
BackgroundBackground The DepartmentofThe Departmentof

Health and UKfundingbodies haveHealth and UKfunding bodies have

suggested thatclinical academicsworksuggested thatclinical academicswork

closely withmentalhealth service users inclosely withmentalhealth service users in

research projects.Althoughthere areresearchprojects.Althoughthere are

helpfulguidelines onthe issues that havehelpfulguidelines onthe issues thathave

to be dealt with, there have been fewto be dealt with, therehave been few

examples of how this partnershipexamples of how this partnership

researchmight be undertaken.researchmight be undertaken.

AimsAims To illustrate the challenges in jointTo illustrate the challenges in joint

research projects.researchprojects.

MethodMethod We subjected the process ofWe subjected the process of

user involvementto ten questionswhichuser involvementto ten questionswhich

arose inthe developmentof a jointarose in the developmentof a joint

research project.The answers are anresearchproject.The answers are an

amalgamation ofthe user and clinicalamalgamation ofthe user and clinical

researcherconsiderations and areresearcherconsiderations and are

affected byhindsight.affected byhindsight.

ResultsResults The involvementofthe user-The involvementofthe user-

researcherchanged the focus ofthe studyresearcherchanged the focus ofthe study

and its design and content.More attentionand its design and content.More attention

waspaid to the intervention itself and thewaspaid to the intervention itself and the

wayinwhich it was delivered.This processwayinwhich it was delivered.This process

increased the amountoftime takentoincreased the amountoftime takento

carryout andwrite up the project aswellcarryout andwrite up the project aswell

as incurring financial costs for useras incurring financial costs for user

consultationpayments and dissemination.consultationpayments and dissemination.

ConclusionsConclusions This experience hasThis experiencehas

clarified the contributionthatusers canclarified the contributionthatusers can

make, forexamplebyraisingnewresearchmake, forexamplebyraisingnewresearch

questions, byensuring interventions arequestions, byensuring interventions are

kept‘user friendly’, and the selection ofkept‘user friendly’, and the selection of

outcomemeasures.outcomemeasures.

Declaration of interestDeclaration of interest None.None.

In recent years the Department of Health,In recent years the Department of Health,

the National Health Service (NHS) Execu-the National Health Service (NHS) Execu-

tive, research charities and funding bodiestive, research charities and funding bodies

have emphasised the importance of userhave emphasised the importance of user

involvement in clinical research (Depart-involvement in clinical research (Depart-

ment of Health, 1998, 1999; Consumersment of Health, 1998, 1999; Consumers

in NHS Research, 1999; Hanley, 1999;in NHS Research, 1999; Hanley, 1999;

HanleyHanley et alet al, 2001; Royle & Oliver,, 2001; Royle & Oliver,

2001) because users have ‘the experience2001) because users have ‘the experience

and skills to complement those of currentand skills to complement those of current

researchers . . . they know what it feels likeresearchers . . . they know what it feels like

to undergo treatments and their variousto undergo treatments and their various

side effects . . . they will have a good ideaside effects . . . they will have a good idea

about what research questions should beabout what research questions should be

asked . . . and how questions might be askedasked . . . and how questions might be asked

differently’ (Goodare & Lockward, 1999),differently’ (Goodare & Lockward, 1999),

and ‘if the needs and views of users are re-and ‘if the needs and views of users are re-

flected in research itflected in research it is more likely to pro-is more likely to pro-

duce results that canduce results that can be used to improvebe used to improve

clinical practice’ (Department of Health,clinical practice’ (Department of Health,

2000). Many clinical researchers therefore2000). Many clinical researchers therefore

want to involve users in their research butwant to involve users in their research but

are often unclear exactly how to go aboutare often unclear exactly how to go about

this. Although useful briefing notes havethis. Although useful briefing notes have

been published (Consubeen published (Consumers in NHSmers in NHS

Research Support Unit, 1999, 2000),Research Support Unit, 1999, 2000), littlelittle

detailed information is available aboutdetailed information is available about

how the process works in practice or thehow the process works in practice or the

philosophical, conceptual and practicalphilosophical, conceptual and practical

challenges that may arise for clinical re-challenges that may arise for clinical re-

searchers when they seek to involve userssearchers when they seek to involve users

in research, especially in the field of mentalin research, especially in the field of mental

health where the massive imbalance ofhealth where the massive imbalance of

power that exists in services between pro-power that exists in services between pro-

fessionals and users may make workingfessionals and users may make working

together in research particularly challeng-together in research particularly challeng-

ing (Beresford & Wallcroft, 1997;ing (Beresford & Wallcroft, 1997;

Lindow, 2001).Lindow, 2001).

