyy R RAFTFSNBYy (i SELISNASyOSaod
stuff. So it was good to know and then sometimes if we found it difficult to make a
RSOAaA2y @2dz O02dA R (KAy] (2 @2d2NBStTF da2K
GKFG 0S0ldzAaS (KSA8AABS 25FE LIKNN QAPIRRES (RiRFORT - H/4
PPG member)

In Practice 2 a lot of the facilitation work happened outside meetings and focused on

encouraging participants to overcome previous judgements between PPG members and staff.

The participatory mihods structured the space to provide equity of voice for both PPG

members and staff.

G9OSNEOG2RE I NRdzyR GKS GFroftS gFa FaiSR X

how it was when | went to previous meetings. Where people were just shouting

randoYf @ FyR AF @2dz2NJ g2A0S KILIWISYSR G2 yz2i

IS0 KBIP20XPdi&nt PPG member)

Gl 26 YdzOK A&z A& Y& 2LAYAZ2Y Y2NBE @aXal2 NIl y

YR K2g ¢S YI 1S &dzZNB X SyYtltkinkbyuSingeag SQa @2

gK2tS NIy3aS 2F LI NIHAOALI G2NBE 2NJ I N¥y3aS

GSNBE KSINRK 9Y X &SI K IPIFIK@RBafNE) GKF G Al ¢
This was most explicit in Meeting 2 when participatory voting was &iedtf. in both practices
expressed concerns prior to the meeting that there would be conflict. In Practice 2 this was

extreme and the practice staff hatched a plan to ensure staff outhnumbered PPG members so
iKS& O2dz Butvatik @ I KSI &t &t ® &« SYOSNE®

The right half of the circle was already filled with members of siaff®e body

flFy3dz 3S 2F GGKS adl ¥TF édalbsittibgtdgétherinaSe ¢ SNB
unified wall of staff. P2s body language was that she smelt a rat at that many staff

being present rather than being positive about new staff being preseiitfelt quite
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adversarial and like a battle line had been drawn down the middle of the circle of
chairs.Practice 2: Notes from meeting 2

However, the participatory voting provided apportunity for knowledge exchange of

LI 6ASyG&aQ SELISNASYyOSaz IyR GKS LINI OGAOSa |

surprised that consensus was easily achieved through listening to each other.
L GK2dAKG WSttt &KBE&QBBaughydykAdiayddt G2
glayQis e2dz {y26x ¢S NBIFIOKSR OSNE>X OSNE
denominator and it was the same thingXaéd that was really, that was surprising to

me, you know, and that was lovely. | was very pledséd2 dzi G KIF G WOI dza S

as

K A
)2

L

0S0OldzaS GKSYy Al 0SOIYS S@SYy Y2NB 662NIUKGKDA

1y26 FINB 'y AaadsSQs FyR ¢S Olys ¢S 0O2dz
know, so that was good, whereas | thought you know, | leederns that they were
going to be so wildly differing and opposites, and what on earth was | going to do
i K SRR (Reception Manager)
As the work of planning the meetings was done by the CRG, it was not always recognised, and
therefore internalised, asork that the group could continue to do without the CRG

involvement.

To create and maintain the space, the actors in the space also needed to utilise skills including
communication skills (empathic listening, patience, and tolergna#inteer supporsskills

and leadership skills. In both groups many of the PPG members and staff already had these
skills which are a form of practical knowledge. However, skills were only visible when they
were used, and they were only utilised when they were visibl€réctice 1, several PPG
members displayed excellent communication skills when distributing the survey, and
leadership skills during the card sort meeting. However, the Practice Manager did not observe

these activities and therefore did not know they hae thkills.

dYR dzQ@S 320G (KS LI&XHFeInight Belsdme §raugeQi@thava goti H
X a42YSo02Re 2y GKSY 6K2 X 0680rdaS 2F (KS
Aa J2Ay3I d2 areé 02YS 2y f800a KIKASIqay |
happened to all these actiofisanging onthe tableq . dzi GKI 6§ Q& y2i0 &
2dzN) INRdzZLJH ¢KSeQNB ySOSNI I2Ay3 (2 abe 2
YAydzaiSa FNRBY G(GKS tFad YS SRy @mctide Mabegd 2

The Engagement Lead in Practice 1 and the Reception Manager in Practice 2 both displayed
volunteer support skills, supporting and encouraging PPG members to distribute the survey.
However, neither recognised or valued these skills, and PPG membersaogyised the

skills when the members of staff were absent.

L KFRY QO NB I[df sunveyddistiifatSohad taee & 5xveell the thing
Ad L 62df R F&132 6KSy G(KSe 4SNB S gAay3

R
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(laughs)somaybe&tl G ¢l & (GKS (KAy3IxX L OFyQdG aleé L
Y265 odzi 6KSY (KSEQR FAYAAKSRE FyR G(KS& ¢
YSEGKQS 42 YIé&oS (KSesx &SI KIP2KrY(Redeptioni KSe
Manager)
Space, and the relationships within it, are socially constructed over time. Time was a key
resource for operationalising the space, but was in short supply for all actors. Whether limited
time was recognised related to the status of actors. Thereforeag mecognised that GPs and
managers had limited time, and how this was utilised affected internalised legitimacy of other
actors.
G¢KS adl¥F NBlIfftez 6S ySOSNINBHEfe 3ISG G2
Ifglea (22 o0dzZAe IyR ¢S KIFI@S |y 2y3a2iy3 L
GKAY]l GKS@& glyldG G2 3SH Ayg2ft OSR®RP2a2 (GKSe@
(Patiert PPG member)
This influenced the CRG as we limited the length of intervention meetings to ensure staff
would attend. But this was often at the expense of time for enactment, most actors said
meetings felt rushed, and reflexive monitoring (Section 724). K SNJ | OG0 2NARQ (A YS
recognised. In Practice 1, the Engagement Lead (P1P1) was not given any dedicated time to do
the volunteer support work needed between meetings. This resulted in her not supporting
ttD YSYOSNBRQ & akKS g2dZ R tA1S G2
G ¢ KS PBaKS NKRBJinging me and he was talking about tfgommunity
eventid ! YR (0 KBIWP20NRPFIAFAAGYS | yR aKS glyida G2
FTSSRol O1 Ay NBOSLWLIiA2yoXBaLiRkRS80QatKERI AYiSE
g KSUKSNPIPORSGY S02a LQPS 0 S Yedbmmudity €vénypiE NI G A y
P1P1 (Engagement Lead)
ttD YSYOSNBQ GAYS 41 & RAaAOdzaaSR S@Sy Y2NB NI
the enactment of the space in both practices. One PPG member disausisednting to take
on more activities within the space for fear that it would take up all her time; another stopped
attending meetings as she did not have time; and two PPG members stated their limited time

as a factor in not handing out more surveys.

The context of the space in relation to other spaces also had an impact on the
operationalisation of the space. One PPG member described some patients as deferential to
doctors related to cultural beliefs and social norms regarding how you should behavelgowa

doctors.

G, 2dzQ@S 3F20 (0 K&XEYKRA yLIQO W AKXy SNIGiAR2ENEY 3 6 dzi
[parents] first generation and sort of emigrated here. They have a lot of deference to
R2O0G2NA | yR Of Ay A Ol 6 XTeey WolildK A R WIKKS y1S RER2YKQ
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aLJ OS Ay GKSNBHE LGQa F2NIYS (2 6S X (AYF
P1P18 (Patient PPG member)
This was demonstrated by one PPG member not chasing up the Practice Manager despite her

explicit permission.

The pracice space was very influential over the participatory space. Existing staff hierarchy

and relationships were demonstrated by who was involved in the space, how they were

involved, and how much agency they had over their involvement in the space. In @fctic

the Engagement Lead had little agency over her workload, and this inhibited her ability to

support the participatory space. In Practice 2 the admin team werepted into Meeting 2 to

W2 @@ 1SQ GKS ttD YSYOSNREA® | 2 gshigsPdtdeenink RRG NI & dzt

members and the admin staff which continued outside the meeting space

dl]t was good to be able to talk to the receptionists when it was qhi¥aéd they

GSNB ljdzA S KIFLIXR G2 ale | ¥S¢ Gwseyha@aa GKI
yS3IAtGA@GS GKAy3a G Fff 0dzie2P2 (P&ientARG G 62 | dzA
member)

The coeopting of staff into the participatory space also had a positive effect on staff morale and
therefore the practice space resulting in a commitmemthange.
GC2NJ aSOSNIt 6SS1a | FiS MNeéifgRPtheyitkelsiaff G K
GSNBE O2YYSyGAy3as areAiAy3a &2dz {y26 GKS2QR N
hear that so and so had that problem. And then they, they were dgtirging to come
dzL) 6 AGK az2fdziAzya Fa ¢Sffd ¢KS& GgSNBE al &
GKFEG o2dzi 6S R2 (GKA&AKE 'yYyR AdGZ AlG 6l a 2c
to that. «w XS® em | think it was that purpose, there was a reasotthis. And as a
NBadzZ 0 a2YSUOKAYy3 gAftf KIFLWLISY 06SOFdzasS (KS
X GKS 0SYySTAG 27T (PRAY (PrastkeVadage | YR GKS tt L
Confidence in the participatory space was linked to activation of the space. dabe s@s
activated by having a credible and legitimate task to work on, clear roles and responsibilities,
feeling legitimate, and visible investment in the space. The intervention activated the space
between meetings in both practices. In Practice 1, \@sitmbrk continued between follow up

meetings by both PPG members and staff, and where this was adequately supported and tasks

were achieved, it increased confidence in the space.

dThe process has made me feelmo®2 Yy FARSYUH ! YR OLRYQYNBI f f &
really enjoying it you know. And | wrote this big piece for the newsletter. But you know
L Sye22eéSRPIR2(Raficht PR ainbef)

Equally in Practice 2, confidence in the space increased as the different stakeholders

committed to the work wih visible investment.
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"[Give]me a little bit of time to think, | start getting really engaged and you know then
start putting my own time and energy into something and then it becomes, | become
LIFNI 2F Add ' yREZ L (GKAYINBKAE QAKIGK §Y KX LL
2y X GKST @2dz {y26> (GKS LINR2SO0 IyR (KSe
2F GKSY® ' yR (GKSyYy> (KIFI{d o0dzAif Ra SySNHe& R2S
R2y Qi (y2¢ @2dz 2dzA G BPT(RadidelMadlateR dzLd Ay G K&

Q)¢

The PPG members grew in confidence because the practice agreed to get involved in the
project and put visible effort in, and a GP came to meetings. The PPG members taking on the
role of distributing the survey in the waiting room increasked confidence of the Reception
Manager that the PPG members could and would do more
dTKSe R2y Qi GKAYy]l GKSe& akKz2dzZR GF1S I €SIR
was going to use this as leverage to say well, look what happens when yokedm ta
fSIR 2y GKAy3az PeRs Oly SEIOG OKIFy3aSoé
This was a positive feedback loop with more confidence in the work, leading to greater
commitment to the space, and more effort on the work. However, we also observed one
negative feedback loop. The PPG menmststopped distributing the survey when the
Reception Manager went off sick, and they lost their support. In turn the Reception Manager

lost confidence in the idea that the PPG members would take on work themselves.

In this way confidence is also linkedthe work of reflexive monitoring. Visible investment in

the work, led to more confidence in the space.

7.2.4 Appraising the space

Reflexive monitoring describes the work actors invest in the continuous formal and informal

monitoring and evaluation of & participatory space.

The work of appraising the space was subjective and done individually and in private. All actors

appraised the intervention space as fun, constructive and consensual.

AW]hen it comes to the meetings and things, | enjoyed themy Weee funw X Bked

GKSY® 9Y X S@Sy NRtS LI LFE&H L NBYSYOSNI (K¢
YSOSNI SOSNI R2yS 0ST2NB (GKFIGZ y20 a2YSUKAYy
AGH LG @&BNEnNgagenzeRt teiad)

aL GKA Yy preftbwells 2eblld, \Berhad a, you know, we, we have a good few
fldzAKa yR L GKAY]l GKIFIGQa Ffglrea KSIfGKed
P1P4 (Patient PPG member)

In Practice 2, both PPG members and staff described the intervention as a prbcesating a

space that had brought everyone together and improved working relationships.

GL GKAY]l Ay GKS LI &G &82dQR Ffstes S8y 3
AdNHSNE |4 42YSGKAYy3I 86483 FyRthing i KAY] F32
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together, we were all working for the same common aim and | felt that was better, |

YSIys @2dz GKAY] @2dz2QNB R2Ay3a Al odzi @& 2dzQ)N

that you were doing it for the same thing and | felt that it was fareniaclusive for

020K LIP2RIi(ReSeptidrd Manager)

aL GKAY]l GKIF G GKS X Xiate3novedt clodeStofyétian XByf &d G K S 2

probably appreciate each other more . XAhd that we know because of the project,

that we can do things togethe@> X98Y | yR GKI & X ¢S ¢2dzZ R ¢S

O2y iNROdziA2Yy X SI OKXI Sr2PePatehtyPPGritemtr) I O2 y (i N
Individual positive appraisal of the intervention space helpetbrs recognise the work that

they valued and wanted to invest in maintaining.

The intervention did not include the actors in a formal evaluation of the space or the

relationships within the space. The work of creating and maintaining the space describe

previously was implicit and therefore not always explicitly recognised. Some of the actors

reflected that they would have liked a more explicit discussion of the relationship building

g2N] YR +tOG2NBRQ alAftfa
GL GKAYl AT 22dz2Q0RSOENFYzAIYBHY RO R Hzia R8s f A HP
think you need to have an overt discussion about teXL6QY y 2 G & dz2NB G K|
todropouto X8 s2dz R KI @S 0SSy ljdzAGS KIFLILR AF &
know, how does the group functi¢at the end of the interventior] You know what
have we learnt about how the groups function through this project. Do we want to
OKI'y3aS K2g (KS PEPMRIACticEMayaGenA 2 y a K £

This was a missed opportunity for PPG members and staff to sharelvdyatalued about the

new space and also make visible the CRG work of planning and facilitating the meetings.

Without formally recognising the work, it is not surprising that in both practices, to a degree,

the space moved back to the pmtervention space. In Practice 1, all elements of the

ambitious action plan were implemented, but the Practice Manager regained control of the
space. For her, the value of the project was having an action plan to improve the practice.
Therefore she invested in the aatis, rather than working on the space. She did not know that

the PPG members perceived the space had changed and valued the new space, because it was

not discussed. In the follow up meetings she slid back into her old role of efficient chair.

dL KL Rigetedthabdhe/of the outcomes might be that we start running the

group differentlyw X8 YSIy L OlFYy YI 1S aSyasS y2¢ &2 dz
LQY a2 o0dzaeé a2YSGAYSa GKAY3IEA R20XMBBeSRN & LIS
RA RY Qdi (i PSRi4{Rractice Manager)

Without the opportunity for equity of voice provided by the participatory methods, the PPG

members also slid back into passive roles within meetings.
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In Practice 2, there remained an ongoing tension about roles and regplitnes for work
between meetings. This was exemplified by arguments about who was responsible for the

noticeboard.

dThe patientsk SS A d GKIG GKFEG A& 2dz2NJ NRES (2 R2.
2F aleAyd NAIKGZISRAXK ¥2iz BgRYB QY2 yRE @EHRIR§
2N 6KI GSOSNW® {22 a2 L R2yQixX a2 AiGQa | ¢
that going forward, but they do have to, | mean am | wrong in saying this, am | wrong

in thinking that they shoulddve more autonomy to, you know, to actually, me to be

FofS (2 LlzaK o6F 01 GKAy3Ia (2P2@KBeception 2 al &
Manager)

Despite the tension, staff felt there had been a lasting change in the space.

dH]istorically you know thatl K 1 Q& G KS ¢ | [&cerdak lanfound® Q 3S 06 S ¢
tension in the space&jnd it, it was, maybe we just accept that as being the norm so

RARY QUG NBIFffeée alLkRid X GKIG GKSNB o6l a Fyeidck
GKSYy @2dz (Y26 ¢ §varioasSepgrate emnsilSancorRnunightions

YR 3SGGAYy3 Ay@2f SR SY X 2dzad Ay aSLI NI (
0KS Y2yiKfe YSSGAy3dI 6KSNBE (KS& 02YS 4AGK
FOGABS SYIFAf OKIF G&R2IAWR S AX FERZIRIadt@SWNBNIG T
Manager)

Appraisal led to attempts to reconfigure the space, but the ability to change the space
RSLWISYRSR 2y GKS [OG2NRQ [3Syodexr GKS dzyRSNREG I
work involved. InPracA OS WX GKS ttD YSY0SNHE RA&OdzaaSR N
ANRdzLE (G2 NBFESOG GKSANI dzyRSNAGIYRAY3I 2F (KS
control, but they perceived their ability to influence staff to attend meetings was outhieie

control. The PPG members believed that my status as a doctor was the factor that influenced

staff to attend meetings.

dl]t was good to get staff involvement, you know, to get the staff buy in, erm and |

said to Jess erm said to be honest, if, #Z®R y 2 06SSy aSttAy3a GKA
0KS NBIFIOGUA2Y ¢2dZ RQOS 0SSys> o0dzi ¢gKSy @& 2dz
alryS tS@gSt AF e2dz tA1SZT FYyR AdQa |ftyzad f
erm having the conversationwitktSY 'y R AGQa I 202 GKSANI |
I 6A0G RAFFSNBYG FNRBY ale& gKFG | LI GASYG =
2dza iz Ad GKSy o0SOIYS | P2P1XRatieStiPAGnEMberly 2 = § 2

Equally, in Practice 1, PPG memlsard the Engagement Lead recognised the value of a
patient only space during the intervention, but they did not feel they had the agency to
influence the Practice Manager.
G2 AGK y2yS 2F 2dz2NJ 4G+ FF GKSNB X (KSeé Ory

GKSe gl yd (G2 Llzi (2 G§KS LINI Olithe®@Bcticel R2y QF
Manager]lY A 3K 06S GNBAY3I (PPl (EhgGafefEnt ledd) L Q@S y 2
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In contrast, GPs and Practice Managers with considerable agency showed little commitment to
reconfiguring the space. Staff in both practices reflected that they did not need ongoing
external facilitation, as they had the facilitation and participatory methods skills to support the
group. But these skills were not utilised before, during, or afterintervention. This related
to the meaning of the space as a patient space and their lack of investment in the space more
generally.
GWIKF G L R2yQl é6FydG A& GKS 3IANRdzL) (2 FSSt
GKe LQOS YySOSQANBLEGR2FTEENBRAFE A Ay GKS
i K S A NJP2ANRPdattideéManager)

Therefore, the social status attached to the roles of PPG members and staff outside the space

A X 4 A x

FFFSOGSR GKS OG2NEQ [oAfAGe G2 YIFAYGFAYy | yR

Appraisal work was constantly happening in the space, it influenced how actors understood

the meaning of the space, their engagement in the space, and the structure of relationships

and enactment of work within the space. The lack of opportunities farrnanal appraisal of

0KS &aLJ O0S fAYAGSR FOG2NRQ loAfAdle (2 NBEO23YA

which impacted on the space.

7.3 Discussion

7.3.1 Summary

Field testing the intervention in two general practices demonstrates the workattars need

to do to create and maintain an inclusive, equitable, and safe participatory space. All actors
both individually and collectively, need to invest effamhderstanding the spageommitting

to the spaceworking in partnership within the spacand appraising the space. These four
areas of work are interconnected and dependent on each other. Therefore, actors need to
invest in all four areas concurrently and ongoing effort is required to maintain the space. The
intervention and CRG facilitatédde work of changing the space, providing meaning, a credible
and legitimate task to structure the space, and facilitation skills and participatory methods to
promote tacit relationship building. However, in both practices the space partially reverted
backto the preintervention space when the CRG stopped facilitating meetings. The work of
maintaining the space was inhibited by a lack of communal appraisal which failed to make the
work of creating and maintaining the space visible and valuable to allsa@specially when

there was fluid membership of the space. The work of creating and maintaining the space was
influenced by other interconnected spaces, most notably the practice space and social norms

in wider society. These external spaces influencédadNE Q | ISy O0eé G2 ONBF (S
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participatory space. However, we also observed the participatory space influencing the

practice space, opening up possibilities for future patient influence.

The original intervention was based on three theoretmahstructs required for patient

influence in service improvement decision making (Chapter 3

1 All stakeholders have multipredible and different knowledgeo contribute. All
different forms of knowledge (experiential, presentational, propositional jpradttical)
are valued.

1 All stakeholders haviegitimate roles Representational legitimacy of patients and
staff is increased through different approaches to representation (statistical,
democratic, and symbolic) and a focus on inclusivity.

1 Powerdifferentials exist within and between different stakeholder groups.

Deliberative partnership meetings should aim for equity of voice.

These three constructs focused on stimulating action, and not directly on creating space. The
actions includedpartnership working in meetings to adapt the survey and develop action
plans distributing the surveyand implementing the action plan. As described in this chapter
and Chapter 6 these actions, or tasks, were seen as credible and legitimate, especially when
strucured using participatory methods. The three constructs helped PPG members and staff
share organisational decisions around one project, but other work was required for lasting
change and patient participation in future projects. The credible task provadeditimate

reason for actors to come together and deliberate with a clear focus on concrete action and
change. This created the opportunity to work to create a new participatory space which was
respectful of different forms of knowledge, inclusive ofpabple, and valued equity of voice.
Cornwall describes participatory space as a prerequisite for partnership working and shared
decision making50) This project suggests the action and the space are inseparable. Without
the space bringing actors together the action of working in partnership would not occur.
Without the action there is no opportunity for actors to create the space, and the inclusive,
equitable, and safe participatory space cannot be realised. The framework below
demonstrates the relationship between the action (the task) and the work to createpibees
(Figure 7.1).
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Figure 7.1. A framework of the work required to create and maintain a participatory space
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7.3.2 Comparison with literature

The framework in Figure 7.1 draws on the four component mechanisms that actors need to
adopt to embed a newractice outlined in NP{[L68) These four mechanisms are coherence

(the work of investing meaning in a practice), cognitive participation (the work of committing

to a practice), collectivection (the work or effort of enacting a practice), and reflexive

monitoring (the work of appraising a practice) (see Section 2.7 for more detail).
Conceptualising the creation and maintenance of participatory space as a practice, allowed the
analysis to fous on the wider, more implicit work that PPG members and staff must invest in

as a precondition to partnership working and shared decision making.

NPT has been criticised for not explicitly addressing the effect of power on implementation
work.(156)The original authors of NPT highlight that although power templicitly

addressed it is implicit that actors must have agency to do the work to enact a préigge.
Therefore factors which limit agency, or coerce or obligate individuals intcctioeaction,

such as organisational hierarchy and other architecture of power, may be identified by NPT as
factors which inhibit work and therefore whether an intervention is adopted. Focusing on the

work that all actors do both individually and colleetito create and maintain the space did
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highlight issues of power, the work required to overcome power, and where the burden of
work lay. Patient PPG members had little agency to affect communal specification, communal
appraisal, or the enrolment of staffhese were invited spaces and the patients were required
to join in or leave. A disproportionate amount of the work of legitimation fell to PPG members,
and this was rarely recognised, often rendering the space unsafe due to fear of prejudice.
However, sing NPT to focus on the work of creating space, also highlighted what Cornwall
describes as the productive effect of pow®0) This was demonstrated in Practice 2

contractual obligations imposed on staff the necessity to create the participatory space, this
created the space and the opportunity for patients tovkanfluence. By focusing equal

attention on all actors we were also able to identify the effects of power between staff
members, due to organisational hierarchies, and between PPG members, due to social and

structural norms.

NPT has previously been coiméd with Participatory Learning and Action (PLA) in order to
address NPTs limited attention to pow@?21, 154, 156PLA is a specific participatory
methodology whichutilises participatory methods and facilitation to equalise voice during
collaborative working121)De Brun et al suggest combining PLA and NPT may be useful when
designing and enacting interventiobg addressing power dynamics between stakeholders
during the implementation proceg4.56) This approach was successful in helping stakeholders
from diverse backgrounds collaborate to adapt and implement guidance on-cutissal
communication in general practi¢é21, 154)This is the approach this project initially took,

using NPT to identify potential facilitatoasid barriers at the intervention design stage, and
choosing to use participatory methods to practically address power during the implementation
(Chapter 3). However, our analysis goes further, utilising NPT to explore the space around the
participatory mehods. This identified power, in the form of agency to influence the shaping of
the space more widely than equity of voice within meetings, that participatory methods have
been previously shown to addregk21, 156) For example, who was invited to the meeting
space and how they were invited. It alsghiighted the effect of power on the work to

maintain the space. In the absence of communal appraisal, patients lacked the agency to

challenge controlling staff and maintain the new space.

Renedo and Marston have previously explored NHS public contribotgotiation of

participatory spac€57) They observed that in the absence of agency to influence institutional
spaces, public participants found work arounds to create radical alternative spaces where they
O2dzt R aidAft FOKASGHS AYLI Old wSYySR2 FyR al NARI
participation in the space and not staff, and the radical alternative spaces they describe were

often only inhabited by public contributors and not staff. Our analygigests that to achieve
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partnership working and share decision making, both PPG members and staff need to

contribute to the participatory space, and for some PPG members they only gained agency to

do this during the intervention. However, we may be missirigrconnected spaces which

were providing opportunities for patient influence outside the PPG space. These could include

the community spaces in which patients in both practices inhabit, and the wider organisational
spaces within the NHS that some patieigo on to influence. In linked work, Renedo and

al Nali2y RA&AOdzaa (GKS yS3alFGAGBS AYLI OG 2F LINBTFS
O2y (i NX O dzli @NA Q20X RDY DR Y NA 0dzi 2 NE ¢ SAB YFABRASER
GKAOK FAG GKS LINRPTSaaAzylfaQ RAaAO2dINES® ¢KAA
which limited ther participation. Our findings about the work of legitimation within the space,
support their analysis. We also extend it by recognising the additional effect of other public
contributors discourse and social norms on patient legitimation. This is suppoyt&@hn

who found that inequalities in social status were reproduced, even in egalitarian deliberative
spaceq272)Other authors have focused on how public contributors construct and present
legitimate roles(102, 273)Cornwall describes this work @LINJ 3 Y I (G A O add.JLI2 NIi dzy A
learning toa LJt | & 6 @witkirkadartdibato& &pacés0)Our analysis shows legitimation

work was linked to whether the work in the space was legitimate, as legitimate work helped
demonstrate the PPG memberere d dza Scrtfstaff. But there was also a burden of

internalised legitimation work overcoming structural discrimination within healthcare and

wider society in order for PPG members, and some members of staff, to feel they have the

right to occupy thespace. This is the work that Freire describes as raising consciousness and is

a prerequisite to overcoming oppressi¢h09)The intervention provided PPG members with a

way of presentindegitimacy, the space is what supported some of them to become more

conscious of the possibilities of their role.

