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SUMMARY

Awareness of HIV and AIDS in Britain has fallen below the public radar . In the
late 1980s, following the Don’t Die of Ignorance campaign, public awareness of the
disease was very high. Today the common question asked is—‘Is it sull a
problem?’ Perhaps because the scale of the epidemic in Africa 15 so vast, the
undoubted challenge here is pushed to one side. Yet HIV in Britain has not gone
away. In recent years, in fact, the number of new diagnoses has been more than
double the annual rate seen in the mid-1990s.

By next year there will be over 100,000 people living with the disease. The number
of patients has trebled in the last ten years and there is increasing pressure on the
health service in dealing with our epidemic. Just as seriously, it is estimated that
over a quarter of those living with HIV do not know of their condition. This not
only has serious consequences for the individual because treatment 1s delayed, but
also means that the infection is likely to be spread further.

Twenty-five years on from the 1986 campaign there is still no vaccine and,
| although antiretroviral drugs have dramatically cut the death toll, there 15 sull no
- cure. These drugs make it possible to successfully live with HIV, but they are also
the main reason why the cost of treatment for this entirely preventable disease is
now approaching £ 1 billion a year.

This report examines what is necessary to tackle the epidemic in this country. We
believe above all that a new priority must be given to prevention. The advice of the
1980s—on using a condom, on reducing numbers of sexual partmers and on not
using contaminated needles—remains good today. We argue for a new national
campaign to raise public awareness generally, but stress that this is only one part of
a general prevention policy.

Prevention measures have already showed their worth. The 1986 campaign,
alongside a concerted effort within the gay community, led to a drop in HIV
infections and sexually transmitted infections generally; the introduction of needle
exchange programmes has meant that in Britain the rate of transmission amongst
injecting drug users has remained consistently low compared to a number of other
countries; and routine antenatal testing of pregnant women has meant that very
few babies are now born with HIV. If new infections can be prevented, then the
results are beneficial both in human terms and in savings for the health service,
with a lifetime of treatment estimated to cost between £280,000 and £360,000.

In developing a new prevention policy, better testing is a priority. It is in no one’s interest
that there should be so many people living with undiagnosed HIV. New efforts need to
be made to diagnose those infected as early as possible. Tests for pregnant women are
now on an ‘opt-out’ basis, meaning that they will be carried out automatically unless
there is an objection. This has been a significant success, and we believe that a
sensible next step would be to introduce similar arrangements for all new patients at
GP surgeries and general medical admissions, starting in high-prevalence areas.

Our aim is to break down the barriers that stand in the way of people coming forward
for testing. For that reason, we propose that testing should go beyond the traditional
settings of genitourinary medicine and antenatal clinics. We need to further encourage
testing by general practitioners, and ensure that they take a full part in the efforts to
reduce HIV. We also propose the legalisation and regulation of home testing.




It is also vital that the stigma and discrimination—based at best on ignorance, and
at worst on prejudice—which stll surrounds HIV is eliminated. Our evidence
shows that even today there are cases of graffiu being sprayed on the houses of
people living with HIV. Such acts of discrimination prevent those with HIV
coming forward for testing, with serious consequences both for the individual and
for public health generally.

We praise the invaluable help of voluntary organisations in tackling HIV, and urge
that this should be recognised by the Government and local authorities when they
take on greater responsibility for public health. We believe that the Government’s
proposals for a national public health service with a ring-fenced budget holds great
opportunities—but also contains risks that must be avoided. In particular, with
HIV services set to be commissioned at both national and local levels, safeguards
must be put in place to ensure that HIV is not lost amidst the many competing
demands incumbent upon commissioners. We are also concerned that the crucial
role that local Directors of Public Health play should be properly recognised.

Traditionally, sexual health has been the poor relation of the health service. Its
positon 1s symbolised by the fact that sexual health clinics are too often placed at
the very rear of the hospital. We recognise the enormous spending on treatment
and care (which also helps in prevention), but deplore the lack of resources
devoted to preventuon work more generally. Prevention represents the very best
investment that any government can make. It can yield significant savings by
avoiding future treatment costs which on present projections will inevitably
increase. It is only though an effective and coordinated prevention policy that we
will start to arrest the numbers of people living with HIV in the United Kingdom,
and give proper priority to tackling this disease.







No vaccine, no cure: HIV and AIDS
in the United Kingdom

CHAPTER 1: AN INTRODUCTION

Twenty-five vears ago, a major campaign was launched to tackle HIV and
AIDS in the United Kingdom. At the ume there was no effective treatment
for the disease; AIDS was usually a death sentence. It was already making
devastating inroads in Africa and seriously affecting several cities in the
United States, such as San Francisco and New York. The question for the
Government was what measures could be taken to prevent the spread of the
virus here. The decision taken was that the main measure should be public
educaton, warning of the dangers and advising of the actions to take to avoid
contracting the disease.

The result was one of the biggest public health campaigns ever seen. Leaflets
were sent to 23 million homes under the banner: “AIDS—DON’T DIE OF
IGNORANCE”. Posters were put up natonwide, telling the public that
“*AIDS IS NOT PREJUDICED—IT CAN KILL ANYONE”. Under each
was the addituonal message: “Gay or straight, male or female, anyone can get
AIDS from sexual intercourse. So the more partners, the greater the nisk.
Protect yourself. Use a condom”.

At the same time the BBC and Independent Television produced radio and
television programmes of their own warning of the dangers; and newly
formed organisatons like the Terrence Higgins Trust' and Body Positve
worked to influence both behaviour in the gay community® and policy itself.’
Inside Government a special Cabinet committee was formed, which took a
crucial decision to authorise the introduction of clean needle exchanges for
drug users, with the aim of preventing a further source of transmission.

The net effect of these actions was that knowledge of the causes of HIV and
AIDS wvastly increased, with follow-up research showing that 98% of the
public became aware of how HIV was transmitted.’ It was also shown that
the vast majority of the country thought it was right to run such a
campaign—in spite of fears that the marterial used was too explicit and would
cause offence.” The clean needle exchanges established their worth very early
and have remained an instrument of policy ever since. Combined with
awareness campaigns and behaviour change amongst the gay community, the
result was a significant fall in HIV transmission among men who have sex
with men (MSM)® and similar reductions in other sexually transmitted
infections such as gonorrhoea.’

That was the position at the end of the 1980s, but what 15 the situation in the
United Kingdom today? There has been no nationwide campaign on the

aee Appendix 8 (Glossary)

HAUEK 24 (NAM).

HAUEK 72 (Virginia Berridge).
COUGallup survey, March 1987
COUGallup survey, February 1987,
Sex Transm Inf 2001; 77: 242-247

Health Protection Agency, Sexually rransmirred infection dara tables, 2009;
hetp:tfvaw hpa.org.ukiweb/HPAwebFile/HPAweb_ Cr1204619477126
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same scale since and, perhaps because of this, there i1s a widespread
assumption that the danger has gone away.” Nothing could be further from
the truth. Thousands of people are still being infected every year.” The
numbers of those diagnosed with HIV continues to grow relentlessly and
next vear it is estimated that there will be 100,000 people living with HIV in
the United Kingdom'®, with the cost to the health service approaching [1
billion a vear.''" The numbers of those accessing care have trebled since
2000." It remains one of the most serious public health issues confrontng
the Government at the start of the 21" century.

The nature of the challenge, however, has changed profoundly in one
respect. In the 1980s AIDS was untreatable and too often a death sentence.
Thanks to the utterly beneficial development of antiretroviral drugs,
progression from HIV to AIDS can now be significantly delayed and life
expectancy significantly improved—depending upon how quickly the
condition is detected. There have been almost 20,000 deaths from AIDS in
the United Kingdom since the epidemic began, with the peak being reached
in 1995 when more than 1,700 people lost their lives."”” Thanks to the new
drugs the number of deaths now run at around 500 a year, a number which
has remained stable for the last decade.' HIV has been transformed into a
serious long-term condition for those who are infected, with just as serious
cost consequences for the health service.

One assumption is that because of these medical advances, acquiring HIV is
consequence-free. This 1s not remotely the case. We have been struck by the
evidence given to us of the serious medical and mental health problems that
remain for many with HIV."” Many feel themselves isolated because of their
condition'®, and the issue of stigma has been constantly raised.'” The vast
medical advances should not, therefore, breed a false sense of security.
Patients can now live with HIV, but all those infected would prefer to be
without a disease which can still cut short life and cast a shadow over their
everyday living.

