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This little light of mine

I'm going to let it shine

Oh, this little light of mine

I'm going to let it shine

Hallelujah

This little light of mine

I'm going to let it shine

Let it shine, let it shine, let it shine

Ev'ry where I go

I'm going to let it shine

Oh, ev'ry where I go

I'm going to let it shine

Hallelujah

Ev'ry where I go

I'm going to let it shine

Let it shine, let it shine, let it shine

This Little Light of Mine (Traditional African American Spiritual Song popular in the 1960s civil rights struggle) Source http://www.negrospirituals.com/
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INTRODUCTORY SECTION

EXECUTIVE SUMMARY

1.1 Background & Purpose of this Report

As part of their commitment to promoting service user engagement in HIV services in South London Lambeth PCT, on behalf of the six PCTs in South East London, and Croydon PCT, on behalf of the five PCTs in South West London, commissioned Michael Bell Associates to undertake a review of service user engagement in the delivery, planning and commissioning of HIV services across the SE sector. In summary the aims of this review was to develop a sustainable system of service user engagement that is:
· Valued by all stake-holders (including users, providers and commissioners)

· That includes all communities, and

· Ensures representation on all relevant fora.

The research has been undertaken in three phases. 

· Phase One - What's Happening?

This phase was designed to map current service user engagement and examine the impact of recent initiatives by FSL and AGI. It contained both quantitative and qualitative aspects.

· Phase Two - What Could/Should Happen?

The second phase sought to identify the aspirations of a representative sample of service users in relation to engagement, including identification of barriers and facilitators to engagement. 

· Phase Three - Developing the Specifications

The final phase sought to report findings and develop actionable recommendations. This was achieved by reporting emerging findings and options to workshops of service providers and service users.

1.2 Context
1.2.1 HIV Prevalence
South East London has one of the highest concentrations of people accessing HIV-related care in the UK. According to the Survey of Prevalent Diagnosed HIV Infections (SOPHID), a total of 6,380 residents (4.1 per 1,000) living throughout the boroughs of Bexley, Bromley, Greenwich, Lambeth, Lewisham and Southwark accessed HIV-related care during 2006, compared to the UK average of 0.9 per 1,000 residents. This also does not include those infected and undiagnosed, which is currently estimated at 30%.

The pattern of prevalence varies considerably in the sector with Lambeth having the greatest number of residents accessing HIV-related care Bromley and Bexley with the fewest residents accessing care.

Of these, 47% were men who have sex with men (MSM) and 37% were Black African. This pattern has begun to change significantly with over half of those diagnosed in the last year being Black Africans (52%) and MSM accounting for 27%. Increasingly other ethnic groups are being affected with 17.6% of new diagnoses coming from a variety of communities.

The rate of diagnosed HIV infections is much less in South West London than in South East London, however, at 2,769 the rate of prevalence is still twice that of the average in England. Croydon and Wandsworth have the highest numbers living with an HIV diagnosis and Kingston and Richmond the lowest.

As with South East London the pattern of new HIV infections is changing although new diagnoses are concentrated disproportionately in black African communities.

1.2.2 Policy Drivers & Commissioning Developments
The report provides a philosophical and legislative framework for service user engagement in Section 4. This section goes on to describe recent changes and assess how they may impact upon developments in relation to service user engagement. In particular it looks at:

· World Class Commissioning and the London Commissioning Regime

· Healthcare for London and the Next Stage Review

· The NHS Constitution

· The Care Quality Commission
· Payment by Results 

We consider that these policy drivers and commissioning developments place increased emphasis on patient engagement and provide important levers to incentivise developments in this area. 

1.3 Findings

1.3.1 Service Provider Arrangements
There was a good response rate in South West London, but a poor response rate in South East London to our survey of providers. This survey indicated that providers considered service user engagement helped their organisation to: 
· Ensure that their service is more accessible to different groups

· Understand the needs of the people that they work with

· Involve people in their own care

Levels and methods of engagement varied considerably across South London with the main methods employed including: 

· Patient-led focus groups

· Service user steering groups

· Questionnaires on service delivery and general feedback

Section 5.2 identifies a number of good practice examples from a range of providers. It also identifies some key challenges and barriers identified by providers to the further development of service user engagement. These barriers included: 

· Establishing a truly representative body for such a large area (i.e. South London)

· Ensuring all demographic cross-sections are being represented despite the fear of stigma and discrimination that exists with being HIV positive.

1.3.2 Service User Forums

Section 5.3 examines the role of the two groups funded to represent service users across South London, FSL and AGI. 

It highlights the impressive level of activity undertaken within very limited resources and the good levels of engagement of those participating in the fora. However, it raises some concerns about the lack of integration and joint work between the two organisations and the fact that the service user voice may be diluted by two separate groups.
1.3.3 The Views of Service Users

At the centre of this research project was a series of interviews with individual service users. The research plan sought to identify a total of 36 individuals for interview, in the event 46 individuals were interviewed. Interviewees were drawn from across South London and broadly reflected the characteristics of those living with an HIV diagnosis in the area.

Whilst the largest group interviewed were born in the UK (33%) interviewees were drawn from nineteen different countries from around the world with 38% coming from Africa. There was a broadly even split between men (54%) and women (46%) and 60% defined themselves as heterosexual.
Service users had broadly positive experiences of the clinical interface; they felt that clinicians spent time involving them in decisions about their care although many expressed a desire for longer consultations. There were also some concerns about the shared care arrangements between consultants and GPs. 

There was a difference in the perceptions of those that had been living with HIV for many years and greater cynicism from this group that there views were listened to in service planning. A number of barriers to participation were identified which included “consultation fatigue” and lack of time. A significant minority did not know about the existence of either clinic based fora or the two South London funded groups. 

Where people did use the funded South London groups there was little “brand” awareness and their participation in one group or another appeared to reflect knowledge of that group rather than active choice between the forums. 

Service users identified a number of ways in which service user engagement could be improved. These included:

· Better information on opportunities for service user engagement and how to get involved

· Integrating consultation on changes to individual services within the clinical interaction (e.g. whilst giving blood) 

· Closer working between service providers, individual service users and service user groups

· Much greater use of information technology by the service user fora. 
These suggestions from service users are reflected in the recommendations below.

1.4 Conclusions

1.4.1 Overview

This review has identified a number of areas of good practice at all levels from the clinical interface to the degree of engagement in service planning and commissioning. It has also identified that many of the aspirations of those living with HIV in relation to engagement are not fully realised.

We consider that this review is timely. The changes in the policy context in particular provide an opportunity to radically refresh the approach to the engagement of people living with HIV in the decisions about their treatment and care. This opportunity is not only to meet their aspirations but to anticipate the changes in context from epidemiology through to NHS reform and the broader quality agenda.

As such the recommendations in this report should not only assist HIV commissioners to ensure that people living with HIV are fully involved. They should also assist PCTs, through both the attainment of the HIV indicator targets within the London commissioning regime assessment framework and patient engagement within the WCC regime to contribute to their PCT’s capacity to meet their wider corporate objectives. 

In this section we seek to map out this radical vision. The recommendations have been developed through an iterative process involving service users and providers and commissioners.

1.4.2 Recommendations

In this section we provide a summary of the recommendations. Section 7.2below provides a more detailed context for these recommendations.

R1.
We recommend that the funding of future initiatives promoting service user engagement should be directly linked to the numbers of people living with an HIV diagnosis in South London. This work should be used to fund strategic level service user work including a forum and other strategic activities, such as one off research projects, publications training needs etc. 

R2.
In the short-term we recommend that all HIV Treatment Centres should develop budget lines to resource service user engagement activity within their clinics. This should include as a minimum provision for patient fora and for periodic surveys of patient satisfaction.

R3.
The lead commissioners should enter into negotiations with both the HIV Consortium and the DH PbR team to investigate ways in which the tariff may be used to ensure or enhance patient engagement. 

R4.
We recommend that South London PCTs resource programmes to encourage the uptake of Living Well Programmes and actively encourage enrolment in these. Consideration should be given to establishing targets for this and monitoring their attainment.

R5.
We recommend that PCTs in South London should identify reasonable funds to support an active South London-wide service users’ forum. The service specification should build upon the good work undertaken by FSL and AGI but extend this to address gaps identified in the service user interviews (see below).
R6.
We recommend that the service specification for the service user forum includes a framework for governance. To achieve this end we suggest the new organisation could have different governance arrangements than its predecessors. Again this seeks to build upon current providers’ bottom-up approach but should enhance the providers credibility with all parties. We suggest that a proportion of its board should be made up from service user representatives from treatment centres and a proportion should be made up of individual activists. Reserved proportions of places could be guaranteed for different communities of interest from current and emerging high risk groups. As with the current providers this organisation should be responsible for electing its own officers (e.g. Chair etc). 

