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Abstract
ObjectiveĹ Research into patient and pubѴic invoѴvement ŐPPIő has not examined in 
detaiѴ patient and pubѴic invoѴvement faciѴitatorsĽ ŐPPIFső roѴes and activitiesĺ This 
study anaѴysed PPIFsĽ roѴes using quaѴitative data gathered from three different UK 
heaѴthŊcare organizationsĺ
DesignĹ Thematic anaѴysis was used to examine crossŊsectionaѴ data coѴѴected using 
a mixedŊmethods approach from three organizationsĹ a mentaѴ heaѴth trustķ a comŊ
munity heaѴth sociaѴ enterprise and an acute hospitaѴ trustĺ The data set comprised of 
Ƒƕ interviews and ƓѶ observationsĺ
FindingsĹ Patient and pubѴic invoѴvement faciѴitators roѴes incѴuded the Ѵeadership 
and management of PPI interventionsķ deveѴoping heaѴthŊcare practices and infѴuencŊ
ing quaѴity improvements ŐQIőĺ They usuaѴѴy occupied middѴeŊmanagement grades but 
their PPIF roѴe invoѴved working in isoѴation or in smaѴѴ teamsĺ They reported faciѴiŊ
tating the deveѴopment and maintenance of reѴationships between patients and the 
pubѴicķ and heaѴthŊcare professionaѴs and service managersĺ These roѴes sometimes 
required them to use confѴict resoѴution skiѴѴs and invoѴved considerabѴe emotionaѴ 
Ѵabourĺ Integrating information from PPI into service improvement processes was reŊ
ported to be a chaѴѴenge for these individuaѴsĺ
ConcѴusionsĹ Patient and pubѴic invoѴvement faciѴitators capture and hoѴd informaŊ
tion that can be used in service improvementĺ Howeverķ they work with Ѵimited reŊ
sources and supportĺ HeaѴthŊcare organizations need to offer more practicaѴ support 
to PPIFs in their efforts to improve care quaѴityķ particuѴarѴy by making their roѴe 
integraѴ to deveѴoping QI strategiesĺ
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ƐՊ |ՊINTRODUC TION

The meanings of patient and pubѴic invoѴvement ŐPPIőķ and the varŊ
ious terms associated with itķ have Ѵong been debatedĺ There is a 
considerabѴe Ѵack of consensus in the academic community about 
the meaning of PPI and its purposeķƐŊƐƒ with words such as ļinŊ
voѴvementĽķ ļparticipationĽķ ļengagementĽ and ļempowermentĽ used 
interchangeabѴyĺ14

EarѴy forms of PPI were triggered by activists and Ѵobbyists 
wanting more pubѴic accountabiѴity in heaѴth servicesķ for exampѴe 
Community HeaѴth CounciѴs in the ƐƖƕƏsĺƐƔķƐѵ The nature of PPI 
has evoѴved with the notion of the heaѴthŊcare ļconsumerĽ and quaŊ
siŊmarketization during the ƐƖѶƏs and ƐƖƖƏsĺƐƕŊƑƓ It has been argued 
that PPI encompasses a wide range of activities that can be sumŊ
marized as the exercise of ļchoiceĽ Őconsumers choose which service 
to accessőķ ļvoiceĽ Őconsumers say what they want from their own 
care and wider serviceső and ļexitĽ Őconsumers can Ѵeave if they are 
unhappyőĺƖķƐѶķƐƖ

Furthermoreķ foѴѴowing numerous NHS scandaѴs in the ƑƏƏƏs 
and ƑƏƐƏsķ there has been pressure to increase the patient and pubŊ
Ѵic voice in NHS servicesĺ For exampѴeķ Lord DarziŝsƑƔ review cited 
the need to measure patient experience in equaѴ measure to patient 
safety and cѴinicaѴ effectivenessĺ The Francis26 report into the MidŊ
Staffordshire NHS Foundation Trust faiѴings highѴighted the need for 
patient views to be integrated more effectiveѴy into quaѴity goverŊ
nance structuresĺ

Research into PPI has mainѴy focused on the mechanisms of PPIķ 
the varying perspectives on PPI and the motivations of the patients 
and pubѴic invoѴvedĺƓķƔķƐƐķƑƕŊƑƖ A Ѵarge body of research focuses on 
PPI in heaѴth researchķѵķƐƏķƒƏŊƓѶ particuѴarѴy in more recent yearsĺ 
Howeverķ the specific roѴe of patient and pubѴic invoѴvement faciѴitaŊ
tors ŐPPIFső remains underŊresearchedĺ OccasionaѴѴyķ there are brief 
references to their roѴes in studies that focus on Ѵayņpatient perŊ
spectivesĺƐƑķƓƖŊƔƑ In this articѴeķ we present a quaѴitative study of the 
experiencesķ motivations and perspectives of PPIFs in three heaѴthŊ
care organizationsĺ In doing soķ we offer insights into how their roѴe 
can be Ѵinked to quaѴity improvement ŐQIőĺ

ƑՊ |ՊMETHODS

ƑĺƐՊ|ՊSetting

Three separate organizations were studied in this crossŊsectionaѴ 
thematic anaѴysis researchĹ a mentaѴ heaѴth trust ŐMHTőķ a sociaѴ enŊ
terprise ŐSEő providing community care and an acute hospitaѴ founŊ
dation trust ŐAHFTőĺ This approach was used to capture both the 
common and contextŊspecific eѴements of PPIFsĽ roѴesĺ Each organiŊ
zation differed in terms of sizeķ budget and remitĺ MHT empѴoyed 
around ѵƏƏƏ staff and provided a range of inpatient and community 
mentaѴ heaѴth servicesĸ SE empѴoyed around ƑƏƏƏ staff and proŊ
vided community heaѴth servicesĸ and AHFT empѴoyed around ѶƏƏƏ 
staff and provided acute hospitaѴ services across two sitesĺ

