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Executive Summary
1. Introduction

Patient and public engagement (PPE) compiise&sving, consulting and listening to patients and the public, to
make services responsive to patientsd needs, i mpr o
services and support good governance. PPE is a key priority for the NHS, fpatusihrecent policy drivers.

One particular challenge for the NHS is to embed PPE in quality improvement initiatives, commissioning,
decision making and contracting, through WCC, QIPP and CQUINS.

PPE presents particular challenges for sexual anddegtive health and HIV/AIDS (SRHH) services due to
stigma and confidentiality issues, especially in London which has the highest UK prevalence of seeathill
People at risk of poor SRHH are least likely to have their voices heard, particulanig mihorities, young
people, sex workers and those with mental iliness, substaisteseproblemsand disabilitiesOne of he 2010
London Sexual Health Strategic Framewstkndards is to involve users in the design and delivery of SRHH
services and measr e ser vi ce user s fongaistgyeaf patiemtcaevocac) s HVIAIDS, a
systematic PPE in SRHH is limited.

2. Aims and Methods

This project, commissioned by the London Sexual Health Programme, aimed to review current policy, guidelines
andpractice on PPE in SRHH and produce recommendations on how to effectively engage patients and the public
in SRHH services in London in order to inform SRHH strategiésur data collection phases were used: a
literature review of 59 documents/journal elds/websites; an email survey of RCTs in England; an online

survey of 72 stakeholders; anddepth interviews with 25 stakeholders including commissioners, managers,
voluntary/community organisations (VCOSs) clinicians and patients.

3. Key findings

A number of methods of PP&urrently used in SRHHvere identified; mixed methods were often employed.
Levels of engagement (and freeguddrcy)onrsanged i fomesmtfoe
(audit, surveys and comments boxes) anddph views (online, qualitative interviewsjlV user forums and
participatory actiomesearch), to useatelivered/designed methods (mystery shopping, patient representiatires,
pregnancypeer education and peer interviewarsatrisk group3. More meamgful engagement, either with
management (reps on committees, volunteer staff) or with policy/decis&ing (users developin§RHH

strategy or prioritising spending, leadership programsHIlV), was less commonldeally methods were
innovative, flexible validated and useatesigned. Twentnine examples of best practice in SRHH PPE were
identified (detailed in main text).

PPE in SRHH was often driven by policy, as well as answering clinical questichsas effectiveness of sex
education or reasons ftate testing for HIV PPE driven by patiestentred values of an organisation was less
common most frequent in HIV servicesThe most significant challenge was organisational commitment, and
associated lack of dedicated staff, time and morBye secod most important barrier was lack of patient
motivati on; particul arly avoiding onl yor examgla gV n g o]
advocatestather than atisk groups such as men, older people, ethnic minorities and those with tigsabilhe

absence of an ethos of customer satisfaction in the NHS was another key barrier. Provision of information to
patients/public, includindactual information on SRHHaising awareness of PPE opportunities, feeding back
results of PPE, and trairgrfor PPE was felt to make PPE less tokenistic, more sustainable and address stigma.
PPE was often associated with existing community engagement such as public awareness cépaigmns
causes and treatment of HIV/AIDS)ealth promotionleadership iitiatives (e.g. Africans living with HIV), peer
education (e.gon teen pregnancygnd patient advocadie.g. facilitating direct contact between the public and
decision makersuch as YP and MPs)rhe stigma of SRHH, especially for ethnic minorities sveabarrier to

PPE, although this was given less priority than organisational and motivational bdoriers.ng V COs 6 e X |
and their membership base was a predominant method of engageciading churchesschools, youth clubs,

local councils andémlth forums.
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PPE can improve patient satisfaction, increase service uptake and reduce inequalities, all key priorities in SRHH.
In addition, PPE can identify innovative ideas for service delivery and challenge knowledge and guidance based
on theory and mnagement.

4, Recommendations

Although thefollowing recommendations emerged from the datany are not specific to SRHH, but apply to

PPE in all health sector§he key recommendations for those designing PPE activities are:

- Use PPE approaches which al/éokenistic involvement and promote meaningful engagement by obtaining
in-depth views and integrating these into service planning and by providing incernvesie methods are
convenient and easy for participants.

- Consider using usatesigned, and ewedelivered, methods to give ownership and encourage participation.

- Empower participants rather than &bédusingdé them, e.
involved.

- Actively involve non service users and hard to reach/at risk grabpsigh collaboration with VCOs,
providing incentives, and using peer researchers.

- Use methods with important, measurable, strategic and significant outcomes, e.g. informing NHS resource
allocation or policy, as well as practical changes such as clinir@plours or locatiorOutcomes should
have a demonstrable impact and be based on patient priorities.

- Ensure that participants are informed of the results of their engagement and are able to participate in further
PPE.

Organisational recommendations:are

- Engage the community to help overcome stigma by working withnsatfagement programs, community
organisations and religious leaders and using peer education and leadership training.

- Link PPE with existing drives towards seffanagement and patient cextrcare.

- Develop an organisational policy specifically on PPE in SRHH.

- Provide training and information for staff at all levels, and dedicated money, resources, staff and time to
develop organisational commitment.

- Systematic PPE needs to be the normfereww ser vi ce, with an associated
where PPE is embedded at all levels, including commissioning, decision making and policy and not just in
logistics of service delivery.

- Use the expertise of colleagues and other seatioese customer service is implicit.

Recommendations for potential future work in this area include:

- Systematic scoping of policies, guidance and practice related to these recommendations.
- Exploring development of an audit tool to measure the impact oflPBEHH.

- Training/information packages on PPE in SRHH, for both staff and patients/public.

- Establishing a network for sharing of best practice in SRHH PPE.

There is now a need to determine how these recommendations apply practically to SRHH serandennih
particulargui dance on met hods, processes and standards,
wheel 6. A short l'ife strategy working group wil!/l b
practically implementhe recommendations, identify outcome indicators and potential training needs.

5. Conclusions

This project has identified barriers to PPE in SRHH but has also found evidence of tremendous will, belief in and
commitment to PPE in SRHH, as well as numerexamples of excellent projects striving to overcome these
barriers. With further effort to use creative methods and embed PPE in organisations, PPE can be used to create
innovative, high quality SRHH services and save costs by improving access, as taeklemg stigma through
community engagement.
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List of abbreviations

AHPN = African HIV Policy Network

BASHH = British Association for Sexual Health and HIV
BME = Black and Minority Ethnic

CQUIN = Commissioning for Quality and Innovation

DH = DepartmenOf Health

GIPA =Greater Involvementf People Living WithAIDS/HIV
LGBT(I) = Lesbian,Gay, Bisexual and Transgendendantersex)
LINk = Local Involvement Network

MBARC = Michael Bell Research Associates

MedFASH = Medical Foundation for AIDS and Sexua&atth
MSM = Menwho have Sexwith Men

NHS = National Health Service

OSC = Overview angcrutiny Committee

PALS =Patient Adviceand Liaison Service

PAR =Participatory Action Research

PCT =Primary Care Trust

PLWA = Peopld.iving With AIDS

PPE =Patient anl Public Engagement

PPl =Patientand Public Involvement

QIPP =Quiality, Innovation, Productivitgnd Prevention
SCG =Specialised Commissioning Groups

SH =Sexual Health

SHNA = Sexual Health Needs Assessment

SRHH =Sexualand Reproductive Healthnd HV/AIDS

STI = Sexually Transmitted Infection

THT = Terence Higgins Trust

VCO =VoluntaryandCommunity Organisations

WCC =World Class Commissioning

YP =Young People

1 Structure of document

This documenis structured as followst briefbackground to PP the NHS idollowed

by howthis relates t&RHH. Theaims of the project and tmeethods useah the four
datacollecion phasesre then described. This is followed by the summarised results
from all fourphasesincluding methods of PPEeythemes ad best practice examples
(presented in boxes throughout). Limitations of the study methods are then discussed,
followed by recommendations which iode sources of further information ameixt

steps. The appendices conteapies of the research tools dsanddetailed results from
each of the four phases.
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2 Background
What is PPE?
Patient and public engagemeRPEI formally patient and public involvement, Pi)

the process of involving, consulting and listening to patients and the public. Treedével
engagement can be seen as a continuum:

Least engaged Most engaged
Information A Consultation A Participation A Control

Consultative methods (least engaging) include patient surveybande ofcommend
books in clinics. More participatory approaches include focus groups, patient
representativesromanagement boardmd everpatients running services themselves
and directly informing decision making regarding service provision. PPE damée
offéor on-going and direct or indirect.

PPE is used to make ser vi cdmnsprovedhe patentesponsi ve
experience, add value to services, support good governance and improve clinical

outcomegLSCG 2008 Tuke 2010. It is also associated with patients taking a more

active role in their own healthcare (Andersson et al 2007).

PPE in the NHS

In 2000 the DH set out the NHS Plan for a patiggnitred NHS, which aimed to move

services froma paternalistic model to one where the patiemngoweredind their voice

is heard at all level&NHS 2000) It is now recognised that patients/pulshast be

involved not only in their individual care, but in wider decision making about services, to

create a more accountalNélS and driveup quality in healthcarélhis is reflected in the

inclusion of PPEas a top priority in all recent NHS policy docents, includingHigh

Quality Care for Al6(DH 2008a) The NHS Operating Framewof®H 2008b) The

NHS ConstitutionDH 2009b)and &6 Wor ki ng together: public s
s i (Cabinet Office 2009) Speci fi ¢ gui dan cHelpimgtheNA®pHE | S gi ve
patients at théeartofcar e ( DH 2009c¢c) and oO(DOH20@d)st andi ng

Having established PPE within policy drivers, the DH now faces the challenge of
embedding PPE in commissioning, decision making and contracts (Anderskon et a
2007). This is driven bWorld Class Commissioningvhich states PPE as one oflits
competencies (DH 2007):

ACommi ssioners act on behalf of the publ:i
investing funds on behalf of their communities, and builthogl trust and

legitimacy through the process of engagement with their local population. In

order to make commissioning decisions that reflect the needs, priorities and

aspirations of the local population, world class commissioners will engage with

the public, and actively seek the views of patients, carers and the wider

community. This new relationship with the public is long term, inclusive and

enduring, and has been forged through a sustained effort and commitment on the
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part of commissioners. Decisi®are made with a strong mandate from the local
popul ation and other partnerso

The drivers behind improving quality in the NHS also include PPE. The @QB#lity,

Innovation, Productivity and Preventiomyenda focuses on innovation to improve

quality andproductivity, part of which is PPE (DH 2010). Improving the quality of the

patient experience is now linked to provider income, through the recent CQUINS

(Commissioning for Quality and Innovatios¢gheme to improve quality in healthcaae

payment framewd based partly on improving the patient experience through increasing
responsiveness to personal needs of patients (DH 20088 QUIN payment

frameworkai ms t o promote a O6cul turailnthehi ftdé to e
commissioneprovider discusgsn (DH 2009a)

Although patient satisfaction surveys, complaints and complinpeat®dures are now

standard in the NHS, more-depth and personalised methods of PPE are needed to really
driveuppgual ity (NHS 2009d). Thdrhe sios odl sPAPEa n e e
(Andersson et al 200,/inake systematic PPE the norm for every service rather than

exceptional cases (NHS 2009aihd share best practice of PPE within the NHS (NHS

2010).

Themost recenformal structure for PPE Local Involvement Netwdks (LINKS), which
replace Patient and Public Involvement Forums. LINKks cover Local Authority areas and
are hosted by a body independent of the Local Authority and NHS. They ensure that local
communities monitor service provision, influence key decisioishave a voice in
commissioning, supporting Overview and Scrutiny Committees (NHS 2008).

However, there is little practical guidance on the methods, processes and standards for
PPE in the NHS (Tuke 2010). Although this is justified by the DH as angpluiing
prescriptive and empowering local providers, the lack of knowledge or a clear remit
means PPE may be ineffective (Tuke 2010).

The London specialised commissioning group presented a PPE strategy in 2009. This
outlines a strategic PPE aim foregpalised commissioning and how this can be achieved

and measured against five success measures. However, this strategy does not distinguish
betweerdifferent specialised services.

Sexual Healthin London

This projectfocuses on PPE isexual and reprodtive healthandHIV/AIDS, using the
acronym SRHH.Londonhas the highest prevalence of sexual ill health in the UK (LSHP
2009). There is wide variation across the city in sexual health needs, service provision
and prioritisation (MedFASH 2008). Sometbé main ®HH issues in Londoare

genital dilamydia (a quarter of STI diagnoses), late diagnosis of HIV, repeat abortions,
andteenage pregnancy (MedFASH 2008).

Sexual ill health is a particular risk for young people (MiR¢ck andethnic minorities
(BME) andmen who have sex with men (MSM$JPA 2007) for exampleYP (aged 16
to 24) account for 65% of Chlamydia, and 50% of genital warts and gonorrhoea in
Englandand40% of new HIV cases and 45% of late diagnoses of HIV in 2008 were

5
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Black AfricansCariblean peoplén England (HPA 2008a; HPA 2008b). The very large,
culturally and ethnically diverse, young and mobile population of London and the
extreme variation in wealth across the city therefore further complicate the epidemiology
and demand for serviseh SRHH(MedFASH 2008).

PPE in Sexual Health

Despite extensive documentationtloé benefitof and need for PPE in the NHS, this

rarely focuse®n specific healthcare sectorEhe London Sexual Heal®trategic

Framework (LSHP 2009) outlines five stkamds for improving sexual health for

Londoners. The®s t a n d a r skxual bealth Servites ifivolve users in their design

and delivery and regul arl y meaesoltheeecenthe exper
BASHH standards for the management dfssalso states that patients and public be

consulted on service planning and development (BASHH 2010). The London SH

strategic framework highlights that PPE in SH has often only focussed on access and

waiting times (LSHP 2009).

HIV/AIDS hasa history of dvocacy anegngagement, for example the principle of
greater involvement of people living with HIV (GIPA) (UNAIDS n.d.), driven by
activism in gay and other affected communities (MBARC 1997). However, PPE is less
common in other SRHH issues such as Smts@ntraception (THT 2005). The stigma

of SRHH makes PPE patrticularly challenging in this area, especially engaging non
service users (BASHH 2010):

In addition to the challenge of stigma, those groups at risk of poor SRHH are often the
least heardh socety (Andersson 2007), includinguinerablegroups such as ethnic
minorities, asylum seekersex workersdrug users, those with disabilities, homeless,
young peopleandolder people.

fi @en the stigma around sexual problems, and given that those grmsgis

affected by sexual ill health tend to be those whose voices are not heard in society
as a whole, we can appreciate why patients might feeltegitior even unable to

c o mp | (douse of Commons 2093

For @hnic minorities social, economic, podal and cultural challengesan cause low
self-esteem, social isolation and depression, often preventing actolgement(Fakoya

2009). Immigrants/asylum seekers may feel unable to freely express their opinions on the
UK health service and feel indebtedthe NHS(Giannakopoulowt al 2006) Other

barriers include lack of information, other commitments, denial of HIV status, poor
leaderkip and poor access to treatment (Fakoya 2009).

This project was commissioned to explore the issues affecting PFEHR and how
barriers may be overcome to ensure the patient voice is heard in this area.
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3  Methods and response rates

3.1 Aims and structure of project

The projects aims were:

1 To review current policy, guidelines and practice on patient and public
engagementRPE) in sexual and reproductive health in the UK.

1 To identify best practice examples of PPE in SRHH services in London

1 To identify gaps in existing guidance regarding engagement of specific groups

1 To produce recommendations on how to effectively engagenpatind the
public so that their views influence decisions taken about planning, development,
delivery, evaluation and improvement of sexual health and reproductive services
in London.

1 To disseminate these recommendations for successful implemeimation
developing future sexual and reproductive health strategies

A range of different methodsere used to colledaty in four phases

1 Phase 1Documentary analysis and literature review (including policies, websites,
journal articles and published rets)

Phase 2Survey of PCTs in England regarding their PPE policies

Phase 3An online surveyf stakeholder viewand experience of PPE

Phase 4Qualitative indepth interviews with key stakeholders

E R ]

The following section details these methods andébponse rates achieved. The full
results from edt phase are given in Appendix\ith the synthesised results below in
sectiord.

