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TUESDAY 23 JULY 2002
Members present:
Mr David Hinchliffe Julia Drown
John Austin Sandra Gidley
Andy Burnham Dr Doug Maysmith

Jim Dowd

(In the absence of the Chairman, John Austin was called to the Chair)

Memorandum by the National AIDS Trust (SH 41)
SUMMARY

Rapid escalation of HIV and ST1 rates indicate that England faces a public health crisis in sexual health.
The National Strategy needs 1o be backed by significantly more resources and grealer political commitment
to avert further public health harm. The Strategy needs to radically increase its breadth beyond health services
issues in order to represent a whole of Government response Lo this deepening crisis. The Strategy’s
implementation should be driven forward by a National Service Framework on Sexual Health and HIV so
as (o ensure that sexual health and HIY services receive adequaie priority ai local levals,

NAT

1. MNational AIDS Trust (NAT) is a registered charity and the UK's leading HIV/AIDS policy and
advocacy organisation. We work in partnership with voluntary and statutory sector agencies across the UK
to promote policies which are responsive to the needs of people living with HIV and communities most
affected by the epidemic. Our work is informed by a human rights framework and we address both domestie
and global policy aspects of the epidemic. Our prionites are 1o address complacency, combat stigma, promaote
innovialive prevention approaches and support greater access to HIV treatments.

ConTEXT—Escavaring HIV anp ST1 RaTes

2. Mew HIV diagnoses are a1 record levels. The Public Health Laboratory Service (PHLS) report that the
number of people are living with diagnosed HIV has been increasing by 10-135 per cent per annum since 1996,
over 33,500 people living with HIV in the UK, and over 4,160 new HIV cases were diagnosed in the UK last
year alone. Although treatments prolong life for many, there is growing evidence of drug resistance. HIV drug
regimens are complex and difficult, and there is siill no cure or vaccine for HIV or AIDS.

3. Since 1995, the rates of new episodes of genital chlamydia diagnosed at GUM clinics in England and
Wales increased by 105 per cent in females and 98 per cent in males. In 2000, the highest rate of diagnosis
wats found in the 20- to 24-year age group in males and the 16- to 19-year age group in females. Almost | per
cent of the 16- to 19-year old female population were diagnosed with chlamydia in GUM clinic in 2000,
Similarly, the number of diagnoses of gonorrhoea rose by 102 per cent, from 10,204 1o 20,663 between 1995
and 2000, with the steepest increases amongst older teenagers (PHLS).

4. In this context, NAT welcomed the publication of the Mational Strategy but we are disappointed with
delays in its implermentation and the failure to accord adequate resources to support implementation.

STrROMG LEADERSHIP 15 CRUCIAL

5. There has been increasing complacency aboul sexual health issues throughoul the community and this
has been reflected at the political level. 5Tls; and HIV are stigmatised conditions and unpopular causes.
Those whose sexual health needs are greatest are often members of communities which experience social
exclusion, such as gay men and African and Caribbean communities. Sexual health and HIV were accorded
“key priority” status by previous Governments® policies (eg The Health of the Narion 1992) alongside heart
disease, cancer, accidents and mental illness. This “key priority™ status is no longer enjoyed, and there is no
National Service Framework (NSF) planned for HIV and sexual health services.,

6. Without MSF status, sexual health has poor prospects of achicving recognition as a priority al the local
level by newly established Primary Care Trusts which will be required to give priorily to meeting NHS targets
for NSF conditions such as cancer, mental health and heart disease. NAT recommends that the Strategy’s
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implementation be driven forward by a National Service Framework on Sexual Health and HIV, based on
the framework provided by the Commissioning toolkit currently being drafted by the Department of Health
and the service standards being developed by the Medical Foundation for AIDS and Sexual Health.

7. Implementation needs Lo be supported by mechanisms which ensure sustained political leadership lor
the Strategy, including Ministerial involvement in driving implementation forward, national ownership of
the Strategy at the highest political levels. and periodic reporting to Parliament on Strategy achievements.

8. England’s HIV epidemic is rapidly changing due to epidemiological shifts and treatment advances. An
approach developed to address today’s HIV needs is very unlikely to remain wholly applicable 10 years from
now. Therefore regular Strategy evaluation and reviews, for example every three years, are required at
national level,

* Funping SHouLD MateH GROWTH 1N NEED

9. More central funding tied to the Strategy is required, particularly given that the mainstreaming of HIV
budget allocations is expected to lead to a reduction of investment in local HIV and GUM services, GUM
services have historically relied heavily on HV ringfenced/earmarked funds for their sustainability, GUM
SErvices are in crisis as lunding increases have been unable to match the rapid rise in demand for ST and HIV
diagnosis and treatment services.

10. Within hospitals HIV treatment providers will be increasingly competing for limiled linding with
other treatment services. HIV treatment cosls are escalating as demand increases and treatment regimes
become more complex, The London HIV Strategy (Modernising HIV Services in London, NHS November
2001) identified a projected E20 million shortfall in funding for London’s HIV treatment services in 2003-04
given current projections in treatment demand.

11. Robust performance management measures need to be in place lest HIV services risk being sidelined.
Where HIV-specific services are commissioned, preference is likely to be accorded to meeting escalating
treatment costs rather than prevention needs. PCTs will need clear directives on the importance of sustaining
prevention invesiments, and Strategic Health Authorities should be tasked with ensuring that targeted HIV
prevention work is accorded a priority. The voluntary sector has played a leading role in providing HIV
prevention and social care services. Pressures placed on budgets are likely to result in dis-investment in the
volunlary sector, which will undermine the capacity to deliver the community-based HIV préevention
interventions which have proved so successful 1o date.

12. NAT welcomes the AIDS Support Grant review but is concerned that robust quality protections are
in place so that care services are maintained. Allocation of Munds lo address HIV social care needs should
reflect HIV prevalence rather than prevalance of AIDS, to reflect the full range of psycho-social support and
care needs which are experienced from the time of inital HIV diagnosis. HIV social care needs of groups such
as asylum seekers are increasingly diverse and require the development of services that can respond 1o cases
of complex and multiple needs. We are concerned that the funding environment is such that there will be
insufficient HIV-specific social care and support services lefl to realistically meet the growth in demand. Plans
to develop service standards will not necessarily resolve this problem.

PREVENTION SERVICES ARE AT RI5K

13. Gay men continue to be the group amongst whom the majority of new HIV transmissions occur in
England. Support for local targeted interventions with gay men is cssential il the Strategy is to succeed in
reducing HIV incidence. Further work is also required to implement a coherent national programme of work
targeting African communities, as it is within African communities that new diagnoses are increasing most
rapidly. The Strategy’s implementation plan should provide a robust performance management mechanism
whereby Straiegic Health Authorities hold PCTs to account for the commissioning of largeted HIV
prevention work with gay men, Africans, people with HIV and other priority populations.

14. The premise of the Strategy is that most prevention work will be commissioned locally. There are risks
of adopting a localised approach to HIV prevention in relation to groups to be targeted such as Africans and
gay men. These target populations may be small in number, dispersed unevenly across regions, and mobile.
The implementation plan should provide clear guidance on the joint commissioning arrangements required
Tor ensuring delivery ol effective HIV health promotion for target populations in Strategic Health Authority
areas. It is NAT s experience that there are very few PCTs planning to commission prevention sevices through
consortia, and in high prevalence regions such as London there is a real risk that commissioning will be
characterised by fragmentation of approaches due to the adoption of inconsistent prevention priorities and
lack of co-ordination between PCTs. This would resull in resources being wasted,
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15. A gap in the Strategy relates to the need for a national response to the potential for growth in the HIV
epidemic amongst other ethnic minority populations living in England, particularly Caribbean, Latin
American, East European and Asian communities. A national study of service capacity against current and
projected needs would be a useful initiative,

16. NAT welcomes the Strategy’s commitment to a national safer sex public education campaign. Within
such a campaign, HIV should be referred to amongst the range of sexually transmitted infections from which
people are at risk. However, the overall risk of HIV in the UK should not be exaggerated. Any such campaign
should emphasise the relatively greater likelihood for most people of contracting other infections such as
chlamydia, gonorrhoea or herpes, and the lifelong implications of these if undiagnosed and untreated.

17. Vaecines for HI'V and microbicides for HIV and ST1s are undergoing human trials and it is anticipated
that by the end of the decade partially effective products are likely to be on the market in the UK. As the
Strategy purports to provide a 10 year framework it is disappointing that it does not provide any guidance
regarding the need to consider the implications of the development of these new prevention options. At a
minimum a commitment to resource social research into the implications of technological changes to
prevention priorities would be welcomed.

HIV Diagrosis AND TREATMENT

18. The Strategy does not fully address HIV treatment and testing access issues. We know from data on
late presentations for testing, resulting in unnecessarily high mortality levels, that this is a problem for
particular populations. For example, in London one in four Africans and one in six gay men are diagnosed
very late in terms of the progression of HIV illness, ie having a CD4 count of less than 100 and thereby being
at a stage where they already have very poor immune functioning and will be unlikely to obiain the full
benefits of HIV treatments (Modernising HI'V Services in London, London HIV Strategy Group Nov 2001).
A range of marginalised comunities experience barriers to treatment access including asylum seekers, drug
users and prisoners. Barriers to treatment access include fear of stigma; discriminatory practices of health
professionals; lack of access to treatment information and regulatory impediments (eg such as NHS rules
restricting access to HIV treatments for visitors to the UK).

19. The Strategy makes reference Lo adherénce to drug regimes but does not refer to the implications of
emergence of drug resistant HIV. 1t is eslimated that over a guarter of new HIV infections in the UK have
resistance mutations. The Strategy implementation plan should highlight the significance of drug resistance
which threatens to undermine treatment advance, and commil Lo supporting development of expertise in
resistance testing, treatment information and adherence support services to respond {o this problem.

20. The commitment to reduce levels of undiagnosed HIV is a welcome element of the Strategy. However,
the emphasis on testing needs to be complemented by measures supporting HIV positive people (o maintain
safer sex practices. The Strategy needs to provide stronger recognition of the crucial role that targeted
prevention work with HIV positive people should play if reduction of HIV incidence by 25 per cent is to be
achieved. This should incude peer support interventions as well as professional advice. Testing inand of itsell
will not reduce new infections unless placed within the context of a continuum of support for positive people
from those who are untested through to those who have been living with a diagnosis for many years.

SricMa, INSCRIMINATION AND Human RiGHTS

21. NAT welcome the Strategy’s recognition of sexual health as a human rights issue. However, the
Strategy fails to outline an agenda for action on human rights. The Strategy flags up the relevance of some
areas of Governmenl action outside the MHS such as prisons and education, but does not define the
mechanisms lor ensuring that there is a coherent approach across Government departments. To cifectively
address these areas in a strategic way over the life of the Strategy, will require ongoing liaison belween the
Department of Health, the Home Office, Department for Education and Skills, and the Department for Work
and Pensions. The Department of Health should work with the Social Exclusion Unit lo examine the broader
social impacts of HIV and develop a model for cross-departmental co-ordination. We commend the All Party
Parliamentary Group on AIDS’ recommendations arising from their Human Rights hearings that the Social
Exclusion Unit undertake an investigation into all aspects of HIV in the UK (APPG AIDS Hearing
Repore 2001},

22, The Strategy acknowledges that many people with HIV “still suffer prejudice and discrimination™
(1.10). Stigma makes prevention work more difficult, acts as a disincentive to testing and treatment, and
affects the quality of life of people with HIV. NAT is working with the Department of Health in implementing
a national awareness campaign to combal HIV stigma, the “Are You HIV Prejudiced? campaign. To
support this campaign, national policy initiatives should be promoted through the Strategy. Mosl
significantly, the Disability Discrimination Act requires reform (o ensure that people with asymplomatic HIV
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are protected; and there is a need to incorporate HIV within the educational and standards setting work of
the Disability Rights Commission. Discrimination is also experienced by carers and associates of people with
HIV, but there are no legal protections in place for these groups.

23. HIV related discnimination complicates the process of working or re-entering the workforce for many
people with HIV. The Strategy implementation plan should require the Department for Work and Pensions
to incorporate HIV within broader policy on disability inclusion. Implementation of the Strategy could also
link with the Disability Rights Commission’s programme of activities addressing workplace disability policy.

24. Research conducted by Sigma Research in 2001 found that the most common area in which people
with HIV experience discrimination is in the provision of health care services, The Strategy should respond
to this through ensuring education and adoption of non-discrimmatory professional standards for dentisis,
nurses, surgeons and GPs.

25, Section 28 Local Government Act remains in force and has a negative public health impact by deterring
investment in health promotion targeted at gay men which carries positive or supportive messages about sex
and sexuality. Litigation in 2000 based on the Scoitish equivalent of the clause resulled in suspension of
funding to HIV services in Glasgow, thereby demonstrating that Section 28 continues to constitute a threat
to HIV health promotion. Ligison with the Department for Transport, Local Government and the Regions
is required Lo ensure that Section 28 is repealed without further delay.

Prisoms

26. The Mational AIDS and Prisons Forum reports that access to condoms, clean syringes, syringe
cleansing agents and treatments information is poor within prisons. Condom availability varies between
prisons. Prisoners with HIV face particular difficulties in adhering to complex HIV treatment regimes, for
example due to lock up restrictions, and lack of availabilty of food at necessary limes. The Strategy only
mentions (at 3.14) that there is work in progress by the Prisons Service to address communicable diseases.
Priorities which could be established by the Strategy include that:

— HIV treatment, treatment information and adherence support services be provided to the same
standards as apply in the general community;

— condoms and needle and syringe cleansing agents be made freely available according Lo a national
best practice standard;

—  the feasibility of a pilot prison syringe exchange programme be investigated, based on lessons learnt
from Spain, Germany, and Switzerland where exchanges have already been succesfully
implemented in 17 prisons.

ScHooL SEX EDucaTion

27. The Department of Health should work with the Department for Education and Skills to strengthen
the Sex and Relationships Education Guidance. Sex and Relationships Education should be a mainstream
entitlement for all children and young people rather than an option. The Ofsted report Sex and Relationships
issued in April 2002 reports that schools have cut time spent on HIV in sex education, one in four lessons on
preventing sexual infections were poorly delivered and 50 per cent of under 165 who were sexually active did
not use a condom the first time they had sex. The Schools Health Education Unit concluded in a report issued
in 2001 that four out of 10 teenage boys have not heard of a discase called AIDS or HIV, The Unit found
only 10 per cent of teachers had talked 1o pupils in the final year of primary school about it.