ƑĺƑՊ|ՊDesign and data coѴѴection

A mixedŊmethod approach was usedĺ Some of the PPI activities 
used were identified through conversations between the Ѵead 
author and the organizationŝs named PPI Ѵead Őidentified from a 
Strategic HeaѴth Authorityŝs websiteőĺ PPI activities were then obŊ
served by the Ѵead author during visits over a period of Ɛ year beŊ
tween June ƑƏƐƒ and JuѴy ƑƏƐƓķ with detaiѴed observation notes 
coѴѴatedĺ

Patient and pubѴic invoѴvement activities observed incѴuded 
focus groupsķ project groups and governance meetings Ősee 
TabѴe Ɛőĺ These activities were cѴassified as ļPPI activitiesĽ because 
at Ѵeast one Ѵayperson or patient representative was invoѴvedĺ 
TwentyŊseven interviews were conducted with heaѴthŊcare manŊ
agersķ PPIFsķ ѴaypeopѴeņpatient representatives and heaѴth profesŊ
sionaѴs Ősee TabѴe Ƒőĺ

ƑĺƒՊ|ՊData anaѴysis

Thematic anaѴysis was conducted using an iterative process of codŊ
ing to identify key themesĺƔƒ This technique aѴѴowed for the identiŊ
fication of patterns both within and across sources of dataĺ No set 
of preŊdefined themes was appѴied to the dataĺ A variety of factors 
were identified during a Ѵiterature reviewķ but the anaѴysis was inŊ
ductive Ősee Figure Ɛőĺ This aѴѴowed for more freedom to identify 
noveѴ and nuanced findingsĺƔƓ

ƒՊ |ՊFINDINGS

Some themes which were identified resonated with estabѴished 
findingsķ such as the issue of ļunrepresentativeĽ voicesķƓƖķƔƔŊѵƒ as 
weѴѴ as numerous other factors more specific to contextsķ such 
as practicaѴ barriers to PPIĺƐƔķƑƕķƒƐķƔƔķѵƓŊƕƔ The noveѴ findings were 
reѴated specificaѴѴy to the roѴe of PPIFs and are the focus of this 
paperĺ

ƒĺƐՊ|ՊWhat is a PPIFĵ

Our study showed that a PPIF is principaѴѴy responsibѴe for acting 
as a Ѵink between heaѴthŊcare organizations and patients and the 
pubѴicĺ76 They faciѴitate and support patient and pubѴic access to PPI 
activitiesĺ This ranges from providing them opportunities for givŊ
ing their views through surveys and formaѴ compѴaintsķ to securing 
PPI in service improvement projectsķ and faciѴitating attendance at 
governance meetingsĺ These activities are wideѴy referenced in the 
ѴiteratureķƔķƑƓķƓƕķƔƐķƕƕŊѶƑ but with ѴittѴe reference to the roѴe that PPIFs 
pѴayed in supporting these activitiesĺ

In interviewsķ many PPIFs reported that they were responsibѴe 
for providing reports to senior management through governance 
meetings and that they supported service managers and cѴinicians 
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in invoѴving patients in service improvement projectsĺ They interŊ
acted with a diverse range of stakehoѴdersĹ current and former 
patientsķ the generaѴ pubѴicķ charitiesķ interest groupsķ heaѴth proŊ
fessionaѴs Őnursesķ doctorsķ therapistsķ etcőķ managers and Board 
membersĺ

Patient and pubѴic invoѴvement faciѴitators and their coѴŊ
Ѵeagues referenced three main drivers for PPI workĹ QI Őthe need 
to continuousѴy review and improve servicesőĸ nationaѴ poѴicies 
or initiatives Ősome PPI activities such as recruiting pubѴic memŊ
bers were specificaѴѴy required in government poѴicyőĸ and repuŊ
tation management and transparency Őthe need to appear to be 
transparent and open to patientņpubѴic viewsőĺ These drivers for 
PPI reportedѴy infѴuenced the work PPIFs conductedķ and their 
roѴe within their organizationĺ Quotes have been provided beѴow 
to iѴѴustrate these rationaѴes and the varied work undertaken by 
PPIFsĺ

QuaѴity improvementĹ

I kind of see [PPI] as a tool for helping us with our pa-

tient experience agenda. So ultimately, my role is to make 

services better and fit for purpose, and my belief is that 

you can only do that by involving and listening to patients 

about their experience. 

MHT: PPIF (ID IA002)

NationaѴ poѴicies and initiativesĹ

When you�re a Foundation Trust�You have membership, 

which is drawn from members of the public�And the 

idea is that those members have a bit of a vested interest 

in those services that we provide and are able to�[give] 

their views on what we provide. 

MHT: PPIF (ID IA008)

Reputation management and transparencyĹ

[Governors] are more like ambassadors as well because I think 

these times where the press is very quick to criticise the NHS, we 

need people out there to say��Well actually, I�m a governor at 

the hospital and, in my experience, this is what I�ve been told�. 

AHFT: PPIF (ID IC009)

ƒĺƑՊ|ՊFormaѴ position in the organization

According to interview data and initiaѴ conversations with PPIFsķ they 
were usuaѴѴy based within centraѴ corporate functionsķ reporting to 
senior managers and the Board ŐdirectѴy or via their Ѵine managerőĺ 
Many were members of teams of up to six peopѴeķ and in AHFTķ there 
was no specific team at aѴѴķ with PPI work spread across muѴtipѴe corŊ
porate functions Ősuch as pubѴic membership office and formaѴ comŊ
pѴaintsőĺ As identified through interviewsķ these roѴes did not appear to 
confer any formaѴ decisionŊmaking powersĺ Howeverķ PPIFsĽ position in 
the hierarchy ŐformaѴ powerѶƒő indicated that they couѴd advise service 
managers and cѴinicians Őexpert powerѶƒő about necessary service imŊ
provements foѴѴowing feedback from patientsĺ Sometimesķ this advice 
was not acknowѴedged or utiѴizedķ rendering the PPI activity an inefŊ
fective use of time and resourcesķ as iѴѴustrated in the quote beѴowĺ