7.3.3 Strengths and limitations

The framework is based on intensive work with two practices each over the period of a year.
As discussed iSection 5.4, we used rigorous methods to collect and analyse the data. We
triangulated observationalotes(from different observers), documentary analysis, and semi
structured interviewq189, 190)The CRG were involved in all aspects ofahalysis providing
participatory validity and reducing bias through the discussion of meaning from multiple
perspectives to generate our coding frame and double co@iog, 189, 190We focused on

the work of both patient PPG members and staff, and have combined this data which is rare in
the literature. However the work is based on only two practices although they were
considerably different. This is an advantage of using an established implementation theory

such as NREenabling synthesis of findings with an existing knowledge.E® 274)We
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were able to identify similar component mechanisms of work in both practices, but this
framework needs to be tested further to see if the same mechanisms would apply in other

practices and other contexts.

There are may debates about the positioning of the gualitative researcher within
observational researcfil04)PAR argues it is impossible to control for the influenicine
researchers on the knowledge they create, and it is more important for researchers to be
explicit about their subjectivity and reflexive about how this influences their Wbk, 275)
Therefore, we actively chose to conduct this analysis including the work of the CRG. Who the
coreseachers are had an impact on the intervention and the resulting space. My status as a
GP helped recruit practices and encourage staff to commit to the work. Onesearcher

who is a British South Asian woman, helped facilitate meetings in Practice apphared to
provide a visible expression of the space being safe (or safer) for people of colour. We also
recognise that having prdesigned the intervention, we were effectively doing somettimg

the space, rather than workingith those within the spaceTherefore it is essential that

further research explores the impact of who the facilitator is and how they wittkthe

actors in the space.

The follow up of Practice 2 ended early due to the Gd@gandemic. Covidl9 meant it was

unsafe for faceao-face meetings to be held and the contractual requirement to work with

PPGs was paused due to workload concé¢i§)We have evidence that the intervention

changed relationships within Practicelfut also concerns that the space was not going to be
maintained following the first and only follow up meeting. It is possible that the space created

in Practice 2 would change again into a new space where new PPG members were

discouraged, and existind®’® members learned to play by the rules of the game reducing their
authentic challenge. Or as Cornwall suggéstsa a dzSa 2F LI2SSNI ' YR RAFTS
undermine the very possibility of equitable, consensual deeaisaking, they may also restrict
thell2 8 aA0Af AGRE 2F GGKAYlAy3d 2dzidARS (KS 02E¢X
NEBAYTF2NOAYRBGER2F dzli A2y adé

Finally, in both practices, but especially Practice 1, we only interviewed participants who were
enthusiastic about the space. In Practice 1, one participant sent critical feedback bylarhail
would not engage in an interview. A number of participants did not return after the first
intervention meeting, although one did say this was due to ill health. Without interviewing

these individuals we cannot say whether the new space was exclading voices.
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7.3.4 Conclusion

Focusing on the work that actors invest in to create and maintain space enabled synthesis of
the learning across two different organisational and PPG spaces. Utilising space as an analytical
tool allowed us to focus on theavk around the meetings as well as the work within meetings.
This demonstrated that the action and the space are inseparable. The action must be credible
and legitimate, and the space must be inclusive, equitable, and safe, for meaningful
partnership working and shared organisational decision making to be achieved. Both the
action and the space require the investment of effort by all actors. Recognition that all
component mechanisms of the work of creating and maintaining the space are essential and
interrelated, and that the work is continuous, but more or less visible at different times,
allowed us to understand whether our intervention was successful. The analysis suggests we
did create an inclusive, equitable, and safe space, in both practices, bubatgbis was not
maintained as the work of communal appraisal was missing from our intervention. In future
work we will aim to strengthen this component within the intervention, as well as exploring
how to make the work of facilitation more visible andstainable. We hope this would help
maintain the participatory space after the intervention. The framework we have developed
focuses on the component mechanisms of the work actors invest in to create and maintain
participatory space, rather than a presciif toolkit or guideline. Therefore, it is potentially

flexible enough to be used in other settings to design and evaluate participatory spaces.
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8. Discussion

8.1 Summary

Patient participation groups (PPGs) are the primary mode of patient participatite
organisation of English general pract{@ .25, 64, 73They have been aamdatory

requirement since 2018B), against a fivadlecade backdrop of differing participatory
rationales(l, 25, 3862, 64, 71, 7Z)his has resulted in role confusion, issues around
representational legitimacy, and ongoing questions about power and patient influence. This

project had two airs.

1 To develop and test an intervention to strengthen the role of patient participation in
general practice service improvement.
1 To explore the space and relationsligtween patients and general practice staff

when they try to work together to share organisational decision making.

The original outline of the intervention combined two mechanisms of patrticipation
partnership workindo share decisions about adapting a prioritisation survey, and planning
and implementing action based on the survey results; @msultationwith the wider
population through the prioritisation survey. This approach was based on theoretical
constructs oprationalised by Boivin in an earlier successful participatory priority setting
intervention, and consistent with recommendations to combine participatory methods
(Chapter 1)33, 36, 50, 101, 102)he original outline aimed to enable patients and staff to
share credible knowledgabout services and service improvement, addmeggesentational
legitimacythrough a prioritisation survey, and addrgsswer to equalise patient and staff

voices in decision making.

Throughout the project | worked with a mufttakeholder ceresearch group (CRG) as a
participatory action research group (Chapter 2). We designed an adaptable prioritisation
survey (Chapter 3 and 4). By reflecting on our expees of working together, we were able

to explore barriers to, and facilitators of, partnership working between patients and staff
(Chapter 3). This process enablgs to develop a detailed but flexible interventiokppendix

14) thatreconceptualises PP@s participatory action research groups, aiming to bring about
change whilst exploring the process of change. The intervention included: a series of
deliberative meetings recognising all stakeholders as having different credible knowledge to
share a priaritisation survey distributed by patient PPG members to increase statistical and

democratic representatiorand participatory methods and facilitation to structure meetings to

SylrotsS SldzZt @2A0S® 2SS Ifa2 RBPDWEidhiteRthat2 A GA Y
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all stakeholders have credible knowledge, and patient knowledge extends beyond the
experiential. We found that representational legitimacy is important for all stakeholders and is
increased through multiple approaches to representation. PPG members rgamhiiio the

wider patient population focuses on democratic legitimacy and the skills required to achieve
this. Finally, we argue in Chapter 7 that power in participation is not just about equity of voice,

but also about who has the power to invite, andavis invited to participat¢35, 50)

The intervention was field tested with two general practice PPGs. We utilised a systemic action
research approach to field testing, inte¢jray the local PPG level inquiry with systemic CRG

level inquiry (Chapter 5). This demonstrated that the intervention did redistribute power and
achieve instrumental change, enabling patients to influence service improvement priorities in

both general pratices (Chapter 6). Collective voice was strengthened by PPG members

meeting without staff to explore different features of general practice. Both PPG members and

staff changed their votes as a result of collective deliberation. This process of adapting the
ad2NBSe gl a FSHaAaoftS Ay 020K LINFOGAOSad ttD Y
through considering features of general practice related to equity and social justice, and by

talking to other patients whilst handing out the survey in the waitiogm. Compared to other

patient surveys, there was a good response rate and this was more demographically
representative of the practice population when handed out by PPG members in the waiting

room. This suggests that patients possess the skills neéded¥?6 S I NBLINBaSy il a7
LI GASY G LRLzZ FiA2yQ yR GKA&a A& | @lfdza otS N
statistically significant results. The results stimulated action that would not otherwise have

been considered by the practicesOrfi dzZRAy 3 NBONF YRAY3A a4 WIiKS A
associated increased focus on listening to patients, and improving privacy in the waiting room.
These were patient centred rather than clinical actions. However, action plans were not always
basedonthe$a dzf 1a 2F (GKS &dz2NBSe 6Sdad WNIAAAY3D |5
FLILRAYGYSYG aeaidisSyYyaQus NIXAaAy3d 2y3d2Aay3a 02y O0S
observation, because we had not specified this, and an outcome, was the participation of the

whole practice team in at least one of the intervention meetings. This increased awareness of

and interest in the PPG by staff who were not normally involved with the PPG.

The intervention field testing suggested that more work was done than participating in

meetings and distributing a survey alone. Drawing on normalisation process theory (NPT) and

I 2Ny gl €t Qa FNIYAYyI 2F LI NGAOALI G2NEB &L} OSz 2
creating and maintaining a participatory space (Chapt¢b@).168)This involved completing

the work of the task (adapting and tlibuting the survey, and developing an action plan), but

also relationship building work related to creating an inclusive, equitable, and safe space. This
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involved all actors investing effort:innderstanding the spaceommitting to the space

working n partnership within the spac@nd appraising the space. The space changed over
time, and was influenced by, and influenced, other interconnecting spaces, including the
practice space and wider social norms. The intervention changed the space partly due t
facilitation by the CRG and the use of participatory methods. This resulted in increased
confidence of all actors. However, maintaining the new space was inhibited by a lack of
opportunities to reflect on this work, and a lack of agency of key PPG merabdrsupporting
staff lower in the organisational hierarchy. Thus, while feasible and impactful, this raises new
questions about the resourcing and maintenance of inclusive, equitable, and safe participatory
space in general practice. However, it alsogasjs that it is worthwhile pursuing participatory
spaces as we observed unanticipated ripple effects on the practice space and wider practice
team that could potentially lead to cultural transformatiofhese included increased
receptionstaff interest inthe PPG in Practice 2 resulting in them making suggestions for
service improvements, argtaff in Practice 1 attending a community event outside the

practice.

8.2 Comparisons with the literature

This thesis started by drawing on frameworks of particgraty Arnstein, Dean and Cornwall,

to explain patient participation in English general practice and how this has influenced
PPG433, 36, 50These same frameworks are useful in understanding the intervention and its
impact. There are three key points: conceptualising space, the role of patients as decision

makers, and impacts.

With regard to conceptualising space, Cornwall described four typologies of participatory
spaces in which the public attempt to influence policy decision ma&@gPPGs most closely
NBaSyof S WNB I @&O)Theyate Sifitutiedak ihviled, 2eguialsgaces. The

majority of patients involved in this thesis, and in the literature, joined their PPG as they were
invited by a member of staff71, 75)PPGs are initiated by staff, either in response to personal
motivation,or more commonly, in response to financial incentives and contractual
requirements. Interviews with GPs in 1980, found GPs motivated to set up PPGs based on
values were positive about PPGs, whereas GPs without PPGs were more s@jtidtile
appears to have changeith Practice 2 the RPwas initiated in response to contractual
obligations, and the senior GPs were still sceptical about their purpose and legitimacy. Brown
observed that general practice approaches to patient participation were shaped by
organisational values, and patientere aware of thig67) Cornwall supports this and

emphasises that the structure and relationships within invited spaces are shaped by the
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inviting institutions(50) This was certainly the case in Practice 1, where staff controlled the
structure, function, and content of the prend post intervention space. In Practice 2, the
responsibility for the préntervention space had been delegated to the patient PPG members,

but without redistribution of power to influence the participation of staff, which remained

under the control of thepractice. This is an example of what Cornwall describes as those in

L2 gSNI AFYy2NRAYy3I GKS &LI OS FyR KB30S tAYAUAY3

I NVaidSAYyQa f1RRSNI2F LI NIAOALI GA2Yy KSf LA G2
PPG members and staff in invited PPG spaces prior to our interugB6pIn Practice 1, staff
approached the space as an opportunity to share information and consult the patient

population on changes. In Practice 2, staff used the space to placate patients and achieve their
contractual obligations. In ountervention development focus groups we observed a variation

on these themes. According to Arnstein, none of these relationships is likely to result in
redistribution of power, which she describes as crucial for meaningful participég&)i.he
intervention we designed explicitly aimed for PPG members and staff to work in partnership,
sharing decisions and hence redistributing power, in pursuit of the common good of patient
centred services for all patients. We did not aim forthetopr@ng ! Ny a G SAy Qa f I RF
control, recognising that GPs and other general practice staff have professional knowledge and

organisational experience also essential for service improvement decision making.

Working in partnership to share differentknolRed S FA G A SAGKAY 5SFHyQa Y
2F Wi y2 et SEIRaniddsdriyes thiSmaledf participation as a space in which

different experts, with different knowledge, meet to exchange their knowledge creating a
multidimensional understanding af problem and potential solutions for the common good.

2 A0KAY (GKAA aLIOS LI GASyida FNB FNIFYSR | a WSE
expertise is, in theory, valued as equal to professional expertise. Similar to PPGs, and

| 2Ny gt t Qas, the/rdes of Paricigatialh iDtBis mode are prescribed by the

institution.(33, 50)However, there are two differences between this mode of participation and

our intervention. Firstly, our intervention frames all participants as having multiple forms of
knowledge, not just professional &FE LISNA Sy G Al f SELISNIA&ASP { SO2y|
Wiy26t SRIS GNIyaFSND A4 RSAONAROSR & SELISNI A
maker, who is an expert in decision making, can make a final de¢83p@ur intervention,

attempts to subvert wb the policy makers are in general practice. Patients are framed as

expert decision makershrough the prioritisation survey asking them to make difficult choices
between alternativesand the intervention meetings. All the intervention meetings had an

element of PPG members taking responsibility for decisions, firstly about what goes into the
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survey, and then about the action as a result of the survey. This effectively moves our

intervey 1 A2y (261 NR&A 5SIHyQa Y2RS 2F IBB)NIAOALI (A2
58Sty RS&AONAROGSE (GKS wWO2ttSOGABS RSOAAAZ2Y YI 1A
public, and all stakeholders, have equal power in all decigi®B)d-e describes five pringlies

of this mode of participationdirect participation of all, equal power, decision making at the

lowest appropriate level, participation is part of everyday life, and participation as educational.

Our intervention meets some, but not all of these piples. Multiple meetings allowed all

staff to be involved in decision making, and the prioritisation survey provided an opportunity

for all patients to be involved (however, there remain concerns that this was coercive rather

than allowing direct participgon). Everyone in the voting meetings and action planning

meetings had equal power in decision making. We attempted to make the prioritisation survey
accessible to all patients including those with low literacy, despite it involving complex

decisions. Ciating deliberative space in meetings aimed to be educatianfdrming PPG

members about services and resource constraints, and staff about the reality of patient
experience. We had hoped the intervention would result in a situation where patient

participation in decision making was a routine part of everyday practice life. However, this did

not happen for two reasons. Firstly, the intervention did not provide reflective space for

patients and staff to discuss what had changed, whether new ways of watkindd be

maintained, and how. Secondly, as the CRG created the intervention space, there were limited
opportunities for PPG members or staff to negotiate and make decisions about the conditions

of participation within it. In this sense the interventiorfedtively did somethingp, and not

with the PPGs. The CRG became the inviting party, inviting both PPG members and staff to
meetings and prescribing the content and format of meetings. This suggests our intervention
glha ogKFEG /2NYyol tXAYyRSEDNKIOSAZ2Y @ LI NIFX SHBII G2 NE
PPG spacé0) The intervention space was invited, predetermined, and bounded. This is

similar to other academic attempts to increase participation such as experience based co

design, where similar concerns about sustainable change have been (a2&dl31, 132)
h@SNIff GKAA adzZaA3Saida 2dNI AYGSNBSyGA2y aiida
RSOA&AA2Y YI1Ay3dQ Y2RSad 5SSty O2yOSAOSR KAA |
using them to map particigggon when planning or evaluating participatory spa¢aé3, 56)

With regard to patients as decision makers, a notable observation throughout the thesis was

that both patients and staff appead, but rarely vocalised, that they were uncomfortable with

the role of patients as decision makers. Patients did not like being forced to make difficult
decisions in the prioritisation survey. PPG members also found the card sort challenging, in

both theintervention development focus groups, and in the field testing PPGs and practices. In
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the focus groups, patients did not want to make decisions without staff being present. In the
intervention card sort meetings, patients struggled to exclude any ofaghtures, often

questioning their own legitimacy to decide. Haesebaert et al observed similar patient concerns

in their participatory action research project to establish patient engagement councils in

Canadian general practic€s00)Prior to the voting meetings, staff in both field testing

pradices, expressed reservations, worrying PPG members would vote for features outside
GKSANI O2y GNBf (G2 OKIy3aSs NBEE2#4 §@y@K3 yt t DI OEX
9PARSYOS adz33aSada GKIFG LI GASyla Qeterogeacdsa | 6 2 d
and many patients do not want to be responsible for organisational decision m@king5s

77)Dean also found that both the public and policy makers have heterogeneous viewts abou

their preferred mode of participatios6) Policy makers were much more comfortable with a
Wiy26t SRIS GNIyaTSNR Y2RS ¢ KSNBG6jAnSanofeds G | Ay
an alternative explanation of this discomfort with the concept of patients as decision makers

that both the powerful and disempowered erect barriers to the redistribution of po(8é.

Arnstien identifies several barriers to the @ispowered participating meaningfully, and

claiming powel(36) These include lack of socioeconomic infrastructure, knowledge, and
organised collective accountability. Prior to the intervention, there was evidence of these
barriers in both pratices. In Practice 1, there was no collective voice, and some PPG members
felt their role was futile and felt alienated by other PPG members. In Practice 2, PPG members
had lost trust in the practice staff partly due to a lack of knowledge sharing. @uvéntion
changed this. In Practice 1, we focused on establishing relationships between PPG members
and creating collective voice by making meetings fun, introducing warm up exercises, having a
patient only card sort meeting, and providing training and@mragement to talk to other

LI GASYyGa FYyR WoS  NBLNBaSyillIiAodSQd Ly t NIF O
knowledge and skills, and sharing this knowledge between PPG members and staff to re
establish trust. Arnstein also identified Iv@rs that the powerful enact to maintain power
including racism, paternalism, and resistance to redistribution of pd@@y\We also observed
similar traits throughout the project. In the CRG, focus groups, and intervention PPGs, there
were examples of staff showing resistance to the redistribution of power. The most significant
example was the CRG recognising we would need to allow GP partners the final say on the
features in the survey, before they would enrol in the intervention. Paté&smalvas

demonstrated by practice staff not recognising the knowledge and skills of PPG members, and
giving PPG members favourable treatment without them knowing. Finally, there were
examples of exclusionary behaviour between patient PPG members, inchadism. These

behaviours were not challenged by staff. This may reflect a lack of training or experience in
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challenging this behaviour, or it may represent conscious or unconscious bias. There is
increasing evidence of institutional racism in the NBI&, 278) a culture of not listening to
patients in genera{14), and patiat leaders describe the NHS recreating exclusive and
unwelcoming participatory spac€279)Cornwall argues that participatory spaces are
influenced by other spacd$0)Our data demonstrates thign Practice 1 the printervention
space reminded some PPG members of other institutional spaces in which they had felt
excluded and alienated due to structural racism. This is an example of the widercsoitied!
influences on PPGs. It is also a strong argument for the needateanew participatory

spaces, which are sensitive to the experience and background of all stakeholders.

Finally, with regard to impacts, the intervention did disrupt some barriers to redistribution of
power, and where this happened selbnfidence increa=d and relationships between PPG
members, and between PPG members and staff developed. As confidence and relationships
developed, commitment to the task developed, and when the task was successful,
commitment to working together and eownership of the spee developed. Focusing on the
work of creating and maintaining participatory space highlighted this process and begins to
address the gap in the literature Cornwall described regarding the micro politics that shape the
space(50) Cornwall also identifies outstanding questions about the architecture of
participatoryspace. Our intervention suggests the architectural structure of the space is
formed by the task the actors undertake, providing scaffolding for the tacit relationship work
to occur. This task must be credible and legitimate and therefore is likely tstrarmental

enabling actors to appraise their work and build confidence.

In the intervention, and many other participatory projects, legitimacy is related to
representation specifically who is involved and who decides. Patients recognise, and our
resultsprovide empirical evidence, that who is in the decision making meeting effects what
decisions are mad&51)In our intervention representational legitimacy was achieved by
bringing patients and staff, including the wider practice team and patient population, together
around a crdible task. PPG members were encouraged to think about other patients and
social justice when prioritising features, and distributing the survey. The survey results were
used as a starting point for discussion rather than an outcome. This involved cognbinin
participatory approachegartnership workingand consultation which is recommended by
Arnstein, Dean and Cornwall, and has worked in other interventi8®s36, 50, 101, 102)
However, there were still many patients missing, particularly younger patients and patients
from ethnic minorities, and personal agendas appeared in both action plans. Dean suggests a
L2 Sy AL f campléxgmititigaiory dysteil ¢ W i K BdesfoF parhickpafion, af

interacting, and offering different opportunities to participate for a wide public with
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heterogeneous preferences for participati¢28, 33)This was attempted within the NHS

through the ambitious NHS Citizen projé28) This involveda deliberative system involving
OAQPAt az20AaASGe | OG 2-public dekbérdtidngfraining ah8 & dRltur@ sharige2 NJ Y A
programme for commissionerand a participatory approach to the design. There were some
successes, but more failures. These relatedhie powerful resisting redistribution of power,
creating a backlash to public challenge; repreagonal illegitimacy as the public were widely
distributed rendering the collective voice unseen; and issues about boundaries and purpose in
a large organisatiof28)However, our intervention suggests a local smaller scale complex
participatory system may overcome some of the challenges of single mode participation. Our
framework demonstrates this needs to berte sensitively recognising the need to create safe
and inclusive participatory spaces, and that this requires skill and effort which are not currently

in abundance in general practice organisations.

The creation of a participatory system of interconnetiestitutional invited spaces may

increase opportunities for patient participation and reach a wider public. However, Cornwall
warns that this must not be at the expense of spaces outside institutions such as support
groups, protest, activism, and compiai35, 50)These are selfreated spaces where the

public set the agenda and the terms of participation. There is evidence that practice staff do
use PPGs to ameliorate compits and therefore this is a real dangé@d, 71)There is a

potential that this is what our intervention did in Practice 2.-®rervention the PPG was self
organi®d and campaigned for the practice to change. The intervention changed the space and
the PPG members and staff started working in partnership, but there were indications that the
group was now closed to new patients and future challenge would be resiBtedopposing
argument is that the préntervention challenge presented by Practice 2 was rarely successful.
The personal experience of the-oesearchers is that challenge can lead to catastrophic PPG
relationship breakdown with patients having to move gead practice. Therefore while these
dangers need to be recognised, our results suggadnership workingvithin an invited

institutional space is of instrumental worth, especially compared to no participatory space.

A final argument is that instrumenitparticipatory spaces can result in transformational
change(35)Recent research suggests thutrtnership workindgetween patients and clinicians
OKItfSy3asSa Of Ay A OX2B80ClimiansINRafcs tva dpposing fdentti€sS y G A § &
when working with patient partners on service improvemehat of caring paternalistic

clinician, and that of an equal partner. Partnership working challenges professional identity,

either resulting in a dourse of patient partners as illegitimate, or potentially transforming
paternalistic approaches within the clinical consultation. This was demonstrated in our project.

There were times when | held back from challenging some CRG members as | would a
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colleggue, because unconsciously | was framing them as vulnerable patients. In Practice 1, the
staff were sceptical about the purpose of attending a community event (one of their action
plans), but they reported back it was refreshing talking to patients outideractice, and

they would do this again. In Practice 2, the reception staff attending meetings resulted in
human relationships developing with the PPG members. In all cases this resulted in reappraisal
of the participatory space. Therefore transformatichange can happen in instrumental
institutional spaces, even if they are not challenging. The key factor appears to be staff
interacting with patients as people. This may disrupt their identity which may have wider
unanticipated effects on other spacbsyond the service improvement. Traditional discourse
about participation has focused on its potential to empower and transform commurf&@s.

This project adds that institutional participatory spaces may have the potential to transform

institutions.

8.3 Strengths and limitations

8.3.1 Participatory action resedwr approach

The strength of the participatory research approach is that it has been found to have both
instrumental and transformative outcomes, as a result of pursuing action and leg@#ng.
134)Working with the CRG as a participatory action resegrolip has had positive outcomes

in terms of the intervention, the research process, ahd toresearchers (Table 8.1).

Table 8.1. Known outcomes of participatory research and their relevance to thig(p4oj&84)

Outcomes Relevance to this project

Culturally and | The intervention is logistically appropriate as it was specifically design¢
logistically fit with the existing working arrangements of practices and PPGs.
appropriate Coresearchers facilitating meetings highlighted attendiagulturally
research inclusive practices, such as welcoming behaviour and refreshments.
Increased The focus groups and field testing PPGs and practices were recruited

recruitment utilising the network of contacts within the CRG. When we tried to recr
outside of this network, we met more mistrust.

One coeresearcher had an established relationship with the local
Healthwatch who recruited pilot survey respondents on our behalf.
Patients distributing the survey in the waiting room increased the respc
rate and diversity of the sample.

Capacity One coeresearcher fed his learning into his own PPG.
development "5ne PPG member joined the University of Leeds Patient and Carer
for all Community which supports medical student teaching.

stakeholders ["Aji coresearchers have developed their research skills, many of the Gl

used the project in their annual appraisals.

Some caesearchers have included this work in job applications and
curriculum vitae. One coesearcher who does public speaking daswn
on this experience in his talks.
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Productive
conflicts

Conflicts within the CRG provided evidence of barriers to the redistriby
of power between GPs and patients allowing us to problem solve pote
solutions for the intervention. See Chaptfor examples.

Conflicts also improved the research process. Theesearchers struggleq
with the deductive NPT analysis resulting in conflict. As a result we
changed to an inductive analysis process followed by mapping emergi
themes against NPT csinucts. NPT can be used deductively and
inductively, other researchers have found the inductive approach more
satisfactory(170, 245)This change shifted our focus to the work of
creating and maintaining participatpispace.

Increased
quality of
outputs and
outcomes over
time

The intervention continued to evolve over the whole project, not just
during the interventional development phase. For example, the co
researchers who helped facilitate intervention meetings had a different
style from mine, which was similar to the effiotgoractice manager style.
This highlighted the need for meetings to be fun and welcoming,
strengthening the intervention and its success, especially in Practice 1

Sustainability
of

The ceresearchers are committed to ongoing work as aesearch group
despite the fact we currently have no ongoing funding. They have said

interventions | is because they enjoyed the process, are interested in the topic, and h
developed trust relationships.
During the Covid 9 pandemic, | worked full timeinically whilst the CRG
conducted follow up interviews with the patients in Practice 2, keeping
project progressing.

System The project has already had two spin off projects

transformation| (1) The CRG developed a film about our experiences of working togett

and spin off | for the University of Limerick, Ireland, PPI Summer School. This film h

projects been shared with other coesearch groups and has been used in three

post-graduate research courses.

(2) Wesuccessfully applied for further funding to develop a theatre
workshop to support PPG members and staff to reflect on their PPGs i
safe space. We have piloted this in the local clinical commissioning gr(
of the GP caesearcher, and are talking to dacts in NHS England to
think about scaling up this work and the intervention.