This review describes our experienceThis review describes our experience

of working together for the first timeof working together for the first time

with user-researchers on a study investi-with user-researchers on a study investi-

gating the effects of group medicationgating the effects of group medication

education sessions on in-patients in oureducation sessions on in-patients in our

local psychiatric intensive care unit (PICU)local psychiatric intensive care unit (PICU)

(Kavanagh(Kavanagh et alet al, 2002). We use this, 2002). We use this

experience to describe each step in theexperience to describe each step in the

partnership research process and thepartnership research process and the

challenges we faced along the way. Wechallenges we faced along the way. We

certainly do not claim to have all thecertainly do not claim to have all the

answers, but hope that our account willanswers, but hope that our account will

help others become more aware of thehelp others become more aware of the

complexities of user involvement in mentalcomplexities of user involvement in mental

health research.health research.

Many terms are currently used toMany terms are currently used to

describe people who use mental healthdescribe people who use mental health

services: ‘patient’, ‘consumer’, ‘client’,services: ‘patient’, ‘consumer’, ‘client’,

‘user’, ‘survivor’. The term selected gener-‘user’, ‘survivor’. The term selected gener-

ally reflects a particular context or politicalally reflects a particular context or political

perspective. In this review our focus onperspective. In this review our focus on

involvement led us to prefer the term ‘user’,involvement led us to prefer the term ‘user’,

although where users were in hospital wealthough where users were in hospital we

have (for the sake of clarity) referred tohave (for the sake of clarity) referred to

them as ‘patients’.them as ‘patients’.

TENQUESTIONS TOTENQUESTIONS TO
CONSIDERWHENPLANNINGCONSIDERWHENPLANNING
JOINT RESEARCHJOINT RESEARCH

What is the value of userWhat is the value of user
involvement?involvement?

The first question to be resolved should beThe first question to be resolved should be

considered well before any contact withconsidered well before any contact with

users and involves the clinical researchusers and involves the clinical research

team spending time to consider preciselyteam spending time to consider precisely

why they want user involvement: is itwhy they want user involvement: is it

merely to satisfy the requirements of fund-merely to satisfy the requirements of fund-

ing and regulation bodies (Hanley, 1999,ing and regulation bodies (Hanley, 1999,

2001), or is it because there is a considered2001), or is it because there is a considered

and genuine belief in the value of userand genuine belief in the value of user

involvement (Goodare & Lockward,involvement (Goodare & Lockward,

1999)? In our case, members of the clinical1999)? In our case, members of the clinical

research team at the Centre for Recovery inresearch team at the Centre for Recovery in

Severe Psychosis (CRiSP) were clear thatSevere Psychosis (CRiSP) were clear that

introducing a user perspective could posi-introducing a user perspective could posi-

tively influence the content of their researchtively influence the content of their research

and make it more relevant to clinicaland make it more relevant to clinical

practice.practice.

How will users be involvedHow will users be involved
in the research process?in the research process?

User involvement in research may occur atUser involvement in research may occur at

many different levels (Lindow, 2001),many different levels (Lindow, 2001),

ranging from lip-service involvementranging from lip-service involvement

(where researchers consult with users but(where researchers consult with users but

maintain ultimate control of the project)maintain ultimate control of the project)

to partnership involvement (where re-to partnership involvement (where re-

searchers actively work with users assearchers actively work with users as

collaborative partners, equitably sharingcollaborative partners, equitably sharing

all final decision-making and control).all final decision-making and control).

Our clinical research team was philo-Our clinical research team was philo-

sophically inclined towards partnershipsophically inclined towards partnership

involvement but probably did not fullyinvolvement but probably did not fully

appreciate (before they embarked on it) justappreciate (before they embarked on it) just

how time-consuming and challenging ithow time-consuming and challenging it

should be.should be.
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USER INVOLVEMENT IN RESEARCHUSER INVOLVEMENT IN RESEARCH

What projects might be suitableWhat projects might be suitable
for user involvement?for user involvement?

There is scope for user involvement in allThere is scope for user involvement in all

clinical research, but certain projects mayclinical research, but certain projects may

be more attractive than others – in particu-be more attractive than others – in particu-

lar those arising in response to users’ re-lar those arising in response to users’ re-

quests and those that seek to increase userquests and those that seek to increase user

empowerment (Beresford & Wallcroft,empowerment (Beresford & Wallcroft,

1997; Church, 1997; Faulkner & Layzell,1997; Church, 1997; Faulkner & Layzell,

2000; Faulkner & Nicholls, 2000; Rose,2000; Faulkner & Nicholls, 2000; Rose,

2001). In our case the medication education2001). In our case the medication education

project seemed particularly appropriateproject seemed particularly appropriate

because it arose directly in response tobecause it arose directly in response to

requests from patients on the PICU at therequests from patients on the PICU at the

