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INTRODUCTORY SECTION

Executive Summary
1.1 Overview

This report was commissioned by Barking & Dagenham PCT against a background of rapidly increasing levels of HIV infection. In response to this increase the PCT developed a specification for the provision of integrated sexual health services in partnership with neighbouring PCTs. During the course of this research Barking Havering & Redbridge Trust (BHRT) secured the contract to deliver this service.

Section 2 below provides further details of the terms of reference and methodology for this review.
1.2 The Emerging Epidemic In Barking & Dagenham

Barking & Dagenham is one of the fastest growing local authority areas in the country. It is also one of the most deprived with this deprivation reflected in a range of health inequality indicators.
Since 2002 Barking & Dagenham has experienced the most rapid growth in the number of people living with HIV in London, since 2002 numbers have more than doubled from 192 to 417. These figures relate to diagnosed cases of HIV only and it is expected that they mask a large number of people living with HIV but who are not diagnosed.

Section 3 of this report provides a series of predictions on the number of people likely to be living with an HIV infection in the Borough and identifies trends in this with predictions for the possible number of people living with HIV in Barking & Dagenham by 2012. In summary we predict that by 2012:

· The number of people living with homosexually acquired HIV could be between 48 and 206

· The number of Africans currently living with HIV in the borough could rise to more than 800.

In addition, we identify emerging trends of concern in relation to both non-African heterosexually acquired HIV and amongst under 25 year olds.

This section of the report also highlights that Barking & Dagenham is performing significantly less well than both the London and North-East London sector averages in terms of late diagnosis of HIV.

1.3 The Commissioning of Out Patient Services

Section 4 provides a summary of key contextual issues for HIV outpatient services including:

· London and national strategies

· Broader changes in commissioning including the requirements of World Class Commissioning  
· The impact of Healthcare for London and the Next Stage Review
· The possible impact of the introduction of Payment by Results and changes in clinical practice.
1.4 The Needs of Service Users

Section 5 provides the findings from extensive qualitative research with more than 10% of the people living with HIV in Barking & Dagenham. Key findings include:

Social Isolation:

· Less than half of all interviewees have a partner 

· There is a very mixed story about how open people are about there HIV status with very few out to everyone

· The majority are living on benefits

· The levels of income are very low generally less than £15k per annum and many with an income of less than £5k pa

· A minority reported racism from local children.
Health & Other Problems

· Less than 10% reported that they had missed medication but a few reported some problems with ART, in particular side effects
· Majority reported a range of other health problems – most common depression etc but also other physical health problems reported

· Travel is a problem for more than half of those interviewed and many are not eligible for Freedom passes.

Priority for Services/Unmet Needs

· People most commonly identified the need for more money and/or better housing as their main unmet needs

· The service are most commonly identified was access to counselling (a number were using the counselling services at Bart’s but wanted local provision)

· Training for work and a back to work support was mentioned by one person.

1.5 Current Provision

Section 6 examines current service provision including NHS provided services in the acute and primary care sector and community and other support services.
It finds high levels of satisfaction with clinical services provided by BHRT and with many community and local authority based services. It finds high levels of dissatisfaction with some primary care services.

The report also finds considerable fragmentation between services and little evidence of joint work or referral between most (but not all) providers. In this section we consider the capacity of current and other providers to develop their services.
1.6 Conclusions & Recommendations 

In Section 7 the report makes a series of recommendations. Section 7 provides a context for each of these recommendations. In this section we provide them in summary form under their section headings.

Strengthening Commissioning agenda

R1
We recommend that the neighbouring PCTs undertake a companion research project to this report to provide an accurate baseline from which to assess progress and plan further sub-regional developments. In particular this research should include mapping the profile of the current population living with HIV and developing predictive models of future trends to 2012 in line with this report, and, examining the capacity and capability of the primary and community care sectors to undertake some of the work currently placed within the acute sector.

From Data to Intelligence

R2
We recommend that the PCT assures itself that the data sets required under their contract with BHRT are routinely collected and that this data is used by the PCT to assess performance and as part of the health intelligence to plan future service developments.

Epidemiological Trends

R3.
We recommend that the trend analysis is refreshed by the PCT on an annual basis to assist future planning.

R4
We recommend that as part of its refreshing of the trend analysis in relation to high risk communities the PCT pays attention to any continuing trends in relation to white heterosexually acquired HIV infections both from the indigenous population and new arrivals from Eastern Europe. A similar review of trends in relation to young people should be included.
Prevention work

R5
We recommend that the PCT reviews current HIV prevention work, particularly work targeted at high risk communities and develops a strategy that meets both the epidemiological challenges and the expectations within Healthcare for London and the Next Stage Review. 

Late diagnosis

R6
We recommend that as part of the review of HIV prevention activity recommended above consideration should also be given to developing a community based programme to encourage early testing for high risk groups.

R7
We recommend that the PCT and BHRT consider establishing a pilot scheme to introduce routine testing for general medical admissions. 

HIV Treatment Centres

R8
BHRT are planning to appoint a new HIV specialist consultant. We recommend that the recruitment of this post should be prioritized and that consideration be given to developing a specialist service for children with HIV.

R9
BHRT have plans to upgrade the physical accommodation of the Sydenham Centre. However, to date we understand that no work has begun in this area. We recommend that capital investment in the Sydenham Centre should be a priority for BHRT.

R10
We recommend that BHRT in conjunction with the PCT examines the scope for developing a Living Well Programme for some patients in the Borough. We understand that the short term costs of around 10% of the current HIV+ population participating in such a scheme would be less than £150,000.  

R11
We recommend that Barking & Dagenham PCT examines current arrangements for service user involvement, in the light of the integrated contract and other developments this may be appropriate to undertake in partnership with the other PCTs participating in this contract. 

R12
We recommend that BHRT should commence work on developing its service user forum and institute systematic methods of capturing service user views.

R13
We recommend that BHRT examines the development of community outreach for some phlebotomy services. 

R14
The PCT should explore ways in which some phlebotomy services for out of borough treatment services could be provided locally.

General Practice

R15
As a matter of urgency we recommend that the PCT, through its PEC, shares these findings with the LMC. We also suggest that the PCT should seek to develop a joint action plan with the LMC to address these deficiencies. The PCT should also remind GPs of their duties under the GMS contract in relation to 48 hour access and childhood immunisation.

Dentistry

R16
We recommend as part of its wider work in developing access to NHS dentistry the PCT should ensure that the access needs of people living with HIV are considered.

Community Pharmacies

R17
We recommend that further development of community pharmacy should be considered in the future. However we consider that development of BHRT’s CNS team in these areas may provide faster benefits.

R18
We recommend that BHRT should explore ways of further developing its home delivery service for repeat prescriptions.

Mental Health Services

R19
We recommend, as part of the PCT’s wider work developing its plans in relation to Talking Therapies, that the PCT prioritises access to new services for people living with HIV.

Community Services

R20
We recommend that the PCT should continue to support BHRT for at least 12 months in undertaking this responsibility and should work with BHRT in developing a procurement strategy for community services, based in part on the other recommendations within this report.

R21
We recommend that the PCT commits to developing capitation funding and develops a model to sit aside PbR. We suggest that this model may be of interest to the DH and that the PCT may wish to consider entering into discussions with the DH with a view to securing their support in piloting this and developing personalised budgets. 

R22
We recommend that as part of the work suggested under 7.9.1 both BHRT and the PCT should work with providers to further define their remits and core activities. It should be made clear to providers that resources from the PCT should only be applied to those areas of work covered by their remit and referral to the relevant provider of other services is expected.

R23
We recommend that as part of the work suggested under 7.9.1 both BHRT and the PCT should work with providers to define appropriate models of care which minimise dependency and where possible link individuals into generic, non-HIV specific sources of support.

R24
We recommend that consideration be given to resourcing the CNS to develop personalised care plans for all individuals living with HIV in Barking & Dagenham. These plans should be refreshed at least annually or more frequently if there is significant change in an individual’s treatment regime or personal circumstances. Alongside creating personalised care plans the CNS should be responsible for brokering referrals and signposting to other agencies in the locality. The personalised care plans could be aggregated to assist in the planning and commissioning of community services in the medium and longer term.

R25
We recommend that consideration should be given to securing the engagement of appropriate faith communities in the delivery of social care services and health promotion initiatives.

Other Recommendations

R27
We recommend that the PCT undertakes further research into the scope for developing service user involvement across HIV services and the feasibility of expending volunteering opportunities for individuals living with HIV.

R28
We recommend that the PCT shares this report and its recommendations with colleagues in the local authority at the earliest opportunity to identify which areas can be carried forward jointly. Alongside all aspects of social care we suggest consideration should be given to joint work in relation to the HIV prevention work and service user involvement.

R29
We recommend that should further work in this area be undertaken by the neighbouring PCTs in outer East London, consideration should be given to the early involvement of their respective local authorities.

Background
1.7 Background & Purpose of this Report

The numbers of people living with an HIV diagnosis in Barking & Dagenham has increased significantly in recent years and the borough now has significantly higher levels of HIV infection than both the England and the London average. Figures from 2006 identify 350 HIV patients resident in the Borough. Just over half of these individuals, 198 (56.7%) were treated by the Barking Havering & Redbridge Hospital Trust (BHRT) and the rest, 152 (43.3%), were managed in other clinics, largely in the North East London sector, including Homerton University Hospital, Whipps Cross University Hospital, Newham University Hospital and Bart’s & the London despite remaining resident in Barking and Dagenham. 
Barking & Dagenham PCT announced in its Commissioning Plan for 2007 its intention to commission future HIV inpatient, out patient and community services as part of an integrated sexual health service incorporating GUM, reproductive health and health promotion services. With the exception of health promotion where Redbridge have maintained local arrangements, the integrated sexual health services have been commissioned jointly with Barking & Dagenham, Havering and Redbridge PCTs. 

This research was commissioned during this tender process. It should be noted that the sexual health services tender process did not include projections for changes in the current HIV activity. However, both the profile of people living with an HIV diagnosis and wider changes in the NHS led the PCT to commission this external review to help inform future models of provision and provide an options paper for future service commissioning with options for implementation of payment by results for HIV services in Barking and Dagenham.

The review was designed to address nine areas:

1. A rapid literature review of the current evidence base and best practice models for provision of services to people (adults and children) living with HIV and AIDS in the UK. 
2. Calculate the projected burden of disease based on historical data trends and population growth, with particular reference to the projected gender, ethnicity, age and sexual orientation aspects of the population.
3. Review the provision of primary care services for HIV service users addressing issues of equity and gain insight of the appropriateness of HIV services in primary care.
4. Review the local provision of community pharmacies in respect to quality of service offered to symptomatic HIV patients collecting drugs.
5. Assess what the capacity/skills of the working force are in primary care.
6. Undertake focus groups with individuals living with HIV resident in Barking and Dagenham attending services within and outside the borough to gain insight into their choices about service provision and their service needs.
7. From this mapping, focus groups/interviews and data analysis make recommendations for service options. 
8. Provide options for at least three different models of provision of clinical services across primary and secondary care for people living with HIV and AIDS. 
9. Provide recommendations on the options for commissioning of HIV services through the payment by results structures.
1.8 Methodology

1.8.1 Commissioning of the Review 

Terrence Higgins Trust (THT) along with four other agencies was invited to tender for this review at the end of the calendar year 2007. After consideration of possible and perceived potential conflicts of interest a proposal was submitted by Michael Bell Associates with THT. The role of THT was tightly circumscribed to ensure that conflicts of interest and breaches in the commercial confidentiality of other providers were avoided.

In January 2008 Michael Bell Associates was commissioned to undertake this research and a separate head of agreement regarding conflict of interest was signed by Michael Bell Associates as the contractor, THT as their subcontractor and Barking & Dagenham PCT as the commissioner.

As this review was commissioned at the same time as the substantive tender process for the integrated sexual health services there was considerable anxiety from bidders about the appropriateness of THT having any different role to other potential providers. These were raised at the first stake-holder meeting for current and potential providers in Spring 2008. Following this meeting it was agreed that THT would withdraw from any contractual relationship in regard to this review.

1.8.2 Research Process

The research process included five key stages: 

Contextual Review

This phase comprised: 

· A summary review of literature on the current evidence base and best practice 

· A short study on preparations for Payment by Results (PbR) in HIV out-patient services (see 4.3).

· Trend analysis in relation to the future profile and numbers of people living with HIV in B&D (see 3.2 to 3.5).

Service Provider Review 

Interviews were held with key providers and other data gathered to review models of care, an examination of gender and ethnicity in service up-take and other available statistical data, data on workforce skills and competences and inter agency relationships and perceived gaps in provision. All service providers were provided with the opportunity to comment on the draft text regarding their organisation and where such comments were received they have been incorporated into this document.
Service user consultation 

Interviews and consultative/focus groups were held with a range of service users reflecting the range of different people living with HIV in B&D. 

The interview schedules were designed to allow for comparison to the findings of the major national study being undertaken by Sigma Research into the needs of people living with HIV “What Do You Need?” Publication of this document was delayed with publication after the preparation of the report. Whilst it has not been possible to include direct comparisons between our survey and their final report we have been provided with a briefing on key findings and have incorporated these into this document. 
Option development

This included developing an Emerging Findings Paper from the above and undertaking a Cooperative Enquiry Workshop with providers and commissioners. In addition a special event for service users was held in September to test out emerging findings and recommendations.

Access to detailed statistical information necessary to conclude option appraisal from BHRT has been problematic due to the introduction of new data recording systems within the clinic. However, available material has been included in our option appraisal and recommendations.
Reporting

The final phase involved completing the final report with recommendations and presentation of the option appraisal. 

REVIEW OF ACTIVITY AND SERVICE NEEDS
HIV Prevalence in Barking & Dagenham

1.9 Barking & Dagenham Overview

Barking and Dagenham is one of the fastest-growing local authority areas in the country. Its present population is estimated at around 170,000 but, by 2020 the population is expected to have to 205,000. With the exception of some parts of Barking which have had an ethnically diverse population for over a decade most of the borough historically has comprised a stable white, working-class population. An important recent change has been the rapid rise to 25% in the proportion of black and minority ethnic residents, an increase of some 15% since 2001. Inward migration of people from sub-Saharan Africa has been particularly noticeable and this has had a significant impact upon the numbers of people in the borough with an HIV diagnosis.

Barking & Dagenham is one of the most deprived local authority areas in England and is ranked as the 42nd most deprived out of 345 local authorities. It has low levels of income and high rates of social exclusion, with high levels of teenage pregnancy, domestic violence and young people not in education, employment or training. 

This deprivation is reflected in its relative standing in terms of health inequalities. For example it has:

· Lower life expectancy for men and women than the England and London average, and higher mortality rates from circulatory diseases and all cancers 

· Higher rates of self-reported limiting long term illness than the England and London average 

· Lifestyle issues related to those conditions- particularly obesity and smoking 

· A higher Mental Illness Needs Index than the England average 

· A very high HIV prevalence rate compared to the England and London average 

The Government has designated those local authorities in the worst fifth of for key indicators of health outcomes as the “Spearhead Group” and charged them with closing the gap in life expectancy set out their national health inequalities target. Barking & Dagenham is one of the Spearhead Group. 

To tackle these embedded health inequalities the rate of growth in funding for NHS services has increased much faster in the Spearhead areas, in some cases, faster than the capacity of the PCT to invest. These funds are needed both to invest in public health improvement programmes but also to tackle the equally embedded health inequities
. For example:

· Barking & Dagenham has the lowest number of GPs per weighted population in London (44.9 per 100,000 compared to more than 80 per 100,000 in Wandsworth) and is one of only six PCTs in London below the minimum of 57.44 set by the Department of Health (DH)

· Barking & Dagenham GPs were the third worst performers in London at offering appointments with 48 hours (based on the DH 2007 GP Patent Survey).

1.10 Changing Patterns of Prevalence

At the end of 2006 the Health Protection Agency (HPA) estimated that 73,000 people were living with HIV in the UK, around one third (21,600) of whom were unaware of their infection. Whilst there has been a shift away form London in the geographical distribution of people living with HIV, London is still the region with the highest prevalence with 24,000 people living with an HIV diagnosis accessing care; around 47% of the total for the UK and 50% of the total in England.

Of those living with HIV (either diagnosed or unaware of their status) it is estimated that 43% are men who have sex with men (MSM), 31% heterosexual women, 21% heterosexual men and 4% injecting drug users (IDUs). Of the heterosexual infections just over two thirds (68%) are thought to be sub-Saharan Africans. Overall it is estimated that 31% are unaware of their HIV status with MSM more likely to be diagnosed (only 25% unaware of their status) and Africans less likely (38% undiagnosed). 
Different patterns in the proportion of people with diagnosed and non-diagnosed status are emerging. Non-diagnosed people living with HIV amongst all risk groups are lower than in other parts of the country – i.e. a greater proportion of people with HIV know their status and can therefore be assessed for treatment. However, the patterns of late diagnoses in Barking & Dagenham would suggest that whilst it now has London levels of infection the profile of people accessing diagnosis and treatment late is more in line with other parts of the UK.