Direct ystem transformatioras a result of the action plan in Practice 1.
Indirect system transformation in both practices in their approach to
patient participation: Pratice 1 staff attending a community event outsic
the practice, Practice 2 reception staff developing relationships with th
PPG members to pursue common interests. See also Section 8.1 and

The defining principle of the PAR paradigm is participatiooughout the research

process108)However, Salsberg et al stress that participation should not be at the detriment

to scientific quality and rigoutl9) They argue that in order for the outcome of the research to

be useful to those participating it must be rigorously conducted research. Therefore, there

may be aspets of a study where the academic researcher conducts the research on their own.

This was the case in this project for the statistical design and analysis of the DCE. Both aspects

are established scientific processes and the CRG were happy for me toakedgrese alone.

In addition, this thesis is my own writing based on our collective work. Salsberg et al suggest

the key minimum requirement is eesearchers participating in developing the research
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question, interpreting the results, and agreeing disseattion messages. The CRG patrticipated
in all three key activities, and additional activities of data collection and analysis. This
additional participation led me to reflect on the balance between patrticipatory validity and
scientific quality
1 During intevention development | prioritised collecting primary data, and data quality,
over the participation of the CRG in the data collection. In hindsight, this represents
my lack of trust in the coesearchers at the start of the project. When the CRG were
involved, we collected unanticipated and useful data, suggesting an alignment of
participatory validity and scientific quality.
1 1 had some concerns about the quality ofresearcher interviews during the
evaluation. However, the CRG were keen, we had deed@gtrusting relationship,
and this was an opportunity to collect peer led interviews which might be rich in other
ways(243) The resulting interviews were different to the ones | would have
conducted. One coesearcher explored structural racism that | would have missed.
However coresearchers missed opportunities to probe with follow up questions.
More training, better topic guides, or doing the interviews in pairs may have avoided
this, but these solutions also have potential traglifs regarding the interview
quality (243)
1 We designed the prioritation survey to be short so more people would participate.
This was at the expense of validity and reliability measures which extend survey
length. Consequently, the survey is not as rigorous as it could have been. However, the

survey is more rigorous thanany PPG designed surveys and did stimulate change.

8.3.2 The caesearch group

The strengths and limitations of the CRG are related to the participatory space that we created
throughout the project (Table 8.2). The space is similar to a PPG spaet iinid an

institutional invited regular space. The institution is the university, | did the inviting, and the

content of our work was limited by the fellowship funding and constraints of the PhD.
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Table 8.2. The work of creating and maintainingdRéspace based on NPI68)

Work needed

Strengths of the space

Limitations of the space

Understanding
the space

The concept of strengthening
patient participation resonated
with everyone.

Understanding of the space
developed over time, especially
after developing a partnership
agreement.

Taking on roles within the space
deepened understanding of how
we wanted to work together.

The space was defined by the
fellowship.

Initially | felt ®me coresearchers
understood their participation as
supporting my PhD and holding me
account, rather than working on
something in partnership.

The space was influenced by other
external spaces including my
supervision team, and other PPI
groups that he coresearchers were
part of.

Committing to

My status as a GP helped when

We were unable to recruit practice

the space recruiting ceresearchers managers and other staff who
especially GPs. support PPGs. Meeting timing and
The CRG was representative of location, and their agency over their
patients who get involved with | Work affected their abilitto
PPGs. We regularly discussed | Participate.
representation and were reflexe | The CRG was not representative of
about who we did not represent. | the wider patient population.
Seven patients and one GP remg Twelve people withdrew from the
committed to the group. CRG in the early stages. Their reasc
included other workload
considerations, the slow pace of
research, or unmet expectations.
Working in There was a clear link between | When the ceresearchers were not
partnership the credibility and legitimacy of | confident or did not think the work
within the project tasks and the work of was credible otegitimate, they
space creating and maintaining space. | struggled. For example, confidence
The more ceresearchers fell in our first attempts at qualitative
participated, the more they analysis, resulting in some-co
committed to sharing researchers holding me to account
responsibility for the pract and | rather than working in partnership.
the space. This was demonstraté There was an imbalance in the
in their language changing from | amount of time we had for the
aezdz U2 a8Se P | poject. | was working on it 60% of
Increasing the frequency of time, coresearchers were initially
meetings and work between coming to meetings every three
meetings, increased our time months.
within the space and our
collective understanding of the
space and partnership working.
Appraising the| When we made time for reflection We did not make enough space for
space and communal appraisal, our reflection.

collective understanding
increased, and trust developed.

The ceresearchers had high
expectations of the project and are
still frustrated by the slow progress ¢
research.
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8.3.3 Framing patient participation as@mplexintervention

Increasingly, authors are argg that patient participation should not be defined as an
intervention with a measurable outcom@16)There are two arguments for this, a technical
and a moral perspective. Technical argants concern the ability and appropriateness of
attempting to measure any complex intervention, such as patient participation, in a complex
adaptive systenf105, 106, 116Moral arguments frame patient participation as a right,
therefore instrumental measurement of its impact is immate(iEl6)However, the CRG

argued that patients participate because they want to see change happen. We tried to
navigate this field by defining oeomplexintervention as attempting to interrupt systemic
patterns(143)This was appropriate as the mandatory requirements for general practices to
have PPGs, appears to routinize potentially tokenistic practices, creating disempowering
systemic ptterns(70, 71)However, due to my background, the funding context, and the
university and PhD institutional requirements, we also attempted to delineate and produce a
RSaONAO L 0f S Thighay bagaNddifeyin &pgffiQfocusn the intervention
components, with less attention to their interactias8, 196)This balance between a flexible
yet potentially definable and replicabtmmplexintervention has been both a strength and a

limitation throughout the work.

The limitations of this approach have been living with the uncertainty of whatoneplex

intervertion was. At times the CRG, my supervisors, the field testing PPGs and practices, and I,
have all struggled to define the intervention. The biggest misconception has been that the
intervention is the prioritisation survey. This was evident in the fieltinggnterviews where
AYGSNBASESSE dzaSR WiKS AYyGSNBSyGA2yQ FYyR WiK
for the Practice Manager in Practice 1 who defined the success of the intervention as acting on

the action plan resulting from the surveyttémpting to define thecomplexintervention and

have a package ready for field testing resulted in the @& something tahe field testing

PPGs and practices, even though we were attempting to wittkthem. The field testing

practice PPG members and staff were not involved in designing the intervention and therefore

had to take a leap of faith and trust our process (which they did). We did not provide enough
opportunities for them to reflect on why thepace changed, and what they could do to

maintain the space. The survey was seen as a technical instrument and participants focused on
this as the interventioprather than the whole package of workor me, the uncertainty about

what the intervention wa®nly resolved during the analysis of the interviews when we
reconceptualised the intervention as creating and maintaining participatory space. ©ne co
NBASINOKSNI AY | YSSGAy3 (2 NBOASSE 2dzNI Lyl feéa

emphasigig the relational work of the intervention and the multiple opportunities to address
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systemic patternsWe had used the opportunity of the intervention to work with the practices,
assess what their issues were, and address these. Therefore we spenf &értat building
relationships between PPG members in Practice 1 and unpicking conflict between PPG
YSYOSNE YR &adGFFTF Ay LINbreebiotabwonkdas theK S G KSNJ G KA
intervention that changed the space, rather than tinere concrete and elscribablestructure

of the meetings and survey is open to interpretation. However, our analysis suggests without a
definable taskgdapting, conducting, and acting on thgoritisation survey) to offer practices,

and to bring PPG members and staff togatin the same space, we would not have been able
02 R2 (K ARereferé tkeSrixervedion i® not only the structural and describable
intervention components, but also how they interact with each other and the people and
relationships that enact thm. Thiddoes leave a challenge going forward of describing the

intervention and knowing what to offer.

The work of extending NPT to explore context and complexity provides useful language for
discussing the balance between flexible and describable ietdion implementation(169)

May describes complex interventions as having similar properties to plasticessful
interventions are able to mould to the context. He also describes context as efasticst be
able to change shape to allow an intervention space. Mag describes implementation as
the collective action of participants to adapt the intervention to the context and to adapt the
context to allow the intervention space to wo(k69)Our intervention was plastic and able to
adapt to two very different practice contextand both practices were elastic, accommodating
in providing space (meetings and staff) for the intervention to work. However, this relied on
considerable effort from the CRG in the form of facilitation, and changes to the context in
Practice 1 did not apar to last. This raises concerns about sustainability and scalability of a

flexible intervention which relies on facilitation.

8.3.4 Quality of the intervention development and field testing methods

The majority of the intervention development and fiebsting relied on qualitative data

collection and analysis. Primary data was generated through our discussions as a CRG and from
SEGSNYIFf &2d2NOS&a AyOfdzZRAy3a F20dzda INRAzLIA S Wi K
meeting documents, and in depthterviews with those participating in the field testinbhis

data was therdiscussed withandanalysed by the CRG enabling deeper refledtiom

multiple perspectives. This was a rigorous process which involved constant comparison within

and between dta sources with sense checking by different stakeholders within the CRG and

my supervisors, resulting in rich description which developed and deepened throughout the

project as described in this thesiEhe intervention development data was discussed in a

number of CRG meetings, this resulted in a coding framework which | applied to the data, and
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then shared with the CRG to sense check. Two of my supervisors reviewed a sample of this
codingto ensure rigour to the coding framework. The results were thearesth back with the

CRG for further discussion. We followed a similar process for the field testing evaluation data,
with an added step that each transcript was also coded by a member of the CRG. Double
coding is seen by some as a mechanism to reducerbiiglitative data analysi4d.89)

However, it is not the only mechanism, and other authors have employed simiknalgsis
processes which are transparent and rigorous because of the number of perspentioked

and the constant and iterative discussion and checking of understa2@ig.

A large number of people participateder the whole projectacrosgwo different cities,

however, for each element of data cadtion it could be argued that the sample size was

relatively small. Sample size in qualitative research is a contentious s(®j@jdThe concept

of saturation is often (mis)used to justify sample size in qualitative reseSathirations

actually a specific component of Grounded Theory analygiexplains the point at which no

YyS6 20aSNBIFGA2ya INBE aSSy Ay GKS RIGF® 2KSy
and field testing practices we took a maximum variation approach. However, this actually
highlighted the vast variation iimdividud participatory preferences, general practice

organisation, and PPG structure and functidhereforewe cannot claim saturatiowas

achieved but it also wasiot what we were aiming farThis was especially the case for the field
testing interviews whereave interviewed everyone who expressed an interest, but this was

only 14 interviews.Malterud et al describe an alternative approach tomgae size guided by
GAYTF2NIWed A B K| ) RSY2yad Nbfaeknowledge 8mgying fro@ | £ A RA (
qualitativedata.(274)Information power focuses on the amountioformation held within

the total sample, rather than the number in the samplhe information power of a sample

depends on the aim of the study, the specificity of the sample, the use of established theory,

the quality of the interview or data, and thenalysis strategyTherefore our sample size of 14
interviewers with PPG members and staff durfiedd testing can be said to provide internal

validity because

1 The aim of the field testing was to generate in depth understanding of the collective
action of the intervention,

1 This was a very specific sample limited to those who had experienced the intervention,

1 We used the establistheory, NPT allowing us to syntésis our findings with existing
knowledge,

1 Iam an experienced qualitative interviewer and generated detailed interview

transcripts rich in detail. The aesearchers had varying levels of prior interview
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experience and hence the quality of their intemvievaried. This difference in quality
demonstrates the importance of interview quality to information power.
9 Our analysis strategy involved integrating observations and field rtotegplain what

happened during the collective action of implementing thiervention.

Traditional ceoperative inquiry would encourage the focus of inquiry to remain in the

individual group(113, 147)hilst this can produce rich learning, it has been criticised for not
producirg transferable knowledg€l43, 157)This thesis is based on an intervention
development process with one multidisciplinary team, and two volunteer field testing PPGs
and pracices who were considerably different. Therefore, the external validity and
generalisability of our findings may be questioned. However, our use of an established mid
level theory, NPT168) in both the intensive development and field testing of the

intervention, and our systemic action research approget3) emphasise the inggration of
different knowledge and the identification of transferable concepts, principles, and

intervention components. This approach is how we identified the work of creating and
maintaining participatory space, and developed a framework to describevtiris which may

be transferable to other settings. It is possible this learning might have increased, particularly
around the impact of the doctgpatient clinical relationship, if we had utilised the practices of
the caresearchers for the interventiondid testing. We did not do this due to ethical concerns
regarding disruptingthe edl53a S+ NOKSNEQ AYRAGARdzZ £ Of AyAOl €
empirical evidence regarding the impact of the participatory space and partnership working on
clinicalpatient-doctor relationshipg2) Therefore our ethical decision was influenced by our
personal views. We made this decisiama group and | discussed it with my supervisors.
However, | wonder how much influence | had on this group decision. Specifically whether my
GP identity, and clinical paternalism, influenced the CRG to prioritise maintaining this clinical
relationship abw@e the potentially transformative learning opportunity that Codsi et al suggest
partnership working may provid@80)Further research is need to explore this issue. This
thesis adds that any further work would need to be sensitive, transparent, and conducted by a

team of researchers with an established relationship of trust.

8.35 Discrete choice experiment

There were strengths and limitatis of using the DCE method. GPs were attracted to the
approach as they perceived forcing patients to make difficult choices would create empathy
for them having to make similar decisions. This is consistent with GPs identities as caring
professionals havinto make tough decisions due to limited resour(230) This was
instrumental in recruiting field testing practices. The DCE also providedsaltation method

different from the usual patient experience measures which have significant barriers to



189

use(86, 89)The added advantage of the DCE is that it potentially has more demaocratic validity
as patients directly give their opinion, rather than expeace data which is analysed and then

a decision maker decides the priorities for action. Therefore the DCE was more consistent with
a PAR approach. Patients did complete the survey and statistically significant results were
produced in both practices. TH#CE also provided a focused task for the PPG members and
staff to come together to work on. Ultimately the DCE was designed and conducted by

patients, for patients, achieving our aim of reframing who the policy makers are.

However, there are also multiplimitations of the DCE. It was complicated to produce and
analyse, and given the lack of validity and reliability measures as discussed above, it may not
be a scalable optio(235)The DCE had a high cognitive burden and despite our best efforts,
the results suggest thoseith lower literacy did not complete the survey. Patients and co
researchers expressed concerns about forcing people to make difficult choices, equating this
with coercion, and many respondents negatively perceived the sual#ough as discussed

in Setion 6.6.4 this may demonstrate engagement with the decision making Gsk
researchers were partially accepting of the survey due to the fact that patients were involved
in designing it and agreeing actions based on the results. However, it is pokaifileet wider
patient population did not know or understand the PPG involvement, which has been a
problem with previous attempts to combine participatory approact@®)Equally, negative
reactions might be due to not wanting the responsibility for decision mdking population
which is not explored in the individual shared decision making litergtiffwe added a large
free text box to the survey to allow patients to highlight other issues they were concerned
needed improving.n Practice 2 this raised issues that the PPG were not aware of. This
suggests PPG members, like GPs, are not ideal at representing the views of [ja@&ntsl8,

119)

The overall findings from this project suggest that the validity atidlility of the outcome of

the DCE were much less important than the processapting distributing and acting on the

results. We frequently observed evidence of PPG members and staff not really understanding

the survey, but agreeing to try it. Thetimn plans tended to be only loosely based on the

surveyi KS& Ay Of dzZRSR FOGA2ya Fo62dzi Fff GKS TSI Gd
priority, and personal agendas influenced the final action plans. This is not necessarily a

limitation asBurns describes it is more important that an intervention results in a change, than

the process through which the change happerigd3)As dscussed in Chapter 6 this has been
observed in other research exploring the use of patient experience data, and has been linked

to the legitimacy of the data and the contef@d7, 89, 256However, another explanation is

that organisational decision making processes are similar to clinical decisions making processes
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G KAOK I NB 0l & &fRer thah evidenkdZ SR )Ml s are a form of tacit
knowledge which is socially constructadd influenced by the environment and relationships.
Mindlines describe how decisions are made based on the time, place, people, and context in
which the decision making occurs. This suggests that the whole intervention package is more
than the sum of thdDCE and the meetings, and the space in which decisions are aadithe
opportunity for deliberation and sharing perspectiviegrucial. Patients and staff trusted the
results, despite not fully understanding them, because we had developed a relapicarsti

participatory decision making space over the course of the intervention.

8.4 Implications for future research and practice

There are two broad areas for future developmeaiéveloping and testing theomplex
intervention further, and developing thigamework of the work of creating and maintaining

participatory space.

As discussed, the intervention did have an effect in both field testing practices. However, due
to Covid19, we were unable to follow up with Practice 2. Equally we have alreadyfident

the need to strengthen opportunities for reflection within the intervention. The lack of
reflection was partly due to time, and possibly due to all stakeholders needing a safe space
before meaningful reflections can be shared. We are currently exyggdtorum Theatre
techniques with PPGs to see if this opens up opportunities for reflection within a safe
space(283) Thesecould then be adapted into the intervention before further testing including

a longer follow up period.

There are three other aspects of the intervention that we would like to explore further to see
how significant these were. These are alternativeth®DCE as a method of consultation, the

role of the facilitator, and the scale of the participation.

There were several concerns regarding the DCE as a method of consultation in¢hatiitg

was coercivethat it excluded people with low literacy lels, that many patients did not like,it

and whether it can be scaled up and utilised without a researcher being involved to provide
the experimental design and analysis. This last point is something that would require more
research. The initial fellowshgroposal discussed potential follow up work involving turning

the DCE into a digital tool with inbuilt experimental designs based on the number of attributes
and levels, and a standard analysis package that could process the data remotely. This looks
unlikely given concerns about attributes interacting, the ordering of attributes, and the
complexity of the analysis. However, it is potentially one area to explore further with the

company that produced the electronic version of the survey. The other patysibito
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investigate and test alternatives to the DCE as the consultation mode of participation
especially alternatives which may be more inclusive of people with lower literacy.levels

Alternatives include

T CNBS GSEG 2Ly SyRSRizIjtdkS|adi Alie2y aA YOLONKRI 1S 4 20idzt
asked in a survey or interview conducted by the PPG. This would add greater emphasis
G2 GKS ttD Wo S andadisBdioNEith gaeits i the@vaign@room
This would allow patients the freedom to bring any issue, as happened in Practice 2
GKSNBE WAYLINROAY3I LINARGEFOE Ay (GKS NBOSLIIAZ2Y
comment box. However, analysis would be intensive and add an extra level of
abstracted interpretationThis method would requireensitive framing to ensurde
inclusion ofcomponents of individual shared decision making including choice
awareness, information sharing, and values elicita{i@60-263)

9 Bestworst scaling. This is another form of conjoint analysisgdaon the same
economic theory, however, it is less cognitively burdens¢2@&s)It may be an
alternative to the DCE as it still forces patients to make a choice, but the choice is less
challenging and potentially more inclusigBthose with low literacy

1 Participatory ranking and rating tools. There are many different versions of these tools
which aim to help groups prioritigd.50, 151 Some of these might be suitable to a
waiting room or online exercis@and have been used in populations with very low
literacy levelsThese methods do notwhys have a statistical component, but this is
arguably not needed if the process is transparent. The findings from this project would
suggest that the outcome or top priority is enough to stimulate change rather than an

elaborate statistical process.

Futther research would be needed to test these different methods of consultation to explore
whether they have an impagctvhether it is the same or different to a DGid what the core
components of organisational shared decision making @he more basic ntieods described

above may be more easily understood by PPG members allowing them to gain confidence and
ownership over the process. However, professionals may judge them as less scientifically

robust, effecting their willingness to enrol in the intervemtio

The facilitator role was essential in both field testing PPGs and practices, however, even within
the CRG there were different styles of facilitation, and the results could have been very
different with another facilitator. It would be valuable to egpt whether PPGs could facilitate

the intervention themselves, without a facilitator. Our results suggest this would result in focus

on the survey task rather than creating and maintaining the spstedf would be unlikely to
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participate and there wouldbe little reflection. It would also be valuable to explore the effect
of different facilitators, with different styles and status. My status as a GP engaged staff and
gained their trust, encouraging them to participate -@gsearchers encouraged informalit

and a relaxed environment. Both approaches to facilitation supported the intervention.
Therefore | would be interested in exploring different facilitators and facilitator styles in future
work. A Canadian action research project used expert patienttédoits, but they also had a

paid researcher working with theif100) The facilitator needs to be skilled and familiar with
participatory methods, to support the work of creating and maintaining participatory space.
This would be a new resource within general practice. Our results also suggéstititation
would need to be ongoing and find a balance between being outside and inside the PPG and
practice organisation. As new resources might be required, this would have implications in

terms of scalability and sustainability.

One option to fund dacilitator, and to give them some critical distance from the general
practice, would be to employ a facilitator at the Primary Care Network (PCNSs) level. PCNs are
groups of general practices in roughly similar geographical areas, that cover a popafation
approximately 30,000 to 50,000 patienf@34, 285PCNs are seen as one way of providing
community services and have been used to resource social prescribing. There hasgrean

deal of discussion about patient participation in PCNs, with some PCNs even considering
inviting local councillors onto their boards, to provide elected democratic legitimacy. There
have also been discussions about the relationship between PP@2Gixs, with many

patients, including coesearchers wanting a seat at the PCN table. However, there is less overt
discussion about the philosophical rational for patient participation in PCNs, or what type of
participatory space this would be. The CRG widilk to investigate whether our intervention
might be more suitable at the PCN level, where there are potentially bigger decisions about
resource allocation to be influenced. However, if PPGs move to the PCN level, this may create
a patient participatiorvoid in individual general practices. Further research and practice could
explore linking PPGs and PCNSs in a wider complex participatory system. Specifically how
knowledge may flow (or not) between these spaces for participation, and how these spaces

would interact(50, 57)

Another area to explore would be mapping organisatiatedision making in general practice
to understand the opportunities for patient influence. Part of the success of our intervention
was having the staff card sort meeting within a practice meeting. This inadvertently
encouraged other members of staff intst in the PPGs. The CRG would be interested in
exploring how and where decision making happens within general practice, who the key

decision makers are, and where the opportunities for patient influence lie. By identifying
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where decision making happens weuld target these areas to develop opportunities for

patients to participate in decision making, promoting participation in everyday decision making
rather than a separate activity. This might result in a better understanding of whether the
opportunitiesare in general practice or at the PCN level, and who the real decision makers are,

which might help to establish whether a token GP in PPG meetings is essential or not.

¢ KNRdzZAK2dzi GKA& LINRP2SOdG GKS / wD KI@Sonl G GAYS
works. When questioned on this they appear to mean through a randomised controlled trial
(RCT). As PAR is flexible about methodology, there are participatory2dalsl1)Jltimately,

a defnitive trial would need to be a pragmatic real world trial. The exact type of trial and trial
design are beyond the scope of this thesis. However, given the above issues regarding refining
the intervention, fidelity of the facilitation, and scaling of timl¢ervention, it would be

premature to hold a definitive trial. Therefore, further pilot testing and a feasibility trial would

be a more appropriate next step. The other key issue would be what the outcome measure for
the impact of the intervention was. @ér RCTs of complex interventions in general practice

have reported limited outcome&86, B7) In the case of the 3D trial, which aimed to improve
patient-centred general practice care for patients with mutorbidity, there was an

improvement in patient experience, but this was not the primary outcome measure, which

was quality of lifg287)Ly O2 YLI NRA a2y X priddrybitgobRemeasyré @adlad Sy i A
process measurevhether more patient centred indicators were chos@f21)An RCT of our
intervention could focus on process measures such as voting differences in the card sort
meeting, changes in the voting meeting, or whether the practice genuinely pursued different
priorities in the action plan; or it could explore outcome measures such as whether patient
experience improves as a result of the action plan, or even focus on l@rgeoutcomes

such as quality of life. All of these would need to be decided with the CRG. | would be
interested in exploring whether the intervention has a transformative effect on the
professionals and their relationships with patients, job satisfactma, organisational culture.
However, this research is about a complex intervention in a complex adaptive system, and as

such an RCT may not be feasible or appropridi@s, 106)

Finally, | would like to develop and refine the framework of the work of creating and
maintaining participatory space. Many frameworks exist fgporting and evaluating PPI in
research, and | have drawn on three participatory framew@8a;.36, B, 288)However, none
explore the work of stakeholders within the participatory space. The advantages of working
with existing theory ishat it can be refined and extended through use in different contexts,
building a knowledge bag@39)! would like to explore whether our framework is transferable

to other contexts and settings including other institutional and +ustitutional participatory
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spaces. | would also be interested in exploring whether the framewamkbe used
prospectively to plan participatory space, and by existing groups to evaluate their space,

potentially as a precursor to changing it.

8.5 Conclusions

This thesis describes the process of working with a mstateholder ceresearch group to
dewelop an intervention to strengthen the role of patient participation in general practice
service improvement. We have developed a theoretically informed intervention which resulted

in more patientcentred service improvements. The core components of therwention are

1 A bespoke, locally adaptable, prioritisation survey to consult the wider public. This can
68 I RYAYAAGSNBR 6AGKAY Iy AYRAGARdZ £ ISy
opinions about potential service improvements.
1 A series of structured partnership meetings with patient PPG members and staff to
adapt the survey and then develop an action plan based on the results. The meetings
use participatory methods and facilitation to create a participatory space for shared

organisational decision making.

We also developed a theoretically informed framework of the work required to create and
maintain inclusive, equitable, and safe participatory space. This framework highlights that it is
through this space that the transformaépotential of patient participation is possible.

Further work is required to understand whether this framework is transferable to other

contexts where patrticipatory space is created and maintained.

The intervention resulted in actions consistent withipat priorities for service change.

However, several barriers have been identified, including a lack of opportunities to reflect, that
warrant further attention to support implementation and the scope for long term change in
how patients and staff work tagher. The policy of mandatory patient participation is unlikely

to be successful unless patient participation work is recognised as a separate skill set and

adequately resourced.
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Appendix 1. INVOLVE Poster

Can patients and the public influence primary care services? N

Working with patient and public representatives to explore their role UNIVERSITY OF LEEDS

Authors: Jess Drinkwater, Vicky Ward, Maureen Twiddy, Robbie Foy

Leeds Institute of Health Sciences
1. The Problem 3. The methods used to approach the problem

* Patient and public involvement (PPI) in health service improvement has recently grown.| |* Two groups of co-researchers were recruited in Leeds (12

* Following the 2012 NHS reforms, formal PPI groups have been established in Clinical members) and Manchester (10 members).

Commissioning Groups (CCGs), Healthwatch, and general practices have Patient * Group members were experienced PPl representatives

Participation Groups (PPGs). * Maximum variation recruitment ensured participants with
* The aim is that these groups have the potential to improve services and public experiences of different PP| activities and roles.

confidence in the NHS. * The two groups identified 6 PPI groups to investigate in more
*However, little is known about what these groups are doing, why, and what potential detail.

they have to impact on the quality of primary care. « Each of these 6 groups was observed for two meetings.

