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INTRODUCTORY SECTION

BACKGROUND
1.1 Purpose of this Report
In the Spring of 2008 Mid Essex PCT commissioned Michael Bell Associates to undertake research into HIV prevalence within high risk communities in Mid Essex.  The research was prompted by a number of factors:
· Numbers of people living with HIV in Mid Essex is increasing. Research is needed in order to identify the needs of the population that is most affected, and to enable appropriate services to be planned for and provided. This will ensure that the unmet needs of this community can be provided for. 

· Statistics, both locally and nationally, suggest that there is an increase in the numbers of Black and Minority Ethnic communities within this area, particularly women who have difficulty in accessing services with confidence.

The research was designed to better understand the HIV population within Mid Essex and Inform the development of service delivery options that better reflect the needs of that population, taking into account both the religious and cultural needs of individuals and families infected and affected. 

The aims and objectives of the research were to:
· To establish data on the numbers of people with HIV in Mid Essex

· To ascertain the groups of people that are living with HIV in Mid Essex 

· To determine the need for services

· To establish what the main requirements are for that service

· To assist other services in reaching local and national targets for sexual health 

1.2 Methodology

In undertaking this research Michael Bell Associates applied a simple methodology. The inception phase was based upon desk-based analysis of statistical information, this included the examination of:
· Data on HIV diagnoses over a four year period (2002/06)

· Data on the use of treatment services by people diagnosed with HIV in Mid Essex

· Demographic data on the resident population drawn from local authority sources and from the Office for National Statistics over the period 2001-2006.

· Relevant literature (see Appendix).

· Data on current commissioning patterns for out-patient services

The second phase included consultation with key stake-holders in the local area, including service providers and social services and focus groups with people living with HIV.
The findings from the above activities were reported in a discussion document prepared in June 2008 and discussed at a Co-operative Enquiry Workshop in July 2008 comprising commissioners and service providers. This event was designed to test, validate and refine findings and to develop options for future service development that addressed the needs identified. 

Following on from this event , this Report has been produced which contains the findings and recommendations from the research.

CONTEXT & FINDINGS
HIV PREVALENCE IN MID ESSEX
1.3 Mid Essex Overview

Mid Essex covers three local authority areas: Braintree, Chelmsford and Maldon. It has a population of 359,663. However population growth is high, particularly in Braintree and Maldon and by 2028 the population is expected to grow by around 60,000 with an estimated total population of around 420,000. In common with many other parts of England this growth will be disproportionately in the over 60 age group – one of the groups at least risk of HIV infection. 
Historically the area has not had an ethnically diverse population and currently just over 2% are non-white. In spite of some growth in different ethnic populations in recent years the percentage of people from non-white communities in Mid Essex is slightly less than other parts of Essex (around 3%), significantly less than other parts of the Eastern Region (around 5%) and substantially less than England as a whole (just under 9%).

Using the Government’s calculations of deprivation, the Index of Multiple Deprivation (IMD), Mid Essex is in the least deprived quarter of England. General health outcomes reflect this low level of deprivation with above average life expectancy and lower rates of morbidity (illness). Overall averages do mask significant variations across the area, for example life expectancy in some parts of Chelmsford is seven years higher than in some parts of Maldon.

Data from the Health Poverty Index which measures current health and future health potential provides a better than average picture for Mid Essex against most indicators. However, all areas of Mid Essex fare worse than the rest of England in resourcing for preventative care, social care and local government.
1.4 Predicted Trends in HIV Prevalence
Over the past four years (2002 to 2006) the number of people living with a diagnosed HIV infection has more than doubled from 60 to 128. Based upon Health Protection Agency (HPA) reports we can assume that the number of people living with HIV, including those undiagnosed and those unaware of their status is considerably higher than this figure. 

This section examines trends in HIV diagnoses and other demographic data, along with national data on HIV prevalence to estimate both current numbers of people living with HIV (both diagnosed and undiagnosed) and possible future trends to 2012. 

Four communities are traditionally seen as at high risk of HIV infection: people from Black African communities, those of African Caribbean heritage, men who have sex with men
 and Intravenous (IV) drug users. In preparing this analysis we excluded people of African Caribbean heritage as the numbers in the general population were so small and we also excluded IV drug users from detailed analysis because the number acquiring infection through this route were small and did not appear to change significantly over the four year period of study. We did prepare initial estimates of those from the other two key risk groups. In addition, following our initial analysis we added analysis of white people who had acquired HIV infection through heterosexual sex as this appeared to be a significant area of growth.