R7.
We recommend that the service specification should include: 

· Consulting on key issues as identified by commissioners

· Raising concerns identified by service users

· Continued service user meetings

· There may be a need to hold some groups for specific at risk communities on occasion – including new at risk communities of interest (e.g. people of South Asian heritage)

· Development of technology to provide for interactive communication and engagement with service users

· More systematic representation on appropriate forums

· The potential for an annual “hold the providers and commissioners to account” meeting could also be considered.

· Effective and proportionate means of monitoring and evaluating levels of participation, “reach” in terms of different communities, activities and service user views of effectiveness should also form part of the specification.

R8.
We recommend that commissioners should keep under review new opportunities for service user engagement and focus at least one South London HIV Partnership meeting per year to consideration of both progress in service user engagement over the previous 12 months and opportunities emerging in the next 12 months.

BACKGROUND
1.5 Background & Purpose of this Report
In April 2008 Lambeth PCT on behalf of the six PCTs in South East London commissioned Michael Bell Associates to undertake a review of service user engagement in the delivery, planning and commissioning of HIV services across the SE sector. 

In August Croydon PCT, on behalf of the five PCTs in South West London, negotiated an extension to this contract to include both South East and South West London in this review. 

In summary the aims of this review was to develop a sustainable system of service user engagement that is:
· Valued by all stake-holders (including users, providers and commissioners)

· That includes all communities, and

· Ensures representation on all relevant fora.

The objectives can be summarised as:
· Mapping current service users engagement
· Identifying service user aspirations in relation to engagement
· Specific review of Feedback South London (FSL) and Africans Get Involved (AGI)
 
· Development of a service specification for funded service user engagement to include clear outputs and outcomes

· Minimum standards for user engagement for all provider organisations 

In addition to these objectives the research also considered the relationship of HIV service user engagement to:
· Generic developments in this area as represented through Local Engagement Networks (LINks
)

· Evidence of service user engagement informing Borough based overview and scrutiny arrangements..
1.6 Methodology
The research has been undertaken in three phases. 

Phase One - What's Happening?

This phase was designed to map current service user engagement and examine the impact of recent initiatives by FSL and AGI. It contains both quantitative and qualitative aspects:
· We undertook a short e-mail survey of current practice in relation to service user engagement in both statutory and voluntary sector agencies. 

· We undertook a desk based review of the aims and activities of FSL & AGI.

· This was supplemented with two half day workshops for service providers (one in South East and one South West London) which provided an opportunity for a more qualitative examination of current practice, including identification of what works well and barriers to more effective engagement.

Phase Two - What Could/Should Happen?

The second phase sought to identify the aspirations of service users in relation to engagement, including identification of barriers and facilitators to engagement. This included a sample frame that sought to identify a range of service users that can reflect the spread across the sector by location, by route of infection (e.g. heterosexual/MSM), by ethnicity and by age (particularly seeking to capture the views of young people). To gather views we undertook propose to use mixed methods. Overall we anticipate speaking to no less than 40 service users
. An indication of the spread includes:
· Training of Community Researchers (at least one from African and one from gay HIV+ community) – this session will also allow us to pilot the interview and focus group schedules

· Service User Interviews x 36.

· Service User Consultation - Focus Groups/attendance at service user fora. 

· Findings from Phase One and Two would be captured in this draft Report.
Phase Three - Developing the Specifications

The final phase seeks to report findings and develop actionable recommendations. 

· We will be undertaking a final Co-operative Enquiry Workshop to discuss Emerging Recommendations, identify key components of a funded service user engagement service and identify minimum standards for other service providers. 

CONTEXT
HIV PREVALENCE IN SOUTH LONDON
1.7 Changing Patterns of HIV Prevalence in South East London

South East London has one of the highest concentrations of people accessing HIV-related care in the UK. According to the Survey of Prevalent Diagnosed HIV Infections (SOPHID), a total of 6,380 residents (4.1 per 1,000) living throughout the boroughs of Bexley, Bromley, Greenwich, Lambeth, Lewisham and Southwark accessed HIV-related care during 2006, compared to the UK average of 0.9 per 1,000 residents. This also does not include those infected and undiagnosed, which is currently estimated at 30%.

The borough of Lambeth has the greatest number of residents accessing HIV-related care. 2,306 people, equivalent to 8.5 per 1,000 of the local estimated population accessed HIV-related care in 2006. This is almost ten times the rate seen across the UK as a whole (0.8 per 1,000). In contrast, the boroughs of Bromley and Bexley have the fewest residents accessing care in 2006.

Of these 6,380 residents living with HIV in South East London 2,379 are Black African (845 men and 1,534 women) and 354 are Black Caribbean (229 men and 125 women). 3,023 men who have sex with men who have been diagnosed with HIV are also living in South East London in 2006. 27% of new HIV diagnoses during 2006 (198/733) occurred from transmission between men having sex with men. Acquiring HIV through sex between men is still the most likely route of infection of those accessing HIV-related care, however rates of acquiring HIV heterosexually have increased dramatically between 1996 and 2006 (284% in women and 163% in men). This large increase has been attributed to individuals arriving from outside the UK from countries with high rates of HIV prevalence who contracted the virus prior to arrival. 

Regarding new diagnoses, a total of 733 were made in South East London in 2006. This represents 10.3% of all new diagnoses in the UK. Where ethnicity data was provided (598 out of 733 diagnoses), over half of those diagnosed were Black Africans (313; 52%). 36.8% (220/598) were Black African women and 15.6% (93/598) were Black African men. 30.1% (180/598) of these new diagnoses in 2006 occurred in White people, 90.6% of which were white men. Other ethnic groups made up the remaining 17.6% of diagnoses, including 6.7% (40/598) in Black Caribbeans.
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1.8 Changing Patterns of Prevalence in South WEst London

Across South West London, 2,769 residents sought care for their HIV infection in 2006, which is a prevalence rate of people accessing care for HIV in South West London more than double the rate in England. However all boroughs with the exception of Wandsworth have a lower prevalence rate than the London average. As is the case with South East London, all areas of South West London saw an overall increase in the number of people living with HIV between 2002 and 2006.

As can be seen in table 3, in 2006 the prevalence rate of people accessing care for HIV in South West London was 2.3 per 1,000 compared to 1.9 per 1,000 in 2005. Croydon and Wandsworth had the highest HIV burden in actual numbers of cases in South West London in 2006 with 31% and 33% respectively of the total cases, and also had the highest percentage increase in diagnoses between 2005 and 2006. Kingston and Sutton have the lowest number of HIV infected residents accessing care (186 and 211 respectively). 

	Table 3: HIV infected South West London residents accessing care in 2005 and 2006 by Local Authority (SOPHID)

	Local Authority
	2005
	2006
	% Increase

	Croydon
	786
	847
	7.8%

	Kingston
	182
	186
	2.2%

	Merton
	379
	403
	6.3%

	Richmond
	185
	200
	8.1%

	Sutton
	188
	211
	12.1%

	Wandsworth
	856
	922
	7.7%

	Total
	2576
	2769
	7.5%


Between 2002 and 2006, more than two thirds (67%) of South West London residents have been infected with HIV through heterosexual transmission. The number of new diagnoses acquired heterosexually has fallen recently, whilst the number acquired through sex between men has remained steady. This has resulted in the proportion of new HIV diagnoses acquired heterosexually falling since 2003 (79% in 2003 and 67% in 2006), whilst the proportion of newly diagnosed HIV cases who were infected through sex between men has increased slightly (17% in 2003 and 19% in 2006). White men are most likely to have acquired HIV through sex between men (38%), and in general men were most likely to acquire HIV through sex between men (MSM) (62%). Overall, the main ethnicities of HIV positive individuals seeking care were either Black African (44%) or White (41%).

In 2006 approximately half of newly diagnosed cases of HIV infection were in Black Africans: 16% were Black African men and 35% were Black African women. Black African women alone had a higher proportion of HIV new diagnoses than white men and white women combined (24%).

Since 2002 there has been an increase in the number of Black Caribbean and South-Asian individuals being newly diagnosed with HIV, which may have an impact on the delivery of HIV services in the future.