3.2 Phase 1: Documentary analysis and literature review

3.2.1 Methods

Searches of the literature wereread out to identify informatiomn PPE inSRHH The
following data sources were employed:
- Academic databases (BMC BMJ; EBSCOhost; Index to Theses in Great Britain
and Ireland; Medscape; Networked Digital Library of Theses and Dissertations;
OVID (Medline, Cochrane, Embase, BNI, CINAHL, PsycINFEScienceDirect
- SpecialistSRHHjournals (Internationalournal of STDandAIDS; Journal of
Sexual Health; International Journal of Sexual Health; Sexually Transmitted
Infection Journal)
- INVOLVE, a national adviery group funded by the Department of Health
containing adatabase of projects involving users
- NHS Evidence PPI specialist library
- Reference lists of each retrieved article
- Internet search usingoogle
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The search terms used to identify the literatueee: [patient involvemer®R public
involvement OR patient engagement OR public engagement] AND [sexual health OR

family planning OR contraception OR reproductive healthlV was only used as a

separate search term when not included in SH key word tilefigi

3.2.2 Inclusion/exclusion

Papers were included only if they referred directly to sexual/reproductive health services
or HIV/AIDS. Any results directly related to specific PCTs were excluded as these were
accounted for ifPhase 2 The search did not @lude papers oangaging patientis using
services or in individual clinical decision making, oelygagemenh designing/planning

services.

3.2.3 Response
83 documents/articles were retrieved from the searches, as detdimuled. After

removing duplicates and those which did not match inclusion cri@memained for

review (See Appendix 2.1for full details).

Table 1: Results of literature and web searches

Database/journal Search terms Included
documents
NHS Evidence PP site 'sexual heglthl family planning' ‘contraception’ 'HIV' and 4
reproductive
BioMed Central ("patient involvement™") AND (sex); ("patient engagement") AN 0
(sex)
(‘patient involvement' or ‘public involvement' or "public
BMJ RN . 0
engagement' or 'patient engagement’) AND (sex or repro)
EBSCOhost 0
Index to Theses in Great Britair| 0
and Ireland (‘patient involvement' or 'public involvement' or ylia
i engagement' or 'patient engagement’) AND (sex* or repro* o
OVID (Medline, Cochrane, contracep*)
Embase, BNI, CINAHL, 0
PsycINFO, HMIC)
ScienceDirect (‘patient involvement' or "public involvement' or ‘public 0
Health services Journal engagement' or ‘patientgagement’) AND (sex or repro)
Journal of sexual health patient involvement 0
International journal of sexual S
patient involvement 0
health
Sexually Transmitted Infection involvement' or ‘enaagement 3
Journal (BMJ publication) 9ag
International journal of ST@Nd S
patient involvement 1
AIDS
keyword: sexually transmitted disease 0
INVOLVE keyword: HIV 3
keyword: pregnancy 1

8
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(‘patient involvement' or 'public involvement' or 'public
engagement' or 'patieahgagement’) AND (sex or repro)

N

Google scholar

N
[y

patient involvement' and 'sexual health’

public involvement' and 'sexual health'

Opatient engagement and s

patient involvement' and ‘family planning'
patient engagement’ and ‘famijanning’
public involvement' and ‘family planning’

Google public engagement’ and ‘family planning'

patient involvement' and contracept*

public involvement' and contracept*

patient involvement' and ‘reproductive health’

Ol O (kPP |IP|IO|O|OC|N|

public involvemeti and ‘reproductive health’
sexual health organisations

[EEN
©

~

greater involvement of people living with AIDS

3.3 Phase 2: PCT survey

3.3.1 Methods

All English PCT websites (n=149) were visited to collect the email address for their PPE
lead. If this was notwailable, the PALS email address was used. The websites were also
briefly searched for PPE policies specific to SRHH.

An email was sent to all email addresse®ctober 2009requesting

i nformation/ document s G&RHHtindieduds@di®atso pol i cy on
asked to identify any examples of best practice of PEERIAH A response was

reqguested even i f their answers were negatiyv
order to evaluate whetherthma i | was del i ver ed caendd rreesapdo.n s el |
was returned, the email was resent to the alternative contact given in the response.

3.3.2 Response
Response rates are provided belowatle 2

Number
Table 2: PCT replies on SRHH PPE activity of PCTs
Replied with detailof SRHHPPE activity in the PCT 49
No response at all 39
No response but read email 27
Sent PPE strategy but no mention &8 15
Forwarded 10
No response out of office 9
Not read (deleted) 7
Undeliverable 5
SRHH mentioned in PPE strategy 4
Specific PPESRHH strategy 1
Left PCT 1




Strengthening the public voice in shaping sexual and reproductive he@Ghlarsgingcedationships
Thames Valley University/London Sexual Health Programme

3.4 Phase 3: Online survey

3.4.1 Methods

The questionnairésee Appendi®.l) consisted of 7 questions on their role, reasons for
doing PPE, details of methods used to engage patients/public, challenges or barriers to
PPE, iagkas for dissemination of information, and contact detailey tigreed to be
interviewed The survey was created using Survey Monkey, an onlinebaséd data
collection system

An email was sent to 240 individuals from lists held by the London Se>astH
Programmeésee Appendix 1.2)The listcomprised:

1 London Teenage Pregnancy leads

1 SH commissioning network

1 SH forum

1 Contraceptive clinic contacts

1 GUM lead clinicians
The emailrequested participation in one or more of the following ways:

1 To email withdetails of PPE projects they have completed
2 Completetheonline survey
3 Agree to le interviewed (se8.5below)

In addition the questionnaire was handed out at the Fifth London Sexual Health Forum in
November 209.

3.4.2 Response
Table 3gives the responses obtained to the email and actions taken.

Table 3: Response to e mail request to London based groups
Undeliverable 32
Had left the organisation 9
Agreed to be interviewed

Forwardedd a colleague

Replied with information/ documentation
Forwarded on as on maternity leave

Replied to say they had completed the survey*
Replied to say they have no information

* A further 69 did complete

N (W |O1T|O) |00 |0

The 72 individuals who completed the survey represented a wide range of services
(Table 4.
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Table 4: Job description of respondents to e mail survey

Commissioner 31.7% 20
Other* 22.2% 16
GUM clinician 20.6% 13
Sexual reppductive health clinician 20.6% 13
Teenage pregnancy leédcluding public health) 14.3% 9
Other healthcare provider 11.1% 7
Voluntary sector provider 11.1% 7
Service user 6.3% 4
Local authority 6.3% 4
*Chlamydia screening cordinator; LINK; repesentative of DH, sexual health and HIV
contracts manager; drug worker

3.5 Phase 4: Interviews

3.5.1 Procedure

A volunteer sample of interviewees was identified through the email contact desaribed
3.4.1 In additon, purposive sampling was used to recruit interviewees (from LHSP lists
and using snowballing, as well as personal contacts) to represent the widefrange
stakeholders patients/public, NHS staff from different sect¢&H/reproductive/HIY

and levelgclinicians, managers, commissioneeg)dvoluntary sector.

Interviewslasted betweeB0 and 90 minutesinterviews weresemistructuredand used

a topic guide which covered: experience of PPERS; challenges and barriers to
PPE; perceived engagent of different groups; benefits and drivers of PPE; and PPE
information used and needeskeAppendix 1.3. Interviews were digitally recorded and
were all conducted and transcribed by AL.

3.5.2 Qualitative data analysis

Framework analysis was used for lyses of interview datgRitchieandSpencer 1993;
Ritchie et aR003) Framework analysis laghly structured and systema#indconsists

of five key stages: familiarisation, coding, indexing, charting and mapping/interpreting
(Ritchie and Spencer 1993The first four are maly data management strategits,

order, sort, synthesise and condense the raw tii@®ulk of interpretation takes place in
the final mapping stage (Ritchie and Spencer 1993). Familiarisation takes place during

transcripton® t he recorded i nterviews. Coding
of |l abels arising from the dat a. These
(indexing). These | abell ed 6chunksé are

entered ito an Excel spreadsheetith cases (individuals) in rows and themes in

columns. This allows for searches within and between groups, and provides an explicitly

clear map of how analysis and interpretation were perfo(Richie et a003)

Descriptive aalysis was then carried out, to find meaning and determine the dominant
response and the range of responses for each key theme, and also highlight unusual or
special issuesThis was done in Excel spreadsheets, using three columns for each code,

11
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as desabed by Ritchie et a2003. After the organisation stage had established and
tested the range and details of themes, mapping was used to igatigiys, providing
explanatory accounts to answer the research quegAdkseyandKnight 1999)

In addition to the framework analysis, whighovides anonymous dataxamples of best
practice were identified from interviews and survey responses.

Analysis took placsimultaneouslhalongside data collection, which meant interview
questions could be refidgo pursue emerging them@room 2005) At the end of the
interview phase no new themes appeared to be emerging, indicating that some level of

theoretcal saturation had been reached.

Two methods of participant verification were used. Finstigrvievees whoseervices

were written as

up

Obest

practiceo

on the write up.All made some amendments, minor changes o8scondly,
interviewees were emailed a list of the 7 key themes which emerged friysisioa
interview dataand asked them to rank thempriority order regarding how important
they felt that they were for facilitating PPE.

3.5.3 Participants

A total of 25interviews were conducted with 27 individuals (two interviews were with
two colleaguswho worked in the same serv)ceSixteen interviewees took part in the

prioritisation exercise.

Table 5: Details of interviews conducted (n=25)

Sector Number Interviewees(for cross reference with quotations)
Non NHS (mainly wluntary sector) 7 P5, P13, P15, P17, P18, P19, P22, P25

Service provider (clinicians| 4 P2, P8, P23, P24, P10*

Public health| 3 P3, P9, P16
Clinical network managers/representatiy 3 P10* P14, P21
Patient representative (employe 3 P11, P12
Serviceuser | 2 P1, P20
Commissioner] 1 P4

Health promotion specialig 1 P6

Researchery 1 P7

*P10 two individuals took part in one interview

12
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4 Summarised Results

This sectiorintegrates the information provided fraatt 4 data source@iterature review,
PCTsearchsurveyandinterviews)in order to avoid repetitiorQuotations are
predominantly from interviews (refer ftable 5for details of participantservice rolg.
Firstly benefits, drivers and results of PPE are presented, followed by data onswdthod
PPE and finally the 7 key themes, in priority order.

4.1 Benefits, drivers and results of PPE

The most commonly cited drivers of PPE from interviewees were policies and guidelines
(see4.3.]), althoughin the sirveyless than half46%) chose compliance with NHS
policy/guidance as an important driver.

AWorld Class Commissioningisadeiv cert ainly ®#Hd thatos h

Afobviously, because of all the World CI as
encouragedd do more and (R®re of it |[PPE]O

Aiwor ki ng with o6Youbr e Wel miyoueydpeogleo me of ou
friendly, so itds abouteamankolvinggyousgur e t hat,
p e o p(Plé)o

Ainvolvement of young people in terms of peereducaa n t hat 6 s, you Kknc
byéfunding, because thatodéds whatdtieunder s w
guidelines () the funderso

The second most common driver in interviews was answering clsecake provision
questions such as identifyimgeffective services and unmet needs. Some interviewees
cited PPE being driven by the values of the service, such as padentéd care and a
community approach.

Asexual /relationship education. We Kknow,
is workin g (®16)

Al think perhaps more fundamentally it fe
t hat ioftheganménitygou need to put your money where your mouth is
i n many (Pl&spectso

iwedve al ways been very gacepirdterrastofwhatv ol vi ng
medication, discussions around, you know, an individual episode of care for the

i ndi vidual i nvol ved, I mean thatods the mo
i nvol vement. And now wedbve gofPlObetter at

Less common drivers wergervice user pressyteaving an individual champion in the
organisationsaving costspublic accountabilityand personal interest.

13
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Many interviewees strongly believed in PPE and felt that it was crucial in sexual and

reproductive health. This idemonstrated bthe language used:i t 6 s absol utely v
(P13);fnothing..i s a mor e power f ulP23pdd avatt oirn famy cway
seen to bRONegativeo

The main benefit of PPE for both interviewees (n=drfj survey respondents (90%) was

to i mprove patient satisfaction, by wunder st a
ii f youdbre involving them then actually vy
working on to meet their needs in the firstglac s o youdre not wast.
(P2)

il think youdre more I|ikely to develop se
peopl e, I  mean tberefifofaot(PB)e cl ear est one

i t 6s absol utheetisded viandl t hhat i tubsedsspoung peo
everything that is done is based on the needs of the young @péepi

Improving service uptake and reducing inequalities was also a key benefit from all
phases, through exploring barriers to use.

Aitds definitely hdcbnrdceptiod sewicetatiwplani hav e ha
running andcompletelymissed out on the services young people are actually

using anyway and therefore, you know, potentially not have had so many young
people signing up to the scusedurfer because i

t h e (P

Awhat we would be doing is targeting the
services, and from them finding out one,
t hem, whether theyodre appr opwvicesawhg or not,
theydre not and how services could be mad
think thatdés really important particul ar/
of people dondt access sexuallP7heal th serv

Idertifying innovative ideas for services was identified as an important theme from all

phases. Interviewees specifically explained how PPE could challenge theoretical concepts
and those arising from external tRecagets and
provide insights, disprove assumptions, expand horizons, break down power imbalances,

return the focus to the patient (in the face of political/financial pressures):

il keep saying this, but dondét make assun
their sE@RAiIi ceo

14
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Aithe NHS is famous for, | use this word i

t heory whatoés the good thing to do, but t

gr ou(Ps o

Al think patients are the tlvingawithatxperts t o

and through it. You might think as a prov

providing something great, but actually coming from them that are receiving it,

they might have a different pergsnmgective é&

target or some need, then you get the per

val udHB) eo

Ain a steering group, that patien can s

i mbal ance sometimes, if youdr e usei your

they will say exactly whdgR24)t hey t nk, an
Interviewees commonly recognised that the impact of PPE can vary hugely. Impact on
policy, strategy, commissioning priorities,

the lowesbeing logistic and practical changes to services. Most current PPE activities

resulted in practical changes, i.e. location/timing/access to servieeslingand

environment. Some did inform policy or strategy but this was less comBwl gives

an example oéngaging patienthroughout the process sérvice redesign.

Box 1 56 Dean Streef using service users to design a new sexual health centre

The new sexual health clinic at 56 Dean Street has been designed with a huge input from servic
Two man methods were uséda survey of existing patients and a stakeholders steering group wh
included patient representatives. Patient g
decor, layout and opening times. The stakeholders gisogpncluded PCT representatives and
clinical staff so that a direct dialogue could take place between service users and providers. The
was a very innovative building design, for example waiting rooms with designer wallpaper and th
option of waitng areas with or without radio. The image of the clinic from the outside was also
important- it is on a busy high street but has discreet signs indicating its purpose, and was delib

namedb 6 Dean Streetd rather ethdmen including sg¢
Leigh Chislett, clinic and project manager,
assumptions:

Aitds qui urprising that theyoére [pa
wi ndow, | for seunvitcke weumadepeaml assé
separate waiting area, that theydéd want
said that they wanted to be integrated
As well as engaging with service users, the mtojeanager consulted with local businesses in order
address their concerns about having aiaeRealth clinic in the ared_eigh emphasises the impact th
patient involvement had on 56 Dean Street:
AiYou can wal k ar ound gniidarg pad ¢f it was whatpatiehts gaa
they wanted. Even if | say it myself | think we were very good at engaging patients, becd
itds so easy to patronise them by makin

Cost reduction was mentioned as a benefit of PPE by 4 interviewees, through reducing

unnecessary services aomebviding new cheap ideas.

15
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Some interviewees also outlined benefits for the participants, asawareness about
SRHHand job/education opportunities.