The cost of the epidemic continues to grow. Gross expenditure on HIV and
AIDS increased by more than 50% in the four years between 2006/7 and
2009/10, rising from £500m to more than £760m." If the 3,800 infections
acquired in this country which were diagnosed in 2010 had been prevented,
£1.2bn in direct lifetime healthcare costs would have been avoided.'” These

e,

See

for example, Q 595 (Matika Halil, FPA).
Q0 833-834 (Dr Valeric Delpech, HPA) and Q 837 (Professor WNoel Gill, HPA).

HAUK 68 (Health Protection Agency).

The cost of treatment and care was 762m in 2009-10, up from £500m in 2006-7: Department of Health,
Programme Budger 2009-10:

hurp/fwrwow. dh.gov. uklen/managingyourorganisation/financeandplanning/programmebudgeting/DH_075743
Health Protection Agency, HIV in the United Kingdom (2010 Report):

hitp:iwww. hpa.org. ukfweb/HPAwebFile/HPAweb_C/1287145367237

Health Protection Agency, United Kingdom; new HIV diagnoses data to end of December 2010, Tables.

MNao,
ibrid,

2, 2010.

See, for example, Q 501 (Dr Simon Barton), and QQ 275-276 (Dr lan Williams).
See, for example, Q 550 (Jim Jewers).
See, for example, HAUK 37 (Positively UK), HAUK 47 (MNatonal AIDS Trust), HAUK 22 (Body and

Sou

I}

Department of Health, Programme Budget 2009-10, op. cir..
HAUK 97 (Health Protection Agency).
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costs will only increase as the numbers of those living with HIV rise;
increasing life expectancy means that treatment lasts for decades rather than
years.

This is not a case for cutting back on treatment; it is a case for investing in
prevention. HIV remains an entirely preventable condition, unlike other
expensive conditions like asthma.” Investment in preventing furure
infections has the potential to ensure huge savings in future costs. We are
concerned that successive governments have seemed unable to grasp this
essential point. The result is that the number of new infections, which could
have been prevented, have risen; and health service costs, which could have
been avoided, have increased. HIV and AIDS has not been given the priority
it deserves.

In their planned changes to the National Health Service the Government
have proposed significant changes to how public health services are
organised. This includes the creation of a dedicated public health body,
Public Health England, with its own ring-fenced budget. These changes hold
the potential for significant improvement. The acid test will be the response
to the challenge of HIV and AIDS.

The Committee was appointed by the House of Lords on 20 December 2010
to consider “HIV and AIDS in the United Kingdom”. The aim of this report
is to examine progress made in tackling the domestic HIV epidemic over the
past 25 years, and, where appropriate, to propose recommendations to move
the situation forward.

Health is a devolved issue. This is most important in considering the
potential impact, as we do, of proposed NHS and public health reforms.
Many of those reforms extend only to England. It is therefore inevitable that
many of our recommendations will not be applicable nationwide. However,
where they are of more general relevance, we hope that the recommendations
can be instructive throughout the United Kingdom.

We took evidence from a diverse range of witnesses between January and
June 2011, including clinicians, vaccine researchers, prevention experts,
people living with HIV and faith and community groups. This work has been
supplemented by visits to HIV clinics and community centres in London,
Brighton and Leeds, as well as a visit to Her Majesty’s Prison Brixton. We
have been assisted in our work by Professor Anne Johnson, Co-Director of
the University College London Institute for Global Health. We would like to
express our thanks for the support provided by Professor Johnson as
Specialist Adwviser to the Committee.

20 (Gross expenditure on asthma was more than £1bn in 2009-10: Department of Health, Programme Budget
2000=10, op. ait.
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CHAPTER 2: THE SCALE OF THE CHALLENGE

14. Human immunodeficiency virus (HIV) is a transmissible virus which

targets white blood cells in the body, affecting the immune system. While it
is predominantly sexually transmitted, it can also be spread through the
sharing of injecting drug equipment, transmission from mother to child and
through contaminated blood and blood products. Unlike other sexually
transmitted infections (STIs), HIV cannot be cured. There is no vaccine to
protect against HIV. It is a lifelong, potenually life-threatening condition.
Untreated, HIV leaves an infected person more vulnerable to serious
infections and some cancers; and if a person develops one or more of a
specified range of these illnesses’!, they are said to have progressed to
Acquired Immmunodeficiency Syndrome (AIDS), which was first described
in 1981.

15. The success of the response to HIV and AIDS in the 1980s was based partly

on the profile of HIV and AIDS in the public mind. Although HIV no longer
has that same prominence, the problem is more extensive and widespread
than ever before. There were an estimated 86,500 people living with HIV at
the end of 2009, the latest year for which figures are available.” By next year,
this figure is likely to surpass 100,000.%

16. Disturbingly, many of those living with HIV do not know that they are

infected. Surveillance systems operated by the Health Protection Agency
(HPA)" use anonymised blood samples from a number of sources to
estimate this ‘undiagnosed fraction’.” The HPA estimated that 26 % of
those living with the virus in 2009—more than 22,000 people—had not
been diagnosed.” Those undiagnosed are not receiving treatment and
support which could both improve their health and significantly reduce the
chances of them passing on the virus. Despite increased levels of testing,
leading to an increase in the prevalence of diagnosed infections, the
prevalze_nce of undiagnosed HIV has not changed significantly in the last 10
years.”’

17. 'There has also been a dramatic increase in the yearly number of new HIV

diagnoses since the late 1990s. This peaked in 2005, with more than 7,800
new diagnoses (see Figure 1).** In 2010, there was a year-on-year increase
for the first ime since then, with an estimated 6,750 people diagnosed.” At
the same time, the impact of antiretroviral therapy has led to a significant
decline in the numbers of people progressing from HIV to AIDS.*

i

]
]

28

L]

These conditions are known as AIDS-defining illnesses.

Health Protection Agency, HIV in the United Kingdom (2010 Report), op. cit.

HAUK &8 {(Health Protection Agency).

See Appendix 8.

HAUK 97 (Health Protection Agency)—"The estimates of undisgnosed infections rely on data from
unlinked anonymous (UA) serological surveys conducted in four selected adult populations: pregnant

women, injecting drug users artending drug agencies, sexual health clinic attendees tested for syphilis and

MSM attending community venues recruited through the Gay Men's Sexual Health Survey (conducted in
collaboration with University College London).”

Health Protection Agency, HIV in the United Kingdom (2010 Report), op.cit.

HAUK 97 (Health Protection Agency).

Health Protection Agency, United Kingdom; New HIV diagnoses data to end of December 2010, op. il
ihid,

tbed,
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FIGURE 1
New HIV and AIDS diagnoses and deaths since 1981*
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Source: Health Protection Agency, Health Protection Report Vol 5 No 22; 6 June 2011:
htip:fvww. hpa.org.ukfhprfarchives/201 Linews221 1. htm

The newly infected

Increasing numbers of new diagnoses in part reflect efforts to increase levels
of HIV testing. However, as infections are often not diagnosed for a number
of years™, the number of people diagnosed in a given year does not indicate
how many people actually acquired their infection in that year—a measure
known as the incidence. Calculating this is a more difficult process, but the
HPA uses a number of statistical processes in an attempt to do so.™

Dr Valerie Delpech, Consultant Epidemiologist and Head of Natonal HIV
Surveillance at the HPA, estimated that around 3,000 new infections occur
amongst MSM per vear.” A quarter of MSM newly diagnosed in 2010
probably acquired their infection in the four to five months prior to diagnosis,
with higher recent rates amongst younger age groups.” For heterosexual men
and women, Dr Delpech suggested that each year there were at least 300 to
400 new infections™; Professor Noel Gill, Head of the HIV and STI
Department in the National Infectious Disease Surveillance Centre of the
HPA, estimated the true figure to be around 1,000.*" Although new diagnoses
are not the same as new infections, the numbers of each appear to be broadly
equivalent: in 2010, there were 3,080 new diagnoses amongst MSM, and
1,150 new heterosexual diagnoses acquired in the United Kingdom. ™

34

4

Mote: In this figure, HAART refers to *highly active antiretroviral therapy’,
See, for example, O 833 (Dr Valene Delpech) and O 839 (Professor Noel Gall).

See HAUEK 97 (Health Protection Agency). Such technigues use new diagnosis levels, CD4 counts (see
Appendix 8), undiagnosed fraction esumartes and recent infection algorithm data 1o produce an estimate of
those infected each year. See also Q 833 (Dr Valerie Delpech).

