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Executive Summary  
1. Introduction  

Patient and public engagement (PPE) comprises involving, consulting and listening to patients and the public, to 

make services responsive to patientsô needs, improve clinical outcomes and patient experience, add value to 

services and support good governance. PPE is a key priority for the NHS, featuring in all recent 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 and reproductive health and HIV/AIDS (SRHH) services due to 

stigma and confidentiality issues, especially in London which has the highest UK prevalence of sexual ill-health.  

People at risk of poor SRHH are least likely to have their voices heard, particularly: ethnic minorities, young 

people, sex workers and those with mental illness, substance misuse problems and disabilities. One of the 2010 

London Sexual Health Strategic Framework standards is to involve users in the design and delivery of SRHH 

services and measure service usersô experience. Despite a long history of patient advocacy in HIV/AIDS, 

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 

and practice 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 strategies.  Four data collection phases were used: a 

literature review of 59 documents/journal articles/websites; an email survey of all PCTs in England; an online 

survey of 72 stakeholders; and in-depth interviews with 25 stakeholders including commissioners, managers, 

voluntary/community organisations (VCOs) clinicians and patients. 

3. Key findings 

A number of methods of PPE currently used in SRHH were identified; mixed methods were often employed. 

Levels of engagement (and frequency) ranged from fairly common óone-offô consultations to collecting feedback 

(audit, surveys and comments boxes) and in-depth views (online, qualitative interviews, HIV user forums and 

participatory action research), to user-delivered/designed methods (mystery shopping, patient representatives, teen 

pregnancy peer education and peer interviewers in at-risk groups).  More meaningful engagement, either with 

management (reps on committees, volunteer staff) or with policy/decision-making (users developing SRHH 

strategy or prioritising spending, leadership programs in HIV), was less common.  Ideally methods were 

innovative, flexible, validated and user-designed. Twenty-nine 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 questions such as effectiveness of sex 

education or reasons for late testing for HIV.  PPE driven by patient-centred values of an organisation was less 

common, most frequent in HIV services.  The most significant challenge was organisational commitment, and 

associated lack of dedicated staff, time and money.  The second most important barrier was lack of patient 

motivation; particularly avoiding only engaging ópassionateô, óvocalô óvolunteer typesô, for example HIV 

advocates, rather than at-risk groups such as men, older people, ethnic minorities and those with disabilities.  The 

absence of an ethos of customer satisfaction in the NHS was another key barrier. Provision of information to 

patients/public, including factual information on SRHH, raising awareness of PPE opportunities, feeding back 

results of PPE, and training for 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 campaigns (e.g. on 

causes and treatment of HIV/AIDS), health promotion, leadership initiatives (e.g. Africans living with HIV), peer 

education (e.g. on teen pregnancy), and patient advocacy (e.g. facilitating direct contact between the public and 

decision makers such as YP and MPs).  The stigma of SRHH, especially for ethnic minorities, was a barrier to 

PPE, although this was given less priority than organisational and motivational barriers.  Using VCOsô expertise 

and their membership base was a predominant method of engagement, including churches, schools, youth clubs, 

local councils and health 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 management. 

4. Recommendations  

Although the following recommendations emerged from the data, many are not specific to SRHH, but apply to 

PPE in all health sectors. The key recommendations for those designing PPE activities are: 
- Use PPE approaches which avoid tokenistic involvement and promote meaningful engagement by obtaining 

in-depth views and integrating these into service planning and by providing incentives.  Ensure methods are 

convenient and easy for participants. 
- Consider using user-designed, and even delivered, methods to give ownership and encourage participation.  
- Empower participants rather than óusingô them, e.g. by providing them with the skills and confidence to be 

involved.  
- Actively involve non service users and hard to reach/at risk groups, through 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 clinic opening hours or location. Outcomes 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 with self-management programs, community 

organisations and religious leaders and using peer education and leadership training. 
- Link PPE with existing drives towards self-management and patient centred care. 
- 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 norm for every service, with an associated change in ethos or a óculture shiftô 

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 sectors where 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 of PPE in SRHH. 
- 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 services in London, in 

particular guidance on methods, processes and standards, building on best practice rather than óreinventing the 

wheelô. A short life strategy working group will be convened consisting of stakeholders to develop a strategy to 

practically implement the 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 numerous examples 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 well as tackling 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 = Department Of Health 

GIPA = Greater Involvement of People Living With AIDS/HIV 

LGBT(I) = Lesbian, Gay, Bisexual and Transgender (and Intersex) 

LINk = Local Involvement Network 

MBARC = Michael Bell Research Associates 

MedFASH = Medical Foundation for AIDS and Sexual Health 

MSM = Men who have Sex with Men 

NHS = National Health Service 

OSC = Overview and Scrutiny Committee 

PALS = Patient Advice and Liaison Service 

PAR = Participatory Action Research 

PCT = Primary Care Trust 

PLWA = People Living With AIDS 

PPE = Patient and Public Engagement 

PPI = Patient and Public Involvement  

QIPP = Quality, Innovation, Productivity and Prevention 

SCG = Specialised Commissioning Groups 

SH = Sexual Health  

SHNA = Sexual Health Needs Assessment  

SRHH = Sexual and Reproductive Health and HIV/AIDS 

STI = Sexually Transmitted Infection 

THT = Terence Higgins Trust 

VCO = Voluntary and Community Organisations 

WCC = World Class Commissioning 

YP = Young People 

1 Structure of document  
This document is structured as follows: a brief background to PPE in the NHS is followed 

by how this relates to SRHH.  The aims of the project and the methods used in the four 

data collection phases are then described. This is followed by the summarised results 

from all four phases, including methods of PPE, key themes and best practice examples 

(presented in boxes throughout).  Limitations of the study methods are then discussed, 

followed by recommendations which include sources of further information and next 

steps. The appendices contain copies of the research tools used, and detailed results from 

each of the four phases.  
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2 Background  
What is PPE? 

Patient and public engagement (PPE ï formally patient and public involvement, PPI) is 

the process of involving, consulting and listening to patients and the public.  The levels of 

engagement can be seen as a continuum: 

 

Consultative methods (least engaging) include patient surveys and the use of ócommentô 

books in clinics.  More participatory approaches include focus groups, patient 

representatives on management boards, and even patients running services themselves 

and directly informing decision making regarding service provision.  PPE can be óone-

offô or on-going, and direct or indirect. 

PPE is used to make services more responsive to patientsô needs, improve the patient 

experience, add value to services, support good governance and improve clinical 

outcomes (LSCG 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 patient-centred NHS, which aimed to move 

services from a paternalistic model to one where the patient is empowered and their voice 

is heard at all levels (NHS 2000).  It is now recognised that patients/public must be 

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

create a more accountable NHS and drive up quality in healthcare. This is reflected in the 

inclusion of PPE as a top priority in all recent NHS policy documents, including óHigh 

Quality Care for Allô (DH 2008a), The NHS Operating Framework (DH 2008b), The 

NHS Constitution (DH 2009b), and óWorking together: public services on your 

sideô(Cabinet Office 2009).   Specific guidance on PPE is given in óHelping the NHS put 

patients at the heart of careô (DH 2009c) and óUnderstanding what mattersô
 
(DH 2009d).    

 

Having established PPE within policy drivers, the DH now faces the challenge of 

embedding PPE in commissioning, decision making and contracts (Andersson et al 

2007).  This is driven by World Class Commissioning, which states PPE as one of its 11 

competencies (DH 2007):  

ñCommissioners act on behalf of the public and patients. They are responsible for 

investing funds on behalf of their communities, and building local 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 

Least engaged      Most engaged 

Information   Ą  Consultation  Ą  Participation   Ą  Control  
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part of commissioners. Decisions are made with a strong mandate from the local 

population and other partnersò 

The drivers behind improving quality in the NHS also include PPE. The QIPP (Quality, 

Innovation, Productivity and Prevention) agenda focuses on innovation to improve 

quality and productivity, 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 Innovation) scheme to improve quality in healthcare, a 

payment framework based partly on improving the patient experience through increasing 

responsiveness to personal needs of patients (DH 2009a). The CQUIN payment 

framework aims to promote a ócultural shiftô to embed quality improvement in the 

commissioner-provider discussion (DH 2009a) 

 

Although patient satisfaction surveys, complaints and compliments procedures are now 

standard in the NHS, more in-depth and personalised methods of PPE are needed to really 

ódrive upô quality (NHS 2009d). There is also a need to create an óethosô of PPE 

(Andersson et al 2007), make systematic PPE the norm for every service rather than 

exceptional cases (NHS 2009b), and share best practice of PPE within the NHS (NHS 

2010).  

 

The most recent formal structure for PPE is Local Involvement Networks (LINks), which 

replace Patient and Public Involvement Forums.  LINks 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 decisions and have 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 avoiding being 

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 for specialised commissioning and how this can be achieved 

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

between different specialised services. 

Sexual Health in London 

This project focuses on PPE in sexual and reproductive health and HIV/AIDS, using the 

acronym SRHH.  London has 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).  Some of the main SRHH issues in London are 

genital chlamydia (a quarter of STI diagnoses), late diagnosis of HIV, repeat abortions, 

and teenage pregnancy (MedFASH 2008).  

Sexual ill health is a particular risk for young people (YP), black and ethnic minorities 

(BME) and men who have sex with men (MSMs) (HPA 2007), for example YP (aged 16 

to 24) account for 65% of Chlamydia, and 50% of genital warts and gonorrhoea in 

England and 40% of new HIV cases and 45% of late diagnoses of HIV in 2008 were 
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Black Africans/Caribbean people in 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 services in SRHH (MedFASH 2008).  

PPE in Sexual Health 

Despite extensive documentation of the benefits of and need for PPE in the NHS, this 

rarely focuses on specific healthcare sectors.  The London Sexual Health Strategic 

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

Londoners.  The 2
nd

 standard is that ñsexual health services involve users in their design 

and delivery and regularly measure the experiences of service usersò. One of the recent 

BASHH standards for the management of STIs also 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 has a history of advocacy and engagement, 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 STIs and contraception (THT 2005). The stigma 

of SRHH makes PPE particularly 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 heard in society (Andersson 2007), including vulnerable groups such as ethnic 

minorities, asylum seekers, sex workers, drug users, those with disabilities, homeless, 

young people, and older people.  

 

ñGiven the stigma around sexual problems, and given that those groups most 

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 feel reluctant or even unable to 

complainò (House of Commons 2003) 

 

For ethnic minorities social, economic, political and cultural challenges can cause low 

self-esteem, social isolation and depression, often preventing active involvement (Fakoya 

2009). Immigrants/asylum seekers may feel unable to freely express their opinions on the 

UK health service and feel indebted to the NHS (Giannakopoulou et al 2006).  Other 

barriers include lack of information, other commitments, denial of HIV status, poor 

leadership and poor access to treatment (Fakoya 2009).  

 

This project was commissioned to explore the issues affecting PPE in SRHH 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: 

¶ To review current policy, guidelines and practice on patient and public 

engagement (PPE) in sexual and reproductive health in the UK. 

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

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

¶ To produce recommendations on how to effectively engage patients and the 

public so that their views influence decisions taken about planning, development, 

delivery, evaluation and improvement of sexual health and reproductive services 

in London.   

¶ To disseminate these recommendations for successful implementation in 

developing future sexual and reproductive health strategies  

 

A range of different methods were used to collect data, in four phases: 

¶ Phase 1: Documentary analysis and literature review (including policies, websites, 

journal articles and  published reports)  

¶ Phase 2: Survey of PCTs in England regarding their PPE policies 

¶ Phase 3: An online survey of stakeholder views and experience of PPE  

¶ Phase 4: Qualitative in-depth interviews with key stakeholders 

 

The following section details these methods and the response rates achieved. The full 

results from each phase are given in Appendix 2, with the synthesised results below in 

section 4. 

3.2 Phase 1: Documentary analysis and literature review  

3.2.1 Methods 

Searches of the literature were carried out to identify information on PPE in SRHH. 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, PsycINFO); Science Direct 

- Specialist SRHH journals (International Journal of STD and AIDS; Journal of 

Sexual Health; International Journal of Sexual Health; Sexually Transmitted 

Infection Journal) 

- INVOLVE, a national advisory group funded by the Department of Health 

containing a database of projects involving users 

- NHS Evidence - PPI specialist library  

- Reference lists of each retrieved article 

- Internet search using Google 
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The search terms used to identify the literature were: [patient involvement OR public 

involvement OR patient engagement OR public engagement] AND [sexual health OR 

family planning OR contraception OR reproductive health].  HIV was only used as a 

separate search term when not included in SH key word definitions. 
 

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 in Phase 2.  The search did not include papers on engaging patients in using 

services or in individual clinical decision making, only engagement in designing/planning 

services.  

3.2.3 Response 

83 documents/articles were retrieved from the searches, as detailed in Table 1.  After 

removing duplicates and those which did not match inclusion criteria 59 remained for 

review (See Appendix 2.1for full details).  

Table 1: Results of literature and web searches 

Database/journal Search terms  
Included 

documents 

NHS Evidence PPI site 
sexual health' 'family planning' 'contraception' 'HIV' and 

'reproductive'  
4 

BioMed Central 
("patient involvement") AND (sex); ("patient engagement") AND 

(sex) 
0 

BMJ  
('patient involvement' or 'public involvement' or 'public 

engagement' or 'patient engagement') AND (sex or repro) 
0 

EBSCOhost 

('patient involvement' or 'public involvement' or 'public 

engagement' or 'patient engagement') AND (sex* or repro* or 

contracep*) 

0 

Index to Theses in Great Britain 

and Ireland 
0 

OVID (Medline, Cochrane, 

Embase, BNI, CINAHL, 

PsycINFO, HMIC) 

0 

ScienceDirect  ('patient involvement' or 'public involvement' or 'public 

engagement' or 'patient engagement') AND (sex or repro) 

0 

Health services Journal 4 

Journal of sexual health patient involvement 0 

International journal of sexual 

health 
patient involvement 0 

Sexually Transmitted Infection 

Journal (BMJ publication) 
involvement' or 'engagement'  3 

International journal of STD and 

AIDS    
patient involvement 1 

INVOLVE 

keyword: sexually transmitted disease 0 

keyword: HIV 3 

keyword: pregnancy 1 

http://web10.epnet.com/selectdb.asp?tb=1&_ug=sid+76DB3452%2D72C5%2D4049%2D8E4D%2D93D281FC3FC8%40sessionmgr6+2305&ft=1
http://www.theses.com/
http://www.theses.com/
http://auth.athensams.net/?ath_dspid=OVID.DEF&ath_returl=%22http://gateway.uk.ovid.com/athens/redirect.cgi%22
http://auth.athensams.net/?ath_dspid=OVID.DEF&ath_returl=%22http://gateway.uk.ovid.com/athens/redirect.cgi%22
http://auth.athensams.net/?ath_dspid=OVID.DEF&ath_returl=%22http://gateway.uk.ovid.com/athens/redirect.cgi%22
http://www.sciencedirect.com/science
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Google scholar  
('patient involvement' or 'public involvement' or 'public 

engagement' or 'patient engagement') AND (sex or repro) 
2 

Google 

patient involvement' and 'sexual health' 21 

public involvement' and 'sexual health' 8 

ópatient engagement' and 'sexual health' 7 

patient involvement' and 'family planning' 0 

patient engagement' and 'family planning' 0 

public involvement' and 'family planning' 0 

public engagement' and 'family planning'  1 

patient involvement' and contracept* 1 

public involvement' and contracept* 1 

patient involvement' and 'reproductive health'  0 

public involvement' and 'reproductive health' 0 

sexual health organisations 19 

greater involvement of people living with AIDS 7 

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 not available, 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 addresses in October 2009, requesting 

information/documents on the PCTôs policy on PPE in SRHH. Individuals were also 

asked to identify any examples of best practice of PPE in SRHH. A response was 

requested even if their answers were negative. The email included a óread receiptô in 

order to evaluate whether the email was delivered and read.  If an óout of officeô response 

was returned, the email was resent to the alternative contact given in the response.   