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 Black 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 that the average annual percentage increase is constant from 2007 to 2012, which is probably unlikely. However it does provide a reasonable tool for calculating possible rates of infection in future years.

1.4.1 Gay Men and HIV Prevalence

The charts below represent the estimated number of HIV positive gay men living in Mid Essex between the years 2004 and 2012.
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Table 1: Estimated Numbers of HIV+ Gay Men (2004-2012)
The chart above represents the number of diagnosed HIV positive men whose route of infection originated from engaging in sex between men. 
The blue line 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 Mid Essex, the average annual increase of HIV diagnoses for sex between men is 8%. Using this estimate, 40 men will be diagnosed and living with HIV in Mid Essex by 2012. This is an increase of 42% when compared with 2006 SOPHID data.
The red line is based upon HPA calculations of the number of gay men living with HIV who are undiagnosed. In all cases we have assumed that this proportion remains constant, however, it should be noted that the blue line includes newly acquired infections and people being diagnosed for historic conditions. Effective pro-testing campaigns could reduce the proportion of people living with HIV who are unaware of their status.
Please note that in preparing this section we also prepared figures estimating the numbers of gay men living with HIV based upon Government estimates of the numbers of gay men in the community and the HPA’s national figures for HIV prevalence amongst gay men. This provided estimates of HIV prevalence figures many times higher than the above but did not appear credible in the light of current rates of diagnoses.
1.4.2 White Heterosexuals & HIV Prevalence

Following initial analysis it was decided to include analysis of HIV infections acquired through heterosexual sex between white men and women as this has shown a significant increase in recent years. 
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Table 2: Estimated Number of HIV+ White Heterosexuals (2004-2012)

We have not made an estimate of the numbers of people living with HIV who have not been diagnosed for this community. Figures from the HPA suggest that the proportions undiagnosed are less than those for higher risk communities, but these figures may underestimate numbers by around 20%.

1.4.3 Black African Communities and HIV Prevalence

The chart below represents the total number of Black African Men and Women living in Mid Essex who have and will be diagnosed with HIV between the years 2004 and 2012. 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 Mid Essex, the average annual increase of HIV diagnoses for Black African men is 9%; for women it is slightly higher at 14.1%.
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Table 3: Estimates of HIV+ Africans Living with HIV Diagnosis (2004-2012)
The second table in this section provides an estimate of the total numbers of Black Africans living with HIV, whether diagnosed or undiagnosed, and is based upon HPA estimates of overall prevalence.
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Table 4: Africans Living with HIV Including Undiagnosed (2004-2012)
1.5 Implications for Service Provision

Our trend analysis, which includes both diagnosed and undiagnosed people living with HIV, suggests that Mid Essex 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 300 and those diagnosed could exceed 220.  This increase will be driven in large part by both population growth in the area 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 128 people currently diagnosed with HIV in Mid Essex there are likely to be at least a further 30 African people and gay men 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 Social Services, 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 fulfil the other eligibility tests. Further increases in those eligible for this support by virtue of their HIV disability will have profound implications for the social services’ budget
. 

2 CURRENT PROVISION
2.1 Commissioning Intentions & Current Service Level Agreements

Since 2002 the number of people living with HIV who are resident in Mid Essex has more than doubled, from 60 to 128. Throughout the region funding is largely based upon historical precedent, reflecting patterns of funding established under the AIDS Support Grant regime (i.e. based upon population and the number of GU services). Within Mid Essex the GUM operates from three sites but these are treated as a single entity; unlike GUM services in neighbouring PCT areas. 

In the current year total PCT spending on HIV treatment and care is expected to be approaching £1.5million. The PCT funds Anti-Retroviral Treatment (ART) and associated blood work (e.g. cell counts etc) and provides approximately £236,000 to Genito Urinary Medicine but does not fund other services. Treatment and care services in the PCT area are provided by the Mid Essex Hospital Trust through its GUM service at St John’s Hospital and its Chest service at Broomfield Hospital. The GUM service is funded through a block grant and other services are funded on an open access basis. 32 patients opt for services from London treatment services which are funded through Specialist Commissioning.

Over the past five years the numbers of people seeking treatment within the PCT has declined from three quarters of all patients (75%) to less than two-thirds (62%) in 2006. Those opting for treatment in London have doubled from 12% to 25% over the same period. 