Late diagnosis has serious implications for individuals making them less likely to fully benefit from therapy and at an increased risk of death. Using the CD4 Cell count as an indicator of late diagnosis across London the average rate for late diagnosis in 2005/6 is a third of all cases (33%)
. This average masks significant variations with the proportion diagnosed late ranging from 19% in Westminster PCT to 48% in Havering PCT. Barking and Dagenham follows the pattern of outer East London with an average rate of over 40% for late diagnosis. In Barking & Dagenham the rate is 41% placing it as the seventh poorest performing PCT against this indicator in London.
The HPA has identified that there are significant differences between at risk communities:  around 20% of MSM were diagnosed late but around twice that number (40%) of Africans were diagnosed late – with African men receiving the latest diagnoses. This may in part explain the pattern of late diagnosis in outer East London where those affected are disproportionately of African origin. However, even allowing for this, the rate of late diagnosis in outer East London, including Barking & Dagenham is significantly higher than could be expected by this factor alone.
Across the UK the number of new diagnoses in the UK continues to rise; the rate of growth has declined 12% on the previous year, but still represented an increase in the numbers living with HIV of 6,840. Within Barking & Dagenham, both the numbers and rate of growth continue to rise, between 2002 and 2006 the PCT experienced the fastest rate of growth in London in new diagnosis at almost 200% (see section 3.3 below).
Of these new infections an estimated 56% acquired their infection heterosexually and 35% were men who have sex with men (MSM). There has been a decline in the number o new diagnoses in heterosexuals from sub-Saharan Africa (probably attributable to patterns of migration and a reduction in the number of people arriving in the UK from Africa) but the there is no fall in the rate of new diagnosis amongst MSM.

London continues to be the centre of the epidemic amongst all communities with 42% of all new diagnoses in London. 
1.11 Current HIV Infection in Barking & Dagenham

Over the past five years, from 2002 to the end of 2006 the number of people living with an HIV diagnosis in Barking & Dagenham has more than doubled from 192 to 417. This is the fastest rate of increase of any London Borough and is a rate of increase substantially above the average rate of increase for London as a whole. 

The profile of those living with HIV differs considerably from the pattern in other parts of London and the UK as whole. 

Based upon the probable route of infection, whilst the number of MSM has increased by more than 25% over the last five years, MSM infections have declined as a proportion of the total from 11% (23) people to 7% (29) people. Heterosexual infections account for 85% (up from 78% in 2002). Black Africans account for 77% of all those living with an HIV diagnosis – broadly similar to their proportion in 2002. Almost 6% of diagnosed infections are amongst white heterosexuals of whom two thirds are women and one third men.

The issue of late diagnosis has been identified in sections above as problematic. Across London around a third of people (33%) were late diagnosed in 2005/6, (based upon CD4 count of <200 at time of diagnosis). This figure masks significant local variations, for example in Westminster less than one fifth (19%) were late diagnosed, whereas in Barking & Dagenham the figure was more than twice this level at 41%, the seventh highest rate in London. Even within the North East London sector Barking & Dagenham’s performance was worse than the sector average (36%)
.

Alongside the impact upon the health of individuals it should also be noted that there is a significant negative financial impact related to late diagnosis with the cost of interventions much greater. This negative financial impact is likely to directly impact upon the PCT with the introduction of Payment by Results for HIV outpatient treatment and care once introduced.
1.11.1 HIV Infections by Age Group

The chart below indicates the changing prevalence of HIV diagnosis by age between the years 2005 and 2006. Patients aged between 35-44 have the highest HIV prevalence than any other age group, both for years 2005 and 2006.
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Furthermore, although the absolute numbers are small, the age group 16-24 appears to have seen the most dramatic increase with numbers almost doubling from 9 to 17 in a single year. This should be reviewed in future to determine whether a new trend is emerging in this age group.

Subsequent sections examine both local and national trends and provide a range of estimates for future numbers of people living with an HIV diagnosis in the borough by high risk group.

1.12 Predicted Trends in Barking & Dagenham
Three specific community groups were included in estimating the numbers of HIV positive people who are currently living, or will be living in Barking and Dagenham: gay men, Black African and Black Caribbean communities. The section below outlines the methodologies used to calculate these estimates. 

Data existing between the years 2002 and 2006 from the Survey of Prevalent HIV Infections Data (SOPHID) was used to determine the number of people diagnosed with HIV whose route of infection was sex between men, as well as those diagnosed from Black African and African Caribbean ethnic backgrounds.  
The average annual percentage increase in each of these categories was then calculated and applied to each year following 2006’s data submission, in order to paint an estimate of future diagnoses in Barking and Dagenham. This methodology runs on the assumption and the average annual percentage increase is constant from 2007 to 2012, which is more than likely to not be the case. However along with other methods of estimating prevalence provides a picture of likely scenarios. This data is represented in a series of graphs displayed below.

A second figure has been calculated using ONS Population Projection estimates.
 In the case of estimating the number of HIV+ gay men living in Barking and Dagenham, the estimated percentage of gay men living in London (currently 2.6% of the total male population)
 is applied to ONS population projections. The estimated number of gay men who are HIV positive (currently 1 in 8, or 12.5%)
 is then applied to this figure.
In the case of using ONS Population Projections to calculate an estimate for Black African and Black Caribbean men and women experimental statistics by the ONS for years 2001 to 2005
 were used. The average annual population change in percentage between the years 2001-2005 was calculated and the current estimate for HIV prevalence in the Black African population
 4.3% and 0.3% for Black Caribbean communities were applied to the population projection to provide an estimate of the number of men and women who could be living with HIV in Barking and Dagenham up until 2012.
1.12.1 Gay Men and HIV Prevalence

The chart below represents the estimated number of HIV positive gay men living in Barking and Dagenham between the years 2004 and 2012.
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The blue line in the chart above represents the actual number of diagnosed HIV positive men whose route of infection originated from engaging in sex between men. This chart was devised from data from the Survey of Prevalent Diagnosed HIV Infections (SOPHID) for years 2002 to 2006. The average annual increase in the number of diagnoses was then calculated and used to estimate the remaining years 2007 to 2012 and the figures are represented above. In the case of Barking and Dagenham, the average annual increase of HIV diagnoses for sex between men is 4.16%. The red line in the graph above represents a prediction of the numbers of HIV+ gay men assuming that the estimated national rate of prevalence of non-diagnosed HIV amongst gay men at 30% can both be applied to Barking & Dagenham and remains constant at 30% until 2012.
The chart below includes the:

· Total number of men diagnosed HIV positive in Barking and Dagenham whose route of infection was sex between men, using SOPHID data to calculate an estimate:

· Estimate for diagnosed and undiagnosed HIV+ gay men (currently 30% above the number diagnosed).

· Estimated number of HIV positive gay men living in Barking and Dagenham which has been calculated the methodology outlined above.
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When looking at the ONS-based projection
 (highlighted in red) there are two things which should be considered in order to contextualise these estimates. Originating from ONS population projections, the highest prevalence of HIV in any age group is found in gay men over 50. This is mainly due to the fact that this is the largest demographic age group in Barking and Dagenham. The reality of this however is that many gay men who are over 50 and HIV positive will be more likely to be individuals who have contracted the virus for a significant period of time and as such may exaggerate this estimate. 

In summary these various methodologies present us with a range of possible figures for the numbers of MSM living with HIV in Barking and Dagenham in 2012 of between 48 to 206.
1.12.2 Heterosexually Acquired Infections

When compared to the graph above, the data captured from the Survey of Prevalent Diagnosed HIV Infections (SOPHID) for years 2002 to 2006 shows a higher average annual increase of men and women diagnosed HIV positive in Barking and Dagenham whose probable route of infection is sex between men and women. Men who have sex with women diagnosed HIV positive increased between 2002 and 2006 by 9% each year, rising from 57 diagnosed in 2002 receiving treatment to 112 in treatment in 2006. In the case of women who have sex with men, the average annual increase across the same time period was 12%; from 94 diagnosed HIV positive and in treatment  in 2002 to 243 diagnosed HIV positive and in treatment in 2006. The graph below projects these figures up to 2012.
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Whilst the majority of heterosexual diagnoses relate to people from African communities there is some evidence to suggest a growing risk of HIV amongst white heterosexuals. Whilst total numbers remain small this group now represents 6% of all HIV diagnoses in the borough and there is anecdotal evidence from both the Sydenham Centre and from some of the community organisations in Barking & Dagenham that this could become a significant problem.

1.12.3 Black African Communities and HIV Prevalence
Using ante-natal data as an indicator for the wider population, the rate of HIV prevalence in sub-Saharan African communities is significantly higher in Barking & Dagenham than in most other parts of London. Across London the rate of prevalence amongst women from sub-Saharan African communities giving birth is 2.14%
. Within Barking & Dagenham the rate of prevalence is 3.17%, the third highest in London. This difference is likely to reflect the country of origin of African people in London and the clustering of those from countries with high prevalence (e.g. Zimbabwe) in this part of London.

The chart below represents our estimate of the total number of Black African Men and Women living in Barking and Dagenham who have and will be diagnosed with HIV between the years 2004 and 2012. 
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These figures have been calculated using data from the Survey of Prevalent Diagnosed HIV Infections (SOPHID) for years 2002 to 2006. The average annual increase in the number of diagnoses in Black African Men and Women were then calculated and used to estimate the remaining years 2007 to 2012 and the figures are represented above. In the case of Barking and Dagenham, the average annual increase of HIV diagnoses for Black African men is 9.8%; for women it is slightly higher at 11.8%.

The next graph illustrates the impact on the numbers of people living with HIV in Barking & Dagenham including those with a diagnosis and those who have not yet been diagnosed
. 
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Whilst current figures for diagnosed and undiagnosed may be reasonably accurate we would suggest considerable caution in future estimates of increase. Amongst this community HIV is overwhelmingly (>90%) acquired overseas. The rate of growth of HIV in African communities in Barking & Dagenham has in large part been driven by inward migration. The further tightening of immigration and asylum policy and changes to the practices of the Borders & Immigration Authority with faster decision making and speedier removals may have a dramatic impact on future numbers.

However, in summary, these calculations estimate that the number of Africans living with HIV currently (both diagnosed and undiagnosed) in the Borough is around 446 and by 2012 could rise to more than 800 people.

1.12.4 Black Caribbean Communities and HIV Prevalence

In the case of the Black Caribbean population living in Barking and Dagenham, in absolute terms the figures are somewhat lower when compared with the Black African community. This reflects both lower rates of prevalence amongst black Caribbean (e.g. 0.4% of the population compared to 4% for Africans) and the relatively small population in the borough. However the average annual increase of HIV diagnoses for Black Caribbean men is 9.8% and for women it is slightly higher at 13.2%, which is the same level of increase as the African community. In the case of HIV infections in Caribbean women, it is higher 1.4% higher than in African women. These figures are represented in the chart below and have been calculated using data from the Survey of Prevalent Diagnosed HIV Infections (SOPHID) for years 2002 to 2006.
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The next graph illustrates the impact on the numbers of people living with HIV in Barking & Dagenham including those with a diagnosis and those who have not yet been diagnosed
. 
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1.13 Implications for Service Provision
Our trend analysis including both diagnosed and undiagnosed people living with HIV suggests that Barking & Dagenham will continue to experience substantial growth in the number of people living with HIV. On current trends this would indicate the total number of people living with HIV could exceed 1000 and those diagnosed could exceed 650.  This increase will be driven in large part by both population growth in the Borough and by those currently undiagnosed coming forward for testing. 
We have noted above that such estimates need to be treated with caution, particularly as a significant proportion of the historic increase has been driven by migration and the pattern of this may change dramatically. However, there is a substantial population that is currently undiagnosed. We suggest that in addition to the 417 people currently diagnosed with HIV in the Borough there could be as somewhere in the range of 136 to 297 people who have HIV but are undiagnosed.

Current treatment, care and social support services have been configured on the basis of historic numbers with funding for a number of services failing to keep pace with recent dramatic increases in numbers. Further increase would undoubtedly place a considerable strain on those agencies where funding is not based upon capitation. For the PCT this suggests HIV treatment services will take an increasing budget allocation. 

In addition, it is worth noting that based upon current case loads indicated by Adult Social Care, approximately 10% of Africans living with an HIV diagnosis are in receipt of Section 21
 support which meets the accommodation and subsistence costs of certain people who have no recourse to public funds but are deemed vulnerable and destitute, (e.g. by virtue of their HIV status) and fulfill the other eligibility tests. Further increases in those eligible for this support by virtue of their HIV disability will have profound implications for the Adult & Community Services’ budget. The House of Lords ruling in August 2008 on the duties of local authorities to support destitute, failed asylum seekers under Section 21 of the 1948 National Assistance Act may have a significant impact on the local authorities continuing capacity to support a number of individuals with HIV in the area. Should this landmark ruling lead to Adult & Community service reviewing a substantial number of cases there may be a reduction in the call upon its AIDS Support Grant (ASG) funding to meet this need. Should this be the case, the authority may be able to invest more creatively in other services to meet the wider needs of people living with HIV.
2 COMMISSIONING OF OUT PATIENT SERVICES
2.1 Brief History of HIV Service Provision in Barking and Dagenham
Until the start of this decade there were relatively small numbers of people living with HIV in the borough. In common with many other areas services had developed on an ad hoc basis in response to different emerging needs.

The GU service within the Barking, Havering & Redbridge Hospitals Trust (BHRT) offered out-patient clinical treatment to people living with HIV but many patients preferred to use out-patient services at other London treatment services, with perhaps the Bart’s & London being the most popular.

A range of community HIV services were based within the PCT and the local authority and a varied community sector had developed. In 2003, concerned at the potential for duplication and apparent poor communication between providers, the PCT undertook an internal review and combined these community based activities under a single contract which was awarded to Terrence Higgins Trust (THT). Whilst some organisations continued to deliver services under sub-contract to THT a number of organisations were decommissioned. 

During the period of this contract the numbers of people living with HIV began their dramatic rise. Political tensions between funded and de-funded organisations combined with the strain on services caused by the increase in numbers which was not accompanied by a corresponding increase in the funding available led to further tensions emerging between providers. Alongside PCT funding resources available from the local authority were increasingly targeted at the cost of supporting individuals eligible for “Section 21” support, limiting their capacity to redirect funds to other community services.

In 2007, the PCT gave notice of termination of this contract to THT and expressions of interest were sought from community providers. Later that year many of the smaller organisations were re-commissioned. However, although a Forum was established, there were few effective mechanisms for co-ordinating activity between providers. The PCT acknowledges that these contracts contained limited output measures and outcome measurements.

In its commissioning plan in Autumn 2007 the PCT announced its intention to tender for the provision of an integrated sexual health service for its own and Havering and Redbridge PCTs services including all key clinical interventions. It is hoped that this approach will provides a better means of responding to the increases in patient numbers and address historic problems in community service provision. Through this approach the PCT hopes to encourage a service which is accessible, culturally appropriate and service user centred and allows for partnership working and creative solutions focused on outcomes. 

In April 2008 the new contract was awarded for a five year period to BHRT. The new service incorporates the Clinical Nurse Specialist (CNS) and counselling functions previously located within the PCT’s community services and has established monthly meetings with relevant Adult Social Care Teams. The contract also makes the following provisions
:

‘the Commissioners currently commission a range of HIV health promotion, counselling and care from the voluntary sector. The Provider, as part of their portfolio, will either commission and manage such third parties on the Commissioners’ behalf or directly provide these services.’
This research therefore takes place at a time of significant potential local change. The role of BHRT in undertaking or commissioning these services has not yet been finalised and it is expected that this report will inform that process.

2.2 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. Within this context the current commissioning round undertaken as a collaborative exercise between three PCTs and resulting in the decision to procure services on an integrated model from BHRT reflects many for these recent contextual changes. 
2.2.1 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. TO meet this challenge NHS London has established the “Strengthening Commissioning” programme to ensure that PCTs in the capital can address any deficits identified through the assurance process. 

“Strengthening Commissioning” envisages much greater collaboration between PCTs in the commissioning of services. Current plans are under development, however, it is anticipated that Barking & Dagenham PCT will form a commissioning alliance with other PCTs in outer East London (Havering, Redbridge and Waltham Forest) in relation to services commissioned from the acute sector (e.g. from BHRT), primary care and community services are likely to continue to be commissioned at a PCT level to allow greater collaboration with the local authority. Finally, certain services may be commissioned at either an East London level, or a Pan London level (for example, building upon the work of the HIV Consortium) and resources will be provided on a Pan London level, particularly in relation to health intelligence where this is more cost effective. It is expected that arrangements in relation to outer East London, the North East London sector and Pan London will be finalised before the end of December 2008.