Maudsley Hospital for more informationMaudsley Hospital for more information

about medication. This led to a decisionabout medication. This led to a decision

to provide group medication educationto provide group medication education

sessions, and the clinical research teamsessions, and the clinical research team

saw this as an important opportunity tosaw this as an important opportunity to

investigate (in line with previous studies:investigate (in line with previous studies:

BrownBrown et alet al, 1987; Macpherson, 1996;, 1987; Macpherson, 1996;

Tempier, 1996) the effects on patientTempier, 1996) the effects on patient

knowledge, insight and compliance. Follow-knowledge, insight and compliance. Follow-

ing further discussion the team came to theing further discussion the team came to the

conclusion that since the study had beenconclusion that since the study had been

initiated by patients, it was important toinitiated by patients, it was important to

maintain the patient focus by having activemaintain the patient focus by having active

user involvement, and the decision wasuser involvement, and the decision was

made to use the project to involve usersmade to use the project to involve users

actively for the first time in the team’sactively for the first time in the team’s

research.research.

What proposal will be preparedWhat proposal will be prepared
for presentation to users?for presentation to users?

Once the decision to involve users hasOnce the decision to involve users has

been made, a clear outline of thebeen made, a clear outline of the

proposed research should be prepared toproposed research should be prepared to

present to users. It is probably notpresent to users. It is probably not

useful, however, at this stage to set out auseful, however, at this stage to set out a

precise proposal with little apparent scopeprecise proposal with little apparent scope

for user intervention. The importance offor user intervention. The importance of

this became clear to us only when thethis became clear to us only when the

clinical research team presented theirclinical research team presented their

research protocol (with the research ques-research protocol (with the research ques-

tion, study design and outcome measurestion, study design and outcome measures

already firmly in place) to users, and re-already firmly in place) to users, and re-

ceived a very firm and negative responseceived a very firm and negative response

(see below).(see below).

How will the initial approachHow will the initial approach
be made to users?be made to users?

One of the most productive ways ofOne of the most productive ways of

approaching users is through relationshipsapproaching users is through relationships

that have already been established locallythat have already been established locally

(e.g. with user groups, user liaison workers(e.g. with user groups, user liaison workers

or user development workers), but lessor user development workers), but less

direct approaches (e.g. through posters ordirect approaches (e.g. through posters or

advertising in magazines, newsletters andadvertising in magazines, newsletters and

papers) may also be useful and mightpapers) may also be useful and might

possibly recruit a wider range of users. Inpossibly recruit a wider range of users. In

our study, the team knew there was anour study, the team knew there was an

active user group (Communicate) in theactive user group (Communicate) in the

local Trust and, following advice fromlocal Trust and, following advice from

the Trust’s user liaison worker, submittedthe Trust’s user liaison worker, submitted

the research proposal in writing for thethe research proposal in writing for the

group’s consideration.group’s consideration.

How will users’ responsesHow will users’ responses
be considered?be considered?

One of the most challenging aspects ofOne of the most challenging aspects of

user involvement for clinical researchersuser involvement for clinical researchers

may be considering users’ responses tomay be considering users’ responses to

their research proposals, especially iftheir research proposals, especially if

the responses are negative, spirited andthe responses are negative, spirited and

passionate. Although it may be temptingpassionate. Although it may be tempting

to dismiss these responses as those of usersto dismiss these responses as those of users

with a personal agenda or an ‘axe to grind’,with a personal agenda or an ‘axe to grind’,

it is important to remember that users’it is important to remember that users’

responses come about largely through theirresponses come about largely through their

experience of using services and – since it isexperience of using services and – since it is

this very experience that user involvementthis very experience that user involvement

is trying to harness – their views, valuesis trying to harness – their views, values

and opinions need to be taken seriously ifand opinions need to be taken seriously if

they are really to influence research. Inthey are really to influence research. In

our case, users responded by saying thatour case, users responded by saying that

they had considered the proposal carefullythey had considered the proposal carefully

but were not prepared to be involved in abut were not prepared to be involved in a

project that placed such importance on out-project that placed such importance on out-

come measures of insight and compliance.come measures of insight and compliance.

They explained that although these out-They explained that although these out-

comes might be extremely important forcomes might be extremely important for

clinicians, they were anathema to manyclinicians, they were anathema to many

users who perceived them as echoing theusers who perceived them as echoing the

paternalistic and disempowering authoritypaternalistic and disempowering authority

of psychiatry, with ‘having insight’ tooof psychiatry, with ‘having insight’ too

often meaning ‘agreeing with professionals’often meaning ‘agreeing with professionals’

and ‘being compliant’ meaning ‘doing whatand ‘being compliant’ meaning ‘doing what

you are told by professionals’ (Perkins &you are told by professionals’ (Perkins &

Repper, 1999).Repper, 1999).