1.9 Continued Increases in Prevalence
Although the percentage increase varies considerably between boroughs, there is no doubt that HIV prevalence is increasing across South London. The figures used in this section include data from SOPHID up to 2006, due to the fact that at the time of writing figures for 2007 were not available. In Bexley for example, prevalence rates have doubled between 2002 and 2006 (despite being still amongst the lowest rates of any PCT in London). Moreover there have been substantial increases in boroughs where HIV prevalence is already high, including Lambeth and Southwark which have both seen increases of more than 40% in five years. Table one below shows the percentage increase in prevalence of diagnosed HIV in adults (per 100,000 population aged 15 or above)
 by PCT of residence in South London between 2002 and 2006:
	Table 1: Percentage Increase of diagnosed HIV in Adults (per 100,000 pop. 15yrs+)


	PCT of Residence
	2002
	2006
	Increase in prevalence

	Bexley
	56.9
	119.0
	110.4%

	Bromley
	66.9
	116.0
	73.3%

	Croydon
	228.7
	310.1
	35.6%

	Greenwich
	240.0
	391.8
	63.2%

	Kingston
	97.3
	145.7
	49.8%

	Lambeth
	699.0
	978.5
	40.0%

	Lewisham
	335.5
	494.2
	47.3%

	Richmond & Twickenham
	107.7
	133.2
	23.6%

	Southwark
	561.8
	807.3
	43.7%

	Sutton and Merton
	118.7
	194.6
	63.9%

	Wandsworth
	296.4
	383.6
	29.4%


1.10 Patterns of Late Diagnosis

Table two indicates the levels of late diagnosis of HIV infection by PCT of residence in South London between 2005 and 2006, shown through the percentage of diagnoses with a CD4 count of less than 200. This indicator has been identified by NHS London as the ‘HIV prevention’ indicator, since low CD4 counts are a strong marker of the continuous progression of infection prior to therapy.
	Table 2: Late Diagnosis of HIV Infection by PCT of Residence 2005 and 2006


	PCT of Residence
	Number of Residents with CD4 Count

Less than 200
	Number of Residents with CD4 Count

More than 200
	Percentage HIV Positive with CD4 Counts

less than 200

	Bexley
	20
	28
	42%

	Bromley
	18
	22
	45%

	Croydon
	69
	122
	36%

	Greenwich
	47
	64
	42%

	Kingston
	13
	28
	32%

	Lambeth
	109
	256
	30%

	Lewisham
	87
	174
	33%

	Sutton and Merton
	51
	78
	40%

	Richmond & Twickenham
	9
	20
	31%

	Southwark
	116
	244
	32%

	Wandsworth
	45
	80
	36%


The average percentage of late diagnoses across London is 33%
 and as can be seen from the above table the rates across South West London and South East London on average exceed this level. The next section of this report will look at changing patterns of HIV prevalence in South West and South East London separately.
1.11 Implications for Service User Engagement
It is clear that there continues to be both a high and growing rate of prevalence of HIV. This continues to be focused on the two main high risk groups (e.g. black African communities and gay men). However, there are a growing number of people of black Caribbean and south Asian heritage in South London. 

In planning systems for service user engagement these changes need to be factored in.

In addition, we suggest that the high levels of late diagnosis in some parts of South London, may also impact upon arrangements for service user engagement as people may be less well at the point of diagnosis and be more dependent on treatment services.

THE CHANGING CONTEXT FOR SERVICE USER ENGAGEMENT
1.12 Philosophy
Within this review we have used a definition of service user engagement that operates at a number of levels and in a range of settings. These different settings are:
· Individual – this captures the patient clinic relationship and reflects the engagement of the patient in decisions regarding their own treatment and care.
· Operational - This captures the planning of specific services and may be the individual patient or a group of patients.
· Strategic - This relates to engagement in service commissioning and will include the individual and group engagement in needs assessments, service specification, procurement and review.
· Generic – this involves the extent to which people living with HIV are involved in the planning and review of services overall – and may include relationships with LINks services, Overview and Scrutiny Committees etc.

In assessing levels of engagement we make use of this “Ladder of engagement”

Information


Consultation


Participation

Control

1.13 Policy Drivers

Community engagement in the development of public policy has been an increasingly important part of the agenda for health and social care services over the past decade. This has developed into systematic consultation processes underpinning the development of local strategic plans (led by local authorities) and was given particular prominence in the 2002 NHS re-organisations set out in “Shifting the Balance”
. The current round of NHS changes envisaged in “Commissioning a Patient Led NHS” and the Next Stage Review place further emphasis on strengthening mechanisms for the NHS to consult with local communities. 

Within the health and social care settings the drive to greater community consultation and engagement has been reinforced by legislation. This section provides a summary of the basic requirements of Sections 7 and 11 of the Health & Social Care Act, 2001. 

1.13.1 Section 11 of the Health and Social Care Act 2001

This Section places a duty on all NHS organisations
 to make arrangements to involve and consult patients and the public on changes to services they are responsible
 for. This means the NHS must involve and consult patients and the public:

· Not just when a major change is proposed, but in the on-going planning of services;

· Not just when considering a proposal but in developing that proposal; and

· In decisions that may affect the operation of services.

Engagement needs to begin right at the beginning and continue throughout the process to:

· Gain a joint understanding and set a joint agenda 

· Work together to develop a vision.  

The guidance for Section 11 includes best practice baseline measures; these will be used by various agencies/organisations as a guide to whether the requirements of the legislation have been met, for example Patient & Public Engagement Forums, Overview & Scrutiny Committees (OSCs), Independent Reconfiguration Panel.

1.13.2 Section 7 of the Health & Social Care Act 2001

Section 7 of the Health & Social Care Act 2001 requires Overview and Scrutiny Committees (OSCs) to be consulted on ‘substantial variation or development to health services’. OSCs are drawn from elected members of local authorities and may call other witnesses, including community organisations and individuals, to assist in their deliberations.

We have not been able to identify examples of OSC’s in South London using their scrutiny powers to examine treatment and care services for people living with HIV.

1.13.3 Other Generic Engagement Fora
The NHS re-organisation in 2002 envisioned by “Shifting the Balance” saw the abolition of Community Health Councils and their replacement by Patient & Public Engagement Forums (PPIF) in December 2003. Under that system each Trust (including hospitals, primary care trusts, mental health trusts etc.).

These forums were seen as largely unsuccessful and from April 2008 responsibility for public engagement was shifted to local authorities who were funded to commission Local Engagement Networks (LINks)
. During the period of this research most the LINks in South London were still largely in their development phase. We could find no evidence that any of the borough based LINks in South London had attempted to engage HIV patient fora to date.
1.14 A Changing Context for Commissioning
The context for commissioning services for people living with HIV has changed dramatically and will be subject to further change. This section highlights a range of issues that we consider pertinent to the service user engagement agenda.

1.14.1 World Class Commissioning

The Department of Health has committed itself to an ambitious programme to raise the quality of commissioning across England under the heading of World Class Commissioning (WCC). As part of this agenda all PCTs in London will be undergoing an assurance exercise to assess how far their current systems comply with the eleven competences required under WCC. 
Amongst the five goals that WCC aims to deliver one is of direct relevance to this review:
People will have choice and control over the services that they use, so they become more personalised
Of the 11 competences one is directly relevant:
Competence 3: Engage with public and patients –

 PCTs are responsible through the commissioning process for investing public funds on behalf of their patients and communities. In order to make commissioning decisions that reflect the needs, priorities and aspirations of the local population, PCTs will have to engage the public in a variety of ways, openly and honestly. They will need to be proactive in seeking out the views and experiences of the public, patients, their carers and other stakeholders, especially those least able to act as advocates for themselves.
There a three key indicators for this competence:
· Influence on local health opinions and aspirations

· Public and patient engagement

· Delivery of patient satisfaction
1.14.2 The London Commissioning Regime and the Promotion of Good Practice

The 2007/8 NHS London Planning Guidance prioritised HIV prevention with a performance indicator for PCTs. The performance measure relates to reducing the late diagnosis of HIV
. The London Specialised Commissioning Group has identified four examples of good practice for PCTs in commissioning to reduce late diagnoses, these are:

1. Increased targeting of HIV testing, HIV prevention condom schemes and information to gay men, African communities and other at risk groups.

2. Referral to counselling and related support in line with 2007 NICE guidance on one-to-one STI interventions

3. Referral to HIV self management programmes e.g. Living Well Programmes that show evidence of increased self confidence, health promotion and skills to live well with HIV

4. Enhanced professional development for primary and community providers to recognise symptoms/presenting conditions of HIV. 

The aim of this performance indicator is to reduce the incidence of late diagnosis across London from 33% in 2006 to 15% by 2010. The relative performance of south London PCTs is captured in section 3.4 above. 
The performance indicator in relation to HIV prevention combines with other key indicators to contribute to the overall performance rating of the PCT. Failure to engage with this indicator will adversely affect the PCT’s performance rating and the freedoms that are enjoyed by high rated PCTs. We consider the third indicator of best practice above of particular relevance to this review.
1.14.3 Healthcare for London & The Next Stage Review

The NHS has embarked upon a major process of change. Within London, the NHS commissioned Professor Sir Ara Darzi (now Lord Darzi) to develop plans to reconfigure services across the capital. All PCTs in London have consulted on the principles behind these changes and outline ideas and have established a central Healthcare for London (H4L) team to carry forward this work. Of particular importance to this review are the proposals within H4L to:

· Shift resources and activity from the acute sector to the primary care sector

· Establish of poly clinics

· Reshape the education and training to support the shift to primary care

· Provide greater resources to health promotion and illness prevention work.