IMMIGRATION AND ASYLUM

28. The detrimental impact of aslylum seeker dispersal and voucher policies is continuing despite the
announcement of an end to voucher welfare from Autumn 2002 and the phased introduction of changes 10
the dispersal system. Since the dispersal system was introduced in April 2001 there have been mounting
concerns that health and social services outside London are inadequately equipped to meet the needs of
dispersed asylum seckers affected by HIV. Of particular concern is the lack of culturally competent family
support services and specialist HIV paediatric care services outside London. In addition, the Home Office
voucher system for asylum seekers prohibits many from purchasing infant formula and condoms. The
Department of Health should act urgently to address these issues in conjunction with the Home Office and
COmMmuNIly groups,
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Druacs PoLicy

29. Transmission of HIV through injecting drug usc is given little attention in the Straicgy. The Strategy
needs 1o build on the successes of the last decade whereby the early adoption of harm reduction measures
ensuréd that rates of HIV remain low amongst injectors. There is an oportunity to address 1ssues such as
equity in access to needle exchanges; investment in health promotion efforts which address issues of HIV and
hepatitis C co-infection, decriminalisation of possession of injecting paraphernalia; and development of
quality standards in provision of HIV and hepatitis C prevention and needle exchange services for injectors.
Meedle use and needle exchange issues are currently falling through the gaps in national public health policy,
as are the needs of HIV positive drug users. NAT recommends this be remedied by the Strategy selling an
agenda for harm reduction priorities and defining more explicit linkages between the Sexual Health and HIV
Strategy, national policy on hepatitis C and the National Drugs Strategy.

June 2612

Memorandum by Sigma Research (SH 101)

BaCKGROUND

1. Sigma Rescarch is one of the US only social research groups specialising in the policy and practice
aspects of HIV and sexual health, Sigma Research s affiliated to the University of Portsmouth and based in
South London. During the last seven years, Sigma has undertaken more than 50 research and development
projects concerned with the impact of HIV on the sexual and social lives of a variety of populations. Qur
research includes needs assessments, audits, evaluations and service reviews funded from a range of sources.
We have published more than 73 research-into-practice reports, journal articles and book chapters.

2. Sigma Research is the main research partner in CHAPS, the Community HIV and AIDS Prevention
Sirategy co-ordinated by the Terrence Higgins Trust and funded by the Department of Health. The CHAPS
parinership undertakes targeted HIV prevention work with gay men and other homosexually-active men. As
part of CHAPS, Sigma has been instrumental in producing and disseminating the Makirg it Count model for
local commissioning of gay men's HIV prevention. Making it Count is endorsed in The national strategy for
sexwal health and HIV as a best practice model for national and local HIV prevention with gay men.

3, Simce 1997, as part of CHAPS, Sigma Rescarch has undertaken the National Gay Men's Sex Survey
(GMSS). Undertaken annually, GMSS is the World’s largest on-going HIV prevention needs assessment of
gy and other homosexually active men, recruiling over 15,000 men in the latest survey in 2001, Sigma also
undertakes the largest on-going national survey of the needs of people with HIV and undertakes survey work
with African people with HIV.

4. Peter Weatherburn is the Director of Sigma Research and a Senior Research Fellow al the University
of Portsmouth, He has worked in HIV and sexual health policy research (continuously) since 1989,

i. HIV EripesioLoGy aND HOMOSEXUALLY ACTIVE MEN

1.1 Homosexually-active men (HAM) are the group at greatest risk of acquiring HIV infection in the UK.
They constitute about 1.6 per cent of the population of England but bear an estimated 56 per cent of the
burden of new HIV infections. Approximately 1,400 new HIV infections are reporied 1o the Public Health
Laboratory Service (PHLS) per vear, giving an HIV incidence on par with gay men in San Francisco and New
York. Gay men are 50 times more likely to acquire HIV infection than the rest of the population.

1.2 Some of the factors contributing to HIV incidence are becoming more common thanks to successful
interventions in other arcas. The number of men acting on their homosexual desire appears (o be increasing,
as does the prevalence of HIV due to reduced mortality in people with HIV because of anti-HIV therapy.
Men with HIV infection are sexually active for longer and an increase in well-being will be accompanied by
an increase in sexual activity.

1.3 Awareness of the on-going national CHAPS mass media campaigns is remarkably high (averaging
about 50 per cent of all gay men in England). Awareness of small media (leafles) and other HIV-related
educational resources is less consistent and more dependent of voluntary sector infra-struciure. The
geographic availability of other HIY prevention interventions resemble the infamous “postcode lottery™—
arising from a lack of voluntary sector infra-structure and from historic and continuing inconsistencies in
Health Authority (now Primary Care Trust, PCT) commissioning. Overall, there are more opportunitics in
the gay population for sexual HIV exposure than ever before. This means that change in incidence is a poor
indicator of the worth of current HIV prevention programmes.



THE HEALTH COMMITTEE Ev a3

23 July 202 [ Comtired

2. Sexvar HEALTH—WHAT 15 177

2.1 One of the original stated aims of the strategy was to develop a broader public health understanding
of sexual health. However, it was ultimately structured to limit the meaning of sexual health 1o those aspects
addressed by NHS clinical services. Although paragraphs 1.1 and 1.2 suggest the strategy will adopt a broad
and inclusive definition of sexual health, this is quickly reduced to concern about infections and unwanted
conceplions. In addition, while the proposed approaches to meeting people’s HIV and unwanted pregnancy
needs are chiefly educational and community-based, the strategy concentrates on describing the funding and
infrastructure of clinical diagnostic and treatment interventions.

2.2 This limiting of sexual health to the absence of infection/conception and the limiting of interventions
to clinical NHS providers runs throughout the strategy and causes “blind-spois™ and gaps which seriously
limil its likely effectiveness. Below, we outline how this might be addressed during the implementation phase,
especially in the Health Promotion and Commissioning toolkils that are promised in the strategy's
Implementarion plan. 1T the strategy’s ambitious targeis are to be achieved these toolkits must provide Muture
PCT commissioners and health promoters with a template against which to assess and prioritise local need
and deliver services.

3. HIV Heavtn Prosomion (HIV PrREveNTION)

3.1 Health promotion (HIV prevention) is neither arl nor a science. It is both far less exact than medical
services, and far less mature a discipline. The sirategy assumes that “prevention™ = “information giving™ and
“services” = “clinical interventions”. These assumptions lead to a belief that any provider of a clinical service
is qualified Lo deliver any non-clinical prevention service. This is not the case and most prevention
interventions require specific expertise. These skills and expertise must be acknowledged, valued and fostered
il we are to collectively increase our impact on sexual health,

Defining HIV prevention as a discrete and highly specialised activity

1.2 By adopting an inclusive approach to sexual health, the strategy fails to state unequivocally what
constitutes HIV prevention and who should be concerned with it as a specific endeavour. Throughout the
strategy, HIV prevention is confused with information provision. In turn, information-provision is confused
with the methods used to achieve it (most notably outreach). Greater uptake of HIV testing 15 also
championed as a panacea for prevenling HIV infections on the basis of very little evidence and without ever
articulating the process whereby it might serve 1o reduce the number of new infections.

3.3 The health promotion toolkit needs to define HIV prevention and its purpose, scope and rationale, It
also needs to specify key target populations and outline acceptable methods (o increasing access to, and the
gquality, of HIV prevention and other sexual health interventions. That the specialism ol non-clinical HIV/STI
prevention be recognised, valued, and included in the levels of interventions, rather than described separately.

Financing and priovitising HIV preveniton mowider sexual health provision

34 It is widely recognised that the long-established ring-fence around HIV prevention funds has not
prevented their misuse. When these funds have been used to address HIV prevention needs, they have ofien
failed to address those populations most likely to acquire HIV infection in the future: namely gay men and
Alricans.

3.5 The strategy eliminates the ring-fenced HIV prevention allocation and trusis that current changes in
the MHS will improve HIV prevention services. In addition HIV prevention is “mainstreamed” with other
sexual health services administered by PCTs oul of their main financial allocations. It is our view that this
can only exacerbate historic inefficiency and under-investment in HIV prevention, as well as exisling
inequalities in HIV infection, by:

— removing the very limited financial accountability thal exists;
— substantially reducing the likely national spend on HIV prevention; and

— increasing already substantial competition for funds by placing HIV prevention in direct
competition with other, less stigmatised, concerns such as unwanted pregnancy.

3.6 There is a real and pressing danger that HIV prevention will be lost within broader moral and financial
imperatives of PCTs.
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Targeting groups ai substantial HIV prevention need

3.7 The sirategy provides an opporfumty for historically mis-allocated HIV funds to be further diverted
away from those who will become HIV infected. Hence, it is feasible that the strategy will foster HIV
incidence, not reduce it.

3.8 The cessation of ring-fenced funding and the transfer of commissioning responsibility Lo PCTs has the
potential to affect adversely the targeting and effectiveness of HIV prevention. The strategy conflates the
causes of morbidity (sexually transmitted infections including HIV and “unwanted” conceptions) in one
section, the conflated groups experiencing them in another, and finally puts all these needs in competition
with each other and all other health needs for very finite funds. Because of the lack of expertise and/or
prejudice amongst PCTs, “yvoung people™ will come to mean “heterosexual young women™ who may become
pregnant rather than “young gay men™ who may get HIV.

4, UsinG REsEARCH TO SUPPORT CHANGE

4.1 It was not helpful in this complex strategy, which will be implemented over very many years, to state
specific research priorities or areas. These will inevitably change as the epidemic develops, as research is
undertaken and published and as interventions become more focussed in areas of practice. The listing of
potential research priorities was also at odds with the very welcome statement that the research agenda should
be “identified by consuliaiion”™.

3. THeE Way ForwarD (PrROPOSED ACTIONS)

5.1 The Health Promotion and Commissioning toolkits announced in the Implementation action plan are
urgently needed. They need to address fundamental flaws in the strategy that mean the current target of
reducing new HIV infections by 25 per cent seems unlikely 1o be met.

They should:

—  Stress that while HIV prevention activity is probably best provided by specialists with health
promotion experience, il is also a function of all sexual health services including primary care and
specialist out-patient services (such as HIV and GUM clinics). Specialist training needs arise from
this recommendation and will need to be addressed.

—  Stress unequivocally that targeted HIV prevention activity is a necessary and vital part of every local
sexual health strategy.

—  Stress that HIV prevention is very cost effective even where it is only partially successful, given the
costs associated with the treatment and care of people with HIV,

— Separate the targets of the strategy (rates of unwanted pregnancy, and the incidence of HIV,
chlamydia, HPY, NSU, HPV, gonorrhoea and syphilis) from the priority groups that they affect.
This involves stating specific priority target groups for cach of the targets.

— State unequivocally that local HIV prevention activity should be guided by national patterns of HIV
incidence and what is known of the existence of priority groups in local communities. Thus, as a
general rule, interventions largeling gay men and African communities should take precedence over
interventions targeling groups who are easier to access but at little risk of HIV such as “the
general public™.

5.2 Finally, recognising that research priorities will change constantly, the Department of Health should
set-up a forum where researchers, key policy and intervention practitioners, Departmental officials and key
research funders meel on an on-going basis 1o develop and refine research priorities.

July 2002

Memorandum by the Terrence Higgins Trust (SH 82)

1. INTRODUCTION

1.1 Thank you for the opporiunily to give evidence to this review of the effectiveness ol the national
strategy for sexual health and HIV.

1.2 The Terrence Higgins Trust (THT) is the largest HIV charity in the UK. We provide HIV care and
sexual health promotion services lo people with HIV and HIV prevention programmes for those communities
mosl al risk—gay men and African people in the UK. Through our care services, research and client
involvement work, we are in a unigue position to comment on the effectiveness of and challenges facing
national plans that aim to affect the sexual health and HIV status of people throughout the UK.
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2. Fact anp FIGURES
2.1 The UK currently has the highest rate of sexually transmitted infections (ST1s) since the NHS began,
and they continue to rise dramatically. Between 1995 and 2000:
— Gonorrhoea, chlamydia and syphilis rates all rose by more than 100 per cent!
— In 2001, approximately 4,100 new HIV infections were diagnosed; more than in any year since
records began®;
2.2 Meanwhile, GU services and the HIV voluntary sector are struggling to meet client need:

— THT has found that over 40 per cent of people needing sexual health appointmenis have to wait
more than & week to be seen, and 1 in 10 have to wait more than a fortnight?;

—  Clinic workload has increased by 34 per cent in 5 years®;
— Uptake of THT services has increased between 10 per cent and 500 per cent in the last two years®.

2.3 A survey by THT and PatientView found that GPs are reporting problems
— Collaborating with specialist HIV services;
— Understanding complex issues of confidentiality and HIV®,
2.4 In the same period, the government has:
—  Removed sexual health and HIV as a core prionty for action;
— Removed ring fencing from HIV prevention funding;
—  Devolved commissioning power Lo local, non-specialist PCTs;

— Issued the draft national strategy for sexual health and HIV but not provided, or indicated an
inténtion to provide a corresponding Mational Service Framework that could transform principle
inio praciice,

3. ANALYSIS

3.1 The recent dramatic rise in the number of 5T1s, combined with unprecedented levels of HIV diagnoses
make il clear that sexual health and HIV are health issues that require urgent, prioritised action from central
government. It is sadly ironic that, as prevalence has increased, the government has undertaken a range of
reforms within the NHS that have actively de-prioritised sexual health and HIV. These have had the effect
of undermining the national strategy before it has had time o take effect.

1.2 The government has provided all PCTs with a wide range of targets and prioritics for general
healthcare provision as well as four specific clinical priorities (cancer, CHD, mental health and older people).
Given this governmen! emphasis on peérformance within the MHS, it is clear that anything outside this
framework is unlikely to be a priority for PCTs as they struggle to establish themselves. The voluntary sector,
whose services have never been in such high demand, are at particular risk in this new climate.

3.3 THT welcomes the aims laid oul in the draft strategy but recognises that without active guidance, most
usefully through a Mational Service Framework (NSF). they will be difficult, if not impossible to achieve, A
NSF would ground the aims of the strategy in practical guidance and give teeth to the upcoming
commissioners’ toolkit, by

— Setting national standards and providing practitioners with service models for a defined service;

— Putting in plage strategies to support implementation;

— Establishing performance milestones against which progress within an agreed time-scale will be
measured.