While somewhat taken aback by thisWhile somewhat taken aback by this

strong and negative response, the leader ofstrong and negative response, the leader of

the clinical research team was sufficientlythe clinical research team was sufficiently

stimulated to ask for further discussion.stimulated to ask for further discussion.

This resulted in a series of lengthy meetingsThis resulted in a series of lengthy meetings

between the lead researcher and a memberbetween the lead researcher and a member

of Communicate charged with making theof Communicate charged with making the

group’s position clear. These meetings weregroup’s position clear. These meetings were

often challenging and not always comfor-often challenging and not always comfor-

table, but they served an important purposetable, but they served an important purpose

in allowing a mutually respectful relation-in allowing a mutually respectful relation-

ship to build up between clinical researchership to build up between clinical researcher

and user, which eventually enabled them toand user, which eventually enabled them to

agree to look again at the project and con-agree to look again at the project and con-

sider working on it together in partnershipsider working on it together in partnership

research.research.

Will research partnershipsWill research partnerships
with users be formalised?with users be formalised?

Within any clinical research team there isWithin any clinical research team there is

always a tacit and usually overt agreementalways a tacit and usually overt agreement

on how individual members of the teamon how individual members of the team

will work together, how financial over-will work together, how financial over-

heads will be shared and how research out-heads will be shared and how research out-

put will be attributed for assessmentput will be attributed for assessment

purposes. This is also important when userspurposes. This is also important when users

become involved with clinical researchers.become involved with clinical researchers.

An explicit agreement about how they willAn explicit agreement about how they will

work together is necessary, addressingwork together is necessary, addressing

issues such as when and how users will beissues such as when and how users will be

involved in the research, payment of users,involved in the research, payment of users,

acknowledgement of users’ contributions,acknowledgement of users’ contributions,

and issues of confidentiality. We used aand issues of confidentiality. We used a

research contract which Communicate hadresearch contract which Communicate had

developed some years earlier (see Appendix).developed some years earlier (see Appendix).

Although the contract had no legal stand-Although the contract had no legal stand-

ing, it was felt to be important in settinging, it was felt to be important in setting

out clearly how the interests of users shouldout clearly how the interests of users should

be protected. This contract is now beingbe protected. This contract is now being

amended to reflect the partnership and willamended to reflect the partnership and will

cover more issues raised by the clinicalcover more issues raised by the clinical

researchers.researchers.

In addition to formalising the researchIn addition to formalising the research

partnership between the user and the clini-partnership between the user and the clini-

cal research team at a team and user groupcal research team at a team and user group

level with the research contract, thelevel with the research contract, the

research partnership was also formalisedresearch partnership was also formalised

at an institutional level by including theat an institutional level by including the

user (hereafter called the user-researcher)user (hereafter called the user-researcher)

as a member of the clinical researchas a member of the clinical research

team on the team’s application to theteam on the team’s application to the

institution’s research ethics committee.institution’s research ethics committee.

How will the proposal be jointlyHow will the proposal be jointly
assessed?assessed?

The best way of evaluating the outline is toThe best way of evaluating the outline is to

subject the proposal to a series of questionssubject the proposal to a series of questions

(examples given below) and then adjust the(examples given below) and then adjust the

protocol, preferably before starting anyprotocol, preferably before starting any

practical work. In our study not all of thesepractical work. In our study not all of these

questions were apparent at the start of thequestions were apparent at the start of the

project – some only emerged following userproject – some only emerged following user

observation of how the research inter-observation of how the research inter-

vention (medication education sessions)vention (medication education sessions)

was being delivered – and the answers towas being delivered – and the answers to

our questions did not come easily. The solu-our questions did not come easily. The solu-

tions to user concerns in the project were,tions to user concerns in the project were,

in the end, far from perfect, but were thein the end, far from perfect, but were the

best pragmatic compromise that could bebest pragmatic compromise that could be

reached at the time.reached at the time.

How did the research come aboutHow did the research come about
and does it address users’ priorities?and does it address users’ priorities?

Our study came about directly as a result ofOur study came about directly as a result of

patients requesting information about theirpatients requesting information about their
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medication, was obviously relevant tomedication, was obviously relevant to

them, and by providing medication edu-them, and by providing medication edu-

cation sessions (in spite of some scepticismcation sessions (in spite of some scepticism

from ward staff) showed that patients’from ward staff) showed that patients’

priorities were being taken seriously.priorities were being taken seriously.

What is the purpose of the study and doesWhat is the purpose of the study and does
it contribute to user empowerment?it contribute to user empowerment?