Following its failure to meet the National GUM 48 hour access target the GUM was subject to a critical review by the National Support Team. This has led to dramatic changes in clinical practice with a shift to nurse-led clinics and a major expansion in services accompanied by an investment in both staff training and capital. The service is seen as having a very dedicated and motivated staff team which is evidenced by very high staff retention rates. The service now successfully offers appointments to 100% of callers within 48 hours although the numbers seeking to make appointments within 48 hours is below target
. These changes in practice, capacity and premises may impact upon the proportion of people using their HIV service and, if this has led to increases, should be reflected in the SOPHID data for 2007 which will be available from late Summer 2008. 

[image: image5.emf]Treatment Sites 2002

37%

38%

8%

5%

12%

Chelmsford - Broomfield (Chest) Chelmsford - St John's (GUM

Other East England Other 

London Hospitals


Chart 1: Treatment Site Usage 2002
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Chart 2: Treatment Site Usage 2006

The PCT sees a need to further increase the local capacity of treatment services at both the GUM and elsewhere. It is currently examining the scope for commissioning locally enhanced services from community pharmacists with potentially commissioning Level 1 services from a range of providers and up to three pharmacists commissioned at Level 2
. These contracts could include HIV treatment services for blood count monitoring and prescription renewals for asymptomatic patients. The risks to the trust of leaving them with only the most expensive cases is acknowledged and the PCT is considering ways of addressing this concern. 

The PCT does not currently commission any community or related care services and has very weak links with Social Services which it wishes to strengthen. The absence of substantive links between the PCT and Social Services in this area was a matter of critical note in Social Services recent Commission for Social Care Inspection (CSCI) report.
The majority of HIV prevention work is undertaken through generic services. For example, the PCT funds a “c-card” free condom service for the under 20s, which, whilst primarily focused on tackling teenage pregnancy includes some elements of HIV prevention. There is one specific HIV prevention service funded across a number of Essex PCTs for gay and bi-sexual men: Action for Men receives a total of £55,000 p.a. to undertake this work and related work on promoting good mental health.

There have been a number of one-off HIV prevention initiatives but no sustained actions. No resources are targeted at HIV prevention amongst African communities in the PCT area.

3 THE NEEDS OF SERVICE USERS
3.1 Profile of Interviewees
As part of the research process we arranged three focus groups. In the event two focus groups were held
 with a total of 14 participants – equivalent to around 10% of the number of people living with an HIV diagnosis in the area
. 
Two thirds of the participants in the focus groups were female (9 women) and almost four fifths were in the 30-44 age range (11 people). This was seen by key stake-holders at the co-operative enquiry workshop as broadly reflective of the community of HIV+ in Mid Essex.

Five different nationalities were reflected amongst participants; including British born (5 people), Irish (1), South African (1), Kenyan (1) and the largest national group – Zimbabwean (6).
The ethnic breakdown was 43% white (including British & Irish ethnicity), 50% Black African and 7% (1 person) defining themselves as mixed race “white and black African”.

The sexuality of participants was: 57% heterosexual, 21% homosexual and 21% bisexual.

The level of educational attainment amongst participants was high with 71% (10 people) having been to university. However the level of income was very low: 4 people had an income of less than £5,000 per annum and none earned more than £25,000. Half of all participants were not allowed to work because of immigration reasons.
The slow process of the immigration and asylum process was of concern to many. One participant commented:

I think the only thing we would like is for the Home Office to consider that having HIV cuts your life expectancy and thus find a way to fast-track our applications.
  I have been waiting for the past 6 years, and I’m still waiting.  Surely the RSPCA takes better care of animals than HIV infected black Africans

The mean average that people had been diagnosed as HIV+ was six years, but there was wide variation with one participant reporting that they had been living with HIV for more than 10 years and another for only 4 months.
People reported a range of other health concerns including both physical and mental health problems. One participant reported that they were currently being treated for clinical depression.
The other profiling questions asked of all participants highlighted high-levels of social isolation. Only two were living with children and the majority lived alone. Only one person reported that they had a partner, whilst the vast majority (78%) reported that they did not have a partner
. 

3.2 Getting Information
Participants were asked where they currently go for information about living well with HIV. Terrence Higgins Trust (THT) and Positive East (based in Stratford) were mentioned most often. Other sources of information included the Zimbabwe Women’s Network, Positive Place (Lewisham/Greenwich border) and their treatment centre clinics.