4.2 Methods of PPE employed

The followingTable 6gives an overview of the methods of PPE used in theqisoje
identified, the number of projects using the method (although this is not comprehensive
due tolimitations of thesampling technique), along with the pros and cons described by
participants. Methods are presented in categories representing the wonvinBPE

from consultation to participation to control. Within each category methods are presented
on a scale of engagement. This data is drawn from all phases of the study and the fourth
column references best practice examples which are placed throtigealocument.

As found in the journal articles identifieAgpendix2.1) and a review of PPE in SH
(Westonet al2009), questionnaire surveys are most common, followed-tgpith
methods such as focus groups and interviews, withdisssted methodsuch as peer
interviewers less common.

16
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Table 6: Methods of PPE currently used in Sexual and reproductive health services

Method Number of Pros (from the data) Cons (from the data) Examples
projects’ (not available
for all
methods)
One off consultations
Radio advertising 5 Can reach a wide audience Used for giving health messages
less engaging rather than gathering views.
Events 5 Cost effective way to reach a lar{ Hard to get indepth views.
group of people. Require attendance by a large Box 15
Useful toaccess the public/non | number of people.
service users.
With community groups 11 Can access hard to reach groupy May not be the requad audience.
Existing groups with members | Reliance on other organisations.
v facilitate recruitment.
more engaging
Collecting views of services routine/quantitative
less engaging Needs assessmgffibcus 6 Formal structures available Data may be estimated. Box 19
groupsl/interviews) Takes a lot of time.
Audit 1 Routine so often has guidance Limited scope.
Often not recognised as PPE.
Feedback on website 1 Access large numbers of people, | Relies on user initiative
includingnon-serviceusers.
Surveys 26 Can be usedesigned or use/adapt| Two dimensional Box 21

existing surveys.

Can have researcher present to
explain them.

Large and diverse samples possil

Limited by space on forms.

Usually biased towardsositive
feedback.

! Note that|these numbers are only a rough guide to the frequency due to the limitations of ling ssempin this study, and lack of a denominator.

v
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Low cost Often not consi d
routine practice.
Some groups may be less likely tg
respond
Comments boxes or electronic | 9 Anonymous. Response may be low
feedback =
art of NHS structure.
Can gefa large response as easy
and quick.
Instant/reattime.
more engaging Online survey 1 Convenient and low cost. Requires internet access/skills.
Collecting views of service$ in-depth
less engaging Onlineforum/network 5 More convenient than having to | Requires internet skills and
attend. moderation by staff.
Facebook 3 Can reach a wide audience. Anonymity not possible so feedbac
Can combine with health is limited
promotion/awareness
Qualtative Interviews 8 In-depth Difficult to recruit due to stigma.
May be better for sensitive May not be representative.
subjects.
One on one are confidential. Can be expensive.
Can produce a 6t
experience.
Social marketig 2 Adaptable method which May require expertise Box 22
understands the social context.
Focus groups/workshops and | 24 focus Can run separate groups to Confidentiality. Box 16
user forums groups,8 facilitate translation or for
forums religious/ethnic groups Garside et al.
2002

Participants can learn from each
other.

18
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Can be run with an existing groug
and using their facilities/rules.

Hard to do regularly.

Participatory Action research | 4 Innovative and flexible nowritten | Participants unlikely to be familiar | Westerby and
tools. with concept of PRA. Sellers 2000
Sellers and
Gives a structure. May take time/money Westerby
Allow participants to control and | Researcher directed. 1996
own the process Cornwall and
Welbourn
2000
more enaagin Harris et al
gaging 2000
User-designed/facilitated methods
less engaging Helping withdesign of materials | 9 Will obtain better quality data. none cited
Mystery shopping/ peer 10 Formal cycle, with a toolkit Often does not include the whole Box 5
evaluation of services available. care pathway.
Participants have a very clear rolg . .
with terms and conditions and Can be difficultto recruit for.
payment.
Can evaluate the whole patient . .
pathway. Time needed for training and
support.
Ethical challenges.
As part of seHmanagement 1 Combines support for patients wij Need staff, resources, funding Box 26
PPE
Patient rep$ peer support 2 Combines support for paties with | Very unusual to be used in a Box 6

PPE.

19
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more engaging

Integrates patients into the team.

Can be lack of clarity about the role

Need to be paid to be meaningful.

Peer education Very effective (health promotion | Need $aff, resources, funding to Box 14
and PPE). support the peer educators.
. . . . Box 25
Peers can aid recruitment. Ongoingcommitmentfrom
participants.
Can provide accredited training.
Can be part of programs such as
school sex education and health
outreach.
Helping with serice design Gives ownership of service to the| Requires time and effort. Box 1
users.
Innovative methods including Enables participation from those | Can require extensive resources. Box 27
videosetc.T determined by with poor English language or
participants literacy.
Makes PPE fun for the patients.
Community/peer interviewers/ Accessing and developing Need extensive training and Box 17
researchers partnerships with hard to reach | payment for researchers.
groups. Wilson 2007

Avoiding researcher bias.dad for
sensitive subject of SH due to
increased trust.

Personal development for
researchers.

Associated public awareness of
SH.

Matching of interviewers according
to one criteria e.g. ethnicity may
overlook other factors.

Can threaten amymity.
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Involvement in management of organisation

more engaging

less engaging Taking part in interviews for stafl 3 no data no data
recruitment
Reps on 9 Can get i nv ol v el Repsmaynotbe representative. Box 7
groups/executi#/committee procedures such as policy,
commissioning etc. Box 8
Breaks down power imbalance. | Patients can find it hard to
understand organisational issues.
Gives a differehperspective, can | Limited how much they can be
be very powerful involved, e.g. in
finance/commissioning.
Can be problematic when discussin
confidential issues.
Difficult due to stigma.
Need to have clear roles and
responsibilities
Volunteersat service 4 Meaningful engagement Confidentiality is often a barrier Box 8
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Involvement in policy and decision making

less engaging

more engaging

Facilitating direct contact with Empowers individuals. Not confidential. Box 4

decision makers Requires extensive commitment.

Developing strategy Meaningful engagement Need to understand the strategy.

Spending of O0st Realistic Needs time to explain and carry ouf Hitchings et

simulate funding distribution Enjoyable for participants al 2009
Provides information on finance

Leadership programs/role mode Empowers individuals. Requires extensive commitmefrmm Box 23

Can help overcome stigma and
increasecommunityinvolvement
Personal development for
participants.

participants to undergo training etc.
Time and resources.
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4.2.1 Mixed methods

All phases highlighted the need to utilise differemtinods and forms of communication

for differentgroups, as none methods more successful than any other in increasing or
sustaining PPEPoulton 1998) For example, using text/internet/interactive methods for

YP or nonwritten methods for BMEgHarriset al 2001 Mamaryet al 2004. Boxes 2

and 3 illustrate the use of mixed methods.

Al think youdbve got to have a range of
wor k with dilRlf)erent peopl eo

iSo

[
estab shing eff(B2ti ve communicationo

Box 2 Westminster PCT

Westminster PCT is using wide range of methods of PPE, inctuding

1. Service User Satisfaction through normal contract monitoring processes.

2. Use of targetted surveys.

3. Stakeholder events, including focus groups.

4. User repres#ation in pertinent meetings such as strategy boards

5. User representation on interview and tender panels

6. A joint user forum with neighbouring PCTs

7. A virtual user forum via a sexual health website for people to engage when they wish aneltthatiévey
feel is appropriate to them (this has the added benefit of potentially reaching a wider audience of people th
traditional forums and focus groups)

Box 3 Vital positive voices

African Policy HIV Network (APHN) use a nftitude of methods to promote public engagement with HIV policy,
for example takin@/CO service users to meet their MPs in Westminster, consulting with community groups or
clinical guidelines, facilitating volunteering ifCOs andworking in partnership ith African health forumsTheir
newinii ati ve o0Vi t aincluBes aévénvideeranyeof nethaldof engagement, namely: a leaders
programme; a media group; a peer mentoring scheme; a consultation forum; policy and research grouppswa
and seminars; campaigners and advocates; volunteering and special interest groups such as LGBT or young
Individuals register as members of Vital Positive Voices and choose how they wish to be involved and how n
time they wish to give. It iroped that this more flexible structure will allow a wider range of individuals to becad
involved.

See alsdBox 25

Questionnaires particularwere seen as good in combination wither methods
especiallywith interviews(7 interviewees saithis) as they are not-depth but do get a
large sample of view@dHayter 2005; Weatherburn et al 2009he PCT survey
highlighted the limitations of surveys and suggested including free text questions and the
presence of a researcher.

"questionnairesre useful but sometimes a bit tdinensional. Yoget a, a

guantity of opinion...but not necessarily a quality opini{fd17)

Awe did questionnaires, but we also di
guestionnaires as well because sometimes aqunesires are a bit, you want to
know a bitPmMpre detail o
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4.2.2 Group approach

The pros and cons gfoup approachaa SRHHweredebatedArguments in the
literature for group approaches were the ability to separate different ff@@8 r i e n
1993)e.g. shgle sex(Garsideet al2002;LichtensteimndBachman 2005) or old/young
(Garside et a2002), translation is facilitated, and beingdepth These were
substantiated by the interview findings.

Athere i s a sizeabl e pr opwentiantspwithtoeir our po
specific problems, both linguistically as well as sort of hegdthted. And we will

talk with them separately because they might need interpretation and stuff, more

as a focl9 groupo

ARSo that was t he mdkeafocusigeoupwasdarging, omet was mo
year it might be women, the next year it might be young people, might be
Span({P5ho

Arguments against groups were that young people may not be keen on focus groups
(Sheriff 2007) groups arlifficult to recruit forand regular groupsire particularly
difficult T occasionamay bebetter

AWe never caught on with the idea of havi
t hat wedd put people on, because our expe
from theirroots,so t was better to h@&%e somet hing,

AWebve tried to set wup fPB)cus groups. Very

4.2.3 Validated methods/models of PPE

Usingva |l i dat ed measur es or lirksibwitbdtruciiredePPE 6 mod el s €
described imt.3.1 The literature revievidentified a number of formal models and

validated measures, but this was very rare in interviews. Only two interviewees

mentioned models of PPE (standpoint theory/business model/peer education

model/community development model/actiailection model).

Examples from the literature include:

1 Using \alidatedor existingquestionnairegBurack 200QGupta et al 1993 itchings
et al 2009 Miles et al 2003Sheriff 20079

1 Using methods designed foommercial services e. §ERVQUAL or Parasuraman's
10 processeof good service quality &l 2007 Munday1990)

1 Participatory ActiorResearch, which uses tools designed by users, such as
timelines/trendlinesharriers wall; timeclockWesterby and Seller2000. It is
descri bed as 0 p@vesterhyand [Rlleess 2000, Hutliseately dede 6
for SH, especially issues such as abortion; female infanticide; female circumcision;
MSM (Cornwall and Welbourn 20Q00Participatory approaches allow paiigmts to
be part of the changecontrol and own the processafris et al 2001L

4.2.4 Innovative methods
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The need for innovative methods to engage users was a keyftioemadl phases.

Examples from the literature includgraffiti wall to write thoughts@ampbellet al
2007); spending of sticker coins to simulate scarce resource distril{ttitmhings et al
2009; presenting scenarios of service optifiislka et al. 1996Garsideet al2002)and
videos(SellersandWesterby 1996) Interviewees and PCiespondents had used:
internet based methods (Facebook, websitwseBox 4, online data collection);
alternative communication technology (texting, Bluetootigeos dramaandcomedy
nights.

Visual rather tha verbal or written methods promote discussion and allow inclusion of
nonEnglishspeakers and illiterate participaiBatel 2007 Harris et al 2001L995;
WesterbyandSellers 2000Sellers 199%.

Online methods were felt to be useful as they are mareerient for patients.
i i {fwebsite to put public in touch with decision makexs] bi t experi ment a

not something thatodés been done before, bu
people talk about the issues that matter to them in as easy aswmssiblé

(P18)

Awhat wedre trying to expl orésothdse t he mo me
people who perhaps dondét fancy coming int
meeting can have 4dRi7)onl i ne conversationo

4.2.5 User designed methods

Some projets actually involve users in designing the methods of PPE, for example
designingguestions (Dodds et al 2008), posters and evaluations (Fleming et al 2009).

Afwedre devel oping what we think is going to
engagement whichwil nc | ude, um, wel | it owi |l have a yo
design and develop the questions, those questions will then be run on a number of

pl atformso (P7)

One method which providesgreater level of engagement and even ownership is using
communty/peer researchers to do semi structured interviews and provide unigue access
to communities (1 interviewee Another example is HIV positive patierdsnducting
interviews and writing repori@Vilson et al 2007)

"we believe that the peer evaluatorsaigh their manner, appearance, general
attitude and local knowledge were able to strike up a good rapport with their
peers, which enabled them to talk relatively easily about a subject which they
might have hesitated to discuss with adulE&ming et al2009)

Aithey were refugees that we used, LGBT re

Iranian woman as the transgendered interviewer, we had a Lebanese gay guy, we
had a Jamaican lesbian, just fabulous team, really, really fabulous team. And of
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coursetheyhs o provide access to people in a w;
(P7)
Aime going into a barber shop and asking vy

going to be as effective as another African Caribbean young man going in and
chatting to them. And alsopy know, there are intelligence, there are issue of
| ocal community intel (Pr)gence which we don
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Box 4
These three examples show how innovative methodologies can be used in SH PPE.

1. Gateshead PCT/Dott

A collaboration between Dott (Designs of the time)adid GatesheadCT usedsocial marketing researchethodgo
understand the daily lives of potential service useislp services respond to #& hour wait time criterialhese
method included:

Interviews and community discussions with 40 Gateshead citizens with a focus on YP, gay and bisexual mg
other groups who find it harder to use health services.

Street interviews with random sample of 500 residents

Questionnaires and vdoxes in health centres and community centres

Culturalprobe§ bookl et s and packs of tools to capture r
drawing and taking photos

One to one interviews with professionals and service users

Service useworkshops with community groups

They hen explored ways that new facilities, communications and procedures could improve use and experience
services. Finallya service design blueprimtas developed, and thisercentred approach for developing sexuadlth
services has been picked up by five other health

E E =

2. SHout Loudwebsite
SHout Loud, funded by the Department of health and run as a collaboration between African HIV Policy Networ]
Brook, FPA, MedFASHNAT and THT, uses a websitenfw.shoutloud.org.ukto promote and encourage PPE,
through a number of initiatives, including:
1 Providing a range of template letters/emails that can be adapted to include statisti or t he wus
which the user can then send to their PCT or MP to highlight issues they are concerned about.
1 Specific campaigns around key events such as World AIDS day, or the general election, to promote aw|
and encourage users ke action.
T Sharing of usersdéd experience of sexual health
1 Users (individuals or organisations) can sign up for updates
91 Providing local statistics on the prevalence of STIs, youth pregnancies and HIV infection and details of
events and campaigns.
1T Resources such as a 6jargon busterd and 1| inks
sexual health and patient engagement in general.
T 6How tob6 guides for users expl aAreniAgrapments gnd locab a t
Involvement Networks (LINKs)
1 Conducting user surveys to gather opinion

3. BHR NHS Hospital Trust: online forum for HIV positive patients

The Sydenham Centre SH cliriias recently (Dec 2009¢delopedan online forum foHIV sewice usergo both
providesupportand gain feedback by the facilitator posting questions about services. The online format was chq
because patientid not useface to facesupport groups due to confidentiality and stigma issiié® forumformat,
rather thana chat roomwas choseso that content can be monitored. To dapatients haveegistered (out of 691
patients) Patients receive@assword aér signing terms and conditions.

4.3 Themes and best practice examples

This section presents they themes which emerged primarily frone timnterview

analsis, but weralso supported by data from the other pha3edle 7 gives an

overview of the themes whidiave been placed in priority order by interviewees

according to their importance in facilitating PPE for them (most important ranked 1, least
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important ranked 7 median rank used here). The following sections explore these
themes using data from all four phases.