Q B33,
Health Protection Agency, Health Protection Report Vol 5 Mo 22; 6 June 2011,

¥ (B34
¥ Q83
¥ Health Protection Agency, United Kingdom; New HIV diagnoses dara to end of December 2010, op. o
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Who has HIV?

Crroups art highest risk

In the United Kingdom, two groups—MSM and those from black African
communities—are at highest risk of acquiring HIV. Of those diagnosed in
2010, just over 3,000 (45%) were MSM, and just over 1,700 (26%)
identified as black African.” The majority of infections diagnosed in 2010
amongst MSM were acquired within the United Kingdom, whereas the
majority of those newly diagnosed in the black African community were
infected abroad.* Of those diagnosed with HIV and seen for care in 2009
(the latest vear for which figures are available), 43% were MSM, and 33%
were from black African communities."'

Those two groups, however, are not the only ones at risk. More than 11,300
people from outside black African communities, who acquired their infection
through heterosexual sexual contact within the United Kingdom, accessed
care in 2009.* The same group accounted for around 700 cases of UK-
acquired infections diagnosed in 2010.* Sharing of injecting drug equipment
and mother-to-child transmission are also means by which infection can
spread, but both make up a small proportion of overall cases. Only 160 people
who acquired HIV through injecting drug use were diagnosed in 2010*, and
only 5,500 people have been so diagnosed since the epidemic first emerged in
1981." Similarly, only 77 cases of mother-to-child transmission were
diagnosed in 2010, with fewer than 2,000 diagnoses since 1981.*

Age range

The age profile for HIV diagnoses is older than for STIs generally. Young
people accounted for 57% of those diagnosed with the five most common
STIs" in England in 2009.* In the same year, 10% of diagnoses for HIV
were amongst those aged between 15 and 24 years old™, whilst half of those
diagnosed were aged between 25 and 40.* The older profile is partly due to
the often long delay between infection and diagnosis.

A mixture of late diagnosis, continuing sexual activity and increased life
expectancy for those infected also means that there is an increasing number
of those aged over 50 being diagnosed with HIV. New diagnoses amongst
that group doubled in the previous decade, accounting for 13% of all
diagnoses in 2009.”" It must be stressed, though, that increasing numbers of
diagnoses are being made across all age groups.*

thed,

T T
' Health Protection Agency, HIV in the United Kingdom (2010 Report), op. cit.

ibed.

Personal correspondence with the Health Protection Agency.

Health Protection Agency, United Kingdom: New HIV diagnoses data to end of Diecember 2010, op. cir.
Health Protection Agency, Health Protection Report, 6 June 2011, op. cil.

Health Protection Agency, United Kingdom: New HIV diagnoses data to end of December 2010, op. cil,

" Chlamydia, herpes, warts, gonorrhoea and syphilis.

HAUK 97 (Health Protection Agency).

HAUK 68 (Health Protection Agency).

Health Protection Agency, United Kingdom: New HIV diagnoses data 1o end of December 2010, op. cir.
Health Protection Agency, HIV in the United Kingdom (2010 Report), op.cit.

S_rv: Health Protection Agency, United Kingdom: New HIV diagnoses dara to end of December 2010, op.
Il
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Naronal spread

24. HIV infection is a problem natonwide, but it is concentrated in certain urban

and metropolitan centres. This is particularly so in London: of more than
65,000 people accessing care for HIV in 2009, over 28,000 (more than 40%)
were based in London.” In the London Borough of Lambeth alone, the area
with the highest prevalence of HIV in England, more than 2,700 people
accessed care for HIV in 2009.** Other urban centres, such as Manchester and
Brighton, also have a comparatively high prevalence of HIV.*

The dangers of late diagnosis

25. Lare diagnosis is one of the most serious problems we face.”® The timeliness of

a diagnosis i1s measured in relation to the levels of a particular type of white
blood cell, CD4+, in the blood (the CD4 count’). This is because HIV
attacks the body’s immune system, reducing levels of these cells in the body.*

26. Late diagnosis means that antiretroviral therapy has been delayed, which has

grave health implications for the person diagnosed. There is a 10-times
higher chance of dying within the first year after diagnosis™, and life
expectancy is 10 vears lower compared to those receiving prompt
treatment.” Of those who died because of HIV during 2009, 73% had been
diagnosed late.”" Delaying treatment misses a chance to reduce the risk of
onward transmission (see para 175). It also means more complex™ and
expensive® treatment for those diagnosed.

27. Early diagnosis is overwhelmingly in the interests of public health. Diagnosis

28.

allows access to treatment, which one study found reduced the transmission
risk amongst heterosexual couples by as much as 96%."* Being diagnosed can
also reduce risk behaviours amongst those infected.”

In 2009, the latest year for which figures are available, 52% of adults
diagnosed were diagnosed late, with a lower proportion of late diagnoses
among MSM (39%) compared with heterosexual women (59%) and men
(66%).” Late diagnosis is also a problem amongst those aged over 50, for
whom two-thirds of diagnoses were late.”
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Health Protection Agency, Survey of Prevalent HIV Infections Diagnosed (SOPHID), Data tables 2009:
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See, for example, QO 235-256 (Dr lan Williams and Dr Keith Radcliffe).
See Appendix 8.

YWhen the CID4 count falls below the level at which treatment is recommended to begin (350 cells per mm?
of blood), the diagnosis is considered 1o be late. If the count falls further, to below the level at which
treatment was recommended under previous guidelines (200 cells per mm? of blood), the diagnosis is said
to be very late (see Appendix 8).
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HAUE 53 (Brinsh HIV Association).
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HAUK 64 (Terrence Higgins Trust), HAUK 47 (Natonal AIDS Trust).

HAUK 51 (London Specialised Commissioning Group), HAUK 36 (Association of Directors of Public
Health), HAUE 67 (Health Protection Agency).

Cohen MD er al., Prevention of HIV=1 infeciion wnith Early Annretroviral Therapy, New England Journal of
Medicine, July 2011.
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A very late diagnosis® is of even greater concern, worsening the prognosis for
the patient even further. Yet this was the case for 30% (nearly 2,000 people)
of those newly diagnosed in 2009, a proportion again higher amongst
heterosexual men and women.* Given that a late diagnosis indicates that a
patient may have gone undiagnosed for up to eight years'’, this is deeply
disturbing.

FIGURE 2

Late* and very late** diagnosis of HIV Infection by prevention group and

30.

age group, 2009
B0%

0%

Proportion of new diagnoses

0% Mo50 1549 »50 1549
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* Diagnosed twith a CD4 cefl count <350 per mm3 (writhin 91 days of diagnosis)
** Diggnosed seith a GO cell count <200 per mm3 (wwithin 91 days of diagnosis)
Source: Health Protection Agency, HIV in the United Kingdom (2010 Report), op.cit.

How many are accessing care?

The number of those accessing treatment and care has trebled since 2000.™
Then, around 22,000 people were accessing care. In 2009, this had risen to
more than 65,000. There are a number of reasons for this increase.
Significant numbers of new diagnoses are being made each year. At the same
time, those diagnosed have been living progressively longer as antiretroviral
therapies have developed. A person diagnosed at age 20 can now be expected
to live on average for a further 46 years—16 years longer than somebody in
the same position in 1996.”* Furthermore, changes in treatment guidelines,
encouraging treatment at an earlier stage, meant that the proportion of those

See

* Hea

03

footnote 59, See also Appendix 8.

Ith Protection Agency, HIV in the Uhited Kingdom (2010 Report) op. cit.
2 (Dr Valerie Delpech).

Health Protection Agency, HIV n the United Kingdom (2010 Report), op.cir.

tbid,

-';-:}aﬁ' M et al., Impact on life expectancy of late diagnosis and treatment of HIV-1 infected individuals: UK CHIC,
2010,
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accessing care who were receiving antiretroviral therapy increased from 70%
in 2000 to 78% in 2009."™

FIGURE 3

Cumulative numbers of those accessing care by prevention and ethnic
group, 2000=2009

Diagnosed HIV-infected individuals seen for care by
prevention group and ethnic group , UK
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* Exciudes individuals wilh alhniciy nol repovied: 1,416 in 2000 and 934 in 2009

Annual survey of HIV infected perions accessing care

Source: Health Protection Agency, Numbers accessing HIV care, 2009 slide set:;
hitp:/fwww. hpa.org ukiwebHPAweb&HPAwebStandard/HPAweb_C/1203064766492

The growing costs

The striking increase in the numbers of those accessing care has obviously
impacted on the costs of providing treatment and care. Of the £1.9bn spent
by the Government on infectious diseases in England in 2009/10, £762m
(40%) was spent on the treatment of HIV and AIDS.”™ This spending
included hospital services and drug prescriptions, but did not include
spending on prevention or social care. It is also not clear, as the data cannot
be separated out, how much of the cost of HIV testing is included.™ Given
these factors, the final total could be much higher.