Following the success of Lord Darzi’s H4L review he was appointed as a Minister within the Department of Health in 2007 and charged with undertaking what was termed the Next Stage Review (NSR) across the rest of England. The NSR has now been completed with its final report, “High Quality Care for All” published at the end of June 2008. Much of the NSR reflects thinking already contained in H4L including a commitment to shift resources from the acute sector into primary care and greater emphasis on health promotion work. In a number of key areas of relevance to this review it does go further than H4L, most notably:

· The development of personalised care plans for all patients with long-term conditions, and the piloting of personalised budgets for patients

· A greater emphasis on the measurement and publication of information about the quality of care including the requirement for providers to develop “Quality Accounts” to be published alongside their financial accounts and the establishment of regional Quality Observatories. This quality agenda may also see adjustment to tariffs on the basis of emerging best practices. Patient experience and Patient Reported Outcome Measures (PROMs) will be a key part of the assessment of quality.
The NSR also commits the NHS to the development of an NHS Constitution (see below).

1.14.4 NHS Constitution

As part of the NSR the DH also launched its consultation on the first constitution for the NHS. It is envisaged that this document will underpin all work by the NHS and will be reviewed every ten years. The consultation on the constitution is still underway; it is clear that this issue has considerable ministerial backing. The final document will emerge later in this financial year but the current draft contains a number of developments of relevance to this review. 

The present draft provides for two key rights and two pledges:

· “You have the right to be involved in discussions and decisions about your healthcare, and to be given information to enable you to do this. 

· You have the right to be involved, directly or through representatives, in the planning of healthcare services, the development and consideration of proposals for changes in the way those services are provided, and in decisions to be made affecting the operation of those services. 

· The NHS will strive to provide you with the information you need to participate effectively to influence the planning and delivery of NHS services. (pledge) 

· The NHS will strive to work in partnership with you, your family and carers. (pledge)”
1.14.5 Care Quality Commission

At the end of March 2009 the Healthcare Commission, currently responsible for assessing the quality of care in health care providers, will be replaced by a new body the Care Quality Commission (CQC). The CQC, for the first time, brings together regulation of the health sector with the social care sector. It is currently developing its assurance process and framework; however, on the basis of public comments from its Chairman Baroness Young, it will mark a radical departure from the approach taken by the Healthcare Commission. Its quality assessment is likely to include five key domains:

1. Safety

2. Clinical Outcomes

3. Patient experience (in two parts):

· Satisfaction

· Patient Reported Outcome Measures (PROMs)

4. Access

5. Societal Contribution including potentially links to Local Area Agreements, value for money etc.

Of additional relevance to this review is that from April 2010 the CQC registration requirements will include the extent to which health and social care services are integrated or provide a seamless service.

1.14.6 The National & London’s Strategies

At the time of writing the National Strategy is under-review with active consultation being led by MedFASH.  The new strategy may be in place in by 2009. The current National Strategy for Sexual Health and HIV was released for consultation in July 2001 by the Department of Health (DH). The Strategy Implementation Plan was published in June 2002.

1.14.7 A London HIV Strategy?
Prior to their abolition on 1 April 2002, the eight London District Health Authorities had been developing an HIV strategy for London.  There is a significant degree of coherence between the London and National strategies. There are differences – particularly in relation to the deadlines for the achievement of key targets (where the London strategy was more ambitious). Since this time there have been further reorganisations within the NHS with the five sub-regional SHAs established in 2002 being superseded by a single regional SHA, NHS London, in 2006. Similarly, whilst the PCTs established in 2002 remain their brief has been substantially amended by the objectives set in Commissioning: A patient Led NHS in (July 2005), with an increased focus on commissioning services on behalf of their communities away from the provision of services. 

Current structures are again in a state of flux with current plans to strengthen commissioning competence and capacity through mergers or greater collaboration between PCTs under discussion with outline plans expected to be publicly available in late Summer 2008. Similarly dramatic changes in the way in which services are delivered are also expected as a result of the recent London-wide consultation on Healthcare for London. Both of these indicate a substantial shift of services from the acute sector into primary care and greater emphasis on both health promotion/illness prevention work and general well-being.

Alongside Healthcare for London, this Summer the Government produced the final report from its “Next Stage Review”. This document, “High Quality Care for All”, reaffirms many of the changes within Healthcare for London, including the commitment to a shift of services from the acute sector into primary care and greater emphasis on both health promotion/illness prevention work and general well-being. However, in addition the Next Stage Review seeks to place “quality at the heart of the NHS”, with an increased emphasis on quality measures including both clinical outcomes and patients’ own views and the systematic measurement and publication of information on quality.

Within this state of flux progress towards an HIV Strategy for London has, at times been faltering. With the numbers of people living with HIV have continued to increase dramatically since the last strategy and the cost of NHS funded HIV treatment and care now accounting for around 2% of the entire NHS budget in London. The London Specialist Commissioning Group has continued to work on a draft strategy and NHS London has publicly committed to the production of an HIV strategy for London. 
1.14.8 Payment by Results

As part of its NHS reform programme, the Department of Health (DH) has begun to progressively introduce a new system of funding for NHS services, known as “Payment by Results”. The principle is that a fixed sum of money follows each patient, and that the fixed sum of money is sufficient to cover the costs of care to the accepted standard in an average provider. PbR aims to:
· Incentivise better health and health care

· Drive innovation, productivity and responsiveness

· Maintain a clinically sound, transparent and sustainable framework for commissioning

The majority of out-patient services are now covered by PbR with a national tariff which can be adjusted by a local Market Force Factor (MFF). PbR is currently under-review to increase the flexibilities and the Next Stage Review proposes to pilot quality enhancements to tariffs. The system is suited to elective and out-patient care but does not easily translate into so easily into long term condition care. HIV out-patient services, in common with care for other conditions such as diabetes, is currently outside the PbR “tariff”.

Despite the lack of a national PbR tariff for outpatient HIV care and treatment, the London HIV Consortium have developed and agreed pathways which are used as the basis of a local London tariff agreed with London providers. Quality outcomes are included in the contracts with HIV providers and measure performance in terms of time from diagnosis to first appointment, CD4 count, viral load and mortality. In December 2007 the Department of Health (DH) established the National HIV PbR Reference Group to carry forward this work. It is currently developing a national HIV outpatient care pathway and identifying appropriate tariffs for these stages should be complete by this Summer. From this Autumn three NHS sites (London, Birmingham & Manchester) have commenced work on piloting and it has been agreed to adopt the London Pathway to enable the identification of appropriate tariffs. It is hoped that the tariff will be ready of shadowing in 2009/10.
Of particular significance to this review is the possibility raised in the NSR to make adjustments to the tariff on the basis of quality. We suggest that this could provide a framework through which commissioners could incentivise providers to invest greater sums in service user engagement. However, the current payment is expected to include provision for some service user engagement as a standard activity.
FINDINGS
LOCAL PATTERNS OF ENGAGEMENT
1.15 Overview
HIV Commissioners in South London have made clear their intention to prioritize patent engagement. This includes the requirement by all HIV treatment clinics to complete the Self Assessment tool for the Patient & Public Engagement standards by this Autumn. In addition, whilst not included in the requirement to complete the self-assessment tool, the service level agreements for voluntary sector providers include requirements in relation to service user engagement.
Preliminary findings from this process have been shared with the London HIV Consortium. Further work is to be done to increase submissions, analyse responses and discuss learning at the HIV PPI Sub Group. Early results show that all London HIV providers report having written information available, involving users in decisions about their care, using feedback to effect service improvement and having a named lead for user involvement. Providers also reported a range of other activity including patient notice boards, undertaking surveys, having patient groups and inviting patient reps to department meetings.
1.16 Results of the South London Service Providers Survey
The response rate to the e-mail survey of providers was disappointing. In spite of the survey being designed to be completed in less than 10 minutes, e-mail and telephone reminders from Michael Bell Associates and e-mail reminders from commissioners in South East and South West London, only 5 providers responded. South West London treatment centres provided a much better response rate than those in South East London.
Some have commented that this may indicate the priority attached to service user engagement by some service providers.