3.6 Intentions spelt oul within the drafl stralegy to ¢encourage greater involvement in sexual health and
HIV testing and treatment by generic healthcare providers, particularly GPs, add to the concern around PCT
capacity. The difficulties even HIV friendly GPs continue to face require training and guidance that springs
from an in-depth understanding of a complex medical and social issue. Given the already high demands

| Sexually Tramsmitied Infections i the UK: New Eptsodes seen ar Genitouringry Medicime Clintes, 1995-2000, Public Health
Laboratory Service, 2001,

* Source: Public Health Laborutory Service.

*THT/ Patient Yiew/BHIVA survey of GLI consultants, 2001.

* Sexually Transmitted fnfections i the UK New Episodes seen ar Genitourinary Medicine Clintes, 1995-2000, Public Health
Laboratory Service, 2001,

* Terrence Higgins Trust Anmund Repors XRKL-01,

& Managing HIV: a new role for G Pz, PatientView in collaboration with Terrence Higgins Trust, 2001,
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placed on PCTs, there is an urgent need for the government Lo issue clear guidance for training for all primary
care stafl and agreed good practice guidelines for GPs and dentists. These would be best developed in
consultation with HIV organisations.

3.6 GU clinics are already under immense strain and there is nothing o suggest that demands on their
services will not increase. Increased prevalence of HIV and other STls; spiralling drug costs; increased client
numbers as a result of the national awareness campaigns proposed in the drafl strategy; and confusion around
PCT commissioning arrangemenis mean that this situation urgently requires an unambiguous lead from
central government; sométhing that is unlikely to happen without sexual health and HIV being re-prioritised
at the highest level.

4, RECOMMENDATIONS

4.1 To most effectively underpin and support the drafl strategy, the government should:
—  Reprioritise sexual health and HIV.
—  Develop a National Service Framework for sexual health and HIV.
—  Issue HIV training and good practice guidelines for generic healthcare providers.
—  Review levels of investments in GLU services against projected trends in ST1 and HIV prevalence.

June 20002

Memorandum by Alec Miners, Brunel University (SH 100)

This is an “edited” and “updated” version of the discussion that accompanied an economic evaluation
comparing treatment with highly active antiretroviral therapy with two nucleoside analogues (MA) [1].

Since 1997, the mainstay of antiretroviral therapy for individuals in the UK infecied with the human
immunodeficiency virus (HIV) has been treatment with highly active antiretroviral therapy (HAART) which
includes the addition of at least one protease inhibitor (P1), a non-nucleoside reverse transeriptase inhibitor
(NMRTI)or a third nucleoside analogue (MA) in combination with two MAs. This is based on evidence that
HAART is more efficacious in reducing disease progression and mortality compared with two MAs alone
[2-6]). However, ever increasing pressures on health care budgets has made it important for health care
technologies not only to demonstrate their safety and efficacy but also to show that they are cost-effective.

In this economic evaluation of HAART, cost-effectiveness was assessed using modelling techniques to
combine information on treatment costs and disease progression for adults from observational data from
English treatment centres. Assuming that the clinical effect of HAART lasts for five years, produced 1CERs
of £14,602 per life-year saved and £17,698 per QALY saved. Moreover, although the sensitivity analysis
showed that the baseline ICER was particularly sensitive Lo variables such as the discount rate, by assuming
continuous costs of HAART for the whole 20-year period despite but on average five-year treatment effects, a
conservative estimate of the cost-effectiveness of HAART was produced. Using the Wessex Institute of Public
Health Decision Matrix [7] which takes into account the size of the ICER and the quality of the information
used in its construction to interpret these results, the use of HAART for adults compared with dual NA
therapy 15 “recommended™ on cconomic grounds.

The ICER of £14,602 per life-year suved is higher than the ICERs produced by Cook ef al. [8] of UIS513,229
{approximately £8,500) per life-year saved and Reisbrough er al. [9] CANS13.900 (approximately £8,200).
Apart from the fact that these studies are set in different health care systems, in our study the costs of HAART
were assumed 1o be continuous and independent of elinical effect. The study by Risebrough et al. also included
estimates of the costs of salvage therapy and the indirect costs associated with HIV infection. If indirect costs
were included in our analysis, cost-effectivencss is likely to increase because many individuals infected with
HIV are likely to be of working age and treatment may help to reduce these indirect costs. Sendi ef af. [10]
estimated the incremental cost-effectiveness of HAART with at least one Pl from a Swiss health services
perspective 1o be 33,000 CHF (approximately £10,000) per hife-year saved. However, lor this Swiss study, the
comparative tregtment programme was “no treatment™ which is unrealistic in an English setting. A more
recent US economic evaluation by Freedberg et al. [11] reported the cost-effectiveness of HAART (o be
LIS$23,000 (approximately £15,000) per QALY gained. However, this study also compared the use of
HAART with “no treatment™,

In conclusion, the results from this analysis suggest that HAART is, at the very least, a moderately cost-
effective method of treating individuals infected with HIV compared with two NAs alone. However,
reductions in the cost of HAART would dramatically incréase cost-effectivencss and longer-term data on the
relative effectiveness of HAART are required 1o fully substantiate these findings. Finally, whether treatment
with an NNRTI as a third drug 15 more cost-effective than treatment with a Pl and when treatment should
be started, remains to be determined.
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Memorandum by John Imrie, Roval Free and University College Medical School (SH 102)
1. BEnavioural SurvEILLAKCE AnD HIV EPipEsioLocy

1.1 Background:
—  Sexual behaviour, specifically the rate of partner change and the types of sexual active that people
engage in, are essential factors in determining the transmission of 5T1 and HIV.

—  Behavioural surveillance involves monitoring and measuring patterns of sexual behaviour in
populations in order to understand changes in ST1 and HIV incidence and prevalence.

—  Behavioural surveillance is important in relation to prevention as it provides essenlial information
to determine whal types of interventions are needed and the follow-up data lo gage their
effectiveness.

1.2 Main smrces of behavioural surveillance daia;

1. Routine reporting from health services settings to the CDSC (eg KC-60).
2. Repeat cross-sectional and longitudinal studies (eg NATSAL)

3. Ad hoc and one-off studies of sample populations from the most affected groups (e.g. HIV positive
gay men, African ethnic minorities) (eg Mayisha Study of African Communities in Camden and
Islington).
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Routine surveillance data collected by CDSC is largely imited Lo demographic characteristics, likely route
of STI transmission/sexual orientation and HIV status. Limited sexual behaviour, HIV status and HIV
testing history dala are collected in some programmes.

Repeal cross-sectional studies—The (requency wilh which these studies are repeated in parl indicates the
degree to which changes in study populations’ sexual behaviour is likely to impact on trends in STI and HIV
epidemiology.

Ad-hoc studies are used to study specific populations provide detailed information but are usually of
limited longer lerm value because they only measure at one point in time and have limited ability to detect
change over time.

1.3 Current sources of behavioural surveiflance data according 1o population group:

1.3.1 General Population
— Routine data from CDSC (eg KC-60, Survey of Prevalent HIV Disease Seen in Clinics (SOPHID),
Unlinked Anonymous Prevalence Monitoring Programme)
— Cross-sectional studies—National Survey of Sexual Attitudes and Lifestyles (MATSAL).

1.3.2 Homosexually Acrive Men
—  Routine data from CDSC (eg KC-60, Survey of Prevalent HIV Disease Seen in Clinics (SOPHID),
UA Prevalence Monitoring Programme)

—  Three ongoing behavioural surveys (2 exclusively London focused, | nationally focused (ie England
and Wales) that includes London).

— One London surveys includes anonymous saliva testing for HIY hoked 1o self-completed
questionnaires

— Several smaller studies examining limited populations (eg men with diagnosed HIV infection
attending clinical services).

1.3.3 Sub-Saharan African Commumities
—  Routine data from CDSC {eg KC-60, Survey of Prevalent HIV Disease Seen in Clinics (SOPHID),
UA Prevalence Monitoring Programme)

— Collection of ethnicity data in relation to HIV testing and STI diagnosis has been reported since
1996,

— Included in wider cross-sectional population surveys (ie NATSAL) however numbers recruited
were too small to make generalisable commenis.

— Mo ongoing behavioural surveillance studies in place.

1.3.4 Mnjecting drug users:

— UA Prevalence Monitoring Programme routinely collects basic behavioural data specifically
regarding injecting practices and sharing of needles.

— Some qualitative studies have considered the sexual behaviour of IDU in relation to HIV
transmission

— Mo ongoing behavioural surveillance studies in place, unlikely that they are needed.

2. TreENDS IN RECENT BEHAVIOURAL SURVEILLANCE STUDIES

2.1 Homosexually Active Men
There is increasing prevalence of HIV in this group, partly due to better survival, but also due to continued
transmission. Over the passed six years researchers have observed :

— Imcreases in new diagnoses of STI in homosexually active men, and particularly in men with
diagnosed HIV infection and those of unknown serological status (see figure I and figure 2).
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Figure 1:
Mew diagnoses of selected STIs in men who have sex with men.
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Figure 2:

UA Surveys: Percentage of homo/bisexual men with an acute 5TI by HIV status
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Mo overall increase in the numbers of sexual partnerships either regular or casual.
Mationally, a reduction in the proportion of men who report having engaged in anal intercourse

Among men who report engaging in Al, an increase in the proportions who report routinely using
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Equally, among men wheo report engaging in Al, an increase in the proportions reporting having
had unprotected anal intercourse (UAI), with both regular and casual partners. The proportion
who report any Al in the last year ranges from about 70-82 per cent, while the proportion who
report having had UAI exceeds 50 per cent in all of the surveys. There is considerable variation
according to survey, recruitment site, age and HIV status.

Figure 3:
Proportion of men having unprotected anal intercourse in
the last year
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An increase in the proportion of mén who report that they only engaged in sero-concordant (i.e.
both partners of same HIV status) unprotected anal sex (LUAI).

Figure 4: Trends in unprotected anal intercourse in serial community samples of gay men.
London 1996-2000 (i = 204M))
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The greaiest changes in the behaviours carrying the greatest risk for transmission have been
observed among the youngest men, usually the under 25's and among men wilth diagnosed HIV
infection.

The proportion of men who have ever had an HIV test is subject to considerable regional and age
group variations. Nationally, among men aged less than 20 is less than one-third have ever tested.
In London approximately two-thirds of men have ever tested compared to only aboul hall in the
Morth West region and in Wales. There has been a significant in increase in most areas, particularly
in London, in the proportion who report that their last HIV test was within the last year.

More homosexually active men are attending GUM services, however, the proportion who reported
having an STI diagnosed in the last year is also rising. There is no uniform pattern nationally. In
London, men with diagnosed HIV infection were nearly twice as likely to have had an STI
diagnosed in the last year than either HIV negative or untested men.

The prevalence of HIV in community sample of gay men in London has not changed significantly
in the last two years. The community HIV prevalence in the Brighton pilot study was 12 per cent
and almost B per cent in Manchester. However these prevalence figures should be interpreted with
caution because of the relatively small samples recruited in the pilot site cities.

3. TuE ImracT oF ANTI-HIV Drucs on HIV Risk BEvAvVIOURS

Effective anti-HIV treatments have had a major impact on the lives of people living with HIV.
Many people now feel better, and therefore feel more inclined to have sex.

However the impact of anti-HIV drugs on the observed changes in sexual behaviour, particularly
homosexually active men, is much less clear.

Numerous studies internationally have shown conflicting results about whether the availability of
effective treatments has lead to more reporting of higher risk sexual behaviours.

One UK study has shown that men on treatmenits are less likely 1o report sexual behaviours that
increase the likelihood of onward transmission.

Among all homosexually active men other factors also seem to be involved, including: aleohol and
recreational drug use, psycho-social factors including depression and low sell-efficacy (ie beliel in
one's abilily to perform a specific behaviour (use a condom) in a given situation) and prevention
fatigue (ie tired of the same messages).

In the case of men with diagnosed HIV difficulties around disclosure and assumptions about HIV
status to sexual partners, previous negalive sexual and lifetime experiences (including early
initiation of homosexual sex, having ever been raped, or forced to non-consensual sex), ever having
been involved in commercial sex and experience of sexual and erectile dysfunction appear Lo be
associated with reporting having engaged in higher risk sexual activities with casual partners and
with sero-discordant regular partners, and with a recent history if STI diagnosis.

Examination of Witnesses

Dr Barry Evans, Communicable Disease Surveillance Centre, Public Health Laboratory Service; Mk Nick
PartrinGe, Chiel Executive, Terrence Higgins Trust; Mer Josern O'ReLy, Deputy Chiel Executive,
Mational Aids Trust; Dr Perer WEaTHERBURN, Direcior, SIGMA Rescarch; Dr ALec Miners, Health
Economist, Brunel University; Mg Joun Imrig, Senior Research Fellow, Royal Free and University

College Medical School, examined.

John Austin

341. Could I firstly apologise both Lo our wilnesses
and to members of the public for the delay in
commencement of the proceedings and also for the
absence of the Chair, David Hinchliffe. Most of you
are aware that the Secrelary of State has been making
a statement in the House on services for older people
which is extremely relevant to a reporl which the
Health Committee is publishing tomorrow  on
delayed discharges and hence it was fell appropriate
that as many members as possible should be in the
chamber for that statement. Mr Hinchliffe is trying (o
speak this very minute. Could I ask the witnesses Lo
briefly introduce themselves by slating their name
and their position and relevant expertise?

(Dr Weatherburn) | am Peter Weatherburn,
director of SIGMA Research, a specialist sexual
health and HIV health promotion research unit
affiliated to the University of Portsmouth. Iam based
in London.

(Mr Partridee) 1 am Mick Partridge. 1 am cheel
executive of the Terence Higgins Trust and
Lighthouse, the largest AIDS service provider
covering prevention, social care, advice and support.

(Mr O'Reilly) My name is Joseph O'Reilly. 1 am
the deputy chief executive of the National AIDS
Trust which works both across the UK and
internationally on HIV policy and advocacy.
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(Dr Evans) My name is Barry Evans. 1 am a
consultant epidemiologist at the Public Health
Laboratory's Communicable Disease Surveillance
Cenire based at Colindale.

(Dr Miners) 1 am Alec Miners. 1 am a health
economist. I am a visiting research fellow from
Brunel University but also a health technology
analyst al the Mational Institute for Clinical
Excellence.