Table 7: Key themes Median rank (1
most important)

Organisational commitment to PPE i.e. PPE being built into policies; 1.0

having dedicated staff and money for on-going, formal PPE.

Motivating patients/public, especi ally disadva 30

communities rather than vocal/activists.

Changing NHS philosophy, whi ch doesn6t curr40
6 c u st o mieer(cdmpsred to businesses).

Informing patients/public about opportunities for PPE and what 4.5

impact they can actually have.

Using public awareness/education campaigns to engage patients, 5.0 (mean 4.54)
and tying in advocacy with PPE.

Overcoming the barrier of stigma, especially for BME communities. 5.0 (mean 5.15)
Working with voluntary sector organisations. 5.0 (mean 5.17)

4.3.1 Organisational commitment to PPE

This theme emerged as the most important in the prioritisation exercise, and from the
survey where 12 respondents cited the main problems with PPE in SRHH were
resources/capacity/funding/staff/time. The cited responsibilities ofrgansationPCT,
commissioning, clinic) were giving time/effort/training, embedding PPE, changing their
philosophy/strategy to make PP&eaningful and not tokenist{@ intervievees). This is
substantiated b§iannakopoulou et £2006.

The need for structured PPE fully integrated into the service was cited by 8 interviewees
(mainly NHS staff). Examples structured PPE includaystery shopping (4

interviewees andeeBox 5), paid patient representative in clinié&ok 6) andpatient
representatives on boards/committe®sx(7, Box 8, Box 9).
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Box 5 Lambeth, Southwark and Tower Hamlets PCTs mystery shopping

Mystery shopping is a popular method of PPE in sexual health. However, the process is often sup
as the mystery shoppers do not experience the whole patient pathway, usually only attempting to
services. The Lamite and Southwark Sexual HeaModernisatiorProgram (see Box 9)sed mystery
shoppers in a more comprehensive \Wwaljey experienced th&hole patient pathway through to clinicg
examination and receiving test results. They evaluated the service prpsisith as access, location,
friendliness of staff etc. 40 mystery shoppers made 105 visits. They recorded their experiences ¢
structured form which was developed from focus groups with service users, rather than set by
professionals. Thewholepracs was a cycl e: the mystery shg
the services and users then met to discuss improvements based on this feedback and the myster
shoppers then revaluated the service focussing on these changes. The mystery shegnegpsovided
with: training, both initially and oigoing; terms and conditions; administrative support; a buddy syst
for first visits and payment (on completion of forms).

Vi kki Pearce, programme man agmarediblypeveriub i be s h (
others involved in the project (frdjn

I think the Mystery Shopping programme was
serds perspective rather than just what th
ervices as t he[MystergShoppemipr ovement so

The mystery shoppers provided valuable fee
| i nMatran,6Sexual Health and HIV Services]

iService managers and dataigleaned fraanrdisect padientrexperienae; igig
phenomenally powerful. I'n my view the O6myst
radi cal changes i n pramWoedanx, Daector bf¢ha ihitiative] s e r vi ¢

The project haresulted in aystery shopper toolKitwhich covers the ethics of mystery shopping,
materials, working with service providers and administration. An academic article on the feasibility
professional patients for evaluating services has been pub(Bhegister et al 2008nd a book is in
publication(Greenhalgh et al 2010).

1. ATal ki ng He ads dtipdwwwvigstieharity.org.akipdfsimlysaebylpdd  a t
2. http://www.gsttcharity.org.uk/pdfs/mystery.pdf

O S U C
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Box 6 Bloomsbury Clinic, Camden PCTat the Mortimer Market Centre, Camden is one of the largest HIV specialist clinics in
Europe. Patient gagement is at the heart of the service, as explained by Chris Sandford, Patient Representative, and Peter T|
Chair of the PatientNetwor Chd i ¢ hi nk i tés just the philosophy of the j
involvingé Peter | 6d add to that though, I think therebds a genui
di scussi ons dHedévorhainaniiativesaaerthe Patient Representatives and the Patient Network. Camden PCT als
enga@s users in sexual health services using patient surveys, electronic patient experience trackers and mystery shopping.
Patient Representatives The salaried role of Patient Representative, funded by the PCT, was established in 2003. There are
two parttime Patient Reps, who must be patients at the clinic. Their main role is providing -@%vdel( dropin service for patients
(also contactable by phone, emalil, letter or message) to give peer support, advocacy and advice on issuessaskiingrse a
medication, immigration, education, housing, debt and dating. The role also includes:

- Developing a patient rights and responsibilities leaflet

- Taking part in meetings, committees and research projects.

- Chairing/caechairing external committeasich as world aids day events.

- Educating nurses, doctors, social workers, students, dentist and general public réigardingth HIV

- Collecting patient data to improve knowledge of the patient demographic

- ldenifying needs related to cultureligion (from a huge cross section patienty and akaling with complaints
This role is an excellent example of PPE where the patient, as a representative, is valued and fully integrated iicto lthaddiition,
feedback from service users is passed ftioenPatient Repto the service provider, which influences areas such as: day to day run
clinic management through patient involvement at all implementation group meetings; accommodation issues; pharmadyicsdug
issues; opening hours; GP seps through surveyl/initiatives and patient recor@kris Sandfordexplains the importance of the role:

ifwe are patients too and are often bel il wvkaav whabitrisdike tochave thel y
virus, to takepills every day of our lives and deal with side effects; to agonise over discloghiceand when to tell; and to have to p
upwithds cri mi nati on, .stPagtmae natnsd naebeuds eaénd want peer support

Bloomsbury Clinic Patient Network is administered and run by thefentReps along with the Network Chairs, who are viden
service users. The Netwoholds monthly information sessions and workshops. These sessions act both to inform service users
engage them in service planningheTNetwork was started in 1999 by two patients, Garry Brough and Peter Twist, in response t
| ack of peer support at the clinic, who received a kntngd
program and build skills in pject management and networking and funding to develop the Network. Some of the activities of th
Network are:

- Monthly workshops and forums with free lunch, sometimes with visitors from charities/services, on topics including GH
patient survey, conferenéeedback, dental care and HIV, self management, positive thinking etc. Outcomes and views
these meetings are reported back to clinic meetings.

- Coordinating activities to promote and represent needs of diverse group of HIV positive patients, vionkjside service
providers to improve services and ensure patients are consulted.

- Meetings on clinic and PCT poli@gndattendng monthly management meetings of the clinic

All patients are encouraged to attend the Network meetings through posters, éafldiect contact with clinicians, Patient Reps a
the ceChairs. The Network has achieved an extraordinarily representative group of attendees, despite the usual problems wit}
around stigma. This representation is primarily achieved by thedfreifforts of the e€hairs, clinicians and Patient Reps in
encouraging individuals to attend, as explained by Peter Tivisth e n we f i rst set up the pati
men, and we had to take strenuous efforts, first of @ktsome women to come along, and then to increase that cohort of wome
they tended to be Black oddly enough, so we then needed White women, and we then needed Black and White heterosexual
because of course they feature here as patients in emeraising numbers. And we really worked very, very hard to achieve that. \
networked people, we targeted people, Garry used to pop out of his office if he saw a Black face [laughs], you knowdide Aeall
fortunately now our workshops and eventsraaly quite remarkable, we have people who are disabled, men and women, we hag
female patients bring their babies alongbo

In addition patients are motivated to attend as Network forums are a two way process, with patients receiving importiamtsany i
information as well as inputting into servicdé4eetings are well attended by between 10 and 50 patients and views expressed are
with other meetings, notably the management Implementation Group, attended by Chris Sandford and Peter Twist.

TheNetwork has acted as model for similar PPE structures throughout London and the UK, with Garry and Peter visiting ether
to share their experiences and help other patients set up gBoihsPeter Twist and Chris Sandford recognize that patient
involvement at the Bloomsbury is exceptionally genuine and meaningful:

AChisioswebre actually invol ved. inthereh nidt &(ag en gte tltii m gs d rnwiod ev,
Peter ticking a box!Chris:Y o u 6 r e nao tb otxi;c kyi onuglelueime mh emal ¢ fy tahe t eamo

A recent audiiemonstrates the scale of PPE carried thetPatient Representatives and Patients Network have engaged with
approximatelyl000 patientén the last 12 monthsover 25% of the clinic, wit betweerl7 and 52eople at any one event. The
network held 6 forums, 6 workshogkfocus groups, 2 Newly Diagnosed Courses and 1 Positive Self Management Programme
last12 monthsThese two initiatives at the Bloomsbury Clinic highlight howttston and hard work of a few individuals, supported
by organisational philosophies and structures, can create truly meaningful PPE. They also clearly illustrate how thetvgoofunc
supporting patients and eliciting their views can be effectively dosab
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Box 7 NICE contraceptive guidance

NI CE (National I nstitutes for Clinical Excell ence
member s6 when developing guidel i ne sgroupdévalaineeNCGE puyblice
health guidance on the provision of contraceptive services for vulnerable young péopltehas 4 community/lay
members sitting on it, two of whom are young people with networks with young people/BME populations who
contr aceptive services. Their input means young peo
recommendations are developed to take into account barriers and facilitators young people experience when &
contraceptive serviceshe€ reps are paid £150 per day meeting.

Box 8 Positive East integrated PPE

Positive East, an HIV charity in East London, illustrates how patients can be truly integrated into the core of th
organisation:i We acti veleyopelnecolurvagneg pvi th HIV to be vol urn
integrated approach influences the work of the <c¢h
(Mark SantosDirector). They consult with support groups wheneveharnge is being made e.g. designing resour
such as posters, website, campaigns, information for service users. They are also triallingeirsugdoups which
Mark Santoghinks will be popular due to being convenient (rather than due to confidgftiali

There was emphasis on PPE being driven from commissioning and govenratient,

than tick box exercises or one off schemes

in interviews and the PCT search). Eleven interviewees cited policies as drivers for PPE,
including WCC, QIPP, targets and PCT policies. However, these polieiearaty

specific to either SRHH, which was often only mentioned as part of alR@ETPPE

strategy. Two case studies show how structural policies can driveBeREY, Box 12).
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Box 9 Lambeth and Southwark PCTs/Guysa nd St  BdxualniaattOModernisation Initiative i a
co-production approach

The Lambeth and Sout hwar k Sexual Heal th Modern
Charity, redesigned sexual health services starting from the perspective of a service user. Itis an excellg
example of how user/patient involvement can be truly embedded in design, development and delivery of
services, which was motivated by the requieets of the charity.

iwWe have ensured that patient and service user
have done. No project has been allowed to exist without significant consideration of how patient and ser
involvement coul bei n ¢ | JFdae Waodard, Director of the Initiative]

New methods of engagement were developed, to avoid the problems with confidentiality ohthdigthods
suchasusergroup®r i cks and treesd act i v dthevalugo patentsoér vi c
contributing their views. Users discussed problems/difficulties related to the service (written eshapekl
paper) and solutions (on leaves), encouragisgrs to be further involve@henpatients and service providers
6 pr oc e s&he patigntgoardey. Data was triangulatgth non service users, through focus groups wit
voluntary sector groups, such as sex workers or gay ealual workshop with service users and providers
discusedthe results of the process mappirfginally alist of solutions to the problems, in the form of change
to servicesvas generated, whiclifmed the basisf the Modernisation procesBhe user group remained
involved, for example inputting into the strategy group and commenting on potential d&sigresof the
examples of the impact on the design of@l@nberwell Sexual Health Centree:

- The architect for the centre took a user group to visit different buildings and users commented on what
liked/disliked, which became paoft the final bulding designs.

- User comments about queuing and waiting led to users deciding that there were optionsrfanagdment,
such as pregnancy testing, which lead to the development ofsotebns, which patients use to triage
themselves, and vending niées for seHcare options condoms, pregnancy tests and chlamydia/ gonorrhe
tests. Users then provided feedback on the usability of this syBtensystem of touchcreens and vending
machines haalsobeen taken up by other services.

- The centre lmextended opening hours in response to issues of access
Vikki Pearce, Programme Manager, outlines the benefits of engaging users:

Al just tnbthingtkh a&th eirse @ smore power ful motivator f

the neareryog et t o what they want the better itds [t
benefitséin terms of c osdares anedllynggos exanmpitve tvduld neges have
done it; it was thenhathaourssaeildv,e sd62wbhy candt we

The project has been a resounding sucetss Camberwell Sexual Health Centre won the Health Services
Journal 'Clinical Service Redesign' award, with judges praising the project as being "ambitious and innoy
with an "impressive rage of user and client involvement".

fiThe Sexual Heal th Modernisation I|Initiative ha
together in planning a s $euwrabd Repoxiuctevd Hedltle @ohsultant, s e
Cambewell Sexual Health Centre.

For further information se€reenhalgh et al (2010); Baraitser (2005) and
www.gsttcharity.org.uk/grants/results_misex.html

32


http://www.gsttcharity.org.uk/grants/results_misex.html

Strengthening the public voice in shaping sexual and reproductive he@Ghlarsgingcedationships
Thames Valley University/London Sexual Health Programme

Box 10: Examples of plicies on SH PPE

1. MBARC Guidelines for service user/people with HIV/AIDS involvement in AIDS service organisations

This is a pactical tool for volunteers, staff, managers, trustees of AIDS service otimmssaso for purchasers and
commissioners. It recommends tR&REis fully integrated into whole body of thinking and practices in an organisatfenkasic
principlesare:

I Policy on how service users and PLWA are empowered and involved

I Budget allocation for training and expensesifivolvement

9 Support needs considered and addressed

I Service users should be consulted on how they would like to be involved
| state how service users will receive feedbackherresult of their involvement

(MBARC 1997)

2. MedFastRecommended standardBBmpowering and involving people who use services
fiThis standard sets out how people can be enabled to have greater input into their individual care as well as beingiinvolve
planning and monitoring services. At the individual level, people need infomaid support to assess their personal risk, and
access and use services effectively. Shared degisiding between professionals and service users can result in better healt
outcomes. At the collective level, the involvement of users and theipuhkcplanning and organisation of sexual healthcare cg
help services become more responsive to individuals and communities. Services should take account of social exclusion,
discrimination, power imbalances and stigina
People should receive a sexuahlth service which:
- s serviceuser centred
- ermables seklreferral to services
- encourages partnership in decisiomaking
- enable them to make informed and autonomous choices
- supports them in taking responsibility for their sexual health and care.
Commssioners and services should:
- promote active user participation and involvement in the planning and organization of services
- develop their awareness and understanding of the various communities they serve
- recognise and respond to social exclusion, diseration and power imbalances (such as those between genders or
individuals) in a way that enhances access, and promotes effective use of services
- ensure all staff involved in sexual health services are committed tdiseniminatory working practices ancetivery of caré

(MedFASH 2005)

3.THTi6cr eat i nlgeda speaxtualntheal th servicebo
This document gives the following recommendations:

- Ambitious sexual health improvement programmes which improve public health, and make best use of local clinical an
community expertiseThere should be network wide sexual health promotion programmes which are integrated across clini
community settings, and while also increase sexual health promotion work in general healthcare settings

- A significant strengtheniny of patient leadershipvithin networks through empowering people to exercise choice over whi

service they use, as well as empowering them to tarke g
addition to this, there shouldelmore structured ways of enabling patients to contribute to the development and delivery of s
health services. (THT 2005)

4. BASSH recommendations on PPE in their Standards:

- People should be consulted about the STI servicesatisbyto attend as well as the one(s) they do attend. Their views and

comments should be used to inform service delivery and development as well as access to, and opening times of, service

Frameworks to engage with patients should be developed acrdssaheexual health economy.

- The public, including nomisers of STI services, should always be consulted when anyredgsign or development is

planned. Existing mechanisms in the wider health economy including Local Involvement Networks (LINks) sectdin

organizations should be used, as well as any other organizationslesth lgks to the community.

- The collection and reporting of patiergported outcora measures should be developEte data these capture should inclug

clinical outcomes agh patient experience. Metrics could include: access, communication, interaction with professienals, co

ordination, care and respect, privacy and dignity, health information, involvement in heeikiode and overall experience.