2. The Aim * Fifteen group members were interviewed about their experiences.
This project aims to describe if and how current PPl affects primary care service delivery. | |* Themes have been identified from meeting notes and interview
In particular to describe the structure, activities, and roles of PPl groups transcripts.
4. The Structure of the observed PPI groups 5. Roles and activities of PPl groups

demographics |Patients |of Staff eetings per year |meetings (min) multiple and conflicting roles.
Patenieares  Jowpwed | 7 | 2 | 4 | w0 |
T T 1 B R N B O MM | | 7 i ol cirected the actities of the

group and the relationship between PPI
representatives and staff,

3 [Practico Manager ed PG [ooprved | 6 | 3 | 4 | w0 |
5~ [ptiontlod and virua PPG |Mixed | TR
. S B e n * Six roles were identified. These are described

The vast majority of patient and public representatives were white, middle class, retired, and aged 50-70+ the groups and interviews.

using a fictional story developed from observing

Once upon a time a GP surgery decided to set up a Patient Participation Group...

Chapter 1: The Citizen Chapter 2: The Innovator Chapter 3: The Community Developer

1 joined to support the
health of the community. |
set up walking groups, book
groups, carers groups, and
breast feeding groups.

I volunteered
because it was
my duty to
support the NHS.

But then she got stuck, The practice really liked him as there was
she didn't know how the surgery little work for them, and they thought
worked behind the reception desk the groups might stop some patients using
and the practice didn't know how their services. However, he was not influencing
else to involve her... the general practice services... R

But, neither he

nor the practice knew
what activities he should
be involved with, so he
just fed back his own opinion...

Chapter 4: The Governor Chapter 5: The Representative Chapter 6: The Supporter

1 joined to hold the practice The practice stopped listening /——x
to account. | reviewed the to the group as they were
complaints procedure and not representative of the

asked about the practice practice population.
finances. The group spent a long time

discussing how to be
representative...

The appointment
system wasn’t
working. Rather than
change the system |
decided to educate
the patients to behave
better and reduce

The practice liked missed appointments.

her as she did all the work and

they didn’t need to change. .«.The END

Relationships were good again...

This was a lot of work for the
Practice staff.

Some of the GP partners felt
threatened and the relationship
with the group deteriorated.
Some of the patients disliked
the atmosphere and left...

Jess Drinkwater is funded by

Conclusion S NIHR n roctice
Fellowship. The views
* PPl activity varies widely between, and within, Leeds and Manchester. The six observed groups varied in purpose and organisation. expressed are those of the

- . B - " . authors and not necessaril
* PPl members were motivated, committed, and keen to influence the quality of primary care. However, they were unsure of their role thse of the NHS, theNng

and concerned about their ability to represent the wider population. or the Department of Health
j.m.drinkwater@leeds.ac.uk

« GP staff did not know how to involve patients, had little experience of being questioned by patients, and had mixed views on the value
of PPI.

« PPl in primary care uses time resources of both patients and staff with little direction about the purpose. p
. . ’ . National Institute for
* Further research is needed to develop ways of helping patients and GP staff to work constructively together, Health Research
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Appendix 2. Ethical approval farresearch group and
intervention development

Q

ﬂ" UNIVERSITY OF LEEDS

FaLuIty of Medicine and Health Research Office ‘
School of Medicine Research Ethics Committee (SOMREC)

Room 9.29, level 9
Worsley Building
Clarendon Way
Leeds, LS2 ONL
United Kingdom

© +44 (0) 113 343 1642

07 November 2016

Dr Jessica Drinkwater

PhD Student

(.08, Charles Thackrah Building
101 Clarendon Road

LEEDS LS29LJ

Dear Jessica

Ref no: MREC16-025

Title:  Participatory research to strengthen the role of patient and public involvement in general practice
service improvement

Your research application has been reviewed by the School of Medicine Ethics Committee (SOMREC) and we can
confirm that ethics approval is granted based on the following documentation received from you and subject to the
following condition which must be confirmed as fulfilled prior to the study commencing:

« Evidence of managerial permission from the GP practices involved in the staff Focus Group must
be submitted

« Evidence of gatekeepers agreement to be involved and permission to recruit, should any
voluntary groups be approached for participation

Document Version |Date Submitted
Submitted IRASForm 4.10.16 (in lieu of UoL ethics application form) 1.0 25/10/2016
Example of potential prioritisation survey V1 1.0 25/10/2016
Ground rules for co-research group V3 3.0 25/10/2016
| |Participant information leaflet for co-research group V4 4.0 25/10/2016
Protocol V2 2.0 25/10/2016
Recruitment emails for focus groups, pilot survey, and interviews V2 2.0 25/10/2016
Pilot survey interview schedule V1 1.0 25/10/2016
Participant information leaflet pilot survey interviews V2 2.0 25/10/2016
Participant information leaflet focus groups V3 3.0 25/10/2016
Focus group schedule V2 2.0 25/10/2016
Flow chart for WS2. Stages of developing the prioritisation survey 1.0 25/10/2016
Consent forms for focus groups V3 3.0 25/10/2016
Consent form for pilot survey interviews V2 2.0 25/10/2016
Co-research group reflective practice form V3 3.0 25/10/2016
Co-research group partnership agreement V3 3.0 25/10/2016
Consent for co-research group V3 3.0 25/10/2016
16 LO 1894 FwC 1.0 24/10/2016
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I 1
ISL AR 2 Non CTIMP l 1.0 | 24/10/2016

Please notify the committee if you intend to make any amendments to the original research ethics application or
documentation. All changes must receive ethics approval prior to implementation. Please contact the Faculty
Research Ethics Administrator for further information (fmhuniethics@leeds.ac.uk)

Ethics approval does not infer you have the right of access to any member of staff or student or documents and the
premises of the University of Leeds. Nor does it imply any right of access to the premises of any other organisation,
including clinical areas. The committee takes no responsibility for you gaining access to staff, students and/or
premises prior to, during or following your research activities.

Please note: You are expected to keep a record of all your approved documentation, as well as documents such as
sample consent forms, and other documents relating to the study. This should be kept in your study file, which should
be readily available for audit purposes. You will be given a two week notice period if your project is to be audited.

It is our policy to remind everyone that it is your responsibility to comply with Health and Safety, Data Protection and
any other legal and/or professional guidelines there may be.

We wish you every success with the project.

Yours sincerely

@fm

Dr Roger Parslow
Co-Chair, SOMREC, University of Leeds

(Approval granted by Co-Chairs Dr Roger Parsiow on behalf of committee)

SoMRECApproval letter v2_0 September 2013
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Appendix 3. Participant information leaflet:-@search group

participants

You are being invited to take part in a research project. Before you decide it is important for you
to understand why theesearch is being done and what it will involve. Please take time to read
the following information carefully and discuss it with others if you wish. Ask if there is anything
that is not clear or if you would like more information. Take time to decide hdrebr not you

wish to take part.

What is the research about?

The NHS is committed to finding new and better ways of working with patients and the public
to improve healthcare services. Patient participation groups (PPGs) in each GP surgery are seen
as a vay of improving general practice services. But there is little evidence of what works. This
study aims to design and test a clear role for PPGs in improving GP services.

Different stakeholders working with PPGs in general practice will come togethegrasiato
do this research together.

This study aims to do four things:

1. Look at existing evidence of what works when involving patients in service
improvement.

2. Design an intervention that can be used by PPGs to set priorities for service
improvement in gearal practice.

3. Test the intervention in general practice to see whether it improves working
relationships between staff and PPG members, as they work together to address the
chosen service improvement priority.

4. Explore the challenges and benefits of watkiogether as a mukstakeholder group.

The study is being led by me, Jessica Drinkwater, as part of a National Institute for Health
Research doctoral research fellowship. | am also a GP with an interest in how to support and
develop PPGs.

Why have Ibeen chosen?

Your experience of PPGs, general practice, and/or patient and public involvement (PPI) in service
improvement is really important in shaping this project and developing an intervention that
works for everyone. Stakeholders in Leeds and Martelhebave been invited to take part in

the study.

What will | be asked to do if | take part?

If you decide to take part you will be invited to join aresearch group which will include GPs,
practice managers, engagement staff, and patients and the pubtmved in PPGs or other
service improvement activities related to general practice. Before you join the group | will be
happy to meet with you individually to discuss any questions or concerns you may have and to
explain the study in more detalil.

The o-research group will meet for approximately42hours, four times a year for five years.
Each year, two of these meetings will be in Leeds and two will be in Manchester, at a convenient
location for all involved. At these meetings we will discuss thenessgof the project and our
reflections on the implications for PPGs. These meetings will provide opportunities to
understand and influence what happens in the study. You will be asked to contribute to the
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discussion which will involve interactive toolshuas drawing and labelling diagrams. Meetings
will be recorded and | will make notes at the meetings which will be shared with the group.

Between meetings there will be opportunities to get involved in doing the research. This will
involve joining smadl task and finish groups (which will also be recorded) and commenting on
research documentation, helping with recruitment strategies, helping to facilitate focus groups,
conducting interviews, analysing data and writing up results. To help with this We wi
communicate via email and you will also have access to a shared online space at the University
of Leeds. What you get involved with depends on your interest, how much time you have, and
your previous experience. Training will be provided about variepees of the research
methods as needed by myself or colleagues. | will also keep a diary about how we work together
and this may include notes of discussions we have outside meetings and quotes from emails.

To explorethe challenges and benefits of wamnk together as a mulstakeholder group you
will be asked to reflect on your involvement after each meeting. Once a year you will be asked
to share your learning and reflections with the rest of the group.

What happens to the data and how ionfidentiality maintained?

All information collected during this study will be kept confidentihe audierecordings of
groupmeetings may be transcribed. Along witbtes and diagrams from the meetintigey will

be anonymised so that any personal infation (such as names, addresses, or places of work)
will not be included in the researclnly |, and those people attending meetings, will have
access to any personal information about you. All people attending meetings will be asked to
keep personal iformation confidential. With your permission anonymoegcerpts from
transcripts, meeting notes, diagrams, and my diary, will be discussed at group meetings and may
be used in reports and scientific publications. | will send you a summary of the reshksesid

of the study.

All the research data will be stored in a locked filing cabinet or on password protected computer
files at the University of Leeds. The secure anonymous research data will be kept for three years
after the study has ended, before ing destroyed. During this time it may help shape future
work. To help me understand and interpret the research data | will discuss the anonymised data
with my academic supervisors at the Leeds Institute of Health Sciences and the University of
Limerick. tould also be asked to show the anonymous research data to authorised people from
regulatory bodies, for them to check that the study is being carried out properly. All information
will be kept confidential unless there is disclosure of actual or interfdmdh to others.As a
researcher | have obligations placed upon me by my professional code of conduct. In the unlikely
event that comments made by you raise concerns of a criminal nature or about patiésty

and the quality of care you have receivatlese concerns would be escalated to relevant
individuals and or organisations.

What happens if | do not want to take part or if | change my mind?

It is up to you to decide whether or not to take part. If you do decide to take part you will be
given thisinformation sheet to keep, and be asked to sign a consent form. If you decide to take
part you are still free to withdraw at any time without giving a reason and without harm to
yourself. However, if you withdraw after participating in a meeting it wiltllfcult to remove

all the data and therefore this may still be used anonymously.

Will | be paid for participating in the research?
Everyone in the coesearch group will be paid £75 for attending meetings. For getting involved
in other aspects of theesearch you will be paid at a rate of £150/day. This payment reflects
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that you are a member of the emsearch team, that | am asking for a high level of involvement,
and that your involvement is essential for the study to succeed. Refreshments wilbielgnt
at meetings and travel expenses will be paid so that you are not out of pocket.

There are unlikely to be any harmful effects of taking part in this study. However, the level of
involvement is high. To reflect this there is no obligation to take paextra activities and
Wendy Hobson will provide admin support.

Who has given permission for the research?

This research has been approved by the University of Leeds Research Ethics Committee (Ref
MREC1®25)and is funded by the National Institute felealth Research.

What if there is a problem?

If you are worried about the research or have any questions please speak to me. Alternatively
you can contact my academic supervisor Professor Robbie Foy.

Jessica Drinkwater Academic Supervisor for
fellowship:

Researcher and GP Professor Robbie Foy

Tel: (0113) 343 0868 Tel: (0113) 343879

Email:].m.drinkwater@leeds.ac.uk Emailr.foy@leeds.ac.uk

Thankyou very much for taking time to read this information sheet


mailto:j.m.drinkwater@leeds.ac.uk
mailto:r.foy@leeds.ac.uk
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Appendix 4. Consent form: @@search group participants

Researcher: Jessica Drinkwater

If you are happy to participate please complete and sign the consent form below

Add your
initials next
to the
statement if
you agree

I confirm that | have read and understand the information sheet dated
25/10/2016 explaining the above research project and | have had the
opportunity to ask questions about the project.

I understand that my participation is voluntary and that | am free to withdra
at any time without giving any reason and without there being any negative
conseqguences. In addition, should | not wish to answer any particular ques
or questions, | am freto decline.

| agree to take part in recorded meetings and notes being made during the
meetings.

| agree that anonymous transcripts, materials from the meetings, and notes
be stored securely for 3 years after the study has ended on University of Lg
computers

| understand that my responses will be kept strictly confidential. | give
permissionfor members of the research team to have access to my anonyn
responses. | understand that my name will not be linked with the research
materials, and | will not be identified or identifiable in the report or reports tl
result from the research unled wish to bel agree to the use of anonymous
guotes in study reports.

| agree that the data collected from me, can be used in relevant future rese
in an anonymised form.

| agree to treat confidentially the identity of other group members ang an
personal information discussed in group meetings. | will also treat confiden
anonymous data from interviews and focus groups.

| agree to take part in the above research project and will inform the lead
researcher should my contact details change.

Name of participant Date Signature

Name of person taking Date Signature
consent
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Appendix 5. Goesearcher recruitment

Recruitment of ceresearchers:

Recruitment to the group was through local networks of known individuals and opportunistic
invitation to key stakeholders. See Appendifor selection criteria. Many of these were
subjective and therefore final recruitment decisions were discussed witBupgrvisors. See

Table2.1for coresearcler characteristics, and Appendifor attendance at meetings.

The majority of people were recruited from a previous study (Appendix 1).(75) In addition |
invited two people who work for local involvement chagtiwith a wider reach than PPGs, and
one patient with history of being involved in general practice research, but no direct PPG
involvement. GPs and practice managers were difficult to recruit. | advertised the opportunity
to get involved through local nestetters, networks and personal contacts. Emails to networks
resulted in one practice manager expressing interest, but never joining a melstinges very
rarely attend PPG&ll sixGPs were eventually contacted through personal contacts of mine,

my supevisor, or ceresearchers.
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Appendix 6. Goesearchers selection criteria

Expectations of the stakeholder group and group members:

The group will involve both patients/the public and general practice staff and engagement

workers. The group will bievolved in all decisions about the projedthere will also be
2LIR NI dzyAGASa G2 3SH Ay@2ft 3SR Ay dGR2Ay3I¢é¢ GKS
four 2-3 hour meetings per year (2 in Leeds and 2 in Manchester) and communicating via email
between meetings. Travel expenses and an honorarium will be paid for work done.

Selection criteria for the stakeholder group:

Essential Must be able and willing to use and communicate by email.

member Enthusiastic and committed to gettirigvolve.

characteristics| Have an interest in general practice.

Able to work with other people (especially Jess Drinkwater).

Must live or work in Manchester or Leeds.

Happy/able to attend 4 meetings a yeatimes agreed by group
agreement (but some may be working hours and some outside working
hours).

Happy/able to travel to meetings: the venue will alternate between Lee
and Manchester (reasonable travel expenses will be gamay be able to
consider Skyping into meetings.

Awareness that this is aygar projectc life events happen and interests
changeg but at the beginning be committed to 5 years.

Happy to share and reflect on their experience of both PPGs and work
as part of a mixed (staff, patient, researcher) group on this project (eg
evablation of the group work/function).

Able to engage in constructive critical feedback and challergeh
challenging the group and having your ideas/perspective challenged (1
personal challenge).

Desirable Part of an establishedetwork of people who are involved in PPGs/gene
member practice or work with PPGs or the public to influence general practice.

characteristics| Happy to engage with their network, to test out ideas that come up dur
the project and feed information back to the group.

Flexibility about meeting times (will be agreed by the group).
Interested in and willing to contribute to the research procefsusing on
both process and outcomes.

Willing to get involved with some work outside meetings (within reasor
for exampleemail communication, reading papers/material, attending
steering meetings (in addition to group meetingmce a year),
conducting interviews, involvement in a systematic review, blogging,
writing about the project. An honorarium will be provided.

Essential Mix of people from Leeds and Manchester (aim 5 from each)

group Only one patient or member of staff per practice.

characteristics| Mix of members of thgublic, general practice staff, engagement staff.
(the group Mix of people with experience of high and low functioning PPGs and s¢

characteristics| with no experience of PPGs.

will be used to| Mix of enthusiasts and those who are sceptical about PPGs.

select Diversity (within reason) with regards ége, disability, gender, sex,
members if | sexuality, race, belief/religion, relationship status, pregnancy, and
there is a lot background_

of interest) Mix of people with previous research experience and those without an
research experience.

All members must agree to abide by the Terms of Reference and ground rules
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Appendix 7. Goesearchers attendance at meetings

Initials | Role M1 | M2 | M3 | M4 | TAFGY TAFG]Y TAFG1 M5 | TAFG2 | TAFG2 | M6 | TAFG2 | TAFG2 | TAFG2 | M7 | M8 | M9 | M10
M1 M2 M3 M1 M2 M3 M4 M5

MR Patient| X | X | X | X |X X X X | X X X | X X X X | X |X

MK Patient| X | X X | X X X X | X X | X X X X [ X [ X [X

RC Patient| X | X X X | X X X X X

DM IC X | X

NB Patient

AD Patient| X | X | X X X X X | X X X X | X X

VBB | CCGEYJ X | X

SP GP X

TF GP X | X X

RM Patient| X | X X | X X X X | X X X | X X X X | X X

GP Patient| X | X | X | X [|X X X | X X X X X | X X

RA Patient| X

BD Patient

MJ Patient

PG Patient X | X X X X X X X X

JP IC X | X

GS |GP X X

ZN GP X | X X X

SL PEL X X

NH GP X X X

AH GP X

M1 = Meeting 1 etc; TAFG1:1 = Task famidh group 1 etcX = indicates attended the meeting.

IC = Involvement Charity, CCGEL = Clinical Commissioning Group Engagement Lead, PEL = Practice Engagement Lead

Grey areas indicates a time when the individual had not started involvement withiutlg er had withdrawn from the study

After M10 membership remained stable, except AH attended infrequently and then stopped after M21
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Appendix 8. Goesearch group partnership agreement
Introduction

Patient Participation in Improving General Practice (PPIG) is a participatory research project. It
has two aims:

1 To develop an intervention to strengthen the role of patient and public involvement in
general practice service improvement
1 To explore the relationshipetween the public and general practice staff when they
try to work together at an organisational level to develop services
¢KS NBXaSINOK LINP2SOG gAfft F2N¥ WSaa S5NRy(el i
Institute forHealth Research (NIHR) and there is a limited budget. This research project has
been funded for 5 years.

Participatory research aims to work with all stakeholders involved with an issue, as equal
partners in the research.

The stakeholders for this prajeare the public, Patient Participation Group (PPG) members,
general practice staff (including clinicians and 1atinicians), general practice commissioners
(CCGs and NHS England), engagement workers (NHS and voluntary sector), policy makers, and
researters.

Representatives from these stakeholder groups will work together as partners inesearch
group throughout the research process of this project. The research process includes
developing the research question, designing the research methods, tt@mgsearch and
collecting data, analysing and interpreting the data, and disseminating the results.

Each partner brings ideas and resources that come from their different experience, knowledge,
expertise, and capabilities. Working together through pe@tion, collaboration, trust and

respect, the partners build a multidimensional view of the issue. This will significantly
strengthen the project and the projects outcomes.

Purpose of this partnership agreement

The purpose of this partnership agreemésto set out the principles and procedures of how
we will work together throughout the project to achieve our goals. How we work together
must respect all our values and the scientific integrity of the research.

All partners have obligations towards tpeoject and each other.
Principles

1 We will respect each other and our values equally

1 There will be opportunities for people to get involved with every aspect of the
research

1 Allinvolvement is valued. Some people may have more resources (time, experience,
networks ect) for involvement than others. We will aim for equitable involvement
0FraSR 2y SIOK AYRAQGARIZ faQ NB&a2dzNOSaod

1 All partners will have opportunities to be involved in decision making throughout the
project. All partners will have equal weight inaiigon making which will be
consensual

1 The research methods used must be scientifically robust.
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All partners must act ethically and respect the research ethical approval for the
project.

Confidentiality and anonymity of all individuals and organisationst be maintained
unless individual parties choose to be named when the results are reported.

Informed consent must be obtained from all partners and research participants without
coercion. Any individual is free to stop being involved at any time.

All partners have a duty to treat all information about the research and produced from
the research in line with information governance policies at the University of Leeds
All partners will be involved in interpreting and disseminating the results to ensure
there is a clear message that everyone is happy with.

The research must be relevant and aim for practical as well as traditional research
outputs.

Rights and Responsibilities

All partners have the following responsibilities

1
1
1

To do no harm and raise awaress of potential harm

To uphold our principles and values throughout the project

To respect one another and research participants, and all contributions from each other
and research participants, even if we disagree.

To avoid personal criticism, persomsatig disagreement, bullying or harassment. If this
happens individuals will be asked to leave the group.

& GNAY1 6 iSNRa NBalLlRyaAroAfAidASa

To collaborate with all partners on all aspects of the research
To support the other partners by

0 responding to questions and emails promptly,
arranging meetings in advance,
ensuring partners receive information in a timely manner,
ensuring partners receive enough information to contribute,
providing refreshments at meetings

0 ensuring people have engh information to stay up to date
To support active involvement by all partners throughout the project by offering
opportunities to get involved and outlining of the skills and experience needed, time
involved in participating, and resources providedgarticipating
To ensure that the research has the appropriate ethical approval, research governance,
and information governance.
To ensure the scientific quality of the research so that we produce credible research and
outputs which are beneficial to giartners
To promote the dissemination of the results of the research by all partners to different
stakeholder networks
To provide training or approach her supervisors to provide training to the group as
needed and within reason.

O O O ©°

Partner responsibilities

1

To contribute as much as possible and represent the interests of different stakeholder
groups.
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To collaborate in, and advise on the research progelesigning the question, designing

the research methods, collecting the data (including recruitment), andlysis and
interpretation of the results

To help to disseminate the results by making the content meaningful to our stakeholder
groups and promoting the dissemination amongst our networks.

To be responsible for being aware of our strengths and weaksease ask for
clarification and/or training where necessary

To try to attend as many meetings as possible and if we cannot attend to send apologies.
To reflect on our involvement to help evaluate the partnership

University of Leeds responsibilities

1
1

To provide payment and reimburse expenses.
To provide administrative support (see below)

Rights of partners include

)l

1
1
1
1

To be treated with respect at all times by all partners

To be valued and have our contribution valued

To know the project aims and objé@ats, research methods, and results

To ask questions at any time

To know that we can withdraw from being involved in any part of the project or the
whole project at any time without harm

How we will work together

1

Caresearch group meetings will be heldmpximately four times a year (two in Leeds
and two in Manchester), minutes and agendas will be sent to all members in advance.
Given the stop/start nature of research, will there be times when we need more/fewer
meetings in one year.

Task and finish grqs will be set up comprised of ¢esearch group partners to
complete specific aspects of the research between meetifigere may be other
opportunities to get involvedPartners are encouraged to get actively involved but
within their limits of time, knavledge and experience.

Partners will be encouraged to discuss issues between meetings by email and online
discussion groups.

Meeting times will be based on when the majority of people can attend. We will vary
meeting times to allow everyone to attend someeetings.

Jess Drinkwater will echair meetings with another partner. The other partner will be a
revolving cechair based on who is happy to volunteer for the role. The role of the co
chair will be:

0 To ensure meeting times are kept to

0 To give all thehance to contribute and ensure a balanced discussion

0 To stay in chair role for as much as possible (i.e. no personal views while
chairing)

0 To ensure clear and specific outcomes and actions are agreed and actioned

All partners will stick to meeting growgyound rules which have been developed by the
group
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How we will make decisions together
We will aim for consensus agreement when making decisions.
If this cannot be achieved, we will vote. The vote will be carried if there is 70% agreement.

We have agreedot to set a quorate for meetings. If a decision is needed quickly we will
accept the decision of those in attendance. If the decision is not urgent we will try to give
everyone the opportunity to vote on decisions eg by email.

Conflicts of Interest

All partners have different, often multiple roles, and therefore have different interests and
influences. We have agreedto keepantogRIF 1S f A&l 2F 6K2Qa 6K2OP
partners seHdeclared different roles, so that their respective influes@nd interests are
transparent. This list will be for people within the group only.

Conflict resolution

If conflict arises we will first try to address it within the group via consensus or voting. If this is
not possible Jess Drinkwater will try to néigte a solution. If the problem is still not resolved,

or if the conflict is involving Jess Drinkwater, we will ask her supervisors to help negotiate
resolution.

Dissemination content and audience

Dissemination content and the audience will be decidgdH® group. We will develop an
advanced strategy of who to target with what content. Dissemination materials will be sent to
the whole group before being shared with the public.

Authorship agreement

The group will be acknowledge in all disseminationvétas. Individual contributions will be
acknowledge where there has been significant individual involvement and they meet standard
authorship criteria:

1. Substantial contributions to the conception or design of the work; or the acquisition,
analysis, or interpretation of data for the work; AND

2. Drafting the work or revising it critically for important intellectual content; AND

3. Final approval of the version to be published; AND

4. Agreement to be accountable for all aspects of the work in ensuring that questions
related to the accuracy or integrity of any part of the work are appropriately investigated
and resolved.

Partnership evaluation
We agreed two elements to the evaluation:

a) Direct and immediate feedback during meetings. This will be achieved by havicgteedi
time at the end of each meeting and placing sticky notes with comments in an envelope

b) All partners will be encouraged to complete a reflective evaluation form after each
meeting. These can be kept and used as individuals wish (eg local appraisal)l. We
discuss these once a year and share bits of them to see how things are going.

Group membership

¢
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1 Membership of the caesearch group is by invitation only and will be decided by the
group

1 Partners will commit to the project for 5 years. However, life events happen and
priorities change, therefore group members will be able to leave at any time.

1 We will decide together as a group whether it is appropriate to replace members who
leave (detds to be decided). Any new members will need an induction to the group

Support for partners

1 Administrative support for the Partners will be provided by Wendy Hobson at Leeds
Institute of Health SciencesTel: 0113 343 0837 or emai:hobson@leeds.ac.uk

1 Partners will be paid £75 for attending meetings and standard rate (not first class)
travel expenses will be covered. Refreshments will be provided at meetings. Other
expenses will not be covered, but could bealissed on a case by case basis with Jess
Drinkwater.

9 Partners will be paid at a rate of £150/day for work outside meetings and have travel
expenses covered. Work outside meetings should be discussed with Jess Drinkwater
before it is undertaken to ensutt@ere is enough money in the budget to cover
payment for this work.