Observation type
MentaѴ heaѴth 
trust SociaѴ enterprise

Acute hospitaѴ 
foundation trust

Focus group  2 2

PubѴic engagement event   2

CommitteeņPaneѴ  7 3

Project group Ɣ  3

Governance meetinga 11  11

Board meeting 1  1

TotaѴ 17 9 22

aNBĹ SociaѴ enterprise did not grant Ѵead author access to these meetingsĺ 

TA B L E  Ɛ Պ Observation summary

TA B L E  Ƒ Պ Interview summary

Case site Senior managers Senior cѴinicians Managers Support staff Service users Carers
ProfessionaѴ 
ѴaypeopѴea TotaѴ

MHT Ɛ ŐPPIFő 2 ƒ ŐƑ PPIFső Ɛ ŐPPIFő  2  9

SE ƒ ŐƐ PPIFő   Ƒ Őboth PPIFső 1 1 1 Ѷ

AHFT Ƒ ŐaѴѴ PPIFső 1 Ƒ Őboth PPIFső Ɛ ŐPPIFő 1 1 2 10

AbbreviationsĹ AHFTķ acute hospitaѴ foundation trustĸ MHTķ mentaѴ heaѴth trustĸ PPIFķ patient and pubѴic invoѴvement faciѴitatorsĸ SEķ sociaѴ 
enterpriseĺ
aRefers to ѴaypeopѴe who have more formaѴ roѴesķ such as PubѴic Governorsĺ 
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�I�d hear great ideas�but my ability to actually deliver 

those, because I was an engagement officer, you�re the mid-

dle man�you don�t have the power to make the change�. 

AHFT: PPIF (ID IC003)

Patient and pubѴic invoѴvement faciѴitatorsĽ formaѴ positions inŊ
dicated the potentiaѴ for them to be invoѴved in the management 
of disagreement between stakehoѴdersĺ PPIFs reported that they 
were deveѴoping and maintaining reѴationships between differŊ
ent professionaѴ groupsķ who may have different perspectivesĺ 
Observations of various PPI activities showed that their faciѴitation 
roѴe brought them into contact with a wide range of stakehoѴdersĹ 

managers Őboth corporate and serviceŊѴeveѴőķ nursing and medicaѴ 
staffķ professionaѴs with specific expertise Őeg chapѴaincyőķ chariŊ
tabѴe organization representatives and ѴaypeopѴeĺ As suchķ a key 
chaѴѴenge of their roѴe was in faciѴitating conversations between 
these diverse groupsĺ

ƒĺƒՊ|ՊContextŊspecific differences

A range of contextŊspecific differences appeared to have an infѴuŊ
ence over PPIFsĽ roѴes and responsibiѴitiesķ and the way in which they 
perceived support for PPI in their organizationĺ

F I G U R E  Ɛ Պ Data coѴѴection and anaѴysis 
process

 
Initial meetings with 

named PPI leads at 

each case site 

Identify PPI activities 

to observe 
Review organisation’s 

website for PPI-

relevant information 

Collect PPI 

documents (e.g. 

strategies) 

Attend and observe 

PPI activities 

Contact Chairs & 

Facilitators of 

activities for access 

Attend and observe 

PPI activities 

Identify and approach 

more interviewees 

Conduct more 

interviews 

Conduct interviews 

Collect more PPI 

documents (e.g. 

meeting minutes) 

Review documents for 

key themes and 

information 

Review documents for 

key themes and 

information 

Identify context-

specific interview 

questions 

Identify context-

specific interview 

questions 

Identify and approach 

interviewees 

Phase One – Identifying 

data sources (first month 

of fieldwork) 

Phase Two – Detailed data 

collection and early analysis 

(2-6 months of fieldwork) 

Contact Chairs & 

Facilitators of 

activities for access 

Phase Three – Further data 

collection and ongoing 

analysis (6-12 months of 

fieldwork) 

Coding of data for key 

themes  

Identify further 

observation 

opportunities 

Development of 

conceptual framework 
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ƒĺƒĺƐՊ|ՊPracticaѴ deѴivery of services

Both MHT and SE had services spread across muѴtipѴe sites incѴudŊ
ing in heaѴth centres and smaѴѴ community hospitaѴsķ meaning they 
had a physicaѴ presence in the communityĺ In contrastķ AHFT was 
primariѴy based on one hospitaѴ siteĺ PPI activities often invoѴved 
ѴaypeopѴe coming to the hospitaѴķ rather than PPIFs going out to the 
communityĺ The physicaѴ space within which these activities took 
pѴace wasķ thereforeķ very differentĺ PPIFs in MHT and SE went out 
to communities rather than requiring the pubѴic to come to themĺ 
This difference is highѴighted in the quote beѴowĹ

I always remember people, when they [patients/public] 

talk about the hospital, although it�s very highly regarded 

as a good hospital, it�s a bit of an ivory tower. Even its 

geographical sense�gave it the whole �a hospital is 

something you go to.� Which is, I think, something for 

most acute hospitals�So there�s an expectation that 

maybe you wouldn�t connect with your hospital. 