Of the service providers who responded, four were statutory sector providers and one a voluntary and community sector provider. All five providers engage people from all communities affected by or at risk of HIV, including people from African communities, gay men, men who have sex with men, and young people. Their main activities include:

· HIV Treatment Service (In-Patient Services) (1/5)

· HIV Treatment Service (Out-Patient Services) (3/5)

· HIV/STI Diagnostic Service (3/5)

· HIV Prevention Service (2/5)

· Social Care Support to individuals living with HIV (2/5)

· Other (please Specify): Treatment info publications (2/5)

1.16.1 Perceived Benefits of Service User Engagement

Firstly, respondents were asked to indicate to what extent they agreed or disagreed, from their organisations point of view, the main benefits of service user engagement. All either agreed or strongly agreed that it helps their organisation to:

· Ensure that their service is more accessible to different groups

· Understand the needs of the people that they work with

· Involve people in their own care

When asked if it saves money by ensuring that their services are focused on the way people lead their lives, two organisations agreed, one organisation disagreed and two were unsure.

1.16.2 Changes Arising from Service User Engagement

Service providers were then asked to mention any examples in which their service has changed as a result of service user engagement.

NAM has a panel of HIV positive readers that comment on each edition of their newsletter HIV Treatment Update before publication, which are incorporated into the final version each month. They also ran focus groups to help to develop one of their resources, a booklet on HIV & stigma.  These had a direct bearing on the copy, design and layout of the second edition of this resource.

At the Courtyard Clinic at St. George’s hospital
, improvements have been made in the waiting area, the way in which notes move around the clinic to improve confidentiality and a storyboard for the pharmacy to explain the process of dispensing prescriptions have been made recently from service user feedback.

The Roehampton Clinic at St. Mary’s hospital
 has comment cards on display in all waiting rooms and we respond to negative feedback at each clinical governance meeting (usually monthly).  Changes are made when possible. They also ensure that they provide updated and clear information about service developments, clinic information.

St Helier Hospital’s
 first User Engagement group occurred on August 13th, prior to them filling out this survey.

1.16.3 Arrangements To Engage With Service Users
In this section of the survey we explored whether their service has clear arrangements for involving service users, for example through individual service users, groups or other methods. Initially respondents were asked if there were service users and/or people living with HIV involved in the governance of their organisation. The main ways in which service providers engaged with their service users included:

· Patient-led focus groups

· Service user steering groups

· Questionnaires on service delivery and general feedback

For example, at NAM people living with HIV are involved as trustees, as staff and as volunteer review panel members. At St Georges Courtyard Clinic (Roehampton Clinic’s sister HIV and GUM inpatient and outpatient service), service users sit on the HIV co-ordination group, despite being in a relatively early, forming stage.  The Courtyard Clinic at St George’s Hospital includes patient representation on their HIV Co-ordination Group and hold monthly patient steering groups that are attended by patients, the lead clinician for HIV, and the CNS and health adviser at St George’s Hospital.

Some of the organisations also have involved individual service users when planning future services or have changed existing services. St Helier’s Hospital plans to involve service users in the future via questionnaires, posters in the clinic and views sought at new user groups. NAM has consulted users of www.aidsmap.com about proposals, published by the London NHS commissioners, on the future of treatment information services in London.  Over 100 users completed an on-line questionnaire. At Queen Mary’s Hospital they conducted a questionnaire for young people when they changed into new premises, seeking feedback about the reception area etc. Kingston Hospital NHS trust has a clinic strategy and have utilised a patient group and HIV ‘away day’. 
The service providers who responded also involved groups of service users or people living with HIV when planning future services or changing existing services, namely:

· Planning to involve service users in the future by questionnaires, posters in the clinic and views sought at new user group.

· Holding a number of focus groups, each with a different demographic make-up, where different experiences of living with HIV would have a bearing on views of the best way to develop the resource.

· Establishing a patient steering group and patient forum where patients are involved in developing, administrating, collating and evaluating patient satisfaction survey.

· Courtyard Clinic has a monthly HIV patient steering group – set up for patients wanting to be more involved.  This group organises the Patient Forum – which are quarterly meetings attended by 200 – 300 service users (i.e. the biggest HIV patient group forum within the St Georges Health care trust)
NAM has invited service users to contribute, on an individual basis, to their strategy review, which takes place on a 3 yearly basis.
Queen Mary’s Hospital have involved young people in publicity involving their young peoples clinic (the Point) and have used surveys to explore waiting times, moves into new premises, and attitudes to current services. They also agreed to being involved in having ‘mystery shoppers’ attend their service and assess it and patients also fill out a satisfaction survey.

Groups of service users or people living with HIV have been included in the feedback and strategic development of services through the steering groups mentioned above. Focus groups assessing young men and young women’s experiences and perceptions of sexual health services in Wandsworth are currently under development at Queen Mary’s hospital.
When asked if service users and/or people living with HIV are involved in delivering your services, NAM replied that a number of their writers of treatments information materials are people living with HIV.

All service providers responded that they used complaints from service users to make changes to their service; however many felt that they had received few complaints directly from their HIV positive cohort.

NAM stated that they attempt to gather all feedback, positive and negative, from users of their services, which is then considered at monthly “user’s voice” meetings and, if necessary, action is then agreed.
Service providers were then asked how happy they are with the extent of service user engagement in their organisation: 

· Broadly content but there is some room for improvement (2/5)

· We have some arrangements but there is room for considerable improvement (2/5)

· We’ve barely started to consider it! (1/5)

1.16.4 Barriers To Promoting Engagement
Finally the service providers were asked to discuss the biggest barriers to the creation of effective bodies to represent service users/people living with HIV in South London, and any suggestions for things that could address these problems. The main barriers identified were:

· Establishing a truly representative body for such a large area (i.e. South London)

· Ensuring all demographic cross-sections are being represented despite the fear of stigma and discrimination that exists with being HIV positive.

For example, at St Helier Hospital 75% of their clientele are of African origin & have great fears regarding stigma and discrimination. At St George’s Hospital, the responding service provider believed that user engagement is better managed at a local or clinic level. They had the opinion that to do it across the whole of South London would need long term investment and leadership and there is also the challenge of quantifying an attending persons needs and views versus someone who is not attending yet may have completely different needs in another part of South London.

A service provider at NAM believes that certain individuals can tend to dominate service user bodies and allow their personal agenda through, which can contributes to group think, quickly ceasing to become truly representative which weakens their credibility.

1.17 The Role of the Wider Service User Forums
This review included an examination of the two groups funded in South London to represent the views of service users. These are Feedback South London (FSL) and Africans Getting Involved (AGI). This part of the review included desk based assessment of materials produced by both groups, including work plans and progress reports and attendance where possible at meetings of the groups.
In undertaking this assessment we were mindful of the aspirations for these groups contained in the brief for this review, namely that they should be:
· Valued by all stake-holders (including users, providers and commissioners)

· That includes all communities, and

· Ensures representation on all relevant fora.

Within the financial resources available to the groups we were impressed by the level of activity undertaken. Both organisations provide a large number of meetings and participants in the forum meetings were clearly engaged and committed. Both groups provide details of the numbers of participants at each event but it is difficult to assess the total number of individuals participating. 

The groups were keen to stress that their work is about much more than meetings. We also saw evidence of the forums attempts to represent the interests of people living with HIV on a wide range of relevant bodies. One group described its approach as “having tentacles everywhere”.
The extent to which their work is valued by all stake holders is difficult to assess. At times both have had difficult relationships with commissioners, but this is not unexpected. Similarly the value they are seen to contribute by other stake-holders is variable. It should be noted that a number of stake-holders have expressed concern at the growing close relationship between FSL and the community HIV provider organisation, Positive Place. Whilst access to Positive Place’s resources have been of assistance the merging of FSL participants and Positive Place’s service users is seen as potentially compromising the ability of FSL to represent all service users.
Feedback South London has secured engagement from people representing all genders and ethnicities. The main method of engagement, through meetings may impact upon the profile in terms of needs of those who participate, potentially attracting those most in need. This is not a criticism, for with limited resources ensuring the engagement of those most in need would appear appropriate. However, the impact of serving more needy people may lead the organisation into pastoral support and individual advocacy and away from a more representative role.
Historically both organisations were hosted by the now defunct UK Coalition. Since its demise the close working relationship between the two groups has been lost and we saw no evidence that they jointly plan or co-ordinate their work. Both have expressed a desire to restore their former close working relationship.
1.18 Generic Service User Engagement Arrangements

The Links host organisations in each borough are still in the early stages of development. We found no evidence that they had yet sought to engage with HIV patient fora or groups.