(Mr Imrig) My name is John Imric. 1 am a senior
research fellow in the Department of STDs at the
Roval Free and Umversity College Medical School,

32, Dr Evans, could 1 ask you what the main
countries are, outgide of the African continent,
whose epidemics may be affecting the UK?

(Dr Evans) At this point in time, there is no country
other than the African countries making a big impact
on the UK new diagnoses, but there are small
numbers from countries such as the Caribbean, small
but slightly increasing numbers from India and
about between 50 and 100 cases a year where people
have acquired their infection in Thailand and south
east Asia. There are small numbers from those three
parts of the world, but parts of the world which
historically the UK has had links with. We need to
maintain a watchlul briel in terms of their impact in
the UK. We also need to maintain a watchful brief—
historically, we have not had big links but the
situation in eastern Europe is fairly dire at the
moment with regard to HIV transmission, especially
amongst injecting drug users, their sexual pariners
and it is further spread heterosexually. That has had
mumimal, if any, impact on the UK as yet, but
potentially it is another area where we need to
maintain a watchful eye on its potential impact for
the UK. Africa has had a major impact. The
Caribbean, India, south east Asia and eastern
Europe, in terms of the potential, but this is a global
epidemic. We must maintam a watching bref in
terms of the worldwide pandemic, rather than just
viewing ourselves as isolated in some way from the
rest of the world.

343. Some of the specialist service providers who
have given evidence to us argue that to cope with the
ris¢ in infections from abroad which manifest
themselves in the UK we need to provide acceptable,
appropriate and culturally competent services, Are
there specific difficulties in monitoring HIV from
abroad?

(D Evans) Sometimes our main sources of data
come from laboratories undertaking HIV testing or
from clinicians undertaking appropriate HIV care of
patients, The facts that we would like to collect from
a public health viewpoint are sometimes not the facts
which are necessarily obtained in terms of the history
from the patient. Sometimes we do not have all the
information which we would like and need 1o
generalise  from  perhaps having partial data
available, data such as when the person arrived in the
LUK il they were born abroad. [t may not be available
to the clinician reporting to us.

Jim Dowd

344. Can 1 first of all apologise Lo the Commitlee
and to the witnesses because 1 have a constituency
engagement at six o'clock. Can 1 look at the
information about the communicable nature of the
infection? What do we know about the proportion of
those with HIV and AIDS who are infected within
the UK and those infected abroad, either with
partners normally resident in the UK but infected
abroad or those infected by partners not normally
resident in the UK?

{(Dr Evans) Our best estimate of this—and 1t is
based on pariial data to a certain exteni—is that of
the new diagnoses made in 2001 about 60 per cent
were acquired outside the UK and about 40 per cent
within the UK. If you look at people born within the
UK and infected abroad, we think about seven per
cenl of the total are in that category.

345 Do we know what proportion of those are
going abroad?

{ The Chairman took fo the Chair )

{(Dr Evans) There would be potentially a higher
figure. These are the new diagnoses occurming in
2001. Of people born abroad, infected abroad, it is
about 53 per cent. Those constitute the 60 per cent
acquired abroad and, of people born in the UK and
infected in the UK, about 30 per cent; born abroad
and infected in the UK, about ten per cent.
Historically, it has not been like that. I yvou look at
the cumulative number of people living with HIV
that has been diagnosed currently, it is more a 60/40
breakdown the other way round, so 60 per cent of
those currently living with HIV diagnosed in the UK
al the moment have acquired it in the UK and 40 per
cent outside the UK. The figures are different lor
recent diagnosis because of the increasing impact of
the African epidemic but cumulatively the people
living with HIV currently that have been diagnosed,
about 60 per cent acquired in the UK and 40 per
cent abroad.

346, Is that comparable with the hstoric trénd,
going back to the early 1980s?

{(Dr Evans) If you look way back to the very early
19805, many of the infections acquired in men who
have sex with men were acquired in America or had
links with America. This is one of the problems with
looking at the pandemic and blaming other
countries. It was Tairly soon that an epidemic took
place in gay men in the UK. The very first cases we
had reported to us at CDSC had links with the US,
The US epidemic was two to three years in advance
of our epidemic so some of the transmission patterns
were of people who had acquired it in the US. Then
it became endemic. People acquired it in the UK but
that patiern is changing now, since the mid-1990s,
where we have seen an increasing impact of the
worldwide epidemic.

347, When you say the pattern is changing, do you
mean in terms of the origins of the infection or that
the problem is generated from within the UK rather
than abroad?

{(Dr Evans) Two things. There is an ongoing
cpidemic within the UK in men who have sex with
men. There is a limited amount but small in terms of
heterosexual transmission within the UK and the
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main heterosexual component are people who have
acquired their infection within an African context
and have migrated to the UK.,

(Mr Pariridge) Over the pasl 15 years, we have
been in a position to be able to make considerable
public health interventions, particularly for men who
have sex with men, for gay men, so there has been a
consistency of targeted HIV prevention work lor gay
men. That is not evident and has been much more
difficult to create in the recent past for African
communities living in the UK, partly because we
have been well aware that most of those infections
have happened outside of the UK. Secondly, because
it is new and difficult work for us and for other
Alrican community organisalions that we need to
build up experiencing HIV prevention work for
African people living here. Thirdly, because there has
been a lack of resourcing and a nervousness about
doing that work. In a way it should not be surprising
that we have seen an abilily o contain new infections
amongst gay men in a way which was unexpected for
many of us in 1985. It is still not good enough for
many to say thai there is a continuing level of new
infections amongst gay men, but at least there are
largeted, resourced programmes for gay men. What
we need io be able io do is to build up work for and
with African communities as the epidemic is
changing. Finally, an aspect that ought to be
highlighted is that we do see a difference in terms of
a time of presentation for testing. If you look at late
diagnoses in this country, if you look al people being
diagnosed both with AIDS and HIV through
accident and emergency or in a hospital setting, well
over hall of those are people from African
communities presenting very late with a very poor
clinical outcome. That is another part of the picture
that | thaink we need to paint.

348. Do you mean recent arrivals in the UK from
African communities or from established African
communities in the UK?

(Mr Pariridge) 1L is quite mixed. It can be (rom
people who have been living here for 10 vears or
more, Otherwise, it is people who have arrived over
the past two to five years. The data s not complete
because it is difficult to collect that data but all of
these people have arrived in the UK for good,
practical reasons.

349, Would it be too simplistic to say that the
attitude, the approaches, the policics we have taken
towards HI'V and AIDS within the UK are robust
but that we are part of a wider world?

{Mr Pariridge) That is very fair. We have had a
very robust, strong response. Certainly lalking to
colleagues in the United States of America or
Australia much of the work done in this country for
and by gay men is seen as a world leader. It is seen as
something which has continued lo contain the
epidemic and it is also seen as being vitally important
to sustain. What is much more complex is how we
deal with the global impact being seen in this country.
What we can do in this country is limited. Once
people are infected, you are looking at service
provision, support and creation of good networks of
care. How we interact and work with DIFD to ensure
that we play our role in stemming new infections in
sub-Saharan African countries is a key question. The
record that is beginning to grow of the UK's

investment in those prevention exercises is something
that we need to build up. Secondly, how we forewarn
ourselves and forearm ourselves to deal with any
changes that we know will happen in the years to
come, particularly with the expansion of the
European Union, is something that we are very
conscious of at the Terence Higgins Trust and [ know
iEal other prevention agencies are also conscious of
that.

350, That was an obliqgue reference to eastern

Europe?
(Mr Partridee) Yes.
Chairman: Could [ apologise for the

inconvenience of the meeting being called late and for
my own late arrival?

Dr Maysmith

351. | apologise as well. 1 have to leave in a few
minutes to chair a meeting in another room. 1 wanted
to follow up what it means for sex education and
public health and a number of things that have been
said in answer to the opening round of guestions.
What things do we have to take into account to take
account of the prevalence of HIV infections and the
nationality of those infected? What does that mean
for health education and sex education and public
health in terms of policies to be adopted?

{(Mr Pariridge) Firstly, we need to remind
oursclves where we can be effective and we can be
mosl effective in containing and prevenling as many
new infections within the United Kingdom. That
needs to be our key task, so ensuring that we
maintain good harm reduction policies in needle
exchange schemes and injecting drug use; to ensure
that the targeted work for gay men is properly linked
to any proposed, more general public safe sex
campaigns, 50 that those messages do nto cut across.
Thirdly, that we continue to build on sex education
in schools so that we have a well educated group of
young people as they start their emotional and sexual
lives. Then we need to look at how we ensure that the
materials for people coming to this couniry
potentially with HIV are appropriate both
linguistically and culturally. That is new, ground
breaking work, the kind of work that we need to be
doing, particularly with African communities at the
moment. There are no clear, immediale answers to
that, but there is a lot of good work being done by the
African HIV policy network in order to be able to
address that.

352. Will that involve targeting particular groups?

{Mr Partridee) Absolutely. What we have learned
amongst gay men is transferable in terms of how we
work with what are quite small community groups
and often they are ragmented and under resourced,
50 using different venues, be that where people meet
in faith communities, in barbers, clubs and 50 on.
That is work that we are learning about all the time.
If you think about what we can do on a general public
level, that is particularly based on how we improve,
enhance and use the evidence we now have around
sex education in schools and colleges, how we then
take that forward in the communities most at risk,
and sustain that work and make sure it is linked in to
a general public undersianding so that those not
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directly affecied by HIV and A1DS can support their
children, their brothers, their sisters, others in the
community to be able to keep themselves safe from
infection both from HIV and other STis, right
through to unwanted pregnancy.

Chairman

353, How do you feel that current sex education in
schools could be better related to men who have sex
with men?

{Mr Pariridge) | believe that we have the lools
available to us. We know what we can do and in the
best schools that is well done and well delivered. We
know that there is a correlation between
homophobia in schools, homophobic bullying in
schools, self-esteem and the risk of HIV infection.
The difficulty which covers sex education—I am sure
that you have been through this in previous
sessions—is how we lift the whole of the school
sysiem up (o whai the best schools are doing. It is
now quite clear to me that we have a good evidence
base of what works in sex education in schools, Tt is
how we apply that and fund that across the system as
a whole.

(1 Weatherburn) | would agree entirely. My sense
from my research among gay men is that very many
of them are in early adulthood and are hopelessly ill
equipped to deal with the hazards that they Face. It is
no coincidence that most of the public health
laboratory services’ surveillance shows that young
gay men are most affected by new infections and this
is s a direct consequence of them entering a culture
where hazards and risks that are beyond their
undersianding are encouniered in a very immediaie
way. Sex education in schools does not serve boys
very well generally. Boys who enter into a gay culture
or helerosexual career are terribly served by il since
they have in many cases no reference made (o the
feelings that they have. In other more shocking cases,
they have had the feclings they have directly
undermined by the homophobia and prejudice of
their teachers or their peers.

354. What do you feel our Commitllee might
recommend on that issue? We have had many
debates in this place about section 28 and the impact
that it still continues to have. Is it a factor that
leachers are very fearful of entering this whole area
for the reasons that we all understand? What are your
views on the kind of arcas where we might make
recommendations that could be of direct relevance?

(Dr Weatherburn) The review undertaken by the
Institute of Education in London last year suggested
that section 28 had a huge inhibiting effect on
teachers because it was so poorly understood. Very
many teachers in private schools understood well
that it did not disallow them doing anything and
managed to provide adequate sex education For boys,
but most do not and are too fearful of going there. A
clear reading of the Act does not impede from
doing anything, but that is not widely understood
within the teaching service,

(Mr O'Reilly) Section 28 is a big factor. The fact
that it is not understood means that il is read in a very
conservative way. Il the Committee could see its way
to recommending its repeal once again, that would be
a very positive move. Whal you need to do is create

an enabling environment in which HIV can be
tackled effectively. That will take a variety of forms,
one of which is a positive, constructive legislative
environment and one of the impedimenis to that sort
of environment now is the existence of section 28.
Another key factor is leadership. 1 think WNick
provided a very cloguent list and a compelling
testimony of the sorts of things that are required in
respect of sex education and the targeting of
educational efforts with a view to preventing HIV
lowards al risk communities. Just like we have seen
in respect of Peler’s poinl about the resistance in
schools to dealing with sensitive sexual matiers, such
as homosexuality and sexual practices and
behaviours of ethnic minorily communilies and the
reasons why they are more at risk than others, those
same impediments and sensitivities exist out in the
wider community where decisions in respect to
investments in HIV prevention effort are being made.
In respect to an enabling environment under the new
sexual health strategy, one of the things we have Lo
do is provide good guidance and a good sense of what
is réguired from primary care trusts who by and large
will be responsible for making the investment and
commissioning prevention effort at a local level.
Whal we do in nol providing that leadership is run
the very same risk that we have seen occur in our
schools and that is provide inadequate leadership
and inadequate guidance in respect to what primary
cure trusts should be doing in resourcing and
investing in the very prevention efforts that Nick
alluded 1o earlier.

John Awstin

355, In terms of those presenting with HIV or
being diagnosed, has there been any significant
change in the age profile?

{Dr Evans) There has been very little change in the
ape profile over the years. There has been a slight
aging in injecting drug users but the number of new
diagnoses in IDUs is small and there has been an
aging cohort effect. The median age in gay men has
remained remarkably constant over the last 15 vears
and that in heterpsexuals has been, if anything,
creeping up a little bit but not very much, so very little
change. We know from new diagnoses in people
under 25 and other sexually transmitted infections
rates that the amount of unsafe sex, especially at a
younger age, 15 increasing, but we do see new
infections across the age spectrum.

Andy Burnham

356. On the issue of section 28, 10 my mind a false
impression is given of the real issues in the media,
particularly the Terence Higgins Trust and the
Mational AIDS Trust. To what extent have you tried
o engage with the media 1o encourage a more calm,
sensible coverage? Clearly, that stalls progress on this
issue because people are fearful of the outery that any
progressive move might receive, Have you actively
tried Lo engage with them?

(Mr Pariridee) For almost 20 years. It is a bruising
experience at times, | remember brmging together
agony aunis rom all the newspapers and to her credit
Deidre in The Sun has done some excellent work.