3.3.2 Response 

Response rates are provided below in Table 2 

Table 2: PCT replies on SRHH PPE activity 

Number 

of PCTs 

Replied with details of SRHH PPE activity in the PCT 49 

No response at all 39 

No response but read email 27 

Sent PPE strategy but no mention of SRHH 15 

Forwarded 10 

No response - out of office 9 

Not read (deleted) 7 

Undeliverable 5 

SRHH mentioned in PPE strategy 4 

Specific PPE SRHH strategy 1 

Left PCT 1 
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3.4 Phase 3: Online survey 

3.4.1 Methods 

The questionnaire (see Appendix 1.1) consisted of  7 questions on their role, reasons for 

doing PPE, details of methods used to engage patients/public, challenges or barriers to 

PPE, ideas for dissemination of information, and contact details if they agreed to be 

interviewed. The survey was created using Survey Monkey, an online web-based data 

collection system. 

 

An email was sent to 240 individuals from lists held by the London Sexual Health 

Programme (see Appendix 1.2). The list comprised: 

¶ London Teenage Pregnancy leads 

¶ SH commissioning network 

¶ SH forum 

¶ Contraceptive clinic contacts 

¶ GUM lead clinicians 

The email requested participation in one or more of the following ways: 

1 To email with details of PPE projects they have completed 

2 Complete the online survey 

3 Agree to be interviewed (see 3.5 below) 

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

November 2009.   

3.4.2 Response 

Table 3 gives 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 8 

Forwarded to a colleague 8 

Replied with information/ documentation 6 

Forwarded on as on maternity leave 5 

Replied to say they had completed the survey* 3 

Replied to say they have no information 2 

* A further 69 did complete the survey but didnôt email to say so 

 

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 reproductive health clinician 20.6% 13 

Teenage pregnancy lead (including 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 co-ordinator; LINk; representative 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 described in 

3.4.1.  In addition, purposive sampling was used to recruit interviewees (from LHSP lists 

and using snowballing, as well as personal contacts) to represent the wide range of 

stakeholders - patients/public, NHS staff from different sectors (SH/reproductive/HIV) 

and levels (clinicians, managers, commissioners), and voluntary sector.    

 

Interviews lasted between 20 and 90 minutes.  Interviews were semi-structured and used 

a topic guide which covered: experience of PPE in SRHH; challenges and barriers to 

PPE; perceived engagement of different groups; benefits and drivers of PPE; and PPE 

information used and needed (see Appendix 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 analysis of interview data (Ritchie and Spencer 1993; 

Ritchie et al 2003).  Framework analysis is highly structured and systematic and consists 

of five key stages: familiarisation, coding, indexing, charting and mapping/interpreting 

(Ritchie and Spencer 1993).  The first four are mainly data management strategies, to 

order, sort, synthesise and condense the raw data; the bulk of interpretation takes place in 

the final mapping stage (Ritchie and Spencer 1993).  Familiarisation takes place during 

transcription of the recorded interviews.  Coding involves creating a coding óframeworkô 

of labels arising from the data.  These codes are then used to label óchunksô of data 

(indexing).  These labelled óchunksô are then reorganised under codes and themes, and 

entered into an Excel spreadsheet   with 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 performed (Ritchie et al 2003). 

Descriptive analysis 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 issues.  This was done in Excel spreadsheets, using three columns for each code, 
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as described by Ritchie et al (2003). After the organisation stage had established and 

tested the range and details of themes, mapping was used to identify patterns, providing 

explanatory accounts to answer the research questions (Arksey and Knight 1999).   

 

In addition to the framework analysis, which provides anonymous data, examples of best 

practice were identified from interviews and survey responses.  

 

Analysis took place simultaneously alongside data collection, which meant interview 

questions could be refined to pursue emerging themes (Broom 2005).  At the end of the 

interview phase no new themes appeared to be emerging, indicating that some level of 

theoretical saturation had been reached. 

 
Two methods of participant verification were used.  Firstly interviewees whose services 

were written up as óbest practiceô examples were emailed and asked for their comments 

on the write up.  All made some amendments, minor changes only.  Secondly, 

interviewees were emailed a list of the 7 key themes which emerged from analysis of 

interview data and asked them to rank them in priority order regarding how important 

they felt that they were for facilitating PPE.  

 

3.5.3 Participants  

A total of 25 interviews were conducted with 27 individuals (two interviews were with 

two colleagues who worked in the same service).  Sixteen 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 voluntary 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/representatives 3 P10*, P14, P21 

Patient representative (employed) 3 P11, P12 

Service user 2 P1, P20 

Commissioner 1 P4 

Health promotion specialist 1 P6 

Researchers 1 P7  

*P10 two individuals took part in one interview 
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4 Summarised Results  
This section integrates the information provided from all 4 data sources (literature review, 

PCT search, survey and interviews) in order to avoid repetition. Quotations are 

predominantly from interviews (refer to Table 5 for details of participantsô service role).  

Firstly benefits, drivers and results of PPE are presented, followed by data on methods of 

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 

(see 4.3.1), although in the survey less than half (46%) chose compliance with NHS 

policy/guidance as an important driver. 

 

ñWorld Class Commissioning is a driver certainly and thatôs helpfulò (P4) 

 

ñobviously, because of all the World Class Commissioning stuff weôre being 

encouraged to do more and more of it [PPE]ò (P6) 

 

ñworking with óYouôre Welcomeé some of our services are not young people 

friendly, so itôs about making sure that, you know, we, we are involving young 

peopleò (P16) 

 

ñinvolvement of young people in terms of peer education thatôs, you know, led 

byéfunding, because thatôs what funders want us to be doingé it fits around the 

guidelines of the fundersò (P19) 

 

The second most common driver in interviews was answering clinical service provision 

questions such as identifying ineffective services and unmet needs.  Some interviewees 

cited PPE being driven by the values of the service, such as patient-centred care and a 

community approach.   

 

ñsexual/relationship education. We know, we knew it wasnôt working, or maybe it 

is workingò (P16) 

 

ñI think perhaps more fundamentally it feels, for us as a community organisation, 

that if youôre of the community you need to put your money where your mouth is 

in many respectsò (P17) 

 

ñweôve always been very good at involving people in their care, in terms of what 

medication, discussions around, you know, an individual episode of care for the 

individual involved, I mean thatôs the most basic and important level of patient 

involvement. And now weôve got better at patient service developmentò (P10) 

 

Less common drivers were: service user pressure; having an individual champion in the 

organisation; saving costs; public accountability; and personal interest.   
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Many interviewees strongly believed in PPE and felt that it was crucial in sexual and 

reproductive health. This is demonstrated by the language used: ñitôs absolutely vitalò 

(P13); ñnothing... is a more powerful motivator for changeò (P23); ñcanôt in any way be 

seen to be negativeò (P20).   

 

The main benefit of PPE for both interviewees (n=10) and survey respondents (90%) was 

to improve patient satisfaction, by understanding patientsô needs, demands and priorities.  

 

ñif youôre involving them then actually youôre tailoring what youôre going to be 

working on to meet their needs in the first place, so youôre not wasting resourcesò 

(P2) 

 

ñI think youôre more likely to develop services that meet the needs of those 

people, I mean thatôs the clearest one [benefit] so farò (P5) 

 

ñitôs absolutely vital that itôs needs-led, and that itôs young people focussed, so 

everything that is done is based on the needs of the young peopleò (P13) 

 

Improving service uptake and reducing inequalities was also a key benefit from all 

phases, through exploring barriers to use. 

 

ñitôs definitely helpfuléwe could have had it [contraception service] all up and 

running and completely missed 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 scheme because itôs not in an area that is useful for 

themò (P6)  

 

ñwhat we would be doing is targeting the communities that we know need those 

services, and from them finding out one, if theyôre accessing services, how to find 

them, whether theyôre appropriate or not, if theyôre not accessing services, why 

theyôre not and how services could be made more attractive to them. And thatôs, I 

think thatôs really important particularly around sexual health when we know lots 

of people donôt access sexual health services until thereôs a problemò (P7) 

 

Identifying 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 targets and guidelines or professionalsô views.  PPE can 

provide insights, disprove assumptions, expand horizons, break down power imbalances, 

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

 

ñI keep saying this, but donôt make assumptions, actually ask the patients, itôs 

their serviceò (P24) 
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ñthe NHS is famous for, I use this word ideologic, for sort of working out in 

theory whatôs the good thing to do, but that might not be what works on the 

groundò (P5) 

 

ñI think patients are the true experts to be honest, because theyôre living with it 

and through it. You might think as a provider or a statutory provider that youôre 

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

they might have a different perspective éYou think [the service is] meeting some 

target or some need, then you get the perspective of the user éAnd I think that is 

valuableò (P3) 

 

ñin a steering group, that patients can say something, they break down that power 

imbalance sometimes, if youôre with your managers or what have you, because 

they will say exactly what they think, and thatôs been greatò (P24) 

 

Interviewees commonly recognised that the impact of PPE can vary hugely. Impact on 

policy, strategy, commissioning priorities, and spending were seen as the óhighestô, with 

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

resulted in practical changes, i.e. location/timing/access to services, branding and 

environment.  Some did inform policy or strategy but this was less common.  Box 1 gives 

an example of engaging patients throughout the process of service redesign. 

 

 

 

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

unnecessary services and providing new cheap ideas. 

Box 1  56 Dean Street ï 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 service users.  

Two main methods were used ï a survey of existing patients and a stakeholders steering group which 

included patient representatives.  Patientsô views were sought on details such as design of the building, 

decor, layout and opening times.   The stakeholders group also included PCT representatives and 

clinical staff so that a direct dialogue could take place between service users and providers.  The result 

was a very innovative building design, for example waiting rooms with designer wallpaper and the 

option of waiting 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 deliberately 

named ó56 Dean Streetô rather than including sexual health in the name.  

Leigh Chislett, clinic and project manager, explains how patientsô viewpoints can challenge previous 

assumptions:  

ñitôs quite surprising that theyôre [patients] quite good at blowing assumptions out of the 

window, like for our the young peoplesô service, we made an assumption that theyôd want a 

separate waiting area, that theyôd want their own dedicated clinic, and actually the survey 

said that they wanted to be integrated with other service usersò 

As well as engaging with service users, the project manager consulted with local businesses in order to 

address their concerns about having a sexual health clinic in the area.  Leigh emphasises the impact that 

patient involvement had on 56 Dean Street:  

ñYou can walk around this clinic and youôd say a significant part of it was what patients said 

they wanted. Even if I say it myself I think we were very good at engaging patients, because 

itôs so easy to patronise them by making assumptions of what they want from their serviceò 
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Some interviewees also outlined benefits for the participants, such as awareness about 

SRHH and job/education opportunities. 

4.2 Methods of PPE employed 

The following Table 6 gives an overview of the methods of PPE used in the projects 

identified, the number of projects using the method (although this is not comprehensive 

due to limitations of the sampling technique), along with the pros and cons described by 

participants.  Methods are presented in categories representing the continuum of PPE 

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 throughout this document.   

As found in the journal articles identified (Appendix 2.1) and a review of PPE in SH 

(Weston et al 2009), questionnaire surveys are most common, followed by in-depth 

methods such as focus groups and interviews, with user-directed methods such as peer 

interviewers less common.  
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1
 Note that these numbers are only a rough guide to the frequency due to the limitations of the sampling used in this study, and lack of a denominator. 

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

  Method Number of 

projects
1
  

Pros (from the data) Cons (from the data) Examples 

(not available 

for all 

methods) 

One off consultations 

 

less engaging 

 

 

 

  

 

 

 

 

more engaging 

  

Radio advertising 5  Can reach a wide audience Used for giving health messages 

rather than gathering views. 

 

Events 5 

  

Cost effective way to reach a large 

group of people. 

Useful to access the public/non 

service users. 

Hard to get in-depth views. 

Require attendance by a large 

number of people. 

  

Box 15 

With community groups 11 Can access hard to reach groups. 

Existing groups with members 

facilitate recruitment. 

May not be the required audience. 

Reliance on other organisations.  

  

Collecting views of services - routine/quantitative   
 

  Helps to build a community 

network. 

less engaging 

  

  

  

  

  

  

  

  

  

  

  

  

Needs assessment (focus 

groups/interviews) 

6 

  

 Formal structures available Data may be estimated. 

Takes a lot of time. 

Box 19 

Audit 1 Routine so often has guidance Limited scope.  

Often not recognised as PPE. 

  

Feedback on website 1 Access large numbers of people, 

including non-service users. 

Relies on user initiative   

Surveys 26 Can be user-designed or use/adapt 

existing surveys. 

Two dimensional Box 21 

  Can have researcher present to 

explain them. 

Limited by space on forms.  

  Large and diverse samples possible. Usually biased towards positive 

feedback. 
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more engaging 

  

  Low cost Often not considered óPPEô as 

routine practice. 
  

     Some groups may be less likely to 

respond 
  

Comments boxes or electronic 

feedback 

9 Anonymous. Response may be low   

  Part of NHS structure. 

  Can get a large response as easy 

and quick. 

Instant/real-time. 

Online survey 1 Convenient and low cost. Requires internet access/skills.   

Collecting views of services ï in-depth 

less engaging 

   

  

  

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Online forum/network 5  

   

More convenient than having to 

attend. 

Requires internet skills and 

moderation by staff. 

  

Facebook 3 Can reach a wide audience. Anonymity not possible so feedback 

is limited 

  

  Can combine with health 

promotion/awareness 

Qualitative Interviews 8 In-depth Difficult to recruit due to stigma.   

  May be better for sensitive 

subjects. 

May not be representative. 

  One on one are confidential. Can be expensive. 

Can produce a ótiradeô of personal 

experience. 

Social marketing 2 Adaptable method which 

understands the social context. 

May require expertise Box 22 

Focus groups/workshops and 

user forums 

24 focus 

groups, 8 

forums 

Can run separate groups to 

facilitate translation or for 

religious/ethnic groups  

Confidentiality. Box 16 

 

Garside et al. 

2002 
  Participants can learn from each 

other. 

Difficult to recruit for. 



Strengthening the public voice in shaping sexual and reproductive health services - Changing relationships 
Thames Valley University/London Sexual Health Programme 

19 

 

 

 

 

 

 

 

 

 

 

  

  

more engaging  
  
  

  Can be run with an existing group 

and using their facilities/rules. 

Hard to do regularly. 

Participatory Action research 4 Innovative and flexible non written 

tools. 

Participants unlikely to be familiar 

with concept of PRA. 

Westerby and 

Sellers 2000 

Sellers and 

Westerby 

1996 

Cornwall and 

Welbourn 

2000 

Harris et al 

2000 

  Gives a structure. May take time/money 

  Allow participants to control and 

own the process 

Researcher directed. 

User-designed/facilitated methods 

less engaging 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Helping with design of materials 9 

  

Will obtain better quality data.  none cited   

Mystery shopping/ peer 

evaluation of services 

10 Formal cycle, with a toolkit 

available. 