Spending on HIV and AIDS has significantly increased over time, rising from
an estimated £104m in 1997" to more than £500m in 2006/07."™ Newer

T

7

T
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Health Protection Agency, HIV in the United Kimgdom (20010 Report), op.cit.

Department of Health, Programme budget, 2009-10, op. ot

HAUK 94 (Department of Health).

Mandalia ei al., Rismg Populanon Cost for Trearng People Living wih HIV in the UK, 1997-2013, 2010
Department of Health, Programme budget 2009-10, op. cir,
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and more expensive drug regimes have contributed to this rise.” Given the
high number of new diagnoses, the costs of HIV treatment are only likely to
rise further over ume.

Conclusion

HIV remains a very significant public health challenge. The number of
people living with the virus continues to increase with no signs of halting.
Thousands of new infections are occurring in the United Kingdom each year.
Diagnosis, when it comes, is often late, whilst more than a quarter of those
living with HIV simply do not know they are infected. This jeopardises the
health of those infected, and is associated with continued risk of transmitting
the virus to others. Meanwhile, increasing numbers of people accessing care
drive up treatment costs in England towards £1bn. This makes HIV an
increasing and increasingly expensive public health challenge which cannot
be ignored. Tackling the issue should be a major priority for the
(overnment.

The Government should recognise the scale of the HIV and AIDS
challenge in the United Kingdom. Not enough is being done to
respond to a steadily growing risk to public health. There are
potentially huge cost implications in both the short- and long-term in
failing to deal effectively with the epidemic. At a time when public
health in the United Kingdom is subject to major reform, the
Government should ensure that HIV and AIDS is a key public health
priority.

™ HAUK 82 (Sarah Stephenson, Greater Manchester Sexual Health Network), Q 724 (Simon Williams and

Claire Foreman), Q 725 (Claire Foreman).
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CHAPTER 3: NO YACCINE, NO CURE

Given the scale of the challenge, what can be done in response? The
International AIDS Vaccine Initiative (IAVI)*™ noted that, “no other health
intervention is more cost effective or has a greater impact on public health
than vaccination™.® In the last century, vaccines have delivered striking
successes in the worldwide fight against diseases such as smallpox and polio.

The same was forecast for HIV. In 1984, the then United States Health
Secretary, Margaret Heckler, said: “We hope to have a vaccine ready for
testing in approximately two years ... yvet another terrible disease is about to
vield to patience, persistence and outright genius”.*® More than 25 years
later, this pledge remains unfulfilled. Nonetheless, the development of a
vaccine remains an important goal in the fight against HIV and AIDS.

Mo vaccine

In 2009, the latest year for which we received data, the main thrust of
research worldwide came from the United States, through both public and
charitable channels. The US Natonal Instututes of Health dwarfed other
funders, providing $596m, whilst the Bill and Melinda Gates Foundation
provided more than $72m.* In comparison, funders based in the United
Kingdom—the Government, the Medical Research Council (MRC) and the
Wellcome Trust—provided $23.6m between them.™

Despite the dominant role of the United States, the United Kingdom has
been an important partner. In 2009, the United Kingdom was Europe’s
largest investor in HIV vaccine research, and the third largest funder
worldwide.” Scientists based in the United Kingdom have also contributed
significantly to the development of candidate vaccines. IAVI praised “UK
leadership in the global arena”." Professor Sir Andrew McMichael, Director
of the Weatherall Institute of Molecular Medicine, noted that appmmmat-:ly
half the MRC spend on HIV was relevant to vaccine development.”

We applaud the commitment and leadership shown by successive
governments in their support for the development of a HIV wvaccine.
Continuing commitment to the development of a vaccine is essential. This
must continue to involve extensive international cooperation.

It is not only the public and philanthropic sectors, though, that can play a
part in vaccine development. Pharmaceutical companies also have extensive
expertise that could drive forward promising developments.”™ At present,
they are not prominent within the field of HIV wvaccine research.
Professor Sir Andrew McMichael said that the “huge outlay, high risk of
failure and impoverished markets” meant it was not an attractive area.”™

a0 A not-for-profit public-private partnership working to develop a vaccine for HIV.
81 HAUK 65,

82 (Office of Technology Assessment ‘Review of the Public Health Service’s Response to AIDS', U.S,
Congress, Washington DC., February 1985, p29.

8 HAUK 65 (IAVI).

84 shed
83 ihed
By M

87 HAUK 14.
88 3 434 (Professor Sir Andrew McMichael).
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Mary Kerr, Vice-President and European Head of ViiV Healthcare™, stressed
that the complexity of HIV vaccine development, combined with a relative
lack of capacity for HIV vaccine research within pharmaceutical companies,

meant it was “not surprising that there has been a limited focus”.”

In light of these factors, the key queston is how best to encourage
participation. One model suggested was the Product Development
Partnership, marryving public sector research with private sector product
development™; Mary Kerr and Lisa Bright, General Manager for UK and
Ireland of Gilead Sciences”, believed that a more streamlined approach to
regulatory approval for clinical trials could also improve the situation.™

The truth is, however, that the development of a vaccine is not likely in the
short-term. Professor Sir Andrew McMichael stressed that there were “huge
scientific obstacles” to overcome, and felt that a vaccine was at least a decade
away.” Peter Weatherburn, Director of Sigma Research™, noted that, “a
vaccine has been five to six years away for at least 15 years ...”"

Funding bodies, both public and private, should continue to support
HIV vaccine research as part of their research strategies. Cooperation
with international partners must be central to this work. At the same
time, the Government should consult with the pharmaceutical sector
to determine whether improvements can be made to existing models
of working and regulatory processes to better involve them in efforts
to develop a HIV vaccine.

Although the successful development of a vaccine is crucial in the
longer-term, the response to HIV and AIDS in the United Kingdom
must be based on the assumption that none will exist for at least a
decade.

No cure

Another way to combat a disease is to cure a person affected by eradicating it
from their body. This is not yet possible for HIV. The virus can be
suppressed, but not eliminated, by existing therapies.”™ According to
Professor Jonathan Weber, Director of Research for the Faculty of Medicine
at Imperial College London, such eradication is “the grail” for HIV
research.” Nevertheless, suppressive antiretroviral therapy has been an
important part of the response to HIV (see Chapter 7). As
Professor Sir Andrew McMichael said, “you cannot treat your way out of this
pandemic, but you can do quite a lot of good with drug treatment as a

¥ [0
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It is essenual, though, that treatment does not cause longer-term harm. If a
person fails to stuck to a regime of antretroviral drugs, it can lead to the
development of drug resistance, as has been seen with antibiotics. Were such
resistance to become widespread, treatment efforts would be hampered in
the long-term. This is closely monitored. The United Kingdom has the
largest resistance database linked to clinical data in the world, to ensure that
any problems are quickly identfied." With no vaccine and no cure, it is
important that surveillance systems robustly monitor and contain the risk of
emerging antiretroviral resistance (see paras 227 to 228).

Putting prevention first

Given the lack of either a vaccine or a cure, we must consider what else can
be done to prevent the spread of HIV. Dr John Middleton, Vice-President of
the United Kingdom Faculty of Public Health, noted that, “prevention is

better than cure when there is no cure”.'"

At present, the priority given to prevention at national and local levels is
woefully inadeguate. Peter Weatherburn believed that HIV prevention was a
“poor relation” within sexual health services.'” This is demonstrated by the
disparity in spending berween HIV treatment and prevention. £2.9m will be
spent on national prevention programmes in 2011/12."" This spending has
been static since 2009/10, and is less than half a percent of the £762m spent
on treatment and care in England in that year.'” In London, treatment costs
last year were around £250m'"™, whilst Primary Care Trusts spent around
£3m on prevention work, which included awareness campaigns and
counselling, as well as one-to-one and group interventions.'”’