THE HEALTH COMMITTEE

Ev 105

23 July 2002

Dr Barry Evans, Mr Nick PapTrinGe, Me Josgrn O'RewLy,
Dr PETER WEATHERBURN, DR ALEC MinERs AND MR Joun IMRIE

[ Ceniirneect

[Andy Burnham Coni)
Lumping the media together as though it is all awful
does a disservice to the media. We should not under-
estimate the positive impacis of that. The long,
ongoing story line with Mark Fowler in Eastenders is
something the Terrence Higgins Trust have been
consulted on and sadly that is going to come to an
end soon but that has had an educative impact
reaching an audience that we at the Terrence Higgins
Trust would otherwise find very difficult io do,
Where it gets very difficult is in knee jerk reactions 1o
particularly sex education in school stories. We do
see very mixed, very confused messages being sent
out by the media. It is tragically easy journalism to be
able to polarise between the views of, say, the FPA
and one of the family values groups. 1t is very simple
lo get a rent a quole response. Developing a better
debate has been far more difficult but we will
consistently try to ensure that we get a good, honest
airing of the isspes so that there is better public
understanding ol sex education, sex and
relationships and what people of any age can do to
ensure that their sex lives are rewarding and healthy.
{Mr O Reiffy) From a health promotion and HIV
preveniion point of view, the media provides one of
those characteristics of a good environment if it is
treating the issue properly. It creates a popular
culture in which people are aware of HIV and in
which we can respond to it very well, but the point
that Mick makes underscores the fact that we cannot
rely on the media for the HIV prevention message,
What we have to do is invest in efforts to make sure
that communities most at risk from HIV get an
accurate message that is not distorted by the media’s
inferest in portraying the issue in a particular way,
Whilst we need to look at the media for open and
honest reporiage and encourage it 1o Lift ws siandards
in respect of its reportage of HIV, in respect of health
promotion and HIV prevention, the message has (o
be targeted and that targeted message has o be
supported by investment which is underscored by
real engagement with the communities most at risk,
because they are nol going to get the message or the
honesty that is required from the media.

Sandra Gidley

357, There has been a lot of work outlined with gay
men. Recenily, we have had the increase in the Afro-
Canbbecan population. Could that have been
predicted in any way or are we always going to be
having to react Lo an emerging group?

{Mr Pariridge) There has been an awareness in the
Terrence Higgins Trust in south London, given the
population in south London and what we knew of
increasing rates of $TIs and of unwanted teenage
pregnancies, that there was a clear area of work for
us to address. In that sense, yes, it could be predicted.
Being able o fund and create intervéntions we are
still not as good at doing in a timely fashion as we
should be, because there are always going to be very
real sensitivities. These affect the most vulnerable
groups in a very vulnerable part of London ‘.’"d il is
terribly difficult to ensure that your inlerventions are
nol going to be misunderstood, misused and seen as
a potential for raising issues of rucism, similar kinds
of issues that we had right at the beginning of this
epidemic, of how it may well raise homophobia

which thankfully we have been by and large able to
overcome. We have regularly been reigned in by our
own tlimidity matched with a lack of imaginative
funding and forward thinking. There are ways
forward as we gel beller working relationships,
particularly in south ¢ast and ¢ast London, and a
recognition that we can make interventions. As we
get a better tie in between statutory health services
and voluntary services we should be able to take
those risks. The difficulty is il we get it wrong and
some of the more malicious media find out about that
and choose to target it. Then it can damage that work
for a number of years,

{Mr O Reilly) What we know now provides us with
an opportunity to look back and see how in the
future we might be able 10 better predict where
emerging infections might occur. It also provides us
with an opportunity to do more now because what
we know al the moment in respect Lo the emerging
epidemic in the African community and the Afro-
Caribbean community is that we do not know
enough about it. One of the real challenges is to
invest in research to betier understand the nature of
the epidemic in those communities. One of the things
that we have in respect 10 the epidemic amongst gay
men n this country 15 a large amount of socal
research whereby we understand sexual practices of
gay men, how they live their lives, how HI'V impacts
upon them. As a resull, we are belter able 1o
undersiand all of those factors with a view 1o crealing
new prevention efforts. There are deficits in respect to
what we know about them and we need 1o make
invesiments 1o ensure that that information is kept
up to date and we know the plethora of concerns. We
have much more information in respect Lo gay men
than we do African communities. One of the things
that we desperately need in order to make sure that
our future interventions, HIV prevention efforts,
treatment and care efforts in respect of the African
communities, are effective is more information about
HIV in those communities and how it is alfecting
them. Thal is a very significant challenge because
without that information our efforts will not be
effective and uselul,

(Dr Evans) In terms of research, in terms of sexual
behaviour, thal is very necessary, but also we need to
maintain sensitive, confidential surveillance systems
s0 that, al the very first signs of an increase, we are
able to flag that up as a warning with people doing
HIV prevention with communities. | have no doubt
that other parts of the globe will impact on the UK.
We will see certain communities within the UK more
affected by HIV than they have been previously. We
need to maintain sensitive surveillance within the UK
to flag that up as an issue.

(Dr Weatherburn) My sense 15 that research
funding and funding to do with HIV prevention
follows quite slowly afler emerging epidemics. It is
still quite a substantial challenge to fund research
into gay men's sexual health. It is still almost
impossible to fund rescarch into the needs of African
communiiies with HIV or affected wath HIV, To try
and trace what mighi happen as a priority for
research or for interventions seems somewhat naive
in the current climate of lunding, both the prevention
activity and the research to support il.

A58, What would make it easier?
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(D Weatherburn) We need a far more responsive
system that allows the expertise around the table 1o
say what might happen and to invest and risk being
wrong in looking at how we might stop it happening
or at least intervene early enough to minimise the
harmiul effects. 1t is still very much the case that HIV
follows the fault lines of society. Marginalised groups
are affected by HIY. We mainstream the way we
provide services around HIV and HIV prevention
but it is still an infection that fundamentally occurs
amongst groups that are marginalised from society
or otherwise socially excluded. We could conjecture
now aboul who else might be infected in the long
term but that conjecture would be unlikely to bring
you money in the current funding climaie.

359. Dr Evans, you have given us pretty much a
broad overview of the origins of the affected groups.
What about peographical distribution in the UK?

(Or Evems) London has been more affecied than
other parts of the UK. About two-thirds of the
people with HIV are resident in London in terms of
having been diagnosed. We have seen over the last
couple of years a bigger increase in cerlain regions
oulside London, espemally i the nng around
London, the eastern region, the south east region,
Trent in particular, and the north west has been one
of the more affected regions in terms of Manchester
in particular with its MSM epidemic. We are seeing
changing patterns and part of that is as people
migrate from London or one can speculate it might
be to do with the dispersal of asylum seekers. We do
not know that for sure. We do not collect that
information but we have seen larger increases out of
London in terms of African people being diagnosed.

360. Is that something that more work needs 1o be
done on?

(Dr Evans) More ligison with policy colleagues in
terms of the major implications, in terms of if we do
have dispersal of asylum seckers the implications of
that for local HIV services are considerable, in terms
of potentially a large increase in a chinic that has only
seen a small number of HIV infected individuals,
both in the quality of care, in the language or other
ethnically appropriate services for those individuals
being diagnosed and the appropriateness of
antenatal care as well. We need to make sure that we
lizise with colleagues and not be surprised when, il
vou have a policy of dispersal of asylum seekers from
high previtlence parts of the world, you then say that
i5 going to have a big effect on local HIV services,

{(Mr Partridee) I seems to me this s not solely
about dispersal of asylum seekers but, in terms of the
national strategy and how that sees an enhanced role
for primary care, as the number of people living with
HIY continues to grow in this country and will
naturally disperse out [rom the centres that we have
seen so far, that does create real challenges for the
training of primary care staff in issues as simple as
confidentiality, access (o treatment and so on. Thene
are issues that we know from surveys that we have
carried out about concerns that many people with
HIV have aboul discrimination that they face within
the health service and within GPs” surgeries, 50 how
that is going to be dealt with. There is something
about how that more dilTuse nature ol the epidemic,
what that means in terms ol the strategy for
resourcing and for minimum, poor standards for

services and how those can be built on the BMA
foundation of evidence that you have already heard.
Finally, a key issue of how we encourage PCTs to
form consortiz in order to be able to meet the
demands that are going Lo be placed on them and that
is going to be really key. How do we encourage what
are new health bodies vo work together in order to be
able to meet the prevention challenges which need to
be done over a larger population basis than the
average primary care trust would cover. It has to be
done with a consortium arrangemeni. One of the
things that [ would certainly urge the Committee 1o
look at very carefully is the encouragement ol the
Department of Health that you could give 1o ensure
thal appropriate, robust funding ha s at an
appropriate level, because this is not going 1o be able
to be done by individual PCTs, whether in
developing clinical networks for clinical care or
consortium arrangements for social care, advice,
peer support and 0 on.

Andy Burnham

361, You mentioned dispersal of asylum seekers. Is
there any attempt made at the moment o screen
people when they arrive in the UK?

(Mr Partridee) No, there 15 not.

362. There is no attempt to find out if they are
HIV positive!

{Mr Partridge) There is no atiempi made to find
out whether people have tuberculosis or a range of
health conditions.

363. We are in very controversial territory.
Obviously it would make the lives of the public
health laboratory services easier but it is
controversial in terms of human rights. What would
you say Lo this?

{Mr Parfridee) Having any kind of testing process
al borders has not worked. If you look at, say, the
experience in the United States of America, which
has an exclusion around its borders of people living
with HIV, it has failed in all senses to prevent a far
more substantial epidemic than we have in this
country. It would be damaging in human rights terms
and damaging to our own sense of ourselves as a
nation. | do not think il has any place. It is just not
going to work, it would be hugely expensive Lo
implement and 11 would help no one.

(Mr O'Reilly) HIV testing is obviously a very
topical issue. Only yesterday there were front page
articles in both of the major dailies in respect of
doctors and nurses joining the MHS, but the principle
still is that any testing for HIV cannot ever be
mandatory. Wherever coercive atlempls Lo tesl
people for HIV have been instituted, they have failed
lor a variety of reasons and they have caused huge
other problems in respect to getting people to be open
about their status. They have worsened stigma and
discrimination associated with HIV and they have
undermined the prevention effort and surveillance
effort. Whether at the border or in respect of
someone seeking employment in the NHS or
anywhere else, mandatory HIV testing has 1o be
dismissed at the outsel.
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Sandra Gidley

364, As you have mentioned the subject that was
highlighted in yesterday’s Times, Dr Evans, as far as
I am aware, no health worker has caused a
transmission of infection, but [ wondered what yvour
view of the Times article was yesterday. Is there a
risk? Can we say it is safe? Are you in a position to
say at all? Do you have any predictions as to the
future shape of the epidemic in the UK?

(Dr Evans) In terms of the worldwide literature
around transmission of HIV from a health care
worker occupationally to a patient, there have only
been two cases, one in France and one in the US, one
a dentist and one an orthopaedic surgeon. The issue
of performing what are called eéxposure prone
procedures, where effectively you cannot see the tips
of your fingers because they are in the patient’s body
and you are sewing or whatever, they are not giving
injections. The picture in the Times yesterday was
very misleading because thal is not an exposure
prong procedure. You do not jab yourself or if you
do, you do not use it to inject the patient.
Theoretically, there is a risk in terms of an HIV
infected health care worker performing exposure
prone procedures, operative surgery and so on. That
risk is extremely small, we know from the world
literature, but a person who is diagnosed with HIV in
this country is not allowed to perform exposure
prone procedures. Most nurses do very little in the
way of exposure prone procedures. They may act as
a scrub theatre assistant and may assist operatively
and in intensive care units they may do exposure
prone procedures bul most ordinary nurses on the
wards do not perform exposure prone procedures. i
is only with exposure prone procedures that any risk
occurs al all. We know that risk is extremely small
because of only two instances in the world literature.
Anyway, nurses perform very few exposure prone
procedures. All of that makes us say that the risk is
extremely small under these circumstances. [If
someone has been diagnosed with HIV, they are not
allowed to perform exposure prone procedures
whether they are from Africa, whether they are a gay
man, whatever their exposure category. The same
rules apply.

365. There would be plenty of useful jobs they
could do in the health service with no patient risk?

{Dr Evans) Yes.

{Mr Partridge) The other contexiualization is that
this should be seen as being blood borne viruses as a
whole and what applies to hepatitis C and HIV.
There is no reason why people who do test positive
should not be able 1o retrain and use their skills
within the NHS or elsewhere very effectively.

366. Anything about future trainers?

(D Evans) 1t is very difficult to see, when we are
talking about the sensitivity of research and
surveillance, in terms of what other paris ol the world
are going to impact on the UK and what the policy
ol migration in terms of the African impact in the UK
is. We have an ongoing epidemic and transmission in
men who have sex with men. I think it is still tragic
that 1,500 new infections are diagnosed cach yvear in
men who have sex with men. Our best guess is that
roughly the same number of new infections are
occurring each year because we are not seeing any

glging of that epidemic. We are going to see an
mcreasing bul gradually increasing number of
heterosexuals infected within the UK. T do not think
we are going 1o see an exponential rise bul we are
going 1o see more transmission within the UK
heterosexually. We have already mentioned the
impact of other parts of the globe, so an increasingly
complex epidemic, increasing numbers as people live
longer, taking newer treatments, and increasing
complexity around their care as more develop
resistance and therefore second line therapies. There
15 & lot going on and thal on top of a big increase in
other sexually transmitled infections. So our GUM
colleagues are faced with chlamydia screening, with
a big increase in other STIs, complexity of HIV and
HIV numbers going up pretty sharply. Our initial
look at our annual prevalence survey suggests a 16
per cent rise in 2001 compared with 2000. That is a
lot of extra people,

(Mr FPariridge) We are also seeing people being
diagnosed who are poorer, less well educated and
who have a greater number of more complex needs,
so nol only are we [acing an increase in number year-
on-year of the 16 per cent that Barry just alluded to,
but we are also seeing people, a sub-set of whom have
multiple and complex needs both in a clinical setting
and in more social care setting provided by social
services in this country, and we are seeing rapid
increases in demand, and it is going to be harder and
harder for us to provide a broader range of services
to more diverse people than we have in the past.

Julia Drown

367. You said a bit about the social services that
government needs to be sure are there for people with
HIV, in particular the PCTs who work together to
gel a preventative service together. Particularly given
there is such a differing incidence across the country
of two-thirds of HIV diagnosis in London, whal is
the priority in terms of getting government to ensure
that HIV services do meet the right quality and
standards? Can that be delivered in each and every
areg or does it lead to concentration of services?