They were generally happy with the information provided. A clear preference in one group for information from THT rather than clinics was expressed. One participant commented that they made use of the internet but this is limited because sometimes “specific things need specific answers”. The second group felt personal introductions to groups from other service users was important because then you could trust the information provided.
3.3 Social Networks & Support

We noted above that only one participant reported that they currently have a partner. For many participants stigma presented a real barrier to forming trusting relationships where they could be open about their status. A number of participants chose only to disclose their status to relevant health professionals: 
I choose to tell my doctor and the nurse and nobody else
Others saw openness as important but were still very anxious about revealing their status:

Everybody matters, it is a trust issue, who is a gossip and how are they reacting? While you tell somebody else it is in your control and when you talk about it you lose control… you have to take it into consideration, you can’t tell who you want.

Yes, there is a barrier you don’t say everything, in fact, it is hard to have a strong relationship.
For many of the participants decisions to tell other members of their families about their status presented a major challenge – whether their family was in the UK or overseas. 
I told my sister, my brother and not my mum because it will be a disaster

I told my parents - because having a 10 year boy, in case something happens to me, my parents have the right to know

I told my mum, my sister and brothers [all my family] except my child.
Even friendships were sometimes threatened by revealing HIV status. One participant said that she “makes a choice to be isolated because the more you stay away, the better” another added that she has “isolated myself from my friends”.
Fear that their HIV status would be revealed was of great concern to many of the participants. One participant said: 
Having an infection with a spleen, I was admitted to the hospital for a week 
and some friends knew about it.  I had text messages all over the place
 saying that I had HIV.

Opportunities such as these focus groups were appreciated as they provided a chance to meet other people and not be afraid of others knowing that they had HIV. 
3.4 Social Welfare Problems
Accommodation was a major concern for a number of the participants:
I live in a shared accommodation with 6 men.  Some of those men come to knock to my door drunk and I asked them what they want they say they want to make love… Stress is a problem related to the housing, I talked to the social worker because the landlord would not do anything.

 I have to leave the house because social service didn’t pay the rent and I was waiting for the response of the Home Office.  I didn’t know where to go and what to do because I was coming from the hospital
.

 I am living in a shared house and the place is dirty.

Both THT and social workers were identified as the only source of help and support with these problems.

A number of participants felt that getting a job would be the greatest help with these problems. However, half of all participants were not permitted to work because of their immigration status. Others commented: 

To get a suitable job for some people is difficult.  To find a job that is part-time for reasonable money is difficult due to health problems, stress, no energy 
or due to depression.

3.5 Anti HIV Drugs

Participants were asked if they were taking anti-HIV treatments and if they had any problems with them. Common responses included:
Yes, change of habits, hallucination, and insomnia or no decent nights sleep
I forget taking the medication
The problems of HIV medication alongside medication for other conditions were noted by a number of participants:

people try to change medication because they have other health problem issues like asthma or arthritis
I am diabetics due to medication and the doctor always said to me, the sugar will kill you and I don’t like it at all
I had to change medication because I have had allergy.

HIV consultants were viewed as very responsive to these needs. The following quote is typical of the ease with which medications could be changed:

two years ago, the medicine I took changed my countenance and I wrote to the consultant and they changed them

3.6 Other Health Issues

In one focus group all of the participants, and, in the second focus group, most of the participants, identified a range of other health problems. This is reflected in the comments about HIV drugs and their potential side effects when taken with drugs for other conditions in the previous section. Other complaints they identified included the inability to sleep and eat, to depression and blood pressure.
One participant commented that he was receiving help from his GP and from his HIV consultant:  

…But, there is no continuity between services; it could be months before information is passed on someone else.  To see a gastro specialist you need to wait for a letter confirming an appointment.

3.7 Getting on with Life

Participants were asked how well they were able to cope with everyday life. The most pressing concern affecting their ability to cope was problems with transport.

Here in Essex, they don’t give nothing even bus money… but a GP could facilitate a bus pass, if you don’t have your own money you are stuck.
In Essex we need bus fares and the transport is expensive.  Transport is a big problem.  We need money to go to see a lawyer, to go to see a social worker or THT.