2.2.2 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 proposed performance measure relates to the reducing the late diagnosis of HIV
. The London Specialist Commissioning Group has identified four examples of good practice for PCTs in commissioning to reduce late diagnoses, these are:

· Increased targeted HIV testing, HIV prevention condom schemes and information to gay men, African communities and other at risk groups.

· Referral to counselling and related support in line with 2007 NICEE guidance on one-to-one STI interventions

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

· 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 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.
2.2.3 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 innovation 

· A greater commitment to using third sector organisations 

· 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

The NSR also commits the NHS to the development of an NHS Constitution (see below).

2.2.4 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. 

We consider the proposed clauses on involvement in healthcare and in the NHS of particular significance. This 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)”
2.2.5 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

· Patient experience (in two parts):

· Satisfaction

3. Patient Reported Outcome Measures (PROMs)

4. Access

· 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.

2.2.6 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.

Some parts of the Strategy refer to existing projects and guidelines whilst some are time-limited and have deadlines and targets and others are more vague and include duties to “consider” options.  It suggests developments in existing services and procedures and the creation of new ones, responsibility for the implementation of which is allocated to various bodies: the Department of Health, Strategic Health Authorities (SHAs), Primary Care Trusts (PCTs) etc. In addition, the Strategy seeks to integrate a range of existing strategies, projects, pilots and guidelines. It has the following main aims:

· reduce the transmission of HIV and STIs, with a national goal of achieving a 25% reduction in the number of newly acquired HIV infections and gonorrhoea infections by 2007;

· reduce the prevalence of undiagnosed HIV and STIs – in particular, by setting a national standard  that all GUM services should offer an HIV test to clinic attendees on their first screening for STIs, and working towards shorter waiting times for urgent appointments in GUM services;

· reduce unintended pregnancy rates – including setting a national standard that women who meet the legal requirements should have access to an abortion within 3 weeks of the first appointment with the referring doctor (other than in exceptional cases, for example where a longer wait is clinically appropriate);

· improve health and social care for people living with HIV; and

· reduce the stigma associated with HIV and STIs.

The Strategy sets has a 27 point action plan divided into six main sections: a framework for delivery, better prevention, better service provision, better services for people living with HIV, tackling stigma and discrimination, and supporting change. It lays out the structures and processes needed to support the changes it requires and gives an indication of how the DH intends to resource the Strategy.  For example, the DH has identified new investment of £47.5 million to support implementation of specific initiatives within the strategy and to pump-prime change during 2002–03.  It confirms that the ring fence on HIV prevention funding in the NHS is removed and proposes a review of the AIDS Support Grant to local authorities.

A Framework for Delivery

This section of the Strategy covers the leadership and coordination arrangements for the implementation of the strategy at a local and sectoral level; the commissioning and performance management arrangements for sexual health services (including indicators and targets); the involvement of users in the designing of services; and the role of the Independent Advisory Group on Sexual Health and HIV.

Better Prevention

This outlines the national information campaign coordinated by the DH; the dissemination of good practice and evidence, including the role of the Health Development Agency; the provision of information and advice to the general public; Education about sex and relationships; and prevention for groups at special risk.

Better Service Provision

This covers the setting of standards and the implementation of the 3 levels of sexual health services – which are:

· level one, providing sexual history taking and risk assessment; STI testing for women; HIV testing and counselling; pregnancy testing and referral; contraceptive advice and services; assessment and referral for men with STIs, cervical cytology screening and referral and hepatitis B vaccination. These are the services that should routinely be available at GP practice level.

· level two, providing IUD insertion; testing and treatment for STIs, vasectomy; contraceptive implant insertion; partner notification and any invasive STI testing for men. Level two services will normally be available, either in specialist practices, or through GUM or FP service providers.

· level three, providing specialist services, outreach for STI prevention; outreach contraception services; specialised management of infections; specialised contraception and specialised HIV treatment and care. Level three services would normally be provided across PCTs. The specialist teams will also take responsibility for sexual health needs assessments, improving quality across services and clinical governance issues. The development of targeted sexual health services; improving contraceptive services; tackling inequalities in access to abortion; improving GUM services; roll out of Chlamydia screening; HIV and STI screening; developing One Stop Shops for sexual health services; and clarifying confidentiality arrangements.

Better Services for People Living with HIV

This section covers the development of better support services for people living with HIV – including children.  It also proposes a review of the AIDS Support Grant to local authorities.

Tackling Stigma and Discrimination 

This section of the Strategy principally covers national action and action across Government Departments to tackle stigma and discrimination.

Supporting Change

This section of the Strategy covers workforce development; development of a training strategy; and development of the evidence base.

2.2.7 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. However, this is unlikely to emerge until the future shape of London PCTs has been agreed.
2.3 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. 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”.

There is no nationally agreed definition of care or tariff, and therefore HIV services are vulnerable to local circumstances e.g. restrictions on the use of the fusion inhibitor class of drugs, and on the use of resistance testing. This can lead to some services being under-resourced, and as a consequence offer inconsistent standards of care.

Potential approaches

There are a number of possible approaches which could be adopted, and these are set out below.

Out Patient Appointment-Based Cost Recovery – this option would see the costs of a patient’s HIV care spread over a number of out patient appointments, for example a person costing £10,000 per year (including drugs) might attract a payment of £2,500 per out patient appointment. A person not on HIV treatment would attract much less per out patient appointment. This option has the advantage that it brings HIV into line with other out patient appointments based services, but has the disadvantages of:

· payment being dependant upon the number of out patient appointments attendances, rather than upon the needs of the individual patient

· the potential for perverse clinical incentives to be introduced which encourage out patient appointments attendance

· a diminution in the standard of patient care associated with additional out patient appointments being required in order to meet tariff requirements.
Separation Of Out Patient Appointments & Drug Cost Recovery – this option sees a standard out patient appointments cost for all patients, with the cost of drugs being directly charged for separately, e.g. all patients attract, say, £500 per out patient appointment with then a patient on a 3 day drug combination attracting additionally (say) £5,500 p.a. and a patient on a 4 drug combination attracting an additional £7,500. This option has the advantage that it minimises any perverse clinical incentives whilst still ensuring the recovery of drug costs. It has the disadvantage that it may be complex to administer. It also has the disadvantage of potentially enabling perverse commissioner incentives, such that different PCTs could establish different treatment access arrangements, e.g. PCT A only funding combinations of three drugs, whilst PCT B funds combinations of up to six drugs.

“Year of Care” Costs – this option sees the establishment of a Year of Care cost, with the clinic being reimbursed a fixed annual amount per patient on HIV treatment (e.g. £11,000) and a smaller fixed amount per patient not on HIV treatment (e.g. £3,000). This option has the advantage that it minimises the scope for perverse incentives and would be relatively straightforward to administer. It has the potential disadvantage that the cost per patient of HIV treatment may need to be reviewed annually to reflect developments in treatment technology and prescribing practice. It also has the disadvantage that unless the reference cost is able to distinguish between different levels of HIV disease progression, financial risk may be difficult to manage in small HIV treatment centres. A comparable approach to this is currently being piloted for diabetes patients. 

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. In the Autumn it is planned to pilot this in three NHS sites and finalise HIV outpatient tariffs by January 2009. As the work is still under development is not possible to provide any definitive guidance on the clinical pathway. However it is likely to include the following components:

· Provisions for ensuring initial access to diagnostics is available in a range of primary, secondary and community settings

· Initial assessment – this is likely to also include a period of time after assessment for further tests etc 

· Arrangements for stable patients after this initial period – including those who are both receiving drug therapy and those who are not

· A further group of patients where there treatment regime is not stable or they are receiving complex drug therapies or they have other conditions (e.g. pregnancy)

· There may also be provision of a further group of high maintenance patients requiring intensive monitoring but who are not admitted as in-patients.

In the following table we provide a very basic summary of how PbR may work. Both the possible currencies in terms of levels of intervention and the unit costs are purely indicative at this stage and do not in any way represent a prediction of future tariffs.

	Possible Levels of Intervention 
	CD4 Count
	% of Patients
	Unit Cost
	Total Cost

	Low Level 
	>350
	 
	46% 
	£8,000.00
	£1,530,880

	Medium Level
	201-350
	 
	25% 
	£10,000.00
	£1,040,000

	High Level
	<200
	 
	16% 
	£12,000.00
	£798,720

	Unknown
	N/A
	 
	13% 
	est. @ £8k
	£432,640

	 
	 
	 
	 
	 
	£3,802,240

	 
	 
	 
	 
	 
	 

	Asymptomatic
	 
	 
	49% 
	£8,000.00
	£1,624,000

	Symptomatic
	 
	 
	33% 
	£10,000.00
	£1,360,000

	AIDS
	 
	 
	6%
	£12,000.00
	£888,000

	 
	 
	 
	 
	 
	£3,872,000


Table 5: Possible PbR Implications

2.4 Changes in Clinical Practice
The British HIV Association (BHIVA) is the leading association for professionals working in HIV care. It provides guidance on the treatment of HIV which is broadly accepted as the “gold standard” by clinicians and practitioners. During the course of this research BHIVA produced revised guidance recommending that anti-retroviral treatments (ART) should commence when a patients CD4 count drops below 350. This is a significant shift from the current guidance which places the trigger point for CD4 count at 200 and will increase the numbers on drug treatments. Within Barking & Dagenham this suggests that an additional 10% of the HIV diagnosed population should be receiving ART. On current numbers this will increase the drug treatment budget by around £300,000 to 400,000 per annum.
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Chart 3: Impact of BHIVA Guidance on the Proportion of Patients on ART

In September 2007 BHIVA also produced guidance to reduce late diagnosis and promote testing for HIV. On the assumption that the prevalence of diagnosed HIV infections was a reasonable indicator of prevalence of undiagnosed HIV they recommend that consideration should be given to offering HIV testing to all men and women registering in general practice or being admitted to any medical procedure where the prevalence of HIV is more that two in 1,000. The prevalence rate in Barking and Dagenham is 4.2 per 1,000, twice the rate that is considered appropriate for considering such universal testing procedures.
3 The Needs of Service Users
The research aimed to gather the views of a sample of between and 10 and 12% of diagnosed service users in Barking & Dagenham that broadly reflected their ethnic and gender composition and the route of infection. In total 45 service users participated with 31 in one-to-one interviews and 13 in a workshop session (around 11% of the HIV diagnosed population in the Barking & Dagenham).
The majority of services were identified through service providers in the voluntary and statutory sectors and took part in semi-structured one-to-one interviews (see Section 9 below). An additional 13 service users participated in a workshop in September to test and refine the findings to consider emerging options for service development.
3.1 Profile of Service Users Participating in this Research
The interview schedule was designed to allow cross referring to the findings of the national research undertaken by Sigma into the needs of people living with HIV. It was anticipated that this research would be available in July 2008. However, publication has now been delayed and whilst we have had the opportunity to informally share findings it has not been possible to include direct comparisons between the Sigma research and this study.

We do suggest that consideration of the findings from Barking & Dagenham should be compared to the national findings when these are published later this year.
In all cases the profile information below relates to the one-to-one interviews as detailed personal data was not gathered in the workshop session. The workshop was attended by three men and ten women all from various African communities.

The gender profile of participants was 77% female (24 women) and 23% male (men).

The majority of participants were in the 30-44 age range.
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The mobility of participants was less than expected with the average length of time people had spent in the UK was just over 10 years and the average length of time in Barking & Dagenham was just under 7 years.

Participants came from many parts of the world with the largest group African and within this category the larges number being Zimbabwean. In total a third of all interviewees were from Zimbabwe.
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The immigration status of participants may contribute to the problems faced and the needs expressed. Almost two thirds were seeking asylum and 16% had been refused asylum.
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A range of first languages were also spoken by participants:
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Housing was identified a major problem by many of the interviewees. Their household circumstances were various:

	Living alone
	12

	Living with a partner
	3

	Living with one or more children 
	15

	Living with another family
	1

	Living with friends
	1

	Sharing with other housemates 
	3

	Living in temporary accommodation
	4


Forms of tenure indicate the majority were in fairly insecure property.
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Two thirds (20) did not have a partner.  

Only one person was in work and this was part time. Two thirds were not permitted to work because of their immigration status. Consequently income levels were very low with more than two thirds (23) living on less than £96 per week.
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In a series of questions relating to anti-HIV treatments we identified that 90% were currently on ART. 
	How many doses have you missed in the last two weeks:
	

	None
	25

	one or two
	3

	three or four
	1

	five or six
	0

	seven or more
	0


Of those on ART just under half (13) had experienced problems with ART. The problems experienced are in the table below.
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We also asked a series of questions about general health and well-being. Ten people identified that they also suffered from other conditions with diabetes, blood pressure and depression featuring most commonly.
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3.2 Views of Service Users in Barking & Dagenham

3.2.1 Background
After capturing the demographic profiles of those interviewed, participants were then asked about their decision to disclose their status to friends, family and / or the community in which they live.

There were two main types of responses to this question. The first response (with which the majority of interviewees answered) was that they came to the decision to disclose their status only to their closest friends or family members due to:

· a very high pre-existing level of trust

· a desire to keep their status confidential in fear of being stigmatized

“I told only people close to me as well as caring. Only people who I feel will understand know about it.”

“My friends and I don’t talk about my HIV condition because I don’t trust them not to stigmatize me … I told only the friends that I trust.”

The second type of response was that they felt they could only tell people who were engaging in their support and/or treatment because they felt telling friends or family was too much of a risk:
“I tell only people I meet at the support group because friends I have outside of the support group tend to discriminate against people living with HIV.”

“I choose not to tell people because I’m afraid of being stigmatized by people. The only people that know are people from the hospital and social services. My relatives neglected another member of the family that has HIV when she told them about her status. I’m afraid they will do the same thing to me.”
“Because of this condition, the communities I come from people respond negatively. 
 I need to be careful who to tell if I need to keep friends.”

3.2.2 Health
Interviewees were then asked about their general health, including problems with appetite, sleeping, mobility, looking after themselves and managing anxiety and depression. Out of these categories, the most common affected areas of health included loss of appetite, trouble sleeping and managing anxiety and depression. Participants also indicated that these problems are interlinked, including an especially strong link to diet and depression: 

“Depression is not letting me eat well and there is not enough money for us (my baby and I) to eat properly.”

“The problem I have with eating is mostly due to depression. The other times I lack appetite to eat is when I am sick.”

Every respondent stated that they had been unable to resolve the specific issues of improving their food intake; however the section below highlighted how they have managed their levels of anxiety and depression.

Regarding their sleep patterns, the vast majority of interviewees also expressed disrupted sleep from medication, depression and stress.

A number of respondents said they received help from Sydenham Centre to change their medication. Others reported their problem to the social services in the hope they will be able to do something about it. One interviewee who was suffering from loss of sleep due to depression said that:

“My consultant gave me anti depressants and I’m seeing a Psychiatrist and a counsellor, who I was referred to from the hospital.”

Very few interviewees mentioned any problems with general housework or general mobility. Those who mentioned it as a problem stated it was due to pain in their limbs or joints and depended mainly on family or friends for assistance.
On the subject of anxiety and depression, the main reasons for their depressions resulted from:

· Parents separated from their children: “I get depressed thinking about my son in Zimbabwe. Not being able to get out of the country is the major cause of depression, my dad and my ex-partner died and I was unable to attend their funeral.”
· Parents worrying about their child’s future: “I think about a range of things ranging from bills to my kids future and what will happen to them if anything happens to me”
· Financial problems: “I owed quite a lot of after my stay at the hospital.  When I think of the debt I’m in, I get depressed.”

When asked if they are getting any help with these problems and where they are seeking help, respondents gave a variety of services from which they were seeking advice. Many have received therapy and counselling from Positive East, Sydenham Centre, Widows and Orphan and CARESS, and the majority felt that this help proved to be beneficial to them:
“Positive East referred me for counselling and support groups. They also organized activities like summer trips and functions to help me have fun, relax and keep me going.”
“I’ve had counselling sessions at the Sydenham Centre, after which I was referred to Widows and Orphan.”
“Just to be able to talk about the issues that is affecting my life.  When I am able to talk to people like Jane (Positive East), thinks could be better and things change.”

Problems with diet were also caused by very low level of incomes. One participant in the workshop explained that he had a session with the dietician at the Sydenham Centre who suggested: 

“…some wonderful food that I should eat - but I had to explain that I some on subsistence only and he changed his advice”
When asked about drinking and taking drugs, only one respondent felt they drank too much. All other interviewees did not take drugs or drink alcohol in excess.

3.2.3 Problems With Anti-HIV Treatments
When asked to describe any problems they have had with anti-HIV treatments, the main problems participants have faced include:

· Feelings of depression and isolation
· Vivid and unsettling dreams
· Limb and joint pains
· Nausea, diarrhoea and drowsiness
Prompted to explain how they dealt with the problem, many interviewees sought medical advice and changed their combination therapy. Specific services were also highlighted, which are included in the quotes below:

“Doctors from Sydenham Centre were helpful in helping me make the change. I am happy with what I am using now.”

“I got some help in form of referral to East London Mental Health hospital, which I am now attending but this does not seem enough for me. However, I’m still coping.”