Participants have a very clear role 

with terms and conditions and 

payment. 

Can evaluate the whole patient 

pathway. 

Often does not include the whole 

care pathway. 

Box 5 

  Can be difficult to recruit for. 

  Time needed for training and 

support. 

  Ethical challenges. 

As part of self-management 1 Combines support for patients with 

PPE 

Need staff, resources, funding Box 26 

Patient reps ï peer support 2 Combines support for patients with 

PPE. 

Very unusual to be used in a 

meaningful way. 

Box 6 
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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 4 Very effective (health promotion 

and PPE). 

Need staff, resources, funding to 

support the peer educators. 

Box 14 

 

Box 25 
  Peers can aid recruitment. On-going commitment from 

participants. 

  Can provide accredited training.   

  Can be part of programs such as 

school sex education and health 

outreach. 

  

Helping with service design 7 Gives ownership of service to the 

users.  

Requires time and effort. Box 1 

Innovative methods including 

videos etc. ïdetermined by 

participants 

2 Enables participation from those 

with poor English language or 

literacy. 

Can require extensive resources. Box 27 

  

  

Makes PPE fun for the patients. 

Community/peer interviewers/ 

researchers 

2 Accessing and developing 

partnerships with hard to reach 

groups. 

Needs extensive training and 

payment for researchers. 

Box 17 

 

Wilson 2007 

  Avoiding researcher bias. Good for 

sensitive subject of SH due to 

increased trust. 

Matching of interviewers according 

to one criteria e.g. ethnicity may 

overlook other factors. 

  Personal development for 

researchers. 

Can threaten anonymity. 

  Associated public awareness of 

SH. 
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Involvement in management of organisation  

less engaging 

  

  

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

more engaging 

  
  
 
 

Taking part in interviews for staff 

recruitment 

3  

  

  

 no data no data   

Reps on 

groups/executive/committee 

9 Can get involved in óhigh upô 

procedures such as policy, 

commissioning etc. 

Reps may not be representative. Box 7 

 

Box 8 

 

 
  Breaks down power imbalance. Patients can find it hard to 

understand organisational issues. 

  Gives a different perspective, can 

be very powerful 

Limited how much they can be 

involved, e.g. in 

finance/commissioning. 

    Can be problematic when discussing 

confidential issues. 

Difficult due to stigma.  

Need to have clear roles and 

responsibilities. 

Volunteers at 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 

decision makers 

2 Empowers individuals.  Not confidential. 

Requires extensive commitment.  

Participants need to understand 

decision making processes. 

Box 4 

 

 

Meaningful engagement. 

  

Developing strategy 1 Meaningful engagement Need to understand the strategy.    

Spending of ósticker coinsô to 

simulate funding distribution 

1 Realistic Needs time to explain and carry out. Hitchings et 

al 2009 
  Enjoyable for participants 

  Provides information on finance 

Leadership programs/role models 1 Empowers individuals. 

 

Requires extensive commitment from 

participants to undergo training etc. 

Box 23 

  Can help overcome stigma and 

increase community involvement  

Time and resources. 

  Personal development for 

participants. 
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4.2.1 Mixed methods 

All phases highlighted the need to utilise different methods and forms of communication 

for different groups, as no one method is more successful than any other in increasing or 

sustaining PPE (Poulton 1998).  For example, using text/internet/interactive methods for 

YP or non-written methods for BMEs (Harris et al 2001; Mamary et al 2004).  Boxes 2 

and 3 illustrate the use of mixed methods. 

 

ñI think youôve got to have a range of different methods, because different things 

work with different peopleò (P17) 

 

ñSo itôs basically being aware of ways, how people like to communicate and 

establishing effective communicationò (P25) 

 

 
 

 
 

Questionnaires in particular were seen as good in combination with other methods, 

especially with interviews (7 interviewees said this) as they are not in-depth but do get a 

large sample of views (Hayter 2005; Weatherburn et al 2009).  The PCT survey 

highlighted the limitations of surveys and suggested including free text questions and the 

presence of a researcher.  

"questionnaires are useful but sometimes a bit two dimensional. You get a, a 

quantity of opinion...but not necessarily a quality opinion" (P17) 

 

ñwe did questionnaires, but we also did a lot of one to one interviews with the 

questionnaires as well because sometimes questionnaires are a bit, you want to 

know a bit more detailò (P24) 

Box 2 Westminster PCT  

Westminster PCT is using  wide range of methods of PPE, including:  

1. Service User Satisfaction through normal contract monitoring processes.  

2. Use of targetted surveys.  

3. Stakeholder events, including focus groups.  

4. User representation 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 and to a level that they 

feel is appropriate to them (this has the added benefit of potentially reaching a wider audience of people than 

traditional forums and focus groups) 

Box 3 Vital positive voices  

African Policy HIV Network (APHN) use a multitude of methods to promote public engagement with HIV policy, 

for example taking VCO service users to meet their MPs in Westminster, consulting with community groups on 

clinical guidelines, facilitating volunteering in  VCOs and working in partnership with African health forums. Their 

new initiative óVital Positive Voicesô includes an even wider range of methods of engagement, namely: a leadership 

programme; a media group; a peer mentoring scheme; a consultation forum; policy and research groups; workshops 

and seminars; campaigners and advocates; volunteering and special interest groups such as LGBT or young people.  

Individuals register as members of Vital Positive Voices and choose how they wish to be involved and how much 

time they wish to give. It is hoped that this more flexible structure will allow a wider range of individuals to become 

involved.  

See also Box 25 



Strengthening the public voice in shaping sexual and reproductive health services - Changing relationships 
Thames Valley University/London Sexual Health Programme 

24 

 

4.2.2 Group approach 

The pros and cons of group approaches in SRHH were debated. Arguments in the 

literature for group approaches were the ability to separate different groups (OôBrien 

1993) e.g. single sex (Garside et al 2002;Lichtenstein and Bachmann 2005) or old/young 

(Garside et al 2002), translation is facilitated, and being  in-depth. These were 

substantiated by the interview findings. 

ñthere is a sizeable proportion of our population here are new entrants, with their 

specific problems, both linguistically as well as sort of health-related. And we will 

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

as a focus groupò (P9) 

ñSo that was the model we used, it was more like a focus group and trying, one 

year it might be women, the next year it might be young people, might be 

Spanishò (P5) 

Arguments against groups were that young people may not be keen on focus groups 

(Sheriff 2007), groups are difficult to recruit for and regular groups are particularly 

difficult ï occasional may be better. 

ñWe never caught on with the idea of having a kind of standardised committee, 

that weôd put people on, because our experience with them is they often get cut off 

from their roots, so it was better to have something, more fluidò (P5) 

ñWeôve tried to set up focus groups. Very, very difficultò (P8) 

4.2.3 Validated methods/models of PPE 

Using validated measures or established ómodelsô for PPE links in with structured PPE 

described in 4.3.1. The literature review identified 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/action-reflection model). 

Examples from the literature include: 

¶ Using validated or existing questionnaires (Burack 2000; Gupta et al 1993; Hitchings 

et al 2009; Miles et al 2003; Sheriff 2007) 

¶ Using methods designed for commercial services e.g. SERVQUAL or Parasuraman's 

10 processes of good service quality (Patel 2007; Munday 1990) 

¶ Participatory Action Research, which uses tools designed by users, such as 

timelines/trendlines; barriers wall;  timeclock (Westerby and Sellers 2000). It is 

described as ópowerful and flexibleô (Westerby and Sellers 2000), but is rarely used 

for SH, especially issues such as abortion; female infanticide; female circumcision; 

MSM (Cornwall and Welbourn 2000). Participatory approaches allow participants to 

be part of the changes, control and own the process (Harris et al 2001) 

4.2.4 Innovative methods 

 



Strengthening the public voice in shaping sexual and reproductive health services - Changing relationships 
Thames Valley University/London Sexual Health Programme 

25 

 

The need for innovative methods to engage users was a key theme from all phases.   

Examples from the literature include: graffiti  wall to write thoughts (Campbell et al 

2007); spending of sticker coins to simulate scarce resource distribution (Hitchings et al 

2009); presenting scenarios of service options (Fialka et al. 1996; Garside et al 2002) and 

videos (Sellers and Westerby 1996).  Interviewees and PCT respondents had used: 

internet based methods (Facebook, websites ï see Box 4, online data collection); 

alternative communication technology (texting, Bluetooth); videos; drama and comedy 

nights.   

Visual rather than verbal or written methods promote discussion and allow inclusion of 

non-English speakers and illiterate participants (Patel 2007; Harris et al 2001 1995; 

Westerby and Sellers 2000; Sellers 1996).  

Online methods were felt to be useful as they are more convenient for patients. 

ñitôs [website to put public in touch with decision makers] a bit experimental, itôs 

not something thatôs been done before, but weôre very much trying to sort of help 

people talk about the issues that matter to them in as easy a way as possibleò 

(P18) 

 

ñwhat weôre trying to explore at the moment is virtual focus groups, éso those 

people who perhaps donôt fancy coming into, actually physically coming to a 

meeting can have an online conversationò (P17) 

4.2.5 User designed methods 

 

Some projects actually involve users in designing the methods of PPE, for example 

designing questions (Dodds et al 2008), posters and evaluations (Fleming et al 2009). 

 
ñweôre developing what we think is going to be quite an innovative method of 

engagement which will include, um, well it will have a young peopleôs group which will 

design and develop the questions, those questions will then be run on a number of 

platformsò (P7) 

 

One method which provides a greater level of engagement and even ownership is using 

community/peer researchers to do semi structured interviews and provide unique access 

to communities (1 interviewee).  Another example is HIV positive patients conducting 

interviews and writing reports (Wilson et al 2007). 

 

"we believe that the peer evaluators through 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 adults" (Fleming et al  2009) 

 

ñthey were refugees that we used, LGBT refugees, so we had, we had a great 

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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course they also provide access to people in a way that I wouldnôt have access toò 

(P7) 

 

ñme going into a barber shop and asking young African Caribbean men isnôt 

going to be as effective as another African Caribbean young man going in and 

chatting to them. And also, you know, there are intelligence, there are issue of 

local community intelligence which we donôt haveò (P7) 
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4.3 Themes and best practice examples  

This section presents the key themes which emerged primarily from the interview 

analysis, but were also supported by data from the other phases.  Table 7 gives an 

overview of the themes which have been placed in priority order by interviewees 

according to their importance in facilitating PPE for them (most important ranked 1, least 

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) 07 and Gateshead PCT used social marketing research methods to 

understand the daily lives of potential service users to help services respond to the 48 hour wait time criteria. These 

methods included:  

¶ Interviews and community discussions with 40 Gateshead citizens with a focus on YP, gay and bisexual men, and 

other groups who find it harder to use health services.  

¶ Street interviews with random sample of 500 residents 

¶ Questionnaires and vox boxes in health centres and community centres 

¶ Cultural probes ï booklets and packs of tools to capture rich information about peopleôs lives through writing, 

drawing and taking photos 

¶ One to one interviews with professionals and service users 

¶ Service user workshops with community groups 

They then explored ways that new facilities, communications and procedures could improve use and experience of 

services. Finally a service design blueprint was developed, and the user-centred approach for developing sexual health 

services has been picked up by five other health authorities, so the projectôs legacy continues. 

 

2. SHout Loud website 

SHout Loud, funded by the Department of health and run as a collaboration between African HIV Policy Network, 

Brook, FPA, MedFASH, NAT and THT, uses a website (www.shoutloud.org.uk) to promote and encourage PPE, 

through a number of initiatives, including:  

¶ Providing a range of template letters/emails that can be adapted to include statistics for the userôs local area, 

which the user can then send to their PCT or MP to highlight issues they are concerned about.  

¶ Specific campaigns around key events such as World AIDS day, or the general election, to promote awareness 

and encourage users to take action. 

¶ Sharing of usersô experience of sexual health services on the website 

¶ Users (individuals or organisations) can sign up for updates 

¶ Providing local statistics on the prevalence of STIs, youth pregnancies and HIV infection and details of local 

events and campaigns.  

¶ Resources such as a ójargon busterô and links to useful websites, organisations and documents related to both 

sexual health and patient engagement in general. 

¶ óHow toô guides for users explaining organisational structures such as Local Area Agreements and Local 

Involvement Networks (LINks) 

¶ Conducting user surveys to gather opinion 

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

The Sydenham Centre SH clinic has recently (Dec 2009) developed an online forum for HIV service users to both 

provide support and gain feedback by the facilitator posting questions about services.  The online format was chosen 

because patients did not use face to face support groups due to confidentiality and stigma issues.  The forum format, 

rather than a chat room, was chosen so that content can be monitored.  To date 6 patients have registered (out of 691 

patients).  Patients receive a password after signing terms and conditions.  

 

 

http://www.shoutloud.org.uk/
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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; 
having dedicated staff and money for on-going, formal PPE. 

1.0 

Motivating patients/public, especially disadvantaged and óat riskô 
communities rather than vocal/activists.  

3.0 

Changing NHS philosophy, which doesnôt currently focus on 
ócustomerô service (compared to businesses). 

4.0 

Informing patients/public about opportunities for PPE and what 
impact they can actually have.  

4.5 

Using public awareness/education campaigns to engage patients, 
and tying in advocacy with PPE. 

5.0 (mean 4.54) 

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 of the organisation (PCT, 

commissioning, clinic) were giving time/effort/training, embedding PPE, changing their  

philosophy/strategy to make PPE meaningful and not tokenistic (7 interviewees). This is 

substantiated by Giannakopoulou et al (2006). 

 

The need for structured PPE fully integrated into the service was cited by 8 interviewees 

(mainly NHS staff).  Examples of structured PPE include mystery shopping (4 

interviewees and see Box 5), paid patient representative in clinics (Box 6) and patient 

representatives on boards/committees (Box 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 superficial 

as the mystery shoppers do not experience the whole patient pathway, usually only attempting to access 

services.  The Lambeth and Southwark Sexual Health Modernisation Program (see Box 9) used mystery 

shoppers in a more comprehensive way ï they experienced the whole patient pathway through to clinical 

examination and receiving test results.  They evaluated the service provision, such as access, location, 

friendliness of staff etc.  40 mystery shoppers made 105 visits.  They recorded their experiences on a 

structured form which was developed from focus groups with service users, rather than set by 

professionals.  The whole process was a cycle: the mystery shoppersô feedback was given to the services; 

the services and users then met to discuss improvements based on this feedback and the mystery 

shoppers then re-evaluated the service focussing on these changes. The mystery shoppers were provided 

with: training, both initially and on-going; terms and conditions; administrative support; a buddy system 

for first visits and payment (on completion of forms).  

Vikki Pearce, programme manager, describes the mystery shopping as ñincredibly powerfulò, echoed by 

others involved in the project (from
1
):  

ñI think the Mystery Shopping programme was a good idea. It helps make the services better from a 

userôs perspective rather than just what the staff wantéand it encourages more people to use the 

services as they see improvementsò [Mystery Shopper] 

ñThe mystery shoppers provided valuable feedback highlighting how we could improve our services and 

clinicsò [Matron, Sexual Health and HIV Services] 

ñService managers and clinicians cannot argue about data gleaned from direct patient experience; it is 

phenomenally powerful. In my view the ómystery shopperô has been a fundamental driver for us to gain 

radical changes in our sexual health servicesò [Fran Woodard, Director of the initiative] 

The project has resulted in a mystery shopper toolkit
2
, which covers the ethics of mystery shopping, 

materials, working with service providers and administration. An academic article on the feasibility of 

professional patients for evaluating services has been published (Baraister et al 2008) and a book is in 

publication (Greenhalgh et al 2010). 