For many the answer to these problems lays outside the remit of the PCT or voluntary organisations:
Let us go to work …it is like hands are tied and it is uncertain who is on your side
3.8 Views of Services Accessed

Participants expressed enthusiasm about a number of organisations. THT and Positive East were mentioned most often but other organisations in London were also rated highly:
Positive East is good, they give hot meals not just sandwiches 
and they give trainings
At Widows and Orphans, they have a club for dancing.
In Essex, the best organization is THT but they need more funding to get more facilities… they need a microwave and a space where we could eat.
THT has been helping in counselling and with funds from Crusaid.
Being in Colchester, I would like to move and come to THT.
Money for transport has been a big issue …THT pays bus fares to go the solicitor

3.9 Other Comments

Participants were asked to identify any other issues at the end of each focus group. Comments received included:
When there is a crisis and someone needs money quickly you have to wait because you don’t have a choice
Social services should check concerning housing not just pays to landlords, they need to pay after checking if the house is viable or not.

Crusaid should have a good relationship with social services to help people with the problem of housing.

A fast track process for Home Office should be available for people then people don’t need to wait nearly all their lives – I’ve been waiting since 2002 and there is still no decision yet.

4 CHANGES IN THE COMMISSIONING CONTEXT
4.1 Next Stage Review

The Government’s “Next Stage Review” was published during the course of this research. It promises significant reform of the NHS and confirms the route of travel as a fundamental shift in activity to primary care and greater emphasis on health promotion and well being.

4.2 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 hat will pilot this in three NHS sites in the Autumn 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
	
	51%
	 £  8,000.00 
	 £   520,000.00 

	Medium Level
	201-350
	
	31%
	 £10,000.00 
	 £   400,000.00 

	High Level
	<200
	
	17%
	 £12,000.00 
	 £   252,000.00 

	
	
	
	
	
	 £1,172,000.00 

	
	
	
	
	
	

	Asymptomatic
	
	
	54%
	 £  8,000.00 
	 £   544,000.00 

	Symptomatic
	
	
	28%
	 £10,000.00 
	 £   350,000.00 

	AIDS
	
	
	19%
	 £12,000.00 
	 £   288,000.00 

	
	
	
	
	
	 £1,182,000.00 


Table 5: Possible PbR Implications
4.3 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. The charts below illustrate the impact in Mid Essex (based upon the CD4 counts for patients in 2006).
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Chart 3: Impact of BHIVA Guidance on the Proportion of Patients on ART

CONCLUDING SECTION
CONCLUSIONS & RECOMMENDATIONS
4.4 Numbers of People Living with HIV

The report set out to establish the numbers of people living with HIV in the Mid Essex area. The report identifies 128 people living with an HIV diagnosis and receiving treatment in Mid Essex. Using national data on prevalence in at risk communities we estimate that at least a further 30 Africans and Gay men are likely to be living with undiagnosed HIV, in addition there may be other undiagnosed HIV in other communities, particularly heterosexual white people, which will further increase these numbers. 
It should be noted that Mid Essex has not invested significantly in promoting HIV testing amongst at risk communities. On this basis the numbers of people living with undiagnosed HIV presented above are likely to be an underestimate.

The profile of people living with diagnosed HIV in Mid-Essex now differs considerably from the national picture. People from African communities are by far the largest single community affected by HIV and gay men account for less than one in five of all diagnosed cases.

Other groups at high risk do not appear to be significantly affected. The size of the community of African Caribbean heritage is very small in Mid Essex and this is reflected in HIV diagnosis with no individuals from this community currently diagnosed or in treatment. Similarly, Intravenous drug users are not represented in the figures of those affected, in spite of social services identifying drug misuse as a problem in the area.

People who have acquired HIV through heterosexual sex form a more significant proportion of those living with HIV than in most other areas and at 18% of the total diagnosed population are of comparable size to the numbers of gay men infected.
Over the past four years (2002-2006) the rate of increase in the HIV diagnosed population has exceeded 100%. Within this report we examine trends to provide estimates of the numbers of people living with HIV including both diagnosed and undiagnosed numbers.
Predicting the future growth of HIV is fraught with problems for each at risk community. This is particularly the case in Mid Essex where much of the growth of HIV has been as a result of the inward migration of African people, the vast majority of whom acquired HIV overseas. In this report we have used a variety of methodologies (see section 2.2) to produce an estimate of the possible future trends and  provide a simple narrative in this section:
· For gay men we suggest that the numbers living with an HIV diagnosis are likely to be around 40
. 
· For white heterosexuals we suggest that the numbers living with an HIV diagnosis are likely to be around 39.