The original purpose of the study was toThe original purpose of the study was to

provide medication education sessions andprovide medication education sessions and

assess the effects on patient knowledge, in-assess the effects on patient knowledge, in-

sight and compliance. The user-researchersight and compliance. The user-researcher

pointed out that while insight and compli-pointed out that while insight and compli-

ance might be of major importance toance might be of major importance to

clinicians, users would be interested in theclinicians, users would be interested in the

effects of medication education on theeffects of medication education on the

empowerment of users, which was com-empowerment of users, which was com-

pletely ignored in the original proposal.pletely ignored in the original proposal.

Empowerment here means imbuingEmpowerment here means imbuing

strength, confidence, authority and power.strength, confidence, authority and power.

What outcomes should be assessed, and areWhat outcomes should be assessed, and are
they what users consider to be important?they what users consider to be important?

It was agreed that the outcomes of medi-It was agreed that the outcomes of medi-

cation education should be viewed morecation education should be viewed more

widely than had been initially suggested,widely than had been initially suggested,

with the focus shifted away from insightwith the focus shifted away from insight

and compliance towards measures ofand compliance towards measures of

patient empowerment. However, at thepatient empowerment. However, at the

time there was no standard method fortime there was no standard method for

assessing these and, reluctantly for theassessing these and, reluctantly for the

users, insight and compliance had to remainusers, insight and compliance had to remain

major outcome measures. In writing themajor outcome measures. In writing the

paper the emphasis was specifically shiftedpaper the emphasis was specifically shifted

away from compliance and it is hoped that,away from compliance and it is hoped that,

in the future, more work with servicein the future, more work with service

users will enable us to develop appro-users will enable us to develop appro-

pripriate methods for assessing patientate methods for assessing patient

empowerment (e.g. Rogersempowerment (e.g. Rogers et alet al, 1997)., 1997).

In addition to considering the patientIn addition to considering the patient

outcome of medication education, we wereoutcome of medication education, we were

also aware that the medication educationalso aware that the medication education

sessions might have important effects onsessions might have important effects on

ward staff, some of whom expressed theward staff, some of whom expressed the

fear that providing medication educationfear that providing medication education

would only make their work more difficultwould only make their work more difficult

if patients (through becoming more know-if patients (through becoming more know-

ledgeable and empowered) became lessledgeable and empowered) became less

compliant and more questioning aboutcompliant and more questioning about

their medication. These fears provedtheir medication. These fears proved

unfounded, and in fact ward staff foundunfounded, and in fact ward staff found

that, by clarifying information about medi-that, by clarifying information about medi-

cation and helping to dismiss myths aboutcation and helping to dismiss myths about

prescribing practices, the medication edu-prescribing practices, the medication edu-

cation sessions actually made their commu-cation sessions actually made their commu-

nication about medication with patientsnication about medication with patients

much easier. While this change in attitudemuch easier. While this change in attitude

was not formally measured it was verywas not formally measured it was very

apparent, and made clear to us that inapparent, and made clear to us that in

future studies it would be important tofuture studies it would be important to

measure secondary effects of interventionsmeasure secondary effects of interventions

on clinical staff as well as the direct effectson clinical staff as well as the direct effects

on patients.on patients.

Is the intervention‘user friendly’and is enoughIs the intervention‘user friendly’and is enough
importance attached to delivery of theimportance attached to delivery of the
intervention?intervention?

From the start the user-researcher (a formerFrom the start the user-researcher (a former

teacher) emphasised that the way the medi-teacher) emphasised that the way the medi-

cation education intervention was deliveredcation education intervention was delivered

was important. In particular, she was con-was important. In particular, she was con-

cerned that if the intervention was seen tocerned that if the intervention was seen to

‘fail’, patients would be blamed for not‘fail’, patients would be blamed for not

engaging with the sessions, rather thanengaging with the sessions, rather than

looking at whether the delivery of thelooking at whether the delivery of the

sessions was appropriate. Factors thatsessions was appropriate. Factors that

might influence the success or failure ofmight influence the success or failure of

the intervention included the physical envir-the intervention included the physical envir-

onment where sessions were to be deliv-onment where sessions were to be deliv-

ered, the skill of the teacher/facilitator/ered, the skill of the teacher/facilitator/

empowerer in fulfilling the many differentempowerer in fulfilling the many different

roles he or she would have to play duringroles he or she would have to play during

the sessions, and the ethos and attitudesthe sessions, and the ethos and attitudes

of clinical staff towards patients who wereof clinical staff towards patients who were

taking part in the sessions. Clarificationtaking part in the sessions. Clarification

and acknowledgement of the importanceand acknowledgement of the importance

of ‘non-specific’ factors in the imple-of ‘non-specific’ factors in the imple-

mentation and effectiveness of a therapymentation and effectiveness of a therapy

or intervention reminded us to be veryor intervention reminded us to be very

aware of such factors in all medical andaware of such factors in all medical and

psychological interventions, since they canpsychological interventions, since they can

often mean the difference between successoften mean the difference between success

and failure of the intervention.and failure of the intervention.