1. ñTalking Headsò document, available at http://www.gsttcharity.org.uk/pdfs/mystery.pdf 

2. http://www.gsttcharity.org.uk/pdfs/mystery.pdf  

 

 

http://www.gsttcharity.org.uk/pdfs/mystery.pdf
http://www.gsttcharity.org.uk/pdfs/mystery.pdf
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Box 6  Bloomsbury Clinic, Camden PCT at the Mortimer Market Centre, Camden is one of the largest HIV specialist clinics in 

Europe.  Patient engagement is at the heart of the service, as explained by Chris Sandford, Patient Representative, and Peter Twist, Co-

Chair of the Patient Network: ñChris: I think itôs just the philosophy of the place really, which is extraordinarily welcoming and 

involvingéPeter: Iôd add to that though, I think thereôs a genuine recognition of the value of involving patients in decisions and 

discussions about our careò.  The two main initiatives are the Patient Representatives and the Patient Network. Camden PCT also 

engages 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 currently 

two part-time Patient Reps, who must be patients at the clinic.  Their main role is providing a 5 day-a-week drop-in service for patients 

(also contactable by phone, email, letter or message) to give peer support, advocacy and advice on issues as diverse as taking 

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/co-chairing external committees such as world aids day events. 

- Educating nurses, doctors, social workers, students, dentist and general public regarding living with HIV  

- Collecting patient data to improve knowledge of the patient demographic 

- Identifying needs related to culture/religion (from a huge cross section of patients)  and dealing with complaints  

This role is an excellent example of PPE where the patient, as a representative, is valued and fully integrated into the clinic.  In addition, 

feedback from service users is passed from the Patient Reps to the service provider, which influences areas such as: day to day running; 

clinic management through patient involvement at all implementation group meetings; accommodation issues; pharmacy issues; clinical 

issues; opening hours; GP services through survey/initiatives and patient records.  Chris Sandford explains the importance of the role:   

ñwe are patients too and are often believed more readily than doctors, psychologists or nurses ï we know what it is like to have the 

virus, to take pills every day of our lives and deal with side effects; to agonise over disclosure - who and when to tell; and to have to put 

up with discrimination, stigma and abuseé. Patients need and want peer support and adviceò 

Bloomsbury Clinic Patient Network is administered and run by the patient Reps along with the Network Chairs, who are volunteer 

service users. The Network holds monthly information sessions and workshops. These sessions act both to inform service users and to 

engage them in service planning.  The Network was started in 1999 by two patients, Garry Brough and Peter Twist, in response to the 

lack of peer support at the clinic, who received a Kingôs Fund Millennium Award in 2001 to take part in a leadership development 

program and build skills in project management and networking and funding to develop the Network. Some of the activities of the 

Network are:  

- Monthly workshops and forums with free lunch, sometimes with visitors from charities/services, on topics including GP 

patient survey, conference feedback, dental care and HIV, self management, positive thinking etc. Outcomes and views from 

these meetings are reported back to clinic meetings. 

- Coordinating activities to promote and represent needs of diverse group of HIV positive patients, working alongside service 

providers to improve services and ensure patients are consulted. 

- Meetings on clinic and PCT policy and attending monthly management meetings of the clinic 

All patients are encouraged to attend the Network meetings through posters, leaflets and direct contact with clinicians, Patient Reps and 

the co-Chairs. The Network has achieved an extraordinarily representative group of attendees, despite the usual problems with issues 

around stigma. This representation is primarily achieved by the tireless efforts of the co-Chairs, clinicians and Patient Reps in 

encouraging individuals to attend, as explained by Peter Twist: ñwhen 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 come along, and then to increase that cohort of women too, 

they tended to be Black oddly enough, so we then needed White women, and we then needed Black and White heterosexual men, 

because of course they feature here as patients in ever increasing numbers. And we really worked very, very hard to achieve that. We 

networked people, we targeted people, Garry used to pop out of his office if he saw a Black face [laughs], you know, we really did. And 

fortunately now our workshops and events are really quite remarkable, we have people who are disabled, men and women, we have 

female patients bring their babies alongò  

In addition patients are motivated to attend as Network forums are a two way process, with patients receiving important and interesting 

information as well as inputting into services. Meetings are well attended by between 10 and 50 patients and views expressed are shared 

with other meetings, notably the management Implementation Group, attended by Chris Sandford and Peter Twist.   

The Network has acted as model for similar PPE structures throughout London and the UK, with Garry and Peter visiting other centres 

to share their experiences and help other patients set up groups.  Both Peter Twist and Chris Sandford recognize that patient 

involvement at the Bloomsbury is exceptionally genuine and meaningful: 

ñChris: so weôre actually involved. And itôs not lip service, youôre actually in there and are getting involved, itôs not just kind ofé   

Peter: ticking a box! Chris: Youôre not ticking a box; youôre actually a valued member of the teamò 

A recent audit demonstrates the scale of PPE carried out: the Patient Representatives and Patients Network have engaged with 

approximately 1000 patients in the last 12 months - over 25% of the clinic, with between 17 and 52 people at any one event. The 

network held 6 forums, 6 workshops, 4 focus groups, 2 Newly Diagnosed Courses and 1 Positive Self Management Programme in the 

last 12 months. These two initiatives at the Bloomsbury Clinic highlight how the vision and hard work of a few individuals, supported 

by organisational philosophies and structures, can create truly meaningful PPE. They also clearly illustrate how the two functions of 

supporting patients and eliciting their views can be effectively combined. 
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There was emphasis on PPE being driven from commissioning and government, rather 

than tick box exercises or one off schemes like óYouôre Welcomeô (which was common 

in interviews and the PCT search).  Eleven interviewees cited policies as drivers for PPE, 

including WCC, QIPP, targets and PCT policies.  However, these policies are rarely 

specific to either SRHH, which was often only mentioned as part of a PCT-wide PPE 

strategy.  Two case studies show how structural policies can drive PPE (Box 11, Box 12).  

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 the 

organisation:  ñWe actively encourage people living with HIV to be volunteers, staff members, trusteeséThis more 

integrated approach influences the work of the charity at a more fundamental level and management of servicesò 

(Mark Santos, Director).  They consult with support groups whenever a change is being made e.g. designing resources 

such as posters, website, campaigns, information for service users. They are also trialling virtual focus groups which 

Mark Santos thinks will be popular due to being convenient (rather than due to confidentiality).  

 

Box 7 NICE contraceptive guidance 
NICE (National Institutes for Clinical Excellence) has a dedicated PPE program and team who employ ócommunity/lay 

membersô when developing guidelines.  One example is the programme development group developing NICE public 

health guidance on the provision of contraceptive services for vulnerable young people, which has 4 community/lay 

members sitting on it, two of whom are young people with networks with young people/BME populations who use 

contraceptive services. Their input means young peopleôs perspectives are integrated into guidance from the outset and 

recommendations are developed to take into account barriers and facilitators young people experience when accessing 

contraceptive services. The reps are paid £150 per day meeting.  
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Box 9 Lambeth and Southwark PCTs/Guys and St Thomasô Sexual Health Modernisation Initiative ï a 

co-production approach  

 

The Lambeth and Southwark Sexual Health Modernization Programme, funded by the Guys and St Thomasô 

Charity, redesigned sexual health services starting from the perspective of a service user.  It is an excellent 

example of how user/patient involvement can be truly embedded in design, development and delivery of new 

services, which was motivated by the requirements of the charity.   

ñWe have ensured that patient and service user involvement has been a clear focus for every single thing we 

have done. No project has been allowed to exist without significant consideration of how patient and service 

involvement could be includedò [Fran Woodard, Director of the Initiative] 

New methods of engagement were developed, to avoid the problems with confidentiality of traditional methods 

such as user groups. óBricks and treesô activity with service users demonstrated the value to patients of 

contributing their views. Users discussed problems/difficulties related to the service (written on brick-shaped 

paper) and solutions (on leaves), encouraging users to be further involved. Then patients and service providers 

óprocess mappedô the patient journey.  Data was triangulated with non service users, through focus groups with 

voluntary sector groups, such as sex workers or gay men.  A dual workshop with service users and providers 

discussed the results of the process mapping.  Finally a list of solutions to the problems, in the form of changes 

to services was generated, which formed the basis of the Modernisation process. The user group remained 

involved, for example inputting into the strategy group and commenting on potential designs. Some of the 

examples of the impact on the design of the Camberwell Sexual Health Centre are:  

- The architect for the centre took a user group to visit different buildings and users commented on what they 

liked/disliked, which became part of the final building designs. 

- User comments about queuing and waiting led to users deciding that there were options for self-management, 

such as pregnancy testing, which lead to the development of touch-screens, which patients use to triage 

themselves, and vending machines for self-care options - condoms, pregnancy tests and chlamydia/ gonorrhea 

tests.  Users then provided feedback on the usability of this system. The system of touch-screens and vending 

machines has also been taken up by other services. 

- The centre has extended opening hours in response to issues of access 

Vikki Pearce, Programme Manager, outlines the benefits of engaging users: 

ñI just think there is nothing that is a more powerful motivator for change I think than a user voiceéAnd also 

the nearer you get to what they want the better itôs [the service] going to be. I think there is some huge 

benefitséin terms of cost savings and things like that. Self-care is a really good example - we would never have 

done it; it was them that said, ówhy canôt we do that ourselves?ô 

The project has been a resounding success - the Camberwell Sexual Health Centre won the Health Services 

Journal 'Clinical Service Redesign' award, with judges praising the project as being "ambitious and innovative", 

with an "impressive range of user and client involvement".   

ñThe Sexual Health Modernisation Initiative has given us the opportunity to bring service providers and users 

together in planning a superb sexual health service modelò Sexual and Reproductive Health Consultant, 

Camberwell Sexual Health Centre.  

For further information see Greenhalgh et al (2010); Baraitser (2005) and 

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

 

 

http://www.gsttcharity.org.uk/grants/results_misex.html
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Box 10: Examples of policies on SH PPE  

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

This is a practical tool for volunteers, staff, managers, trustees of AIDS service organisations, also for purchasers and 

commissioners.  It recommends that PPE is fully integrated into whole body of thinking and practices in an organisation. The basic 

principles are: 

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

¶ Budget allocation for training and expenses for involvement  

¶ Support needs considered and addressed 

¶ Service users should be consulted on how they would like to be involved 

¶ State how service users will receive feedback on the result of their involvement 

(MBARC 1997) 

2. MedFash Recommended standard 3: Empowering and involving people who use services 

ñThis standard sets out how people can be enabled to have greater input into their individual care as well as being involved in 

planning and monitoring services. At the individual level, people need information and support to assess their personal risk, and to 

access and use services effectively. Shared decision-making between professionals and service users can result in better health 

outcomes. At the collective level, the involvement of users and the public in the planning and organisation of sexual healthcare can 

help services become more responsive to individuals and communities. Services should take account of social exclusion, 

discrimination, power imbalances and stigmaò  

People should receive a sexual health service which: 

-  is service-user centred 

-  enables self-referral to services 

-  encourages partnership in decision-making 

-  enable them to make informed and autonomous choices 

-  supports them in taking responsibility for their sexual health and care. 

Commissioners 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, discrimination 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 to non-discriminatory working practices and delivery of careò 

(MedFASH 2005) 

3. THT ï ócreating a patient-led sexual health serviceô 

This document gives the following recommendations:  

- Ambitious sexual health improvement programmes which improve public health, and make best use of local clinical and 

community expertise. There should be network wide sexual health promotion programmes which are integrated across clinical and 

community settings, and while also increase sexual health promotion work in general healthcare settings 

- A significant strengthening of patient leadership within networks through empowering people to exercise choice over which 

service they use, as well as empowering them to take greater responsibility for their own and their partnersô sexual health. In 

addition to this, there should be more structured ways of enabling patients to contribute to the development and delivery of sexual 

health services.                      (THT 2005) 

4. BASSH recommendations on PPE in their Standards: 

- People should be consulted about the STI services they wish to 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, services1. 

Frameworks to engage with patients should be developed across the local sexual health economy. 

- The public, including non-users of STI services, should always be consulted when any major redesign or development is 

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

organizations should be used, as well as any other organizations with close links to the community. 

- The collection and reporting of patient-reported outcome measures should be developed. The data these capture should include 

clinical outcomes and patient experience. Metrics could include: access, communication, interaction with professionals, co-

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

- Commissioners should expect providers to contribute to an STI Patient and Public Engagement strategy for the local sexual 

health economy. The strategy should include clear feedback mechanisms. 

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

development of their local vision for sexual health, and in the monitoring and evaluation of services managing STIs 

- Commissioners should work with the local health economy to develop local quality measurement frameworks for providers of 

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

the quality of all STI services. 

- Key performance indicator: evidence from providers of services managing STIs that they have developed and implemented an 

annual Patient and Public Engagement Plan which includes evidence of service user feedback and the providerôs response to this.  

(BASSH 2010) 
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Box 11 West Middlesex Hospital Charter Mark award 

The womenôs and sexual health service at West Middlesex Hospital is an example of a formal, structured PPE 

system, which has received a government Charter Mark award for excellence in public service, which 

includes service user engagement: 

At the heart of Charter Mark criteria is the fundamental question: what does the customer expect or hope for 

from the services you offer? None of us can be sure how we are performing without consultation and feedback 

from users. Charter Mark demands that we listen, act and deliver. (Cabinet Office 2010). 

At West Middlesex womenôs and sexual health service the methods of PPE include: 

¶ Developing a User Consultation Strategy  

¶ Using a wide range of consultation processes to address the issues of confidentiality and the sporadic 

nature of patient visits 

¶ Targeting specific client groups 

¶ Different annual surveys carried out at the different services: GUM (general adult); HIV positive 

patients; HIV positive pregnant women; MSMs; young people and sex workers. The strategy states 

frequency, sample size, who is responsible and how results are published. 

¶ Comments folder/cards/book in waiting areas for comments and complaints in clientôs own words, 

which are discussed every month and collated annually.  

¶ An email address for queries/comments via the clinicôs website 

¶ Specific surveys for particular issues or projects such as music in the waiting room, access to 

services or designing clinic leaflets. 

¶ Mystery shopping activities 

¶ Results of surveys are published in the client information folder (available to all patients when they 

attend) 

¶ All consultations are presented formally to the team as a presentation and made available on a shared 

drive  

Having a detailed strategy and formal processes for carrying out PPE, and feeding results back to both 

patients and staff, ensures that PPE is consistent and integral to the service.  