‘This failure to invest persists despite evidence of the savings that prevention
work could wvield. The Health Protection Agency indicated that each
infection prevented would save between £280,000 and £360,000 in direct
lifetime treatment costs.'™ This means that if the estimated 3,800 UK-
acquired HIV cases diagnosed in 2010 had been prevented, more than £32m
annually, and £1.2bn in lifetime costs, would have been avoided.'™

Such stark figures demonstrate that there is no downside to investing in
effective prevention, and no justification for the existing imbalance in
spending. There are sull thousands of new infections per year, which will
increase the costs of treatment in the long-term. Current spending priorities
commit the Government to ever-more expensive treatment costs without
providing anywhere near enough resources to break the cycle. This must be
rectified. Though we acknowledge elsewhere that diagnosing and treating
those infected with HIV can have preventve effects which support broader
prevention efforts (see para 175), more money should be devoted to

1al QQ

446-7 (Dr Sheena McCormack).

102 Q 532,

103 Q) 881,

I HAUK 19 (Department of Health).

3 HAUK 94 (Department of Health).

1 HAUK 51 (London Specialised Commissioning Group).

107 () 740 (Simon Williams ) HAUK 19 (Sima Chaudhury) and personal correspondence with Mark
Creelman, Inner North West London PCTs.

108 HAUK 97 (Health Protection Agency).
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preventing new infections through a range of interventions in addition to
antiretroviral therapy.

We note the support for the prevention agenda from the Government.
Professor David Harper, Director General for Health Improvement and
Protection and Chief Scientist at the Department of Health, outlined that
prevention was “absolutely at the heart of what we are saying and what we
are trying to achieve.”"'” Anne Milton MP, Minister for Public Health,
stressed that “prevention remains as important as it did 25 years ago.”""
Despite this, she believed that the guestion of resources was more about
“how effectively that money is spent ...”""

The Government must match their words with action. Though money must
of course be spent effectively (see para 93), the balance between money spent
on the treatment of those infected and that spent on prevenung people
acquiring HIV 1s simply disproportionate. This must be rectified. More
resources should be allocated to HIV prevention work, going beyond
controlling the viral load of those infected. Such work should include testing
and treatment for other ST1s, as well as individual and group interventions to
reduce risk behaviours amongst those who are HIV-positive or at high risk of
infection, both within and outside clinical settings.

The Government have an opportunity to give this broader prevention work
greater priority through the development of a new sexual health policy
document. This will replace the previous (now-expired) sexual health
strategy''’, and the Minister indicated that the new document would have
the same status and purpose as that strategy.''* This opportunity must be
taken.

Funding for prevention should not, though, come at the expense of HIV
treatment. As Peter Weatherburn said, “you cannot buy prevention instead
of drugs”'"”; not least because of the important preventive role such
treatment plays by suppressing levels of the virus in the body. Treatment and
prevention work together; both must be fully supported by the Government

if combating HIV and AIDS in this country is to be taken seriously.

Further Government support for prevention is required. Prevention
should be at the forefront of the response to HIV. This must be
reflected in the Government’s replacement of the 2001 sexual health
strategy. More resources must be provided at national and local
levels. The Government should monitor and audit the use of
resources so provided, to ensure they are used for the purpose of
preventing new HIV infections.

1o 0y 167,
11 () 1089,
12 1090.

12 Department of Health, Better prevention, better services, better sexual health—The national strategy for sexual

health and HIV, July 2001,

N4 01130,
15 ) 8481,
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CHAPTER 4: PREVENTION: GETTING THE MESSAGE ACROSS
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The previous sections established that prevention should be a focus whilst
there i1s no realistic prospect of either a vaccine or a cure for HIV. This is
especially important given that the cumulative effect of vyear-on-year
increases in the number of people living with HIV is that treatment costs will
continue to rise, presenting an increasing burden for the NHS.

This chapter examines existing prevention activity, reflecting upon the
effectiveness and resource base of such work, before setting out how
prevention initatves should be developed and improved.

Prevention campaigns—the current situation

Narional HIV programimes

Currently, nationally funded HIV prevention work is ‘targeted’ at the two
groups most at risk of infection. Since 1996, the Department of Health has
funded the Terrence Higgins Trust for a national prevention programme
focused upon MSM; and since 2000, the Department has funded the African
Health Policy Network (AHPN)'"" for work with African communities living
in England. For 2011/12, the Terrence Higgins Trust will receive £1.9
million, whilst the AHPN will receive £1 million.'"’

Terrence Higgins Trust and the AHPN work through partnerships which
bring together a wide range of community and third sector groups to deliver
locally specific HIV prevention activity. For MSM, this work 1s delivered
through the Community HIV and AIDS Prevenuon Strategy (CHAPS),
whilst for black African communities, activities and funding are delivered
through the National African HIV Prevenuon Programme (NAHIP).

In both cases, prevenuon acuvities undertaken typically comprise HIV
awareness-raising through media campaigns (often using community-specific
media), leafleting, advertisements and posters. This work 1s complemented
by direct contact work including workshops, counselling and group activities,
in addivon to the use of the internet and social marketing tools. In some
areas, open-access testing facilities are also available.

NAHIP stated that: “The amount currently spent by the Department of
Health on HIV prevention is not sufficient.” Its funding of £1 million per
annum equates to between £1 and £2 for each African living in England.'"
It noted that the £1 million currently spent on preventon for Africans is
0.25% of the £400 million annual cost of treatment and care for the African
populaton. NAHIP concluded by stating that: “Greater spend on prevention
is an investment to lower the HIV treatment and care costs to the NHS in
the future. Reducing this future burden is one reason why UNAIDS
recommends that spending on prevention should be close to 45% of the total
spend on treatment and care.”'"”

We have highlighted the costs of treating HIV, and the long-term

savings which could be made through investment in HIV prevention.
The current levels of investment in national HIV prevention

(R L] 5{3
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programmes are insufficient to provide the level of intervention
required.

Local HI'V programmes

63. In addition to the national campaigns funded by the Department of Health, a
range of local provision also exists. Prevention campaigns at the local level
are usually funded by Primary Care Trusts, local authorities and charitable
donations; typically, providers will draw funding from all of these sources.
Some providers, such as Yorkshire MESMAC', match local funding with
money received from the national CHAPS programme.

64. Voluntary bodies play a strong role in these local programmes, building on
campaigns delivered nationally through more direct work with at-risk groups.
‘Outreach’—a diverse term which can include visits to churches, publicising
HIV testing in gay nightclubs and promoting condom use in gay saunas—is a
particularly important facet of the work of many of these providers.

65. Of these local campaigns, the largest is the Pan-London HIV Prevention
Programme (PLHIPP), with a budget of around £3m in 2009/10."' For the
current financial year, the PLHIPP has experienced a reduction of 20% in
the funding received from London PCTs.'™ This is illustrative of a trend
towards disinvestment in local HIV prevention. Sir Nick Partridge, Chief
Executive of the Terrence Higgins Trust, suggested that: “Over the past 10
years we have seen a consistent reduction in the investment and funding in
local HIV prevention services ... That leaves a gap. It has meant that the
responsibility and the expectation on the national programmes are far greater
than they can deliver and are currently funded to deliver.”'”

66. The Minister for Public Health acknowledged the important role of local
campaigns and the voluntary sector, stating that: “voluntary sector
organisations can be extraordinarily good wvalue for money.”'* She
acknowledged that it was a difficult period for voluntary organisations, but
said that “the challenge for funding bodies such as councils, PCTs and
others is to look at the provision of services imaginatively”'”, going on to
state that “cuts can be counterproductive because of the costs further down
the line. Invest to save.”'*

67. At this point, we pay tribute to the voluntary organisations, without whose
efforts the effectiveness of the early response to HIV and AIDS would have
been vastly reduced. The Minister praised the “very, very responsible
attitude” and “leadership™ of the gay community in the early years of the
epidemic.'” Throughout the inquiry, we have been impressed by the
continuing strength of the voluntary sector. At a national level, the AHPN,
the Natonal AIDS Trust (NAT)'™ and the Terrence Higgins Trust have

120 A sexual health organisation, based in Yorkshire, that focuses on HIV prevention amongst MSM.

10 740 (Simon Williams), HAUK 17 (Sima Chaudhury) and personal correspondence with Mark
Creelman, Inner North West London PCTs.

“2BBC Online, London HIV services cut as infections rize, htp:fiwww,.bbe.co.uk/news/uk-england-london-
13578283, accessed 15th June 2011,
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coordinated policy and prevention work, whilst groups such as Positively
UK'™, Body and Soul'” and National AIDS Manual (NAM)'"' have been
firm advocates for patients. Locally, groups such as Yorkshire MESMAC,
Leeds Skyline'”, Summit House'” and the Sussex Beacon'** have been
integral to local prevention, testing and support strategies. This work must
continue to be supported.