9 General support will be provided within the group and by Jess Drinkwater

1 If a partner has a problem they will first discuss it with Jess Drinkwater or Wendy
Hobson. If they are not happy to do this, or the problem is not resolved, they can
contact her primary supervisarRobbie Foy on R.Foy@leeds.ac.uk

Many thanks to PRIMER for letting me see their terms of reference, and the Kahnawake
Schools Diabetes Prevention Project for letting me see and use some of their Code of Research
Ethics, to base some of the content of this partnerafgigement.
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Appendix 9. Participant information leaflet: Focus groups

You are being invited to take part in a research project. Before you decide it is important for you
to understand why the research is being done and what it will involve. Pleasértakéo read

the following information carefully and discuss it with others if you wish. Ask if there is anything
that is not clear or if you would like more information. Take time to decide whether or not you
wish to take part.

What is the research abo®

The NHS is committed to finding new and better ways of working with patients and the public
to improve healthcare services. Patient participation groups (PPGs) in each GP surgery are seen
as a way of improving general practice services. But therelesditidence of what works. This

study aims to design and test a clear role for PPGs in improving GP services.

The first step in improving GP services is prioritising what needs to be improved. This study aims

to discover what parts of general practice jggits and staff can work together to improve. This
gAff o0S dzaSR (2 RS@St2L) I adzNwSe (2 02ff S
improvement in their local general practice. This can then be used by PPGs in lots of different
practices.

The stuly is being led by me, Jessica Drinkwater, as part of a National Institute for Health
Research doctoral research fellowship. | also a GP with an interest in how to support and
develop PPGs. | am leading this collaborative project assisted bgsearclers who are
members of the public, patients, engagement staff, practice managers and GPs

Why have | been invited?

We are interested in finding out what different groups of people think are the key parts of
general practice that patients and staff can work on to improve together. We are asking different
PPGs, community groups, and groups of staff what they think. &/making for a wide variety

of viewpoints from all those who are involved in using or working in general practice. Your group
is one of approximately 6 groups we will be talking to in Leeds and Manchester.

What will | be asked to do if | take part?

| will be asking everyone in your group if they are happy to take part. If you all agree to take part,
| would like to come to one of your meetings with another member of ouresearch group.

At this meeting we will present some different statements abouttparf general practice. We

will ask your group to discuss these and comment on whether you think they are important, and
whether you think patients can be involved in making changes to th&mwould also like to

get your feedback on a draft outline of argey that the statements will be used in. We would
like to check that it makes sense and is easy for PPGs tdheseieeting will be audio recorded.
The meeting length will depend on how much everyone has to say and will probably take
between 1 and 2 hours. We will be happy to come to a meeting that is convenient for your group
and we can be flexible with timing ta fn with your agendal will lead the meeting with help
from a member of the coesearch group.

What happens to the data and how is confidentiality maintained?

All information collected during this study will be kept confidential. The atetordings éthe
meetingwill be transcribed and anonymised so that any personal information (such as names,
addresses, or places of work) will not be included in the resedinelp me understand and
interpret the research data I will discuss the anonymised datia my academic supervisors at
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the Leeds Institute of Health Sciences and University of Limerick. Quotes from the focus groups
will be discussed with the eesearch group who are helping with the resea@unotes will also

be used in reports, presentatisnand scientific publicationblo one outside the project will be
allowed access to the original recordingsvill send you a summary of the results at the end of

the study.

All the research data will be stored in a locked filing cabinet or on pasgwotected computer

files at the University of Leeds. The secure anonymous research data will be kept for three years
after the study has ended, before being destroyed. During this time it may help shape future
work. | could also be asked to show the anormyums research data to authorised people from
regulatory bodies, for them to check that the study is being carried out properly. All information
will be kept confidential unless there is disclosure of actual or intended harm to othsra.
researcher | havebligations placed upon me by my professional code of conduct. In the unlikely
event that comments made by you raise concerns of a criminal nature or about patiésty

and the quality of care you have received, these concerns would be escalated vantele
individuals and or organisations.

What happens if | do not want to take part or if | change my mind?

It is up to you to decide whether or not to take part. If you do decide to take part you will be
given this information sheet to keep, and be askedign a consent form. If you decide to take
part you are still free to withdraw at any time without giving a reason and without harm to
yourself. However, if you withdraw after participating in a meeting it will be difficult to remove
all the data and threfore this may still be used anonymously. If you do not wish to take part, |
will not meet with your group and there will be no harmful effects to your group.

What are the benefits and risks of participating in the research?

There are no immediate berief or risks to taking part in this study. The data collected will be
used to develop a prioritisation survey to be used by PPGs to improve general practice services.
There is no payment for taking part in this research, but to say thank you | will provide
refreshments for the meeting and a certificate of taking part if you would like one. We also hope
that the content of this focus group will be of interest to your group.

Who has given permission for the research?

This research has been approved by thaviarsity of Leeds Research Ethics Committee (Ref
MREC1®25)and is funded by the National Institute for Health Research.

What if there is a problem?

If you are worried about the research or have any questions please speak to me. Alternatively
you cancontact my academic supervisor Professor Robbie Foy.

Jessica Drinkwater Academic Supervisor for
fellowship:

Researcher and GP Professor Robbie Foy

Tel: (0113) 343 0868 Tel: (0113) 343879

Email:].m.drinkwater@leeds.ac.uk Emailr.foy@leeds.ac.uk

Thank you very much for taking time to read this information sheet


mailto:j.m.drinkwater@leeds.ac.uk
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Appendix 10. Consent form: Focus grpagicipants
Researcher: Jessica Drinkwater

If you are happy to participate please complete and sign the consent form below

Add your
initials next
to the
statement if
you agree

I confirm that | have read and understand the information sheet dated
25/10/2016 explaining the above research project and | have had the
opportunity to ask questions about the project.

I understand that my participation is voluntary and that | am free to withdra
at any time without giving any reason and without thererigpany negative
consequences.

| agree that the focus group can be audézorded.

| agree that anonymous transcriptions of my interviews can be steeedrely
for 3 years after the study has ended on University of Leeds computers.

| understand thatny responses will be kept strictly confidential. | give
permission for members of the research team to have access to my anonyi
responses. | understand that my name will not be linked with the research
materials, and | will not be identified or idefigible in the report or reports that]
result from the research.agree to the use of anonymous quotes in study
reports.

| give my permission for anonymous quotes to be shared thiglcoresearch
group who are helping with the research

| agree that the data collected from me can be used in relevant future reses
in an anonymised form.

| agree to take part in the above research project and will inform the lead
researcher should my contact details change.

Name ofparticipant Date Signature

Name of person taking Date Signature
consent
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Appendix 11. Participant information leaflet: Pilot survey

interview participants

You are being invited to take part in a research project. Before you decidmfiastant for you

to understand why the research is being done and what it will involve. Please take time to read
the following information carefully and discuss it with others if you wish. Ask if there is anything
that is not clear or if you would like m®information. Take time to decide whether or not you
wish to take part.

What is the research about?

The NHS is committed to involving patients in how services, including general practice, are
designed and run. With my research group | have developedvato collect general practice

LI ASYyGaqQ OASsa 2F GKS LINAZ2NAGASA F2NJ aSNIAO
This study aims to explore how people understand this survey and how easy or difficult it is to

fill in.

The study is being led bhye, Jessica Drinkwater, as part of a National Institute for Health
Research doctoral research fellowship. | am also a GP with an interest in patient involvement.

am leading this collaborative project assisted byresearchers who are members of the pich

patients, engagement staff, practice managers and GPs

Why have | been invited?

You have been invited to take part because, as a member of the public registered with a general
practice, you are the target audience for this survey.

What will I be askedo do if | take part?

If you decide to take part, we would like you to complete the survey. We may also ask you to be
interviewed whilst you complete the survey. If you take part in an interview we will ask you to
try to think out loud about how and why you are answering eagbsgjon. At the end of the
survey we will ask you what you thought of the survey and if you have any feedback. Completing
the survey and the interview will take place at the University of Leeds or a place convenient for
you. It will be at a time of your dwsing. If you are interviewed it will be by me or one of the
members of the caesearch team. The interview will be audiecorded using a digital recorder.

The survey takes about #D minutes to complete. The length of the interview will vary,
dependingon how much you wish to talk about and how much time you can spare. However,
it is likely to be about 30 minutes.

What happens to the data and how is confidentiality maintained?

All information collected during this study will be kept confidential. &hdiorecording of the
interviewwill be transcribed and anonymised so that any personal information (such as

names, addresses, or places of work) will not be included in the research. Your survey answers
will be anonymised and, together with other peoPldd NBX & L}2yaSasz |yl fe@asSR
software.To help me understand and interpret the research data | will discuss the anonymised
data with my academic supervisors at the Leeds Institute of Health Sciences and University of
Limerick. Quotes from theierview will be discussed with the gesearch group who are

helping with the researciQuotes will also be used in reports, presentations, and scientific
publications No one outside the project will be allowed access to the original recordimgh.

send you a summary of the results at the end of the study.
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All the research data will be stored in a locked filing cabinet or on password protected computer
files at the University of Leeds. The secure anonymous research data will be kept for three years
after the study has ended, before being destroyed. During this time it may help shape future
work. | could also be asked to show the anonymous research data to authorised people from
regulatory bodies, for them to check that the study is being carried out properly. All information
will be kept confidential unless there is disclosure of actual or irgenldarm to othersAs a
researcher | have obligations placed upon me by my professional code of conduct. In the unlikely
event that comments made by you raise concerns of a criminal nature or about patiésty

and the quality of care you have receivatlese concerns would be escalated to relevant
individuals and or organisations.

What happens if | do not want to take part or if | change my mind?

It is up to you to decide whether or not to take part. If you do decide to take part you will be
given thignformation sheet to keep. Completing the survey indicates that you are happy to take
part and your responses can be used for this research. If you agree to an interview you will also
be asked to sign a consent form. If you decide to take part you aréretilto withdraw at any

time without giving a reason and without harm to yourself.

What are the benefits and risks of participating in the research?

There are no immediate benefits or risks to taking part in this study. The data collected will be
usedto make sure that the survey is easy to understand, asks what you think it is asking, and is
useful. We may make changes to the survey based on your answers before we try it out in
general practice.

Will | be paid for participating in the research?
You will be paid £10 for completing the survey and a total of £30 for completing the survey and
taking part in an interview. This is to compensate you for taking time out to get involved.

Who has given permission for the research?

This research has been appeavby the University of Leeds Research Ethics Committee (Ref
MREC1®25)and is funded by the National Institute for Health Research.

What if there is a problem?

If you are worried about the research or have any questions please speak to me. Alternatively
you can contact my academic supervisor Professor Robbie Foy.

Jessica Drinkwater Academic Supervisor for
fellowship:

Researcher and GP Professor Robbie Foy

Tel: (0113) 343 0868 Tel: (0113) 343879

Email].m.drinkwater@leeds.ac.uk Emailr.foy@leeds.ac.uk

Thank you very much for taking time to read this information sheet


mailto:j.m.drinkwater@leeds.ac.uk
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Appendix 12. Consent form: Piloingey interviews

Researcher: [enter name of research who is conducting the interview]

If you are happy to participate please complete and sign the consent form below

Add your
initials next
to the
statement if
you agree

| confirm that | have read anghderstand the information sheet dated
25/10/2016 explaining the above research project and | have had the
opportunity to ask questions about the project.

I understand that my participation is voluntary and that | am free to withdra
at any time withoutgiving any reason and without there being any negative
consequences.

| agree that the interview can be audiecorded.

| agree that anonymous transcriptions of my interviews can be steeedrely
for 3 years after the study has ended on Universitiedds computers.

| understand that my responses will be kept strictly confidential. | give
permission for members of the research team to have access to my anonyi
responses. | understand that my name will not be linked with the research
materials, ad | will not be identified or identifiable in the report or reports th
result from the research.agree to the use of anonymous quotes in study
reports.

| give my permission for anonymous quotes to be shared thiglcoresearch
group who are helpingvith the research

| agree that the data collected from me can be used in relevant future reses
in an anonymised form.

| agree to take part in the above research project and will inform the lead
researcher should my contact details change.

Name of participant Date Signature

Name of person taking Date Signature
consent
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Appendix 13. A description of the process

Who we are:

We are a group of patients, GPs, general practice staff, and researchers interested in making
patient involvement in primary care meaningful and effective.

What we want to do:

We want to help your patient participation group (PPG) develop the partysphathin your
general practice.

One role of PPGs is to be involved in improving general practice services. We are developing a
G22f (2 &adzZJR2 NI GKAaA®D 2SS K2LIS dzaAAy3d GKAA GAf
seriously and valued as equallythe opinions and ideas of the professionals who care for you.

How we are going to do this:

Our tool helps PPGs to get involved in improving services by finding out what is most
important to the wider patient population about how care is provided at yaeneayal practice.

It will show what patients think is most important about their care, rather than what their
actual experience is. By asking patients what they value the most, the survey is honest and
open about the fact that they cannot have everything.

The tool is a survey which is flexible to what is happening in your practice, the needs of your
practice, and your practice population.

It is a two stage process:

i Stage 1: The PPG and practice staff decide what goes into the survey;

I Stage 2: The survey asks the wider patient population to choose between different
imaginary services that they would most like to experience. This allows us to calculate
what features of general practice the patient population value the most.

How the toolworks:

We will give the PPG and practice a list of features of general practice which can be used in a
survey. The features of general practice on the list can be changed to be flexible to your
practice so that they provide realistic options to your patipopulation.

The PPG and practice need to decide together which 5 features will go into the survey. It is
important that they agree on this to make sure the survey is acceptable to both the practice
and the PPG. This discussion itself may help the ipeahd PPG to explore what they can
achieve together.

You need to pick features from the list which are relevant to your practice and can realistically
be changed. This will mean the time and work you put into the survey will lead to a result that
you canact on. It will also mean that the survey is offering patients a real opportunity to
influence how your general practice works.

The survey will ask patients to pick between pairs of imaginary examples of a general practice
service. They will be asked ¢boose the one that they prefer the most. The imaginary

examples will include different levels for the 5 features of general practice you choose. By
varying these imaginary examples and asking as many people as possible to choose between
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different pairs ¢ imaginary examples, we can calculate the features of general practice that
are most important to your patient population.

The tool consists of 10 steps:

1 Step 1: The PPG and practice staff will be shown features of general practice where service
improvement could occur. The list of features have been selected through a long and
rigorous process involving patients, general practice staff and researchers.

1 Step 2: The PPG and practice discuss the features.

1 Step 3: The PPG and practice together agreedpestfeatures they would like to put
forward to their patient population. You should choose your top 5 thinking about what is
important to the practice, what is feasible to act on, and what other resources are around
to support changes in these areas.

1 Step 4: The top 5 features are turned into a survey unique to your practice by our research
group.

i Step 5: The PPG and the practice agree how the survey will be conducted: online; on paper
in the practice; a weblink sent out by text message; a ballot basaiting room; an iPad.

1 Step 6: The PPG carry out the survey.

1 Step 7: Our research group will analyse your survey responses for you.

1 Step 8: The PPG and practice meet together to discuss the results and plan changes you
would like to make.

1 Step 9: The PP&hd practice make changes or explain why change cannot happen.

1 Step 10: The PPG and practice publicise the results of the survey and the resulting action
or inaction with an explanation of why nothing happened.
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Appendix 14. TIDieR checklistdescribing the intervention
(194)

1. Brief name

Patient participation in general practice service improvement

2. Why the intervention is needed

Patient participation is recognised as important internationally and supported by succe
UK governments.(1, 5, 7) However, the terminology, meaning and purpose of participa
are contested and variably interpreted (10, BHhd lack of evidence @hpact may suggest

meaningful participation is not occurring.(23)

This intervention outlines the theoretical and practical elements required to strengthen
patient participation in general practigetient participation groups (PPGs).

The intervention is bal on three theoretical constructs developed from previous resea
(101, 102)

1 All stakeholders have multiple credible and different knowledge to contribute. A
different forms of knowledge (experiential, presentational, propositional and
practical) arevalued.

9 All stakeholders have legitimate roles. Representational legitimacy of patients &
staff is increased through different approaches to representation (statistical,
democratic, and symbolic) and a focus on inclusivity.

1 Power differentials exist whin and between different stakeholder groups.
Deliberative partnership meetings should aim for equity of voice.

This intervention conceptualises PPGs as participatory action research groups, utilisin
action research cycles as a structured approach tngh.

3. What materials are needed for the intervention

A list of 24 features of general practice turned into physical hand held cards. One card
attribute. Green, orange, and red paper to group the cards depending on whether they
priorities forservice improvement in the practice or not. Used in meetings 1a&b.
Voting sheets for PPG members to vote on their top five attributes. Used in meeting 2.
An adaptable discrete choice experiment (the survey). The survey includes instruction
how to complete it; a series of betweenrslchoice tasks; demographic questions; free tex
space; and an advertisement for the PPG. Each survey will be adapteddcahpractice.
The survey is available in three physical formats: a paper version with three choice tas
online version with five choice tasks; and a voting box version with one choice task.

A training guide to support PPGs to distribute theveyr

Materials to promote inclusive discussion of the results of the survey. Used in meeting
4. What procedures will happen during the intervention

Each PPG will participate in the following meetings:

Meeting O: Introduce theproject and CRG to the PPG

patients & staff

Meeting 1a: Meeting participants take it in turns to read out the 24 cards. The gr
patients only decide the category of the card:

Meeting 1b: YwesSas e2dzQR 0SS AYyGdSNBaidSR G2 |
staff only (orange),

Wy2s ¢S ¢g2dA RyQli 0SS AyiSNBadSR
FTSEUAINBEQ ONBRUO D

Meeting finishes with review of the categories.

Speed evaluation (sticky notes usedsiay whether the meeting was
W3I22RQ 2NJ Wol RQX | YR @gK@eo

Meeting 2: WDNBESYQ |yR W2NlIy3asSQ OF GS32NE
patients & staff | All participants vote individually on their top 5 attributes using a voti
sheet.
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Each person has one minute to discuss their voting.

Scores are combined and discussed.

Repeat voting.

The five features with the combined highest score are chosen.
Speed evaluation

Training meeting:{ All participants omplete the survey to experience filling it in.
aimed at patients, Discussion of the survey

staff welcome Demonstration of handing out the survey using CRG members.
Practical opportunity to role play in small groups.

Feedback and reflections

Discussion of practical issues around surdistribution

Speed evaluation

Meeting 3: Survey results sent out before the meeting for individual reflection.
patients & staff | PPG members reflect on distributing the survey.

Presentation of results and discussion.

Action planning using flexiblerainstorm (participants write ideas on

sticky notes which are displayed on the wall and grouped together)
Speed evaluation

Survey distribution: the survey will be distributed by the PPG working with the practice
will be encouraged to reflect on thexperience.

5. Who will deliver the intervention

All meetings will be facilitated by two members of theresearch group; Jess Drinkwater
and another member.

The PPG and practice will distribute the survey. Jess Drinkwater will analyse the resuli

6. How will the intervention be delivered

The intervention will be implemented in two general practices, staggered over time.

Meeting dates, times, and lengths of meetings will be negotiated with each practice.
Recommended meeting lengths are-80 minutes.

There are three The paper and ballot box survey will be completed in the waiting
survey formats room.

with different The online survey can be completed on a tablet computer in the

delivery waiting room, or distributed as a weblink on the practice website o

mechanisms sent out via text message.

7. Where will the intervention be delivered

Meetings Meetings will take place in the usual PPG/practice meeting venue,
usually within the general practice.

The survey The ballot box survey will be displayed in the waiting room. It will ng

two boxes, voting sheets, and a notice board to show instructions.
The paper survey will be distributed in the waiting room, patients ca
take it home to complete.
The online survey will be completed at a time and place convenient
the respondent.

8. When will the intervention be delivered

Timings are Meetings O, 1a, 1b, and 2 will happen in month one and two.
approximate and | The survey will be open for two to three months.
may vary Each practice will receive 100 paper surveys to complete.

between PPGs | Online and voting box survey responses will be unlimited.
Meeting 3 will happen in month four or five of the intervention

9. Tailoring of the intervention

¢KS GAYAYy3 YR tSy3adK 2F YSSidiAy3aasz | yR
normal ways of working.
Basic expectations are that meetings will include at least 3 patients and one GP.
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The fixed aspects of the intervention are the number @featings; the structure and conten
of the meetings (discuss features of primary care separately, vote together, and discus
results); and the need to do the survey.

The survey will be tailored to each individual practice, including the features udeahid i
the practice name and logo. Each practice can choose one survey format or any comb
to distribute the survey.

10. Modifications to the intervention

The intervention is still in a testing phase and will likely be further modified following
evaluation in two general practices.

11. and 12. How well the intervention was deliverefidelity

The intervention, including fidelity, will be evaluated in tgeneral practices using an
ethnographic approach.
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Appendix 15. Flowchart of field testing activities

Flowchart describing what is involved in the project. Version 1

Timings

Expected activities of PPG and practice staff

Month 1

Month 5-12
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Meeting 0: Initial meeting
Content: Meet each other. Explain project
Qutcome: Agree involvement

Research team
activity

Meeting 1a: Agree priority short list

Participants: PPG patients only

Content: Card sort: 24 features of general practice
Qutcome: Short list of features to put in survey

Meeting 1b: Agree priority short list

Participants: Practice staff

Content: Card sort: 24 features of general practice
Outcome: Short list of features to put in survey

Meeting 2: Vote on priorities

Participants: PPG patients and practice staff
Content: Combine both short lists & vote on final 5
Outcome: 5 features agreed for survey

Meetings facilitated and observed by

research team.
Survey adapted for the practice by the

research team

Distribute survey
Patient population to complete survey
PPG attend training and help with distribution

Training to use
survey & ongoing
support

Meeting 3: Discussion of results

Participants: PPG patients and practice staff
Content: Discuss results and develop an action plan
Qutcome: Action plan

Results analysed, &
meeting facilitated
& ohserved by
research team

Meeting 4: PPG meeting

Participants: Decided by PPG and practice staff
Content: Decided by PPG and practice staff
Outcome: Decided by PPG and practice staff

Meeting 5: PPG meeting

Participants: Decided by PPG and practice staff
Content: Decided by PPG and practice staff
Outcome: Decided by PPG and practice staff

Meeting 6: PPG meeting

Participants: Decided by PPG and practice staff
Content: Decided by PPG and practice staff
Outcome: Decided by PPG and practice staff

Meeting 7: PPG meeting

Participants: Decided by PPG and practice staff
Content: Decided by PPG and practice staff
Qutcome: Decided by PPG and practice staff

2-3 members of staff - may be at different time points.

Research team will observe meetings. No Facilitation
Individual interviews with 3-5 members of PPG and
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Appendix 16. General practice DCE rewisearch strategy

Aim:
To identify how stated preference methods have been used in general praeticiee design
and delivery. This will influence the design of the prioritisation survey

Objectives:
1 To describe the benefits and challenges of different experimental designs
1 To identify attributes and levels that have been used in previous stateférence
experiments in general practice
Methods:

Search terms have been developed based on previous systematic reviews of stated preference
methods and primary care

Databases:

1 Medline via OVID

1 EMBASE via OVID

1 HMIC via OVID
Eligibility criteria:

I Topic: $ated preference methods used in general practice service design, delivery,
and improvement. To compare different attributes within general practice

T Study type: Stated preference experiment studies (comparing different attributes of
general practice servis with each otheg NOT with other services eg GP versus
hospital)

1 Language: English language full text available

1 Year of publication: 1980 to present, based on trends of stated preference methods
use

Exclusion criteria:

1 Where the context is general price, but the stated preference experiment is not
about general practice services eg medical careers; using general practice population
to investigate preferences for other services (eg hospital versus general practice). Can
include preferences of patiestwith a specific disease/characteristic and their
preferences for different attributes in general practice, but not preference for clinical
treatments.

1 Where another service is conducted within general practice eg screening, but the
experiment is abouthe other service (breast screening) and not general practice. Or
where the experiment is about a specific disease/condition management programme
within general practice.

1 Doctors preferences about medical services.

9 Decision making at an individual patiedihical decision (medication, treatment,
screeningg ie not comparing service attributes)

Data extraction:

Narrative synthesis of similar designs;
List of attributes and levels;

Quiality control
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Search strategy for Medline and Embase:

1

© 00 ~NO Ol h~WN

PR R PR R R R
NOoOUNWNRO

18
19

20
21
22
23
24
25
26
27
28
29
30

primary care.tw.

exp General Practice/

general practi*.tw.

GP.tw.

general practitioners/ or physicians, family/ or physicians, primary care/
Nurse Practitioners/ or Primary Care Nursing/

family doctor*.tw.

family practice.tw.

primary medical care.tw.

family medicine.tw.

family physician*.tw.

primary health care/

or/1-12

discrete choice.tw.

stated preference*.tw.

Stated choice.tw.

(choice or preference*) adjl (experiment* or scenario* or set or analysis or
exercise).tw.

conjoint adjl (analysis or eggment* or measurement or stud*).tw.
(paired comparison* or pairwise choice* or functional measurement or-panth
utilities).tw.

Best worst.tw.

Maxdiff.tw.

Dichotomous choice.tw.

Contingent adj1 (valuation or weighting).tw.

Willingness to pay.tw.

Ranking exercise.tw.

Trade off.tw.

Standard gamble.tw.

measure of value.tw.

or/14-28

13 and 29

Search strategy for Health Management Information Consortium (HMIC)

©O© 0 ~NO O1THA~ WDN B

B R R R
N WwWNRO

primary care.tw.
general practi$.tw.
GP.tw.

Nurse Practi$.tw.
Primary Care Nurs$.tw.
family doctor$.tw.
family practice.tw.
primary medical care.tw.
family medicine.tw.
family physician$.tw.
primary health care.tw.
or/1-11

discrete choice$.tw.
stated preference$.tw.
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17
18

19
20
21
22
23
24
25
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Stated choice.tw.

(choice or preference$) adjl (experiment$ or scenario$etror analysis or
exercise).tw.

conjoint adj1 (analysis or experiment$ or measurement or stud$).tw.
(paired comparison$ or pairwise choice$ or functional measurement orvpanth
utilities).tw.

Best worst.tw.

Maxdiff.tw.

Dichotomous choice.tw.

(Contingent adjl1 (valu$ or weight$)).tw.

Willingness to pay.tw.

Ranking exercise.tw.

Trade off.tw.