 

Box 12 County Durham   

County Durham was the only PCT to respond in Phase 2 with a SRHH specific PPE policy - Patient, carer, 

public involvement Action Plan for Sexual Health 2009-2012.  This plan aimed to make PPE mainstream in 

commissioning of services and make engagement meaningful, regularly reviewed and inherent in service 

development plans, following a review of PPE work. The key actions are:  

¶ School pupils attend 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 

¶ Commission annual mystery shop of youôre welcome venues 

¶ Drop bins, comment cards and online feedback from YP 

¶ Qualitative analysis of risk taking re teenage pregnancy 

The policy also includes suggestions 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 pocket expenses covered e.g. travel in line with PCT policy 

¶ Methods should take account of diversity and equality and ensure that traditionally excluded groups 

should be involved 

¶ Outcomes of PPI shared with participants  

¶ Record and evaluate specific methods used for PPI 

¶ PPI database to avoid duplication, and to fine tune PPI approaches 
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Four interviewees (mainly from VCOs) cited organisational philosophy as determining 

PPE.  The literature and interviewees highlight the need to engage staff at all levels 

(Giannakopoulou et al 2006; Harris et al 2001; Lichtenstein and Bachmann 2005) and 

have óenlightenedô people at the top.  The 4Ps program illustrates how this can be 

achieved (Box 13) 

ñbasically youôve got to get the awareness amongst the most senior 

managers providing NHS services, about the importance of engaging 

patientsò (P12) 

ñ[PPE is] an issue for all of us, and actually if youôre going to make any 

changes and get people involved itôs going to be across the boardò (P10) 

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

 

 

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 organisation enabling staff to develop competencies in 

patient and public engagement.  They ran programs with clinical teams in HIV, STI, family planning 

and reproductive services to examine the patient involving culture. A significant feature of the work 

was the 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 by the 

LSCG, the SCG South London HIV partnership and Chelsea and Westminster NHS Trust.  

 

HIV services were the most patient-sensitive of NHS services. The HIV population changed (from 

predominately gay men to African heterosexuals) bringing with it different expectations on the part of 

patients and staff.   The changes in treatment of HIV resulted in a change from acute and palliative to 

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; how to 

share decision-making in a changed environment; the need for feedback and dialogue and current 

issues, practices and policies (Winkler and Graham 2006).   

 

The impact of the program was considerable, including service changes such as sharing records with 

patients, writing óscriptsô for talking to patients at call centres and including PPE initiatives in 

departmental meetings (Winkler and Graham 2006).  

 

ñUltimately, participants took back to their services the understanding that patient 

involvement is about everything that health care professionals do and that it is different but 

related to public involvement. They became champions for PPI amongst colleagues and this 

was a necessary step on which to build the foundation for a meaningful partnership between 

staff and service usersò (Winkler and Graham 2006). 

 

The 4Ps program also includes a scheme for organisations to evaluate PPE in their services, the Patient 

Friendly Recognition scheme (www.patientfriendly.org.uk), which the LSCG has recognised as an 

audit tool.  This scheme uses on-line portfolios which are assessed by accredited Patient Friendly 

representatives to see if they meet the 4Ps patient and public involvement criteria.  Participants are also 

given access to trained and accredited facilitators and assessors who are part of a network of individuals 

willing to share what has and hasn't worked for them. The whole staff team in a practice or department 

is involved in reflecting on what they do already, what needs to be addressed and what changes made to 

truly involve and build partnerships with patients.  

 

 

http://www.patientfriendly.org.uk/
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The need for dedicated staff with PPE in their work schedule was highlighted (Hope et al. 

2001).  One (unusual) example is given in Box 14. 

ñI think we shouldnôt just expect óoh it will be doneô, I think it does, it does 

require somebody dedicated, not full time but maybe one day a week, you 

know, somebody whoôs got it in their job description, whoôs going to 

actually push the work forwardò (P15) 

 

The need for dedicated budget and resources was also emphasised (Medfash 2008) (5 

interviewees and 12 survey respondents) 

ñhospitals were not told what it [PPE] looks like and they were not given any 

particular monies to do anything with itò (P11) 

Box 14 Brook London peer educators  

Brook provides sexual health services for young people up to the age of 24, including clinical services and outreach 

and education work. At Brook London PPE is genuine, meaningful and well integrated into the organisational 

structure and philosophy through a program of peer education and outreach work.  

 

The peer education program trains young people to deliver outreach programs on sexual health to other young people 

in schools and youth clubs.  The peer educators are mostly between 13 and 16 years old and either service users at 

Brook, or studying at university or college. The young people are given a significant amount of control; designing 

and running their own outreach programs, with the supervision of Brook staff. A comprehensive 7 week training is 

provided, reflecting the value Brook places on service user engagement.  Peer educators can then undergo further 

training, including óexpert peer education training sessionsô which address issues such as sexuality and abortion, to 

become sessional workers who are paid for their time. 

 

Lindsay Starbuck, young peoplesô participation co-ordinator, explains that an organisational commitment to PPE and 

having dedicated staff for PPE are key to its success:   

ñthereôs certainly a will within Brook because they applied for, and got, funding for a post specifically to 

deal with young peopleôs involvement, which is a big step compared to what some other places are 

doingéjust hoping that itôll happen naturally within other peopleôs rolesò 

 

In addition to the peer education and sessional workers, there are many other opportunities for young people to be 

involved in Brook London, for example helping to design the Brook London website, designing user satisfaction 

surveys, doing research for the outreach team or giving feedback via comments cards.  A young peoplesô steering 

group is also being planned to allow young people to have a say in service development.   

 

Brook London ensures that involving young people genuinely does impact services, and that the young people are 

assured of this.  The young people themselves also benefit from being involved as the engagement experiences 

offered by Brook provide invaluable training and work experience, which is a real boost to a young personôs career 

prospects.  The peer education training program fits into the ASDAN peer mentoring award, providing formal 

accreditation.  The work experience and training opportunities provided are more than adequate motivation, as 

explained by Lindsay: 

ñthereôs such a demand [to be peer educators] that itôs not been a problem that weôve had to, you know, try 

and create some sort of incentive; they want to do itò 

As well as being a valuable experience for the young people taking part, Lindsay explains that PPE has a huge 

impact on service delivery:  

 ñthereôs just loads of informal conversations they [the peer educators] have with their peers on a day to 

day basis so they can, sort of, relay that information which is, you couldnôt do that as a workeréyouôre just 

never going to have contact with that many young people andétheyôre not going to be interested in talking 

to you anyway!ò 

In addition Lindsay explains how the involvement of young people has impacted the workplace: 

ñitôs made people really open minded, having young people around, having young people in the 

officeéthey just make, keep people on their toes and it sort of, I think it promotes good practice reallyò  
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ñPCTs should consider making provision in their budgets for the costs of user 

involvement in relation to sexual healthò (Medfash 2008) 

Given the lack of dedicated budget, interviewees mentioned using cheap methods of PPE, 

such as those in Box 15 

 

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

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

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

was examples of best practice, to avoid óreinventing the wheelô, with very practical 

guidance on what PPE looks like, reasons for doing PPE and how to engage specific 

groups.   

4.3.2 Who is engaged? Motivation, representation, 
priorities, and the óvolunteer typeô 

One of the main difficulties in PPE is lack of patient motivation, cited as a barrier by 4 

interviewees, all clinicians. 

Interviewees (n=10), survey respondents (n=6) and the literature explain how those 

patients who are motivated to engage in PPE are often a certain ótypeô of person (Evans 

and Cross 2007; Thorlby 2006) and that this is rarely representative of the general public 

or those of greatest need. This ótypeô was described as ódemandingô, ócomplainingô 

patients ówho shout loudestô and are ópassionateô, óvocalô and ófeistyô, ôkeeno beanosô 

who are middle class with lots of time on their hands. 

Box 15 Croydon PCT Consultation events  

PPE can be costly in terms of resources and time.  At Croydon PCT they have recently been running targeted 

consultations around sexual health, which Ellen Schwartz, consultant in public and sexual health, describes as 

ñtime-efficientò and ñvery usefulò.  Ellen explains that the workshops, which use a workshop or seminar style, are 

more inclusive and less time-consuming than a focus group and have produced meaningful and significant results.  

The workshops start with a talk outlining the sexual health situation and main problems in Croydon, and then 

invite people to talk about broad areas such as their awareness, perceived gaps, where the service is doing well and 

who they need to target.  In order to efficiently access specific groups in the population the PCT relies on existing, 

mainly third sector, community groups. The latest event focussed on ethnic minorities, so ethnic specific groups 

were targeted.  Ellen Schwartz feels that people are willing to attend these events, despite their potentially sensitive 

subject:  

ñI donôt think itôs a problem to involve people; people are quite happy to be involved because they feel 

that itôs about time that they are being listened to!ò 

 

Including the general public as well as service users was a crucial aspect of these events, in order to identify issues 

such as barriers to accessing services, and awareness of services.   Targeting groups which are known to have low 

use of services, such 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:  

ñit is abouté basically reaching out and listening and engaging in conversation, of course it is not easy 

at the moment where we are in a money-strapped environment and we canôt promise lots of funds for 

groups, but itôs aboutéarranging partnerships and working together, and finding out how we in Croydon 

asépart of the community can drive this forwardò 
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ñwe can rely on the great British tradition of volunteerism, but usually that 

means, again, youôre back into certain socioeconomic groups who are able to 

deal with that more easily than othersò (P4) 

ñtheyôre [youth council members] always quite responsive and have a lot to say, 

um, but weôre kind of aware they tend to be the, sort of, more middle class and, 

sort of, feisty young people (laughs), so we try to get a kind of, bit of a mix reallyò 

(P6) 

ñyou get people who seem to be on every committee, you know, if you ask them 

what they do they virtually spend all their time going to different things, and 

theyôre not terribly helpful either because theyôre not really representative of 

anything other than people who, sort of, just do thatò (P12) 

"I kind of get the assumption that someone that goes along to, someone that's 

keeno beano that wants to do all that kind of stuff might have their 

own..agenda...whether that shows the whole story or not" (P20) 

"it's often who shouts loudest really who is engaged" (P21) 

ñgroups inevitably attract people with a lot of passion, which is a good thing but 

itôs often about a single issueò (P24) 

Aside from these óvolunteer typesô, the main other engaged groups appeared to be young 

people and HIV patients, for example in the journal articles reviewed, 10 studies were 

HIV/AIDS and 9 YP services.. Young people were felt (by 9 interviewees) to be 

óenthusiasticô, óupfrontô, ópassionateô, ófired upô and óhave a lot to sayô.  The dominance 

of YPôs presence in PPE is also likely due to easy access to YP through structures such as 

schools, colleges, student unions, youth centres, youth councils and also the Youôre 

Welcome initiative. Methods of YP PPE included mystery/known shopping, collaborative 

design of services/branding, using Facebook, Twitter and texting, focus groups, reps on 

boards and peer education.  

PPE in HIV was seen as more established, usually in the form of óactivistô groups, due to 

a long history of lobbying and advocacy by patients (Winkler and Graham 2006).  

However, in the literature reviewed, 23 studies were in GUM compared to 10 in HIV, 

suggesting this may be changing.  Box 16 gives examples of the many HIV user forums.  
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Interviewees recognised that patients have other commitments (8 cited this) and more 

urgent needs (3), particularly asylum seekers and those with lower socioeconomic status.   

"I think a lot of times thereôs been a naivety about patient, not so much public 

involvement, letôs just say patient involvement ébecause I think most people who 

are ill just want to get better, they donôt want to get political. You can just look at 

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 movement, at best youôre talking, I 

donôt know, 4% of the population getting really involved in something. So I think 

thereôs been a bit of naµve idea that all NHS patients are just going to love to get 

involved!" (P5) 

ñsomeone going through the appalling, um, experience of the asylum process, you 

know, being shunted around the country or whatever that may be, they have other 

concerns, more immediate concernsò (P11) 

ñyouôre basically going through Maslowôs hierarchy of needs. So you couldnôt 

engage them in a detailed 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 happened when it got darkò (P4) 

A number of interviewees also discussed how the ódesperationô of HIV diagnosis which 

previously motivated activism and PPE is no longer relevant due to treatment which 

means people living with HIV have other priorities.  

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.forum-link.org).  The HIV Forum Link Project is a network of  and support group for, 

user representatives and forums across the UK.  It aims to ñstrengthen the voice of HIV Service User 

representation in both service delivery and development locally, regionally and nationallyò. The project uses 

internet and email to: support the current patient and service users groups, assist in setting up of new patient 

or service user organisations, coordinate a unified approach to common issues and offer advice on best 

practice  
2. Wharfside Patients Forum (http://www.wharfside.org.uk). This patientsô forum received assistance from, 

but is independent of, Imperial Healthcare NHS Trust.  It holds monthly facilitated, 3 hour Forum meetings. 

Also members of project groups and members on interview panel for medical staff.  Other activities include 

meetings, surveys, educational events and they are currently starting up an online forum.  

3. Patients Voice (http://patientsvoicenel.org) is a forum officially set up in May 2007 to give a voice to 

service users of HIV and sexual health services in North East London. They hold meetings at Positive East.   

ñOur mission is to provide and promote a forum for HIV positive patients and Sexual Health Services Users, 

which can serve as both a focus for discussion, and offer support and resolution to positive patientsô needs.  

Our membership is open to all HIV and Sexual Health service users who are eligible under the Patientôs 

Voice North East London Membership criteriaò  

4. Feedback South London (http://www.feedbacksl.org.uk) is a charity comprised of PLWHA, started by the 

South London HIV partnership but now run without funding, which aims to represent service users at a 

variety of levels  

5. Frontline Chelsea and Westminster HIV Positive Patients Forum (http://frontlinehiv.net/)
 
ñis a forum for 

patients of the three HIV clinics run by the Chelsea and Westminster NHS Trust, the Kobler, 56 Dean Street 

Clinic and the Nkosi Johnson Unit. Its membership includes all patients (and invited guests) of the clinics.  A 

on-going patient discussion forum is held, where patients can air their views directly to the groupò  

6. EHH forum (www.ehhforum.net) is for  HIV positive people living and using services in Ealing, 

Hammersmith and Fulham and Hounslow, to give them a voice in the policies that affect them
.  
 

http://www.forum-link.org/
http://www.wharfside.org.uk/
http://www.feedbacksl.org.uk)/
http://frontlinehiv.net/
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ñpeople with HIV I think are now getting, if you like, you know, involvement 

fatigue, you know, they donôt want to be asked anymore or go to meetings, they 

want to get on with their livesò (P21) 

This prioritisation means that PPE needs to address a need or issue that matters to or 

interests the patients (10 cited this, especially patients).   

ñIf I didnôt think that a service was right then I would want to take steps to 

change it and obviously youôd go down those alleys. Or experiences that have 

happened to friends or family, that kind of thing. Off the top of my head thatôs 

literally, that would probably be the only [motivation to engage in PPE]ò (P20) 

Many interviewees contrasted these óvolunteer typesô to the general public and non-

service users, who were felt to be underrepresented. 

ñthere is a big challenge is in engaging potential service userséWhy would you 

identify yourself as somebody who might want to use sexual health service in the 

future?ò (P23) 

Many authors (from lit review and PCT search) and interviewees recognise the need to 

actively involve (Harris et al 2001) and oversample at risk groups e.g. black Caribbean 

(Ross et al 2007), African Caribbean; homeless; LGBT; PLWH; women sex workers, 

from voluntary orgs (Evans and Farquhar 1996).  A number of PCT projects recruited 

people in the street or from formal organisations. Potential motivators include:  

¶ Making it easy for patients, by providing 

expenses/payment/qualification/transport (7 interviewees; Boynton 2002; 

Campbell et al 2007; Fleming et al 2009; Henderson et al 2010; Wilson 2007), 

although this may not guarantee participation (Evans and Cross 2007). ñFor 

someone like myself, Iôd be more encouraged to do something if you get your 

lollipop or something [incentive/payment] than if not. But that might not 

necessarily be a good enough reason to do itò (P20, public) 

¶ Make PPE activities fun, social, exciting or educational (7 interviewees; Mamary 

et al 2004) "But to be quite honest I donôt know why anyone want to sit through a 

strategy group meeting (laughs) - itôs boring for us!ò (P23) 

¶ Wanting to make a difference, give something back, or a sense of community (6 

interviewees; OôBrien 1993) ñI donôt really get involved in ócommunityô things at 

all. At the moment, but Iôm hoping the old responsibility and all that kind of thing 

comes up at one point and makes me go óoh I might get involvedôò (P20) 

¶ Using groups to avoid biases individual views, although this could risk losing the 

real patient view. 