Local prevention programmes, and the voluntary sector bodies that
deliver them, have played an important role in tackling HIV. Local
authorities, health services and other funders should avoid
undermining local HIV prevention work when taking budget
decisions. The ongoing trend of pressure on local prevention services
also underlines the importance of enhanced Government funding for
national HIV prevention programmes.

Wider sexual health campaigns

Whilst the Department of Health spends £2.9 million on national HIV
prevention work, this 1s only part of the £10.6 million that the Department
spends on sexual health promotion more generally. A range of other
campaigns have been supported including, for example, the Sex: Worth
Talking About campaign, which ran from November 2009 to March 2010.
This £6.7 million campaign, which sought to raise awareness of sexual health
and promote dialogue around safe sex, ran across various media, including
television, radio and newspapers. [t did not mention HIV or AIDS.

The omission of HIV from general sexual health campaigns is a cause for
concern. NAT noted that HIV did not feature in the 2006 Condom: Essential
Wear campaign either. It suggested that HIV awareness should be
incorporated into wider sexual health campaigns.'” This view was shared by
AHPN, which stressed that: “the NHS’ general sexual health campaigns,
which are aimed more widely, sull need to include informaton aboutr HIV
and increase support to targeted HIV campaigns.”'* Positively UK
suggested that the lack of general national campaigning on HIV contributed
to the stigmatisation of ‘at-risk’ communities.'”’

Dr Rowena Merritt, Research Manager at the Nauonal Social Marketing
Centre'”, said that campaign financing within the Department of Health
took place within “silos”, with HIV sitting separately from wider sexual
health, even though different teams of staff were often working to target the

same audiences. This, she felt, was “complete madness”.'"

HIV awareness should be incorporated into wider national sexual
health campaigns, both to promote public health and to prevent

129 A policy and advocacy orgamisatnon for people living with HIV.

130 A charity supporting children, voung people and families who are living with or affected by HIV,

131 See Appendix 8.

132 A group providing HIV support services in Leeds,

132 A support service working with people affected by HIV in Dudley and Sandwell.

134 A chinical care centre for men and women hiving with HIV and AIDS,
133 HAUK 47.
1 HAUK 57.
1% HAUK 37.

138 A srrategic partnership between the Department of Health and Consumer Focus, focusing on social
marketing and behaviour change,
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stigmatisation of groups at highest risk of infection. We recommend
that there should be a presumption in favour of including HIV
prevention in all sexual health campaigns commissioned by the
Department of Health.

Do current campaigns work?

In the course of visits to HIV clinics in London and Brighton, we received
anecdotal evidence which suggested thart levels of risky sexual behaviour are
on the increase. To an extent, this is borne out by the findings of the 2009
University College London Gay Men’s Sexual Health Survey. This
community-based study found that, of those respondents who were HIV-
negative, 46.4% had had unprotected anal sex in the past year; for those who
were HIV-positive, this figure rose to 57.7%. In addition, 40.4% of those
who were HIV-positive had had unprotected anal sex with a casual (once-
only) partner in the preceding year.""’

These figures have increased since the mid-1990s as, indeed, has the level of
HIV prevalence identified by the study—from 11% of respondents in 1996 to
15.2% in 2008.'" These numbers are alarming, particularly given the high
prevalence of HIV amongst the London MSM community.

The Department of Health, however, suggested that HIV prevention
programmes have been effective according to a number of outcomes for
MSM, amongst them:

» Awareness of the availability of post-exposure prophylaxis (PEP)
following potential sexual exposure to HIV increased from 22% before the
CHAPS campaign to 56% after the campaign'**; and

* DPreliminary analysis of data suggested that between 2001 and 2008 there
was a fall in numbers of sexual partners among MSM.'"

Likewise, the Terrence Higgins Trust argued that natonal programmes have
demonstrated their effectiveness, suggesting that without them levels of new
HIV infection would be much higher. It cited typical target audience
recognition rates of 30 to 40% for CHAPS campaigns, as well as a reduction
in rth:mthr of infections diagnosed amongst MSM between 2007 and
2009.

Others have suggested that current programmes are failing to either effect
behaviour change or stem the tide of new HIV diagnoses. NAM felt that
initiatives have been delivered with insufficient energy and pace, with
expenditure declining over the past decade.'™ The London Specialised
Commissioning Group suggested that national programmes have tended to
be output, rather than outcome focused'', whilst Status argued that a
culture of complacency and ‘provider knows best” meant that initiatives were
failing gay men.'" The Tuke Institute suggested that campaigns are not

14 University College London, Gay Men s Sexual Health Survey 2009, London 2011.
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sufﬁcitpti_y informed by behavioural science, with data on the dynamics of
transmission not informing the size or delivery of programmes.'*

We accept that levels of new HIV infection would have been higher
without the national prevention programmes, and we support those
delivering this work. We feel, however, that more needs to be done to
reduce dangerous and risky behaviour that is leading to HIV
infection. In part, more funding is needed but, in addition, a broader
range of evidence-based approaches are required. We give further
detail on this approach in paras 116 to 118.

Delivering the right prevention campaigns

We have described above the existing practice of ‘targeting’ national
campaigns at those groups at greatest risk of HIV infection. The balance
between targeting and more general campaigns is important. NAM', the
African Health Forum'” and AHPN"' argued that targeting is an efficient
use of limited resources, given that the epidemic within the UK is largely
focused in two particular groups.

NAT' and the Faculty of Public Health'*® argued that targeting is sensible,
but suggested that high prevalence areas, as well as high prevalence groups,
should be targeted. They suggested that broader, more general campaigns
should be run alongside community specific acuvities in areas of high HIV
prevalence.

FPA'"™, HIV Scotland'” and the Medical Foundation for AIDS and Sexual
Health (MedFASH)'™ believed that funding should be given to both
universal prevention campaigns and targeted interventions for those most at
risk. Awareness of responsibility and risk must extend to the population as a
whole; general campaigns may be necessary to educate the wider population.
Shield South Yorkshire noted that targeted campaigns at the national level
produced materials featuring particular sections of the population, and that
these groups were not always present amongst the local population.'®” This
made materials difficult to use and prevention messages more difficult to
convey.

A general HIV preventon campaign, it is felt, would address this. NHS
commissioners noted that some people at risk do not identify with campaigns
targeted at particular groups.'”™ MSM who portrayed themselves as
heterosexual to friends and family were one example; young MSM who
might not identify as gay were another. These sub-sections of the target
groups are therefore missed by targeted campaigns.

148 FIALUTE. 45. The Tuke Institute 15 a health think tank and pelicy organisation.

149 HAUK 24.

1% HAUK 81.

15 HAUK 57.

15 HAUK 47.

153 HAUK 38,

15 HAUK 5 and 83. FPPA is a sexual health chariry.

155 HAUK 61. HIV Scotland is the national HIV policy chanty for Scotland

136 HAUK 63 and 66, See also Appendix 8

15T HAUK. 26. Shicld is a South Yorkshire-based charity offering support o people living with HIV andfor

hepatitis C.
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The 1986 Don’t Die of Ignorance prevention campaign had a general, national
focus. Post-campaign polling showed that 98% of the public understood the
transmission routes for HIV.'™ This illustrates what can potentally be
achieved through public health campaigns in this area. In contrast, a 2010
survey undertaken by NAT found that 20% of people did not know that HIV
was transmitted by sex without a condom between a man and a woman.'™ A
recent survey of young people, undertaken by the Sex Education Forum'',
found that 27% of respondents had not learnt about transmission routes for
HI\I;_JL‘!.“

Both targeted and national HIV prevention campaigns have an
important role to play. Given the concentration of HIV infection in
two specific groups, we recommend continued targeted HIV
prevention campaigning focused on these communities. This should
be coordinated at the national level.

We also recommend that the Department of Health undertake a new
national HIV prevention campaign aimed at the general public. This
will ensure that HIV prevention messages are accessible to all of the
population.

Contributors also considered the technologies used to deliver prevention
information. Professor Jonathan Elford, of the Department of Public Health
at City University, and Peter Weatherburn both highlighted the increasing
role that internet and mobile phone-based applications could play in
delivering safe-sex messages.'”” This is of particular relevance given the
increasing role of the internet in generating and forming sexual relationships.