“I saw a psychologist at Positive East but she’s left now. The psychiatrist has changed my antidepressants there is no help locally though, apart from CARESS of course.”

3.2.4 Housing
Almost all of the 32 individuals interviewed stated that they have had problems with their housing conditions in the past 12 months. The main issues which respondents mentioned repeatedly were:

· Leakages

· Over-crowdedness – this was a particular problem for those with children

· Holes in the walls / windows that don’t close properly

The majority also stated that they were finding it extremely challenging to find a solution to these problems, especially those living in private rented accommodation:

“When I call my landlord to fix things that are falling apart, he doesn’t come. For instance, the toilet is leaking and I have to put a bowl under it.”

“The landlord refused to mend the broken widows, which was like that prior to my moving in and the apartment, is invested with rats.”
Those living in temporary accommodation stated that Social Services have helped in some circumstances, and not in others:

“I have help from the Social Services who gave that temporary accommodation and some allowances every two weeks.”

“Social Services has sorted out the problem. I’ve been moved to a new and better apartment.”

“I spoke to some other lady at the social services but nothing has been done about it. I have complained to social services about all these. They keep promising but nothing has been done.”

“I’m trying to get help from the social services but it has been very difficult. They are not taking the matter with a sense of urgency. There is a lot of bureaucracy and I’m still waiting for them to do something.”

3.2.5 Looking After Children
Approximately one third of respondents stated that they have faced problems looking after their children. The main problem they have faced is not being able to afford appropriate baby/child clothes (winter) and food to provide the right nourishment for their child:

“It’s been challenging buying winter cloths and food for the baby … nurturing the baby has been a major problem. I’m not able to buy things that the baby needs.”

One respondent explained that they:

“Used to get help for [their] daughter twice a year from Sydenham Centre. This used to be a financial support of about £80 twice a year to buy winter cloths e.g. coats.”

At the workshop one participant explained how she wished she could still use the Sydenham Centre but now her children were with her and because they were also HIV+ she was forced to go to Newham. 

3.2.6 Personal Relationships and Friendships
Some interviewees expressed difficulties with maintaining personal relationships, mainly due to stress over their HIV status:
“It’s so difficult to meet a partner, especially when you have to explain your HIV status.”

“He doesn’t understand how I feel, I told him I wish he could be me for a day to know what pain and everything I’m going through he might be more understanding.”

The majority of respondents expressed difficulties in finding people to relate to who would understand their situation. However some expressed positive connections with people they met through support groups:
“The problem is mainly around disclosing to people. On the other hand I have made friends with people within the support group”

Support groups were the main source for helping interviewees to build new relationships:

“The activities and support groups have helped me immensely with making new friends. If I wasn’t attending the support group, I would be depressed.”

3.2.7 Self-Esteem
Those who responded that they were suffering from low self-esteem indicated that this has been a new development caused directly by their HIV status.
“All the different issues- the fact that I’m living with HIV, my financial and immigration status and housing problems has made me loose self- confidence.

I feel like I am not being what I want to be”.

“I really want to be confident in myself but I am not. Each time I want to express myself, I find myself holding back.”

“I keep wondering why I have this problem and it gets me down.”

Social Services, Positive East and Widows and Orphans were all referred to as places that were helping them to increase their self-esteem:

“I have told social services and they are working on getting me to do a course to help me improve myself.”

Others stated that they hadn’t found any support but realized the benefits if they could access it:

“I am not getting help at the moment but I will like to attend courses / training to make me develop new skills. This will make me feel good or better about myself.”

One noticeable obstruction to resolving this issue for some individuals was their lack of immigration status in the UK:

“If I can get to go to school or do some form of career training (not just like the ones in Positive East), I would feel better about myself. But my immigration status does not allow me to do anything like that”.

“If only I can get leave to remain in the UK, I’ll be more confident.”

Service users were also asked about barriers to employment, in the majority of cases this question was viewed as not relevant because individuals’ immigration status did not permit them to work or because their health was too poor to consider this as an option.
3.2.8 Discrimination
A large number of respondents stated that they had experienced acts of discrimination relating to their HIV status in the past 12 months. Over one third of interviewees had been forcedly isolated from former partners, friends, family and the wider community:

“People generally don’t want to mix with you because of your status. My boyfriend took off after I told him about my status, he betrayed my trust.”

“People from my community know about my HIV status and they keep their distance because they are scared.”

More alarmingly, 5 interviewees reported acts of discrimination by medical professionals, mainly dentists:
I went to a dentist in Barking to have my tooth removed and informed dentist about my status. He complained that gums were swollen and he wouldn’t touch me. He behaved so badly and suggested I should go to another dentist. He clearly had a phobia.

“When I went to the dentist, I felt she didn’t treat me well. She was very cautious and pretended to treat me but I knew she did a rushed job and sent me away.”

“When I was due to do my smear test, which I normally did at the GPs, I was referred to go to Sydenham Centre instead. I wasn’t given any explanation.”

In addition, one female interviewee stated that her GP refused to sign the necessary documents for her to study as a nurse on the ground that she was unfit due to being HIV positive:

When I needed to sign some forms to train as a nurse, my GP refused to sign the necessary documents about my health saying I should not be training as a nurse because I am HIV positive.

“I feel my GP discriminates against me. When I go to see him, he begins to attend to me when I’m by the door and before I can even take a seat, he’s finished with me. He just asks what the problem is when and at the door and gives me a prescription immediately. He keeps telling me that the reason why I’m always sick is because of my status.”

When asked if they had confronted them or spoken about it to someone else, all respondents replied that they had felt bad or annoyed about it but had only complained to friends or had dealt with it themselves. One interviewee changed GPs as a result. This could provide anecdotal evidence that there is much more widespread discrimination taking place with the medical profession than is being reported.
The workshop also discussed the issue of the service provided by GPs. The experience of all participants was of poor or very poor service – there were no examples of good practice from GPs. This commenced with problems registering, denial of appointments, inappropriate treatment and their confidentiality y compromised or breached.

Registering was hell. And now I’m asked every time for my passport – they don’t understand documentation of a refugee

The requirement to provide appointments within 48 hours appears to be routinely disregarded by GPs:

I always have problem getting an appointment with my GP, was told to go to the walk in clinic.  Often only appointments are in 5 days time.

I was refused an appointment and went to walk in clinic – they gave me a letter to get an appointment at the GP clinic

How can they be full booked for a whole week?  Can’t GPs work in the evenings?  Extend their time from Half Six to half seven.  This is really important.

Denial of service or inappropriate treatment included:
My child was refused immunisation because of my immigration status.

I regret disclosing my status to the GP as I prefer to go to a clinic anyway.  When I had a smear test at the GPs the nurse put 2 pairs of rubber gloves on because I am HIV.
I was invoiced for a sling because they believe I had the right to treatment.  Have had demands for payment since – but I just ignore these.

Many had experienced breaches of their confidentiality:
Was told to take medicine because “you are HIV+” and this was said in front of the receptionist.  African people don’t like to complain.

HIV+ written on the front of my notes – the receptionist can see this.

No privacy in GPs.  Starts with receptionist.  Why does GP need to know my status?

I’m worried about GPs and especially receptionists breaching confidentiality.  They can point at you in the street.  We should have access to a list of GPs who are ok (HIV+ friendly), like you can have a list of dentists who we’re recommended to go to.

GPs lack education about HIV

3.2.9 Accessing Information
Overall, those interviewed did not feel that they had difficulties accessing information about living well with HIV. However a number of interviewees did state that ideally they would like more information on the range of drugs available and information about diet what to eat and what not to eat to be made available in a place like the Sydenham Centre. 

Other interviewees want access to advice about healthy living in general and healthy eating.

Only one interviewee felt there was very little information in the borough, particularly for white people, saying that:
“There is very little information around in the borough, places like doctors’ surgeries & libraries are very reluctant to display HIV material. Most of the services are geared towards supporting the African community, I’ve lived here all my life and when I’ve needed services they are not available.”

3.2.10 Most Helpful Agencies
Interviewees were quick to mention how useful the agencies they have been in providing them with the right service for them:

· The Sydenham Centre “opens daily and are easily accessible”
· Crusaid “very help in providing hardship money for four years rolling”

· Body & Soul “have supported me to become strong and move on. They are easily accessible in that they provide transport to get to their offices or re-imburse travel expenses.”

· Widows and Orphan and Positively Women: “the encouragement they give, the chance they provide for people to ask questions about anything they are unclear about.”

· CARESS “are extremely supportive and helpful”

The main two organisations however which interviewees continuously referred to as the most useful were Positive East and Social Services:
“Positive East has been the most helpful because they refer to solicitors, social services, GPs and provide general information. Positive East provides for all my needs.”

“Positive East- They have a positive out look. They were very helpful when I arrived here. They are the only organization I know and they are not doing badly.”

“Positive East has been the most helpful because of the way they linked me with social services, red cross etc where I got help from. It made me network with others, especially at the early stages of diagnosis. I felt a lot better seeing people that had been diagnosed much earlier living well.”

“Social Services has been the only organization that has helped me so far. They have provided me with accommodation, subsistence and everything I need.”

“Widows and Orphan; and Positive East have been the most helpful organizations. Positive East provided me with legal support with my home office application, helped me with housing support etc. Both Widows and Orphan and Positive East provide financial support, counselling and make it possible to engage with other positive people.”

“Social Services and Widows and Orphans have been most helpful. Harriet in Stepney Green has also been very helpful. They have helped provide solutions to various problems. The monthly meetings they organise make me feel at home and possible to make new friends.”

“Positive East and Widows and Orphan have been the most helpful. They helped me with my application for indefinite leave to remain in the UK. Positive East also helped me to get a dentist and they have a gym in their office which I use.”

“Positive East has been most helpful. When I was diagnosed, I called someone at Positive East, she was excellent and recommended me to a counsellor. She also linked me up with a solicitor and with social services. Choices was also helpful in helping me secure accommodation.”

“Positive East has been most helpful. Most of the time when you have a problem, they are there to help you instantly, you don’t have to wait. Social Services has also been very useful.”

“Social Services has been the most helpful. They take good care of me, provided me with links to solicitors, took care of my communication.”

“Social Services has been the most useful organization. They are the only ones I know and they help me with everything I need e.g. housing.”

“Widows and orphan and Positive East: the group meetings we have provide us with updates about HIV.  They also provide assistance with getting solicitors for immigration application.”

“The Positive East is the most helpful because effective and the most efficient.  And also their staffs are always present to help.”

“Positive East is always able to do something for you.  While I was homeless, Peter did everything to be sure that I had something and financially they helped also. At the clinic, they helped me with food and clothing.”

The majority of interviewees did not mention an agency that had not been helpful. Paradoxically, Social Services was highlighted as an unhelpful agency but the quotes were mainly related to not being provided with better housing.

Overall, the most important factors regarded by participants in being a very helpful agency include:

· The opening hours and days of the week when the organizations open 
· Access is quite easy when organizations provide social networking amongst people living with HIV.
· Group meetings at Positive East; bringing doctors to meetings; taking us for outings, getting help with housing, bills etc
· The hospital referred me to the social services and it was easy for me to engage with them.
· They are easily accessible in that they provide transport to get to their offices or reimburse travel expenses. They are also very friendly and easy to talk to. They give good advice if you’re sick.
· They have information available at the clinic and it was easy to contact them.
· They get in touch with you one on one. They encourage training amongst users. They help in locating any area you are finding difficulties in accessing.
· They are within reasonable distance to where I live. The time they host their support groups/ meetings makes it easy for me to attend.
· Social Services is just a call away. If I place a call to them, I know someone will call me back. I’m not kept in the dark.
· The time that they (social services) have their meetings is usually good and convenient.
· CARESS: Always know there is going to be someone I know at the end of the phone to support you, a personal contact very important. 

Only one respondent used a translator at the social services; all other interviewees felt that language was not an issue in their ability to access the service.
3.2.11 Improving The Service
Finally, the main ways in which participants in this research felt that services could be improved included:
· Better networking to allow for mixed positive people to get together.
· I think they need translators for some people that don’t understand English
However accommodation was the main area for improvement:

“People tend to be grouped together when given accommodation. People tend to fight in this grouped accommodation. It would be helpful if people can be given different accommodation.”

“I would like to comment on the shared accommodation. Living with people from different background is difficult, even when we’re all Africans. Home is a place you go to get rest but when you dread going there, it becomes a problem. We are supposed to be helping each other as we are all positive people but we end up draining each other because of accommodation sharing.”
3.2.12 Final Observations

In this section we highlight a number of issues emerging from the research work with people living with HIV which may not have emerged in earlier sections:

1. The vast majority of service users identified themselves as Christians. However, whilst some service users referred to their faith as providing them with some comfort, unlike studies we have undertaken in other parts of London there was no mention of support or succour from faith groups in the Borough. We suggest that this may be an area for development.

2. Our survey tended to view people living with HIV as passive recipients of services. This view appears to be reflected in the way individuals experience services, we could find no evidence of service users being involved in the planning or delivery of services and in spite of extensive probing none reported any experience of consultation on service delivery or commissioning intentions. Indeed, BHRT’s plans within their successful tender to provide integrated sexual services plan to establish a service user forum, but no work has commenced on this to date. We suggest that developing service user involvement should be a significant development theme in the future.

3. Similarly, at the workshop the research team were surprised by the strength of feeling from participants that they should be offered opportunities to volunteer and help people in similar circumstances to themselves, yet none were aware of any opportunities locally to undertake this. 
4 Current Provision
In this chapter we report on the work of a number of individual agencies providing out-patient and community services to services. This focuses largely on those currently funded by the PCT but includes others agreed with the research commissioner as of particular interest to this study.

It should be noted that this research has been undertaken at a time of significant local change with the award of the new integrated sexual health contract to BHRT and the provisions within this for the contract holder to reconfigure and possibly sob-contract services from a range of different providers in the primary health, community and/or independent sectors. 

4.1 BHRT

4.1.1 Scope of Service & Model of Care

HIV outpatient services are based within GUM at BHRT and at present largely delivered from the Sydenham Centre. The new integrated sexual health  contract envisages that these will be delivered on a hub and spoke model with the Sydenham Centre at the Barking Hospital at the hub with seven ‘spokes’ across the three PCTs (two in Barking & Dagenham).

The Sydenham Centre is well located for public transport but is a barely converted hut with inadequate facilities. Building work on new premises at the site was due to start in June 2008 but has not yet commenced. 

The spokes are not yet in place, although work is underway to identify these and bring them on line. However, some Family Planning locations are currently being used to deliver some other GU services. Within Barking & Dagenham one of the community clinics is likely to be within a library. The other location may be subject to recommendations emerging from an ongoing review and mapping of young people’s services to ensue that they are fully accessible to under 26 year olds. The PCT has suggested two LIFT programme developments in the primary care sector.

BHRT does not provide services to children with HIV with the majority of such cases are delivered by either Newham University Hospital or Great Ormond Street Hospital.

As noted in section 4.1 above, as the contract holder BHRT will be responsible for the wider range of community services currently funded directly by the PCT. However, there have been no significant changes in this area to date.

4.1.2 Performance

Across the three PCTs the number of HIV patients currently receiving treatment is around 575. The profile is broadly in line with that of the HIV population in Barking & Dagenham with three quarters African and the rest largely comprising white MSM and some white heterosexual women and men.

Across the three boroughs the service is seeing an increase in HIV patients of around 100 per year. These are largely diagnosed in ante-natal services and as a consequence are seen frequently through pregnancy. 

Of the current patients, more than half are thought to be late diagnoses. Because so many are late diagnosed most are on anti-retroviral treatment (ART). Therefore it is not expected that the changed clinical guidance on when to commence ART will impact significantly on the number on treatment
. 

The new time limit of two weeks from diagnosis to assessment and treatment has required BHRT to put on additional clinics.

Around 50-80 people require in-patient treatment each year which is provided either at BHRT or at other treatment services.

The new contract places emphasis upon service user involvement. In particular it requires the provider: 

… develop and deliver effective regular (e.g. patient fora or patient representatives on boards, feedback systems) and extraordinary (e.g. annual and opportunistic survey methods including focus group interviews) mechanisms (taking full account of evidence on effective methods and the diverse needs of our populations) to actively engage with patients, users and the public, and will develop and deliver effective mechanisms to ensure the outcomes of such engagement will impact on service delivery and development.

Since the award of the contract BHRT have not progressed this area of work in relation to HIV patients. There are some plans for a forum for the wider sexual health service although this has not been established. 

Clinicians are proud of the way in which individual service users are involved in treatment decisions. For both new patients and where there is a significant change in an individual’s treatment regime, except in very urgent cases, patients are encouraged to discuss this with the CNS or health adviser before making their decision and are also referred to the NAM/Treatment Update web-site. However, whilst there are concerns about the ‘pill burden’, in most cases patients do not have fixed ideas of the treatment that they require.