2 THE VIEWS OF SERVICE USERS 
2.1 Overview

A total of 46 individuals were approached to be interviewed in order to gain insight into the perceptions of service users regarding HIV services in South London, 33% more than anticipated in the research contract. Out of those interviewed, 25 were male and 21 were female. The period of time during which those interviewed have been HIV positive ranged from 6 months to 26 years; the average length of time being 8.25 years.
 All interviewees receive HIV treatment and have been receiving treatment for an average of 5.5 years. 
2.2 Service User Demographic Data
Their demographic profile is presented in a series of different charts below. These are broadly reflective of the profile of people living with HIV in South London as reported in Section 2.
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Interviewees who live in South London as well as receive clinical services were interviewed along with those who only receive HIV treatment services. Amongst some longer term survivors of HIV, there was a perception that the Kobler and Mortimer Market and St Mary’s were centres of excellence which South London providers still could not match. However we also discovered that the majority of those in this category had not ‘moved’ their care from Kings or St. Georges but had started receiving HIV care centres to North London for historical reasons. Reasons included having used STI services in central London before they became HIV positive because of its close proximity to work or to preserve confidentiality.
2.3 Relationship with Clinicians

Most interviewees felt that clinicians, within the context of what is available, had involved patients in weighing up and offering choices in treatment provision. Choices ranged from when to start treatment, to when to change therapies and how to deal with the associated side effects and potential long term issues such as increased cancer risks.

This was most evident amongst those who had built up a long-term relationship with a clinician and far less evident amongst those who ‘seemed to see a different person every time [they] walked through the door’.
Overall amongst interviewees was the shared desire to increase the amount of time they had for face to face consultations:
“20 minutes is not really enough – and there is always something I have forgotten”

Many suggested in different ways that the process of ‘sharing care’ and the ‘consultation process’ between a doctor and others in the clinic (for example, nurses) should be made more formal:

“It sort of happens on the side but I never quite know whether I should be asking what I am asking – essentially whether it is part of their job or not…”

The move to more shared care arrangement between clinic and GP’s was seen as something which had been particularly ‘badly handled’. There was a strongly shared feeling that:

“they were going to do it anyway, they didn’t consult and just slid the change in …”

2.4 Involvement in Service Planning & Strategic Change

There is confusion between times for information giving and for consultation, both from the patients’ and service providers’ points of view. This was especially true of the type of service change involving those who delivered services to patients (GP, clinic etc.).

As well as suggestions about how there should be more clarity around this – many suggestions were made about service users being provided with individual information in the form of emails/letters about changes – rather than having to hear it by word of mouth or to late (only being at a clinic once every six months) to do anything about it even if it were possible.
Several interviewees commented on how badly utilised the time surrounding the appointment with the clinician is:

“So ok I am there for like 2 hours, like. This would be a good time for someone to proactively tell me about what is going on at the clinic, what is changing what is happening, what services there are which might be useful that I don’t know about.”
There was generally a good feedback with the way that information was provided about what was on offer, what was changing, and why it was changing. This does not mean that there was ‘satisfaction’ in any sense of the word – there was still the perception that it was all about ‘cuts’ and ‘treating HIV like an ingrown toe-nail without remembering that this was an ingrown toe-nail that I have had for 20 years’.
Older people with HIV (50+) were particularly affected and disaffected by the changes in the services provided to them in the non clinical setting and felt least ‘included’ in helping shape those changes.
2.5 Barriers to Engagement

Regarding the consultation forums which currently exist to engage service users in policy implementation, the reasons interviewees gave for not getting involved in the group included:

· ‘Consultation fatigue’

· Not having the time

· Having better things to do

· Not feeling that they needed to

· Feeling that the exercise was pointless anyway
Some did not about their existence and were unclear of what they were there for. This lack of clarity had put people of attending or getting involved. One person remarked:
“Why couldn’t proper consultations and democratic processes be arranged around single issues rather than this never ending   cycle of putting bums on seats so that someone’s tick boxes have been filled and ego satisfied” -

Another remarked: 
“There is so much lack of clarity about what this group is about – the person who runs it is bound to get it in the neck both ways – from those who come along and from those who he tries to represent us to”
2.6 Extent of Service User Satisfaction with Current Arrangments
Service users were asked to comment on how happy they feel with the level of engagement they have felt with their HIV services. A common theme emerged from these comments, namely that interviewees feel that the time it takes to participate in a service user-led feedback groups etc. may not reflect the amount of change that takes place as a result. In other words service users are dubious about the real changes, if any, which take place as a result of service user engagement. A lack of women specific HIV services was brought up by a couple of female interviewees. However on a positive note, there is a sense from these quotes that if services could prove the importance of involving service users in improving their service, then this could be beneficial to the levels of happiness service users feel towards their service:

“I am happy but I could be happier. There are not enough of us saying what we need or want and sometimes I wonder if it make a change anyway”
“Generally I am happy with the degree of responsiveness I get from my medical providers. Other areas - social care , changes to benefits levels/ regulations, don’t affect me at the moment but I don’t see any systematic way of engaging with these issues outside of turning up to a service or group week after week and I don’t really have time for that”
“I’m generally happy and they are quite responsive to my needs – other than the clinic which is so big and impersonal – and the doctors are very busy – and the receptionists and nurses seem to be different every time that I go”
“Not very happy, but in current circumstances I'm not very keen to be involved as it seems it would take too much my time with no positive changes”
“I have no input in HIV services in my area – but if I was unhappy with a service I was provided I would hope that my views would be considered.”
“Presently not very happy, I look forward to becoming happier when favourable results start coming through.”
“I am happy and I would like to get more involved and participate if there is a conference going on to be able to talk to other people, share experience, hear from others and learn from others.”
“Fairly satisfied, participation is important and you can always improve”
“Considerable room for improvement, fine at TPP but elsewhere an uphill battle.”

2.7 Suggestions for Change & Improvement 

Service users were then asked firstly what the two or three changes that would make them feel that they had more of a voice in the services that they receive, and secondly what would make their participation easier.

The most common responses regarding how to make service users feel that they had more of a voice included making them feel that there was a closer communication between themselves and service providers. This included suggestions such as setting up an email consultation or forum where service users could leave feedback. This feedback could then be collated and circulated once each month, and recommendations could be taken from this document when trying to improve current services or develop strategies for future services:

“Designated email address for queries and concerns about services in area. Doctors and nurses to have information non clinical HIV services in the area that may be appropriate. To be discussed and not expected that the client asks the service provider but that the staff be more proactive about offering information on other care and support services”

The above quote also includes the second common response, to increase proactive engagement by the service provider to the service user on a one to one basis. For example, one user suggests that instead of someone at the clinic who you would have to seek out to give feedback or suggestions about the service, this could possibly be incorporated into the actual service delivery for example when service users are getting their bloods done: 

“Somebody who was there at the clinic who would help you review the service you were getting and be able to talk to one on one – not someone you had to seek out either but it being like part of the service – like having to go and get your bloods and things done”

Another service user echoed this by suggesting:

“Regular short conversations with service providers – talking though any concerns with level of service”

The second question regarding suggestions on how to make participation as a service user easier, the main responses included:

· Increase communication and information on service user engagement
· Increase trust by commissioners engaging service users before policies are implemented so that they feel listened to in advance of change

· Increase communication between service providers and service users

“Working together with Service Providers. Getting more training to build confidence and working together to show other Service Users that a HIV person can give something to others”

CONCLUSIONS
CONCLUSIONS & RECOMMENDATIONS

2.8 Overview

This review has identified a number of areas of good practice at all levels from the clinical interface to the degree of engagement in service planning and commissioning. It has also identified that many of the aspirations of those living with HIV in relation to engagement are not fully realised.
We consider that this review is timely. The changes in the policy context in particular provide an opportunity to radically refresh the approach to the engagement of people living with HIV in the decisions about their treatment and care. This opportunity is not only to meet their aspirations but to anticipate the changes in context from epidemiology through to NHS reform and the broader quality agenda.

As such the recommendations in this report should not only assist HIV commissioners to ensure that people living with HIV are fully involved. They should also assist PCTs, through both the attainment of the HIV indicator targets within the London commissioning regime assessment framework and patient engagement within the WCC regime to contribute to their PCT’s capacity to meet their wider corporate objectives. 
In this section we seek to map out this radical vision. The recommendations have been developed through an iterative process involving service users and providers and commissioners.