{Mr Parrricige) Certainly money alone is not going
to be the answer of how we help. How we choose the
structures is a huge challenge for both colleagues in
GUM services and how we create networks of
clinical care in which someone who is receiving their
chimical care in a very low prevalence area can also be
guaranteed that they will be receiving high quality,
up-to-the-minute care, because HIV medicine
thanklully develops really very rapidly, so the
consistency with which new minimum standards of
care and best practice guidelines are updated needs (o
have a conduit, from the centres of excellence held in
the major metropolitan cities through to the
networks of clinicians.

368, How much of that is happening at ithe
moment?

(Mr Pariridge) | think it happens patchily. It is not
well-structured and I think it depends as much on
past friendships as on current robust training. It is
noi structured and that means, for a person with
HIV, it results on luck. No person with HIV should
be placed in that position, and it still does mean many
people with HIV travel considerable distances to
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access their specialist HIV care. It creates other
difficulties in the more social environment, and I
think there are substantial risks that we need to be
able to overcome for funding for, say, voluntary
sector orgamisations. We had an experience recently
when Avon County Council was disaggregated into
three unitary councils, and the impact on the Aled
Richards Trust, which we merged with and became
Terrence Higgins Trust West, was in that
disaggregation oné of the new unilary councils
deciding it did not wish to fund. That meant the Aled
Richards Trust was faced with an immediate 25 per
cent cut in its funding which destabihsed the whole of
that unit. I fear there are potentials for that 1o happen
as health authorities, if you like, are being structured
down inta PCTs, 50 1t 15 how we ensure a consislency
of funding that is appropriately used, meels local
needs and gains all of the benefits that primary care
trusts have for local populations, but does not mean
that organisations find parts of their funding being
sheared off. This recommendation that the
Department of Health just monitors the impact of
this really is not enough for a voluntary sector in this
country which is mainly financially vulnerable,
mainly working on the margins, does not have
substantial financial reserves, and—one of the key
issucs for many organisations—is managing cash
flow. 50 1 think how we see ourselves through this
period of rapid structural change within the NHS
and how we constructively engage with that,
certainly the Terrence Higgins Trust and Lighthouse
is looking at new models of care so we can look al
innovative, integrated care services, for example. If
you wani to come and visil our new integrated care
service with King's College in Denmark Hill, that is a
really fascinating way of bringing together charitable
lund raising, local social services and the hospital in
providing an integrated service for people with HIV
s0 they do not need to be assessed two or three times.
Those are the kinds of things we need to be looking
at,

369. You are saying that national monitoring is
not enough. Does the Avon experience suggest that
you do not think local politicians can be trusted for
supporting local voluntary groups in their way?

(Mr Partridee) | am not sure if it is local
politicians. It is down to PCTs and commissioning,
and because HIV and sexual health—this is not
solely about HIV. Broadly there are issues for Brook,
FPA, for all of the voluntary services allied with HI'V
and sexual development, focusing on HIV and sexual
development—is not a priority for PCTs, it is not on
the 20 “must dos™ in the SAF round, it has not got a
national service framework., Mow diabetes, for
example, is not on that top 20 list either but it does
have a national service framework. What concerns
me iz that at the moment HIV and sexual health has
neither, so it has very little to encourage chiefl
executives of primary care irusis lo ensure thai sexual
health and HIV need is met and that good competent
people are placed to work collaboratively—and we
know thai working consortia is difficull. It is often
slow; it only takes one person to say “MNo” and the
whaole thing can collapse—

370, 5o it is aboutl keeping it high enough on the
agenda.

(Mr Partridge) Yes, whether il is done through
SAF. through the NSF, but it needs to find greater
clarty because we also know that HIV and sexual
health can get health authorities into trouble. It can
be at local media level—"Why is this money being
spent on African people or on gay men?" It is very
casy to knock and, i you have major deficits
elsewhere 1 fear that some may say, “Well, actually it
is not on the top 20, not in the NSFs, [ think 1can get
away by drawing some money out of this”, and il that
happens we risk unpicking very rapidly the major
advances in steps being made both in GUM services,
in social services and in voluntary services.

John Austin

371. 1 do not expect you o answer this now
necessarily but you point to the Fact that there is no
national service framework in this area. Does your
organisation have a ready-made NSF which you
would like to see the government adopt?

(Mr Pariridee) Oddly enough we have gol the
framework for it and [ think it would not be difficult
with colleagues in the BMA Foundation—or
MEDFASH as it now is—with colleagues on the
clinical side and from our perspective, | do not think
it would be difficult for us to pull together an NSF
very quickly indeed.

{Mr ' Reilly) Just to follow up, | would reiterate
everything Nick says in respect to the need for central
government to put in place some sort of method
other than a monitoring mechanism to ensure that, at
a local level, with the devolution of responsibility for
prevention, treatment and care in respect of HIV to
those levels, it occurs. One thing Nick did not
mention in terms of those changes was also the
removal of the HIV ring-fence which had previously
existed. We had a pot of money which was spent at a
local level but which was monitored and targeted to
particular communities who were most at nsk from
HIV. The reality is that monitoring, largeting and
provision of money which was linked to particular
things failed by and large because in many areas it
wis not spent on those areas, but it provided at least
a mechanism by which guidance could be provided.
S0 in the absence of nothing ai all, apart from
retrospective monitonng, our concern 18 that in low
incidence arcas—and even in high incidence areas—
people will not get adequate care for all of the reasons
that Nick outlined: that HIV is sensitive and a
difficult issue, something that primary care trusts in
the main might not like to deal with. At the moment
the real risk with the HIV Strategy is there is nothing
in place to ensure they do that work, and there is a
real risk that HIV and people living with it and the
communities most affected by it and vulnerable to i
will fall through the gap, and what will then happen is
we will have compounding problems and increasing
incidence, difficulties in respect of people presenting
late for treatment, and the costs will be greater than
the costs in investing in the provision of a mechanism
which makes sure that HIV is a pnonty at a local
level,
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Chairman

372, Have any of vou gol any expericnces of where
the health action zone has addressed this area and
looked specifically at HIV, AIDS and sexual health
strategies in a way you would feel 15 commendable
that we might look at and perhaps learn from in the
process of our inguiry? You may want to come back
to us on that,

(Mr Partridge) Can 1 come back to you on that?

(Mr O'Reilly) 1 do not have a health action zone as
an example bul [ might say that the leenage
pregnancy strategy provides another framework
which we could look to in terms of guidance and
central government leadership. 1 think we are
learning from some of those lessons and in
discussions with the Department we are looking at
the establishment of some sort of mechanisms which
parallel that, but I think it would be fair 1o say there
is & quantifiable difference in political prioritisation
of the teenage pregnancy stralegy as againsi the
sexual health and HIV strategy.

(Mr Pariridge) Adding to that, the leenage
pregnancy strategy was crealed and implemented pre
the shifting of the balance of power, and 1 am not
convinced that the same strategy could be
implemenied in the same way in the new environment
in which we now work. Finally, we need to remember
that, within all of this, we have seen a 70 per cent rise
in the number of people living with HIV and seeking
care since 1995 but only a 30 per cent rise in resources
made available to meet thal, so we are also dealing
with PCTs that start often with a funding gap, so we
have to be very careful about how we are going o see
this pan out in years to come,

Julia Drown

373, Moving to a slightly different issue, [ am
interested in where people with HIV first present
ihemselves? What proportion go to GUM clinics and
what proportion go to GP surgeries and other
centres? Is that different from other STIs?

(Dr Evans) We do not have good information on
that. The majority of people get diagnosed within the
GU setting. There are some diagnosed within
primary care but currenily not very many. Ofien,
even il they present 1o general practice, they will be
referred to GU in terms of the initial counselling and
then testing. Some are diagnosed within ante-natal
context and some within family planning but the
bulk of new diagnoses occur within GU. A
distressingly high proportion still are diagnosed late,
especially from the African communily ,and as we
were saying earlier, this often takes place within an
inpatient setling, having gone into hospital with PCP
or tuberculosis.

374. Soin terms of that, it is similar 1o STls, where
the bulk would be GUM?

{Dr Evans) The majority of 8T1s do get diagnosad
within GU, but chlamydia in particular has an
increasing diagnosis within a primary care conlext,
and other STIs may be treated within peneral
practice but not have the diagnostic specimens o
make the diagnosis. They may get a course of
antibiotics for a vaginal infection or what may be

thought to be a urinary fract infection, bul the
diagnosis for an STI is not necessarily made within
the primary care context.

375. Would it get recorded or noi?

{ﬁr Evaris) No. That would not be recorded as
SUCh.

(Mr Pariridge) What should be added is the
number of people with undiagnosed HIV infection
and the questions that still remain about how all of
us and the GUM service and the NHS as a whole are
going to meet the targets laid out in the national
strategy for reducing undiagnosed HIV infection,
and for speeding up access to GUM services and to
clinic services. What we have seen sadly over the past
three years is the delay, the wait, growing rather than
reducing. There are significant challenges for the
service as a whole in order to meet those targets.

(Dr Weatherburn) In the absence of any more
robust data, in our recenl experience it is relatively
rare Lo encounter a gay man with diagnosed HIV
who did not learn of his diagnosis in the GUM or
HIV outpatient sector, but we are moving towards
the end of a relatively large peer-led survey of people,
Alrican people with HIV in London, and having
conducted the first 350 interviews we found that less
than halfl were diagnosed with HIV in outpatients,
with a full third being diagnosed as an inpatient in
hospital alter emergency admission, and another 10-
15 per cent being diagnosed through ante-natal
testing or standard GP tests that they had been
persuaded to have. So there seems to be a huge
disparity between the two main groups—the African
people and the gay men with HI'V, who we barely ask
where they are diagnosed because the answer is so
obvious.

Chairman

376. When will that conclude®

(Dr Weatherburn) The fieldwork is about to
conclude at the end of the month so it should be
published in September or Oclober.

377, So it will be within the timescale of our
inguiry?
(Dr Weatherburn) Absolutely.

John Austin

378, Dr Evans has said there is clearly evidence to
show on-going HIV transmission in men who have
sex with men through the 1990s and on-going. We
have also received in evidence some of the
information of the behavioural surveillance work
that has been carried out. | wonder if Mr Imrie could
summarise that work?

{Mr Imrie) | presume that you are speaking to the
behavioural surveillance with respect 1o gay men?

379 Yes.

(Mr Imrie) And | would just like to confirm that all
of the members of the Committee did receive the
memorandum because I think, rather than discussing
in any detail the nature of the various surveillance
mechanisms that are in place, | would address the
headlines and then talk perhaps a little bit about the
interpretation. Among those with diagnosed HIV
infection and also those with undiagnosed HIV
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infection. Among men nationally, of the men who
report having engaged in anal intercourse more men
are reporting using condoms. I think this is a point
that perhaps sometimes gets lost in a lot of the
surveillance data. However, at the same time, and it
may seem apparently contradictory, the proportion
of men who report having engaged in unprotected
sex is also increasing. This may appear at once
contradictory but I think what it shows is that we are
maoving away from a Kind of dichotomised group,
where people are either non- condom users or 100 per
cent condom users. [ think it also indicates that we
are seeing thal people are developing over the years
of the epidemic .more sophisticated strategies that
may involve them making decisions in particular
situations about when they feel there 15 a greater nsk
or there may be less risk, or they may be influenced by
other factors—alecohol, drug use, that sort of thing. |
think it is important to understand that in a sense
what we are seeing is a breakdown of this
dichotomisation, and what we also see is that the
proportion of men who report never using condoms
has remained very small. The proportion of men who
say they routinely use condoms continues to be high
Jbut also those who have lapses or inconsistencies or
do not use condoms every time is the area where we
are sceing the greatest increase.

Julia Drown

380, On the one hand you are talking about lapses
where people do not use condoms but, on the other
hand, you are talking aboul people making more
sophisticated judgments. I3 it more sophisticated not
1o use 8 condom?

(Mr fmrie) Mo. When 1 say that, I think to be clear
what 1 am saying is that people are developing their
own strategies, so the rigid adherence to the early
condom messages of “a condom every time™ or “one
hundred per cent condom use”, are falling more by
the wayside. One of the important things, and |
believe it is figure 4 in the submission, shows that
although we are seeing a trend of an increase in the
proportion of men who report having had any
unprotected anal sex, we also see a sigmificant
ingrease in the proportion of men who report only
having sero-concordant, and by that I mean having
established or believing their partner is of the same
sero status as they are, either positive/positive or
negative/negative. We should emphasise that in
public health terms this carries no risk of
transmission so it can be an effective prevention
strategy. Perhaps one of the areas for concern about
this is that, in one of the studies that has been using
anonymous saliva specimens to test for HIV that are
linked to questionnaires, we found there is a fairly
imporiant proporiion—it s a large proportion
relatively but fairly small numbers—of men where
their perception of their HIV status does not tally
with what the saliva specimen said, and if these men
are choosing Lo engage in the different approaches or
perhaps not using condoms consistently there are
perhaps important prevention and possible onward
transmission 1ssues. | should add that those who
incorrectly perceived their HIV siatus, men in both
groups, 50 men who perceive themselves to be

positive, or believe Lthey are, who are in facl negative
and the reverse It is not an even split but there are
men who fall into both groups.

{(Dr Weatherburn) 1 would just reiterate that we are
using the language of unprotected sex as though it
was 4 strategy to some extent. Unprotected sex is
only risky if it occurs between men of different HIV
status—something we often overlook, especially in
the Health Service. Most gay men do not have HIY,
and anal intercourse between two men who do not
have HIV is of no consequence to HIV transmission.

381. You do not know, do you? Even if you have
just had your test and been cleared, you do not know
your antibodies about to build up, and is there not
also an issue for people who are both positive about
resistance?

(Dr Weatherburn) There is but that is a different
issue because most men are not positive. My sense is
it is a very absolute position and 1 can see why you
take it. 1 am fairly confident that [ do not have rabies
but [ have never been tesied forid. | just have not been
bitten by a dog in 20 years. Many men apply that
kind of criteria. They have been safe and have only
taken very specific risk; they have been tested
negative; and in that context it is a risk worth taking,
You have to bear in mind that using a condom every
time [or the rest of your life is a very difficult thing to
do. The other thing to bear in mind is that HIV risk
occurs in # social and cultural context. Few men
engage in HIV risk without thinking of the
consequences and most men apply some form of risk
or harm reduction strategy. It is not that they do not
care or thai they do not know what might happen as
a conscquence of the act they are aboul 10 engage in;
it is about the risk worth taking. It is important in
that context and it is worthwhile. They are very
sophisticated strategics and they are  not
epidemiologically perfect. Errors will occur and that
is Lhe nature of risk. There is no such thing as safe sex
and there never was.