4.1.3 Workforce & Capacity Implications

The increase in patient numbers has placed some strain upon BHRT. For ‘stable’ patients on ART or not on ART the frequency of clinic visits has been shifted to four monthly from a three monthly cycle. There is recognition that there could be further filtering of stable patients and possible transfer to other care settings, however, this has not yet been progressed. 

The recruitment process is underway for an Associate Specialist in HIV. On the basis of current numbers it is felt that this may need to become a consultant grade medic solely working on HIV within the next two years. 

At present nurses do not work independently within the service, although there are plans for the Senior Charge Nurse and CNS to begin operating ‘Well Patient’ clinics from September. Consideration is also being given to establishing a nurse led service on treatment adherence.

The capacity to transfer services to primary care is restricted because of capacity issues within primary care. Whilst GP registrations for patients are high there is very limited interest amongst the GP community in any sexual health work. There is a GP training programme but this is not seen as a priority area amongst GPs for professional development. There are a few HIV diagnoses each year from a handful of GPs.

Community pharmacy is similarly underdeveloped within Barking & Dagenham. BHRT have recently begun a home delivery service and this has had a high take-up with around 50 patients participating.

4.1.4 Views of Service Users & Other Stakeholders

Stake-holders generally spoke highly of the clinical quality of services provided at the Sydenham Centre and spoke highly of the dedication and approachability of staff. There were some perceptions that the service was a little ‘old fashioned in that it maintained a doctor led approach even for stable patients. 

There were universal concerns about the quality of the building.

Some stake holders reported that some of their gay service users were feeling less comfortable using the HIV clinics and that these clinics seemed to be increasingly focused in the needs of African women at the expense of men. This view was a minority concern.

4.2 Community Nursing Specialist Service

4.2.1 Scope of Service & Model of Care

The Community HIV Specialist Service has recently become part of the integrated sexual health service contract delivered by BHRT. Until the early Summer of 2008 this service was commissioned for Barking & Dagenham residents by its PCT and delivered by Havering PCT provider services. The Community support team , whilst now employed by BHRT, consists of the same personnel and no changes have yet been made to service provision as a result of the contractual shift.

The service covers Barking & Dagenham, Havering and South Essex PCT areas. Of the 500 current patients, around two thirds are Barking & Dagenham Residents.

This Practitioner led service is delivered across 11 treatment services, although there are three principal sites accounting for around 70-80% of all clients (Sydenham at BHRT 40%, Bart’s & London 20-25% and North Middlesex (10-15%). CNS services for children are largely delivered through Newham University Trust Hospital and Great Ormond Street Hospital Trust.

The service for people living with HIV deals with a whole range of generic health issues. The services has a part-time(32 hours) administrator who provides signposting to a range of community based generic and HIV specific services and one part-time (24 hours) Community Nurse Specialist and one Team leader(CNS) and a specialist psychological practitioner(specialist counsellor HIV) . Capacity has been reduced due to one staff member being on long term sick leave. At present there is no specialist family and children’s nurse in spite of growing demand.

Mental health issues are perhaps both the most common ailment and the most problematic to secure appropriate referrals. Within the community team there is a mental health practitioner and demand is high for her services. Since the transfer of contracts there are internal concerns around clinical governance; historically this was based within the PCT but there is less clarity now that it is placed within BHRT. Additional funding is likely to be available to expand this service due to Central Government allocating additional funding for “talking therapies” in particular cognitive behavioural therapy.

The CNS also provides a phlebotomy service in the community and within patient’s homes. There is considerable scope to deliver this service from local (non-HIV) clinics which would be more convenient for patients who travel to clinics outside of the local boroughs’. There is, however some reluctance by HIV treatment services as the provision of phlebotomy ensures ongoing contact ensuring patient retention and throughput.

The service has long –established and effective working relationships with the HIV social worker in Barking & Dagenham Adult Social Care. It also maintains relationships with most voluntary sector providers. However, there is some concern at the lack of clarity about the role of different agencies and the lack of co-ordination between them.

There is considerable scope to develop this service and these options are explored in subsequent sections.
4.3 Barking & Dagenham Adult Social Care
4.3.1 Scope of Service & Model of Care

As a result of both the rapid increase in the numbers of people living with HIV, the complexity of a significant proportion of clients and the large numbers reliant on Section 21 support
, the London Borough of Barking & Dagenham’s main focus is upon meeting its statutory duties. 

There are few resources to support people with needs but for whom the Council does not have an explicit duty of care. For these individuals it is hoped that there needs can be met by referral to the voluntary sector. The Council has a partnership agreement with the PCT to fund the voluntary sector with funding administered by the PCT on the Council’s behalf but this is a small sum (£26k) and has not increased to reflect the growing numbers of people living with HIV.

The primary group supported, accounting for around four fifths of activity are people dependent upon Section 21 support. Alongside other packages of care this includes the provision of subsistence funds for individuals and meeting their accommodation costs. Over the past year at any one time the Council has been supporting 35 – 40 people (around 10-15% of the people living with HIV in the Borough). As a consequence the Council’s AIDS Support grant is massively over spent.

Costs for this group are compounded because the Council checks every individual case with lawyers to ensure eligibility. Reviews of ongoing need are also referred for legal advice to ensure ongoing eligibility to Section 21 funding.

Other individuals whose disability is assessed being of a “substantial or critical level” include a significant number with HIV Related Brain Impairments (HRBI) who are, for the most part in residential care. The Council pays for the majority of this care with the PCT contributing to nursing costs. Late diagnosis is identified as a key issue contributing to this problem

The other group receiving support include those who fail to adhere to their treatment regime. This is, in large part, attributed to chaotic lifestyles arising from either mental illness or substance misuse problems, including both drug and alcohol issues.

4.3.2 Relationships

The Social Work team have reasonable relationships with different parts of the NHS. As noted above it has a formal partnership arrangement with the PCT to fund the voluntary sector. Its closest relationships are with the Community Support Service with whom they undertake joint assessments and a Social Worker is based with them every Friday. 

Referrals into Community Mental Health Team are generally made on Adult Social Care’s behalf by the CNS who has access to General Practitioners for formal referral. There are growing links more generally between community matrons and social workers for other client groups which suggests a strong and developing relationship.

Contact with the voluntary and community sector is more limited although referrals exist both into and out of the sector. There is a close relationship with the Choices project at the Independent Living Agency which has a separate contract with Adult & Community Services that includes some HIV+ clients.

4.3.3 Views of Service Users & Other Stakeholders

No adverse comments were received about the ways in which the Council discharges its statutory duties and there were a range of positive comments about the contribution and commitment of individual staff. 

Some concerns were raised about the lack of support for non-priority cases and the level of funding made available to the voluntary and community sector.

4.4 Positive East
4.4.1 Scope of Service & Model of Care

Positive East has identified a clear service user pathway to underpin its work. It sees its role as working the newly diagnosed supporting them from crisis to independence and for those other people with HIV supporting them to sustain their independence. It sees its own strengths in moving people from crisis to independence and is now developing its capacity in relation to sustaining independence.

It has five key service areas:

· Provision of a housing and welfare rights advice service with referrals into the services facilitated by the client service worker.

· An eight week course for recently diagnosed people run twice a year

· A monthly African Caribbean Communities Group which focuses on developing peer support networks. In addition Positive East’s African Communities Worker delivers one to one information advice and advocacy at the Sydenham centre and Orchard Road.

· Health & Well Being Services for Gay and Bisexuals. This includes an outreach session at Orchard Road once a week. A further outreach service was delivered in Ilford but this is currently being redesigned.

· Integrating local services and improving the care pathway. This activity tracks all referral into and out of Positive East to ensure that they have been properly managed.

4.4.2 Performance

Over the past 12 months Positive east worked with 137 Barking & Dagenham residents. It advice service dealt with 450 issues. 48 clients accessed either gay men’s or African group services. A range of social activities were also supported including outings and participating in black History Month and International Women’s Day Events.

The profile of clients largely reflects the community affected by HIV in Barking & Dagenham: around 27% f service users were male and 73% were female;.13% were gay or bisexual and 87% were heterosexual; 85% were African; 12% white and 3% African Caribbean.

In line with Positive East’s desire to develop their capacity to better support independence a growing amount of work related to developing employability and supporting health and well being amongst its Barking Dagenham clients (31%). However, the nature of problems faced by service users was reflected in the fact that for 14% of service users the presenting issue was hardship and for 9% assistance with immigration problems.

4.4.3 Other Issues
Positive East’s closest relationships with external bodies include: the CNS, solicitors, Comic Relief funded counselling service at the Bart’s & London, and with hardship funds. It also has extensive contacts with Adult Social Care and housing, although often in the role of advocating for clients against decisions made by these  bodies.

Positive East is developing a model, in partnership with others such as Positive Place, to prepare people for changes in disability benefits, supporting people back into work, training, or volunteering. Public funds to support this work have not been identified to develop this work and at present they are dependent on charitable and corporate sources – however, these will be insufficient to provide the one-to-one move on support required.

The impact of the benefit changes may lead to profound changes in the way in which support services are delivered, with more out of hours services as people return to work. 

Positive East are concerned that services for African communities are particularly under-resourced. They would like to develop a consultancy role to capacity build African community organisations, not currently working on HIV issues, to take forward this work. This model of skilling mainstream agencies may be useful for other service areas as well. 

They are particularly concerned at the absence of prevention work and a co-ordinated programme to promote testing amongst African Communities. 

They have also begun to identify people living with HIV from other European countries in Barking & Dagenham and consider that further research is required to see if this is going to be an emerging issue for HIV service providers in the years ahead.

4.4.4 Views of Service Users & Other Stakeholders

The service provided by Positive East at the Sydenham Centre is highly regarded by BHRT. There were some criticisms by other agencies about the time it takes to get an appointment with the advice service and the lack of co-ordination between Positive East’s work and that of other agencies, particularly THT.

4.5 Terrence Higgins Trust (THT)
4.5.1 Scope of Service & Model of Care

The picture in relation to THT is complex. As the largest national charity working with people with HIV it has a high profile and many people will have accessed centrally provided services. 

In section 4.1 above, we provide a brief history of HIV services in the Borough and this includes an outline of the services provided between 2003 and 2007. THT’s current funded role is an assessment and referral tier 1 service. THT provide a personalised and in depth assessment of the needs of people living with HIV in term of information and advice and to motivate and signpost people to other services. It provides a case management services for those people with greatest need.

In addition, THT also held the Chlamydia Screening contract across Barking & Dagenham, Redbridge & Havering PCTs until Spring 2008.

4.5.2 Views of Service Users & Other Stakeholders

The views of other stake holders may in large part be influenced both by recent history and by people unaware that THT is not funded to undertake work that it had previously undertaken. 

Negative comments were received about the apparent duplication between the assessment service provided by Positive East and THT and there was perceived to be poor communication between these agencies. In addition, some services complained about the withdrawal of services, such as condom distribution which THT had previously undertaken.

4.6 Widows & Orphans International
4.6.1 Scope of Service & Model of Care

Widows & Orphans is a multi-purpose organisation working across four east London boroughs (Tower Hamlets, Newham, Havering & Barking & Dagenham). It also has an international programme in Kenya providing some support services but concentrating on developing income generation schemes for women led households.

Its main funding from the PCT is in relation to raising awareness of HIV services amongst African communities through outreach. It has a role in promoting HIV prevention and developing volunteering programmes to deliver this work. In addition Widows & Orphans runs a support group which works with around 30-40  people (half of which come from Barking & Dagenham). This group seeks to tackle the social isolation experience by many HIV+ people. Many of the participants are on Section 21 support and have no other means of social engagement.

4.6.2 Performance

Widows & Orphans runs a range of non-HIV services which form part of its route into African communities. These include supporting new BME business start-ups as part of the Olympics Local Enterprise Growth Initiative, English language training for refugees, a training programme for security guards and young people’s programme focused on those not in education, employment or training.

Within these generic programmes they undertake HIV awareness work. Other aspects of the outreach programme that were to be delivered by volunteers appear to still be in development. Recent approaches to the Sydenham Centre to provide a service to encourage HIV testing were rejected by the clinic on the grounds that take-up of testing at the centre was high – and it was felt there was a greater need to promote the take-up of testing in other community settings. There is a volunteer priest who participates in the local Faith forum and uses this forum to encourage churches and mosques to think about HIV.

Widows & Orphans does not appear to have substantial relationships with  other local HIV providers, although it works with Positive East in Havering, received referrals from THT and makes referrals for Section 21 to Adult Social Care. Most of its links are with the generic, non HIV specific sector.

4.6.3 Views of Service Users & Other Stakeholders

Some stake-holders viewed the social support provided to very isolated individuals as being of value. Its work in relation to HIV awareness and community outreach was not felt to be particularly effective of widely understood.

One service user living in Mid Essex PCT
 area was particularly enthusiastic about the social networking opportunities provided by Widows & Orphans and saw the organisation as giving her a reason to keep living.

4.7 Caress
4.7.1 Scope of Service & Model of Care

CARESS receives a small amount of funding to operate a number of regular support groups in the Borough with the aims of encouraging healthier lifestyles. Around 100 people from Barking & Dagenham have been in touch with the service and attended at least one meeting. Overall the service is in touch with a further 200 people from neighbouring areas.

Current groups include:

· A mixed LGBT group on Mondays (average attendance 12+)

· A mixed group for HIV+ people on Tuesdays (average attendance 14+)

· A gay and bisexual men’s group on Wednesdays (average attendance 17+)

· A new mixed group for HV+ people on Fridays (average attendance 6+)

Groups for HIV+ people were split between gay men and Africans several years ago, but members of the group demanded a mixed group. Attendance is evenly split between Africans and gay men. People using the groups have high needs, often relating to their mental health or other problems, such as their immigration status. 

In response to the high numbers of mental health problems Caress has developed good links with the community mental health team.

All support groups are facilitated by trained counsellors. The service is critically dependent upon volunteers and it has 22 volunteers of whom 8 are very active. Other services provided by volunteers include transport services. 

4.7.2 Views of Service Users & Other Stakeholders

The service is viewed by some providers as a ‘little old-fashioned’, however, others commented that it does provide a useful service for a number of people, particularly those with high needs. It was seen by some as potentially providing the basis for a service users forum to represent the patient experience to commissioners. 

It works closely with Choices on supporting highly vulnerable people and is seen by them as a valuable partner.

4.8 Other Providers
4.8.1 Choices at the Independent Living Agency
Choices is not funded by the PCT, but from Supporting People funds from the Council. Services are delivered through a community outreach support team, in the majority of cases through home visits. It provides hand on emotional support and practical assistance around housing, chasing benefit claims etc. A large part of its work is making section 21 applications on behalf of clients. Unlike most other services it is relatively new and has just commenced its second year of operation.

It deals with around 20 cases at any one time. Around 85% of clients are African, however, it is disproportionately used by African men rather than women (60:40 male: female ratio). Most clients were diagnosed late and consequently their health is poor. Much of their case load includes dealing with dementia as a result of HIV Related Brain Impairments.

As a new service provider to people living with HIV it brings a fresh perspective to understanding local relationships between agencies. It is concerned at the apparent duplication of effort between agencies and the lack of clear information about their different roles. . 

Choices works closely with Caress, but its closest relationships are with Adult Social Care. It has no relationships with GPs which it identifies a hugely problematic, particularly in relation to Disability Living Allowance claims. In many cases GPs simply ignore correspondence. 

4.8.2 Body & Soul

Body & Soul is an Islington based charity which specialises in supporting children, teenagers and heterosexual adults living with HIV. It operates from a purpose built centre what is probably the best equipped and most attractive HIV centre in the country. The centre features a range of resources from therapy rooms, through crèche facilities to a young people’s recording studio. 

Body & Soul grew from a service developed at Body Positive and became a separate organisation because of the emerging needs of families and heterosexual adults which were not being adequately met by service provision at that time.

It promotes a very holistic approach to care and support. There has been criticism from some quarter that its approach can create over-dependence amongst some service users. Body & Soul maintain that their holistic approach promotes the development of the individual so as not to create independence and cites its skills course promoting independence and has active volunteering programme for members as well as encouraging them to involved in developing the service. Such an approach can be a vital lifeline for many service users facing high levels of social isolation and multiple other problems. Its role in supporting such people is recognised by a number of East London PCTs who provide funding. It also supports high numbers of individuals form boroughs and PCT areas, which like Barking & Dagenham, do not provide funding.

At the current time around 20 African women and their families from Barking & Dagenham are accessing support services from Body & Soul.

4.8.3 General Practice

In the sections above we highlight some of the challenges facing general practice in the Borough. Whilst GP registrations are higher than in many other parts of London the low numbers of GPs per head of population and the consequently large list sizes means there is little interest amongst GPs in delivering any sexual health services, let alone HIV related services.