- Commissioners should expgroviders to contribute to an STI Patient and Public Engagement strategy for the local sexy

health economy. The strategy should include clear feedback mechanisms.

- Commissioners and providers should engage with the local population, both users arsgroaf services, in the

development of their local vision for sexual health, and in the monitoring and evaluation of serviceng &g

- Commissioners should work with the local health economy to develop local quality measurement frameworks fiar @irovi

STI services and engage in the development of PROMs, which would provide a consistent approach to measuring and im

thequality of all STI services.

- Key performance indicator: evidence from providers of services managing STls that they letygedeand implemented an

annual Patient and Public Engagement Plan which inclsud
(BASSH 2010)
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Box 11 West Middlesex Hospital Charter Mark award
T h e wo nksaxdat healtim service at West Middlesex Hospital is an example of a formal, structure
system, which has received a government Charter Mark award for excellence in public sércice
includes srvice user engagement:
At the heart of Charter Markriteria is the fundamental question: what does the customer expect or hop
from the services you offer? None of us can be sure how we are performing without consultation and f
from users. Charter Mark demands that we listen, act and de{i®@dbinet Office 2010).
At West Middlesex womenbdés and sexual heal t h s
9 Developing a User Consultation Strategy
1 Using a wide range of consultation processes to address the issues of confidentiality and the
nature of paent visits
Targeting specific client groups
Different annual surveys carried out at the different services: GUM (general adult); HIV positiv,
patients; HIV positive pregnant women; MSMs; young people and sex workers. The strategy S
frequency, samplsize, who is responsible and how results are published.
T Comments folder/cards/ book in waiting ar eg
which are discussed every month and collated annually.
An email address for queries/comments viathercli c 6s websi t e
Specific surveys for particular issues or projects such as music in the waiting room, access to
services or designing clinic leaflets.
1 Mystery shopping activities
1 Results of surveys are published in the client information folder (availallépatients when they
attend)
9 All consultations are presented formally to the team as a presentation and made available on
drive
Having a detailed strategy and formal processes for carrying out PPE, and feeding results back to bot
natients ad staff. ensures that PPE is consistent and intearal to the service.

=a =

= =

Box 12 County Durham

County Durham was the only PCT to respamé&hase 2vith a SRHH specific PPE policy Patient, carer,
public involvement Action Plan foreXual Health 2002012. This plan aimed to make PPE mainstream in
commissioning of services and make engagement meaningful, regularly reviewed and inherent in servi
development plans, following a riew of PPEwork. The key actions are:

School pupils #iend steering group meetings

Provide staff with mechanism for gaining patient feedback

Key champions for people living with HIV

Ensure representation of people living with HIV at strategic HIV meetings

Communicate findings back to service users/PPI group

To monitor client satisfaction including LGBT and prisoners

Comments book and feedback forms at schools/colleges

Commi ssion annual mystery shop of youdre wel
Drop bins, comment cards and online feedback from YP

Qualitative analysis of risk talkire teenage pregnancy
he policy also includesuggestions for improvement in PPI:

Involvement activities should not be viewed as an end in themselves but part of wider service
improvement plans or strategic aims

Participants should have out of pock&penses covered e.g. travel in line with PCT policy

Methods should take account of diversity and equality and ensure that traditexdlligied groups
should be involved

Outcomes of PPI shared with participants
Record and evaluate specific methods used®Rir
PPI database to avoid duplication, and to fine tune PPI approaches

E ] E A J=a-a-—a-—a_8_-5_-95_42_-°2_-23
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Four interviewees (mainly frodCQOs) cited organisational philosophy as determining
PPE. The literature and interviewees highlight the need to engage staféatiall
(Giannakopoulou et &006 Harris et al 2001Lichtensteinand Bachmann 200and

have O6enlightenedd pe o pluseateshow thisicanbe o p . The 4
achieved Box 13)
Abasi cal | pgeytbelmwareaessgamangst the most senior

managers providing NHS services, about the importance of engaging
pati Ph2) s o

Af PPE is] an issue for all of wus,
changes and get peopl e tihnev obl(BNErdd oi t

“"the whole organisation invoéd in it, from top to bottom(P19)

and
6s ¢

Box 13 Providing training for and evaluating PPE in sexual health/HIV: the 4Ps Training and
Development Agency

4Ps Training and Development Agency is an oiggtion enabling staff to develop competencies in
patient and public engagement. They ran programs with clinical teams in HIV, STI, family plann
and reproductive services to examine the patient involving culture. A significant feature of the wa
was he recognition that the involving culture needed to be refreshed to meet the changing
characteristics of patient populations, staff orientation and care patterns. This work was funded
LSCG, the SCG South London HIV partnership and Chelsea and WistnmNHS Trust.

HIV services were the most patiesgnsitive of NHS services. The HIV population changed (from
predominately gay men to African heterosexuals) bringing with it different expectations on the pg
patients and staff. The changes gatment of HIV resulted in a change from acute and palliative t
chronic care. This changed clinical relationships (Winkler and Graham 2006). The 4Ps program
addresses these issues through workshops for staff. The workshops explore the need for PPE; |
share decisiomaking in a changed environment; the need for feedback and dialogue and curren
issues, practices and policies (Winkler and Graham 2006).

The impact of the program was considerable, including service changes such as sharing records
patients, writing o6scriptsd for talking to
departmental meetings (Winkler and Graham 2006).

AUl ti mately, participants took back to

involvement is abdieverything that health care professionals do and that it is different bu
related to public involvement. They became champions for PPl amongst colleagues and
was a necessary step on which to build the foundation for a meaningful partnership betw
staff and (@Vaklevand @ahans2606)s 0

The 4Ps program also includes a scheme for organisations to evaluate PPE in their services, thg
Friendly Recognition schemanvw.patientfriendlyorg.uk), which the LSCG has recognised as an
audit tool. This scheme uses-lime portfolios which are assessed by accredited Patient Friendly
representatives to see if they meet the 4Ps patient and public involvement criteria. Participants
given access to trained and accredited facilitators and assessors who are part of a network of in
willing to share what has and hasn't worked for them. The whole staff team in a practice or depa
is involved in reflecting on what they do alreaeihat needs to be addressed and what changes mg
truly involve and build partnerships with patients.
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The need for dedicated staff with PPE in their work schedule was highligihdee et al.
2001). One (unusual) example is givenBox 14.

Al think we shouldnét just expect O6o0h
require somebody dedicated, not full time but maybe one day a week, you

know, somebody whodés got ingtoin their |
actually push (RlBle wor k f or war do

Box 14 Brook London peer educators

Brook provides sexual health services for young people up to the age of 24, includez sérvices and outreach
and education work. At Brook Londd&PE is genuine, meaningful and well integrated the organisational
structure and philosopthrough a program of peer education and outreach work.

The peer education program trains yguyoeople to deliver outreach programs on sexual health to other young g
in schools and youth clubs. The peer educators are mostly between 13 and 16 years old and either service
Brook, or studying at university or college. The young peomeagaren a significant amount of control; designing
and running their own outreach programs, with the supervision of Brook staff. A comprehensive 7 week train
provided, reflecting the value Brook places on service user engagement. Peer eductterswadtergo further
training, including 6expert peer education train
become sessional workers who are paid for their time.

Lindsay Starbuck, vy o uyondpato, emams tkasad orgaaigattomakcconpmétrhent dorPPE 3
having dedicated staff for PPE are key to its success:

ithereds certainly a will within Brook becaus
deal with young whehigalbig step cdmpaved o whatrsenre bther places are
doingéjust hoping that itéll happen naturall

In addition to the peer education and sessional workers, there are many other opportunities for young peoplg
involved in Brook London, for example helping to design the Brook London website, designing user satisfact
surveys, doing research for the outreach team or
group is also being planned to allowmym people to have a say in service development.

Brook London ensures that involving young people genuinely does impact services, and that the young peoq
assured of this. The young people themselves also benefit from being involved as the engexjeeniences
of fered by Brook provide invaluable training and
prospects. The peer education training program fits into the ASDAN peer mentoring award, providing formal
accreditation. Té work experience and training opportunities provided are more than adequate motivation, a
explained by Lindsay:
fithereds such a demand [to be peer educator s]
and create some sort of incentiteh ey want to do ito
As well as being a valuable experience for the young people taking part, Lindsay explains that PPE has a hu
impact on service delivery:

itherebds just |l oads of iinformal conver sadajiton
day basis so they can, sort of, relay that inr
never going to have contact with that many vy

to you anyway! o

In addition Lindsay explains how the involvement of young people has impacted the workplace:
iitds made people really open minded, having
of ficeéthev iust ma k e . keen neonbnlse amrm dt e iarc t f

The reedfor dedicated budget and resoureess also emphasis¢hilledfash2008)(5
interviewees and 12 survey respondents)

Ahospitals were not tol d reobgtveniaty [ PP E]

| o
particular monies(Pllp do anything with ito

36



Strengthening the public voice in shaping sexual and reproductive he@Ghlarsgingcedationships
Thames Valley University/London Sexual Health Programme

APCTs should consider making provision in their budgets for the costs of user
involvement in relation to sexual heaitfiMedfash2008)
Given the lack of dedicated budget, interviewees meatiarsing cheap methods of PPE,
such as those iBox 15

Box 15 Croydon PCT Consultation events

PPE can be costly in terms of resources and time. At Croydon PCT they have recently been running targe
consultations around sexual health, which Ellen Schwastisidtant in public and sexual health, describes as
it i-edfef i andiewnd 0y Ekee dxplain® that the workshops, which use a workshop or seminar style
more inclusive and less tirm@nsuming than a focus group and have produced meaningfsigmificant results.
The workshops start with a talk outlining the sexual health situation and main problems in Croydon, and th
invite people to talk about broad areas such as their awareness, perceived gaps, where the service is doin
who they need to targetin order to efficiently access specific groups in the population the PCT relies on exig
mainly third sector, community groups. The latest event focussed on ethnic minorities, so ethnic specific gf
were targeted. Ellen Schwafegls that people are willing to attend these events, despite their potentially se
subject:

—

dond m to involve ped
t it e

|

h a y are being | ig
Including the general public as well as service users was a crucial aspect of these events, in order to ident
such as barriers to accessing services, and awareness of services. Targeting groups which are known to
use of servicesuch as ethnic minorities or young people, gives further insight into their specific issues.

Ellen Schwartz explains how engaging the public is possible even with limited budgets:

fiit i s abouté basically r eac hirsatpn,ofedurseditisdot €abys
at the moment where we areinameoesey r apped environment and we
groups, but itdéds aboutéarranging partnershing

asépart oftyheawcodmuwe this forwardo

As well asbudget, many interviewees cited a need for information and training on how to

do PPE. The majority currently rely onrpenal experience or colleagues, with a minority

accessing information from networks, websites or literature. The main information need

was examples of best practice, to avoid Orei
guidance on what PPE looks likeasens for doing PPE and how to engage specific

groups.

4.3.2 Who is engaged? Motivation, representation,
priorities, and the oOvolunteer t

One of the main difficulties in PPE is lack of patient motivatmted as a barrier by 4
interviewees, all clinicias

Interviewees (n=10), survey respondents (n=6) and the literature explain how those
patients who are motivated to endeBan® i n PPE
andCross2007 Thorlby 2006 and that this isarelyrepregntative of the gendraublic

or those of greatest né@ednding ¢tom@ainiog yped was d
pati ents 0 whaon ds passiehat®l vocaibd easetstio Ok e e n s 6beano

who aremiddle class with lots of time on their hands.

37



Strengthening the public voice in shaping sexual and reproductive he@Ghlarsgingcedationships
Thames Valley University/London Sexual Health Programme

Awe c an rreakBritislo traditiorhoé volgnteerism, but usually that

means, again, youdbre back into certain so
deal with that m@P#de easily than otherso
Atheyob6bre [youth council member s] ,al ways ¢

um, but wedre kind of aware they tend to
sort of, feisty young pple (aughg, so we try to get a kind
(P6)

Ayou get people who seem to be on every c
whé they do they virtually spend all their time going to different things, and

theydre not terribly helpful either becau
anything other than pe®BR)l e who, sort of,

"l kind of get the assumption thatrseone that goes along to, someone that's
keeno beano that wants to do all that kind of stuff might have their
own..agendawhether that shows the whole story or n@20)

"it's often who shouts loudest really who is engade@1)
Agr oups | rad peopteaithlaiot obpassion, which is a good thing but
itdés often ab@2d)t a single issueod

Asi de from t hes e manotberengagedgreups appgaped ® be,youhgh e

people and HIV patientgor example in the journal articles reviewéa@,studies were
HIV/AIDS and 9 YP servicesYoung people were felt (by 9 interviewees) to be

6ent husiasticb6, O6upfrontd, O6passionated, Ofi
of YP6s presence in PPE i s adghstroctutessuahbsy due t
schools, colleges, student wunions, youth <cen

Welcome initiative Methods of YP PPE included mystery/known shopping, collaborative
design of services/branding, using Facebook, Twitter and textiogs groups, reps on
boards and peer education.

PPE in HIV was seen as more established, wusu
a long history of lobbying and advocacy by patidiénkler andGraham 2006)

However, in the literature reviewe23 studies were in GUM compared to 10 in HIV,

suggesting this may be changingox 16 gives examples of the many HIV user forums.
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Box 16: HIV user forums
The following are some examples of user forum for PLWH, although there are many more in London.

1. Forum Link (www.forumtlink.org). The HV Forum Link Project is a network ofind support group for,
user representatives and forums across the UK
representation in both service del i verhegpraactdises
internet and email toupport the current patient and service users groups, assist in setting up of new p
or service user organisations, coordinate a unified approach to common issues and offer advice on b
practice

2. Wharfside Patients Forum (http://www.wharfside.org.ukT hi s pati ent sdé forum
but is independent of, Imperial Healthcare NHS Trust. It holds monthly facilitated, 3 hour Forum mee
Also members bproject groups and members on interview panel for medical staff. Other activities inc
meetings, surveys, educational events and they are currently starting up an online forum.

3. Patients Voice(http://patientsvoicenel.oyds a forum officially set p in May 2007 to give a voice to
service users of HIV and sexual health services in North East London. They hold meetings at Positivg

fioOur mission is to provide and promote a foru
whichan serve as both a focus for discussion, 4
Our membership is open to all HIV and Sexual

Voi ce North East London Membership criteriao

4. Feeadback South London(http://www.feedbacksl.org.uk$ a charity comprised of PLWHA, started by the
South London HIV partnership but now run without funding, which aims to represent service users at
variety oflevels

5. Frontline Chelsea and Westminster HIV Positive Patients Forunfhttp://frontlinehiv.nefy fis a forum for
patients of the three HIV clinics run by the Chelsea and Westminster NHS Trust, the Kobler, Siretan
Clinic and the Nkosi Johnson Units membership includes all patients (and invited guests) of the clinic
ongoing patient discussion forum is held, where patients can air their views directly to thé group

6. EHH forum (www.ehhforum.net) is foHIV positive people living and using services in Ealing,
Hammersmith and Fulham and Hounsléavgive them a voice in the policies that affect them

Interviewees recognised that patients have othemaitments (8 cited this) and more
urgent needs (3), particularly asylum seekers and those with lower socioeconomic status.

"1 think a |l ot of times therebs been a na
i nvol vement, | et 6s §¢hbecuse shankmoptpeopleevha 1 nv ol
are ill just want to get better, they don

society at a whole, what is the percentage of people who go out to vote, and in
terms of social change, like any kind of change movemerdat best youdre t

dondét know, 4% of the population getting
thereds been a bit of napve idea that all
involved!" (P5)

Afsomeone going t hr oereme df theecasybum pracéss, yon g, u m,
know, being shunted around the country or whatever that may be, they have other
concerns, more i(AMhedi ate concernso
Ayoubre basically going through Masl owbs

engage them in a detad debate about their health needs and what have you,

because they were much more worried about whether they were going to get

mugged if they went outside their front door, or what was happening with drug
dealing and what haP4dened when it got dar

Anumber of interviewees also discussed how t
previously motivated activism and PPE is no longer relevant due to treatment which
means people living with HIV have other priorities.
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Apeopl e with HI Vhg,Iifyou ke, yok kn@vr ievolvernenwt g et t
fatigue, you know, they dondédt want to be
want to get o2lwith their | iveso

This prioritisation meansat PPE needs to address a neadswe that matters to or
interestshe patients (10 cited this, especially patients).