· For Africans using trend analysis we suggest the numbers living with an HIV diagnosis could be around 149. However, these figures are largely driven by migration and the rate of entry to the UK is dependent upon a wide range of other factors. For example, it would appear that Mid Essex is home to a large number of migrants from Zimbabwe, the country with the highest rates of HIV prevalence in Africa. Should a political settlement be reached in Zimbabwe both new arrivals and current residents from Zimbabwe may drop dramatically.

Concerns were expressed that newer migrant communities, particularly from the European Union accession states, may not yet appear in the figures, but could be significant in the future.

We consider that it is reasonable to assume that by 2012 the number of people living with HIV in Mid Essex could exceed 300 and the number diagnosed and in treatment could exceed 220. 
On these figures, assuming similar growth in neighbouring PCTs in the East of England, the development of a local specialist HIV treatment centre, rather than the continued purchase of care from London centres, may be appropriate. (The proportion accessing care locally through the chest or GUM service has declined from almost four fifths in 2002 to less than two thirds in 2006). However, if figures continue to be driven by migration, particularly where an individual’s right to remain in the UK long-term is in question, the impact on the viability of a local HIV treatment service of significant numbers of individuals returning home will need to be factored in.
Recommendation 1
Mid Essex PCT, along with neighbouring PCTs, should actively monitor increases in the numbers of people living with HIV on an annual basis and, should current upward trends persist, examine the viability of commissioning local treatment services to meet these needs.
The PCT has not invested in a specific campaign to promote HIV testing beyond its current contract with GUM. The numbers of people living with HIV but as yet undiagnosed may be significant. Because of the impact of late diagnosis, both the health outcomes for individuals and future costs for the PCT (particularly in the light of likely differential costs under PbR) may be improved by investment in a community testing campaign. 
Recommendation 2

Current figures suggest that the African community should be a priority for such a campaign and that some resources should also be targeted at gay men. In addition, work should be undertaken to profile the high numbers of white heterosexuals acquiring HIV to see if a community based pro-testing campaign is viable.
Recommendation 3

Alongside community campaigns to promote testing we consider that improved access to testing in the community could be a feature of future services. THT’s office in Chelmsford is well placed to be developed as a sight for community testing in the future and consideration should be given to providing the capital to develop the site and ongoing revenue funding for this service.

4.5 The Need for Services
The research highlighted high levels of need amongst those living with HIV. Many individuals have uncertain immigration status and as a consequence have limited access to income and good quality accommodation. Levels of income for all participants in the focus group were below the national average, and in many cases were at subsistence only levels.
The recent House of Lords ruling 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.

Alongside HIV, many individuals had a range of other health problems, both physical and mental. Participants did not identify problems in accessing health services in relation to physical ailments. However, access to mental health services was problematic for many.
Recommendation 4 

The PCT needs to liaise with colleagues in mental health services to ensure appropriate access is available for people living with HIV.

There were limited sources of information on living with HIV in the area and individuals did not always trust or understand clinicians.

Social isolation was, perhaps, the most significant challenge facing people living with HIV in Mid Essex. This is exacerbated by the stigma attached to HIV in many communities, the high cost of transport and low incomes and the uncertain immigration status of many. 
The development of the service by THT in Chelmsford has been seen as a significant development for many in terms of helping them with specific social welfare problems, providing information on living with HIV and in tackling their social isolation.
The complex and interconnected problems faced by many individuals may lend themselves to a case management approach with each individual being provided with a (social) care plan and case manager to assist with access to other services. The likely model for PbR provides an opportunity to develop complimentary social care models focusing on the stage of an individual’s journey (e.g. diagnosis, developing treatment options, stability, crisis etc.), potentially with different levels of remuneration attached to each stage.

The rise in the numbers living with an HIV diagnosis has been rapid in Mid Essex, and we suggest that it this is likely to continue. However, because so much is driven by migration it could also drop. We strongly suggest that any funding for community based care should be determined upon a capitation formula so that funding increases (or decreases) in line with patient numbers. This formula could be based upon a similar model to PbR: for example support needs are likely to be greater in the first year of diagnosis or when a patient becomes sick than they are when a patient’s health is stable. In the longer term such a model could be developed to provide individuals with devolved budgets allowing them to choose their service provider in line with similar moves to “personal budgets” in Social Services.
Recommendation 5
Consideration should be given to investing in a community based service that can provide a social care management service to help people with specific social welfare problems, providing information on living with HIV and in tackling their social isolation. Longer term consideration could be given to aligning the structure of this service with the model currently emerging for PbR.