The experience of service users in relation to GPs was generally extremely poor with many service users reporting problematic access. It was commonly reported that GPs refused to book appointments for patients within 48 hours and instead told them to “go to the walk-in centre”. There were also problems with HIV disclosure and confidentiality in a minority of cases. One patient reported her GP disclosing her HIV status in the waiting room during row about access to appointments, and, another reported that her HIV status was written in bold letters on the front of her patient notes and clearly visible to receptionists and others at the reception desk.

The introduction of PbR may provide some levers for the PCT to encourage activities in these areas. However, there is currently a limited skills base amongst general practitioners in this area and insufficient trust between patients and GPs to make this approach viable in the short-term. We suggest that the development of GP based HIV services will require the introduction of Polyclinics. We make further suggestions in relation to this in subsequent sections.

4.8.4 Pharmacies

As with GPs, there are no community pharmacy services providing HIV services in the Borough. We have received reports that some services are hostile to dispensing HIV medicines to within the Borough. However, there are some pharmacies that may be keen to develop services in this area. In addition, a number of patients reported positive experiences of receiving home deliveries of repeat prescriptions through BHRT’s in-house pharmacy.

The role of community pharmacies in delivering phlebotomy services does not appear to have been considered in Barking & Dagenham. For those patients whose condition is stable there was considerable interest in accessing blood-testing services away from their treatment service and closer to home.

There are increasingly viable models being developed in other parts of the country for pharmacists to take a role in supporting stable patients on ART.

4.8.5 Others

There are a range of other providers operating in the field of sexual health within Barking & Dagenham. These include organisations such as Brook, working with young people, Saccoma, focused largely on people from the Horn of Africa, and ELOP working with the LGBT community. As their work is not primarily targeted at people living with HIV we have not focused on these agencies. However, they could potentially contribute to the development of initiatives around the promotion of testing and the delivery of community based services. As such the PCT should seek to involve them in any further discussions to develop specific actions in response to the findings from this report.

5 Conclusions & Recommendations
5.1 Overview
This report paints a picture of out-patient and related services for people living with HIV as struggling to meet both a rapid increase in the number of people living with HIV and the changing profile of people living with HIV. Many of these people have very high levels of needs and the rate of increase in the numbers of people with HIV over the past 5 years has been more rapid in Barking & Dagenham than any other part of London. 
We suggest that the level of HIV diagnoses may mask a large number of people living with HIV but who have not yet been diagnosed. This is compounded by the fact that Barking & Dagenham is performing far below both the London and the North East sector in terms of late HIV diagnoses, with the attendant human and financial costs associated with these late diagnoses. 

Whilst largely outside the scope of this review, we note that there is very limited HIV prevention activity currently being undertaken with ‘at risk’ communities. 

We suggest that with the above factors it is likely that the number of people living with an HIV diagnosis in Barking & Dagenham is likely to continue to rise and follow predictions to 2012 for the key risk groups included in this report. These factors may underestimate the growth rate of HIV as we have not factored in the impact of either the Olympics in neighbouring boroughs or the Thames Gateway population expansion.
This report examines the needs of those people living with HIV. These needs are compounded by the extremely low level of income of the vast majority of service users and the following issues:

· Late diagnosis for more than two in five of all patients means that their general health may already have significantly deteriorated
· Uncertain immigration status for many individuals both adds stress and reduces other options 

· Many face poor housing conditions

· Levels of social isolation are very high

· There is wide-spread experience of discrimination, particularly from non-HIV specialist health care providers.

Out-Patient Services provided at BHRT’s Sydenham Centre are highly regarded. Whilst there is some criticism of both waiting times and facilities at the clinic, the clinicians are held in very high regard by service users. 

Barking & Dagenham has a wide range of community services. However, most of these receive financial support at a level more appropriate (and largely unchanged) for the numbers of people living with HIV in 2002 rather than the number today (e.g. an increase of more than 200% over this period). 

Voluntary sector agencies often provide services that are highly regarded. However, there is no clarity between agencies about who is providing what and little trust or communication between most providers. Consequently, with a few exceptions, there are no effective referrals between agencies. 

Barking & Dagenham’s award of their Integrated Sexual Health Services tender to BHRT provides an opportunity to begin to address the problems identified in this report. In developing their proposal BHRT have identified some exciting potential developments. However since the award of the contract, little has changed. Similarly, the wider context in which this service operates also provides a range of levers and drivers for beneficial change and service development. Together these provide Barking & Dagenham PCT with an exciting opportunity to recast HIV services in the borough. It is for this reason that we entitled this report “Eastern Promise?” 
It should be noted that the new contract with BHRT is on behalf of a consortium of PCTs in outer North East London. This approach is aligned with the predicted changes in relation to commissioning from the acute sector envisaged in the Strengthening Commissioning agenda. However, this report considers only the residents of Barking & Dagenham. 

R1
We recommend that the neighbouring PCTs undertake a companion research project to this report to provide an accurate baseline from which to assess progress and plan further sub-regional developments. In particular, this research should include mapping the profile of the current population living with HIV and developing predictive models of future trends to 2012 in line with this report, and examining the capacity and capability of the primary and community care sectors to undertake some of the work currently placed within the acute sector.

5.2 From Data to Intelligence

In developing this report we noted the difficulty of obtaining relatively basic information about the profile of service users and the uptake of specific services. We appreciate that part of the motivation in commissioning this research was to develop the PCT’s health intelligence in relation to HIV. Notwithstanding this motivation, we are concerned that data currently collected by BHRT does not appear to be used in a systematic way to plan and develop service provision. The contract with BHRT identifies a range of key data sets that they are expected to routinely collect and which we consider to be of importance in both assessing performance and planning future services. These do not appear to either be routinely collected or used systematically in service planning.
R2
We recommend that the PCT assures itself that the data sets required under their contract with BHRT are routinely collected and that this data is used by the PCT to assess performance and as part of the health intelligence to plan future service developments.

5.3 Epidemiological Trends

5.3.1 Mapping

This report provides predictions of epidemiological trends for key at risk groups in Barking & Dagenham. As with all predictive models projections should be read with caution. There are significant upward pressures which are not accounted for, such as the Thames Gateway and the anticipated growth in the population. Similarly, particularly in relation to African communities, there are potential downward pressures which are not included. For example, due to the high numbers of people from Zimbabwe, a stabilised political situation there may see large numbers of the African population return home.
R3.
We recommend that the trend analysis is refreshed by the PCT on an annual basis to assist future planning.

In addition, from both SOPHID data and anecdotal comment from service providers, there appears to be an emerging issue of non-African heterosexually acquired HIV infections within Barking & Dagenham. Current figures as a proportion of the population as a whole remain very small and therefore trend analysis was not undertaken. However this may be an emerging issue in the future. Similarly the rate of increase in a single year for under 24 year olds was significant and may point to future trends.
R4
We recommend that as part of its refreshing of the trend analysis in relation to high risk communities, the PCT pays attention to any continuing trends in relation to white heterosexually acquired HIV infections both from the indigenous population and new arrivals from Eastern Europe. A similar review of trends in relation to young people should be included.
5.3.2 Prevention work

Analysis of prevention work was not included in the terms of reference for this review. However we note that in spite of its place as the PCT area with the highest rate of increase in HIV diagnoses in London, there is little prevention activity undertaken in the Borough. Indeed during the course of this review we heard from projects working with gay men that free condom distribution to their services had ceased. It should be noted that both Healthcare for London and the DH’s Next Stage Review place considerable emphasis on developing health promotion and illness prevention work and that the NHS London commissioning regime which assesses the overall performance of the PCT is developing a measure of the effectiveness of PCT’s performance in HIV prevention. We suggest that failure to address this deficit may impact adversely on the overall rating of the PCT.
In common with all PCTs in London we are aware that the PCT does invest in Pan London HIV prevention work targeted at both gay men and African communities. From discussions with local individuals and services there may be a substantial number of individuals from at risk groups who are not accessing the venues and services where these are provided and that pan London activity, whilst useful, cannot be viewed as a substitute for local action.

We note that the integrated sexual health service contract with BHRT places responsibility for undertaking or commissioning HIV prevention work. Whilst this may be appropriate for the prevention of secondary infections, for example engendering behavioural change in HIV+ patients, we have seen no evidence that the clinic will have the necessary expertise to develop an effective primary HIV prevention programme.

R5
We recommend that the PCT reviews current HIV prevention work, particularly work targeted at high risk communities, and develops a strategy that meets both the epidemiological challenges and the expectations within Healthcare for London and the Next Stage Review. 
5.3.3 Late diagnosis

We report that late diagnosis in Barking & Dagenham is significantly above the both the London average and the average for the North East Sector. Alongside the impact on the morbidity and mortality of those receiving late diagnosis it also has significant additional healthcare costs. Under Payments by Results, should the model reflect the developing pilot, those receiving a late diagnosis are much more likely to attract the higher rate of tariff.
Current suggestions for the indicator that the NHS London commissioning regime will use to assess the effectiveness of PCTs’ performance in HIV prevention relate to the incidence of late diagnosis.

Work on promoting earlier testing can often be undertaken as part of wider community based campaigns relating to HIV prevention.

R6
We recommend that as part of the review of HIV prevention activity recommended above consideration should also be given to developing a community based programme to encourage early testing for high risk groups.
In addition we note that BASHH recommends general testing of the population at the point of general practice registration and general medical admissions to hospitals (for the under 55s) where the incidence of HIV exceeds 2 per 1,000 of the population; the prevalence rate in Barking & Dagenham is more than two times this rate. We do not consider that general HIV testing within general practice would be advisable at the present time due to the lack of HIV competence within the GP community. However there may be scope to consider offering routine testing for general medical admissions. 

R7
We recommend that the PCT and BHRT consider establishing a pilot scheme to introduce routine testing for general medical admissions. 

5.4 HIV Treatment Centres
The majority of people living with HIV in Barking & Dagenham and those participating in this research receive treatment at the BHRT’s Sydenham Centre. The clinicians are held in high regard and patients feel informed and involved in their treatment decisions. However, it lacks child services, meaning that some residents have to travel to treatment services outside the Borough. It has very poor quality accommodation and the numbers of consultant staff may be inadequate for the increasing numbers of service users from Barking & Dagenham and surrounding boroughs covered by the new integrated sexual health services contract leading to long waiting times being reported. 

R8
BHRT are planning to appoint a new HIV specialist consultant. We recommend that the recruitment of this post should be prioritized and that consideration be given to developing a specialist service for children with HIV.

R9
BHRT have plans to upgrade the physical accommodation of the Sydenham Centre. However, to date we understand that no work has begun in this area. We recommend that capital investment in the Sydenham Centre should be a priority for BHRT.

The patients making use of the Sydenham Centre report very low self esteem and a range of other health problems. We did not identify any patients participating in Living Well Programmes. This is likely to be an area of recommended good practice from London Specialist Commissioning. 
R10
We recommend that BHRT in conjunction with the PCT examines the scope for developing a Living Well Programme for some patients in the Borough. We understand that the short term costs of around 10% of the current HIV+ population participating in such a scheme would be less than £150,000
.  
The Integrated Sexual Health Programme contract requires BHRT to establish and resource a service user forum. We understand that no work has been undertaken in this area by the Trust. In addition we found little evidence of Barking & Dagenham service user involvement in other services or in the development of commissioning intentions. Other parts of London, notably South London have developed a range of approaches to service user involvement that could be replicated in Barking & Dagenham.
R11
We recommend that Barking & Dagenham PCT examines current arrangements for service user involvement. In the light of the integrated contract and other developments. This may be appropriate to undertake in partnership with the other PCTs participating in this contract. 
R12
We recommend that BHRT should commence work on developing its service user forum and institute systematic methods of capturing service user views.
Whilst the clinical services provided by the Sydenham Centre as the hub and in its satellite spokes are highly regarded by service users, there could be considerable scope for a shift of some activities into primary care or community settings. This is also true of some services provided by out of borough treatment centres. Most significant of these is the scope to transfer some phlebotomy services into community settings. The workshop of service users felt that, where the patient’s condition was stable and providing there had been no significant shifts in treatment, they would welcome the opportunity to have their blood tests taken in community settings. Under the current integrated contract there may be some financial incentive to BHRT to explore greater use of outreach and the role of its Community Nurse Specialist team in this area. The poor service experienced from GPs by patients living with HIV suggests that opportunities to transfer this function to primary care providers will not be possible until the introduction of poly clinics. 
R13
We recommend that BHRT examines the development of community outreach for some phlebotomy services. 

We understand that there may be some resistance by treatment services outside the Borough to forfeit phlebotomy services to local providers as current arrangements provide valuable throughput of patients.

R14
The PCT should explore ways in which some phlebotomy services for out of borough treatment services could be provided locally.

5.5 General Practice
The experience of General Practice by people living with HIV was universally appalling. Reported problems included problems with registration, denial of service, inappropriate care and breaches of confidentiality. Reported denial of service included refusing to see registered patients within 48 hours and referral to the walk-in centre, and denial of childhood immunisation vaccinations that not only put the health of the individual child at risk but endanger the health of the whole community. HIV training has been offered to General Practice in the Borough by BHRT but there has been very limited interest. On this basis we can see no short-term opportunities for developing the role of General Practice in this area but suggest that developments will need to await the establishment of polyclinics.
R15
As a matter of urgency we recommend that the PCT, through its PEC, shares these findings with the LMC. We also suggest that the PCT should seek to develop a joint action plan with the LMC to address these deficiencies. The PCT should also remind GPs of their duties under the GMS contract in relation to 48 hour access and childhood immunisation.
5.6 Dentistry

Access to NHS dentistry was also reported as problematic for many individuals with HIV.

R16
We recommend as part of its wider work in developing access to NHS dentistry the PCT should ensure that the access needs of people living with HIV are considered.
5.7 Community Pharmacies

In other parts of the country there has been some interest in expanding the role of community pharmacy in the delivery of some HIV outpatient services, particularly phlebotomy and repeat prescriptions. There were mixed views regarding pharmacists and their capacity to develop work in this area. We received reports of one pharmacy being particularly keen to participate and develop services and of another pharmacy which was unwelcoming to (African) people with HIV having their prescriptions filled by its service.

R17
We recommend that further development of community pharmacy should be considered in the future. However we consider that development of BHRT’s CNS team in these areas may provide faster benefits.

BHRT has begun a home delivery service for prescriptions and around 50 people are participating. This is highly regarded by those individuals benefiting from the scheme. When raised at the workshop for service users there was considerable interest from a number of those not currently in the scheme.

R18
We recommend that BHRT should explore ways of further developing its home delivery service for repeat prescriptions.
5.8 Mental Health Services

Mental health problems were reported by a significant proportion of service users participating in this study. Access to mental health services was problematic for many individuals and there were few clear lines of referral. Those that had accessed community based therapies spoke highly of the service and the benefits from these services. Along with all PCTs in England, Barking & Dagenham has received additional funds to improve access to talking therapies. 

R19
We recommend, as part of the PCT’s wider work developing its plans in relation to Talking Therapies, that the PCT prioritises access to new services for people living with HIV.

5.9 Community Services
5.9.1 Role of BHRT

The new contract with BHRT places the responsibility for commissioning community based services with BHRT. In our discussions with BHRT over the summer we did not identify any clear strategy for how this responsibility would be discharged, indeed there was limited awareness of this element of the contract.

R20
We recommend that the PCT should continue to support BHRT for at least 12 months in undertaking this responsibility and should work with BHRT in developing a procurement strategy for community services, based in part on the other recommendations within this report.

5.9.2 Capitation

We have identified a significant reduction in the funding available for most community services in both real terms and more substantially in terms of funding per person living with HIV. We suggest that the strains presented by static or diminishing funding at a time of substantial growth in service demand may have contributed to the poor co-ordination between services.
We suggest that the introduction of PbR may provide an opportunity to develop a capitation based formula for funding community services
. In the longer term, should this model of capitation work, it may also provide a model for the development of personalised budgets as envisaged within the Next Stage Review, allowing individuals to make their own choice of the community services that they access.

R21
We recommend that the PCT commits to developing capitation funding and develops a model to sit aside PbR. We suggest that this model may be of interest to the DH and that the PCT may wish to consider entering into discussions with the DH with a view to securing their support in piloting this and developing personalised budgets. 

5.9.3 Clarity between Providers

We have commented in the report about the lack of clarity about the different roles of each provider. This makes referral into agencies and referral between agencies problematic. 
R22
We recommend that as part of the work suggested under section 7.9.1 both BHRT and the PCT should work with providers to further define their remits and core activities. It should be made clear to providers that resources from the PCT should only be applied to those areas of work covered by their remit and referral to the relevant provider of other services is expected.

5.9.4 Model of Care

In many cases there is a lack of clarity about the model of care or patient pathway employed by different agencies. We suggest linking funding to a capitation based upon the emerging PbR tariff may assist in this. Positive East is one of the agencies that have developed a clear patient pathway and model of care, although work implementing this model is still underway. Their model assumes that intensive activity is required at first diagnosis, with diminishing support over time except for ensuring that there is provision for times of crisis (often coinciding with changes in treatment regimes/health deterioration). This model may be of relevance to most providers in Barking & Dagenham. However, in some cases there may be a role for continued opportunities for pastoral support and social interaction due to the high levels of social isolation experienced by many individuals (e.g. the model of care provided by CARESS).
R23
We recommend that as part of the work suggested under 7.9.1 both BHRT and the PCT should work with providers to define appropriate models of care which minimise dependency and where possible link individuals into generic, non-HIV specific sources of support.