AHFT: PPIF (ID IC003)

ƒĺƒĺƑՊ|ՊCuѴturaѴ differences

Staff in both MHT and AHFT expressed a view that mentaѴ heaѴth 
providers are better at PPI and cited this as being as a resuѴt of an orŊ
ganizationaѴ cuѴture that sits more comfortabѴy with the principѴes of 
PPIĺ In acute hospitaѴ careķ the patient is often seen quickѴy to treat 
a physicaѴ probѴem and then sent home as soon as possibѴeķ Ѵimiting 
the time the patient spends with staffĺ In a mentaѴ heaѴth settingķ the 
reѴationship between heaѴth professionaѴs and their patients is genŊ
eraѴѴy much Ѵongerĺ Many mentaѴ heaѴth patients wiѴѴ be accessing 
those services for the rest of their Ѵivesĺ As suchķ greater partnership 
working occurs at the cѴinicianŊpatient ѴeveѴķ arguabѴy making PPI a 
more naturaѴ approach for mentaѴ heaѴth staff than acute hospitaѴ 
staffĺ This is demonstrated in the two quotes beѴowĺ

But you would expect a mental health clinician to be very 

good at listening to service users and carers by the very 

nature of their work. 

MHT: Manager (ID IA003)

I was talking to people from the mental health trust. And, 

oh my god, I was just so jealous that they get it�They re-

alise that the only way to change behaviour and improve 

health is through an engagement model, investing in it. 

AHFT: PPIF (ID IC003)

ƒĺƒĺƒՊ|ՊOrganizationaѴ strategy

AѴѴ three organizations had smaѴѴ teams responsibѴe for PPIķ but a 
key difference was noted in AHFT which had no specific team or 

budget aѴѴocated to PPIĺ Both MHT and SE had a designated PPI 
Ѵeadķ whereas there was no overaѴѴ Ѵead at AHFTĺ Both MHT and 
SE aѴso had a PPI strategy documentĺ As suchķ there seemed to be 
Ѵess coordination of PPI activities in AHFTĺ The primary focus for 
AHFT appeared to be managing formaѴ compѴaints and meeting 
targets Őie ļtransactionaѴĽ functionsőĺ A Ѵack of strategic direction 
was cited as probѴematic by some staff interviewed at AHFT ŐexŊ
ampѴe beѴowőĺ

Oh, and the other thing was we never had a strategy 

[rolling eyes]. I don�t think I�ve ever seen a strategy�[se-

nior staff] have very different opinions about what its 

purpose was so it never got signed off�So there was no 

direction on what�s our purpose�what do we really want 

to get out of engagement? 

AHFT: PPIF (ID IC003)

ƒĺƓՊ|ՊMuѴtipѴe identities within the PPIFĽs roѴe

Patient and pubѴic invoѴvement faciѴitators appeared to operate in 
three distinct but overѴapping roѴesĹ mediatorķ negotiator and gateŊ
keeperĺ PPIFs described themseѴvesķ and were aѴso observed to opŊ
erateķ in duaѴ positions of empѴoyeeņprofessionaѴ and patientņpubѴic 
representativeĺ This resonates with a finding by Li et alѶƓ whom reŊ
ported that pubѴic invoѴvement practitioners identified themseѴves 
as ļtrusted advisor to the organizationaѴ Ѵeadership Œas weѴѴ asœ chamŊ
pion for community residentsĽ Őpĺ Ɛƕőĺ

ƒĺƓĺƐՊ|ՊGatekeeper

In this roѴeķ they were determining ѴaypersonsĽ access to PPI activiŊ
tiesĺ They appeared to hoѴd informaѴ power pertaining to the nature 
of the access ѴaypeopѴe were grantedĺ A Ѵarge part of this roѴe was in 
buiѴding and maintaining reѴationships between stakehoѴder groupsĺ 
PPIFs were usuaѴѴy the primary contact for patient and pubѴic repreŊ
sentatives and groupsĺ As suchķ the access they have is at Ѵeast initiaѴѴy 
determined by the PPIFsĺ TenbenseѴƔƑ noted that there are individuŊ
aѴs providing access to decisionŊmakers in heaѴth poѴicyĺ These indiŊ
viduaѴs are integraѴ to aiding decisionŊmakersĽ interpretations of the 
pubѴic inputĺ In this studyķ PPIFs appeared to pѴay the same roѴe in 
their organizationsĺ Gibson et al20 refer to these individuaѴs as ļsaѴaried 
invoѴvement professionaѴsĽ Őpĺ ƔƒƓő whose roѴe is to faciѴitate access to 
PPI activitiesĺ

What I�ve done is make sure that I�ve kept in contact 

[with community leaders], that I�ve shared information 

that I feel they need to know. If ever they�ve had a ques-

tion, even if it�s something I can�t deal with, I�ve encour-

aged them to come to me and I�ve made sure I�ve got the 

answers. So, it�s been about building trust. 

MHT: PPIF (ID A002)
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ƒĺƓĺƑՊ|ՊMediator

Patient and pubѴic invoѴvement faciѴitators frequentѴy faciѴitated 
conversations between staff and patientsņthe pubѴic in arenas 
such as governance meetings or committeesĺ These interactions 
often Ѵed to heated debateķ as observed by the Ѵead author and 
reported by PPIFs in interviewsĺ As suchķ PPIFs were centraѴ in meŊ
diating that confѴict and ensuring the various stakehoѴders were 
abѴe to make a fair contribution to conversationsķ as iѴѴustrated in 
the quote beѴowĺ

Well, it�s a challenge [to chair a meeting]! [laughing] I 

think, one, because of the size of the group. �But then 

I think, two, because it�s members of the public, so to 

speak, they kind of don�t feel so restrained as they would 

be if they were sort of in a professional capacity. And 

sometimes they�re not always used to the kind of proto-

cols of meetings�So yeah, it can be challenging 

SE: PPIF (ID B008)

ƒĺƓĺƒՊ|ՊNegotiator

Patient and pubѴic invoѴvement faciѴitators reported having to use 
negotiation skiѴѴs to encourage managers and heaѴthŊcare profesŊ
sionaѴs to Ɛő consider invoѴving patients and the pubѴic in their 
service improvement projects and Ƒő impѴement changes based 
on that PPI work or other patient feedbackĺ For exampѴeķ a PPIF 
at MHT reported managing to do some PPI work just in time to 
infѴuence a major service change that wouѴd have considerabѴy 
impacted on those patientsĺ The managers hadķ according to the 
PPIFķ changed their originaѴ course of action as iѴѴustrated in the 
quote beѴowĺ

I think the best one we�ve done so far was on a really 

emotive subject and that was the psycho-oncology ser-

vice, which is where we were proposing some changes 

[including the removal of a senior specialist]. It was quite 

emotive and lots of angry patients�Actually, the views 

of the patients completely changed what they were plan-

ning to do. They still got the same outcome that they 

were looking for [saving money] but they did it in a way 

that still met the patients� needs. 