Standard gamble$.tw.

measure of value.tw.

or/13-27

12 and 28
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Appendix 17. General practice D€@tew—table of papers

Author Year | Location Aim and context DCE development DCE design Survey design Most
work important
attribute
Ahmed, A. 2010 | USA Georgig Investigate population | No information on 3 attributes Computer aided Appointment
Fincham, J. § 2011 preferences for Retail | development of 2*3 levels telephone interview to | wait period
(227, 228) clinics with nurses ovel| attributes and levels. | 2 clinical scenarios.| internet panel (preferences
G§KS R2 O 2 NJ No pilot Full factorial design | representative of the | varied by
Policy context of 16 tasks. local area. symptoms)
increasing retail clinics ? alternative traded | Response rate 33.1%
off ¢ rated yes or 493
no.
Boonen, L. H| 2011 | Netherlands | Investigate population | Literaturereview of | 8 attributes Internet survey with Extended
Donkers, B. preferences for patient preferences. | 2*5, 3*1, 4*2 levels | representative panel. | telephone
Schut, F. T. services. Consultation with 2 survey versions | Survey included: access
(223) To help insurance health insurers, (copay vs. demographics, current | (status quo biag
companies develop pharmacies, and the | discount). service utilisation, ¢ preferred
channelling strategies | Dutch GP association 3 unlabelled attributes of current own practice)
(incentives and Focus on realistic alternatives. service, patient
disincentives) to get choices for attributes | Status quo option in| preferences for
patients to use and levels. 2 tasks. attributes, pharmacy
different services Piloted¢ no details D-optimal design. | DCE.
14 tasks per person| Response rate 80%
1907
Caldow, J. 2007 | UK Scotland| Investigate the Literature review and| 5 attributes Postal survey, sent fronl Who you see;
Bond, C. acceptability of Practicq focus groups 2*2, 3*1, 4*2 levels | 22 general practices. | doctor or nurse
Ryan, M. Nurse vs. Doctor led | regarding important | 3 unlabelled Survey included:
Campbell, N. treatment for minor factors when patients| alternatives. experience of surgery
C. illness. consult. Optoutin 3 gs visit, demographics,
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Miguel, F. S. Policy context of Pilot on 50 people Fractional factorial | satisfaction with the las
Kiger, A. increased use of and testretest design. appointment, attitudes
Lee, A. practice nurses validity checked on 43 8 tasks per person | and perceptions
(210) people in focus group towards doctor/nurse
led care, and
preferences for
doctor/nurseled care.
Response rate 49%
1343
Cheraghi 2007 | UK Ly @SaidAaA3al G Literature review of | 2 surveys: generic | Postal survey sent from Thorough
Sohi, S. 2007 | Manchester | priorities for the the attributes d and patient centred.| 6 general practices. physical
Hole, A. R. | 2008 organisation of the primary care. 3 symptom No other details about | examination
Mead, N. consultation. t Af 20 & G dzR scenarios (2 in each survey. (preferences
McDonald, R Policy context of I £ 2dzRQ |j dzI| survey) Response rate: 53% | varied by type
Whalley, D. delivering patient interviews and 6 attributes each (9| 1193 of
Bower, P. centred care. guantitative pilot on | total) appointment)
Roland, M. 30 people to test 2*7, 4*2 levels.
(198, 199, survey properties 2 unlabelled
209) alternatives.
No opt out
D-efficient design
18 tasks (2 sets of 8
plus 2 to test
consistency)
Danyliv, A 2015| Ukraine Investigate population | Literature review of | 8 attributes In person interviews Attitude of
Pavlova, M preferences for the previous primary care 2*7, 3*1 levels sampled from nationally medical staff
Gryga, | organisation of out DCEs. 2 unlabelled representative
Groot, W patient (including Pilot on 55 people alternatives, one household survey
(224) primary care) services, fixed throughout to | Survey included:

including cost

represent current

practice.
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Contribute evidence of
wO2yadzy SND

Orthogonal main
effect fractional

Demographics; health
status; any medical

to national policy on factorial design. education
healthcare reform 16 tasks Response rate not
calculatedg 303
Gerard, K. 2005| UKEngland | Ly @S & G A 3| G { Literature review. 6 attributes Paper survey handed | Being kept
Lattimer, V. preferences for Review of national 3*6 levels out/posted out to informed about
(211) characteristics of and local policy 2 unlabelled patients attending day | waiting time.
emergency primary initiatives Steering alternatives. time emergency care
care services during th{ committee advice No opt out appointments.
day. Interviews with key | No information on | Included:
Policy context of new | stakeholders (no the design dthe demographics,
services to provide further info) choice tasks experience of
urgent day time Piloted (no info) 10 tasks emergency care and
services. health services
generally, current
health, and ease of
survey
Response rate/1%-
432
Gerard, K. | 2008 | UK Ly@SadaA3al G Literature review 4 attributes Paper survey handed | Seeing a doctor
Salisbury, C. England preferences for booking including policy 2*2, 3*1,4*1 levels | out by receptionists in § of choice
Street, D. appointments. documents. 2 symptom general practices.
Pope, C. Policy context of 7 semistructured scenarios Survey included:
Baxter, H. increasing speed of interviews with 2 unlabelled AYTF2 2y (2K
(212) access to routine GP | patients. alternatives. appointment,
appointments Pilot survey with 29 | No opt out plausibility of the

peopleg qualitative
and quantitatively
analysed

D-efficient design
8 tasks (4 for each
symptom scenario)

attribute levels used,
two internal consistency

checks, demographics,
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and current health
status.

Response rate: 94%
1052

Gerard, K 2014 | UK InvestigaS LJ- { A { Literature review. 4 attributes Paper survey handed | Consulting own
Tinelli, M preferences for doctor | Expertise within the | 2*2, 4*2 levels out by receptionists in § doctor
Latter, S vSs. nurse prescribing in research team. (different for general practices. (relational
(213) minor illness. Nurse National patient doctor/nurse) Survey included: continuity)
prescribing is a survey data on nurse| 3 labelled demographics, current
potential policy prescibing and GP | alternatives (doctor,| health, and use of
solution to increasing | satisfaction. nurse, do nothing). | primary care services.
access to medicine Pilot on 12 people Orthogonal Response rate: 451
quantitative fractional factorial | responses (unable to
design. monitor response rate)
5 tasks (1 to check
internal
consistency)
Gerard, K. | 2012| UK Ly@SaidaA3al G Researchteams 4 attributes Paper survey handed | Consilting own
Tinelli, M. preferences for who interpretation 2*3, 4*1 levels out by receptionists in § doctor
Latter, S. prescribes medication [ 3Sy SNR O 3 labelled general practices.
Blenkinsopp, for long term characteristics" alternatives Survey included:
A. conditions. known to be (prescribing Demographics
Smith, A. Non-doctor prescribing | important and LIK I N I OA &| experience of general
(214) is a potential policy tailored for the R2 Ol 2 NE ¢ | practice, health status,

solution to increasing
access to medicine

context of non
medical prescribing.
Used national survey
data to define levels
Pilot on 12 people
guantitative

R2O0G2NE 6 &
fixed throughout))
No opt out.
Orthogonal
fractional factorial
design.

experience of non
medical prescribers, us
of prescriptions,
expectations of being
prescribed medication

today.




244

5 tasks (1 to check
internal
consistency)

Response rate: 451
responses (unable to
monitor response rate)

10 | Haas, M. 2005 | Australia Investigate population | Qualitative researcly | 7 attributes Paper survey delivered| Trust in
(230) Sydney preferences for non no further details 2*5, 4*2 levels to randam sample by | provider
health attributes of 4 survey versions | market research
care within a general with different company (had to have
practice consultation. reasons for been to GP in last
To explore why people attending GP. 6mths).
change GP 3 labelled Survey included:
alternatives Evaluation of their most
(current GP recent GP visit against
(specified in first the attributes of
part of survey), interest, demographics,
hypothetical GP, or | health care utilisation.
another GP Response rate: 88%
(unspecified). 128
Design not specified
24 tasks
11 | Hjelmgren, J.| 2007 | Sweden Investigate why Literature and policy | 5 attributes Randomly allocated Influence over
Anell, A. patients choose review. 2*3, 3*1, 4*1 levels | postal survey. the care
(225) different primary care | Pilot for clarity m 15 | 2 unlabelled Survey included: received
models¢ in particular | people alternatives. Demographics, health
individual doctor vs. No opt out status (E@D), health

primary care team.
National debate over
models of primary care

Fractional design
with fold over.
4 tasks

care utilisation,
experience oprimary
care services, rating of
attributes

58%- 928
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12 | Lagarde, M. | 2015 | UK Investigate factors Literature review of | 6 attributes Internet survey with Waiting time
Erens, B. England which influence NHS policy 2*4, 3*1, 4*1 levels | representative existing | for
Mays, N. LI GASy (G &aQ |interventionsto 2 labelled market research panel.| appointment
(215) with a general practice| improve access to alternatives Survey included:
New policy to allow general practice. (‘practice in your Demographics,
patients more flexible | RCT of a pilot to allow neighbourhood’; satisfaction with current
registration outside of | patients to register 'practice outside GP and services offere(
one geographical area. out of area and why | your by practice primary
they choose to do neighbourhood") care utilisation, health
this. No opt out status.
Pilot with 10people | Orthogonal Response rate not
followed by interview | experimental design calculated. 1706
debrief. for pilot then responses analysed
Second Pilot with 68 | Bayesian Exfficient
people quantitatively | experimental
analysed to produce | design.
priors 16 tasks.
13| Longo, M. F.| 2006 | UK Ly @SaidaA3al G Literature review of | 5 attributes Postal survey sent to | Doctor listens
Cohen, D. R. Wales preferences for the shared decision 2*3, 3*2 levels patients taking part in
Hood, K. characteristics of a making and sk 2 alternatives; one | RCT (20 general
Edwards, A. wa dzOOS & a F dzl communication. was constant practices)Patients had
Robling, M. consultation. In The first 74 surveys | throughout to have one of 4
Elwyn, G. particular shared were considered a No opt out. symptoms. Survey sent
Russell, I. T. decision making and | pilot D-efficient design. | 6mth after
(216) risk communication. 14 tasks. appointment.

Context of a RCT of GF
communication skills
education

Survey included:
Ranking of all attributeg
experience of last

consultation, ease of

completing survey, timeg




246

taken to complete
survey.

Response rate: 78%
565

14 | McAteer, A. | 2015| UK Ly@SadaA3al G{Asymptomsurvey | 6 attributes Postal survey to 1370 | Waiting time
Yi, D. care seeking behavioul 2*1, 4*2, 6*2, 8*1 patients (across 20 for
Watson, V. and explore which levels. general practices) who | appointment
Norwood, P. service attributes effect 3 symptoms completed previous (differed by
Ryan, M. decisions to seek care. (diarrhoea, survey and agreed to b{ symptoms)
Hannaford, Context of developing dizziness, chest contacted again.
P. C. interventions to pain) Little info on what
Elliott, A. M. encaurage efficient 3 unlabelled survey included,
(217) health care utilisation alternatives, one do| respondents asked to
nothing. rate the seriousness of
D efficient design | the 3 symptoms.
with restrictions to | Responseate: 63.1¢
ensure realistic 851
choices
24tasks (8 per
symptom)
15| Pedersen, L.| 2012 | Denmark Investigate population | Literature of 7 attributes Internet survey with Waiting time
B. preferences for the attributes of primary | 2*2, 4*5 levels representative panel. | for
Kjaer, T. organisational aspects| care (including 2 unlabelled Survey included: appointment
Kragstrup, J. of general practice and| previous DCES). alternatives. Tasks | Use of and satisfaction
Gyrd compare these vt Quialitative interviews| completed twice, with GP, information
Hansen, D. GPs perceptions of with GPS and one forced choice, | about the levels of each
(119) LI G A Sy daQ | patients. Practice and one with opt | attribute in current

Context of agency
relationship between

doctors and patients

visits. Focus groups
with policy maker
GPs.

out.
Bayesian efficient
main effects design,

practice, demographics
Response rate not

calculatedg 698
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Piloted on 28 people
to check
understanding

4 tasks (but
repeated twice so 8

16 | Rubin, G. 2006 | UK Investigate patient Literature review. 3 attributes Paper survey handed | Choice of
Bate, A. preferences when Discussion with 2*2, 4*1 levels out in 6 general doctor
George, A. making a routine patients and GPs. 2 unlabelled practices. (difference
Shackley, P. appointment for a GP. | Pilot with 63 people | alternatives Survey included: between adult
Hall, N. Policy context of from a single practice| No opt out. Demograpitcs, and child)
(218) increasing speed of - tested Orthogonal design | previously validated

access to routine GP | comprehension, ease| with dominance items on reason for
appointments of completion, and excluded. appointment.
test-retest stability 7 tasks Response rate: 55.2%
1153

17 | Scott A, 1999 | UK Investigate patient Literature review of | 5 attributes Postal survey randomly] Being able to
Vick S Scotland preferences for patient satisfaction 2*4, 4*1 levels sent to 125 patients at | talk to the
(219) attributes of the with geneal practice. | 2 survey versions | each of 35 general doctor

doctor-patient Heavily influenced by| with different practices.
relationship within the | prior study (see 21) | symptom scenarios| Survey included:
consultation. (mild/sever low Demographics; health
Context of increased back pain). state; attitudes towards
promotion of shared 2 unlabelled changing doctors
decision making as a alternatives (consumerism); past
feature of patient No opt out experiences whether
centred care. Full factorial design, had low back pain
One non dominated| beforeand last GP visit
alternativeconstant | in terms of attributes.
throughouit. Response rate: 18.4%
8 tasks 734

18 | Seghieri, C. | 2014 | ltaly Investigate population | Literature review. 3 attributes Computer aided Own GP
Mengoni, A. Tuscany preferences for Semistructured 3*3 levels telephone survey with | (continuity of
Nuti, S. interviews with representative panel. | care)
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(226) different models of primary care 2 unlabelled Survey included:
primary care. managers. alternatives. No opt| patient experience and
National debateover Focus groups with out. satisfaction; ranking of
models of primary care| patients to validate | Full factorial design| attributes; current
specifically around attributes and levels. | - paired using health status;
individual versus team | Prepilot on 34 peoplel systematic level demographics.
models. to test optout and changes to protect | Response rate:
internal consistency | orthogonality. 47%- 3372
Second pilot on 4 tasks
further 34 people
19 | Tinelli, M. 2015 | Europe: Investigate and Literature review of | 5 attributes Paper survey hated Best care
Nikoloski, Z. Germany compare patient previous DCEs. 4*5 levels outin 9 (2 German, 3 | (status quo bias
Kumpunen, Slovenia preferences for genera| Discussion with the | 3 unlabelled English, 4 Slovenian) | ¢ preferred
S. England practice consultations | research team, alternativesc one general practices. own practice)
Knai, C. across Europe. experts, patients, and status quo. Survey included:
Pribakovic PanEuropean policy | their representatives. | D-optimal approach | Describe 'current GP
Brinovec, R. priority of Feasibility pilot with | 5 tasks (1 practice' in terms of the
Warren, E. understanding and 57 people dominated to check| attributes and assign
Wittgens, K. increasing patien With in-person survey| internal levels; demographics;
Dickmann, P, choice. approach, resulted in| consistency). health status; health
(222) new survey. Vignette was a non | care use.
Pilot attributes and urgent issue Response rate: 82%
levels with furthe 36 692
people.
A further test of the
first 15 people in each
country
20| Turner, D. | 2007 | UK Ly@SaidaA 3l G Qualitative semi 4 attributes Postal survey to See a person
Tarrant, C. preference for structured interviews | 2*3, 4*1 levels patients at 9 general who has
Windridge, continuity of care with patients and 3 symptom practices. 20 non information
K. compared with other | carers about their scenarios. English speakers about your
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Bryan, S. aspects of a primary | priorities for using 2 unlabelled completed survey medical
Boulton, M. care consultatn. primary care services| alternatives. No opt| through interview in history.
Freeman, G. Policy context of List ofattributes out practice. (preference
Baker, R. increasing speed of reviewed by memberg Fractional factorial | Survey included: varied by type
(220) access to routine GP | of the research team.| design. Health status, health | of
appointments - Piloted with 28 14 tasks (7 each for| care utilisation, appointment)
concern about the people, 16 2 of the 3 symptom | demographics
effect on continuity of | interviewed scenaios) Response rate:
care 47%- 646
21| Vick, S 1998 | UK Investigate patient Literature review 6 attributes Paper survey handed | Being able to
Scott, A Aberdeen preferences for 2*4, 3*2 levels out in general practice. | talk to the
(221) attributes of the 2 survey versions | Survey included: doctor
doctor-patient with different Rating of each attribute
relationship within the symptom scenarios | ease of survey; time to
consultation. (mild/sever low complete survey;
Context of increased back pain). demographics; health
promotion of shared 2 unlabelled state; attitudes towards
decision making as a alternatives changingdoctors
feature of patient No opt out (consumerism); what
centred care. Fractional factoal | they would be doing if
design. One non not at the doctor (to
dominated understand willingness
alternative constant| to wait)
throughout. Response rate: 63%
13 tasks 101
22 | Zickafoose, J| 2015 | USA Ly@SadaaA 3l G Literature review of | 8 attributes Internet survey with Waiting time
S preferences for medical home 2*2, 3*1, 4*5 levels | nationally for

DeCamp, L.

R.
Prosser, A.

(229)

features of enhanced
access to primary care|

programs to identify
attributes of
enhanced access.

2 unlabelled
alternatives
No opt out

representative panel.
Oversampled for non
white respondents.
Survey included:

appointment
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New policy emphasis
on advanced access to
improve care.

Discussion with
paediatriciansaand
primary care
managers.
Qualitative interviews
with parents.

Pilot- 20 parents;
WiKAY 1 2
gualitative interviews.
Pretest on 122
parents

Fractional factorial
design
8 tasls

All children in family
demographics, and
parentreported child
health. Parents asked t
complete survey for 1
child

Response rate: 41.2%
820parents
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Appendix 18. General practice DCE revi¢able of attributes

and levels
Attribute Level No.
Studies
Price $59; $75 6
Cost of appointment to patient £0; 8; 18; 28

Copayment or Discount
User charges (per visit)
Size of patient payment

£1,3,5,75,15, 25,40, 75

Caopay: 0; 3; 6; 9: Discount: 0; 3; 6; 9 eU
0; 100; 200; 300 SEK

20; 60; 100 euro out of pocket

Form of patient payment

Informal payment; Fonal payment

Appointment wait time

Number of days waiting for an
appointment

Waiting time for noremergency visit
Waiting time between contact and gettir]
advice

Length of time in days booked in advan
for an appointment

How quickly you can normally be
seen by a GP in this practice
Typical waiting time to the appointment
(with a nonacute problem)

Time to appointment

Booking time

Waiting time for consultation

Sick visits

Checkups and physicals

Accessibility

Waitingtime for visit

Same day; Wait 1 day or more

Same day; Next day; 2 days; 5 days

0 hrs; 1hr; 6hrs; 1day; 3days; 8days

2; 4; 7 days

0; 2; 4; 8 days

Less than 2 days; 2 days of more

4.5 hours; 2.5 hours; 0.5 hours

Same day (within 24 hours); Next dayttfim
48 hours; 5 days later; 10 days later

Same day; Next day; A few days later; /
week or more

Same day; 3 days; 1 week; 2 weeks

Same day; Within 48 hours; In 4 days; In 10
days

Next day; Within one week; Within 2 weeks
You are seen on the same day; You wait twi
days for the consultation; You wait five days
the consultation; You wait 10 days for the
consultation

Rarely the same day, usually in 1 to 2 days;
Usually on the same day but may be asked
wait 1 to 2 days, depending on how sick chil
is; Always on the same day if requested; We
in on a firstcome, firstseve basis

Usually available within same dayltevk;
Usually available within 1 to 2 wk; Usually
available within 2 to 4 wk; Usually available
within 4 to 8 wk

Next day at surgery (nurse prescriber); Next
day at Walk in clinic (nurse prescriber); 2 day
later at surgery (doctor); Next day at surgery
(doctor)

0; 9; 180 minutes

17

Typical waiting time on the telephone

1; 5; 15; 30 minutes
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Waiting time in front of the office
Typical waiting time in the waiting room
Waiting time

10; 45 min
5; 10; 20; 30 min
15; 20; 30 minutes

Distance from your home address t¢
the GP

Travel ime

Where patient is when advice given

5; 15; 25; 35 min

15; 60 min

0 miles (at home); 5 miles; 15 miles
5; 15; 30; 45 min

1;5; 15; 30 km

Care settingclinician combinations

Physician at a prate practice; Nurse
practitioner at a clinic within a
supermarket, discount store, or chain
pharmacy

Practice assistants available

Physicians specialisation

Who you see

Who gives the advice

Who booked to see

Who performs routine tasks (eg blood
samples, tests for allergies, vaccination)

Yes; No

General practitioner (district/family
doctor/internist); Medical specialist

A doctor; A practice nurse

Doctor; Nurse; None of the above (paramed
Nurse; Doctor, any availabile (not of choice);
Doctor of choice

Who you consullt GP; Nurse
You consult a GP; You consult a nurse
Length of consultation 5; 10; 20; 30 min

Time available for consultation/treatmen
Length of appointment in minutes
Average time allocated to the
consultation

Length of time

10; 20 minutes

10; 20; 30; 40 minutes (nurse prescriber): 5;
15; 20 minutes (doctor)

5; 10; 15; 20 min

Less than 10 minutes; More tha@ tinutes
5; 10; 15min

Being able to talk to the doctor

t N2FSaairz2yltQa I
on your problme/medicine(s)

Attention paid by professional to your
views about medicines

Doctor listens

Being able to talk to the GP

The doctor des not seem to listen to what
you have to say; The doctor seems to listen
what you have to say

Appears to listen; Appears not to listen
Appears not to listen; Appears to listen
Doctor does not seem to listen; Doctor seen
to listen

GP does not listen; GP listens

Eliciting patient ideas
Doctor takes notice of what you say
about your health (legitimation)

The doctor is interested in your own ideas
about what is wrong; The doctor is not
interested in your own ideas about what is
wrong

Yes; No
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52002NDa SELX Iyl
t NEFSaarzylttQa ¢
explanations about your medicine
How easily the information is
understood

Dt Q4 ¢2NR&a FyR §

¢tKS R200G2NDRa ¢2NRA
RAFFAOMA G (2 dzy RSN
explanations are easy to understand
Difficult to understand; Easy to understand

Information about your health problem
and its treatment

Information you want

Amaunt of infomration about your
health problem and its treatment
Information about your health
problem

Information about your treatment
Doctor gives you information

The doctor gives you a lot of information
Always; Most of the times; Rarely/Never
The dctor give you a little information;
A small amount; A moderate amount; A larg
amount

A lot; A little

If you ask for it; Whether you ask for it 0
not; Only about where you can get
information; No

Doctors interpersonal manner

Attitude of medical staff

Doctor treats you with dignity
(dignity)

Doctor is trustworthy (trust in doctor,

Warm and friendly; Formal and Buisnesslike
Polite treatment of medical staff; Arrogant
treatment of medical staff

Yes; No

52 00 2 NDaofthepatienft SR 3
Continuity of helth professional

Choice of doctor

Relationship

Continuity

The doctor has access to your medical note:
and knows you well; The doctor has access
your medical notes but does not know you
well

Yes; No

Your choice of doctor; With any available
doctor

Who you do not know; Who you know and
trust

See the same physician for nearly all checkt
and some sick visits; See whoever is availak
for well and sick visits

Information

Who has information about your full medical
history; Who does not have information abo
your full medical history
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Shared decisiemaking

Patient influence over care recieved
Who chooses the treatment

Listened to and involved in decision
making

Doctor accepts your decisions abou
your health

The doctor involves you in decsions abg
treatment; The doctor does not involve
you in decisions about treatment
Large influence; Limited influence

The doctor chooses the treatment for
you; The doctor aboses the treatment
considering your opinion; You and the
doctor make a joint decision; You choos
O2yaARSNAYy3I (G(KS R?2
Always; Most of the times; Rarely/Neve
Doctor chooses; You choose; Both choc
GP; Joint; You

Yes; Yes, but also givadvice/opinion;
No, but tells you about his/her decision;
No

Likelihood of having illness cured

75%; 80%; 85%

Chance of a satisfactory outcome

Poor chance; Fair chance; Good chance; Ve
good chance

Best care

Always; Most of the times; Rarely/Never

Certificate of Quality

No quality certificate; Yes, a quality
certificate

Quality of contact with service

Not enough time with service to deal with
problem, and interruptions; Enough time, bu
interruptions Enough time, no interruptions

Practice type
Primary care work model
Primary care provider

Solo practice; Pharmacy and GP; Prima
care centre
Registration with GP; Registration with prima
care team
hySQa 26y Dt T | LN}
professionals); Another GP in the same
practice

Choice for individuals

Individual choice of provider (GP or team); N
choice

Choice of appointment times

One appointment offered; Choice of
appointment tmes offered

Thoroughness of physical examination

The doctor gives you a thorough physical
SEFYAYIGA2YyT ¢KS R3
examination is not very thorough

Biopsychosocial perspective

The doctor asks about your social and
emotional wellbeing as well as physical
symptoms; The doctor asks about your
physical symptoms only

Doctor recognises your pain/distres
(support for emotional distress)

Yes:; No
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Extended telephone access

Making contact through two or more
telephone calls or if integrated with
NHS Direct, one call, else in person
nearest ambulatory facility
Communication outside office visits

Yes; No

Single call; In person; Neither of above
Telephone advice only dag office hours and
no email; Telephone advice 24h, 7 d/wk anc
no email; Telephone advice 24h, 7 diwk anc
nonurgent email; Telephone advice 24h, 7
d/wk and urgent and nonurgent email

Convienience/availability

Whether the practice is open on
Saturday and Sunday morning (8am
12pm)

Whether the practice is open at
lunchtime (122pm)

Whether the practice has extended
opening hours either 7-8am or 6
8pm

Opening hours (besides normal opening
hours)
Weekday hours
Late hours
Weekend hours

Normal working hours only; Normal working
hours and out of hours (evenings and
weekends)

Yes; No

Yes; sometimes; never

No extended opening hours; Open on
Saturdays

3 Full days and 2 half days a week; 5 full day
week

Nooffice hours after 5 pm; 2 Evenings per w
5to 8 PM; 4 Evenings per wk; 5 to 8 PM

5 Evenings per wk; 5to0 8 PM

No weekend hours; Half day on Saturday; F
day on Saturday; Half days on Saturday anc
Sunday

Informed of expected wait

No information; Some information; Full
information

Help offered by professional

Only advice provided; Diagnosis and advice
provided

Doctor reassures you (reassurance

Yes; No

Health review covers

High blood pressure only; High blood presst
and review of overall health

Whether the practice meets your
specific health needs

Yes; No

How well the practice knows the
health care services (eg hospital,
community nurses ect)

The practice has pwous experience with
most of the health care providers in you
neighbourhood; The practice does not
have previous experience with most of
the health care providers in your
neighbourhood

Action you take

Self care; Practice nurse; NHS24/NHS Direg
Phamacist; Complementary practitioner; GH

Diagnostic faciliies

A lot of diagnostic facilities; Some diagnostic
facilities; A few diagnositic facilities

State of the medical equipment

Modern medical equipment; Outdated
medical equipment

Maintenance of the office

Odf 221 Ay3 LKeaAOALlY
LKeaAOAFYQa 2FFTAOS
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Appendix 19. All attributes developed by theresearch group

The initials in the right hand column indicate@searchers who voted for the attribute in
their top 10 priorities.

Involvement

My general practice involve patients in how the practice is run

1

My general practice welcome feedback and actively try tofgedback
from patients in many different ways.