Are the methodology and design of the studyAre the methodology and design of the study
appropriate?appropriate?

Although service user-researchers may notAlthough service user-researchers may not

be experts in research methodology orbe experts in research methodology or

design, they may still be able to make usefuldesign, they may still be able to make useful

contributions to these aspects of a researchcontributions to these aspects of a research

project. For example, in our study theproject. For example, in our study the

original proposal was to compare indivi-original proposal was to compare indivi-

dual patients on the PICU with individualdual patients on the PICU with individual

patients on an acute ward, controlling forpatients on an acute ward, controlling for

factors such as length of illness. The user-factors such as length of illness. The user-

researcher pointed out that since differentresearcher pointed out that since different

clinical teams in the hospital were knownclinical teams in the hospital were known

to have very different attitudes to medi-to have very different attitudes to medi-

cation information, this could markedlycation information, this could markedly

affect how patients responded to the medi-affect how patients responded to the medi-

cation education sessions. This awarenesscation education sessions. This awareness

led us to the specific use of the matchingled us to the specific use of the matching

procedure used in our study and thusprocedure used in our study and thus

improved the scientific method of theimproved the scientific method of the

investigation.investigation.

How will data be analysed and the resultsHow will data be analysed and the results
interpreted?interpreted?

Although the type of data analysis may beAlthough the type of data analysis may be

fixed, the interpretations of data may varyfixed, the interpretations of data may vary

considerably depending on who is doingconsiderably depending on who is doing

the interpreting, since tables of data rarelythe interpreting, since tables of data rarely

come with their own prepackaged explana-come with their own prepackaged explana-

tions and no interpretation is value-free.tions and no interpretation is value-free.

For example, clinical researchers mightFor example, clinical researchers might

(to increase the likelihood of publication(to increase the likelihood of publication

and future research funds) emphasise a pos-and future research funds) emphasise a pos-

itive, ‘half-full’ interpretation, while user-itive, ‘half-full’ interpretation, while user-

researchers might be more willing to stressresearchers might be more willing to stress

a less positive, ‘half-empty’ version. Work-a less positive, ‘half-empty’ version. Work-

ing with different interpretations of theing with different interpretations of the

same data may provide new and excitingsame data may provide new and exciting

lines of inquiry which had not been obviouslines of inquiry which had not been obvious

at the beginning of the study.at the beginning of the study.

How will the project be written up?How will the project be written up?

Where users have been involved inWhere users have been involved in

research, they should also be involved inresearch, they should also be involved in

documentation of the project, certainlydocumentation of the project, certainly

in checking that papers submitted for pub-in checking that papers submitted for pub-

lication reflect the users’ impact on thelication reflect the users’ impact on the

study and properly acknowledge theirstudy and properly acknowledge their

contribution, for example through co-contribution, for example through co-

authorship. In our study there was someauthorship. In our study there was some

debate as to whether the user-researcherdebate as to whether the user-researcher

wished to be a co-author on a paper which,wished to be a co-author on a paper which,

even after her involvement, still had aeven after her involvement, still had a

major focus on insight and compliancemajor focus on insight and compliance

(Kavanagh(Kavanagh et alet al, 2002). Eventually it was, 2002). Eventually it was

agreed that since much more had comeagreed that since much more had come

out of the study than had been originally in-out of the study than had been originally in-

tended, two papers would be written, onetended, two papers would be written, one

on the actual medication education study,on the actual medication education study,

and the current paper on the process of userand the current paper on the process of user

involvement in that study. Under theseinvolvement in that study. Under these

circumstances the user-researcher agreedcircumstances the user-researcher agreed

to be a co-author on both papers.to be a co-author on both papers.

How will dissemination occur?How will dissemination occur?

The dissemination of clinical research find-The dissemination of clinical research find-

ings generally occurs only in peer-reviewedings generally occurs only in peer-reviewed

journals and during academic conferencejournals and during academic conference

presentations. These usually have an impactpresentations. These usually have an impact

only on a relatively small number of clini-only on a relatively small number of clini-

cians who are research-oriented, and thecians who are research-oriented, and the

Department of Health and funding bodiesDepartment of Health and funding bodies

have stressed that a much wider dissemi-have stressed that a much wider dissemi-

nation process is necessary. In particular,nation process is necessary. In particular,

dissemination to users is essential since, indissemination to users is essential since, in

the new consumer orientation of the UKthe new consumer orientation of the UK

NHS, it is not only evidence-based,NHS, it is not only evidence-based, random-random-