Aalf | didndédt think that a service was rig
change it and obviously youdédd go down tho
happened to friends or family, that kind ofthin Of f t he top of my h
l'iterally, that would probabl yPWe the onl
Many interviewees contrasted theme O6volunt ece

serviceusers, who were felt to be underrepresented.

it hseabgc hal |l enge is in engaging potenti al
identify yourself as somebody who might want to use sexual health service in the
fut uPasy o

Many authors (from lit review and PCT search) and interviewees recognise the need to
acively involve (Harris et al 200land oversample at risk groupg.eblack Caribbean
(Ross et al 2007 African Caribbean; homeless; LGBT; PLWH; women sex workers,
from voluntary orggEvans and Farquhar 1996A number of PCT projects recruited
people inthe street or from formal organisations. Potential motivators include:

1 Making it easy for patients, by providing
expenses/payment/qualiftc@n/transport (7 intervieweeBoynton 2002;
Campbellet al2007 Fleming et al 2009Henderson et al 2018Vilson 2007,
although this may not guarantee participa(iémansandCross 2007) Foii
someone | ike myself, | 6d be more encour ag
lollipop or something [incentive/payment] than if not. But that might not
necessarily beagoocheo ugh r e a gR20, publie) do it o

1 Make PPE activities fun, social, exciting @lueational (7 intervieweedlamary
etal2004) But t o be quite honest | dondét Kknow
strategy group meeting (laughsi t 6 s bolrgPB3y f or us

1 Wanting to make a difference, give something back, or a sense of community (6
intervieweesOQ 6 Br i efil 1d®®MBYdt really get involved i
all. At the moment, but |1 6m hoping the ol
comeuup at one point and makeg¢P20pe go o0oh |

1 Using groups to avoid biases individual views, although this couldosskgthe
real patient view.

Literature suggests isipossible to get high resporis84% (Hambly and Luzzi 2006)
98% (Burack 2000Donovan et al997), suggestinghat concerns about users not
wanting to give their views may be unwarranfééestonet al2009).

4.3.2.1 Less engaged groups

The PCT survey identified a number of groups who are less likely to take part in PPE:
older peoplenon-serviceusers, ethnic minorities (including gyps, and peoplavith
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disabilities, mental health service usehsig usersdomestic abuse victims, and men.
Interviews echoed all of these findings.

Interviews highlighted the challengetengaging those who are not usually the

Ovolunteer typeod, i n SRHH{ethhicminordigsduetobllYe at r i s
prevalence, MSM) and those who do not access seriidaking an effort to include

these groups was seen as important to ggpresentation but also to understand the

barriers to service access.

Ain terms of people that we would particu
of, communities who are more likely to be affected by poor sexual health and HIV,

so, um, men whisave sex with men; Black Africans; young people; people with

HI'V, um, so, you know, thosdgPl1&®r e our sort

"PCTs and services need to develop and maintain awareness and understanding
of the needs of the various communities wihely serve. They should find ways
to engage those | ess | i(MedftsiR0O0OB)o use mai nst

The main method of engagement with these groups was through existing community
groups (sed.3.7) who hawe experience oéngaging with marginalised grouf<sher et

al 1999 as well as public events and advertising on TV and newspapers. The following
three projectsBox 17, Box 18, Box 19) demonstrate ways to actively reach these
communities.
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Box 17 MBARC community researchers

MBARC (incorporating Michael Bell Associates) social research company, esenmunity researchers to access
hard to reach group¥$he researchers are members of the community being researched and conduct data colleq
mainly semistructured interviews. They also sometimes perform data inpalysssiand verification. The interviews
di scuss issues such as use of sexual health servi
services. The researchers are trained in research methods and are paid a salary. Theseseardruited from
community organisations and | ocations such as bar

Using community researchers is based on O6standpoi
6st amtdp oiinf |l uences how they socially construct th
the idea that the perspectives of marginalised groups are important in understanding an issue, as the dominan
not experienced in theme way by all groups.

MB A R Crécent programmes have f@med on homeless people, male and transgendered sex workers, asylum S
refugees, gay men and older people living with HIV. Using community researchers is crucial in gaining access|
hard-to-reach communities, as they are able to establish trust and have community intelligence which another
researcher may not have, as explained by Michael Bell, Practice Director of MBARC:
fifor one recent national r ¢ GBI asylenhsegkarsonge lead & grelatdran
woman as the transgendered interviewer, we had a Lebanese gay guy and a Jamaican lesbian;,it was

really fabulous team. And of course they alsso
haveé | woul dnét know where to begin to find 20
wor ki ngeé. brokering that access, generating t
shop and asking young African Caritbe men i snét going to be as el

young man going iand chatting to them. And alsthere is local community intelligeneghich we just
woul dnét have hado

Community researchers have additional benefits including langkdtgeand insights into the community of interest
as Michael Bell describes:
il think nothing beats talking to peopl e, not

BN

talk to each othero

Michael Bell describes the benefits of amters for using such a useentred approach, for both service planning &
for the users:

ithereds a financial argument, thereds a servi
éthereds al soéa br oader that cas he@layadby engagirg ipeopleeirddecisian
about planning services etcé clearly by askin
of things that they think about and the way i

Finally, Michael Bell reports that this approach also creates social capital in the communities that are researche
some of the community researchers used by MBARC this has been the first paid work that they have undertak
UK. Many researchers have gone onaketup more formal employment opportunities whilst others have felt more
confident to take on leadership roles within their communities.

Box 18 Kensington and Chelsea Chlamydia campaign

Kensington and Chelsea PCT has commissioreéldlamydia Screening Programme for young people aged 15 to 2
and part of the programme includes third sector services delivered by the Terrence Higgins Trust (THT). THT 4
engaging with young people from the general public to better understand theirbyiewsing @ndA sessions, surveys
and informal consultations during outreach screening sessiohse Chl amydi a medi a cam
included a key objective to engage with young people and increase the profile of Chlamydia within thégjéarget
group. The campaign is based on a survey (interviews) by ICM Research with over 500 YP, in the street, using
completion (due to sensitive nature of questions) questionnaires. Questions were about sexual practice, preve
testing options, usef testing services, relationships/communication, demographics. Each interviewer had a quo
each group in sex/age/work status so results could then be weighted topghafiHn the area.
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Box 19 Bexley care trusttMBARC sexualhealth needs assessment

MBARC are currently doing a full sexual health needs assessment (SHNA) for Bexley, following on from &
SHNA, literature review and document collation. This will map need, demand and services, analyse gaps
make recommendans for commissioning SH serviceSemi-structured interviews/focus groups with around §
people general public antard to reach grouge being targeted for interviews/focus groups, including:

I ChildrenandYP: Care leaversChildren in Need and LookieAfter Children Children and Young
people known tdNHS servicesteenagegparentsChildren and Young People with disabilities

I Other hard to reach grougSex WorkersMSM; LGBT; Travellers and childm and young people of
travellers;BME groups Those living with/ affected by HIVAsylum seekersAdults with disabilities.

I Service ProvidersGUM; Family Planning Contraceptive Service¥outh Advisory Service (YAS)
Family Planning Contae pt i ve Ser vi Geensnatforoof Pragmadcg provigidh©@F; ;
Specialist HIV Nursing service; Primary Care (GPs and Pharm&ey)jal health activity within acute
services i.e. Hospitals, Maternity and Midwifery including pueal contraceptive services e8exual
health activity/provision within surstarta n d ¢ hi | d r ee aqordnsunity midwiferyeservices;
SchoolNurses servicaylinor Injuries Unit

The most frequently cited undengagedyroupwereseenasethnic minorities, due to
stigma around sexual health, discussed in sedt@i Specific groups hamed were
Bangladeshi; Muslim; African (espially Sub Saharan/Horn of Africa/Afro Caribbean);
Eastern Eurogan; South; new entrants; Asian.

Six interviewees highlighted that LBGit particularare often excluded due to

ethnic/religious barriers, although 5 also said that gay men are often proactive in PPE, as

they are more Opoliticisedd and o6articul at ebd
nAfi can people, 1 06m afraid to say, ah ten
I am thinking hRld)e of homophobi abd

Classification of people into the 6boxesd of

communities who daot identify with such labelgGornwall and Welbourn 2000
Al often data shows] African and
throughéfor really interesting s ol ogi c
MSM, who, foréreasons of differe concep
domdt respond to the question 6Are you gay
hetero?6. They may respond to a straight
clinics d@mpt do thato

gay men a
oCI
nt

Five interviewees felt that women were difficult to engage, qqestdue toheir lack of

publicvoice in general, especially in ethnic minority communities.
fiBlack minority ethnic women might also be a particular challenge because in
some of the communities, not all of t hem,
public stanceand certainly not a public stance against m¢R5)

fiwhen we first set up the patient group 10 years ago, it was mainly gay men, and

we had to take strenuous efforts, first of all to get some women to comé along
(P12)
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People with disabilities are rayetpecifically included i'sRHHPPE, which may be due
to perceptions cBRHHissues as too sensitive or challenging for discussion with this
group. One project is overcoming these barriBox(20).

Box20Leonard Cheshire Disability é6ln Touchd project

Leonard Cheshire Disability, the biggest ghisability organisationinthd K, i s running a pr
which involves disabled young people in developing sexual health services and education. As Johnny Colema
project manager, explains, disability is rarely considered when dealing with sexual health:
i di s adpplecotten get left very much on the back burner when it comes to issues around sexual he
because there are assumptions, you know, that
capable of having sexo

This means that young disablpéople are often excluded from sex education and often cannot access sexual he

services, as professionals are rarely equipped to deal with issues related to disability. The In Touch project ai

address these service provision gaps through grayi@ésources for young disabled people and professionals. Th

resources have been designed by, or in collaboration with, young disabled people and are based on young dis

peopl esd experience and needs a sasdescobedby ohnnyedlenfam: o m

6s t hen wor khemwhattdythem thinkhveuhd be tbhe bassway forward for the project
t

it
nd o get ideas for resource development fro

D

The resources include:
A website which acts as a hub for information on sex and relationshipg {cdintouch.org
 Aninteractive game for young disabled people which uses multiple choice questigm®wades information
f Film clips of young disabled peoplesd experie
I Five dramas with disabled and ndisabled young actors
I Training resources for professionals to support their work with young disabled people

The project$ hoping to also train peer facilitators, who will work with young people to help them express thems
in creative ways such as art or writinghe project was funded by GlaxoSmithKline and recently won the prestigiq
Brook Award foralt htee @IBtets tp rUKj eSetx uof the year 2010
there is a big gap in terms of support for young disabled people in relationships and sexual health and a huge
what In touch provides. The project is now seekimghier funding to continue and expand into areas other than se
health. The website explains what the project hopes to achieve:

Through a track record of success with partners in each location we will be able to influence policy ma

and managers afexual health services that young disabled people have needs as vital as trdigaibed

counterparts and that these need to be fmetiw.lcdisability.org/intouch]

Interviewees rarely mentioned older people and literature suggests they are often missed
(Belfield 2007), only one project targeted older peoplax(21).

Box 21 Over 50s survey

THT and MBARC are currently running a [peot in collaboration with Age Concern and Help the Aged which
explores and documents the needs and concerns of people over 50 living with HIV. This project aims to ensy
service changes and developments are based on the genuine needs of olderfpisaming a survey and MBARC
are employing community researchers to perform interviews.
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4.3.3 NHS ethos - customer satisfaction?

A number of interviewees discussed how the N
opinion due to being a public service (supported by tax) rather than relying on customer
satisfaction for its survival. Threeterviewees, in particular P4n NHS commissioner,

felt that this needs to changehe NHS needs to be publically accountable:

Awhat motivates meé.[is that] webdre s
webre supposed to b@4)publically accou
Ahaving pati enlasttrgng tourive nsyiagemda from theira t

agenda, gives me more credibility because
theydre the guys on th4d receiving end of

Four interviewees cited lack of marketing skills in the NHS as a barrietH@aRiPone
PCT used external marketing expertisex@2):

Al would say iNHtRdasatelwhovMeg(PHahoeks mar ket

Al think we, as a part of the NHS, we hayv
or promotional skills eound raising awareness of a service, which | think is

somewhat | acking if, you know, wunlike in
more driven and motivated, and the fact yawet o h av e, in order to
(P25)

Al think itds, [tPHPe&Er e Gasrhdmeacemd nat enbaidght o f
thinking about what this actuall]l]y meansét
sector and thought o6well wait a minute, cus
we shoul dnét have t a hbagd owarsviwhceinng peeacaplie
more knowledge and ease in dealing with this subject in the commercial world

than there (P in the NHS!O

Three interviewees further el aborated on the
engaging with patients, altbgh this is now changing as healthcare becomes more patient

centred and structures such as LINKs are establisfdus is supported by the recent

increase in BHH PPE publications found in the literature search.

"but that's a typical sort of NHS way afaling with things get all the experts in

the room and then make them available to the patient, but of course we'll make
the patient come in when we want them to come in, not when they want to come
in" (P4)

“"there isn't actually a culture...until '97 treewas no systematic approach to

talking to members of the public or patient groups...it's a relatively recent
phenomenon(P7)

Anobody el se would dr eam, nobody i n any o
establishing any sort of service with@actually finding @t what thecustomers

want and how the customers might, but, public service and the health service in
particular, has this oweol | provide it

t h
can use it I f you wantP®hod, historically
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i J u s tlinidalickresis sbared now, it would feel very odd to split that off and

say Oyoubre involywedr eat iée stulssti owbBatabwed
service or commissioning wise donodot you w
feels that involvenme should be aélll evel s. And itébés just, it
taken that ideaPldd circulate througho

Al think therebds a new generation of seni
nowét he ¢ ons ulrecanigeise inpdrtancesoépartnershipitiv the

patient. And the old idea of the consultant bossing the patients around seems to be

l argely dPI®)i ni shingo

Box 22 Wandsworth PCT i social marketing

Wandsworth PCT ran a project on engagi nfgcus@ihwhichh
was the transfer of Social Marketing insights to the programme team. They employed a research consulta|
comparyY, n&@Dresear@&®oainal i manlgettistfgd uses commer
commerci al asea@i alt ogaacdtd evwhioch has particul ar
reducing teenage pregnancy (Lefebvre and Flora 1988). The approach is useful in translating complex me
and behaviour change into concepts which can be understo@dt@addupon by the public (Lefebvre and Flora
1988). As a marketinbased approach it is very consumer (or patient) orientated.

Issuedn this target audience which needed to be understood and mitigated agdintd embarrassment;
willingnesstoplase; fear of shocking the adult research
young per s.oAgegsoups werevgitr(5 and 1617) and respondents recruited in friendship pairy

Methods included:

A Facebook groujp used fomparticipants to familiarise themselves with the subject before face to face
groups, through discussions about the subject, links to information and providing the research materig
Evaluation of this method found it was acceptable, particularly for tlaosiiar with internet and those whqg
prefer to 6watchd, although there were some f

A creative workshop on developing and shaping ideas for sexual health and contraception interventio
girls creating their own interventions from scratch. This was useful and allowed for a flexible discussio
Difficult for those who had not accessed services.

I Peer questionnaifiewithout the adult researcher present participants explored the interviele@snand

provided tickbox feedback.

A panel to give feedback on emerging ideas

Workshop to discuss methods of communication

E

4.3.4 Patient information

Eight interviewees explained that providing information to patients/public encourages
PPE and gives it stronger impact. This is because it can make it less tokenistic and more
sustainable, as well as breaking down barriers related to stigma. It is also important to
raise awareness about the opportunities for involvement. Clinicians tdwlemdion this

issue.