4.6 Moving Towards Best Practice
It is widely recognised that a key component of best practice in relation to HIV services is the co-ordination of efforts between different agencies. We have made recommendations above for a case management approach to ensure that individual packages of care are systemically designed and better co-ordinated on the ground. However, within Mid Essex, whilst the relationship between the PCT and Social Services are good in terms of on-the-ground work there is little at a strategic level.

CSCI made critical observations in its report on social services about the lack of strategic co-ordination between social services and the PCT, and there is little joint work on HIV contributions to the development of the Local Area Agreement, joints needs assessment and joint area review (JAR). HIV services need to be represented in the JAR but currently this is not the case.

Recommendation 6

Mid Essex PCT and Essex Social Services should examine ways of developing current good operational working relationships into a strategic alliance to inform the planning of services. We suggest that the community based services in Recommendations 5 could be jointly commissioned to provide a starting point to this relationship.
During the course of this research the Department of Health produced its Next Stage Review based upon the work of Lord Darzi. This has confirmed the route of travel of health services for more community based activity shifting services from the acute sector into primary care settings.
This research did not examine the scope for developing GP specialists in HIV within Mid Essex, but this may merit examination in the future, particularly if the trend in the increase in numbers continues. There may be scope for commissioning locally enhanced services from community pharmacists. Depending on decisions regarding community services above, some of these locally enhanced services could be provided from THT’s premises. 

Whilst many acute services are keen for individuals to receive all services through their clinics there is scope to relocate some services, particularly phlebotomy for some patients who are stable, into community settings – this should improve accessibility for patients and provide a more cost effective service. Fears amongst the acute sector that they would be left only with expensive, complex cases should be addressed in current developments in relation to HIV where patients with new diagnosis or complex and unstable conditions would generate differential tariffs from those whose condition was stable.
Recommendation 7

The PCT should examine which HIV out-patient services could be relocated to community settings for certain groups of patients. We consider there is a good case for examining services such as phlebotomy as potentially being relocated to community settings. 
Finally, the Next Stage Review places considerable emphasis upon the need for the NHS to invest in health promotion and disease prevention strategies. This research was focused upon people living with HIV rather than prevention services. However, in the course of this work we identified that only limited resources have been assigned to HIV prevention work and no specific funds have been assigned to support work with African communities. The settings and methods of prevention work are often similar to those used in community campaigns to promote testing. 

Recommendation 8

As part of the development of the campaign to promote HIV testing recommended above we suggest that the PCT should review current arrangements to support HIV prevention work and consider increasing its investment in this area with regard to high risk groups.

APPENDICES

The National Strategy for Sexual Health & HIV

The National Strategy for Sexual Health and HIV was released for consultation in July 2001 by the Department of Health. The Strategy Implementation Plan was published in June 2002. The Strategy sets 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. 

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.

Further Reading

4.7 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:
	DH 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 DH 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 Gonorrhoea  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 DH 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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� In most cases for ease of reading we have referred to men who have sex with men as “Gay Men”. It should be noted that homosexually acquired infections may not occur only in men who identify as gay but includes those who identify as bisexual, or in some cases identify as heterosexual but who do or have had sex with other men.


� 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.  


� At the time of writing the House of Lords has made a judgement on Section 21 which may reduce the liability upon Social Services to provide accommodation support under Section 21. The implications of this judgement have not yet been calculated but may reduce the burden on local authorities whilst increasing the burden on other agencies.


� An internal study undertaken by the PCT based upon survey returns from those patients not seen within 48 hours provides substantial evidence that this is a result of patients exercising choice and not prioritising early access to treatment, even where they are symptomatic.


� See Appendix section below for a description of the services included at Level 1, 2 & 3.


� On 17th June 2008 and on 30th June 2008.


� Two of the participants came from outside the Mid Essex area: Southend and Witham.


� Two people chose not to answer this question.


� It should be noted that this may be a significant underestimate, we omitted figures based upon estimates of prevalence and estimates of the total gay population as this would indicate an HIV+ population many times the size of current numbers.
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