Literature suggests it is possible to get high response ï 94% (Hambly and Luzzi 2006); 

98% (Burack 2000; Donovan et al 1997), suggesting that concerns about users not 

wanting to give their views may be unwarranted (Weston et al 2009). 

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 people, non-service users, ethnic minorities (including gypsies), and people with 
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disabilities, mental health service users, drug users, domestic abuse victims, and men.  

Interviews echoed all of these findings.    

Interviews highlighted the challenges of engaging those who are not usually the 

óvolunteer typeô, in particular those at risk of poor SRHH (ethnic minorities due to HIV 

prevalence, MSM) and those who do not access services.  Making an effort to include 

these groups was seen as important to gain representation but also to understand the 

barriers to service access.   

ñin terms of people that we would particularly like to see more involved itôs, sort 

of, communities who are more likely to be affected by poor sexual health and HIV, 

so, um, men who have sex with men; Black Africans; young people; people with 

HIV, um, so, you know, those are our sort of main target audienceò (P18) 

"PCTs and services need to develop and maintain awareness and understanding 

of the needs of the various communities which they serve. They should find ways 

to engage those less likely to use mainstream servicesò (Medfash 2008) 

 

The main method of engagement with these groups was through existing community 

groups (see 4.3.7) who have experience of engaging with marginalised groups (Fisher et 

al 1999) as well as public events and advertising on TV and newspapers. The following 

three projects (Box 17, Box 18, Box 19) demonstrate ways to actively reach these 

communities. 
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Box 18 Kensington and Chelsea Chlamydia campaign 

Kensington and Chelsea PCT has commissioned a Chlamydia Screening Programme for young people aged 15 to 24 

and part of the programme includes third sector services delivered by the Terrence Higgins Trust (THT). THT are 

engaging with young people from the general public to better understand their views by using QandA sessions, surveys 

and informal consultations during outreach screening sessions.  The Chlamydia media campaign, entitled óMAYbeô 

included a key objective to engage with young people and increase the profile of Chlamydia within this target age 

group.  The campaign is based on a survey (interviews) by ICM Research with over 500 YP, in the street, using self-

completion (due to sensitive nature of questions) questionnaires. Questions were about sexual practice, prevention, 

testing options, use of testing services, relationships/communication, demographics. Each interviewer had a quota for 

each group in sex/age/work status so results could then be weighted to the YP profile in the area. 

Box 17 MBARC community researchers 

MBARC (incorporating Michael Bell Associates), a social research company, use community researchers to access 

hard to reach groups. The researchers are members of the community being researched and conduct data collection, 

mainly semi-structured interviews.  They also sometimes perform data input, analysis and verification. The interviews 

discuss issues such as use of sexual health services, barriers to access, design of services and peoplesô capacity to use 

services. The researchers are trained in research methods and are paid a salary.  The researchers are recruited from 

community organisations and locations such as barber shops or nail bars, and commonly rely on ósnowballingô.  

Using community researchers is based on óstandpoint theoryô, which is founded on the concept that an individualôs 

óstandpointô influences how they socially construct the world, and is affected by social group membership. It supports 

the idea that the perspectives of marginalised groups are important in understanding an issue, as the dominant culture is 

not experienced in the same way by all groups.  

MBARCôs recent programmes have focused on homeless people, male and transgendered sex workers, asylum seekers, 

refugees, gay men and older people living with HIV.  Using community researchers is crucial in gaining access to these 

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:  

ñfor one recent national research project looking at the needs of LGBT asylum seekers we had a great Iranian 

woman as the transgendered interviewer, we had a Lebanese gay guy and a Jamaican lesbian;,it was a really, 

really fabulous team. And of course they also provide access to people in a way that we wouldnôt other wise 

have éI wouldnôt know where to begin to find 20 Iranian transgendered people! So itôs really useful way of 

workingé. brokering that access, generating the trust in a very short space of time.  Me going into a barber 

shop and asking young African Caribbean men isnôt going to be as effective as another African Caribbean 

young man going in and chatting to them. And also, there is local community intelligence which we just 

wouldnôt have hadò 

 

Community researchers have additional benefits including language skills and insights into the community of interest, 

as Michael Bell describes:  

ñI think nothing beats talking to people, nothing beats getting people within their communities of interest to 

talk to each otherò 

 

Michael Bell describes the benefits of and drivers for using such a user-centred approach, for both service planning and 

for the users:  

ñthereôs a financial argument, thereôs a service planning argument and thereôs a clinical outcomes argument. 

éthereôs alsoéa broader issue about the educative role that can be played by engaging people in decisions 

about planning services etcé clearly by asking people questions you will be having some impact upon the sort 

of things that they think about and the way in which they think about themò 

 

Finally, Michael Bell reports that this approach also creates social capital in the communities that are researched. For 

some of the community researchers used by MBARC this has been the first paid work that they have undertaken in the 

UK. Many researchers have gone on to take up more formal employment opportunities whilst others have felt more 

confident to take on leadership roles within their communities.  
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The most frequently cited under-engaged group were seen as ethnic minorities, due to 

stigma around sexual health, discussed in section 4.3.5. Specific groups named were 

Bangladeshi; Muslim; African (especially Sub Saharan/Horn of Africa/Afro Caribbean); 

Eastern European; South; new entrants; Asian. 

 

Six interviewees highlighted that LBGT in particular are often excluded due to 

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

they are more ópoliticisedô and óarticulateô.   

ñAfrican people, Iôm afraid to say, ah tend to come with social conservatism, and 

I am thinking here of homophobiaò (P11) 

 

Classification of people into the óboxesô of LBGT may create problems, especially in 

communities who do not identify with such labels (Cornwall and Welbourn 2000).   

ñ[often data shows] African and gay men as separate, and what falls 

throughéfor really interesting sociological reasons, are African gay men or 

MSM, who, foréreasons of different conceptualisations of gender and sexuality, 

donôt respond to the question óAre you gay, straight, bi or are you a homo or 

hetero?ô. They may respond to a straight forward behavioural question, but 

clinics donôt do thatò (P11) 

 

Five interviewees felt that women were difficult to engage, perhaps due to their lack of 

public voice in general, especially in ethnic minority communities. 

ñBlack minority ethnic women might also be  a particular challenge because in 

some of the communities, not all of them, women arenôt allowed to, kind of, take a 

public stance, and certainly not a public stance against menò (P5) 

 

ñwhen 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 come alongò 

(P12) 

 

Box 19 Bexley care trust/MBARC sexual health needs assessment 

MBARC are currently doing a full sexual health needs assessment (SHNA) for Bexley, following on from a rapid 

SHNA, literature review and document collation. This will map need, demand and services, analyse gaps and 

make recommendations for commissioning SH services.  Semi-structured interviews/focus groups with around 80 

people; general public and hard to reach groups are being targeted for interviews/focus groups, including: 

¶ Children and YP: Care leavers; Children in Need and Looked After Children; Children and Young 

people known to NHS services; teenage parents; Children and Young People with disabilities 

¶ Other hard to reach groups: Sex Workers; MSM; LGBT; Travellers and children and young people of 

travellers; BME groups; Those living with/ affected by HIV; Asylum seekers; Adults with disabilities. 

¶ Service Providers: GUM; Family Planning Contraceptive Services - Youth Advisory Service (YAS) 

Family Planning Contraceptive Services for under 25ôs; Termination of Pregnancy provision (TOP); 

Specialist HIV Nursing service; Primary Care (GPs and Pharmacy); Sexual health activity within acute 

services i.e. Hospitals,  Maternity and Midwifery including post-natal contraceptive services etc; Sexual 

health activity/provision within sure-start and childrenôs centres i.e. community midwifery services; 

School Nurses service; Minor Injuries Unit 
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People with disabilities are rarely specifically included in SRHH PPE, which may be due 

to perceptions of SRHH issues as too sensitive or challenging for discussion with this 

group.  One project is overcoming these barriers (Box 20). 

 

Interviewees rarely mentioned older people and literature suggests they are often missed 

(Belfield 2007), only one project targeted older people (Box 21). 

 

 
 

Box 21 Over 50s survey  

THT and MBARC are currently running a project 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 ensure that 

service changes and developments are based on the genuine needs of older people.  It is using a survey and MBARC 

are employing community researchers to perform interviews.  

 

Box 20 Leonard Cheshire Disability óIn Touchô project 

 

Leonard Cheshire Disability, the biggest pan-disability organisation in the UK, is running a project called óIn Touchô, 

which involves disabled young people in developing sexual health services and education.  As Johnny Coleman, 

project manager, explains, disability is rarely considered when dealing with sexual health: 

ñdisabled people often get left very much on the back burner when it comes to issues around sexual health 

because there are assumptions, you know, that disabled people donôt have sex, or donôt want sex, or arenôt 

capable of having sexò 

 

This means that young disabled people are often excluded from sex education and often cannot access sexual health 

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

address these service provision gaps through providing resources for young disabled people and professionals.  These 

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

peoplesô experience and needs as ascertained from a survey and focus groups, as described by Johnny Coleman: 

ñitôs then working with them to ask them what they then think would be the best way forward for the project 

and to get ideas for resource development from them and then to involve them in thatò 

 

The resources include:  

¶ A website which acts as a hub for information on sex and relationships (www.lcdintouch.org) 

¶ An interactive game for young disabled people which uses multiple choice questions and provides information  

¶ Film clips of young disabled peoplesô experiences, produced by young people 

¶ Five dramas with disabled and non-disabled young actors 

¶ Training resources for professionals to support their work with young disabled people 

 

The project is hoping to also train peer facilitators, who will work with young people to help them express themselves 

in creative ways such as art or writing.  The project was funded by GlaxoSmithKline and recently won the prestigious 

Brook Award for the óBest UK Sexual health project of the year 2010ô.  Feedback from this award showed clearly that 

there is a big gap in terms of support for young disabled people in relationships and sexual health and a huge need for 

what In touch provides.  The project is now seeking further funding to continue and expand into areas other than sexual 

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 makers 

and managers of sexual health services that young disabled people have needs as vital as their non-disabled 

counterparts and that these need to be met. [www.lcdisability.org/intouch] 

 

http://www.lcdintouch.org/
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4.3.3 NHS ethos - customer satisfaction? 

A number of interviewees discussed how the NHS does not traditionally value ócustomerô 

opinion due to being a public service (supported by tax) rather than relying on customer 

satisfaction for its survival.  Three interviewees, in particular P4, an NHS commissioner, 

felt that this needs to change ï the NHS needs to be publically accountable: 

ñwhat motivates meé.[is that] weôre supposed to be, we are a public service, 

weôre supposed to be publically accountableò (P4) 

ñhaving patients on my side, or at least trying to drive my agenda from their 

agenda, gives me more credibility because one, theyôre the taxpayer and b, 

theyôre the guys on the receiving end of the service.ò (P4) 

Four interviewees cited lack of marketing skills in the NHS as a barrier to PPE and one 

PCT used external marketing expertise (Box 22): 

ñI would say immediately we, the NHS as a whole lacks marketingò (P4) 

ñI think we, as a part of the NHS, we have to learn how to have more marketing 

or promotional skills around raising awareness of a service, which I think is 

somewhat lacking if, you know, unlike in the private sector where theyôve got, itôs 

more driven and motivated, and the fact you have to have, in order to surviveò 

(P25) 

ñI think itôs [PPE] an area that, thereôs been a lot of rhetoric and not enough 

thinking about what this actually meanséthatôs why I went outside the [health] 

sector, and thought ówell wait a minute, customer satisfaction should be built in, 

we shouldnôt have to be convincing peopleô and that was when I realised thereôs 

more knowledge and ease in dealing with this subject in the commercial world 

than there is in the NHS!ò (P5) 

Three interviewees further elaborated on the NHS as historically closed and óaboveô 

engaging with patients, although this is now changing as healthcare becomes more patient 

centred, and structures such as LINks are established.  This is supported by the recent 

increase in SRHH PPE publications found in the literature search. 

"but that's a typical sort of NHS way of dealing 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 there was no systematic approach to 

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

phenomenon" (P7) 

ñnobody else would dream, nobody in any other setting would dream of 

establishing any sort of service without actually finding out what the customers 

want and how the customers might, but, public service and the health service in 

particular, has this óweôll provide it this way and weôll open our doors and you 

can use it if you want toô, historically that approachò (P7) 
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ñJust like clinical care is shared now, it would feel very odd to split that off and 

say óyouôre involved in discussions about your treatment but what weôre doing in 

service or commissioning wise donôt you worry your pretty little head aboutô.  It 

feels that involvement should be at all levels. And itôs just, itôs funny how long itôs 

taken that idea to circulate throughò (P10) 

ñI think thereôs a new generation of senior NHS managers coming through 

nowéthe consultants themselves recognise the importance of partnership with the 

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

largely diminishingò (P12) 

 

 

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 did not mention this 

issue. 

 

ñmaking sure they are involved in their specific [local] areas éYou just let them 

know, give them the information, signpost hem to the right places, you signpost 

them to the public health department or the PCTò (P3) 

Box 22 Wandsworth PCT ï social marketing  

 

Wandsworth PCT ran a project on engaging óhigh riskô girls in teenage pregnancy services, one focus of which 

was the transfer of Social Marketing insights to the programme team. They employed a research consultant 

company, óDefine research and insightsô.  óSocial marketingô uses commercial marketing techniques in a non 

commercial area, to achieve ósocial goodô, which has particular relevance in public health interventions, such as 

reducing teenage pregnancy (Lefebvre and Flora 1988). The approach is useful in translating complex messages 

and behaviour change into concepts which can be understood and acted upon by the public (Lefebvre and Flora 

1988). As a marketing-based approach it is very consumer (or patient) orientated.  

 

Issues in this target audience which needed to be understood and mitigated against included: embarrassment; 

willingness to please; fear of shocking the adult researcher; and accounting for the ósocial support effectô of the 

young personôs network.  Age groups were split (14-15 and 16-17) and respondents recruited in friendship pairs. 

 

Methods included: 

¶ A Facebook group ï used for participants to familiarise themselves with the subject before face to face 

groups, through discussions about the subject, links to information and providing the research materials. 

Evaluation of this method found it was acceptable, particularly for those familiar with internet and those who 

prefer to ówatchô, although there were some fears about internet history and problems with internet access.  

¶ A creative workshop on developing and shaping ideas for sexual health and contraception interventions, with 

girls creating their own interventions from scratch. This was useful and allowed for a flexible discussion. 

Difficult for those who had not accessed services.  

¶ Peer questionnaire ï without the adult researcher present participants explored the intervention ideas and 

provided tickbox feedback. 

¶ A panel to give feedback on emerging ideas 

¶ Workshop to discuss methods of communication  

 

 

 

 

 



Strengthening the public voice in shaping sexual and reproductive health services - Changing relationships 
Thames Valley University/London Sexual Health Programme 

47 

 

 
 

Another key issue raised by 6 interviewees, particularly those from VCOs, and 6 PCT 

documents, was the need to feedback to patients/public the impact their involvement has 

made, in order to further motivate them. 