2.9 Recommendations

These proposals need to be seen against a backdrop of ever increasing numbers of people living with an HIV diagnosis. However, current funding arrangements mean that service user engagement initiatives are not funded to keep pace with this changing epidemiology. Most other services use HIV prevalence as reported in SOPHID data as the basis of planning and funding services; however, this is not the case with service user engagement. Our stating point for this “radical refresh” is to move funding to the same basis and resource service user work through “capitation funding”. This would bring funding for engagement in line with other HIV funding which is based upon capitation. In discussions there was no agreement on the level of funding required but it was felt that this should be determined as costings were developed as part of the development of specifications.
R1.
We recommend that the funding of future initiatives promoting service user engagement should be directly linked to the numbers of people living with an HIV diagnosis in South London. This work should be used to fund strategic level service user work including a forum and other strategic activities, such as one off research projects, publications training needs etc. 
We consider that the resourcing of service user engagement at a treatment centre level could also be transformed by a capitation formula. With the pending introduction of PbR it may be easier to identify elements of the tariff for different treatments/stages on the care pathway that could be directed towards service user engagement. Such changes would need to be negotiated at both a national level with the DH’s PbR work group and with the London HIV Consortium to ensure equity for South London residents receiving treatment out of area and for South London treatment centres serving people from outside the area. 

In this suggestion we say that funding of treatment centre service user engagement could be on a capitation basis. This capitation should be sufficient to maintain and develop any patient fora and fund regular surveys of patient experience. There was broad agreement that a key role for patient fora in each treatment centres would be to elect a representative to sit on the governing body of the strategic level service user body and improve its capacity to represent the widest possible constituency of interests (this is addressed in more detail below). We consider that these exercises may contribute to each Trust’s Quality Account when these are in place and should be designed to both capture the patient experience and PROMs. We consider that embedding the process of service user engagement with these wider corporate requirements will ensure that they are embedded and properly resourced.

R2.
In the short-term we recommend that all HIV Treatment Centres should develop budget lines to resource service user engagement activity within their clinics. This should include as a minimum provision for patient fora and for periodic surveys of patient satisfaction.

R3.
The lead commissioners should enter into negotiations with both the HIV Consortium and the DH PbR team to investigate ways in which the tariff may be used to ensure or enhance patient engagement. 

Providers and commissioners also discussed ways in which the PbR tariff may also have an element where additional quality in service and innovation could be rewarded with a financial up lift. At this stage there was no consensus on areas or elements of service user engagement that were exemplary/non-standard that could be considered for use in treatment services that could qualify for additional “quality” payments. We suggest that this area should be revisited in the future once PbR has commenced.

The report paints a mixed but generally favourable picture of patient engagement in their clinical treatment choices. It also identifies that within the PCT commissioning regimes the Specialised Commissioning Group is recommending a significant roll-out of patients involved in Living Well and similar expert patient-type programmes. We consider that this may also pre-empt the DH’s commitment within the NSR for personalised care plans for all patients living with long-term conditions. We consider that aside from the benefits of the programme itself, greater enrolment in Living Well programmes could contribute to the transformation of patient clinician relationships, including those with GPs. 
R4.
We recommend that South London PCTs resource programmes to encourage the uptake of Living Well Programmes and actively encourage enrolment in these. Consideration should be given to establishing targets for this and monitoring their attainment.

At present two strategic level service user forums are funded: AGI and FSL. We find that both organisations are undertaking a substantial amount of work with limited funds. However, we can find no justification for the continued funding of two organisations which we consider generate inefficiencies and may lead to a lack of clarity for service users as to which organisation can represent their interests. 

R5.
We recommend that PCTs in South London should identify reasonable funds to support an active South London-wide service users’ forum. The service specification should build upon the good work undertaken by FSL and AGI but extend this to address gaps identified in the service user interviews (see below).
Commissioners do not normally specify the detail of the governance arrangements of the organisations with whom they contract. In this instance governance is a key means of ensuring that the organisation can address the aims of this review, namely that structures are:

· Valued by all stake-holders (including users, providers and commissioners)

· That includes all communities, and

· Ensures representation on all relevant fora.
The recommendation below is designed to ensure that the forum is capable of reflecting the needs of an increasingly diverse community of people living with HIV.
R6.
We recommend that the service specification for the service user forum includes a framework for governance. To achieve this end we suggest the new organisation could have different governance arrangements than its predecessors. Again this seeks to build upon current providers’ bottom-up approach but should enhance the providers credibility with all parties. We suggest that a proportion of its board should be made up from service user representatives from treatment centres and a proportion should be made up of individual activists. Reserved proportions of places could be guaranteed for different communities of interest from current and emerging high risk groups. As with the current providers this organisation should be responsible for electing its own officers (e.g. Chair etc). 

To address concerns raised in this review we suggest that no currently contracted HIV service provider should be permitted to bid for this work and consideration should also be given to requiring that elected officers of the new forum do not hold office in HIV service provider organisations funded in South London.

We have suggested that resources to the strategic level service user body should be increased and linked in future to growth in demand by capitation. 
R7.
We recommend that the service specification should include: 
· Consulting on key issues as identified by commissioners

· Raising concerns identified by service users

· Continued service user meetings

· There may be a need to hold some groups for specific at risk communities on occasion – including new at risk communities of interest (e.g. people of South Asian heritage)
· Development of technology to provide for interactive communication and engagement with service users

· More systematic representation on appropriate forums
· The potential for an annual “hold the providers and commissioners to account” meeting could also be considered.

· Effective and proportionate means of monitoring and evaluating levels of participation, “reach” in terms of different communities, activities and service user views of effectiveness should also form part of the specification.

The report also signals other opportunities for service user engagement emerging from wider policy changes. These include:
· Personalised Care Plans and possible personal budgets – will there be a need for advocacy services based within service user structures in the future? 

· Volunteering opportunities – there is current interest but apparently little co--ordination/information on opportunities – although we recognise that both current service user organisations are volunteer run and many other community organisations make extensive use of volunteers these reflect only a small part of the potential volunteering capacity of people living with HIV.
R8.
We recommend that commissioners should keep under review new opportunities for service user engagement and focus at least one South London HIV Partnership meeting per year to consideration of both progress in service user engagement over the previous 12 months and opportunities emerging in the next 12 months.
APPENDICES
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2.10 Service User Questionnaire

Some Questions about You?

1
Are you?

· Male

· Female

2
How old are you?

· Under 18
· 18 – 24 years
· 25 – 29 years

· 30 – 44 years

· 45 – 59 years

· 60+ years

3.
Which borough in South East London do you live in? (For example, who do your Council Tax bills come from?)
· Bexley

· Bromley

· Croydon

· Greenwich

· Kingston

· Lambeth

· Lewisham

· Merton
· Richmond

· Southwark
· Sutton

· Wandsworth

If you don’t know the borough’s name please give us the first part of your post-code

(For example, SE5): 
4.
How long have you lived in this Borough?

_______ year/s _______months
5.
How long have you lived in the UK?

_______ year/s _______months
6.
Which country were you born in? _____________________

7.
 What is your first language? _________________________

8. 
What is your ethnic group?

Mixed ■ 

□ White and Black Caribbean

■


□ White and Black African

■


□ White and Asian

■


□ any other mixed background

Please say what: __________________________

Asian or Asian British ■
□ Indian

□ Pakistani

□ Bangladeshi
□ any other Asian background

Please say what: __________________________

Black or Black British ■
□ Caribbean

■


□ African

■ 


□ any other Black background

Please say what: __________________________

White ■ 

□ British

■


□ Irish

□ any other White background

Please say what: __________________________

Other ethnic groups ■ 
□ Chinese

■


□  any other ethnic group

Please say what: __________________________

9. What religion do you currently practice?

□  No religion

□  Christian 


     Which denomination? __________________

□ Islam
□  Buddhism

□  African traditional religion 

    Please specify: ______________________

□  Judaism

□  Hinduism

□   Sikhism

□  Other religion 

   Please specify: ______________________

10.
 What are your current living arrangements? (tick all that apply)

· I live alone

·  I live with a partner

·  I live with a child / children I am responsible for

·  I live with my parents / step parents

·  I live with other family members 

Please specify: 

______________________

· I live with friends

· I live with housemates or people I share with

· I live in temporary accommodation

· I am in prison

·  I live in a detention centre

· I am homeless

11.
Apart from paid work, are you responsible for the day-to-day care of:

· a child / children

· an adult dependent/s (sick, disabled and / or elderly person)

· neither of these

12. 
What is the highest level of education that you have achieved?

· ■ None

· ■ Primary / Elementary School

· ■ Secondary / High School


· ■ University / College

· Other Please specify:

______________________

13 
Are you:

· ■ Heterosexual (straight)

· ■ Gay

· ■ Lesbian

· Bisexual

· Other Please specify
________________

14. 
Which of these best describes your current situation? (tick as many as apply)

· Full-time education

· Part-time education

· on a training scheme / Back-to-Work type activity (Positive Futures etc.)