MHT: PPIF (ID A002)

ƒĺƔՊ|ՊTensions that Ѵimited PPIFsĽ roѴes

Data anaѴysis identified three tensions infѴuencing PPI processes and 
the reѴationships between major stakehoѴdersĹ topŊdown vs bottomŊ
up managementĸ individuaѴ vs coѴѴective needsĸ and patient experiŊ
ence vs patient invoѴvementĺ

ƒĺƔĺƐՊ|ՊTopŊdown vs bottomŊup management

Many of those interviewed indicated that they beѴieve PPI is most 
effective when it invoѴves frontŊѴine staff andņor service managers 
Őie those in organizations who are responsibѴe for deѴivering serŊ
vicesőĺ This is simiѴar to findings that PPI works best at a ļgrass rootsĽ 
level.ƑƕķѵƓķѶƔķѶѵ AѴѴ PPIFs in our study suggested that greater frontŊѴine 
staff engagement was needed in PPI processesĺ PPIFs feѴt they had 
to Ѵead on aѴѴ PPI work because they beѴieved the workѴoad and its 
compѴexity pѴaced too many burdens on frontŊѴine staffĺ

And you know, we feel�we own it more. If there was any 

way of getting them and the divisions, clinical staff, to own 

it just that little bit more, that might help [its success]. 

MHT: PPIF (ID A009)

Some PPIFs reported that the Ѵack of engagement of frontŊѴine 
staff may partѴy be because PPI had been ѴabeѴѴed within corporate 
roѴes Ősee quote beѴowőĺ Some feѴt that frontŊѴine staff disengaged 
because they beѴieved PPI was the responsibiѴity of someone eѴseĺ 
This is in keeping with Fudge et alѶƕ who found PPI was Ѵed by a smaѴѴ 
number of individuaѴs in corporate roѴesĺ

I could see there could come a time�where my role 

doesn�t necessarily need to exist. Because�to name a 

lead on something, often, therefore, people don�t feel it�s 

their responsibility. 

AHFT: PPIF (ID C002)

Patient and pubѴic invoѴvement faciѴitators were invoѴved in the 
management of onŊgoing tensions between the perceived advanŊ
tages and disadvantages of conducting PPI centraѴѴy ŐtopŊdown or 
ļcentraѴizationĽőѶѶ and ѴocaѴѴy ŐbottomŊup or ļdecentraѴizationĽőĺѶѶ 

PPIFs reported being frustrated by the difficuѴties they encountered 
in their efforts to engage frontŊѴine staffĺ Their view was that PPI 
wouѴd work best through a participatory bottomŊup approach but 
that this was difficuѴt to initiate and maintainĺ DecentraѴization canķ 
in theoryķ motivate frontŊѴine staff to take on these responsibiѴities 
by giving them greater autonomyķѶѶ and this appeared to be the arŊ
gument presented by the PPIFs in this studyĺ

ƒĺƔĺƑՊ|ՊIndividuaѴ vs coѴѴective needs

There was aѴso evidence of tensions between individuaѴ stakehoѴdŊ
ersĽ needs and the perceived coѴѴective needs of the organizationĺ 
The issue of ensuring representativeness in PPI was highѴighted as 
probѴematic by many professionaѴsķ incѴuding the PPIFs themseѴvesķ 
and is supported by wider ѴiteratureĺƓƖķƔƐķƔƔŊѵƒ Interviewees were 
aware of the potentiaѴ for ѴaypeopѴe to have their own agendasĺ 
There were some occasions where PPIFs had to curtaiѴ discussions 
that they identified as being too personaѴĺ Data anaѴysis suggested 
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that personaѴ stories were vaѴued but had the potentiaѴ to detract 
from the core objectives of PPIķ as indicated in the two quotes beѴowĺ

there�s a fear sometimes�that they�re going to bring per-

sonal experiences to the table. And again, it�s a balance, 

because you do want people to bring personal experi-

ences; [but] not going into the detail. 

SE: PPIF (ID B002)

We�ve got to set out the rules of engagement so it doesn�t 

become personal. So that it actually is thinking in the 

wider look at the service provision rather than the indi-

vidual service provision. 

AHFT: PPIF (ID C002)

Patient and pubѴic invoѴvement faciѴitators indicated that giving inŊ
dividuaѴs a voice for their viewsķ beѴiefs and experiences Őie giving them 
a form of referent powerѶƒő was a core task within their roѴeĺ They deŊ
scribed how they were often managing confѴicts between ѴaypersonsĽ 
priorities and resources of the stakehoѴders in the organizationĺ PPIFs 
reported that ѴaypeopѴe expected their individuaѴ viewpoints to be 
important enough to infѴuence service improvementĺ Howeverķ PPIFs 
were sometimes working with the knowѴedge that individuaѴsĽ views 
may be of ѴittѴe or no vaѴue to service managers and heaѴth professionŊ
aѴsĺ This is consistent with Croft et alѶƖ who concѴuded that there was 
a risk of managers having fuѴѴ controѴ over decision making by marginŊ
aѴizing patientsĽ individuaѴ perspectives because of confѴict with orgaŊ
nizationaѴ prioritiesĺ Gibson et alƔƏ go further in suggesting that PPIFs 
wiѴѴ not push patientsĽ views onto other staff as they wouѴd not want to 
ļover antagonizeĽ NHS managers Őpĺ ƔƒƓőķ as they reѴy on the organizaŊ
tion for their ѴiveѴihoodĺ