5.9.5 Personalised Care Plans and Co-ordination of Community Services
Alongside the lack of clarity of the respective roles of different community providers we have raised significant concerns about the lack of co-ordination between providers. The role of THT in brokering services and sign-posting individuals, whilst clearly addressing a major issue does not appear to have made a significant impact. It has been suggested that part of the problem is the reluctance of both health care and social work professionals to develop information sharing protocols between themselves and voluntary sector agencies. We consider that the CNS team within BHRT may provide an opportunity to address this issue if additional resources can be identified to expand this team. In addition, the Next Stage Review makes a commitment to ensure that all people with long term conditions (such as HIV) have a “personalised care plan”. Aligned to our recommendations on funding community services through a capitation linked to the PbR tariff, we consider that the CNS could play a key role in developing these plans and co-ordinating access to the range of voluntary and community services in Barking & Dagenham. The CNS has established protocols for sharing information with Adult Social Care and other NHS professionals in the area.
R24
We recommend that consideration be given to resourcing the CNS to develop personalised care plans for all individuals living with HIV in Barking & Dagenham. These plans should be refreshed at least annually or more frequently if there is significant change in an individual’s treatment regime or personal circumstances. Alongside creating personalised care plans, the CNS should be responsible for brokering referrals and signposting to other agencies in the locality. The personalised care plans could be aggregated to assist in the planning and commissioning of community services in the medium and longer term.

5.9.6 The Role of Faith Groups

During this research we have identified that the vast majority of service users identified themselves as Christians with large numbers of Roman Catholic and Pentecostal Christians. However, whilst some service users referred to their faith as providing them with some comfort there was no mention of support or succour from faith groups in the Borough, which contrasts with similar studies we have undertaken in other parts of London. We are aware that Widows & Orphans has a volunteer pastor but we found no other evidence of faith group involvement. In other parts of London the engagement of faith groups has been useful in tackling social isolation for some people living with HIV and has contributed towards campaigns promoting HIV prevention and tackling stigma.

R25
We recommend that consideration should be given to securing the engagement of appropriate faith communities in the delivery of social care services and health promotion initiatives.

5.10 Other Recommendations

5.10.1 Service User Involvement

We have identified the lack of progress made by BHRT in establishing service user forums above. The relationship of people living with HIV to the range of other services in the Borough appears to be equally passive and we found no compelling examples of service user involvement. At our final workshop with service users participants expressed considerable enthusiasm for further engagement in the planning of services and there was a strongly held desire for opportunities to participate and volunteer. The self-selecting nature of participation in this workshop may make this enthusiasm atypical of other service users in Barking & Dagenham.
R27
We recommend that the PCT undertakes further research into the scope for developing service user involvement across HIV services and the feasibility of expending volunteering opportunities for individuals living with HIV.
5.10.2 Local Authority Engagement

Local Authority services were in large part highly regarded by participants in this research. We are aware of the severe financial constraints which the Section 11 requirements have placed upon the local authority’s capacity to invest in wider services for people living with HIV. Arrangements are in place for pooling of budgets and joint commissioning. 

Changes to health and social care point to further integration of service planning and delivery. In particular from April 2009 current inspection regimes for both health and social services will be replaced by Care Quality Commission (CQC) covering both health and social care services. From 2010 CQC assessments will include the level of integration between social and health services. 
R28
We recommend that the PCT shares this report and its recommendations with colleagues in the local authority at the earliest opportunity to identify which areas can be carried forward jointly. Alongside all aspects of social care we suggest consideration should be given to joint work in relation to the HIV prevention work and service user involvement.

5.10.3 Neighbouring Areas

We have made recommendations above in relation to developing companion research to cover neighbouring PCTs in outer East London. Consideration should also be given to ensuring the early involvement of their local authorities in such work.
R29
We recommend that should further work in this area be undertaken by the neighbouring PCTs in outer East London, consideration should be given to the early involvement of their respective local authorities.
APPENDICES

Literature Review and Select Bibliography
5.11 Literature Review

There is a formidable amount of literature available on HIV topics and this short review can make no pretence of being comprehensive. It seeks rather to highlight some key documents and indicate the range of important sources of information. It should be noted at this stage that some major pieces of work are imminently due for publication at the time of writing, including:
· BASS Line 2007. Commissioned by the African HIV Policy Network, this will comprise a survey of 4,172 people looking at sexual health and HIV among African people living in Britain. details at: www.sigmaresearch.org.uk/go.php/projects/african/project39/ 
· What do you need? 2007: a health, social care, support and information needs assessment of people with diagnosed HIV in the UK: www.sigmaresearch.org.uk/go.php/projects/hiv/project36/ 
	1. Title
	Blueprint for the Future – modernizing HIV and Sexual Health Services

	Author / Publisher
	Terence Higgins Trust 2004 www.THT.org.uk 

	Description:
	Policy report written to support managers and clinicians in NHS Trusts, PCTs, Strategic Health Authorities and VCO’s dealing with HIV and STI. Covers National strategic issues and local practice. Notes below focus on local rather than national issues.

	Key Points Prevention
	· Printed information in NHS settings

· Face to face work in community settings including peer to peer education

· Expanded community clinics from point of infection

· Strengthen work in contraception services especially those dealing with teenage pregnancy

· Available condoms and lubricants in community locations used by Africans and other at heightened risk

· Sensitive programmes for those outside statutory net – e.g. overstayers

· Needle exchanges

· Targeted Vaccination for Hepatitis A & B

	Key Points Treatment
	· Walk in test and treat centres 

· Services available in a range of settings and times

· Integration with contraception services to offer a seamless service for women

· New and simpler care pathways including nurse prescribing

· Increased STI testing available at pharmacies

· Better use of telephone, text and online services


	2. Title
	Sexual Health and HIV Strategy

	Author / Publisher
	Department of Health www.dh.gov.uk/en/Publicationsandstatistics/Publications Various dates.

	Description:
	DoH website contains several key documents some of which are summarized below and links to a number of other sources, national and international which are of value. There are too numerous to effectively summarise but would be extremely valuable in researching specific topics.

	Key Points Prevention & Treatment
	Issues covered include:

· Quality standards for services

· Quality Standards for training

· Stigma and discrimination action plan (see below)

· Infected Caseworkers

· Sexual Health and HIV strategy (below)

· Record of DoH letters issued on HIV related topics

· Toolkits for service development


	3. Title
	Discrimination Action Plan

	Author / Publisher
	Department of Health, www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_4123992   Consultation paper 2005

	Description:
	Using National AIDS Trust’s “Are YOU HIV Prejudiced” and the white paper “Choose Health” as a background sets out good practice in averting and tackling prejudice. 

	Key Points Prevention
	· Integrate action to address stigma and discrimination into messages addressed to gay men and African communities

· Make accurate information available and dispel transmission myths

· Involve people with HIV in policy decisions
· Prioritise S.64 grants to address stigma and discrimination in service provision www.info.doh.gov.uk/Sect64 

· Work with other Departments

· Workforce training

	Key Points Treatment
	· Help empower those discriminated against to challenge discrimination


	4. Title
	National Strategy for Sexual Health and HIV – implementation action plan

	Author / Publisher
	Department of Health www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_4006374  June 2002

	Description:
	Review of consultation document issued in July 2001 and plan for implementing recommendations. The most recent overall strategy document.

Sets out 5 aims of policy. Broadly it favours local over national targets but does set one very specific national target in its aims.
1. Reduce HIV and Gonorrhea  infection by 25% by 2007

2. Reduce undiagnosed infections and set a national standard for GUMS

3. Reduce unwanted pregnancy

4. improve health and social care for people living with HIV

5. Reduce discrimination and stigma

	Key Points Prevention
	· National information campaign

· Dissemination of evidence

· Information and advice to general public

· Improving quality of helpline services

· Education on sex and relationships

· Prevention work with groups at special risk

	Key Points Treatment
	· Set Standards for services

· Implement three levels of service through commissioning strategy

· Develop targeted services

· Improve contraceptive services

· Tackle inequalities in access to abortion services

· Improve GUM services

· Chlamydia screening

· Increased offer of HIV/STI testing

· One stop shops

· Clarification of confidentiality arrangements

· Improve support for people living with HIV

· Reduce stigma and discrimination

· Workforce development and training

· Developing the evidence base


	5. Title
	Annual Report 2006/2007: Why Sexual Health is Cross governmental Issue

	Author / Publisher
	Independent Advisory Group on AIDS & HIV

	Description:
	Set up by the DoH in 2003, the group publishes newsletters, policy papers and an annual report. This, the most recent annual report contains a “fresh look” at the national strategy. It discusses issues of centralization, decentralization and equality. Numerous other papers are available from the same source. Although broader than HIV, its main findings are listed below.

	Key Points Under Report’s headings
	· Commissioning
· Government to set PI’s for NHS Outcome Frameworks
· Centralise PHT budgets for GP’s, GUMs, contraception / abortion, etc. & commission from the whole

· Specify percentage of total budget

· Named champions at director level

· GUM access a priority

· Training for commissioners and Government to share best practice

· Intervention

· Merging of data sources from all sources including pharmacies

· Real time data collection

· Review data surveillance to ensure it sits with commissioning 

· Develop cross departmental scorecard

· Networks

· Development of commissioning networks should be fostered

· Such networks should have PCT representation at Ch Exec. or board level

· HIV

· Government should introduce a PI seeking to reduce late diagnosis

· Increased testing

· Government to consider HIV diagnosis for exemption from NHS charges

· GP’s

· Increase HIV/STI screening

· Contraception

· Role of these services to be protected by robust commissioning

· To be a key part of post abortion care

· Nurses

· Engage with Nursing & Midwifery Council on modernizing nursing to include sexual health

· Maintain skills of nurses

· Voluntary sector

· Central Government to provide funding

· Compact to develop to have more powers to influence commissioning

· Condoms

· Guidance on advertising should be reviewed

· Commercial Directorate should procure centrally for as much of the NHS as possible

· Young People

· Sex and relationship education to be a statutory part of PHSE


	6. Title
	The Knowledge, The Will and the Power: A plan of action to meet the HIV prevention needs of Africans living in England

	Author / Publisher
	NAHIP, Sigma Research, African HIV Policy Network, www.nahip.org.uk/downloads/319.pdf 2008

	Description:
	A substantial source of contextual, factual and policy information on HIV infection among Africans living in England focused at developing a prevention strategy

	Key Points Prevention
	Strategic Behaviour
· Reduce time between infection & diagnosis

· Reduce number of transmission events by increasing deferred or abandoned sex and use of male and female condoms

· Reduce condom failure events by increasing correct use

· Increasing withdrawal and STI testing

· Increase post-exposure prophylaxis in people exposed to HIV

There are a number of behavioural aims for Africans and for partner organizations – some of the latter are below.

· Increased funding for prevention interventions
· Increasing priority by improving leadership profile

· Better collection and use of evidence

· More work with HIV-specific, African specific and other specialist agencies

· Recruit and retain board members who share characteristics with the target group

· Ensure workers have skills and attitudes to appear approachable and trustworthy

· Ensure workers, volunteers and board members can model frank and open discussion of sex and sexuality

· Ensure needs which can not met can be identified and appropriate referral are made

· Adherence to standards of equality.

There are a further 19 recommendations aimed primarily at Central Government Departments particularly focusing on asylum dispersion, prison and detention services and the position of irregular migrants who are currently not entitled to prevention or treatment services.


	7. Title
	Country and regional data reports from Vital Statistics - Gay Men's Sex Survey 2006

	Author / Publisher
	Sigma Research www.sigmaresearch.org.uk/go.php/local/gay/local06 

	Description:
	Survey results by PCT area to provide support for planners (also available for previous years). Giving detailed demographic, medical and behavioural data. 


	8. Title
	Form and focus: evaluation of CHAPS national interventions, 2003 to 2006

	Author / Publisher
	Sigma Research, 2007 (ISBN 1 872956 87 4)

	Description:
	Reports data supporting CHAPS prevention interventions for Gay men and other homosexually active men. It is a detailed evaluation of CHAPS specific interventions but some conclusions have a more general significance. 

	Key Points Prevention
	· Imagery related to the aim of the intervention is important

· Men “recognize and appreciate new information when it is presented to them directly, concisely and professionally.”

· Health promotion events need to be clearly targeted as potential audiences have such different needs


	9. Title
	The growing challenge: a strategic review of HIV social care, support and information services across the UK

	Author / Publisher
	Sigma Research, 2007 (ISBN 1 872956 88 2)

	Description:
	Report commissioned by the AIDS Funders Forum

	Key Points 
	· HIV prevalence grows continues to grow at around 10%. Currently 47,000 live with HIV

· Deaths of people with HIV stable at around 500 a year

· England has the highest rate of HIV infection in the UK with over half the people living with HIV resident in London.

· Adult men are the most represented group in people living with HIV

· 51% are white, 43% black with 89% of the black people infected being African

· Around 80% of domestically acquired infections result from sex between men.

· Lack of political priority and performance indicators is seen as an obstacle to provision of services

· Multiple roles of commissioners and the NHS being “(always) in crisis” are seen as further obstacles

· Mainstreaming of local authority services threatens the ability to meet the complex needs of asylum seekers living with HIV and increases pressure on charities.

· Charities have a great deal of experience in delivering services but needs led commissioning and the tendering of service contracts are rare

· The majority of respondents did not consider services were delivered equitably

· The majority of respondents felt service providers should target specific needs such as housing, welfare benefits, etc.


	10. Title
	L218252011 - Transitions in HIV Management: The Role of Innovative Health Technologies

	Author / Publisher
	Economic and Social Research Council (ESRC) 2007

	Description:
	“This four-part study asks searching questions as to the effectiveness of anti-HIV treatment as described in the literature, whether drug design should be more responsive to patients’ needs, whether patients’ social concerns are being adequately taken into account, and how the local and national delivery and associated support services for IHT compares between Glasgow and Central London.” It involved self monitoring of treatments use and behaviour by users.

	Key Points Treatment
	· Literature over-represents white, gay, middle class men and tends to see treatments rather than patients as failing where treatment is unsuccessful.

· ’Trizivir’, packages three drugs into one pill. Its development was “driven by likely marketing advantages”. It is problematic as a treatment and highlights the need for a “more strident, consumer-led approach to drug design”.

· HIV is only one of many issues in peoples’ lives. For anti-HIV treatment to work bio-medical knowledge and understanding must be part of all aspects of their lives.

· Effectiveness  IHTs transformed HIV care. The funding for social and practical support from community-focused local services has diminished in favour of large National organisations. AIDS wards have closed but patients attending HIV clinics are increasing. Clinicians have less time with each patient and are more focused on their technical role while psychological and socio cultural needs go unaddressed.

· Stigma and management of HIV positive identity are important issues for many people


	11. Title
	HIV/AIDS & The Law: Theory, Practice and Policy

	Author / Publisher
	Keele University http://www.keele.ac.uk/depts/la/gslgroup/research/HIVAIDSSeminarSeries.htm 2008

	Description:
	Report of a seminar series aiming to:
· Learn from each other, and so better understand, the ways in which law impacts on people living with HIV/AIDS 

· Explore the ways in which the law may impede efforts to limit the spread of the HIV pandemic 
· Identify ways in which the law can be developed and used both to improve the lives of people with HIV/AIDS, and also to reduce the spread of HIV 
Explores an area largely ignored.

Papers are available in audio format at http://www.keele.ac.uk/research/lpj/Law_HIV-AIDSProject/Pres_Papers.htm 
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6 Service User Interview Schedule
Introductory Section

Before the interview starts the interviewer should explain to you briefly the purpose of the interview, how your information will be stored and who it will be shared with. 

They should also tell you how long the interview might take and that parts of the interview will be taped. They will ask you to sign a consent form and give you a copy at the end of the interview.  

	Location of Interview
	
	Start Time
	

	Would you be happy for Michael Bell Associates to contact you after this interview to:

Attend local discussion groups 

Take part in other research conducted by MBA

Please provide a contact telephone number and/or e-mail address /postal address if you have marked any boxes above. Please tell us whether it is ok to leave a message

	Telephone:
	E-mail address and/or postal address: 




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.
How long have you lived in Barking & Dagenham?

_______ year/s _______months
4.
How long have you lived in the UK?

_______ year/s _______months
5.
Which country were you born in? _____________________

6
If you weren’t born in the UK please tell us a bit more about your immigration status:

· I am a UK citizen

· I am a citizen of another EU Country

· I am a student

· I have refugee status or special leave to remain

· I am still seeking asylum

· I have been refused asylum

· Other (Please Specify):

7.
 What is your first language? _________________________

8. 
What is your ethnic group?

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:__________________________

Mixed ■ 

□ White and Black Caribbean

■


□ White and Black African

■


□ White and Asian

■


□ any other mixed 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. 
Do you have a husband, wife, civil partner or long-term partner (boyfriend/girlfriend)?