ised, controlled trials that determine whatised, controlled trials that determine what

interventions are introduced into clinicalinterventions are introduced into clinical

practice, but also consumer demandpractice, but also consumer demand
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(Department of Health, 1999). Further-(Department of Health, 1999). Further-

more, research ‘subjects’ (whether they bemore, research ‘subjects’ (whether they be

users or staff) are often the last people tousers or staff) are often the last people to

know the results of the project in whichknow the results of the project in which

they have participated, and are frequentlythey have participated, and are frequently

left feeling used and unclear about howleft feeling used and unclear about how

the research they have participated in willthe research they have participated in will

influence clinical practice (Patel, 1999).influence clinical practice (Patel, 1999).

One option which has been adopted byOne option which has been adopted by

CRiSP in the South London and MaudsleyCRiSP in the South London and Maudsley

NHS Trust is to produce a newsletterNHS Trust is to produce a newsletter

for research participants informing themfor research participants informing them

of the latest results of its projects.of the latest results of its projects.

Alternatively, web pages can be producedAlternatively, web pages can be produced

or talks organised with service user net-or talks organised with service user net-

works and local community groups. Theworks and local community groups. The

involvement of users in these types of dis-involvement of users in these types of dis-

semination is essential so that informationsemination is essential so that information

is presented in an easily accessible andis presented in an easily accessible and

relevant form and any queries are addressedrelevant form and any queries are addressed

in an appropriate way.in an appropriate way.

CONCLUSIONSCONCLUSIONS

We have set out the process of involvingWe have set out the process of involving

users in clinical research and have illu-users in clinical research and have illu-

strated from our own experience how thisstrated from our own experience how this

may be challenging but also profitable,may be challenging but also profitable,

not only for clinical researchers but fornot only for clinical researchers but for

the health services in general. The broaderthe health services in general. The broader

perspective introduced into the content ofperspective introduced into the content of

the study by the user has very much shapedthe study by the user has very much shaped

our thinking. We have designed other clini-our thinking. We have designed other clini-

cal trials to incorporate such measures as acal trials to incorporate such measures as a

sense of empowerment, self-esteem and alli-sense of empowerment, self-esteem and alli-

ance with the clinical team as primary out-ance with the clinical team as primary out-

comes. Clearly, more research on outcomecomes. Clearly, more research on outcome

measures that service users value and thatmeasures that service users value and that

have clear psychometric properties is essen-have clear psychometric properties is essen-

tial to further collaborative efforts.tial to further collaborative efforts.

We would not want clinical researchersWe would not want clinical researchers

to be unaware of the costs as well as theto be unaware of the costs as well as the

benefits of a collaboration with servicebenefits of a collaboration with service

user-researchers. If user-researchers are touser-researchers. If user-researchers are to

be closely involved then a time commitmentbe closely involved then a time commitment

needs to be given to this process in theneeds to be given to this process in the

research proposal and this must be costedresearch proposal and this must be costed

into the project’s finances. Service usersinto the project’s finances. Service users

also need to be paid for their time (as clini-also need to be paid for their time (as clini-

cal academic staff are). Not only do thesecal academic staff are). Not only do these

costs have to be included in the proposalcosts have to be included in the proposal

but they are also difficult to implement, asbut they are also difficult to implement, as

there are limits to the payment of servicethere are limits to the payment of service

users who claim benefits. The commitmentusers who claim benefits. The commitment

to collaboration will be demanding of theto collaboration will be demanding of the

research team too as its members comeresearch team too as its members come

to terms with the competing objectivesto terms with the competing objectives

(Oliver, 1992). These increased demands(Oliver, 1992). These increased demands

need to be recognised by research fundersneed to be recognised by research funders

if collaborations are to be encouraged inif collaborations are to be encouraged in

the future.the future.

Many mental health users may not wishMany mental health users may not wish

to be involved in partnership researchto be involved in partnership research

(Faulkner & Nicholls, 2000), although a(Faulkner & Nicholls, 2000), although a

recent local conference in south Londonrecent local conference in south London

indicated that service users can set prioritiesindicated that service users can set priorities

for research and would like more involve-for research and would like more involve-

ment (Thornicroftment (Thornicroft et alet al, 2002). However,, 2002). However,

the main problem that emerged was theirthe main problem that emerged was their

lack of confidence in the research process.lack of confidence in the research process.