2 | My general practice has an active patient participation group. They GP, MK,
support the group but encourage the patients to take control. They seq¢ RC, GS
advice from the patient group and share their plans (includinginess
plan) with the patient group

3 | My general practice involve patients when they are recruiting new staf

Inter-personal care (how my general practice treats me)
Professionalisnq attitudes, respect, behaviour, confidentialityghaocacy
At my general practice all the staff are clearly caring and respectful

4 | Itis clear that the doctors and nurses care about me as an individual| TF, MK, AD

want to help me be healthy

5 | My general practice provide me with help to communicéténglish is RM

not my first language

6 | My general practice provides a confidential space for me to talk and  ZN

listened to

7 | The doctors and nurses are polite, friendly and treat me with respect,

they do not judge me

8 | All the staff are aware how the community in which | live might suppag

limit my health and the decisions | make about my health.

9 | My doctors work to promote and protect the health and rights of me § PG

my community

10 | All the staff at mygeneral practice are polite, friendly, helpful, and trea) GP, RC, GS

me with respect, they do not judge me

11 | The receptionists respect my privacy and my decisions about who | w

to see. They do not ask me about personal details when other people
hear.

12 | My doctors and nurses respect my personal space during consultatio

13 | My doctors and nurses respect my privacy and dignity during physicg PG

examinations

Communicatiorg, listening, speaking, reading, writing, body language
It is easy tdalk to people and get the information | need at my general practice

14

My doctors and nurses are interested in finding out about me

15

There is clear information that | can understand about how my gener
practice works

MK, GS

16

The receptionists are friendly, chatty, and easy to talk to

PG

17

There is clear information that | can understand about prescriptions,
to order them, what they cost, and how to get a repeat prescription

18

My doctors and nurses listen to whatays

PG, AD

19

The receptionists and management staff listen to what | say

20

My doctors and nurses have a warm and friendly manner (not formal

businesdike)
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Patient centred

The doctors and nurses at my general practice treat me as an individual
21 | | get written information about my condition, that is specific to me, thg
is clear, and that | can understand

22 | My doctor is interested in my ideas about my treatment and happy to
discuss these with me

23| My doctor explains the different treatment options available to me, thf MR, GP, TR
benefits and harms of each option, and helps me to come to a decisi{ AD, MK,
about my treatment RC, RM

24 | My doctors and nurses are interested in me as a person andfeniyot
just an illness or disease)

25| My doctors and nurses ask me about my social and emotional wellbe
as well as my physical symptoms
26 | My general practice offers a range of different treatments and service
Including drugs, information, adb&, peer support, community groups,
financial and social support, and activities to help me stay healthy an
prevent me from getting unwell.

27 | My doctors and nurses do not judge the decisions | make about my | AD
treatment and are open to discussing alterivattherapies.
28 | My doctors and nurses will spend longer with me if this is important | ZN
29 | My doctors and nurses words and explanations are easy to understa
30| My doctors and nurses are interested in my ideas about what is wron
with me

Access (how | access my general practice)

Personalised access

My general practice recognises me as an individual and is flexible about how | use the service
31| My general practice offers a range of appointment times that fit with n| ZN

health needs and thether parts of my life (work, school, family)

32 | My general practice offers a range of ways of contacting a doctor or n

(faceto-face, telephone, online)

33| I can plan appointments in advance, to fit in with the other parts of my RC

life (work,school, family), to review my existing health problems

34 | | am involved in deciding how often, and how (faodace, telephone,

online) my existing health problems are reviewed

35| My practice work with me to reduce the number of visits | have toenal

to the general practice. For example by offering blood tests on the sai

RFe& a FLWLRAYylGYSyilia 6KSNB Ll2aaAa

36 | My general practice are flexible about the length of appointment | can

have with the doctor or nurse

Access
It is easy to make an appointment to see someone or get help from my general practice

37 | My general practice is open at times when | want to see a doctor or n ZN

38| If I have an urgent problem | can drop in and wait to see a doctor MK

39| Itis easyto make an appointment at my general practice MR, PG

40 | | can make an appointment fag¢e-face, by telephone, or online

41 | Itis easy to get through to someone at my general practice by phone

42 | There are lots of ways to contact my gengueadctice, for example by GP, RC
phone, faceto-face, by email, Skype, online, or by text
43| | have access to my personal electronic record online
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44 | My general practice tell me about significant test results or new diagn
faceto-face rather than orhe

45 | My general practice offers home visits if | cannot get to the practice il PG
person

46 | My general practice offers many different services such as being able
see a physiotherapist, pharmacist, dietician, and psychologist, as we
or insteadof a GP or nurse

47 | 1 do not have to pay to use any services at my general practice RM
48 | There are doctors and nurses in my general practice who have differq TF
strengths and interests. The general practice make this clear so | can
make a decision about who to see.
49 | My general practice can prescribe social activities (exercise, gooigls, | MR
financial support) if we think it might help me live well
50 | My general practice is close to where | live

51| Itis easy to join my general practice and easy to leave whenever | wé
52| I can get an appointment to see a doctor within 24 hours
53|]L R2y Qi KIFI@S G2 gl Al | t2y3 GAY
appointment is due

54 | | can easily get through to the receptionists by phone at my general
practice

Equality of access
My geneal practice cares about helping people who find it difficult to get help
55 | My general practice put the most work and resources into the patients| TF
my practice with the worse health and those who are least likely to ask
help.
56 | My generalpractice is flexible and treats people according to their neeq
rather than their status
57 | My general practice tries to employ people who represent my local
population as that | can relate to them
58 | My general practice help me to avoid hidden costsolvhmight stop me
getting help. They:
1 Do not have an expensive telephone number
1 ¢KSe8 3IABS YS I ROAOS 20SN) GKS§
1 If 1 do have to travel | can get an appointment during the day w|
| can use my free bus pass
1 The general pretice make sure that everything can be done wh
L Y GKSNB FyR L R2y Qi KI @S
appointments

Continuity (My general practice is stable & | know what to expect from them)
With an individual
| know what to expect from ngoctor/nurse

59 | | know and understand my doctor and nurse and they know and
understand me

60 | | have a relationship with my doctor and nurse

61 | | have a named doctor or nurse who | see regularly
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With the practice
I know what to expect from ngeneral practice

62|L 1y26 6KIFG G2 SELISOG FTNRY Yeé 3
things, this helps me plan my healthcare
63 | | know the reception and admin staff at my general practice and they K
and understand me
64 | There is always familiar and friendly face when | go to my general
practice

Information continuity

My general practice take care to record information about me and my care
65 | My doctors and nurses have access to my medical notes and know n MR, TF, AD

and my history RC, GS

66 | My general practice gets my discharge letter and completes any wor

within it promptly

Long term care (over time)

My general practice is permanent and | know what to expect over time
67 | My doctor and nurse and | have a longstanding trusting relationship | PG, TF
68 | | am confident | will be able to see the same doctor/nurse for all my

health needs over a number of years

69 | My doctor and nurse has known me for a long period of time

70| | have to see different doctors or nurses for different problems and

treatments (eg blood test) at my general practice

71| The doctors at my general practice are not permanent and may work

different general practices

Consistency
| know to expect theame standard of care from everyone at my general practice
72 | |1 can choose which doctor or nurse | see TF, RC
73 | All the staff at my general practice know the policies and how things v
(like prescriptions). They all give me the same information apoattice
policies and how things work
74 | The doctors and nurses at my general practice all give me the same 4

Coordination of care (my general practice helps me organise my care with

other people and services involved)
Practice led
My generalpractice take responsibility for helping to organise my care

75 | My general practice help me manage my health by reminding me abg
appointments and checking | am OK if | miss appointments
76 | My doctor knows about people, activities, and services, lticale that | RM
might be able to help me live well and encourages me to use these
services if they might help
77 | My doctor and general practice work closely with all the other people| GP, MR,
and services involved in my health care. This helps to avoid mistakes MK, AD,
me yad L R2y QU KI @S (2 NBLISF{G Yeé|RMGS
important to me and my health.
78 | All the staff in my general practice work together as a team PG
79 | My general practice knows the carers (people, family, freenpaid
carers) who care for and about me.
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80

My general practice involves me in decisions about which carers are
involved in my care and what information they can have about me an
my care.

81

My general practice works with and supports my carerotdk after me
and help me live well.

82

My doctor and nurse finds out what has happened to me after they h
referred me to another service

83

My general practice actively help and support me to avoid getting un
rather than waiting for me to bemme ill

MR

84

My general practice is part of a larger group of practices that provide
of different services (it is not single handed) and work together

PG

Patient led
My general practice encourage me to plan and organise my own care

85

My general pactice give me (or help me find) the information, skills, a
resources that | need to manage my own health.

ZN, RC

86

My doctor and nurse encourage me and give me the confidence to
manage my own health

MK

Trust
| trust my general practice and tis¢aff that work there

87

| trust my general practice to act in my best interest and put me and 1
health first

TF, MR, PG

88

| trust my doctor/nurse to act in my best interest and put me and my
health first

AD

89

| trust how the practice works and thitis designed in the best interest
of me and other patients

GS

Hotel
My general practice care about the physical environment of the general practice

90

My general practice is in a warm, clean, and tidy building

TF, GP

91

My general practice is in a welcoming building.

92

In my general practice there is information on the walls which | can re
is useful, and is tidy and regularly updated

93

My general practice provide water and healthy food in the waiting roo

94

M& 3IASYSNJI € LIN} OGAOS 21LSya 6ST2N
to wait outside

95

All the staff at my general practice are dressed smartly

96

In my general practice the waiting room is comfortable and there is
entertainment for me and my faryi (music, information, toys, reading
material)

97

It is easy and safe to park at my general practice

98

My general practice makes it easy for me to know who | am talking to
what their role is.

99

The staff have hame badges and there are phaotoall the staff up in the
practice and online.
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Outcome
I am happy with the care | receive at my general practice

100

My doctor is able to tell me what is wrong with me within one (or twq
appointments

101

My doctor can give me treatment or refer ni@ someone who can
quickly

102

After | see my doctor, | am happy with the information (diagnosis),
advice, referral, drugs, or other treatment they have given me

GP, MR

103

My doctor and nurse help me to avoid getting ill

104

My doctor and nurse hplme to stay healthy to maximise my quality d
life

105

Itis likely I will be cured after seeing my doctor or nurse

106

| am satisfied with the outcome of my visit to my general practice

MK, ZN

107

| receive the best treatment and care from mgneral practice

GS

Competence (I think the care | receive from my general practice is good)
Of the practice
| have confidence in the standard of care | get from my general practice

108

My general practice have a process of checking that all their gatien
are getting the best treatment according to national guidance.

109

My general practice want to know if something goes wrong so they
learn from this. They let me know that they will investigate the

problem, and tell me and the rest of the patierstisout what they did to
YIS adzNB Ad R2SayQid KIFLWSy |3

MK, MR,
AD, ZN, RM

110

My general practice is well managed. It cares about the quality of cg
and other patients receive and the safety of patients and staff

GP, ZN,
RM, GS

111

My general pratice has a website that works and | can use it.
If there is a problem with the website the practice staff are quick to
notice and fix it.

Financial competence
My general practice is financially sound

112

My general practice does not stop me receivihg tare | need because
it costs too much, but they also try and save the NHS money when t
can.

GS

113

I am not concerned about the financial security of my general practic

Individual competence
I have confidence in the standard of care | get from the doctors and nurses

114

I have confidence in the skills and knowledge of my doctor and nurs

MR, AD

115

My doctor and nurse is well trained, up to date, and has a wide rang
knowledge and skills

GP, TF, RM

116

If something has gone wrong, my doctor or nurse will try to learn fro
GKA& a2 AlO0 R2SayQd KILWISyYy | 3L A
share their learning with other people.

RC, ZN, RN

117

My doctor and nurse tells me when thelgp not know something

118

My doctor and nurse are honest when they have gotten something
wrong

119

If my doctor or nurse see something that is going wrong that is outsi
their control, in my general practice or the NHS, they will tell someot




262

who can do something about it, even if this might be difficult for then
personally or professionally

120

My doctor and nurse provides a thorough physical examination

121

My doctor and nurse always takes my blood pressure

122

My doctors and nurselsave modern equipment to perform any tests

that need to be done

Management leadership
| have confidence that my general practice is well managed

123 | My general practice and all the staff are happy to consider change g GP, MK
working in different ways to sygort my care and the care of other
patients
124 | My general practice is small, so when change happens it happens
quickly and all the staff know about it
Transparency
My general practice is open and honest
125 | My general practice encourages feedback from me, acts on this RC, RM
feedback, and lets me know what they have done.
126 | My general practice actively promote how to give feedback or make
complaint.
127 | My general practice publish the result areport of their CQC
inspection and other information which help me to know if it is a goo
practice and well managed
Safety
My general practice provide safe care
128 | All the staff in my general practice aim to provide care which is safe| AD, ZN, GS

R 2 S an¢ike@ iny health worse
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Appendix 20. Final list of potential features to go into the survey

Access to care

Feature Potential levels of the feature

1 | How long your 2 minutes shorter than usual
appointment lasts
The same length as usual

5 minutes longer than usual

10 minutes longer than usual

2 | How many days you | Longer than usual
wait to get an

appointment The same as usual

Shorter than usual

4 | How you can talk to | Fewer options than now (face to face only)
the doctors and

nurses The same options as now (face to face and

telephone)

More options than now (current options and
online)

5 | When you can have | Fewer evening, morning, or weekend
an appointment appointments

The same times as now

More evening, morning, or weekend appointments

6 | How easy is itto get | More difficult than usual

a home visit
The same as usual
Easier than usual
7 |Howeasyitisto More difficult than usual
book an

appointment The same as usual

Easier than usual
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How | am treated during the appointment person centred care

supported to
manage your own
health

Feature Potential levels of the feature
8 | How the doctors and | More neutral and business-like than usual
nurses treat you
No change from usual
More friendly and personal than usual
9 | How well the doctors | Less carefully than usual
listen and pay
attention to you No change from usual
More carefully than usual
10 [ How involved you Less involved than usual
are in making
choices about your No change from usual
celtE More involved than usual
11 | How many problems | Only one problem per appointment
you can discuss in
your appointment No change from usual
As many problems as you want
12 | How often Less often than now
community groups
and lifestyle No change from now
activities are More often than now
suggested
14 | How you are Less support and less personal advice than usual

No change from usual

More support and more personal advice than
usual
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Continuity of care

Feature Potential levels of the feature
15 | How well your Less well than now
doctor or nurse
. No change from now
knows your medical
history Better than now
16 | How well your Less well than now
doctor or nurse
No change from now
knows you as a
person Better than now
17 | How often you get Less often than now

your choice of
doctor and nurse

No change from now

More often than now

Coordination of care

Feature Potential levels of the feature
19 | How many services | Fewer services than now
are offered by the _
practice The same services as now
More services than now
Equity
Feature Potential levels of the feature
20 | How much patients | More than now
are charged for
requests for letters No change from now
of support Less than now
21 | How interpretation No change from now (telephone interpreter)
services are _ _
provided More options than now (face-to-face interpreter)
22 | How the practice All patients are treated the same
treats different S _ _
groups of patients Priority is given to patients with more health
problems
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Quiality of care

Feature Potential levels of the feature
23 | How the More neutral and business-like than usual
receptionists treat I
you No change from usua
More friendly and personal than usual
24 | How well the No change from now
practice protects h
your privacy at Better than now
reception
25 | How warm, clean, Worse than now
and tidy the
environment is The same as now
Better than now
27 | How often you are Less often than now
asked about your
experience at the The same as now
practice More often than now
30 | How the staff Slower to act than usual

respond to feedback
and complaints

The same as usual

Quicker to act than usual
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Appendix 21. Example of survey with attributes from the pilot

[Practice Logo]

Have your say:
What would you change?

Your patient group and the staff here are thinking about changes we can
make to improve the care we give.

We can make changes, but sadly we can’t do everything.

Deciding to change one thing often means we can’t do something else (we
make trade-offs).

We would like to know what you would prefer to change.

For example, would you prefer to get an appointment quicker, even if it
means you don't get your choice of doctor as often?

Please could you help us by filling in this survey?

All your answers are confidential and cannot be used to identify you.

Your survey responses will be stored and may be used for future research.
By completing the survey you are giving your consent for this to happen.

Reception have a leaflet they can give you with detailed information on
how your data will be stored.

Thank you!
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How to complete the survey

You can complete the survey if you are a patient, or the carer, friend or

relative of a patient.

There are no right or wrong answers. Just complete it as best you can.

In each question on the next page, please read all of the options under
‘Set of changes A’ and ‘Set of changes B’.
Then tick whether you would like this practice to make ‘Set of changes A’
or to make ‘Set of changes B'.

You may not like either of them but tick the one you think is better.

Question 1.

Please read the information below.
Please tick whether you would prefer this practice to make ‘Set of changes

A’ or ‘Set of changes B’.

Set of changes A

Set of changes B

How the receptionists treat you

More friendly and
personal than usual

More neutral and
business-like than usual

How the practice treats different
patients

Priority is given to
patients with extra needs

Priority is given to
patients with extra needs

How the doctors listen and
respond to you

More carefully than
usual

Less carefully than usual

How the staff respond to
feedback and complaints

The same as usual

The same as usual

How many services are offered
by the practice

Fewer services than now

Mare services than now

Please tick Set of changes
AorB
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Please read the information below.
Please tick whether you would prefer this practice to make ‘Set of changes

A’ or ‘Set of changes B’.

Set of changes A

Set of changes B

How the receptionists treat you

More neutral and
business-like than usual

More friendly and
personal than usual

How the practice treats different
patients

Priority is given to
patients with extra needs

All patients are treated
the same

How the doctors listen and
respond to you

No change from usual

No change from usual

How the staff respond to
feedback and complaints

Less interested and
slower to act than usual

More interested and
quicker to act than usual

How many services are offered
by the practice

More services than now

Fewer services than now

Please tick Set of changes
AorB

Question 3.

Please read the information below.
Please tick whether you would prefer this practice to make ‘Set of changes

A’ or ‘Set of changes B’.

Set of changes A

Set of changes B

How the receptionists treat you

No change from usual

No change from usual

How the practice treats different
patients

All patients are treated
the same

All patients are treated
the same

How the doctors listen and
respond to you

Less carefully than usual

More carefully than usual

How the staff respond to
feedback and complaints

Less interested and
slower to act than usual

More interested and
quicker to act than usual

How many services are offered
by the practice

More services than now

Fewer services than now

Please tick Set of changes
AorB

||
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The choices people make are affected by their experience. Answering the
next questions will help us to understand what different people think is most
important.

Your answers will not be used to identify you. If you don’t want to
answer any of them just leave them blank.

Q4. Why did you visit [name of practice] today? (Tick all that apply)

Forme [J I'macarer [J [I'mwith a friend/family member []

Q5. Who did you visit at [name of practice] today? (Tick all that apply)
Adoctor O Anurse [0 Receptionist 7 Other O

Q6. What sort of appointment did you have today (if any)? (Tick one)
Non Urgent [ Urgent [J Other [OJ

Q7a. Do you have a long term (lasting longer than 12 months) physical
or mental health condition, disability or illness?

Yes O No (goto Q8) O Don't know [

Q7b. If you answered ‘Yes’, does it affect your daily life?

A lot O Alittle O Not at all O

Q8. How many times have you visited [name of practice] in the last 12
months for any reason?

0-3times [ 4-10 times [ More than 10 times ]
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Q9. Would you recommend [name of practice] to friends and family?

J U O O O
Extremely Likely | Neither likely or Unlikely Extremely
likely unlikely unlikely

Q10. How easy is it for you to attend appointments between 9am-5pm?

Easy 0O Neither easy or difficult [ Difficult O

Q11. How old are you? (please write)

Q12. What is your gender? Male O Female [ Other [

Q13. What level of education have you have completed?

School [ Sixth form/College [  University Degree [J

Q14. What is your ethnic group?
White ] Mixed[] Black 0 Asian [ Other O

Is there anything else that you would change in the practice or like to tell us?
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The patient group and the staff will discuss the results
and plans for change at the next patient group meeting.

The meeting is on [date and time].

If you would like to join us, ask at reception for details or
just come on the day.
Everyone is welcome.

The results will be published on the notice board,
website, and in our newsletter before [month and year].

Thank you for taking the time to
complete this survey.

This survey has been produced by a group of patients and GPs working together at the University of Leeds and
is funded by a National Institute for Health Research Doctoral Research Fellowship.

NHS

National Institute for

UNIVERSITY OF LEED Health Research
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Appendix 22. Poster for ballot box survey

[Practice Logo]

Have your say: What would you change?

Your patient group and the staff here are thinking about changes we can make
to improve the care we give to you.

We can make changes, but sadly we can’t do everything.

Deciding to change one thing often means we can’t do something else.

We would like to know what you would prefer to change.

For example, would you prefer to get an appointment quicker, even if it means
you don’t get your choice of doctor as often?

Please could you help us by voting. It only takes 3 minutes

How to vote What happens next?
You can vote if you are a patient, or the The patient group and the staff
carer, friend or relative of a patient. will discuss the results and
plans for change at the next

[Practice Logo]
N

1. Fill in the voting sheet. patient group meeting.
Your answers will not be

used to identify you. ,’ l #

2. Read all of the The meeting is on [date and
options on the front of | | time] at [name of practice].
the boxes under ‘Set

of changes A" and
‘Set of changes B'.

If you would like to join us, ask
any member of Reception for
details or just come on the day.

Everyone is welcome.
7 3. Put the voting sheet

in the box with the set The results will be published on
the notice board, newsletter and

of chang_es you _WOUld website before [month and
prefer this practice to year].

make.

Your responses will be stored and may be used for future research.
By voting you are giving your consent for this to happen.

Reception have a leaflet they can give you with detailed information 1
on how your data will be stored Th an k you for VOtI n g
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Appendix 23. Voting shefdr ballot box survey

[Practice Logo]
Voting sheet

How to vote

Please answer the questions on both sides of this sheet.

Then put this voting sheet in the box with the set of changes you would prefer
this practice to make.

Who you are and your experiences affect the choices you make.
Answering these questions will help us to understand what different groups of
people think is most important.

Your answers will not be used to identify you.
If you don’t want to answer any of them just leave them blank.

Q1. Why did you visit [name of practice] today? (Tick all that apply)

Forme O I'macarer [ [I'mwitha friend/family member O

Q2. Who did you visit at [name of practice] today? (Tick all that apply)
A doctor [ Anurse [ Receptionist [J  Other

Q3. What sort of appointment did you have today (if any)? (Tick all that apply)
Pre-booked [0 Same day service O Other O

Q4a. Do you have a long term (lasting longer than 12 months) physical or
mental health condition, disability or illness?

Yes O No(goto Q5) 0O Don’t know [

Q4b. If you answered ‘Yes’, does it affect your daily life?
A lot O A little O Not at all O

Q5. How many times have you visited [name of practice] in the last 12 months
for any reason?

0-3times [ 4-7 times O 8-11times [0 12 or more times [
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Q6. Would you recommend the [name of practice] to friends and family®?

O O O O O
Extremely Likely Neither likely or Unlikely Extremely
likely unlikely unlikely

Q7. How easy is it for you to attend appointments between 8.30am-5pm?

Easy O Neither easy or difficult O Difficult O

Q11. How old are you? (please write)

Q9. What is your gender?  Male Female O Other O

Q10. What level of education have you have completed?

School O Sixth form/College O University Degree [

Q11. What is your ethnic group?
White [ Mixed 3 Black 3 Asian g Other O

Is there anything else that you would change in the practice or tell us?

Now put this sheet in the box with the set of changes you would
prefer this practice to make.

Thank you for taking the time to vote!

This voting exercise has been produced by a group of patients and GPs working together at the University of
Leeds and is funded by a National Institute for Health Research Doctoral Research Fellowship.

INHS

National Institute for

UNIVERSITY OF LEEDS Health Research
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Appendix 24. Data protection information for survey

How your answers (data) will be stored
This depends on which version of the survey you have completed.

9 Paper versionYour general practice will store all the responsesurely until the survey
is finished. They will then send them to Accent which is an independent market research
company. Accent will store this data securely and combine all the answers together into
one spreadsheet. This spreadsheet will be sent to Des&water who will store it
securely at the University of Leeds.

1 Online version.Your answers will be electronically sent to Accent which is an
independent market research company. Accent will store this data securely and combine
all the answers togethento one spreadsheet. This spreadsheet will be sent to Jess
Drinkwater who will store it securely at the University of Leeds.

9 Voting box versionYour general practice will store all the responses securely until the
survey is finished. They will then githem to Jess Drinkwater who will combine all the
answers into one spreadsheet and store it securely at the University of Leeds.

The combined data will be stored securely at the University of Leeds for 5 years after the end
of the study. During this timi might be used for future research.

For more information Jess Drinkwater can be contacted at the University of Leeds on
Tel: (0113) 343 0868 or email j.m.drinkwater@leeds.ac.uk

University of Leeds and their responsibilities for your data

The Universitypf Leeds is the sponsor for this study based in the United Kingdom. We will be
using information from you in order to undertake this study and will act as the data controller
for this study. This means that we are responsible for looking after your iaf@vmand using

it properly. The University of Leeds will keep identifiable information about you for five years
after the study has finished.

Your rights to access, change or move your information are limited, as we need to manage
your information in speific ways in order for the research to be reliable and accurate. If you
withdraw from the study, we will keep the information about you that we have already
obtained. To safeguard your rights, we will use the minimum persoitahtifiable

information posible.

You can find out more about how we use your information at
www.leeds.ac.uk/secretariat/data_protection.html

Accent and their responsibilities for your data

Accent is contractetb work with the researchers at the University of Leeds to deliver the

paper and online versions of this survey. Accent is an independent market research company
and this research is being conducted under the terms of the Market Research Society code of
conduct and is completely confidential. If you wish you can find out more about the Market
Research Society attps://www.mrs.org.uk/standards/code_of conduck you would like to
confirm Acent's credentials please call the Market Research Society free on 0800 975 9596.

Accent is a GDPR compliant organisation, notified with the Information Commissioner for the
purpose of processing personal data for research purposes. For more information on how
Accent uses personal data, please see our privacy statemenwataccentmr.com/privacy/

Any personal data collected over the course of this survey will be held securely and will not be
shared with any third party unless you give permission (or unless we are legally required to do
S0)

7
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Appendix 25. Ethicapproval for intervention field testing

Dear Jess
Please find formal approval for MREC 18-009 which was approved on 17 Octrober 2018.

MREC 18-009 - Patient Participation in Improving General Practice: Evaluating the intervention
Approval granted 17 October 2018

NB: All approvals/comments are subject to compliance with current University of Leeds and UK Government
advice regarding the Covid-19 pandemic.

| am pleased to inform you that the above research ethics application has been reviewed by the School of Medicine
and Health (SOMREC) Committee and on behalf of the Chair, | can confirm a favourable ethical opinion based on
the documentation received at date of this email.

Please retain this email as evidence of approval in your study file.