Shield South Yorkshire highlighted the reliance upon written and printed
materials in current prevention activity.'®' It argued that over-reliance on
these forms of delivery failed to take account of the limited literacy and
English language skills of some members of the target audience. Television
and radio campaigns would lend greater effectiveness—especially when
complemented with the group and individual work that we have advocated
above.

For some audiences, however, printed media remain important. Felton
Communications'” highlighted that the gay press was sull the most adept
form of targeted media in reaching that audience, but that different messages
and different audiences would require different approaches.'™ It was
therefore important that campaigns combined all media options.

We recommend that those delivering HIV prevention campaigns,
whether nationally or locally, should utilise the full range of available
media, including internet, social networking and mobile phone
applications. We note that national sexual health campaigns, such as
Sex: Worth Talking About, have been sufficiently resourced to
purchase advertising time with national broadcasters. We

1% COLGallup poll, March 1987,
1e0 HALTE 47.
11 A sex education policy and advocacy group.

%% Sex Education Forum, Young people’s experiences of HIV and AIDS education, May 2011.
163 Q Q iih

et HALUTE 26,

%% An advertising agency used by the Terrence Higgins Trust for its media campaigns.
les HAUTK 84.
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recommend that messages around HIV are included in these

campaigns in future, ensuring the greatest possible exposure for HIV
prevention messages.

Evaluating the effectiveness of campaigns

At present, the national HIV prevention programmes commission their own
evaluation from within their programme budgets. This is undertaken by
Sigma Research, based within the London School of Hygiene and Tropical
Medicine. Some contributors, such as Status, questioned the rigour and
transparency of these evaluation arrangements, believing that evaluation
should be commissioned independently by the Department of Health."" In
their own submission, Sigma Research also suggested that the evaluation of
campaigns would be stronger if commissioned directly by the Department of
Health.'*®

On this point, the Minister for Public Health stated that: “... I am always
worried if there is a perception that evaluation is in any way biased, because
what really matters is that evaluation is robust and people trust it. Otherwise,
50% of the job of evaluation has failed. So there is obviously, irrespective of
the facts, a perception issue that we have to address ...”'"" Whilst we do not
question the independence of current evaluation programmes, we agree with
the Minister that the perception of independence is of equal importance.

At the same time, a large number of witnesses suggested that more resources
should be dedicated towards researching the effectiveness of different HIV
prevenuon mnterventions. These included submissions from the Briush HIV
Association (BHIVA)'™, HIV Scotland'” and Professor Sir Andrew
McMichael.'"™ Professor Graham Hart, Director of the Division of
Population Health at University College London, proposed the
establishment of a HIV research strategy committee, to be led by the
Department of Health.'” He suggested that: “The major health funders in
the UK could work together to look at the available evidence of success with
regard to preventon, identfy the gaps, look at the relauonship between
biomedical interventions and social and behavioural interventions ... and
really determine the direction of travel ... to provide us with a clear strategy
for HIV prevention.”'™

Whilst we do not doubt the integrity of current evaluation processes,
we recommend that the practice of HIV prevention providers
commissioning their own evaluation of campaigns be ended. The
Department of Health should commission evaluation, ensuring
separation from delivery of prevention activity. We also recommend
that, once instituted, such independent evaluation activities are used
to inform, refine and reinforce subsequent prevention campaigns,
providing an evidence-led approach to influencing behaviour.

T HAUK 33.

188 HALIEK 27.
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Given the significant cost savings that can be accrued from successful
HIV prevention work, the Department of Health should prioritise HIV
prevention research. We recommend that the Department establish
an advisory committee, to give leadership and coordination to
biomedical, social and behavioural prevention research.

Intensive prevention

A large majority of our witnesses stressed that there were one set of
interventions which had repeatedly proven to be effective. These were
intensive group, workshop and one-to-one sessions that supported MSM in
modifying sexual risk behaviours. Professor Graham Hart said thar: “We
have some very good evidence, mainly from the US, that behavioural
interventions at the community, group and individual level are highly
successful in impacting risk behaviour.”'” Professor Jonathan Elford went on
to say: “Systematic reviews of different behavioural interventions have
demonstrated that behavioural interventions can be effective at an individual
and community level, but the most successful interventions were intensive. If
they were provided at a one-to-one level they would involve, say, 10 one-to-
one sessions.”""®

Peter Weatherburn highlighted the financial difficulues of delivering this
particular type of intervention, reflecting upon the work of the Terrence
Higgins Trust: “Unfortunately, it invests in group work that 600 men can
attend. Given that there are probably 500,000 to 600,000 homosexually
active men in England, that is one in 1,000.”'" He went on to advocate “ ...
continuing to do the kinds of campaigns that we have done for gay men, for
Africans and maybe even for the general population—such as Condom:
Essential Wear—and following through with a far more robust programme of
interventions for those at highest risk.”'™

A range of intensive interventions—including group and individual
counselling work—should be delivered for those who are most at risk
of either contracting or passing on HIV. This should be set against a
backdrop of national campaigns and awareness raising which is
properly evaluated and refined for effectiveness.

Stigma—an obstacle to prevention

Whar 1s stigma?

During the course of our work, we have heard numerous examples of stigma
and discrimination. These include:

* People not wishing to share cups or cutlery with people living with
HIVIH;

* People living with HIV finding themselves homeless and ostracised by
their communities'®’;

 Graffiti being sprayed on the homes of people living with HIV'®';

175 3 882,

176 () 884,
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178 903,

17902 541 (Annemari¢ Byme, Body and Soul).
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« Bullying of the children of people living with HIV'*%;
» People losing their jobs following disclosure of their HIV status'*’; and

* Most worryingly, we have heard evidence of stigma being encountered
from healthcare professionals, including patients being refused treatment
by doctors and dentists. '™

HIV stigma is complex, and can take many forms. People living with HIV
may experience discrimination, prejudice and stigma from others; they may
also begin to internalise these messages and stigmatise themselves. Persistent
stigma has effects upon both people living with HIV and upon public health
more generally.

Discrimination against those affected by HIV is based, at best, on
ignorance and, at worst, on prejudice, and we unreservedly condemn
it. This underlines the need for a general public awareness campaign
on HIV.

The causes of stigima

There are many deep-seated causes of HIV stigma. Witnesses have suggested
that there is a historic associatuon of stigma with diseases or conditions where
the person suffering is perceived to be responsible, in some way, for
contracung it.'™ There 1s also, of course, a historic stigma around STTIs,
reflected in the long-established confidentality arrangements for GUM
services. Progressive and incurable conditions have also historically attracted
stigma, as have conditions which are not well understood by the general
public. '*®

Positively UK suggested that people living with HIV may not wish to disclose
their status due to a fear that they will be associated with particular
behaviour. They fear that they will be judged to have had many sexual
encounters, or to have been injecting drug users at some point in the past.'”
Witnesses from religious groups felt that stugma around HIV could be traced
back to the 1980s, when it was perceived as a *homosexual’ disease and that
“for many faiths it was seen as a judgement”.'*

Effects upon public health and prevention

Stigma and lack of understanding can undermine HIV prevention efforts.
Misinformation circulated about HIV, suggestng that it is a ‘judgment’ or
that it can be cured through non-medical methods, poses a threat to public
health messaging. This is especially the case when such statements are made
in faith-based settings, given the significant influence of faith leaders in some
communities.

The potential negative effects of a positive diagnosis {as outlined in para 98)
can also have an impact upon prevention. Those at risk from HIV may be
deterred from testing and, as a consequence, remain infectious and go on to

181 ) 549 (Annemarie Byrne, Body and Soul).
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infect other partners. Difficulties around disclosure of a HIV-positive status
can also impact upon adherence to treatment, with negative impacts for the
individual and a heightened risk of onward transmission through increased
viral load. Stigma, therefore, impacts upon the prevention of HIV.

Legal protections

The Equality Act 2010, and the Disability Discrimination Act 2005 before it,
have provided a measure of legal protection to people living with HIV. In
particular, the Equality Act, in prohibiting the use of pre-employment
healthcare questionnaires, removed a significant barrier faced by people
living with HIV when accessing employment.'™ It also introduced protection
from discrimination for those perceived to be HIV-positive, as well as for
people associated with someone who is perceived to have HIV.

What more can be done?

In addition to acton initated nationally by Government, we acknowledge
the work of others, principally in the voluntary sector, in combating stigma.
Commitment to this work needs to be reaffirmed, and such work needs to be
supported in a constrained funding environment.