We have therefore set up a collaborativeWe have therefore set up a collaborative

organisation between service users andorganisation between service users and

academic staff, the Service User Researchacademic staff, the Service User Research

Enterprise (SURE), with the aim of helpingEnterprise (SURE), with the aim of helping

to increase confidence through trainingto increase confidence through training

programmes involving both service usersprogrammes involving both service users

and clinical researchers, which we hope willand clinical researchers, which we hope will

begin to break down the barriers on eitherbegin to break down the barriers on either

side. The research community has muchside. The research community has much

to gain from these collaborations and weto gain from these collaborations and we

hope to play some part in fostering them.hope to play some part in fostering them.
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APPENDIXAPPENDIX

Text of partnership researchText of partnership research
contract designed by thecontract designed by the
Communicate user groupCommunicate user group
to protect users’ intereststo protect users’ interests
Partnership research contract between Communi-Partnership research contract between Communi-
cate andcate and ______ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __
Title of research studyTitle of research study ____ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __
Principal and other clinical researchersPrincipal and other clinical researchers ____ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __
__ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __
User-researchersUser-researchers ____ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __ __
As principal clinical researcher on the above re-As principal clinical researcher on the above re-
search study involving the participation of memberssearch study involving the participation of members
of Communicate, I agree that the study will:of Communicate, I agree that the study will:

1.1. Demonstrate to Communicate’s satisfaction thatDemonstrate to Communicate’s satisfaction that
the research project contributes to user empow-the research project contributes to user empow-
erment and equal opportunities.erment and equal opportunities.

2.2. Involve users in the research process from theInvolve users in the research process from the
beginning to the end as equal partners whobeginning to the end as equal partners who
share in control of and decision-making abouttheshare in control of and decision-making aboutthe
research.research.

3.3. Show that confidentiality, ethics and informedShow that confidentiality, ethics and informed
consentwillbe built intotheproject atthe outset,consentwillbe built intotheproject atthe outset,
and that access to user participants will be nego-and that access to user participants will be nego-
tiated in appropriate and empowering ways andtiated in appropriate and empowering ways and
theywillbeinformedoftheresultsofthe study.theywillbeinformedoftheresultsofthe study.

4.4. Include provision for support and supervision ofInclude provision for support and supervision of
user-researchers throughoutthe project.user-researchers throughoutthe project.

5.5. Pay user-researchers the going rate for theirPay user-researchers the going rate for their
contribution, and ensure payment is made incontribution, and ensure payment is made in
ways and time-frame negotiatedwiththe user.ways and time-frame negotiatedwiththe user.

6.6. Acknowledge the contribution of user-Acknowledge the contribution of user-
researchersresearchers in all documentation and at allin all documentation and at all
presentations, and provide user-researcherspresentations, and provide user-researchers
with copies of such.with copies of such.

7.7. Have the approval of Communicate.Have the approval of Communicate.

As principal investigator I will take responsibility forAs principal investigator I will take responsibility for
ensuring that all others involved in this project areensuring that all others involved in this project are
aware of the conditions of this contract and adhereaware of the conditions of this contract and adhere
to its principles. If at any time it appears that any ofto its principles. If at any time it appears that any of
the above criteria are not being met, service usersthe above criteria are not being met, service users
will review their position and reserve the right towill review their position and reserve the right to
opt out of the research project. [To be signed byopt out of the research project. [To be signed by
the principal investigator for the clinical researchthe principal investigator for the clinical research
team and countersigned by the service user-team and countersigned by the service user-
researcher for Communicate.]researcher for Communicate.]

Note:This contract is essentially betweenthe clinical researchNote:This contract is essentially betweenthe clinical research
team and Communicate so that if problems arise during theteamand Communicate so that if problems arise during the
partnership research for individuals theyhave constituenciespartnership research for individuals theyhave constituencies
to go back to for support and guidance.to go back to for support andguidance.
Section 4mayalso includea statement aboutwhatwillhappenSection 4mayalsoinclude a statement aboutwhatwillhappen
iftheuserbecomes (orisperceivedasbecoming) ‘ill’during theiftheuserbecomes (orisperceivedasbecoming) ‘ill’during the
research, so for example userswill only be referred to theirresearch, so for example userswill only be referred to their
clinical teamif that has been previously agreed.clinical teamif that has beenpreviously agreed.
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CLINICAL IMPLICATIONSCLINICAL IMPLICATIONS

&& Service user involvement can benefit research.Service user involvement can benefit research.

&& This paper sets out a guide to research partnership including the difficulties andThis paper sets out a guide to research partnership including the difficulties and
their solutions.their solutions.

LIMITATIONSLIMITATIONS

&& Themodel has only been tested in controlled treatment evaluations.Themodel has only been tested in controlled treatment evaluations.

&& The range of research for which thismodel is applicable has not been tested.The range of research for which thismodel is applicable has not been tested.

&& It is not clear whether someresearchmethods require research skill trainingpriorIt is not clear whether someresearchmethods require research skill trainingprior
to successful partnership.to successful partnership.
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