 

ñwhat we would do is make the changes and weôll send them a copy of what 

weôve done so they can see that they can see what they have said and fed back to 

us has actually impacted on the design. I think it helps, you know, itôs nice for 

them to see itôs actually worthwhileò (P6) 

 

"once they're more informed they may be more willing to be engaged" (P9) 

 

"I think being precise about the reason why you want to involve people um is 

crucial actually, in terms of getting something valuableépeople will get involved 

if they can see the benefit for them" (P23) 

 

Training was also seen to be crucial and provide an incentive for taking part.  Formalised 

training, in the NHS especially, was rare, with most knowledge accumulated over time. 

This is supported by the literature (International Community of Women living with 

HIV/AIDS 2008). Training is very highly valued by participants (Fleming et al 2009). 
"if that small group [of patients] is well trained, well prepared, well resources, er, 

I think they can have a big impact" (P5) 

Topics included SRHH, the healthcare system (including meetings, finance), skills such 

as leadership, assertiveness and public speaking, advocacy, counselling, what patients 

will get out of it, research methods, and feedback on results of PPE. 

Eight interviewees also explained how it is important to give clear and realistic 

information about what 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) 

Box 23: Shine ALOUD 

Shine ALOUD are a group of young volunteers at NHS Newham, who have formed a 

steering group for young people's reproductive and sexual health services in the borough.  

Their aim is to make sexual health services the best they can be for other young people in 

Newham.  Information provided to young people encouraging them to join Shine 

ALOUD highlights the opportunities to meet new people and boost their CV. Young 

people who take part receive sexual health and peer education training.  To date Shine 

ALOUD have organised a sexual health promotion clubnight, delivered sexual health 

workshops to groups of young people, produced a film about pregnancy choices, 

Unexpecting. Many of them are now employed by Terrence Higgins Trust as Chlamydia 

Screening Assistants doing outreach work in the borough.  
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ñI donôt want to be telling the young people they have a certain amount of power 

if they donôt actually have itò (P19) 

ñour support groups will always define the work plan, within limits, I think once 

people said óletôs spend all the money and go to Parisô!, but within the context of 

the work we do we get people involved in planning it and developing itò (P17) 

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 óhear the patientôs voiceô.  This has links with the issues of óactivistsô often being the 

only people who engage (see 4.3.5).  Activist groups such as user forums, campaigns 

(Box 25) and advocacy charities were sometimes used as sources of participants for PPE.  

 

ñpolitically it [PPE] can be helpful in that, you know, if there are top-down 

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 

clinical careò (P10) 

 

One of the main PPE methods which was also advocacy and empowerment was 

facilitating direct communication between patients/public and decision makers, 

empowering individuals e.g. LINks, local authorities, MPs, young mayor (see Box 4). 
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Box 24 Straight Talki ng  

Peer education empowers individuals to make a change, with patients/public playing a central role in a service, 

by delivering a program to their peers.  Straight Talking is a charity which uses peer education to tackle rates of 

teenage pregnancy in the UK.  It supports and empowers young parents to achieve economic wellbeing and 

quality of life.   

 

Around 50 young mothers and fathers are employed to deliver a 5 week peer education programme in schools to 

13-16 year-olds.  As well as payment, the young parents 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 explains the benefits for the 

young parents:  

By employing teenage parents and acknowledging their expertise, their levels of confidence are quickly 

raised. Staff meetings reduce their isolation and they regularly socialise outside the workplace. When a 

teenage parent attends their first staff meeting with the charity, they are often quiet and withdrawn. It is 

testament to the charity's success that at subsequent meetings, they participate with real enthusiasm. 

 

Feedback is also obtained using questionnaires from the school children and teaching staff who take part.  The 

charity receives funding from Local Authorities and fund-raising from trusts and foundations.  An independent 

evaluation by the Tavistock Institute concluded that: 

It is undoubtedly the central role of young parents/peer educators in Straight Talking which makes the 

intervention so effective for its recipients. The 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 

http://www.straighttalking.org/
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Box 25 Vital voices ï part of African HIV Policy Network (APHN)ôs Changing Perspectives campaign 

The African HIV Policy Network (APHN), established 13 years ago, is a voluntary organisation dedicated to 

addressing policy related to HIV with a membership of around 100, mainly African-led, community-based 

organisations in the UK. 

 

APHN have a very strong focus on user engagement, facilitated by their community organisation membership.  

In particular they facilitate the engagement of these organisations in influencing policy and strategy, an area 

which the organisations themselves rarely have the capacity to influence.  See also Box 3 
 

An aim of AHPN is to tackle cultural stigma and empower Africans living in the UK. One of their main 

initiatives to promote PPE is the óVital Voicesô leadership campaign, one of the three strands of their óChanging 

Perspectivesô campaign, which also includes working with faith leaders and the media.  The driving principle 

behind Vital Voices is GIPA ï Greater Involvement of People Living with AIDS.  

 

Vital Voices empowers African people living with HIV to take on leadership roles. It was designed to provide 

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

and services, as explained by Edna Soomre, Policy Officer at APHN:  

ñone of the reasons why we started, I suppose, this leadership program was that there is a need for 

African positive leaders so that members of their communities can look up and see óoh, Iôm also living 

with HIV and I can relate to this personôò 

 

For individuals to be empowered, 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 a 

residential workshop where they shared experiences and received training. 10 of these then received advanced 

skills and training, including media training, strategic planning and advocacy.  The program also included a 

social event with Musa ñthe Queenò Njoko, an inspiring South African singer living with HIV.  The program 

development was led by two HIV positive community leaders.  

 

The individuals who took part in the program, which started in 2007, were self-motivated to take part, as well as 

the training proving a strong incentive:  

ñwe worked with a young lady who very rarely asks for monetary rewards, her passion is just driven by 

her own experience and wanting to make a difference... I think even the training aspect is a lot, because 

you can see that if you give free training sessions somewhere...if itôs offered to you, perhaps thereôs a 

part of you that wants to, you know, get involvedò 

 

By training individuals to take a leadership role in their community, Vital Voices aimed to increase awareness 

about HIV policy in the community and encourage other Africans to become involved in influencing policy.  In 

line with the GIPA principle, involving people with direct experience of these issues provides valuable insight 

into how policy and practice can be improved.   

 

An evaluation of the project carried out by UCL found that the workshop improved participantsô confidence, 

self-esteem and networking skills and that the programme successfully applied the GIPA principle (Fakoya 

2009).  After 8 months the initial workshop participants continued to use the skills they had learned (Fakoya 

2009).  Those who took part in the further training also retained what they had learnt and put it into practice, 

starting their own advocacy projects or taking part in AHPN campaigns (Fakoya 2009).  

 

The work done by APHN highlights how the barriers to PPE in HIV, including stigma, cultural issues, lack of 

awareness of policy issues and a limited budget, can be overcome.  The evaluation report concluded that: ñthis 

workshop should be seen as very successful and cost-effective approach to not only disseminating the GIPA 

principle, but actually applying it by encouraging African people living with HIV to become involved in HIV-

related campaigning and advocacyò. 
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Using peers/role models/leaders was seen as empowering and óvery powerfulô and, cited 

by 5 interviewees (and see example in Box 24). This can take the form of peer-education, 

such as in self-management programs (Box 26) 

 

ñI know that when you get, sort of, teenage peer educators and they attend 

meetings thereôs a real, you know, thereôs a kind of electric feeling because itôs a 

very powerful way of getting a message across é that is empowering to the 

people who are the peer educatorsò (P10) 

 

ñthose stories [direct patient voice] are immediatelyéeverybody wants to hear 

that, and needs to hear thatò (P1) 

ñI took two young people with me [to the house of commons]éI said ócould I, 

could the two young people actually speak?ô and they said óokô and I said ócould 

they come up here, and sit up here at the head table with me?ô, óokô, so they came 

up and I just stopped talking. And let them speak. And 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 I know that they had 

an influence on some of the MPsò (P5) 

 ñthey [young people] pay so much more attention to whatôs being said if thereôs 

a young person at the front, and I think for them to be able to see óthis is 

something that a young person can doô, I think that has a lot of impact as well, in 

terms of, you know, óI donôt need to be a professional to be an expert on this kind 

of stuffò (P18) 

 

 

Box 26 Living Well Positive Self-Management Programme 

 

In terms of active user involvement, user-delivered programmes give a high level of control and responsibility to 

service users.  Living Wellôs Positive Self-Management Programmes (PSMP) are peer-led, using manuals developed 

at Stanford University and modified for a British audience.  As explained by James Miller, Living Well Manager, 

one of the most valuable aspects of peer-led programmes is role modelling: 

 

ñYouôre not only delivering information through its content but also presenting a positive role model that 

people in the group can identify with. Theyôve got the experience and I think people engage better when 

they feel the [facilitator] can understand where theyôre coming from.ò 

 

The facilitators who run the PSMPs are all past participants, who have received a weekôs intensive training from 

PSMP óMaster Trainersô before being assessed through practical observation. Each programme is closely monitored 

to ensure the standard of service remains constant. 

 

Living Well also offers a range of other services such as life coaching, counselling, stress management, young 

peopleôs self-management and 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 services for sex workers, 

and engaging with community leaders. 

 

ñit is about, sort of, basically reaching out and listening and engaging in 

conversationò (P9)  

 

ñin many ways there is only one thing you can do and that is go to themò (P1) 

 

ñSo even if BME communities have been consulted in a neighbouring borough, 

we still have to engage our local group so they feel they have been part, party in 

this whole processò (P9) 

 

ñ[our] campaign for example is both prevention and policy, um, because it goes 

into both, itôs very hard to distinguish between them, itôs really about the same 

thing!ò (P15) 

4.3.6 Stigma of sexual health: no one wants to be the 
ñface of herpesò  

Nine interviewees and 18 survey respondents cited that the stigma of having an STI/HIV 

was a barrier to PPE. This was confirmed in a study where SH/STIs were topics people 

did not want to discuss in a survey (Elam 2001).  The quotes below show the extent and 

intensity of feeling about stigma, which was often cited as the number one barrier to PPE. 

Despite the strength of evidence regarding stigma, it was ranked as the 5
th
 most important 

issue (see Table 7) out of 7, below organisational and motivation issues. 

"fear, stigma is what holds us back all the time" (P12) 

"stigma is definitely the number one [barrier]" (P16) 

"they don'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 London'" (P10) 

In addition patients often travel far to a SRHH clinic to maintain confidentiality, which 

adds to difficulties recruiting 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 acknowledged, making an óimpenetrable barrierô especially for Muslim 

and Asian groups and HIV.  In addition the concept of PPE may be alien to some ethnic 

communities. 
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ñreligious and moral codes have that danger of condemnation in them, which 

creates stigma and the rest of it, and that goes back to the issue of the, 

particularly the Sub Saharan African Muslims because thereôs a whole culture to 

be cut throughò (P4) 

ñHIV in particular there is the discrimination and stigma there, especially 

amongst the BME groups"(P3) 

ñBangladeshi Muslims, who officially of course werenôt engaged in teenage sex 

or anything improper or what have you, [but] talking to GPs they say óyou would 

not believe the number of girls who come in, teenage girls, we get coming in here, 

pregnant, who need an abortion, and yet if you talk to community leaders theyôll 

deny it even existsò (P4) 

ñItôs very hard to get into the different ethnic minority communitiesé (sighs) [due 

to] cultural and religious and a lot of the culture around, you know, óthey 

shouldnôt be having sex outside of marriage anywayô, so, and they certainly donôt 

want to disclose that they doò (P8) 

ñitôs getting through the cultural things. é in some cultures itôs more difficult to 

come out, there isnôt the listening, talking therapy concept. I had an Asian 

patientôs mother the other day say óit doesnôt happen in our communityô, which, 

sort of, tends to sum up, you know what I mean, sort of, the barriers one has to, to 

crossò (P12) 

ñHere locally we find that, um, African men particularly, they donôt really, they 

donôt participate and they donôt want to acknowledge that they have sexual health 

needsò (P23) 

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

group approaches.  It limits órealô involvement.  Seven interviewees discussed that stigma 

comes from views that are out-dated, inaccurate and may come from cultural beliefs or 

the media: 

"I think there is like a cultural shift thatôs needed isnôt it? You know, actually itôs 

ok to be a sexual health advocate, itôs ok to say, you know, óIôve had gonorrhoea, 

Iôm not proud of itô" (P21) 

ñabout HIV, AIDS, there are preconceptions that are over 10 years old, people 

need to know that weôve entered another óplanetô, if you want, because you can 

now, with appropriate treatment have nearly normal life expectancyé we need to 

engage and just talk and just break down stigma and barriersò (P9) 
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Clinicians and VCOs were more likely to cite confidentiality as a problem. Some 

interviewees felt that confidentiality is less of an issue than commonly believed: 

"I think some of the other challenges that people identify are not real challenges. I 

donôt think actually people are bothered about exposing themselves as users of 

sexual health services, if they know that everyone else there is a user of the 

service" (P23) 

ñI think sometimes in sexual health we have a fantasy, and I think itôs very easy to 

jump to, ónoétheyôve been in for sexual health, they donôt want to come [for 

PPE]ô, I donôt know if that is always the case, I donôt think we try enoughò (P24) 

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 on SRHH to reduce stigma, especially regarding the recent developments in 

HIV treatment.  

ñWe see public awareness campaigns on Chlamydia, but we havenôt seen an HIV 

campaign in so long, and a lot of people donôt know what it is, how you can 

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 

well because thatôs where the social values come out in the form of stigmaò (P15) 

The following case studies (Box 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 established charity in London addressing the sexual health and HIV/AIDS need of 

BME groups. They work with South Asians (including Bangladeshis, Indians, and Pakistanis), Muslims (including 

Middle Easterners and Africans), Horn of Africans (Eritreans, Ethiopians, and Somalis), Portuguese speakers 

(including Angolans, Brazilians, Mozambicans, and Portuguese), and Spanish speakers (mainly Latin American).  

Their latest project, ñBeyond consultation: promoting meaningful involvement of hard to reach Africans in shaping 

HIV/AIDS services in Londonò, aims to go beyond the traditional methods of involvement and consultation and 

therefore reach a broader range of people, as written consultations and public meetings often exclude particular 

groups.  The process will be co-designed 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 peoplesô needs, how services 

are promoted and how they are delivered.  The specific activities to be used include:  

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

¶ Training in communication and consultation methods (for example, participatory video, music, 

photography)  

¶ Producing communication outputs and holding community conversations 

¶ Collaborative design of a process to engage service users, staff and commissioners in addressing usersô 
needs and priorities. This may include, for example, exhibitions and showings of video and photography 

or community conversations. 

¶ Evaluation of communication tools and consultation process and impact on service design or delivery. 

¶ Developing a toolkit or guidance and recommendations, which can be used by other similar networks.  

Due to the user-centred approach, the specific details are not yet clear ï as explained by Bryan Teixeira, Chief 

Executive of NPL:  

ñOur hope is to come up with a toolkit or guidance document on interactive approaches to service user 

involvement and satisfaction that goes beyond giving people a consultation paper and asking ówhat do 

you think about this?ôò 

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

NPL is committed to service users playing an important role at all levels within the organisation.  As well as the 

óBeyond Consultationô project, NPL has many volunteers, including LGBT and people living with HIV who 

advocate and help out, who receive training, travel and lunch expenses, supervision and references.  NPL also hold 

BME service user forums in various languages.   

The óBeyond Consultationô project shows how PPE can be truly driven by service users, and can move beyond 

traditional methods of consultation which are often inaccessible to many groups of service user.  
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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 groups, the general public 

and those at risk  was common (11 interviewees; Dodds et al 2008; Fleming et al 2009). 