· Full-time employment

· Part-time employment

· Casual / cash-in-hand employment

· Carer / homemaker

· Not in employment and registered for benefits

· Not in employment and not registered for benefits

· Unable to work (long-term illness/disability/medically retired)

· Not allowed to work (immigration reasons)

· Retired

■
HIV TREATMENT SERVICES

15.
Where do you currently receive your treatment for HIV?

16.
Do you feel that your clinician fully involves you in decisions about the treatment you receive?

17.
Are there ways in which this could be improved?

18.
How do you find out about any planned changes in the overall services your treatment service provides?

19.
Are there ways in which they could provide you with more information?

20.
Can you think of any examples where you have been consulted about changes in the service?

21.
How well do you think the service consulted you about these changes and do you feel that your views were important to them?

22.
Are there ways in which this could have been done better?

23.
Does your clinic have a patient’s forum, group or patient representative to get the views of service users?

24.
Do you participate in any of these patient forums or groups? If yes, please tell us your views? If no, please tell us why you don’t participate?

25.
If you had an idea for changes to the service provided by your treatment service would you know how to raise it with the organisation and how do you think that they would respond?

26.
Have you ever made a complaint to your treatment service? If yes, tell us more about how well you feel that this was handled? If no, would you know how to make a complaint if you needed to and do you think that it would be handled properly?

OTHER HIV RELATED SERVICES THAT YOU USE

27.
Which other services do you use in relation to your HIV – these could be community organisations, social services or a housing provider etc.

In the next set of questions please think about all of the services that you use and answer each question for each service.

28.
Does this service/these services involve you in decisions about the sort of support that they provide directly to you?  

29.
How could this be improved?

30.
How do you find out about any planned changes in the overall services that they provide?

31.
Are there ways in which they could provide you with more information about these changes?

32.
Have you been consulted about any changes in the service?

33.
How well do you think they consulted you on these changes – do you feel that your views were important to them?

34.
Are there ways in which this could have been done better?

35.
Do you know if any of these services organise groups to get the views of service users?

36.
Do you participate in any of these groups? If yes, please tell us your views? If no, please tell us why you don’t participate?

37.
Have you ever made a complaint to any of these services? If yes, tell us more about how well you feel that this was handled? If no, would you know how to make a complaint if you needed to and do you think that it would be handled properly?

38.
If you had an idea for changes to the service provided by any of these organisations would you know how to raise it with them and how do you think that they would respond?

OTHER PATIENT GROUPS OR FORUMS

37.
Do you know of any other patient or service user groups that you could participate in to express your views (for example Feedback South London, African Involvement Group the local Link, PPI forum etc.)

38.
Have you participated in any of these groups – if yes, what are your views. If no, what were the reasons for not participating?

39.
Thinking back on the questions you have answered today – how happy are you with the overall level of involvement that you have in your HIV services?

40.
What are the two or three changes that would make you feel that you had more of a voice in the services that you receive and what would make your participation easier?

2.11 Service Provider Questionnaire

ABOUT YOUR WORK & ORGANISATION

1.
Is your organisation?
· Voluntary and Community Sector provider

· Statutory sector provider

· Independent (e.g. private) sector provider

2.
What are the main activities your service Is funded to undertake in South East London? (please tick all boxes that apply):

· HIV Treatment Service (In-Patient Services)

· HIV Treatment Service (Out-Patient Services)

· HIV/STI Diagnostic Service

· HIV Prevention Service

· Social Care Support to individuals living with HIV

· Community Support to groups of people living with HIV

· Other (please Specify): 

…………………………………

3.
Is your service targeted at any particular “at risk” communities? (please tick all boxes that apply):

· People from all communities affected by or at risk of HIV

· People from African Communities

· Gay Men or Men who have sex with Men

· Young People

· Other at risk communities (e.g. IV drug users, sex workers etc.). Please Specify:

……………………………………………

4.
From your organisations point of view what are the main benefits of service user involvement?

	
	Agree Strongly
	Agree
	Not Sure
	Disagree
	Disagree Strongly

	It helps us to ensure that our service is more accessible to different groups (e.g. opening hours, locations etc.)
	
	
	
	
	

	It helps us to understand the needs of the people that we work with
	
	
	
	
	

	It saves us money by ensuring that our services are focused on the way people lead their lives
	
	
	
	
	

	Involving people in their own care has a beneficial affect on their health and any treatments that they receive 
	
	
	
	
	

	Other (please specify and rank)


	
	
	
	
	


5.
Are there any examples in which your service has changed as a result of service user involvement? Please use the space below to share these with us. If there is insufficient space we will be pleased to receive other examples on separate sheets or arrange for one of our researchers to talk to you about these.

ARRANGEMENTS WITHIN YOUR SERVICE TO ENGAGE WITH SERVICE USERS

In this section we wish to explore the whether your service has clear arrangements for involving service users, for example through service users groups or other methods.

6.
Are service users and/or people living with HIV involved in the governance of your organisation? For example, as trustees, members of your management committee or a project steering group for your HIV funded services.

· Yes 

· No

If yes, please tell us how they are involved, particularly whether they are part of a trustee board or management committee or consultative sub-group etc?

7.
When planning future services or changing existing services do you involve individual service users?

· Yes 

· No

If yes, please tell us how they are involved?

8.
When planning future services or changing existing services do you involve groups of service users or people living with HIV?

· Yes 

· No

If yes, please tell us how they are involved?

9.
When reviewing current services do you involve individual service users?

· Yes 

· No

If yes, please tell us how they are involved?

10.
When reviewing current services or changing existing services do you involve groups of service users or people living with HIV?

· Yes 

· No

If yes, please tell us how they are involved?

11.
Are service users and/or people living with involved in delivering your services?

· Yes 

· No

If yes, please tell us how they are involved?

12.
Do you use complaints from service users to make changes in your service?

· Yes 

· No

If yes, please give us any examples of changes made.

13.
How happy are you with the extent of service user involvement in your organisation? 

· Very happy – our systems work all or most of the time

· Broadly content but there is some room for improvement

· We have some arrangements but there is room for considerable improvement

· We’ve barely started to consider it!

14.
Please tell us about the biggest obstacles (if any) you face in improving service user involvement and any suggestions for things that could address these problems?

ARRANGEMENTS WITH OUTSIDE BODIES TO PROMOTE SERVICE USER INVOLVEMENT

15.
Does your service have any contact with external bodies that promote the work of service users? (for example, Feedback South London, Africans Getting Involved (AGI), Patient Forums the new Link)
· Yes 

· No

If yes, please tell us which organisations you have contact with

Are there examples of any changes you have made as a result of comments from external service user/patients’ groups that you would like to share.

16.
Please tell us about the biggest barriers (if any) you see to the creation of effective bodies to represent service users/people living with HIV in South East London and any suggestions for things that could address these problems?

Would you be interested in participating in any future activities as part of this research?

· Meeting with other service providers in the area to discuss the findings from this research 

· 1-2-1 meeting with the researcher team 

If you have any other queries or comments please e-mail these to duncan@mba4consultancy.co.uk. Thank you for taking the time to complete this survey.







� Both organisations are currently funded by South London PCTs to promote and support service user engagement.


� In each Borough Social Services have responsibility for letting contracts for the establishment of LINks host organisations. 


� Please note that we consider that this is a small sample but is consistent with the indicative budget and timetable for this project.


� The following data has been taken from HPA SOPHID Data


� The UK Collaborative Group for HIV and STI Surveillance. Testing Times. HIV and other Sexually Transmitted Infections in the United Kingdom: 2007. London: Health Protection Agency, Centre for Infections. November 2007.


� The data represented here has been summarised from SOPHID data contained in the report HIV in South West London, released by the Health Protection Agency in March 2008.


� Sexual Health Indicators Report, HPA and LHO, pre-publication copy


� SOHPID data 2006


� SOPHID data 2006


� It should be noted that the data in table 2 includes both 2005 and 2006 figures


� Department of Health, 2001.


� Strategic Health Authorities, PCTs and NHS Trusts


� This is defined as the organisation that either provides the service or arranges for another organisation, person or people to provide the service for it.


� These were established under the Local Government & Public Engagement in Health Act 2007. The aspirations for the LINks were set out in the Department of Health’s “A Stronger Local Voice: A Framework for creating a Stronger Local Voice in the Development of Health and Social Services” (2006)


� Alongside reducing the mortality and morbidity arising from late diagnosis, early diagnosis can enable people to be supported in to make behavioural change to avoid infecting others and there is substantial evidence that many people have their infectivity reduced due to earlier treatment with ART.


� St George’s Health Care Trust


� St George’s Health Care Trust


� Epsom & St Helier NHS Trust


� Epsom & St Helier NHS Trust


� NAM


� St George’s Hospital


� Of the 27 interviewees who disclosed the length of time they have been HIV positive. 
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