Please notify the committee if you intend to make any amendments to the original research as submitted and
approved to date. This includes recruitment methodology; all changes must receive ethical approval prior to
implementation. Please see https://ris.leeds.ac.uk/research-ethics-and-integrity/applying-for-an-amendment/ or
contact the Research Ethics Administrator for further information fmhuniethics@leeds.ac.uk if required.

Ethics approval does not infer you have the right of access to any member of staff or student or documents and the
premises of the University of Leeds. Nor does it imply any right of access to the premises of any other organisation,
including clinical areas. The committee takes no responsibility for you gaining access to staff, students and/or
premises prior to, during or following your research activities.

Please note: You are expected to keep a record of all your approved documentation, as well as documents such as
sample consent forms, risk assessments and other documents relating to the study. This should be kept in your
study file, which should be readily available for audit purposes. You will be given a two week notice period if your
project is to be audited.

It is our policy to remind everyone that it is your responsibility to comply with Health and Safety, Data Protection
and any other legal and/or professional guidelines there may be.

I hope the study goes well.

Best wishes
Kaye Beaumont
On behalf of CHAIR, SOMREC
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Appendix 26. Participant information leaflet: Observing meetings
You are being invited to take part in a research project. Before you decide it is important
for you to understand why the research is being done and what it will involve. Please
take time to read the following information carefully and discuss it with cghéyou
wish. Ask if there is anything that is not clear or if you would like more information. Take
time to decide whether or not you wish to take part.

Who is doing this research?

We are a caesearch group of patients, GPs, general practice staffyasearchers who

are interested in making patient involvement in general practice have a real ingaet.
study is being led by Jessica Drinkwater, as part of a National Institute for Health
Research doctoral research fellowship. Jessica is also a GBnwiitkerest in how to
support and develop patient involvement in general practice

What is the research about?

One role of patient participation groups (PPGSs) is to be involved in improving general
practice services. But there is little evidence about how to do this meaningfully. We have
designed a process which aims to support patients and general practice ctafirk
together to improve general practice services for their whole patient population.

The process involves three stages. Firstly, we will work with PPG members and practice
staff to identify five areas of your general practice where you would like¢ockhange.
Secondly, we will turn these into a survey specifically for your practice and help the PPG
to distribute this. The survey will ask the wider patient population about their
preference for change from the five areas identified in the first st&geally, we will

meet with you to discuss the results, help you interpret them, and plan possible changes.

We would like to test this process with 2 PPGs and general practices to answer the
following questions:

1. Does the process make sense to PPG mendreitgyeneral practice staff?
2. Is the process something PPG members, practice staff, and other patients want
to get involved in?
3. What do PPG members and practice staff have to do to make the process work?
4. Overall what do PPGs and practice staff think efphocess?
Why have you been chosen?

We will be working with 2 different PPGs and general practices in Leeds and Manchester.
Your PPG and the staff in your general practice have shown an interest in being involved
in this study.

What will | be asked tado if | take part?

We will be asking everyone in your PPG and the staff supporting them if they are willing
to take part. If you all agree, Jessica Drinkwater and 1 or 2 other members of the
research group would like to come and meet you all and explearrésearch in detail.

Once your PPG has agreed to participate, we would like you to take part in a series of
meetings and activities as outlined below. The meetings will be similar to your normal
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meetings, but will involve structured activities and disiass. The process may involve
more meetings than your PPG normally has. The process will go as follows:

1. There will be 2 separate meetings, one with patient PPG members and one with
the general practice team. At both meetings we will discuss possible areas for
change and group these depending on whether the group is interested in them
or not.

2. A couple of weks later we will hold a further meeting with PPG members and
staff together. At this meeting we will ask everyone to vote for their top 5 areas
for change. We will then discuss the results and agree the final 5.

3. After this we will develop three versions thfe survey. A paper version which
can be handed out, an online version, and a version where people vote in a box
in the waiting room. We will then attend another meeting to show the PPG
members how to help people complete the surveys. We will then exped®PG
and practice to distribute the survey. Jessica Drinkwater will analyse the results
of the survey.

4. Once the survey is complete and analysed (usuallyrionths later) we will hold
a further meeting with PPG members and staff together. At this mgetie will
explain the results and encourage you to develop a plan for acting on the results.

5. After this we would like to attend the next2normal PPG meetings to see what
happens next. It will be up to the PPG and practice staff what happens in these
meetings.

Jessica Drinkwater and one other member of theesearch group would like to attend
each meeting and make notes of what happens during them. This will help us
understand whether the process works and is useful to your PPG, and if there are
improvements we can make. We would also like to look at any documents your group
uses in these meetings for example agendas, minutes, and terms of reference. Finally,
we would like to interview some of your group members about their experiences of this
procesgwe will explain this in more detail if you are willing to take part).

We think that the first 4 steps (detailed above) will take approximately 4 months. The
final part of the process (step 5) will depend on how often your PPG usually meets. The
study wil not last longer than one year. For more detail about the timeline please see
flowchart of activities at the bottom of this form.

What happens to the data and how is confidentiality maintained?

All information collected during this study will be keptnfidential. Notes from the
meetings and meeting documents will be anonymised so that any personal information
(such as names, addresses, or places of work) will not be included in the research.

Anonymous notes from the meetings and meeting documents kell password
protected and sharewith the coresearch group who are helping with the researdfe

will discuss these notes and documents to help us decide whether the process works in
the 2 practicesTo help us understand and interpret this research datéher, Jessica
Drinkwater will discuss it with her academic supervisors at the Leeds Institute of Health
Sciences, University of Limerick and University of Balitions of the anonymous notes
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may also be presented in reports, presentations, aatentific publications. We will
send you a summary of the results at the end of the study.

During the study all the research data will be stored in a locked filing cabinet or in
password protected computer files at the University of Le@die secure resech data

will be kept for 5 years after the study has endddter the study has ended the
anonymised data will be stored long term in thiniversity of Leeds Research Data
Repository. This anonymised data may be used to shape relevant future work by
authorised researchers.

All information will be kept confidential unless there is evidence of actual or intended
harm to others, for example criminal activity patientsafety issues, although these are

very unlikely to arisdn addition, in the unlikely ent of concerns about quality of care
0SAYy3d NIYIAaSRX dzyRSNJ WSaaAaoOlF B5NRYy1 ¢l GSNRa
report the matter.

The University of Leeds is the sponsor for this study based in the United Kingdom. They
will act as the data cdroller for this study. This means that they are responsible for
looking after your information and using it properly. The University of Leeds will keep
identifiable information about you for five years after the study has finished.

You cannot access, chgm or move your information, as we need to manage your
information in specific ways in order for the research to be reliable and accurate. If you
withdraw from the study, we will keep the information about you that we have already
obtained. To safeguard wo rights, we will use the minimum personaitientifiable
information possible. You can find out more about how we use your information at
www.leeds.ac.uk/secretariat/data_protectiomm|

What happens if | do not want to take part or if | change my mind?

It is up to you to decide whether or not to take part. If you do decide to participate you
can keep this information sheet, and will be asked to sign a consent form. Even after you
have agreed to take part you can still withdraw at any time without giving a reason and
with no consequences. If you withdraw after participating in a meeting the fact you
attended will be on record and so this will still be used anonymously. If you doislot w

to take part, or decide at a later date you no longer wish to take part, | will not observe
you further. If you still take part in PPG meetings this means the project will have to
stop. There will be no detrimental effects to your group. If the rdghe group wantl

to continue with the research, we will discuss this with you and them and try to find a
solution that everyone is happy with where you do not have to take part. If we cannot
find a solution the project will stop.

What are the benefits ad risks of participating in the research?

There are no immediate benefits or risks to taking part in this study. However, we hope
that the process we have designed will help your PPG and practice to work together and
may improve services at your practid@ata collected about this may help other PPGs
and general practices to work together.


http://www.leeds.ac.uk/secretariat/data_protection.html

281

2S dzyRSNEGFIYR GKFG az2y$sS LIS2LX S FTSSt dzyRS
This study is not about making a judgment about how good or bad your group is, we are
just trying to discover what happens during the process. Please talk to Jessica Drinkwater
or another member of the coesearch group if you feel uncomfortable.

Will I be paid for participating in the research?

You will not be paid individually for taking part in the research, although we will be very
grateful. However, your general practice will be paid a one off fee of £750 to
compensate them for any extra work or resources that they might have to use to help
with the survey or having to put on extra meetings.

Who has given permission for the research?

This research has been approved by the University of L8elisol of Medicine Research
Ethics Committee (SOMREC project numbe0Q8)

What if there is aproblem?

If you are worried about the research or have any questions please speak to Jessica
Drinkwater, a member of staff, or the chair of your PPG. Alternatively you can contact
WSaaAOF S5NAY(1 6 GSNRE F OFRSYAO &dzLJSNIIA a2 NJ

Jessica Drinkater Academic Supervisor:
Researcher and GP Professor Robbie Foy
Tel: (0113) 343 0868 Tel: (0113) 343879
Email:.m.drinkwater@leeds.ac.uk Email:r.foy@leeds.ac.uk

Thank you very much for taking time to read this information sheet
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Appendix 27. Consent form: Observing meetings
Researcher: Jessica Drinkwater

If you are happy to participate please complete and sign the consent form below

Addyour
initials next
to the
statement if
you agree

I confirm that | have read and understand the information sheet version 2 d
20/9/2019 explaining the above research project and | have had the
opportunity to ask questions about the project.

I understand that my participation is voluntary and that | am free to withdray
at any time without giving any reason and without there being any negative
consequences. However, if | withdraw after having been observed in a meg
any data that has alreadyeen provided will still be used in the study.

| agree to being observed during PPG meetings and prioritisation survey tr:
and notes being made during the meetings. If I no longer wish to be obsery
will inform a member of the research team or my general practice.

| agree that notes about n&tings, meeting documents, and this consent forn
can be stored securely on University of Leeds computers for 5 years after t
study has ended.

| understand that relevant sections of the data collected during the study m
be looked at by individuals fro regulatory authorities at the University of
Leeds.

I understand that my responses will be kept strictly confidential by the co
research team. | understand that my name will not be linked with the resea
materials, and | will not be identified or idgfiable in the report or reports that
result from the researchl agree to the use of anonymous excerpts of notes
from the meetings in study reports.

| give permission for members of the-oesearch team and supervisory team
have access to anonymid notes of meetings and meeting documents.

| agree for the data collected from me to be stored and shared for use in
relevant future research in an anonymised form.

| agree to take part in the above research project and will inform the lead

researcheishould my contact details change during the study period.

Name of participant Date Signature

Name of person taking Date Signature
consent
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Appendix 28. Participant information leaflet: Interviews

You are being invited to take part in a research project. Before you decide it is important
for you to understand why the research is being done and what it will involve. Please
take time to read the following information carefully and discuss it with cghéyou
wish. Ask if there is anything that is not clear or if you would like more information. Take
time to decide whether or not you wish to take part.

Who is doing this research?

We are a caesearch group of patients, GPs, general practice staffyasearchers who

are interested in making patient involvement in general practice have a real ingaet.
study is being led by Jessica Drinkwater, as part of a National Institute for Health
Research doctoral research fellowship. Jessica is also a GBnwiitkerest in how to
support and develop patient involvement in general practice.

What is the research about?

One role of patient participation groups (PPGSs) is to be involved in improving general
practice services. But there is little evidence abouwho do this meaningfully. We have
designed a process which aims to support patients and general practice staff to work
together to improve general practice services for their whole patient population.

Your PPG has been taking part in this process aowiall us to observe meetings to
see what happens. We would now like to interview some of you about this process to
help us answer the following questions:

1. Does the process make sense to PPG members and general practice staff?
2. Is the process something PR@mbers, practice staff, and other patients want
to get involved in?
3. What do PPG members and practice staff have to do to make the process work?
4. Overall what do PPGs and practice staff think of the process?
Why have you been chosen?

As you know, we ha been observing your PPG going through the above process. We
are now interested in interviewing both patients and staff to get your feedback on it.
You have been invited to take part in an interview because you have played a key role
in the process. We awld like to interview patient PPG members and members of staff.
We will also be interviewing patients and staff in one other practice we have been
working with in Leeds and Manchester.

What will | be asked to do if | take part?

We would like to interview yoto find out what you think about the process and if you
think it has changed the way the PPG and the practice work togetherinterview will

be conducted by Jessica Drinkwater or another member of theesearch team by
telephone or video. The interview will be aud&corded using an encrypted digital
recorder. The length of the interview will vary, depending on how much you wish to talk
about and how much time you can spare. Itis likely to last aboBMinutes.

What happens to the data and how is confidentiality maintained?
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All information collected during this study will be kept confidential. As soon as possible
after the interview has finished, the encrypted recording will be emailed to Jessica
Drinkwater who vill upload it onto the University of Leeds One Drive which is

password protected. The audio recording will then be deleted from the digital

recorder.

The encryptedudio-recording of the interviewvill be emailed to a transcriber who will
transcribed and anonymise it so that any personal information (such as names,
addresses, or places of work) are deletddhe transcript of the interview will be
password protected and shared with tloe-research goup who are helping with the
research We will discuss the interview transcripts to help us decide whether the process
works in the 2 practiced.o help us understand and interpret this research data further,
Jessica Drinkwater will discuss it with heademic supervisors at the Leeds Institute of
Health Sciences, University of Limerick and University of Autinymousexcerptsof
interview transcripts may also be presented in reports, presentations, and scientific
publications. We will send you a summanf the results at the end of the study.

During the study all the research data will be stored in a locked filing cabinet or in
password protected computer files at the University of Le@die secure research data

will be kept for 5 years after the studyas ended.After the study has ended the
anonymised transcripts will be stored long term in theiversity of Leeds Research Data
Repository. These transcripts may be used to shape relevant future work by authorised
researchers.

All information will be kept confidential unless there is evidence of actual or intended
harm to others, for example criminal activity patientsafety issues, although these are

very unlikely to arisdn addition, in the unlikely event of concerns abouiality of care
0SAY3 NIAASRI dzy RSNJ WS&aaAoOlF S5NAyYy1¢F dSNDa
report the matter.

The University of Leeds is the sponsor for this study based in the United Kingdom. They
will act as the data controller for this studThis means that they are responsible for
looking after your information and using it properly. The University of Leeds will keep
identifiable information about you for five years after the study has finished.

Your rights to access, change or move yatiormation are limited, as we need to
manage your information in specific ways in order for the research to be reliable and
accurate. To safeguard your rights, we will use the minimum perseidalhtifiable
information possible. You can find out more abdww we use your information at:
www.leeds.ac.uk/secretariat/data_protection.html

What happens if | do not want to take part or if | change my mind?

It is up to you to decide whether not to take part. If you do decide to take part you
can keep this information sheet, and be asked to sign a consent form.

If you take part in an interview you can withdraw without giving a reason up to 1 week
after the interview, and any data alreagyovided will be deleted. However after 1
week, data analysis will have begun and it will not be possible to delete your data.


http://www.leeds.ac.uk/secretariat/data_protection.html
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What are the benefits and risks of participating in the research?

There are no immediate benefits or risks to taking part is gtudy. However, we hope

that the process we have designed will help your PPG and practice to work together and
may improve services at your practice. Your views on whether the process is useful will
help to shape the process and how other practices tisehis may help other PPGs and
general practices to work together.

Will I be paid for participating in the research?
You will not be paid for taking part in the research, although we will be very grateful.
Who has given permission for the research?

Thisresearch has been approved by the UWmgity of LeedSchool of Medicine Research
Ethics Committee (SOMREC project numbe0Q8)

What if there is a problem?

If you are worried about the research or have any questions please speak to Jessica
Drinkwater, amember of staff, or the chair of your PPG. Alternatively you can contact
WSaaAOF S5NAY(1 6 GSNRE F OFRSYAO &dzLJSNIIA a2 NJ

Jessica Drinkwater Academic Supervisor for
fellowship:

Researcher and GP Professor Robbie Foy

Tel: (0113) 343868 Tel: (0113) 343879

Email:;j.m.drinkwater@leeds.ac.uk Email;r.foy@leeds.ac.uk

Thank you very much for taking time to read this information sheet
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Appendix 29. Consent form: Interviews

Researcher name: [enter name of research who is conducting the interview]

If you are happy to participate please complete and sign the consent form below

Add your initials
next to the
statement if you
agree

I confirm that | have read and understand the information sheet versio
dated 24/03/2020 explaining the above research project and | have hé
the opportunity to ask questions about the project.

| understand that my participation is voluntary and tham free to
withdraw up to 1 week after the interview without giving any reason ar
without there being any negative consequences. Any data already
collected will be deleted. After 1 week it will not be possible to delete t
data collected.

| agree thathe interview can be audioecorded.

| agree transcriptions of my interviews and this consent form can be
storedsecurely on University of Leeds computers for 5 years after the
study has ended.

I understand that relevant sections of the data collectiening the study
may be looked at by individuals from regulatory authorities at the
University of Leeds.

| understand that my responses will be kept strictly confidential. |
understand that my name will not be linked with the research material
and | wil not be identified or identifiable in the report or reports that
result from the research.agree to the use of anonymous quotes in stu
reports.

| give permission for members of the-oesearch team and supervisory
team to have access to my anonymised transcripts.

| agree for the data collected from me to be stored and shared for use
relevant future research in an anonymised form.

| agreeto take part in the above research project

| agree to take part in a telephone or video interview

Name of participant Date

Signature

Name of person taking consent Date

Signature
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Appendix 30. Results of prioritisation survd3ractice 1

[Practice 1 logo]

Prioritisation suryv

Who took part?
1 333 people completed the survey.
0 160 people completed it online after getting a text message from the practice.
0 115 people completed a paper version handed out in the waiting room.
0 58 people voted in a ballot box in the waiting room.
1 52 was the average age of people who completed the survey. The oldest person was
91 and the youngest was 10.
More women (66%) than emn (44%) completed the survey.
Most people were White (63%), Black (17%) or Asian (12%).
Most people had a University degree (60%).
Just over half (58%) of the people had a long term condition.
Most people were either extremely likely (40%) or likdl$%) to recommend [name
of Practice 1] to friends and family.
1 People who completed the paper version of the survey were younger, less educated,
and less likely to be White, than people who completed the survey online or by voting.

What features did the ppulation of [name of Practice 1] value?

= =4 - —a -8

Relative value of different features

1.4
W Value of the feature not getting worse
1.2
O Value of the feature improving

Valuedmore

0.8
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How well the How involved How many How the  How the staff
doctorsand youarein  services are patient support respond to
nurses listen making choice®ffered by theteam treat you feedback and

and pay about your practice complaints
attention to care

you Features included in the survey

o
)
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o
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Main result

f ¢KS FSIFGdz2NB LI GASYyGa G oylYS 2F t NF OGAOS
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9 Patients value this feature not getting worse, and improving, more than they value any
other feature. This feature is really important to patients.
1 ¢KS aS0O02yR FSI{dzZNB LI GASyGa @ tdzS Aa al 2¢
@ 2dzNJ OF NB¢ o
From the gaph you can see that the blue sections are all bigger than the yellow sections. This
shows that generally people value things not getting worse, more than they value
improvements.

Other results

1 Patients who have good experience of the practice are rlikedy to value features
not getting worse, rather than improvements.

1 Patients who do not recommend the practice are more likely to value improvements,
rather than features not getting worse.

1 Black and minority ethnic patients valued features differetalyVhite patients. This
may be because they rate their experience lower.

1 Patients with long term conditions valued features differently to those without long
term conditions.

Free text comments

159 of the 333 people who completed the survey made fesd tomments.

There were positive and negative comments.

Comments were about the different features in the survey (see graph), but also about the
following things:

Appointments out of hours

Waiting time for an appointment
Being able to see the same GP
Longer appointments

Difficult appointment system

Not getting through on the phone
Type of appointments (online, emai

Late running clinics
Administration issues
Patient centred practice
Car parking

Waiting room issues
More male GPs

Patient group issues

oo Too To o T To o
To T To Do I Do Do
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Appendix 31. Results of prioritisation survd3ractice 2

[Practice 2 logo]

Prioritisation surv

Who took part?
1 343 people completed the survey. There are 7,815 patients at the practice.
0 153 people completed it online after getting a text message from the practice.
0 116 people completed a paper version handed out in the waiting room.
0 74 people voted in a ballot box in the waiting room.
1 The average age of people who completed the survey 4 The oldest person was 87
and the youngest was 11.
More women (69%) than men (31%) completed the survey.
Most people who completed the survey were White (51%), Black (22%) or Asian (14%).
Just over half the people had a University degree (51%).
Hdf (50%) of the people had a long term condition.
Most people were either extremely likely (26%) or likely (36%) to recommend the [name of
Practice 2] to friends and family.
1 People who completed the paper version of the survey appeared more diverse than
people who completed the survey online or by voting.
What features did the population of the [name of Practice 2] value?
¢KS NBadzZ# 6a akKz2g ¢KFdG LI GASyida ¢2dzZ R LINBFSNI
want to see get worse if changes are made.
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Don't do this NOW Do this

Less choice of doctor or nurse
More choice of doctor or nurse
Less well known medical history

More well known medical history

Less support to manage your own health

7
/
7

More support to manage your own health
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Shorter appointments (2 minutes shorter)

Longer appointments (5 minutes longer)

Longer appointments (10 minutes longer) N

[ Solid coloured bars indicate a clear result.
Stripey coloured bars indicate a trend rather than a clear result
Main result
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i Patients at the [name of Practice 2] do not want shorter appointments.

1 There is a trend for patients wanting appointments to be 5 minutes longer, but they do
not want appointments to be 10 minutes longer.

1 Patients do not want their doctor or mse to know their medical history less well than
now.

1 There is a trend for patients wanting their doctor or nurse to know their history better.

1 This is consistent with written free text comments (see below).

Other results

1 There is a trend that patientsould like more support to manage their own health.
This is particularly true for patients with no long term conditions.
1 Patients do not really have a preference about having less support to manage their
own health.
1 There is a trend that patients do natant less choice of doctor or nurse than now, and
a smaller trend that they would prefer more choice of doctor or nurse. This is also
consistent with the free text comments.
T tFTGASyda RAR y2i KI@S I adNRy3a LINSEFSNBYyOS
IANRdzLJA YR fAFSadetsS FOGAGAGASE | NB &adza3s
Overall there is quite a lot of variation in what different individual people value and that is why
many of the results are trends and not clear cut.

Free text comments

179 of the 343 people who complatehe survey made free text comments.

There were positive and negative comments.

Some comments were about the different features in the survey (see graph). But the majority
of comments were about other issues, especially the appointment system and i@cepam:

Doctors and nurses

Clinics runningate

Administration

Waiting room and building issues
Services offered by the practice
Patient safety

Practice accessibility

Patient group issues

A Getting through on the telephone
Booking an appointment

Waiting time for an appointment
Out of hours appointments
Alternatives to face to face
appointments

Online services

Privacy at reception
Receptionists

To o o To Do Do I
To T To Do T Do Do I

| am happy to provide a longer version of the free text comments with quotes arranged under
each of the above themes.

One person offered their services as a DJ including their contact details.
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Appendix 32. Action planning sticky note suggesti®mnactice 1

Theme

What was written on the sticky note

Distributing the results

GaAYLX ATe GKS LINBaSyidlidAazy

Share results with
Patient Support Team

GakKlFNB adz2NBSe NBadzZ Ga ¢« LI
with an actionLJt | y €

Communicating with
patient population

Gda2NB FNBIjdzSyld O2Y YTy sceeeni A 2
newsletter, blog, social mediamore detailed + more
AYVF2NXYIGA2Y b Y2NB O2yGSEGO®

Serviceg
more/increased
awareness

Gt NI OG A OS vy SS Reas thatzhey oReghSrédli A &
daz2NBE &SNBAOSa

- Listed services

- How to identify services

- Assess demand x cost

- Impact assessment
tFedYSyié

ALFT Y2NB aSNOAOSaz oKI 0

u
GK2aS oK2 gl yiSR Y2NB &SNX
GY2NB Of F N Geé& Fo62dzi al |

Reception issues

a
G62NJ 2y NBOSLIIA 2 goxfiddntialiiyh &

Car parking

l2¢ | OGA@StEe Aa GKS g Al

Ethnicity and patient
experience

GY2NB O2yOSyidNYdGAz2zy 2y

C
N7
a
3

GGNB (2 Iftft26 Y2NB GAYS F2N|
y 3
S
u
S

A
K
dasSsSya GKIG SGKyAO nysz
GC2fft26 dzLJ 62N)] GAUGK (K24
dzy RSNR Gl YR gKeé

Being listened to

G22N)] 2y LIS2 L) SENDSGGHf Ay 3 f A&

G/ 2YYdzy AOI GA2YE

G/ 2YYdzyAOF GA2Yy AlAffa GNIFAY
Seeingthesame GP |[a L0 ¢2dzZ R 6S Fy FR@GFyal3as
{SS GKS alyYS Dt¢

bl YSR R2O002NE

Longer appointments |G O2 Y aARSNJ f 2y 3ISNI | LJG GAYSaé
G[2y3ISNI FLIWG GAYSA a2 f 2y 3aSN
G[ 2y 3ISNI FLILRAYGYSYlG aSaarzy
Waiting times for G{ K2NISNJ g AGAY3 GAYS F2NJ |
appointments amn RI &a TZNJI)/ F LI AYGYSy
Increase dinding GOGNE G2 AYONBIaS FTdzyRAYy3d T2
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Appendix 33. Action planning sticky note suggesti®nactice 2

Theme

What was written on the sticky note

Making the patient group more
accessible

GoK2 YR 4 6KFG GAYEF I Q
goupcYSSiAy3da (2 06S NBDBASH

Supporting patients to manage|

GYFYFIAy3d 26y KSIFEOGK®DE

their own health

GO2YYdzy A GESERAa fwWX 035 AYyT

GYF1S Al Y2NB -helgigibugsoysbcial
O2YYdzyAile 3INBdzZLIA | NB | Ol

GKSIFfOK LINRPFSaarazylfta G2
KSIfGKQ gAGK Hff (GKS f2vy
F LI AYGYSYGé

Group consultations

4 DNE dzLJ Oy yaxdzt G |

Improving the appointment

+

GxFNRIFGAZ2Y 2F LW GAYSaAE

system

LILIZ2 A ycivaftBgliihay S A & ONHzOA |

St SLK2yS O2yadf GFuA2ya

NAF IS 38a88yY 6Si¢SSy 1

{18l Oz2yadAd GFr GA2ya4acs

Raising patient awareness
about how theappointment

U S| SN

K
ROSNIAAAYIKRAZGASYAYLE GA
VEAYS adzad2 NI ySSRa 2

N Q9 Q| Q| Q-

system works

GY2NB YIFIN]SOGAy3akl ROINIL A A
booking appointmentg A Y LIN2 @S ¢ SoaA i

Gal 1S LIGASyGa gl NB 27F
booking/appointment opportunitieg 2 Yt A Y S k K g

Improving the reception area

dt NA g Oe ¢

Receptionist training

G! LILRAYOIGYSNBAOSRWAZY BAG A

GAYONBFaS Odzaid2YS N ia SINIEA