Using existing groups was quick and easy (as they have established membership base, 

rules, premises, meetings etc.) and helped to overcome issues of sensitivity in SH: 

ñit is just such a sensitive issue éwhich is why we find it better to go into groups, 

you know, pre-formed 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 if they donôt want to be involvedò (P6) 

ñworked together with the BME forum, and they have sort of some history of 

consulting with their groups, taking guidance from themò (P9) 

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

football clubs, local councils, local media, colleges, universities and schools, LINKs, 

pharmacies, clinical units, Age Concern, youth forums, THT, Childrenôs centres, and 

Box 28 Interviews and focus groups with Bangladeshi residents in Tower Hamlets ï a participatory 

approach  

 

Understanding the barriers to accessing services is vital in facilitating culturally appropriate models of service 

provision. A group of researchers/clinicians targeted the Bangladeshi community in Tower Hamlets, which is one 

of the UKôs most deprived communities, in addition to cultural, language and organisational barriers restricting 

their access of healthcare.  The project used a participatory approach and utilised community expertise. It involved 

interviews with service users and focus groups with non service users.  The project also used a steering group of 

representatives from a range of local ethnic, health and religious voluntary organisations. The steering group was 

actively involved in developing the research questions and materials and analysing the data.   This participatory 

approach gave ownership to community members and it was felt the group should continue to meet to facilitate 

community engagement in healthcare.  This project importantly included non service users, recruiting through 

steering group contacts, other voluntary groups, and youth workers.  

 

This project identified four main themes which impacted Bangladeshisô access of services: 

¶ Confidentiality concerns ï particularly the risk of other community members finding out about their use of 

the service, for example the impact on marriage prospects. 

¶ Relevance of services ï due to Bangladeshi tradition of no sex outside marriage.  

¶ Problems discussing sexual health issues ï traditionally grandmothers or sister-in-law are responsible for 

discussing these issues. Discussion of sexual health is considered haram.  

¶ Previous culturally-inappropriate health promotion 

 

The research team concluded: 

We believe that this model could be widely applied to services working with culturally sensitive issues with 

traditionally hard to reach communities; however, the considerable work and time required to gain the 

trust and support of community groups should not be underestimated. Working with community groups in 

order to utilize existing relationships of trust and credibility that have been built up over many years may 

be the most effective way to develop services and health promotion initiatives in many instances. (Beck et 

al. 2005) 
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menôs health groups.  Box 29 describes a voluntary group who have clearly defined PPE 

and work closely with the NHS 

 
 

Ethnic minority support groups were particularly common including Ethiopian, African, 

Asian, West Africans, Horn of Africa, Caribbean, Somali. Homeless, MSM, sex workers 

and the elderly were also targeted groups. 

 

 As well as using these groups to access participants, five interviewees cited collaboration 

with external experts in topics such as marketing and research.  Collaboration was 

common in the PCT phase for example consultants and research specialists.  

ñthe facilitator we work with is, ah, exceptionally good in engaging people in a 

very kind of low key, unobtrusive way, and she is, her background in community 

participation researchò (P23) 

 

5 Limitations and scope of study  
This project has reviewed policy and practice on PPE in sexual and reproductive health 

and HIV/AIDS services.  As with any study, the scope and the methodology used is 

subject to certain limitations: 

¶ The project mainly focussed on London in order to inform London Sexual health 

policy.  Findings are likely to vary for different areas given the unique 

sociodemographics and issues surrounding sexual health and its prioritisation. 

¶ There was a reliance on participants volunteering to take part. Although response 

rates were excellent and participants appeared highly interested and motivated 

regarding the issue, it is likely that a volunteer sample is biased, and may not have 

picked up all problematic issues.  

¶ The PCT Phase in particular relied on an email response from participants.  

Further follow up of non-responders could have taken place, but this was not the 

main project focus. 

¶ Although sampling was purposive to capture all the different stakeholder groups, 

the wide range of these groups may have limited representation.  In particular 

patients/members of the public were underrepresented due to ethical constraints. 

¶ The literature review was not a systematic review, although findings suggest that 

this would be inappropriate as very few SRHH projects are written up as journal 

articles (Giannakopoulou et al 2006) 

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

found the rating exercise difficult  

¶ Impact of the outcomes of PPE initiatives and their costs were not quantified  

¶ Sustainability of approaches were not evaluated 

 

Box 29 Positively Women 

Positively women is a charity for women with HIV.  They have a structured approach to involving 

service users, through providing training in engagement and consultation skills, and providing travel 

costs and childcare.  Focus groups and an online forum are used to obtain usersô views.  Positively 

women was the only group of people living with HIV/AIDS to be consulted on the review of the sexual 

health and HIV strategy for England. 
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6 Recommendations  

6.1 Current gaps 

The main gaps identified in SRHH PPE in London are: 

¶ Certain population groups are less likely to be engaged, and these include: older 

people; those with disabilities (learning and physical); mental health service users; 

men; drug users; domestic abuse victims. Other groups are harder to engage but 

efforts are being made to engage them, including: ethnic minorities, MSM, 

homeless (see below) 

¶ Non service users are rarely specifically targeted in SRHH PPE, beyond those 

who are already engaged óvolunteer typesô 

¶ 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 kits on PPE for both NHS staff and patients is limited  

¶ Lack of dedicated 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 best practice and how to integrate PPE into their work. Although some 

individuals/teams do have expertise, there is very limited opportunity for staff to 

exchange examples of best practice 

¶ PPE should be an integral part of the NHS regarding public accountability and in 

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 themes (see  4.3) are given in 

Table 8 below, and detailed recommended actions for each recommendation are 

presented in Table 9.   
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Table 8: 6 overall recommendations arising from this project.  

See Table 9 below for details on each. 

 

 
 

General public and non-
service users 

 
 
 

Services and patients 
 
 
 

Trusts/health authorities 
 
 
 

Commissioners 
 
 
 

DH 
 

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, as seen detailed in 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:  

¶ Use innovative methods and a range of methods, to suit different user groups. 

¶ Use methods which avoid tokenistic involvement and instead promote meaningful 

engagement by obtaining in-depth views and integrating these into service 

planning. 

¶ Use methods which will have important, strategic and significant outcomes, e.g. 

informing NHS resource allocation or policy rather than simply opening hours or 

locations of clinics.  Ideally these outcomes should measurable for both their 

impact and value for money.  

¶ Consider using user-designed, and even delivered, methods to give ownership of 

the project and encourage participation. 

¶ Empower participants rather than óusingô them, e.g. by providing them with the 
skills and confidence to be involved.  This should extend beyond the specific 

project and encourage participants to be involved in other healthcare provision, 

their own health and wider community issues, for example facilitating direct 

contact with decision-makers 
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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 for obtaining their views were an active commitment to target them; 

working with VCOs and using peer researchers.  In addition specific recommendations 

are: 

¶ Men ï target specific male group such as barber shops or football clubs 

¶ Older people ï understand that  older people are (increasingly) sexually active 

¶ Non service users ï find their hooks; use community groups, events, advertising, 

online methods, public health campaigns and snowballing 

¶ Ethnic minorities ï use language specific methods; use community groups; target 

BME women through women specific VCOs and run women-only PPE activities 

¶ LGBT ï 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 to tackle stigma 

¶ Sex workers ï use existing support groups; use peer researchers as they often have 

a strong sense of community. 

¶ Disabilities ï use user-designed 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 to give detailed recommendations and 

examples for each of the main themes. 

Table 9: Detailed recommendations 

Recommendation Examples  

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

Use voluntary sector groups Running events in collaboration with the BME forum 

Provide incentives  Payment, qualification, social opportunities 

Use existing, organised groups of people Schools, youth councils, health forums, GP surgeries, 

churches, football clubs 

Use community/peer researchers Sex workers recruiting and interviewing other sex 

workers. 

2. Overcome stigma 

Public awareness/ education campaigns to educate public 

about SRHH issues. 

Peer education e.g. teen parents speaking in schools 

or people living with HIV speaking at community 

events. 

The NHS should link with BME VCOs to access non 

service users who may be affected by stigma. 

Focus groups with Bangladeshi community group. 

Use anonymous and/or confidential methods of PPE Anonymous surveys in clinical areas. 

Educate community and religious leaders about SRHH 

issues 

Work with religious leaders to inform them about 

SRHH and challenge faith-based stigma. 

Use self-management programs, leadership training, role 

models and peer education to empower individuals 

Training HIV positive Africans in leadership skills so 

they can engage their community. 

3. Inform patients/public 

Raise awareness of opportunities for involvement amongst 

both patients and public 

Community events where information is provided to 

public to publicise PPE opportunities. 

 

Inform participants about the results of PPE A cycle of mystery shopping where problems are 

identified through mystery shopping, dealt with, and 

the changes fed back to mystery shoppers. 

4. Motivate patients/public 

¶ Make it easy, convenient and fun and offer a range 

of methods.  

¶ Use patient-designed methods which they want to 

do.  

¶ Provide transport, child care, refreshments etc. to 

make it easy.  

¶ Recognise that NHS bureaucracy and systems may 

be boring and difficult to understand. 

¶ Variety of methods e.g. film, music, 

pictures, especially non written methods for 

those with limited English language.  Online 

methods as more convenient than face to 

face patient forums 

¶ Allow participants to design the methods 

¶ Crèche facilities provided for teen mother 

representatives at Board meetings. 

¶ Patient friendly version of documents for 

meetings. 

Offer payment for patients, but also consider non-monetary 

rewards such as qualifications or an activity 

Teen pregnancy peer education accredited as part of a 

further education qualification. 
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Conduct research to ófind their hooksô and address a need Sexual health needs assessment to identify public 

needs 

Confidentiality is rarely an issue - focus on overcoming 

lack of motivation rather than worrying about 

confidentiality. 

Providing staff worried about confidentiality with 

examples of successful PPE. 

Understand patientsô priorities - address more 

urgent/important needs first such as housing, safety, 

asylum, money. 

At public events allow time to deal with other issues 

before seeking views on healthcare 

Provide training on the healthcare system, public speaking, 

leadership and research methods  

A leadership programme for people with HIV which 

provided training on public speaking and dealing with 

the media. 

Explain the importance of PPE and that they can make a 

change.   

Starting PPE sessions with a preliminary activity 

which demonstrates to participants how their 

feedback can make a change 

Be aware of only involving óvolunteerô types, including YP 

and HIV who are overrepresented - Actively and 

specifically target and over-recruit from other groups ï 

target 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 inform staff of these ótoolsô  

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 

networks. 

Provide dedicated money, resources, staff and time for PPE London SCG PPE strategy identifies annually money 

to support PPE.  

Involve patients/public in procurement (purchasing) Group activity to simulate resource allocation in the 

NHS 

Develop policy on PPE specific to SH A PCT strategy on PPE in SH. 

Incentivise PPE PPE is requisite for provider payment schemes  

Motivate/inform commissioners and other fundholders of 

the value of PPE and the requirement for dedicated funding 

Including PPE in job descriptions/work plans for all 

commissioners  

Use PPE to address unmet needs or ineffective services, 

which may also reduce costs 

Using a sexual health needs assessment to inform 

PPE strategy 

Use structured methods of PPE and learn from best practice  Mystery shopping toolkit available on website 

6. Change NHS philosophy 

Link PPE with existing drives towards self-management 

and patient centred care. 

Peer facilitators delivering self-management 

programs and obtaining feedback. 

Asking individual patients for feedback during the 

clinical consultation.  

Engage NHS staff at all levels PPE built into work schedules and job descriptions 

for all staff 

Link with public awareness/ education campaigns PPE included in sex education programs in schools 

Use expertise from other areas where customer service is 

built in 

Employ marketing specialists  

Illustrate how powerful and useful the patient voice can be Direct contact between patients and staff, e.g. teen 

mother representatives at management board 

meetings. 
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6.3 Sources of information  

6.3.1 Best Practice 

General  

¶ The sexual health modernisation initiative, which includes toolkits (Box 9)  

¶ NICE public involvement in developing guidelines (Box 7)  

HIV 

¶ Bloomsbury Clinic patient representatives and forum (Box 6)  

¶ Living Well self-management peer education programme (Box 26)   

People with disabilities 

¶ Leonard Cheshire Disability In Touch project (Box 20)  

Young People  

¶ Straight Talking teenage pregnancy peer education (Box 24)  

¶ Brook London peer education (Box 14)  

Ethnic minorities 

¶ African HIV Policy Network (AHPN) Vital Positive Voices leadership 

programme (Box 25)  

¶ NAZ Project London Beyond Consultation project (Box 27)ï contact Bryan 

Teixeira on  

At risk groups 

¶ MBARC community researchers (Box 17)  

Service users  

¶ 56 Dean Street (Box 1)  

Campaigns 

¶ SHout Loud website campaign (Box 4)  

Policy 

¶ NHS County Durham and NHS Darlington Patient, Carer and Public Involvement 

Action Plan for Sexual Health  2009-2012 (Box 12)  

6.3.2 PPE guidance 

Networks 

¶ Patient Experience Network  

Schemes/awards 

¶ 4 Ps patient friendly scheme (Box 13)  

¶ Customer Service Excellence Scheme (formally Charter Mark) (see Box 11)  

DH guidance 

¶ INVOLVE, National Institute for Health Research advisory group  

¶ DH Understanding what matters, a guide to using patient feedback  

¶ NHS Institute for Improvement and Innovation Patient and Public Engagement 

Resources.  Including guides on experience based design and óarmchair 

involvementô (using technology)  

¶ NHS Evidence - patient and public involvement  

¶ The Central Office of Information, providing effective social marketing and 

communication for the NHS 

Other 

¶ Picker Institute website which reviews effective PPE in healthcare. 

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/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_099780
http://www.institute.nhs.uk/world_class_commissioning/pct_portal/pct_to_pct.html
http://www.institute.nhs.uk/quality_and_value/introduction/experience_based_design.html
http://www.institute.nhs.uk/building_capability/armchair_no_comment/armchair_involvement.html
http://www.institute.nhs.uk/building_capability/armchair_no_comment/armchair_involvement.html
http://www.library.nhs.uk/ppi/
http://coi.gov.uk/services.php?page=310
http://www.investinengagement.info/SiteGuidetop
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6.4 Next steps 

The next stage of this project is to develop a strategy for the practical implementation of 

the recommendations in London SRHH services. This will include identifying outcome 

indicators, current policy and support, key facilitators and training needs for each 

recommendation.  A short-life strategy working group will be created, with 

representatives from commissioning, clinicians, patients/public and voluntary sector.   

 

In addition, the results of this project will be disseminated at events and through 

networks, including those aimed at researchers (conferences), commissioners, clinical 

staff, patients and VCOs. 

 

The time line for this work is as follows: 

¶ 29
th
 June ï report sent to sexual health commissioners  

¶ 7
th
 July ï presentation of key findings and recommendations to the London Sexual 

Health Commissioning Board meeting.   

¶ Strategy working group convened by September 2010 

¶ Three meetings of the working group to develop the strategy, in September, 

October and November 2010  

¶ Strategic Framework written and distributed by December 2010 in order to 

influence 2011/12 commissioning round  

 

Recommendations for future work in this area include: 

¶ To identify current  policies, guidance and practice which are working towards 

these recommendations. 

¶ To explore the possibility of developing an audit tool to measure the impact of 

PPE in SH. 

¶ Review current provision and need and explore potential options for 

training/information packages on PPE in SH, for both staff and patients/public. 

¶ Explore the potential for establishing a network for sharing of best practice in 

SRHH PPE  
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Appendix One ï Study materials 

A1.1 Online survey questionnaire  

  

  


















