John Austin

382. And that risk will be compounded by drug
influence or alcohol influence?

(Dr Weatherburn) 1 would agree absolutely with
John's point about lack of self esteem, lack of self
efficacy, depression, anxieily, alcohol or drug use.
Also, social and cultural factors have a fairly large
part to play. If you are poor and badly housed and
black and young and unhappy with your life, the
chance of getting HIV and dying at some point in the
next two or three decades might nol seem that
relevant Lo your everyday life, so there are
interpersonal psychosocial issues that are importani
but that is not everything.

John Austin: | am a little bit cross with Nick
Partridge for having blown the storyline in
EastEnders. As someone who does not read the
tabloids or the media and relies on a video of the
omnibus edition on a Sunday, it has all been blown!
But [ think the Mark Fowler point may be of interest.
You were saying you have been very much involved
in consultancy on the Mark Fowler character and
that it has been very positive, but 1 wonder il any of
our witnesses think that the availability of the
effective anti HIV drugs has in any way contributed
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to more risk-taking behaviour. At one stage AIDS
and HIV was an instantaneous sentence to death,
and now the Mark Fowlers of this world have shown
us that he is still alive and has been for quite some
ime.

Chairman

383. The Chairman still has not got a clue who
Mark Fowler is!

(Mr Partridge) 1 ought to be clear he is not dying
in the series; he is just going to leave it to live
somewhere else, just to clear that point up. He is a
character in a soap opera and he has been living with
HIV since about 1987, and we have been consultanis
on that story ling since then,

384, Thank vou.

(Dr Weatherburn) Unfortunately Mark Fowler's
means of transmission has never been very clear, and
when it has been it has not been one of the ones that
wias most common, but | do approve of his presence
in the programme. John will probably talk about this
more productively than me bul treatments oplimism,
which is what we have dubbed the notion that the
awareness that HIV is possibly a long-term treatable
condition, has in my view had less than no impact on
the risk behaviours undertaken by gay men or any
other target group. The research is not conclusive but
1 have seen reviews that cite 200 papers with
conflicting evidence. John has been involved in some
very robust work looking at the beliefls of posilive gay
men and the contribution that treatments make to
their risk behaviour and 1 am sure he will tell you
about that in a second. T would be really plain though
and say that it is impossible to estimate, but my sense
is the notion of treatment optimism has absorbed a
third 1o a half of all research funding for the last 2-
3 years. and it has been impossible, as it always is in
research terms, to prove something is not the case but
the frustration I feel to even talk about it is a
consequence of ils ability as a sponge to soak up
everything that might occur. | should not go any
further or | will get really bitter!

(Mr fmrie) 1 would support much of what Peler
says. Something that was drawn (o my attention
today is that this idea of treatment optimism was
developed by a psychiatrist and is effectively a highly
medicalised concept, and I think that is important to
take on board. 1 think the botlom line answer Lo your
question in terms of what impact and to what extent
has the availability of antiretroviral therapy
influenced sexual behaviour is not terribly satislving.
It is not entirely clear, and if we look at the main most
affected groups in the United Kingdom, the African
communities and homosexually active men, the first
thing to say is there is only very imited data 1o look
at the impact of antiretrovirals in African
communities. However, il we draw inferences from
the one large behavioural surveillance study done in
African communities, this suggested that 70 per cent
of the respondents who came from five mainly
affected African communities in central London
believed that they were not at risk of acquiring HIV
but this certainly did not tally with their previous
history of STI diagnoses or their condom use at the
last intercourse. 1 think the important thing here is
that it may emphasise an underlying lack of

awareness of HIV and of treatments. Internationally
when we look at studies of gay men, the results are
very conflicling—even opposing. For example, one
very large study in the United States showed that,
among positive men who were treatment optimistic
and prevention fatigued, these men were more likely
to engage in high risk behaviours. Perhaps most
alarmingly it was the men with the highest viral load,
the most likely to transmit, who were likely to engage
in this behaviour. In contrast, in a study in
Amsterdam, they found it was the men who had
achieved the greatest level of viral suppression that
were most likely to report having engaged in high risk
sexual behaviours. A third possibility was that, in our
findings here in the United Kingdom, a large study of
HIV positive gay men attending a central London
clinie, what we found was that on the whole being on
antiretroviral therapy meant men were less likely 1o
report engaging in high risk behaviours for onward
transmission and, even when we controlled for things
like age, discase stage and other potential founding
factors, this continued. So 1 think the piciure within
the positive men is still a bit murky. When we look al
negative and untested men [ think it is not a
dissimilar picture. We have studies from the US thai
show that young men who believe in some of the
lreatment optimism ideas are more likely to engage
in unsafe sex, but I think it is important that we
consider the other factors and what other factors
have come out of these studies as being involved | |
think particularly with HIV positive gay men they
tell us a lot about where we should be going with
prevention. Specifically we identified other factors as
being more important than the availability of
treatments—issues  around  disclosure, and
assumptions about sexual partners HIV status,
previous negative life experiences and negative sexual
experiences—so ever having been raped or having
had non consensual sex—ever having been involved
in commercial sex, and, quite controversially,
experience of sexual dysfunction or erectile
dysfunction were also predictive of more high risk
sexual behaviours. We found there were strong
associations with all of these and having engaged in
high risk behaviours, but also important for
transmission 1s recent ST1 diagnosis. 5o treatment
optimism [ think we should probably put to bed and
starl looking al other factors.

John Austin

385. Can [ go back to one of the points made
earlier about safe sex and risk behaviour? You
referred to two men who may be HIV negative or
positive, and therefore in a public health sense there
15 no risk in transmission, That only relates 1o HIV,
of course, and people are at risk of other sexually
transmitted infections so there is still a risk or an
increased risk by non use of a condom, even with
seroconcordant pariners.

{(Mr Imrie) Absolutely, but | think when we are
thinking of the social implications it is more the long
term care of HIV that is a much more critical issue
than dealing with gonorrhoea or what ever other
STIs may be acquired, but this is also a factor thal
has to be included. I think thai particularly within
partnerships the kinds of negotiated arrangements
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that individuals will have is key to making sure that
those strategies remain safe for reducing the
likelihood of ST acquisition as well as HIV,

Julia Dirown

386. Could any of you help us with issues on HIV
mums and babies? Recent figures show a high
awareness of HIV amongst moihers before they give
birth yet the number of HIV babies has gone up.
Why?

{ Dr Evans) There is somewhat of a gap between the
interventions that one can put in place and those
having an effective outcome. We have seen increasing
new diagnoses: we are achieving the targets in inner
London but we are nol achieving those targels in
outer London nor in the rest of England and Wales,
and that is an issug in terms both of monitoring and
encouraging lower prevalence areas to get on with
the job of more routing testing, and a
recommendation of testing during pregnancy. So we
have a way to go there before we can achieve those
targets. We do have those specific targets and we
need to monitor in terms of offering the tesis as well
as the outcome of those tests, and [ do not think there
is any doubt we will begin to se¢ a decrease in the
number of children newly diagnosed.

387. So is it thal the testing is not taking place
outside London?

{Dr Evans) We have not achieved the targets
outside inner London,

38K, Why?

(Dr Evans) 1 think there is a whole variety of
reasons. | do not think HIV has been normalised in
terms of ante natal testing in lower prevalence areas
when people say, “We have such a low prevalence it
is not worth our while doing it”, and there may be
currently a fairly low prevalence but unless we
normalise HIV testing with the other tests in
pregnancy people can say “MNo™ Lo the test if they do
not want it but if it is a recommended test with the
other tesis in pregnancy, then we are not going o
achieve those targels outside mner London.

389. 5o is it that some areas are seeing this as an
opi-in test, whereas others see it as an opi-oui tesi?

{(Dr Evans) That has been traditionally the issue
that has prevented us from historically achieving Lhe
kind of targets we are now seeing we can achieve in
London. It needs to be normalised so that it is not an
opl-in; il is a normal test in pregnancy that the
woman is given briel counselling and saying, “This is
part of our testing”, and il they want 1o opt out they
can be counselled and opted out but the norm s that
the testing 15 done,

390, There were some nods across the panel.
Would there be general agreement on that?

{Mr Partridge) Yes. 1 think it is quite clear that one
area of public health fallure in this country has been
the unconscionably long time il has taken us Lo gain
proper benefit from the dramatic reduction we have
seen in mother-to-child transmission, and the
guicker we are able to roll out the ante natal
programme that has worked well in inner London to
the rest of the country is clearly vitally important.
What that should mean is we get virtually close to no
newly born, infected infants in this country but 1

would like to comment on some of the additional
factors away from delivery and into care. Firstly,
there is an issue that is raised with us very regularly
which is the supply of frec baby milk formula, and I
would like 1o re-emphasise what that means (or some
of the most vulnerable mothers in this country, those
seeking asylum or of uncertain immigration status., It
is vilally important thal is changed as quickly as
possible. Also, given thal the strategy covers a 10-
year period, we should look at what changes in
services are going to be required which manage both
those of a declining number of children living with
HIV as they grow older but also manages to care for
the HIV negative children of positive parents and
what implications they have for the provision of
creche services and children services in what will
become an increasingly invisible infection, if you like,
but which will still have all of those really dramatic
impacts on family life where parents are dealing with
their own severe ill health. So |1 think there needs to
be a focus on how we ensure that those children’s
issues, which will change thankfully over time, are
mel and that both health services and social services
and voluntary sector services do not lose sight of the
uninfected children of infected mothers and continue
to care [or infected young people.

John Austin

3. Can 1 refer to the rates of acquired HIV
acquired heterosexually? The evidence we have
received suggesis a number of areas where rates are
going down, those who have a heterosexual partner
who 1% an intravenous drug user or a partner who is
biosexual, but we are told that the number acquiring
HIV heterosexually from a partner who acguired
their infection heterosexually is increasing, albeit
these are small numbers and a slow increase. Do you
have any views on the reason for this?

(Dr Evans) We have had a small 1DU epidemic
which in countries in southern Europe, for instance,
have driven a heterosexual epidemic so0 within the
European context and within a Morth American
context the IDU epidemic has determined a lot of the
on-going heterosexual transmission. There have been
transmissions from bisexual men but it has not
driven a large increase, an on-going increase, so it has
been the 1DU epidemic, which in this country has
been pretty small. Can [ just say that we musi not
ignore the polential for spread of HIV through
shared needle use, We are seeing significant amounts
of hepatitis C and some hepatitis B transmission as
well, and we must not let go of our goal in terms of
continuance of needle exchange programmes, and let
our eve go off the ball in terms of 1DU. Canada has
shown us when there are fluctuations in drug supply
and new injecting habits and so on that you can get
rapid transmission of HIV, even in situations where
historically you have had very little HIV, so do not
forget IDL transmission,

392, That is obviously clearly important, but the
figures of people acquiring HIV from a partner who
is IDU have gone down, so that is good news.

(Dr Evans) It is.

393, And vet the rate of heterosexual HIV is
rising slowly.
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(Dr Evans) It is. What | was saying previously was
in terms of this slow but gradual rise in people
acquiring HIV heterosexually within the United
Kingdom from partners who had themselves
acquired it heterosexually, so it is nol primarily from
injecting drug users and bisexual men, but now from
people who do not realise themselves to have been at
risk and therefore do not get tested until late,
therefore have high viral loads, and therefore their
transmissibility in terms of their sexual partners is
increased.

Chairman: Dr Miners, one of the more sensitive
members of the Commiltes has passed me a nole
saying she is feeling sorry for you because we have
not come on your Lo area, but we will!

Sandra Gidley

394, The strategy contains some proposals to deal
with stigma and discrimination around HIV and
AIDS. To what extent do you think the strategy has
it right and that what is proposed will work, and is
there anything else that should be done?

(Mr O'Reilly) Thank you for the guestion. The
strategy 1 was going 1o say 18 light on detail in respect
of how we approach HIV related stigma and
discrimination. I might go as far to say it is almost
completely absent, and | point out that I think this is
a deficiency n respect of the development of the
strategy which 15 not just mamfest in respect of the
absence of a strategy to tackle HIV discrimination.
That deficiency exists because the strategy was led by
and exclusively the domain of the Department of
Health, and the Department of Health does not have
responsibility, for instance, for antidiscrimination
legislation, or for the plethora of other law frames
required Lo create the enabling environment in which
HIV is best tackled that I alluded to earlier in our
session loday. So before going on to point out that
the stigma issue has been inadequately dealt with in
the strategy, we need Lo recognise that in developing
the next HIV and sexual health strategy that has o
be about a cross-government and joined-up
approach, and it has to include depariments and
government officers who would otherwise have
something Lo say on this issue but who would be
excluded purely by health driven strategy such as the
Home Office in  respect  of  asylum  and
antidiscrimination legislalion and all of the other
arcas—prisons and corrective services more
generally. So | think that is a real priority area and an
absence in the strategy across a variety of domains. 1
think, however, that we have acknowledged in the
form of the strategy that HIV discrimination is an
issue and one of our recommendations is that
Parliament has to address the deficiency in the
Disability Discrimination Act that HIV to all intents
and purposes is nol covered; that AIDS, once one
becomes symptomatic, is but that the vast majority
of people who remain well with HIV could legally in
some cases be discriminated against on the basis of
their HIV status, and that has to be addressed and
that  uncertainly with respect 1o our
antidiscrimination law has to be tackled. More
broadly, though, discrimination occurs in a variety of

other ways and settings and that is why we need a
cross-deparimental working group on this 1ssue at a
very high level operating with a view to developing a
stralegy Lo tackle discrimination in its manifest forms
and in the vanety of settings | am alluding to. 5o |
think the strategy says that it is an issue and we have
been talking to the Depariment of Health about that,
but I think it would be very helpful if this Committes
acknowledged that HIV discimination exisis and it
is @ priorily, but it has to be dealt with by a variety of
parties across povernment and nol just lhe
Department of Health. Also, in respect of HIY
discnimination, it is directly linked to people’s
prejudicial attitudes about sexuality and race and
this is the confluence of discriminatory factors which
| think come together most compellingly in respect of
HIV. One of the gravest deficiencies in tackling HIV
discrimination i5 the absence of sexuality
discrimination legislation, Mot only does it remain
lawful for people 1o discriminate against people on
their HIV status, but one of the groups that is most
adversely affected and shares the greatest burden in
respect of HIV—guy men—can be discriminated
against 1oo. And so in a sense at a leadership level, a
legislative level, a political level, the community at
large does not see vou, our legislators, our
Parliamentarians and our political leaders, sending a
clear message that discrimination on the basis of
sexuality and HIV status and those things alone is
acceptable. [ think we all have work to do in making
the Race Discrimination Act work betler too and
protecting people from it, but people with HIV and
the two at-risk communities from which they come,
the gay community and the black Alro Canbbean
community, are incredibly adversely affected by the
inadequacy of our antidiscrimination legislation and
our antidiscrimination effort.