Amaking sure they are involved in their s

know, give them the information, signpost hem to the right places, you signpost
them to the public hdrRB) th department or t
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Box 23 Shine ALOUD

Shine ALOUD are a group of young volunteatsNHS Newham, whbave formed a
steeing groupfor young people's reproductive and sexual health services in the borg
Their aim is to make sexual health services the best they can be for other young pe
Newham. Information provided to young people encouraging thejoitoShine

ALOUD highlights the opportunities to meet new people and boost their CV. Young
people who take paréeceive sexual health apeéer education traininglo date Shine
ALOUD have organised a sexual health promotion clubnight, delivered sexual healt
worksh@s to groups of young people, produced a film about pregnancy choices,
UnexpectingMany of them are now employed by Terrence Higgins Trust as Chlamy
Screening Assistants doing outreach work in the borough.

Another key issue raised by 6 interviewgaaticularlythose fromVVCOs, and 6 PCT
documents, was the need to feedback to patients/public the impact their involvement has
made, in order to further motivate them.

Awhat we wouldhamges amadkewe dilel send
wedbve done so they can see that they
us has actually i mpacted on the desi
them to see itogP6)actually worthwhil e

gn.
o]

"oncethey're more informed they may be more willing to be enga@y"

"l think being precise about the reason why you want to involve people um is
crucial actwually, in terms of getting
if they can see the bendfir them"(P23)

Training was alsseen to be crucial and provida incentive for taking partrormalised
training, in the NHS especially, was rare, with most knowledge accumulated over time.
This is supported by the literatufi@ternational CommunityfdNVomen living with
HIV/AIDS 2008). Trainingis very highlyvalued by participantéd~leming etal 2009.

"if that small group [of patients] is well trained, well prepared, well resources, er,

| think they can have a big impadP5)

Topics includedSRHH, the healthcare system (including meetings, finance), skills such
as leadershipassertivenesand public speakingdvocacy, counsellingyhat patients
will get out of it, research metlds,andfeedbackonresults of PPE

Eight interviewees also explainedvn it is important tagive clear and realistic
information aboutvhat is on offer and what can actually be changed in the service.

"you can't just give them carte blanche either of 'the world's your oyster what do
you want™(P2)
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Al dondt wng thd youngpedple they balve aicertain amount of power
f they dondét(Pl@ctually have ito

Aour support groups will always define
people said 6l etds spend all theo money
the work we do we get people iPAAol ved i

From the PCT data a number of projects provide detailed rights and responsibilities for
patients engaged in PPE.

4.3.5 Engaging the community through public awareness,
health promotion and advocacy

Eight interviewees talked about advocacy and activism in relation to PPE, in that both act
to O0hear the patientdés voiceéd olbfingins has |
only peoplewho engage (se€3.5. Activist groups such as user forums, campaigns

(Box 25) and advocacy charities were sometimes used as soungagiopantsor PPE.

Apolitically it [ P 8&ukhow,dfthere doedoddwa | pf ul i n
pressures on something like finance that you know is going to impact on clinical

care, the patient voice is very good at being an advocate for good standards of
clinic@l0) careo

One of the main PPE methods which was aldeocacy and empowerment was

facilitating direct communication between patients/public and decision makers,
empowering individuale.g. LINKs, local authorities, MPs, yog mayor(seeBox 4).
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Box 24 Straight Talki ng

Peer educatioampowers individuals to make a changéh patients/public playing a central role in a service
by delivering a program to their peerStraight Talking is a charity which uses peer education to tackle rate
teenage pregnancy in thi. It supports and empowers young parents to achieve economic wellbeing an
quality of life.

Around 50 young mothers and fathers are employed to deliver a 5 week peer education programme in s
13-16 yearolds. As well as payment, the youngrents receive training on the program, as well as child
protection, classroom behaviour management and equal opportunities and diversity. Those who show
responsibility and maturity are sometimes also offered driving lessons. The website explainsfitefbethe
young parents:
By employing teenage parents and acknowledging their expertise, their levels of confidence are
raised. Staff meetings reduce their isolation and they regularly socialise outside the workplace. \{
teenage parent ahds their first staff meeting with the charity, they are often quiet and withdrawn
testament to the charity's success that at subsequent meetings, they participate with real enthug

Feedback is also obtained using questionnaires from thelsgtilniven and teaching staff who take parhe
charity receives funding from Local Authorities and feraésing from trusts and foundations. An independer
evaluation by the Tavistock Institute concluded that:
It is undoubtedly the central role of yayparents/peer educators in Straight Talking which makes {
intervention so effective for its recipient$he fact that the course was delivered by people who had
experienced being a teenage parent, and who were prepared to recount the hardships they had

endured, made a lasting impression on the students
www.straighttalking.org
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Box 25Vital voicesipart of African HIV Policy Network (A
The African HV Policy Network (APHN), established 13 years ago, is a voluntary organisation dedicated
addressing policy related to HiWwith a membership of around 100, mainly Africkal, communitybased
organisations in the UK.

APHN have a very strong focus on usagagement, facilitated by their community organisation membersh
In particular they facilitate the engagement of these organisations in influencing policy and strategy, an g
which the organisations themselves rarely have the capacity to influBeealsoBox 3

An aim of AHPN is to tackleulturalstigma and empower Africans living in the UK. One of their main
initiatives to promote PPE is the 6Vitoafl tVhoeicre
Perspectivesd campaign, which also includes wo
behind Vital Voices is GIPA Greater Involvement of People Living wiiDS.

Vital VoicesempowersAfrican people living withHIV to take on leadership roles. It was designed to provids

positive role models for the African community, and promeatdividual and community engagement in policy

and services, as explained by Edna Soomre, Policy Officer at APHN:
fifone of whyeve stagterl s suppsse, this leadership program was that there is a need fq
African positive |l eaders so that members of
with HIV and | can relate to this persondo

For individuals to be empowed, particularly in the fields of policy and strategy, provision of information is
crucial. The Vital Voices program included a large component of training. Initially 30 volunteers attended
residential workshop where they shared experiences and reteivedg. 10 of these then received advanced
skills and training, including media training, strategic planning and advocacy. The program also includeq
social event with Musa fAthe Queend Njoko, gam i
development was led by two HIV positive community leaders.

The individuals who took part in the program, which started in 2007, wermeéifated to take part, as well a
the training proving a strong incentive:
fiwe wor ked wi t henararglycasksfgr mbnatdry rewadsy hervpassion is just driver|
her own experience and wanting to make a differeridiink even the training aspect idat, because
you can see that i f you give freyou, apern map
part of you that wants to, you know, get in

By training individuals to take a leadership role in their community, Vital Voices aimed to increase aware
about HIV policy in the community and encourage other Africans torhednvolved in influencing policy. In

line with the GIPA principle, involving people with direct experience of these issues provides valuable ing
into how policy and practice can be improved.

An evaluation of the project carried out by UCL fouhdaat t he wor kshop | mprove
selfesteem and networking skills and that the programme successfully applied the GIPA principle (Fakoy
2009). After 8 months the initial workshop participants continued to use the skills they had l@¢zakoya
2009). Those who took part in the further training also retained what they had learnt and put it into pract
starting their own advocacy projects or taking part in AHPN campaigns (Fakoya 2009).

The work done by APHN highlights how the bars to PPE in HIV, including stigma, cultural issues, lack of
awareness of policy issues and a limited budget, can be overcome. The evaluation report conclédednths
workshop should be seen as very successful angffestive approach to not ontiisseminating the GIPA
principle, but actually applying it by encouraging African people living with HIV to become involvedin HI
related campaigning and advocacy?o.
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Using peers/role models/leadevasseenag mpower i ng andandxcitedr y power
by 5 interviewees (and see exampl8ox 24). This can take the form of peeducatim,
such as irselfmanagemenprograms Box 26)

fil know that when you get, sort of, teenage peer educators and they attend
meetings thereds a real, you know, therebo
verypower ful way of getting a message acros
people who are (Ploe peer educatorso

At hos e[died patienteasceh r e i mmedi at el yéeverybody
that, and ne@bds to hear thato

Al took two young prepheuwetdhf meommons] él
could the two young people actually speak
they come up here, and sit up here at 't he
up and | just stopped talking. And let them $péand by the end of that there was

like everybody standing up and applauding, became those young people had

reached the point, again, where they could tell stories, and | know that they had

an influence on some of the MPs ( P 5)

Athey [young meobl|l mpreagtsenti on to what ¢

a young person at the front, and | think
somet hing that a young person can dood, I
terms of, vyou Kk n opmfessional tob@am éxpert orettéskind o b e a

of s(P18)f f o

Box 26 Living Well Positive Sel-Management Programme

In terms @ active user involvement, usdelivered programmes give a high level of control and responsibility to
service users. L iManagementWegramines (FESNR) iare {edresingsneahufals develope
at Stanford University and mgied for aBritish audience.As explained by James Miller, Living Well Manager,
one of the most valuable aspects of dedrprogrammes is role modelling:

AYoubdbre not only delivering information thr ol
peoopl e in the group can identify with. Theydve
they feel the [facilitator] can understand wih
The facilitators who run the PSMPs are all past participants, who have receiveccak 6 s | nt ensi v

PSMP 6Master Trainersd before being assessed thr
to ensure the standard of service remains constant.

Living Well also offers a range of other services suchfacbaching, counselling, stress management, young
p e o p | entasagement ahd a confidential text service that offers free sex and relationship advice.
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Also PPE was often described as a community activity, linked with community outreach
services, health promotion, events, sex education, street health servicesNorksss,
and engaging with community leaders.

Anit 1 s about, sort of, basically reaching
onver P&t i ono

(@]

i n many ways there is onltpthem(Bl)t hi ng you

1]

ARSo even i f B MBeen consultecin atneighlsouringabereugh,
we still have to engage our local group so they feel they have been part, party in
this wholPR®) processo

Al our] campaign for example is both preve
i nto both,totdisstviemgyuihsalh dbet ween them, it
t hi fR48) o

4.3.6 Stigma of sexual health: no one wants to be the
Aface of herpeso

Nine interviewees and 18 survey respondents cited that the stigma of having an STI/HIV
was a barrier to PPE. This waswfiomed ina study where I9/STIs were topics people
did notwant to discuss in a survéglam 2001) The quotes below show the extent and
intensity of feeling about stigma, which was often citethasnumber one barrier to PPE.
Despite the strength of ielence regarding stigma, it was ranked as thebst important
issue (see Table 7) out of 7, below organisational and motivation issues.

"fear, stigma is what holds us back all the tinjie12)
"stigma is definitely the number one [barriel|P16)

"they dbn't want to put their hand up and say 'actually yes I've been to the GUM
clinic™ (P2)

"no one wants to be 'the face of Herpes Lond(#10)

In addition patients often travel far t&&&®HH clinic to maintain confidentiality, which
adds to difficulties reruiting for PPE. The sporadic and transient nature of the clinical
population was a common problem in PCT projects

Seven interviewees felt that stigma is worse for ethnic minorities, where sexual health

may not even be acknowlleddged,r i nfaridiustegs paenc i il nhp
and Asian groups and HIV. In addition the concept of PPE may be alien to some ethnic
communities.
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Areligious and moral codes have that dang
creates stigma and the rest of it, and that dueesk to the issue of the,
particularly the Sub Saharan African Mus|l
be cut (PHrougho

AHI'V in particular there is the discrimin
amongst the BME group@3)

ABangl adesho MMufsilcimal, | whof course werenot
or anything improper or what have ydibuf talkingt o GPs t hey say O0yo
not believe the number of girls who come in, teenage girls, we get coming in here,
pregnant, who need an abortion,andiyet you tal k to community
deny it é¥en existso

Altds very hardttetdgat ci mi o otshighks {ddeic o imenu & n t
to] cultural and religious and a lot of the culture around, ymow,6 t h e y

Sshoul dndot bed dheawifngnasrex aogwet sanywayo, Sso,
want to disclIR8se that they dobo

Aiitds getting through the cultural things
come out, there isnb6t the | istening, tal§k
patent 6 s mot her the other day say 6it does
sort of, tends to sum up, you know what | mean, sort of, the barriers one has to, to

cr o@s2p
iHere |l ocally we find that, um, African m
dondét participate and t hteeyhadksexdlthealthant t o
nee P3I)

Stigma makes it difficult to recruit for PPE, especially for publically visible roles and

group approaches. 't | i mit s sougsed#hatétigmman v ol v en

comes from views that amait-dated inaccurate and may come from cultural beliefs or
the media:

"1 think there is |ike a cultural shi ft t
ok to be a sexual h eyaolut hk naodw, o cdal téev,e ihtabds go
|l 6m not pPP2D)ud of 1 to"

Aabout HIV, AI DS, there are preconception
need to know that wedve entered another 0
now, with appropriate treatmenthaveane | y nor mall l i fe expect al

engage and just talk and just break down stigma and baerigt9)
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Clinicians andvCOs were more likely to cite confidentiality as a problem. Some
interviewees felt that confidentiality is less of an issue than carynbelieved:

"l think some of the other challenges that people identify are not real challenges. |
dondét think actually people are bothered
sexual health services, if they know that everyone else there is a user of th

service"(P23)

Al think sometimes in sexual heal th we ha
jump to, Onoétheybve been in for sexual h
PPE] 0, I dondét know if that is (RR)ways ¢t he

Dealing with stigma was through anonymous and confidential methods of PPE, education
programs and using preformed groups. Seven interviewees cited the need to provide
information onSRHHto reduce stigma, especially regarding the recent developments

HIV treatment.

AWe see public awareness campaigns on Chl
campaign in so |l ong, and a | ot of peopl e
contract it, and people still may believe you can see whether a person is living

with HIV or not, or, you know, that they think that shaking hands and sharing

cutlery can. So, um, yeah, the challenge is definitely greater public awareness as

we l | because thatés where the sB) al valu

The following cae studiesRox 27, Box 28) show how this has been done in London
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Box 27 Naz Project London (NPL)

NPL is the largest and longest establishearithin London addressing the sexual health and HIV/AIDS need
BME groups. They work with South Asians (including Bangladeshis, Indians, and Pakistanis), Muslims (ing
Middle Easterners and Africans), Horn of Africans (Eritreans, Ethiopians, andliSh Portuguese speakers
(including Angolans, Brazilians, Mozambicans, and Portuguese), and Spanish speakers (mainly Latin Ame

Their | atest project, fiBeyond consultation: pro
HIV/Al DS services in Londono, aims to go beyond t
therefore reach a broader range of people, as written consultations and public meetings often exclude part
groups. The process will be-cesigne with service users, specifically young African women and MSM. The
project will also work with NHS staff in order to promote collaboration. These groups will work on the
development, delivery and monitoring of HIV/AIDS services in London, including peaple needs, h
are promoted and how they are delivered. The specific activities to be used include:

I Co-designing a pilot process of involvement and method selection.

I Training in communication and consultation methods (for example, participatiay, \music,
photography)

Producing communication outputs and holding community conversations

Coll aborative design of a process to engage
needs and priorities. This may include, for example,l@titbhs and showings of video and photograph
or community conversations.

I Evaluation of communication tools and consultation process and impact on service design or deliv

91 Developing a toolkit or guidance and recommendations, which can be used bsimilarnetworks.

Due to the usecentred approach, the specific details are not yet tlaarexplained by Bryan Teixeir@hief
Executive of NPL:

fiOur hope is to come up with a tool kit or gl
invol vement and satisfaction that goes beyond
you think about this?60

The project is currently based in Lambeth, Southwark and Lewisham and has received DH funding.

NPL is committed to service users playian important role at all levels within the organisation. As well as th
6Beyond Consultationdé project, NPL has many vol
advocate and help out, who receive training, travel and lunch expensesisiopenvd references. NPL also ho
BME service user forums in various languages.