□ ■ no

□ ■ yes

12.
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

13. 
What is the highest level of education that you have achieved?

■ □ None

■ □ Primary / Elementary School

■ □ Secondary / High School


■ □ University / College

■ □ Other Please specify:

       ______________________

14. 
Are you:

■ □ Heterosexual (straight)

■ □  Gay

■ □ Lesbian

■ □ Bisexual

■ □ Other Please specify: ______________________

15. 
Are you a Trans-person? (Transexual/Transgender – someone who has changed or intends to change their biological sex)

■ 
□  no

■ 


□ yes How do you describe yourself?

 ________________________

■ 
16. 
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

■ □ Other Please specify: ______________________

17. 
What is the gross income (before any deductions for Income Tax and National Insurance contributions) that you receive from all sources including welfare benefits, NASS payments or pensions?

■ □ Less than £96 per week or Less than £5000 per year

■ □ £96 - £288 per week or £5000 - – £14999  per year

■ □ £289 - £481 per week or £15000 – £24999 per year

■ □ £482 - £769  per week or £25000 - £39999 per year

■ □ £770 or more per week or £40000 or more per year

About Your Health

18. 
When were you first diagnosed with HIV?

 ________ month ________ year

19. 
Where were you first diagnosed with HIV?

· ■ in a GUM / STD / HIV clinic

· ■ at your GP (family doctor)

· ■ at a community testing centre (e.g. fasTest)

· ■ in hospital (on a ward)

· ■ at an ante-natal clinic (during pregnancy)

· ■ at a private clinic

· ■ other Please say where: _____________________________________

20. 
Who knows that you have HIV? (tick one on each line)

	
	Yes
	No
	Not applicable

	your partner


	
	
	■■

	your mother

 
	
	
	■

	your father ■

 
	
	
	■

	your GP (doctor)

■ 
	
	
	

	your employer

■ 
	
	
	■


	
	All
	Some
	None
	Not applicable

	your children

 
	
	
	
	 ■

	your brothers / sisters

 
	
	
	
	■

	your friends

 
	
	
	
	■

	your work colleagues

 
	
	
	■
	

	other people you live with

 
	
	
	
	


■

21 
Please tell us a bit more about why you have made the decisions you have about who to tell and who not to tell?

22.
In the last 12 months, have you had any problems getting access to anti-HIV treatments (ARVs, HAART)?

· ■ not needed any

· ■ no

· ■ yes
If yes, please tell us about these problems.

23. 
Are you currently taking any anti-HIV treatments?

· ■ no and I am not currently thinking of starting
· ■ no, but I am thinking of starting 
· ■ yes

24. Have you ever taken anti-HIV treatments?

· ■ no
· ■ yes

25 
If you are have taken anti-HIV treatments have you had any problem with them?

· ■ no
· ■ yes

26.
If you have had problems were they?

· ■ missed doses because of physical health problems

· ■ missed doses because of mental health problems (e.g. depression)

· ■ problems with medication side effects (e.g. vomiting, sleeping etc)

· ■ I just forget to take them sometimes

· ■ sometimes I can’t face taking them

· ■ I have no privacy to take them (people around me don’t know my status)

· ■ my social life interferes (hard to take them when I am out with friends / family)

· ■ my working life interferes (hard to take them when I am at work)

· ■ my doctor and I don’t always agree on the most appropriate monitoring

· ■ my doctor and I don’t always agree on appropriate treatments

27 
If you have had problems with anti-HIV treatments please tell us about the problems any help you have had in addressing these problems

28.
If you are currently on anti-HIV treatments, how many doses of anti-HIV treatments have you missed in the LAST TWO WEEKS?

· ■ none

· ■ one or two doses

· ■ three or four doses

· ■ five or six doses

· ■ seven or more doses

29. 
Do you consider yourself to have a long-term illness other than HIV?

· ■ no

· ■ yes Please say what: _________________________________________

30.
How would you describe your health?

· Feel unwell all of the time

· Feel ill most of the time

· Feel well and ill about the same amount of time

· Feel well most of the time

· Feel well all of the time

Housing

31.
Please tell us about your current accommodation. Are you: 

· A homeowner

· living with friends or family

· In private rented accommodation

· In council or housing association housing

· In supported housing

· In bed & breakfast

· In other accommodation (please describe)__________

32.
In the past 12 months have you had any problems with your housing?

· ■ no

· ■ yes 

33.
If yes, please tell us about the problems you have had

34.
Please tell us if you are getting any help with these problems and who is helping you or if you are not getting help what sort of help, if any, would you like?

Eating

35.
In the past 12 months, have you had any problems with your appetite or your ability to eat and drink?

· ■ no

· ■ yes 

36.
If yes, please tell us about the problems you have had

Possible prompts: physical health problems (e.g. problems with mouth / throat or digestion, lack of energy to cook or eat, loss of appetite or taste); ■ mental health problems (e.g. depression, anorexia, bulimia); ■ problems with medications (e.g. nausea, vomiting, diarrhoea, weight loss or weight gain); ■ financial problems (not enough money to eat well);  difficulty accessing specialist food (e.g. halal food, matoke, maize meal etc)

37.
Please tell us if you are getting any help with these problems and who is helping you or if you are not getting help what sort of help, if any, would you like?

Sleeping

38.
In the past 12 months, have you had any problems sleeping?

· ■ no

· ■ yes 

39.
If yes, please tell us about the problems you have had

Possible prompts:  physical health problems (e.g. pain, night sweats, frequent trips to the toilet);  mental health problems (e.g. worry, depression, inability to relax);  problems with medications (e.g. vivid dreams, night sweats);  outside noise or disturbance

40.
Please tell us if you are getting any help with these problems and who is helping you or if you are not getting help what sort of help, if any, would you like?

House-Work And Looking After Yourself

41.
In the past 12 months, have you had any problems doing household chores (such as cooking, cleaning) or looking after yourself (such as washing, dressing etc)?
· ■ no

· ■ yes 

42.
If yes, please tell us about the problems you have had

Possible prompts:  physical health problems (e.g. lack of energy, mobility or physical strength, pain, balance problems);  mental health problems (e.g. lack of motivation, depression, anxiety)  problems with medications (e.g. neuropathy)

43.
Please tell us if you are getting any help with these problems and who is helping you or if you are not getting help what sort of help, if any, would you like?

Mobility – Getting About

44. 
In the past 12 months, have you had any problems getting around locally (to hospital, the shops, services, or to see friends etc)?
· ■ no

· ■ yes 

45.
If yes, please tell us about the problems you have had
Possible Prompts:  physical health problems (e.g. lack of energy, mobility or physical strength, pain, cognitive or balance impairments, sight problems); mental health problems (e.g. lack of motivation, depression, anxiety); problems with medications (e.g. neuropathy); poor public transport; lack of money

46.
Please tell us if you are getting any help with these problems and who is helping you or if you are not getting help what sort of help, if any, would you like?

Managing Anxiety And Depression

47
In the past 12 months, have you had any problems with anxiety or depression?

· ■ no

· ■ yes 

48.
If yes, please tell us about the problems you have had and what you think might have caused them

49.
Please tell us if you are getting any help with these problems and who is helping you or if you are not getting help what sort of help, if any, would you like?

Possible Prompts: made life changes (e.g. diet, exercise) to help with anxiety or depression;  sought counselling or psychological help for anxiety or depression;  sought alternative therapies for anxiety or depression; taken prescribed medications for anxiety or depression; been hospitalised for anxiety or depression; been sectioned for anxiety or depression. 

Looking After Children

If you are NOT responsible for day-to-day care of a child / children please go to the next section.

50.
In the past 12 months, have you had any problems or difficulties looking after children (NOT including any childcare you get paid to look after)?

· ■ no

· ■ yes 

51.
If yes, please tell us about the problems you have had

52.
Please tell us if you are getting any help with these problems and who is helping you or if you are not getting help what sort of help, if any, would you like?

Relationships With Your Partner Or Family

53.
In the past 12 months, have you had any problems in your relationships with your partner or family?

· ■ no

· ■ yes 

54.
If yes, please tell us about the problems you have had

55.
Please tell us if you are getting any help with these problems and who is helping you or if you are not getting help what sort of help, if any, would you like?

Friendships

56.
In the past 12 months, have you had any problems with your current friendships or with making new friends?

· ■ no

· ■ yes 

57.
If yes, please tell us about the problems you have had

58.
Please tell us if you are getting any help with these problems and who is helping you or if you are not getting help what sort of help, if any, would you like?

Self-Esteem (Self-Belief, Self-Confidence)

59.
In the past 12 months, have you had any problems with your self-esteem?
· ■ no

· ■ yes 

60.
If yes, please tell us about the problems you have had

61.
Please tell us if you are getting any help with these problems and who is helping you or if you are not getting help what sort of help, if any, would you like?

Problems With Work

62.
In the past 12 months, have you experienced any problems with getting a job or advancing in your current job?
· ■ no

· ■ yes 

63.
If yes, please tell us about the problems you have had

64.
Please tell us if you are getting any help with these problems and who is helping you or if you are not getting help what sort of help, if any, would you like?

Discrimination 

65.
In the past 12 months, have you experienced discrimination from FAMILY MEMBERS, FRIENDS OTHER PEOPLE IN YOUR COMMUNITY?
· ■ no

· ■ yes 

66.
If yes, please tell us about the problems you have had

67.
Please tell us if you are getting any help with these problems and who is helping you or if you are not getting help what sort of help, if any, would you like?

68.
In the past 12 months, have you experienced discrimination from MEMBERS OF YOUR COMMUNITY?
· ■ no

· ■ yes 

63.
If yes, please tell us about the problems you have had

64.
Please tell us if you are getting any help with these problems and who is helping you or if you are not getting help what sort of help, if any, would you like?

68.
In the past 12 months, have you experienced discrimination from ANY SERVIC PROVIDERS INCLUDING DOCTORS AND OTHER HEALTH CARE PROFESSIONALS?
· ■ no

· ■ yes 

69.
If yes, please tell us about the problems you have had

70.
Please tell us if you are getting any help with these problems and who is helping you or if you are not getting help what sort of help, if any, would you like?

Drugs Or Alcohol

71.
In the last 12 months, have you felt you had a problem with any of the following drugs? (tick all that apply)

· ■ Alcohol

· ■ Amphetamines (speed, uppers)

· ■ Amyl nitrite (poppers)

· ■ Cannabis (marijuana, grass, spliff)

· ■ Crystal methamphetamine (tina)

· ■ Cocaine

· ■ Crack (rock, stones)

· ■ Ecstasy (‘E’)

· ■ GHB / GBH

· ■ Heroin (smack, ‘H’, brown)

· ■ Ketamine (‘K’, special K)

· ■ Khat

· ■ LSD (acid)

· ■ Magic mushrooms

· ■ Tranquillizers (e.g.. Temazepam)

· ■ None of the above 

72.
If yes, please tell us about the problems you have had

73.
Please tell us if you are getting any help with these problems and who is helping you

Getting Information

74.
In the past 12 months, have you had any problems accessing information about living well with HIV? 
· ■ no

· ■ yes 

75.
Please tell us a bit more about the sort of information you would like to receive and where you would like to get it from?

A bit more about the services that you have accessed

76.
Which agency has been the most helpful to you?

Possible Prompts: What are the most useful organisations or agencies that you have visited and why? What do you find most helpful about what these organisations or agencies do – or how they do it? Why do you feel that this best suits what you are looking for in a service?

77.
Which agency has been the least helpful to you?

78.
Thinking about the most helpful agencies and the least helpful agencies what were things that made it easy or difficult for you to access it in general?

79.
Was language or understanding the services an issue and what could have been done to make it better? 

80.
What elements of the service you received could be changed to better serve your specific community?

Possible Prompts: For example, cultural centre, similar ethnicity, sexual orientation of staff and clients.

81.
Was there anything that we have not talked about that made getting help difficult? (other than language etc.) What could be done to make this better?

82.
If possible please tell us three things that you would like to improve about the services you have spoken about today:

1)

2)

3)

83.
Have you got any further comments to make about getting help or about this research?

Closing the interview. This is the point when the interviewer should:

Remind you what happens next 

Remind you the interview is confidential and GENERALLY responses are aggregated – though individual quotes may well be used to give ‘flavour’ to the final report 

Ask you whether you would be prepared to be contacted if we wanted to use A SPECIFIC section of your responses as a CASE STUDY

Deal with paying you the £10 that has been agreed for expenses. Please ensure that you sign for this 

Please also ensure the interviewer has given you a consent form and that you have signed this



















� This section of the report has been prepared with data based on published reports by Barking & Dagenham PCT’s Public Health team, the London Borough of Barking & Dagenham’s demographic data contained in their Community Plan and supplemented by other material on their web-site and the Borough profile produced by the London Health Observatory (2008).


� In summary we characterise health inequalities as the poorer than average health outcomes for the resident population and health inequities as the poorer than average distribution of resources and access to quality healthcare. 


� In all cases figures in this paragraph are based upon findings contained in the forthcoming “Sex & Our City – Sexual Health Indicators Report” authored by the Health Protection Agency and the London Health Observatory. At the time of preparing this report the “Sex & Our City Report” is in draft form and figures are based upon a pre-publication document; figures should be checked for accuracy against the final published document which should be available in late November 2008.


� “Sex & our City Report”, HPA/London Health Observatory, August 2008.


� Developed by the Office for National Statistics. Accessed at � HYPERLINK "http://www.statistics.gov.uk/downloads/theme_population/2004_BasedProj_Revised/InteractivePDF_Revised2004-based%20projections.pdf" ��http://www.statistics.gov.uk/downloads/theme_population/2004_BasedProj_Revised/InteractivePDF_Revised2004-based%20projections.pdf�


� Making it Count.  A collaborative planning framework to reduce incidence of HIV infection during sex between men. Page 12


� Estimated on average at 1 in 8 gay men - Medical Research Council’s Social and Public Health Sciences Unit, Glasgow and the Centre for Sexual Health and HIV Research, UCL London 2005, accessed at � HYPERLINK "http://www.aidsmap.com" ��www.aidsmap.com�


� � HYPERLINK "http://www.statistics.gov.uk/StatBase/Product.asp?vlnk=14238" ��http://www.statistics.gov.uk/StatBase/Product.asp?vlnk=14238�


� The Knowledge, The Will and the Power, A Plan of action to meet the HIV prevention needs of Africans living in England


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


� ONS Male Population Projections, Gay Male estimate at 2.6% , 12.5% HIV positive prevalence estimate


� It should be noted that different government departments and agencies use different bases for calculating the number of gay men in the population as a whole with the ONS figure being amongst the most conservative. For example, should the current Department of Communities and Local Government estimate be applied to Barking & Dagenham the estimates above would double.


� This data is also drawn from the draft LHO/HPA “Sex & Our City” see footnote above in relation to checking data in final published report.


� The HPA estimates that nationally 38% of Africans living with HIV are undiagnosed (Testing Times, 2007)


� The HPA estimates that nationally 31% of Black Caribbean Africans living with HIV are undiagnosed (Testing Times, 2007)


� As contained in the 1948 National Assistance Act but with entitlements for certain groups heavily restricted in recent immigration and asylum legislation and further modified by case law.  


� Section A, Clause 6.


� Alongside reducing the mortality and morbidity arising from late diagnosis, early diagnosis can enable people to 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.


� This Spring BHIVA announced new guidance to clinicians to consider starting ART when a patient’s CD4 count drops below 350 rather than previous guidance of 200. In some areas of London it is anticipated that this will lead to a significant increase in the numbers on ART and prescribing cost pressures.


� See � REF _Ref203296497 \r \h ��3.5� above for a brief description of ‘Section 21’.


� Michael Bell Associates have been undertaking a similar study into the needs of people living with HIV at the same time as this study for Barking & Dagenham. 


� The London Specialised Commissioning Group estimates the cost per enrolment in Living Well training at around £380 per person. Additional costs would be incurred in establishing, promoting and sustaining this programme locally.


� The table below provides an illustration of how a capitation formula for community services could operate. Please note the tariff is purely indicative and does not represent our recommendation for the level of funding.


 �
CD4�
No. of People�
Tariff�
Total�
�
New Diagnosis�
 �
100�
 £   1,000.00 �
 £   100,000.00 �
�
Stable & Low viral load�
>350�
200�
 £      250.00 �
 £     50,000.00 �
�
Stable & Medium viral load�
201-350�
60�
 £      500.00 �
 £     30,000.00 �
�
Symptomatic�
<200�
40�
 £      750.00 �
 £     30,000.00 �
�
AIDS�
N/A�
30�
 £   1,000.00 �
 £     30,000.00 �
�
 �
 �
 �
 �
 £ 240,000.00 �
�
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