ƒĺƔĺƒՊ|ՊPatient experience vs patient invoѴvement

The interchangeabѴe use of the terms ļpatient experienceĽ and ļpaŊ
tient invoѴvementĽ created confusion for stakehoѴders about the purŊ
pose of PPIĺ In Arnsteinŝs Ѵadder of participationķ90 PPI methods are 
defined according to ѴeveѴs of invoѴvementķ with coŊdesign and coŊ
deѴivery of services at the top of the Ѵadder and providing information 
and tokenistic invoѴvement at the bottomĺ PPIFs expressed a desire 
to use a variety of methods but with a preference for those nearer 
the top of the Ѵadderĺ They feѴt that surveys couѴd not accurateѴy be 
ѴabeѴѴed as ļinvoѴvementĽ but rather a measure of patient experienceĺ

In AHFTķ some PPIFs suggested that there was pressure from seŊ
nior management to report against KPIs and statistics by conducting 
surveys and managing compѴaintsķ rather than what they deemed to 
be ļproperĽ invoѴvement Ősee quotes beѴowőĺ Some PPIFs reported 
that frontŊѴine staff wouѴd sometimes conduct surveys and describe 
this as ļpatient invoѴvementĽķ therefore ļticking the boxĽ on their 
obѴigation to invoѴve patients in service changesĺ PPIFs had a more 
nuanced interpretation of PPI and appeared to vaѴue different PPI 

methods in hierarchicaѴ termsķ much Ѵike Arnsteinŝs Ѵadder of parŊ
ticipationĺ90 They suggested surveys wouѴd be at the bottom of the 
Ѵadder and wouѴd prefer to aim for more invoѴvement of patients and 
the pubѴic in decisionŊmaking processesĺ

All we do is a patient satisfaction, and in fact, we�re going 

more that way than proper engagement because I�ve 

seen it move towards numbers�so we�re doing the low-

level engagement on �are we doing a good service?� We�re 

not even doing the level above that � the �what would 

make a better service?��not anything more engaging. 

AHFT: PPIF (ID C003)

Patient and pubѴic invoѴvement faciѴitators aѴso commented that 
senior management and frontŊѴine staff did not aѴways fuѴѴy compreŊ
hend the breadth and depth of PPI activities and the potentiaѴ benefits 
Ősee quote beѴowőĺ Some indicated that this was because of a Ѵack of 
deep understanding of PPI theory and practiceĺ Moreoverķ some PPIFs 
feѴt that PPI knowѴedge was tacit and thus difficuѴt to transferĺ

Sometimes I feel that they [the Board] don�t always quite 

understand what�s actually involved in it�I hear them 

talk about the patient experience programme, they�ll 

get the name wrong and you�ll think �Ah, you don�t really 

understand�. 

MHT: PPIF (ID A009)

ƒĺƔĺƓՊ|ՊHow these tensions impact on PPIFs

There was evidence that the tensions between topŊdown and botŊ
tomŊup management were infѴuencing decisionŊmaking processes 
and power reѴationshipsĺ PPIFs reguѴarѴy needed to simuѴtaneousѴy 
obtain the support of senior management for strategic organizationaѴ 
changeķ as weѴѴ as the support of service managers and frontŊѴine 
staff at the ѴocaѴ ѴeveѴĺ The frequentѴy reported and observed tenŊ
sion between individuaѴ and coѴѴective needs was aѴso a considerŊ
abѴe chaѴѴenge for PPIFs to baѴance when it came to recommending 
service improvementsĺ Senior managers needed to manage both inŊ
dividuaѴ and communityŊwide needs simuѴtaneousѴyĺ Whenever an 
individuaѴŝs needs confѴicted with wider organizationaѴ prioritiesķ the 
Ѵatter prevaiѴedĺ

The infѴuence of these tensions is iѴѴustrated in Figure Ƒĺ PPIFs 
were often reduced to simpѴy sharing information with senior managŊ
ers and service managers in the hope that it wouѴd Ѵead to service imŊ
provementsķ but not having the power themseѴves to enact changesĺ

ƒĺѵՊ|ՊThe mirrored characteristics of 
ѴaypeopѴe and PPIFs

There were simiѴarities between the reported motivationsķ beѴiefs 
and characteristics of PPIFs and those of the ѴaypeopѴe invoѴved in 
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PPIĺ For exampѴeķ aѴѴ ѴaypeopѴe had experienced or witnessed poor 
careķ and this reportedѴy motivated them to take part in the PPI 
processĺ During interviewsķ they often cѴaimed to be motivated by 
wanting to give other peopѴe a voice and improve services as a reŊ
suѴtĺ These experiences and motivations seemed to be shared by the 
PPIFsĺ

Barnes et alѶƔ found simiѴar activist histories and traits in the 
PPIFs they interviewedķ an important finding for the future underŊ
standing of PPI practicesĺ This evidence suggests that PPIFsĽ aѴѴeŊ
giance couѴd be most strongѴy aѴigned with patients and the pubѴicķ 
rather than their empѴoyerĺ To iѴѴustrate the confѴicts and chaѴѴenges 
a PPIF experiences in their roѴeķ Figure ƒ shows a vignette from a 
PPIF working in AHFTĺAUTHORĹ Barnes et aѴĺ found to be mismatch 
with this reference citation ŒѶƐœķ pѴease checkĺReference shouѴd be 
number ѶƔ

ƓՊ |ՊDISCUSSION

This research adds to the Ѵiterature by examining the unique reѴaŊ
tionship between patients and the pubѴic and PPIFsķ as weѴѴ as beŊ
tween PPIFs and their coѴѴeaguesĺ Many of the coѴѴeagues PPIFs 
engage with are from estabѴished professionsĺ As a resuѴtķ it may be 
chaѴѴenging for them to identify with these individuaѴsķ which may 
Ѵead to an internaѴ confѴict concerning whom they identify most 
cѴoseѴy withĺ

The findings aѴso indicate the potentiaѴ for power confѴicts to 
deveѴopĺ HeaѴth professionaѴs and managers may view PPIFsĽ motiŊ
vations as most cѴoseѴy aѴigned with patients and the pubѴicķ Ѵeading 
to a distrust of PPIFsĺ Furthermoreķ BoѴton17 made a suggestion that 
using feedback from compѴaints is mereѴy a tooѴ for monitoring and 
performance managing staffķ something aѴso suggested about wider 

F I G U R E  Ƒ Պ Patient and pubѴic 
invoѴvement ŐPPIő FaciѴitator roѴe confѴicts 
and tensions

Patients/carers/the 

public

External 

organisations (e.g. 