(Mr Partridge) Adding something slightly more
specific to this, [ think the main thrust of the strategy
for sexual health and for HIV is a greater
involvement at primary care level and the creation of
primary care teams able to deal much better with
sexual health and HIV issues, and clearly we know
from research 1 alluded too earlier of the
discrimination that can be felt and perceived as
coming from within the NHS isell, so the way in
which resourcing is made available for the training
and support of staff to deal with issues which are
difficult, and are personal and complex often to deal
with, is part of the human resources strategy that
needs to work alongside and is part of the HIV and
sexual health strategy as a whole, 1 fear there is a lack
of clarity about the scale of that task il we are really
going 1o make primary care part of the leading force
for improvements in sexual health and HIV in the
future.

395, Is that more of & problem in arcas with a lower
prevalence?

{Mr Pariridge) 1 do not think it is as clear cut as
that and 1 do not have the evidence 1o be able to
answer that. [ certainly think there is a distinction
between the experience of the major hospitals dealing
with HIV, but I would notl necessarily guarantee that
a GP practice or a primary care trust just yards from
a major teaching hospital would necessarily be any
better than one located in Exeter, for example.
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John Austin

396, There has been a shilt in policy with regard to
where HIV fits into NHS planning, and I think al one
stage even the Terrence Higgins Trust was arguing
for HIV to be not seen as part of a sexual health
agenda, whereas it very clearly now is being
integrated and instead of having ring-fenced and
identified funding it is fed through in the budgets.
That may be good in mainstreaming but it may have
its disadvantages in ensuring the money gets spent,
and I think we touched om this in the BCC
Commission, etc. What do you think needs to be
done to ensure that that implementation happens?

(Mr Pariridee) This is a crucial question but you
are absolutely right: when the HI'V strategy began to
be developed four years ago, we were keen s an
organisalion 1o ensure that there was a coherent,
cross-government, appropriate HIV strategy. We
are, above anything else, realists and recognise that is
not the world we currently inhabit and that we need
o take advantages of the synergies that do exist
between HIV work and broader sexual health work.
However, how we ensure thal resources are made
available and properly used in the new environment
of PCTs or arguments [ rehearsed earlier this
afternoon so will not go into in detail again, but I do
believe there really is 2 need for either an NSF or for
reprioritisation of HIV and sexual health to hit the
top 20 SAF issues if PCTs are going to be
encouraged, particularly in the next couple of years,
adequately to fund GUM services, primary care
services and voluntary sector services in sexual health
and HIV. If we do not do that we need to remember
how fast the clock is ticking. Even though thisis a ten
year stralegy, we are alréady into year oné of
implementation, and when you begin to look at how
soon some of the targets need to be met there really
is very little time for this to be on the back burner ol
primary care trusts or of sirategic health authorities.
At the moment we are not convinced that the
mechamsms are in place to énsure that much of the
good work that we have done is sustained and much
of the very important fargets that are articulated
within the strategy will be hit, be that from the
voluniary sector side or from colleagues working in
over-stretched GUM services and elsewhere in
sexual health.

397, You mentioned the voluntary sector there as
well. What do you think the Department of Health
should be doing in relation to the voluntary sector 1o
get the strategy working? What is the key role that the
voluntary sector can play?

{Mr Pariridge) We have produced a report which
reflects on the impact of shilting the balance of
power. It is a very constructive engagement for the
voluntary sector with the new environment in the
MHS, but it 15 going 1o be difficult and there are really
substantial challenges. The key one for me is that we
need better, more robust guidance and direction
from the Department of Health in terms of the
imporiance of consortia between PCTs and the
importance in the short term of rolling contracts
over. I in doubt, do not retrench at the moment
because if we lose the activity that we currenily have,
it is poing to be 50 or 100 times more difficult 1o re-
create it in the future, Onee it has gone, it has gone.
5o failing an immediate availability of a MNational

Service Framework or of an ability to reprioritise
HIV and sexual health within “must dos” for PCTs,
at the very least we need clear guidance to ensure the
continuation of funding to see us through this period
of great upheaval, not just for the voluntary second
but for other parts of the NHS as well.

(Dr Weatherburn) My sense is | have less faith in
the commissioning practice, whether it be in PCTs or
historically where it has been in the health
authorities. My sense is that the Department of
Health can do something very profound with the
health promotion tool kit and also  the
commissioning tool kit that they promised in the
Implementation Plan. Both of these need 1o give
substantial guidance to PCTs and probably refine the
targets of the Strategy. My sense 15 that the Sirategy
is hugely problematic because the Implementation
Plan conflates the cauwses of morbidity, sexual
infections and unwanted conceplions in one section,
and then conflates the groups expenéncing them in
another, and then put these needs in competition
with each other for very finite resources amongst the
PCTs. Our experience would say that because of a
lack of expertise, and ignorance and prejudice
amongst elected commissioners at a local level,
young people will come (o mean women who might
gel pregnant rather than young men who might get
HIV and black communities will come 1o mean
whoever is not white that we might reach instead of
black Alricans who might get HIV. The lundamental
problem and the very real danger is that historically
mis-allocated HIV funds will be further siphoned
away from where the real risk of HIV infection
occurs, The chances of a 25 per cent reduction in
incidence seem very slim. The Strategy or its
Implementation Plan does not provide any of the
detail necessary for us to sec a reduction in incidence
of anything like 25 per cenl. It barely defines what
HIV prevention is, it does not prioritise it on a local
level, and it does not give any clear indication of why
it should be a priority. The sense is a reduction in
incidence is unlikely on the basis of the
documentation that the Strategy has come forth with
1o the present day,

{ Dr Evans) The voluntary sector Lo which you refer
is also at various stages of development and
preparedness with respect to dealing with HIV. For
mstance, we have Fﬂﬁh’-l}" under-gstimated the
investiment required in African community-based
organisations to bring them up to speed and Lo give
them the capacity to deal effectively with HIV. They
face all of the same challenges that existing HIV
community organisations face but they are doubly
disadvantaged by the fact that they are often
complete unfunded. Their governance, management
and other structures are very nascent and we have 1o
make a priority of engaging with them in a very
constructive way centrally as well as locally so that
they are equipped to deal with HI'Y.

Sandra Gidley

398, Al the recent Symposium in Barcelona there
were various announcements including an HIV
vaccine available in five years—but we have probably
been hearing that for the last five years—and also big
news aboul microbicides. Do you think this will
make any difference over the next five years?
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(Mr ('Reilly) The Mational AIDS Trust is a
partner on the international AIDS vaccing initiative
and the international microbicides initiative, so we
are actively involved in trying to make sure that both
of those prevention technology developments do
have an effect. The announcement by VaxGen in
Barcelona was a little optimistic and we cannot over-
estimate the need o retain our focus on existing
effort despite the fact that we need to invest in
preparedness for both of those possible prevention
technology investments, In the event that we had
either of those developmenits ready in the next five
vears—and | think that is probably much more likely
with respect to microbicides than it is vaccines—the
guestion of getting them oul to populations, to
making them available, and to ensuring thal they are
affordable, and resolving the ethical and other
dimensions that will arise in respect to all of those
issues, are vast and we are nowhere near making
either of those technologies readily available. So 1
think there is some hope but | do not think that we
should engage in the sort of fMalse hope
announcements that might have come out of
Barcelona. I acknowledge there is an imperative for
the companies developing those products and for the
researchers involved Lo retain interest in them and Lo
generale political and community will to ensure that
they are funded, but we also have to do that
responsibly and at the moment we are not there yet.
The Mational AIDS Trust here has some things Lo
say lo governmenl aboul making sure that we are
prepared when those technologies are available to
make them available and to make sure that the 1ssues
associated with making them available are dealt
with, but we are a long way from that at the moment.

John Austin

399, Dr Miners—saving the best to last—could
you give us some indication of the cost-effectiveness
of the long-term use of antiretrovirals in HIV-
positive paticnis? When you have answered that, il
there is anything else you want 1o say please do.

(D Miners) | am grateful for that bul economics 15
very much my field. Quite surprisingly, when we
started looking into this question a couple of years
ago there were very few studies that were oul there
looking at the cost-gffectiveness of antiretroviral
therapy. Most of the studies that were there were
from the US, but a paper published last year in HIV
Medicine  would suggest  that  highly active
antirctroviral therapy is extremely cost-¢Tective and,
in fact, the figures that were produced were in the
region of 15,000 per life-year saved to 18,000 per
QALY saved. To pul that inlo some kind of
perspective, because when you talk about cost-
effectiveness it is always relative Lo something else, if
you think about second-line mono-therapy laxanes
for advanced breast cancer, they are certainly in that
bracket in terms of being comparable in terms of
cost-cffectiveness and I would even suggest probably
a bit better.

Julia Dirown

400. In the strategy it says the lifetime costs for an
HIV-positive individual could be up to £180,000 and,
prevention, if vou are looking at also benefits as well
as savings in health service costs it could be anything
between half a million and a million pounds. Does
yvour work suggest those figures are in the right sori
of region? Would you have any other comments to
make on those costs?

(0r Miners) Absolutely. Particularly  with
relevance 1o cost, | would point to the paper to which
I referred a moment ago. IF you look at the costs and
the costs of treating people with HAART they were
in the £180,000 region. I am not sure where that
particular £180,000 came from to which you were
referring. The benefits of treatment depend a bit on
what vou mean by benefits and how they are
calculated. One of the problems we had when
actually trying lo do these studies originally was thal
we had some figures on mortality, but in terms ol
morbidity there are very few studies there that we
could try and synthesise into the models. In terms of
the health benefits, if you want to talk about quality
of life, 1 would say thal we have under-estimated
costs on those studies.

(Mr Pariridee) It seems to me from my activist
past, if you like, that we have in one sense scored an
own goal in talking about the high cost of therapy
because when you listen to what Dr Miners says, it
is clear that in terms of benefit gained these are very
reasonable cosls atlached and we are seging a
reduction in per year drug costs over time. The other
point [ wanted to raise was the half a million pound
to ong¢ million pounds per infection stopped cost,
because that obviously folds in with the other impact
of economic benefits lost to the country, the loss of
useful time, and so on. 1 just want to set that half
million to one million pounds into context. IT you
look at the current Department of Health funding for
the CHAPS programme, which is the Community
HIV and AIDS Prevention Strategy, which is a
parinership which Terrence Higgins Trust runs, that
is currently running at about £1.1 million a year, so
it is arguable that the only outcome from that is two
stopped infections in year, You can also look at it
another way that says we as a country gel
extraordinarily good value through that programme.
You can look at it a third way which says there needs
to be increased investment for targeted prevention
works that can be shown to work. Fortunately, the
independent researcher that we at the Terrence
Higgins Trust commissioned to do all of the
background research is Sigma here so we do have
good, robust evidence that the CHAPS programme
is working and that it is extraordinarily cosi-
effective.

Chairman

401. Could 1 ask Dr Miners, from your perspective
what do you think is the most cost-flective way of
addressing the kind of issues we talked about today?
¥ ou answer a specific question, can 1 broaden out the
point, from the commitiee’s point of view we need 1o
look at what we recommend, perhaps you are in a
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more objective position to have an overview of the
expenditure in these areas, what do you suggest are
the target areas we should look at?

(O Miners) Do you mean in lerms of prévention
versus treatment?

402, Abzolutely, ves,

(D Miners) | think the problem with making that
comparison, from what 1 have understood loday and
what | understood before, lalking about prevention
itsell does not seem to be sufficient, you have to talk
about particular types of prevention, and also those
particular types of prevention within particular sub-
populations, the HIV community, if you like. In
terms of broad-brushing I think it 15 very hard 1o
make that comparator. The other thing | would say
i5, even where 1 have seen that prevenlive
programmes do seem 1o have some kind of impact in
terms of clinical end poinis at the end of the day there
has been little information on the actual cost-
effectiveness of those treatments. Another thing 1
would add is, | think intuitively prevention will
always win through, but ai the same time there is
clearly over 30,000 people in Britain who are
receiving HIV treatments or are eligible for HIV
treatments—and that number seems Lo be stable, or
perhaps even increasing—I am not too sure about
that. It seems that there are still a sizable number of
people who will continue for some time Lo reguire
treatment, particularly as they are now living longer.
Even though the intuitive is to think in a data free
zone is to think about prevention 1 think for people
who already have HIV should not be forgotlen and
the treatments should stll be funded on that basis

403, Okay. We talked about the differing views on
the role of PCTs, do you have any thoughis on where
the resourcing decision should be made? It is a very
difficult one, !becauae it is an issue we touch on in
every inguiry, how we determine who gets the
money, at what time and how we come to the
decision? Do you have any thoughts on the structures
we now have thal will have a bearing on those
decisions? Would you concur with some of your
colleagues concerns about the role of PCTs in this
issue?

(Dr Miners) I am not sure if 1 am the best person
i answer that question, if 1 am honest. [ think the
role, if you like, of technology appraisal is to provide
information on clinical cost-cflectiveness and that
various PCTs will always face various decisions as Lo
what they should fund. Going back a step further |
think it is very dilficull to make those decisions il that
kind of information is not available 1 would almost
go back a step further and say we need to generate
more robust evidence before those decisions can be
made.

Chairman: Okay. Excellent.

Julia Drown: 1am aware of the time,

Chairman: We have kept you quite a long time
tonight. 1 do apologise for the fact we had to delay
stariing. You are aware of ihe circumsiances and
what happened today was beyond the control of this
commiltee. | do apologise to you. It has been a very
interesting session, c¢an | thank you for the
contributions all of you made and for your evidence.
We are very grateful for your help. Thank you very
much,
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