The 6Beyond Consultationd project shows how PPE
traditional methods of consultation which are often inaccestibigany groups of service user.
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Box 28 Interviews and focus groups with Bangladeshi residents in Tower Hamleisa participatory
approach

Understanding the barriers to accessing sesvis vital in facilitatingculturally appropiate models of service
provision. A group of researchers/clinicians targeted the Bangladeshi community in Tower Hamlets, which i
of theU K énwost deprived communities, in addition to cultural, language and organisational barriers restricti
their acess of healthcare. Tipeoject used a participatory approach and utilised community expertise. It invo
interviews with service users and focus groups with non servics. UBge project also used a steering group of
representatives from a range o€al ethnic, health and religious voluntary organisations. The steering group i
actively involved in developing the research questions and materials and analysing the data. This particip4
approach gave ownership to community members and it wakdejroup should continue to meet to facilitate
community engagement in healthcare. This prapapbrtantly includedhon servie users, recruitinthrough
steering group contacts, other voluntary groups, and youth workers.

This project identified foumai n t hemes whi ch i mpacted Bangl ades
I Confidentiality concerns particularly the risk of other community members finding out about their us
the service, for example the impact on marriage prospects.
 Relevance of servicésdueto Bangladeshi tradition of no sex outside marriage.
I Problems discussing sexual health issutraditionally grandmothers or sistar-law are responsible for

discussing these issues. Discussion of sexual health is condideaea
I Previous culturallyinappropriate health promotion

The research team concluded:
We believe that this model could be widely applied to services working with culturally sensitive issu
traditionally hard to reach communities; however, the considerable work and timeeédaigain the
trust and support of community groups should not be underestinvita#ing with community groups in
order to utilize existing relationships of trust and credibility that have been built up over many years
be the most effective way tev@lop services and health promotion initiatives in many insta(igesk et
al. 2005)

4.3.7 Collaboration - working with the voluntary sector.
In all data collection phases, collaboration with the other organisations, especially the
voluntary sector, in order to provide access to hard to reach gtbeggneral public
and thoset risk was common (11 interviewed3odds et al 2008-leminget al 2009.
Using existing groups was quick and easy (as they have established membership base,
rules, premises, meetingtc) and helped to overcome issues of sensitivity in SH:

Ait 1 s just such a sensitive nbgaupse éw
you know, prdormed groups and where the youth service worker or whoever is
responsible for the group has already prepped them and they have the opportunity
to duck out i f they dondét want to be

Awor ked t oget ham,awiheyhave dork of ®hdehistorg of
consulting with their groups, taking

Examples (from PCT projects/interviews) include churches/faith groups, youth clubs,

football clubslocal councils, local media, colleges, universigaesischools, LINKS,
pharmacies, clinical units, Age Concern, youth forums, THT, ChiWren cent r e s,

56

hic

i nv

gui

and

h

0

d



Strengthening the public voice in shaping sexual and reproductive he@Ghlarsgingcedationships
Thames Valley University/London Sexual Health Programme

me n 6s h e aBok20degarimesigwveluntary group who have clearly defined PPE
and work closely with the NHS

Box 29 Positively Women

Positively women is a charity for women with HIV. They have a structured approach to involving
service users, throughguiriding training in engagement and consultation skills, and providing travel
costs and childcare. Focus groups and an o
women was the only group of people living with HIV/AIDS to be consulted oretliew of the sexual

healthand HIV strategy for England.

Ethnic minority support groups were particularly common including Ethiopian, African,
Asian, West Africans, Horn of Africa, Caribbean, Somdbmeless, MSM, sex workers
and the elderlyvere alsdargetedgroups

As well as using thesgroups to access participants, five interviewees ciaéaboration
with external experts in topics such as marketing and research. Collaboration was
common in the PCT phase for example consultants and respaahlists
At he f aci | i the,talm exceptienally goodkin ewgaging people in a
very kind of low key, unobtrusive way, and she is, her background in community
participat@®P28n researcho

5 Limitations and scope of study

This projecthasreviewed policy and practice on PPE in gt and reproductive health
and HIV/AIDS services. As with any study, the scope and the methodologisused
subject tacertain limitations:

1 Theprojectmainlyfocussed om.ondon in order to inform London Sexual health
policy. Findings are likely to varfpr different areas given the unique
sociodemographics anmssues surroundingexual healtland its prioritsation

1 There was aeliane on participantgolunteering to take part. Although response
rates were excellent and participants appeared highhestésl and motivated
regardingthe issueit is likely that a volunteer sample is biasadgdmay not have
picked up all problematic issues.

1 The PCT Phase in particular relied onesmail responserom participants.

Further follow up ohonrespondergsould have taken plagéut this was not the
mainprojectfocus.

1 Although sampling was purposive to capture all the diffestakeholder groups
the wide range of these groups may have limited representation. In particular
patients/members of the public reaunderrepresented due to ethical constraints.

1 The literature review was notsgstematicreview, although findings suggest that
this would be inappropriate as very few SRHH projaceswritten up as journal
articles(Giannakopoulou et £006

1 Participant validation was a useful tool in this study, however some respondents

found the rating exercise difficult
Impact of the outcomes of PPE initiativeasd theircostswerenot quantified
Sustainability of approaches were not evaluated

=a =
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6

Recommendations

6.1 Current gaps

The main gaps identified in SRHH PPE in London are:

T

E N |

E R

Certain population groups are less likely to be engagstifhesenclude: older

people; those with disabilities (learning and physical); mental health service users;
men;drug usersdomesticabuse victims. Other groups are harder to engage but
efforts are being made to engage them, includitignie minorities, MSM,

homeless (see below)

Non service users are rarely specifically targeted in SRHH PPE, beyond those
who are alreatdtgerngagesié 6vol un

Much PPE focuses on HIV rather than other areas of sexual and reproductive
health.

PPE is rarely structured and organisational commitment is rare

Training and potential tool kitsn PPEor both NHS staff and patients is limited
Lack of dediated staff, time and money limits the extent of PPE in SRHH
services, despite a general belief in the need for PPE

The impact of PPE is rarely measured or reported

In general, staff have little knowledge about PPE, in particular practical examples
of bestpractice and how to integrate PPE into their wéikhough some
individuals/teams do have expertise, there is very limited opportunity for staff to
exchange examples of best practice

PPE should banintegralpart ofthe NHSregardingpublic accountabilit andin
following DH guidance, but findings do not suggest universal standards of PPE

6.2 Recommendations based on findings

6.2.1 Overall recommendations

Six overall recommendations, directly based on the key themesl(3ea&e givenin
Table8 below, and detailed recommended actions for each recommendation are
presented ifable9.
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Table 8: 6 overall recommendations arising from this project.
SeeTable 9 below for details on each.

General public and non-
service users

-

Services and patients

-

Trusts/health authorities

-

Commissioners

2 (]

1. Involve non service users and hard to reach/at risk groups

2. Overcome stigma

3. Inform patients/public

4. Motivate patients/public

5. Develop organisational commitment to PPE

6. Change NHS philosophy

6.2.2 Methods for PPE

Regarding the recommended methods of PPE, adds¢@ifed n Table 6, all the methods
identified had pros and cons. We would therefore recommend using the information in
this table when considering which methods to use. Key recommendations regarding

methods for PPE are:

1 Use innovative methods and a range of methods, to swetefiff user groups.
1 Use methods which avoid tokenistic involvement and instead promote meaningful
engagement by obtaining-aepth views and integrating these into service

planning.

1 Use methods which will have important, strategic and significant outcenges,
informing NHS resource allocation or policy rather than simply opening hours or
locations of clinics.ldeally these outcomes should measurable for both their
impact and value for money.

1 Consider using useatesigned, and even delivered, methods e giwnership of
the project and encourage participation.

1T Empower

participants rather than &6usingbo

skills and confidence to be involved. This should extend beyond the specific
project and encourage participants torbelved in other healthcare provision,
their own health and wider community issues, for example facilitating direct
contact with decisiommakers
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6.2.3 Groups

This study found that certain groups are still not adequately engaged in SRHH PPE. The
main methods foobtaining their views were an active commitment to target them;
working with VCOs and using peer researchers. In addition specific recommendations
are:
1 Meni target specific male group such as barber shops or football clubs
1 Older peopléd understand thaolder people are (increasingly) sexually active
1 Non service userisfind their hooks; use community groups, events, advertising,
online methods, public health campaigns and snowballing
1 Ethnic minorities use language specific methods; use communitypggotarget
BME women through women specific VCOs and run woroely PPE activities
1 LGBT T understand that many people may not identify with the label of LGBT;
be aware of and try to overcome religious/ethnic barriers by engaging with these
communities tdackle stigma
1 Sex workers use existing support groups; use peer researchers as they often have
a strong sense of community.
1 Disabilitiesi use usedesigned methods

Other groups were identified as less engaged, but no specific methods to engage them

were cited, including service users from mental health, substance misuse and domestic
abuse.
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6.2.4 Detailed recommendations

The following table expands on Table 8 above
examples for each of the main themes.

to give detailed recommendations and

Table 9: Detailed recommendations

Recommendation

Examples

1. Involve non service users and hard to reach/at risk gr

oups

Use voluntary sector groups

Running events in collaboration with the BME foru

Provide incentives

Payment, qualification, saaiopportunities

Use existing, organised groups of people

Schools, youth councils, health forums, GP surger
churchesfootball clubs

Use community/peer researchers

Sex workers recruihg and intervieving other sex
workers.

2. Overcome stigma

Publicawareness/ educati@ampaigngo educate public
about SRHH issues.

Peer education e.g. teen parents speaking in scho
or people living with HIV speaking at community
events.

The NHS should link with BME VCOs to access non
service users who may be affed by stigma.

Focus groups with Bangladeshi community group.

Use anonymous afa confidential methods of PPE

Anonymous surveys in clinical areas.

Educate community and religious leaders about SRHH
issues

Work with religious leaders to inform them albou
SRHH and challenge faithased stigma.

Use selfmanagement programs, leadership training, role
modelsandpeer education to empower individuals

Training HIV positive Africans in leadership skills g
they can engage their community.

3. Inform patients/public

Raise awareness of opportunities for involvement amon
both patients and public

Community events where information is provided t
public to publicise PPE opportunities.

Inform participants about the results of PPE

A cycle of mystery shopping whe problems are
identified through mystery shopping, dealt with, an
the changes fed back to mystery shoppers.

4. Motivate patients/public

1

Make it easy, convenientd fun and offer a rangs
of methods.

Use patientlesigned methods which thesantto
do.

Provide transport, child care, refreshmegttsto
make it easy.

Recognise that NHS bureaucracy and systems
be boring and difficult to understand.

= =

1 Variety of methods e.g. film, music,
pictures, especiallyan written methods for
those with limitedEnglish languageOnline
methodsas more convenient than face to
face patient forums

Allow participants to design the methods

Creche facilities provided for teen mother
representatives at Board meetings.
Patient friendly version of documents for
meetings.

1
1

1

Offer payment for patients, but also considen-monetary
rewards such as qualifications or an activity

Teen pregnancy peer education accredited as parf
further education qualification.
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Conduct research to 6find

Sexual health needs assessment to identify public
needs

Confidentiality is rarely an issugocus on overcoming
lack of motivation rather than worrying about
confidentiality.

Providing staff worried about confidentiality with
examples of successful PPE.

Under stand pataddressmsoée pri or
urgent/important needs first such as housing, safety,
asylum, money.

At public events allow time to deal with other issue|
before seeking views on healthcare

Provide training on the healthcare system, publeagmg,
leadership and research methods

A leadership programme for people with HIV which
provided training on public speaking and dealing w
the media.

Explain the importance of PPE and that tbapmake a
change.

Starting PPE sessions with a prehiary activity
which demonstrates to participants how their
feedback can make a change

Be aware of only involvin
and HIV who are overrepresente@ctively and
specifically target and oveaecruit from other groups
targd individuals/existing groups.

Asking a Black young person who volunteers at a
sexual health service to bring her friends and
classmates to a meeting.

Use validated tools/models for PPE. Networking and
training needed to informn

There was little evidence in this study that
participants used validated tools.

5. Develop organisational commitment to PPE

Training and information for staff on PPE

Sharing examples of best practice through clinical
networls.

Provide dedicated moneysources, staff and time for PP

London SCG PPE strategy identifi@snually money
to support PPE

Involve patients/public in procurement (purchasing)

Group activity to simulate resource allocation in thg
NHS

Develop policy on PPE specific to SH

A PCT grategy on PPE in SH.

Incentivise PPE

PPEis requisite for provider payment schemes

Motivate/inform commissioners and other fundholders o
the value of PPE and the requirement for dedicated fung

Including PPE irjob descriptios/work plans for all
commissioners

Use PPE to address unmet needs or ineffective service
which may also reduce costs

Using a sexual health needs assessment to inform
PPE strategy

Use structured methods of PPE and learn from best pra

Mystery shopping toolkit availablen website

6. Change NHS philosophy

Link PPE with existing drives towards seffanagement
and patient centred care.

Peer facilitators delivering sethanagement
programs and obtaining feedback.

Asking individual patients for feedback during the
clinical consultation.

Engage NHS staff all levels

PPE built into work schedules and job descriptions
for all staff

Link with public awareness/ educatioampaigns

PPE included in sex education programs in school

Use expertise from other areas where cust@aevice is
built in

Employ marketing specialists

Illustrate how powerful and useful the patient voice can

Direct contact between patients and staff, e.g. teer
mother representatives at management board
meetings.
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6.3 Sources of information

6.3.1 Best Practice

General
1 The sexual healtmodernisation initiativewhich includes toolkits (Box 9)
1 NICE public involvemenin developing guideline@Box 7)
HIV
1 BloomsburyClinic patient representatives and foruBox 6)
1 Living Well selfmanagemenpeer education programmgok 26)
People with disabilities
1 Leonard Cheshire Disabilityn Touch projec{Box 20)
Young People
1 Straight Talkingeenage pregnancy peer educatiBox24)
1 Brook Londonpeer educan (Box 14)
Ethnic minorities
1 African HIV Policy Network (AHPN)Vital Positive Voicedeadership
programme Box 25)
1 NAZ Project Londo Beyond Consultatioproject @ox 27)i contactBryan
Teixeira on
At risk groups
1 MBARC community researcherBdx 17)
Service users
1 56 Dean StregBox 1)
Campaigns
1 SHout Loudwebsite campaigrBox 4)
Policy
1 NHS County Durham and NHS Darlington Patient, Carer and Public Involvement
Action Planfor Sexual Health 2002012 Box 12)

6.3.2 PPE guidance

Networks

1 Patient Experience Network
Schemes/awards

1 4 Ps patient friendlgchemgBox 13)

1 Customer Service Excellence Scheffieemally Charter Mark (seeBox 11)
DH guidance

1 INVOLVE, National Instiute for Health Researchlvisory group

1 DH Understanding what mattes guide to using patient fesatck

1 NHS Institutefor Improvement and Innovatidpatient and Public Engagement
Resources Including guides oexperience based desigm drmahair
I nv ol v(esmgtechnology)
NHS Evidence patient and public involvement
TheCentral Office of Informationprovidingeffective social marketing and
communicatiorfor the NHS
Other

1 Picker Institutevebsite whichreviewseffective PPEN healthcare

E R |
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http://www.gsttcharity.org.uk/grants/results_misex.html
http://www.nice.org.uk/getinvolved/patientandpublicinvolvement/patient_and_public_involvement.jsp
http://www.camdenpct.nhs.uk/bloomsburyclinic
http://www.livingwelluk.com/
http://www.lcdintouch.org/
http://www.straighttalking.org/
mailto:Lindsay.Starbuck@brook.org.uk
http://www.ahpn.org/campaigns/index.php?camp_id=11
mailto:teixeira@naz.org.uk
http://www.mba4consultancy.co.uk/mba_portfolio.asp
http://www.chelwest.nhs.uk/56deanstreet/
http://www.shoutloud.org.uk/
http://www.countydurham.nhs.uk/Files/Sexual_health_Action_Plan_2009-12.pdf
http://www.institute.nhs.uk/share_and_network/pen/welcome.html
http://www.patientfriendly.org.uk/
http://www.cse.cabinetoffice.gov.uk/homeCSE.do
http://www.invo.org.uk/
http://www.dh.gov.uk/en/Public