HealthWatch)

P
o

w
e

r In
fo

PPI facilitator role –

negotiator, 

facilitator, advocate 

and gatekeeper

Individual needs

Patient involvement

Senior 

management & 

Board members

Top-down management

Collective needs

Patient experience

Front-line staff 

(health 

professionals)
Service managers

Bottom-up management

F I G U R E  ƒ Պ Vignette from a patient 
and pubѴic invoѴvement faciѴitators 
ŐPPIFőAUTHORĹ Figure ƒ has been 
saved at a Ѵow resoѴution of ƐƐѵ dpiĺ 
PѴease resuppѴy at ѵƏƏ dpiĺ Check 
required artwork specifications at 
httpsĹņņauthorservicesĺwiѴeyĺcomņassetņ
photosņeѴectronicōartworkōguideѴinesĺ
pdfRepѴacement figure suppѴied via emaiѴ 
in PDF format

So, my reputa�on, and the reputa�on of any engagement lead, is always bound with the people 

delivering the service. So, if they [exple�ve] it up, if they don’t deliver, you go down with the ship. 

And it damages your rela�onship with communi�es as well. I kind of got around that by being very 

honest and open, more honest and open than the organiza�ons I worked for would permit. But it 

meant that, that the level of honest, meant that I had the level of trust. I would have to say, “I’m 

sorry, but they’re really not interested in delivering on this, but here’s where you can go to 

complain.” …Which meant I had to deal with a lot of, oh, horrendous experiences. And people being 

seriously let down, par�cularly where we’d promised a lot and I’d made those connec�ons [with 

line managers and front-line staff] and then they just wouldn’t deliver because it just wasn’t a 

priority.

And it has never been a priority, in any of the NHS organiza�ons that I have worked for; even when 

there’s been Board-level commitment. The challenge comes, always, no matter how commi�ed 

the Boards are, to what if the community want to make a decision that you don’t agree with? And 

it always falls down at that point. Or they’ll even agree it, commit to it, and then something else 

will change in the system. Because it changes so much because we have so much involvement from 

the SHA, na�onally or whatever. We’ll commit to a par�cular process; we’ll even go with 

communi�es some�mes on a par�cular decision; and then it will get pulled.

But it would hardly ever get to that stage anyway because we’d already made the decision on what 

we were consul�ng on. And the whole �me; and I’ve been in terrible commissioning and service 

development things; where I’m just thinking “the fact that you’re arguing back with the public that 

they’re making the wrong decision means that you’ve already made your decision so why are you 

even engaging with them?” What you’re talking about is a PR exercise, which is fine, but what 

communi�es really don’t like is being set up.
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PPI by MiѴewa et alѶƏ If heaѴth professionaѴs view PPIFs as using PPI 
to performance manage themķ this may create further confѴictĺ In this 
studyķ PPIFs reported that some frontŊѴine staff and service managŊ
ers resisted being invoѴved in PPI initiativesĺ One of the reasons for 
this resistance couѴd be their perceptions of PPIFsĽ motivations and 
aѴѴegiances with patients and the pubѴicĺ

Furthermoreķ adding to these confѴicts of Ѵegitimateķ expert and 
referent powerѶƒ was the prevaѴence of an ļinŊgroupĽĺ There was a 
Ѵimited pooѴ of peopѴe who PPIFs invited to join projectsķ groups 
and committeesĺ This resuѴted in the same group of peopѴe being 
incѴuded in muѴtipѴe activitiesĺ The finding supports research that 
has noted this ļinŊgroupĽ phenomenon in PPIĺƔƔķƔƖķѶѵķƖƐ This potenŊ
tiaѴѴy couѴd exacerbate power confѴicts with heaѴth professionaѴs and 
managers who may argue that this type of group is unrepresentativeķ 
therefore justifying questioning PPIFsĽ recommendationsĺ

LaypeopѴe defined their own roѴe as a resuѴt of being motivated by 
seeing or experiencing poor careĺ This confirms findings from existŊ
ing Ѵiterature on Ѵayperson motivations and identitiesĺƒƑķƓƖķѵƒķѵѶķƕƖķƖƑŊƖƓ 

In additionķ the PPIFs identified themseѴves as advocates more than 
empѴoyeesĺ This study indicates that often the motivations and idenŊ
tity perspectives of ѴaypeopѴe were mirrored by PPIFsĺ

These confѴicts and the compѴexity of the PPIFsĽ roѴes appeared 
to be very chaѴѴenging and invoѴved considerabѴe emotionaѴ Ѵabour 
and cognitive workѴoadķ as they often worked in isoѴationķ as reŊ
ported by Staniszewskaĺ12 One of the major recommendations for 
future practice is to improve support for PPIFs in their daiѴy workĺ

Patient and pubѴic invoѴvement faciѴitators indicated that their 
roѴe was constrained by its ѴeveѴ within the organizationķ in that 
they neither had the power to make decisions nor did they have the 
power to enact service changesĺ It was onѴy within their power to try 
to infѴuence service changes through sharing inteѴѴigenceĺ Figure Ƒ 
shows the groups of stakehoѴders PPIFs are required to work with 
and how information is exchanged or brokered by PPIFsĺ It highŊ
Ѵights that actuaѴ power for decision making Őand therefore service 
changeső rests with service managers and senior cѴinicaѴ staffķ andņ
or senior managementĺ

ƓĺƐՊ|ՊImpѴications for practice

The main recommendations from this study focus on supporting 
PPIFs to baѴance the highѴighted tensionsĺ As PPIFs are key in aѴѴ PPI 
processesķ from being a gatekeeper for patients and the pubѴicķ to faŊ
ciѴitating stakehoѴdersĽ conversationsķ to making recommendations 
for service improvementsķ it appears important to provide them 
with adequate instrumentaѴ and emotionaѴ supportĺ These individuŊ
aѴs may begin to feeѴ ineffective and underŊvaѴued if these are not 
providedĺ

As there was evidence that PPI was not embedded in deciŊ
sionŊmaking processesķ senior managers may need to be cѴearer 
about the vaѴue of PPI in their organizationĺ If the purpose is not 
cѴearķ or PPI confѴicts with wider organizationaѴ prioritiesķ it is unŊ
ѴikeѴy to improve servicesĺ In order to prevent PPI confѴicting with 

organizationaѴ strategyķ we suggest PPIFs shouѴd be invoѴved in straŊ
tegic decision makingĺ Furthermoreķ PPI activities shouѴd be aѴigned 
with said priorities so that it directѴy feeds into organizationaѴ deŊ
cision makingķ for exampѴe by invoѴving patients in deveѴoping 
costŊsaving initiatives when under financiaѴ pressureĺ

Patient and pubѴic invoѴvement faciѴitators shouѴd aѴso be supŊ
ported in more practicaѴ and tangibѴe waysķ such as through training 
and mentoringķ as weѴѴ as through ensuring access to adequate finanŊ
ciaѴ and physicaѴ resourcesĺ This has been suggested eѴsewhere in 
the context of PPI in researchĺƖƔ This couѴd faciѴitate greater variance 
of PPI activitiesķ incѴuding more targeted work with hardŊtoŊreach 
groupsķ and the abiѴity to hoѴd activities in muѴtipѴe venuesĺ

ƓĺƑՊ|ՊStudy Ѵimitations and future research

A Ѵimited number of PPIFs were interviewed from three heaѴthŊcare 
organizationsĺ As suchķ we cannot be confident that the perspecŊ
tives of the PPIFs presented here wouѴd be found in other organizaŊ
tionsĺ As Barnes et al49 suggestedķ PPIFsĽ motivationsķ beѴiefs and 
perspectives shouѴd be given equaѴ consideration with those of the 
patients and pubѴicĺ We propose that further research is carried out 
which focuses on PPIFsĽ perspectivesĺ This couѴd be done through 
surveysķ inŊdepth interviews andņor focus groupsķ in order to gain 
both rich insight and patterns of personaѴ engagementĺ

As there were confѴicts between PPIFsķ frontŊѴine cѴinicians and 
service managersķ it may aѴso be pertinent to assess the perspectives 
of staff not cѴoseѴy associated with PPI workĺ This wouѴd give greater 
insight into why PPIFs encounter barriers with these stakehoѴders 
and provide further recommendations for practice in the futureĺ

Another potentiaѴ Ѵimitation of the study may have been thatķ 
due to a Ѵack of cѴear definitions within the Ѵiterature regarding the 
specific roѴe of PPIFsķ and indeed the nature of PPI itseѴfķ this may 
have inadvertentѴy biased the concѴusions madeĺ Further research 
may indeed Ѵead to different concѴusions about the roѴe of PPIFs or 
at Ѵeast add nuanced knowѴedgeĺ

ƔՊ |ՊCONCLUSIONĹ WHAT C AN PPIFS 
CONTRIBUTE TO QIĵ

This study has demonstrated how important PPIFs are in PPI proŊ
cessesĺ With some exceptionsķƐƑķƓƖķƔƏķƔƑ there is a considerabѴe Ѵack 
of acknowѴedgement and appreciation of the roѴe of PPIFs in the ѴitŊ
eratureĺ Our resuѴts indicate that PPIFs can feeѴ isoѴated in their roѴes 
when attempting to infѴuence organizationaѴ cuѴtures and conduct QIĺ 
There was evidence that they feѴt that senior managers did not apŊ
preciate the benefits of PPI in generaѴ but aѴso their specific roѴe in PPI 
processesĺ PPIFsĽ sense of isoѴation was further exacerbated by this 
Ѵack of shared understanding and appreciation of PPI with othersĺ

Our study aѴso identified the difficuѴties that PPIFs face in baѴŊ
ancing tensions that impact on their workĺ This baѴancing roѴe 
further demonstrates how PPIFs are potentiaѴѴy an underutiѴized 
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resource in heaѴthŊcare organizationsĺ These three tensions ŐtopŊ
down vs bottomŊup managementķ individuaѴ vs coѴѴective needs and 
patient experience vs patient invoѴvementő have impѴications for the 
QI agendaĺ Thereforeķ it is argued that heaѴthŊcare organizations 
need to offer more support to PPIFs to ensure that their vaѴuabѴe 
contribution can be reaѴizedĺ

FinaѴѴyķ as QI was an expѴicitѴy cited driver for PPIķ one wouѴd exŊ
pect PPI interventions to infѴuence service deveѴopmentsĺ The tensions 
underѴying PPI work can inhibit PPI directѴy infѴuencing QIĺ In additionķ 
the power confѴicts between stakehoѴders and PPIFs Ѵimit the abiѴity 
of PPIFs to infѴuence QIķ as decision making primariѴy Ѵies within the 
remit of managers and cѴinicaѴ teamsĺ Incorporating the roѴe of PPIFs 
into decisionŊmaking processes may heѴp them to better infѴuence QIĺ
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