Working with faith leaders

Faith and religion play a strong role in the lives of many people. It is essential
that faith leaders engage with HIV as an issue and provide effective and
truthful support and communication around the subject. We are not
convinced that this is happening universally at the moment, although
evidence received from faith leaders suggested that opinions and approaches
have progressed—to varying extents—over the past 30 years.

Much can be learnt from recent work undertaken in the black African
community. NAHIP runs a series of initatives which seek to build and
develop the knowledge of faith leaders on HIV. The partnership has produced
a toolkit, Life and Knowledge, which seeks to support targeted work with faith
leaders in this area. The importance of this work has been highlighted by the
Department of Health'’, the African Health Forum'' and Dr Sheena
McCormack, Clinical Epidemiologist at the MRC Clinical Trials Unit.'*

Reverend Ijeoma Ajibade, of St Philips Earls Court, when reflecting on work
with the AHPN, suggested that: “There are myths and taboos around HIV,
and what our faith leaders can do in the churches is speak the truth about
HIV,” going on to state: “Stigma is very real and one of the things we do in
the African Health Policy Network, which is a secular organisation, is give
people the tools to speak about HIV, and we then have people who are HIV-
positive speaking in churches about HIV, which I personally find very
powerful.”' In Leeds, we heard about the complexity of working to raise
HIV awareness in a religious community that is often disparate, with many
different churches, denominations, languages and cultures. '**

'8 Including HAUK 37 (Positvely UK) and HAUK 64 (Terrence Higgins Trust).
1% HAUK 19,

ol HALL #1. The African Health Forum is an information platform for health promotion and social care
iminatives relevant to African communities in London,

12 HAUK 56.
193.) 651,
1% See Appendix 6: Visit to Leeds, 9 May 2011.
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Work within African communities has been important in developing
approaches to religion and HIV. It is not, however, only African churches
who need to take on this focus and workload. HIV prevention messages are
necessary across all communities and all faiths.

Given the significant influence of faith leaders in some communities,
we recommend that the Government, local authorities and health
commissioners build upon work already taking place with all faith
groups to enlist their support for the effective and truthful
communication of HIV prevention messages.

We recommend that the Department of Health ensures continued
funding and support for work, building upon that currently delivered
by the African Health Policy Network, which aims to develop the
knowledge of faith leaders about HIV. Such work is vital in supporting
a wider range of interventions which aim to address, prevent and
treat HIV within all communities.

Peer support groups and the role of people living with HIV

HIV-positive people, as advocates and confident service users, can play an
important role in addressing stigma through publicising the condition and
encouraging dialogue. Francis Kaikumba, Chief Executive of the African
Health Policy Network, highlighted the work of its Ffena programme, which
has trained over 100 people living with HIV to become advocates for
understanding of the condition.'” Silvia Petretti, Community Development
Manager at Positively UK, highlighted her work in training 40 women from
across Britain to become HIV advocates, undertaking radio interviews and
responding to policy issues."”

MedFASH believed that overcoming stigma will require openness, visibility
and leadership on the part of people living with HIV.' The British
Association for Sexual Health and HIV (BASHH)' and the Royal College
of Physicians suggested that HIV-positive people should be empowered to
build their self-confidence in medical settings.'”® Silvia Petretti stated that
peer support networks, such as that provided by Positively UK, were vital in
equipping people living with HIV to undertake this work.*™

People living with HIV need to be empowered to become advocates
for understanding of the condition, in order to help to address stigma.
We understand the importance of peer support networks and
voluntary organisations in supporting this work, and recommend that
local authorities and other public sector funders acknowledge the
importance of this work in their future funding decisions.

Combination prevention

Over the last 25 years, our knowledge of HIV has increased considerably.
Whilst in the 1980s public education was one of the few tools available to
prevent transmission, there are now a range of options, encompassing

WS 113,

196 () 551.

1T HAUK 63 and 66,
196 See Appendix 8.
1% HAUK 55 and 73.
200 () 586,






HIV AND AIDS IN THE UNITED KINGDOM 35

CHAPTER 5: TAKING PREVENTION FURTHER

119. The previous section discussed the importance of HIV publicity and
prevention campaigns, supported by more targeted group and individual
education for those at highest risk of HIV transmission. We concluded by
explaining that these initiatives could be supported by a wider range of
measures which, when combined, could provide an effective approach to
HIV prevention. Some are already in place, and some need further support.
We consider them all here.

Needle exchange

120. HIV is mostly transmitted by sexual contact in the United Kingdom, but that
15 not the sole method of transmission. As a blood-borne virus, the sharing of
injecting drug equipment is a major risk factor for HIV transmission. One
way of combating this is to provide needle exchange facilities. Such facilities
replace used needles with clean ones, to avoid the need for sharing
equipment amongst injecting drug users (IDUs).

121. The Government instituted needle exchange programmes very soon after
HIV and AIDS emerged in the United Kingdom. This is widely considered
to have been a success.”™' Professor Mike Kelly, Director of the Centre for
Public Health Excellence at the National Institute for Health and Clinical
Excellence (NICE), stressed that, “the provision of needles and syringes have
been fantastically effective at keeping the HIV epidemic in check in that
population”.*™ Of the 112,000 HIV diagnoses since the start of the
epidemic, only 5% have been as a result of injecting drug use.”” Just 2.4% of
those newly diagnosed with HIV in 2010 acquired their infection through
injecting drug use™, and only 2% of those accessing HIV services in 2009
(the latest point for which data is available) were infected through injecting
drug use.” Amongst IDUs as a whole, HIV prevalence was only 1.5% in
2009—though this has risen from a rate of 0.7% in 2000.%"

122. These rates compare very favourably to rates in other countries that did not
take the same proactive approach to needle exchange programmes. In the
United States in 2009, for example, 12% of annual new HIV diagnoses and
19% of those living with HIV overall were infected through injecung drug
use.””” Indeed, the HIV epidemic is primarily driven by injecting drug users
in many countries in Eastern Europe: in Russia, more than one third of the
country’s IDUs are living with HIV; whilst in the Ukraine, prevalence
amongst IDUs is between 39% and 50%.*"

M1 See, for example, HAUK 54 (Royal College of GPs), HAUK 63 (MedFASH), HAUK 59 (NAHIP),
Q 873 (Professor Noel Gill).
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123. However, in light of the rise in prevalence in this country over the past
decade, and the geographical variation in prevalence—which ranges from
0.6% in Scotland to 4.1% in London*”—we must not be complacent.*'* One
potential threat in this respect is the perception that needle exchange
facilities could lead to an increase in criminality. This argument was
emphatically refuted by Dr Ewen Stewart, Chair of the Royal College of
General Pracutoners’ (RCGP) Sex, Drugs and HIV Group, who said that,
“the evidence 1s actually to the opposite: that by bringing people into
treatment, you reduce criminality; you reduce their need to fund a drug habit
through criminal activity and therefore it has a wider social benefit than just a
benefit to the individual.”*"' Professor Graham Hart added that there was

“no evidence” of increased drug use resulting from needle exchange”.*'*

124. Needle exchange programmes are a crucial component of a successful
response to a blood-borne virus such as HIV. Statistics show continuing low
levels of HIV incidence amongst injecting drug users. We are therefore
pleased to see that the Minister for Public Health made clear that, “At the
moment there are certainly no plans to get rid of needle exchanges.”*"* We
would go further. Given the problems elsewhere, we call on the Government
to encourage other countries to heed the lessons learned in the United
Kingdom, in order to combat HIV amongst injecting drug users worldwide.

125. We support the continued provision of needle exchange programmes.
The Government should wuse their influence, both through
partnerships such as UNAIDS and their bilateral relationships, to
make clear the benefits of needle exchange facilities, and encourage
countries whose epidemics are driven by injecting drug use to
institute or expand such programmes.

Eduecation in schools

126. Education is a critucal part of HIV and AIDS prevention work. One of the
most important targets for such education must be children and young
people. HIV case reports show that one in ten new HIV diagnoses in the UK
are amongst people aged between 15 and 24 years old, and incidence
estimates suggest that one in six of those newly infected with HIV are young
people.”"” Communicating the importance of safe sexual behaviour and the
need to take care of oneself in relationships, therefore, is vital. Within
schools, this is traditionally done in the subject of sex and relationships
education (SRE). The Government has committed to a review of Personal,
Social, Health and Economic education (PSHE), of which SRE forms part,
although the remit has not yer been decided. "

127. SRE is a broad term, which applies to learning about the “emotional, social
and physical aspects of growing up, relationships, sex, human sexuality and
sexual health”.”"® Its main aim is not to teach children about sex; it is about
ensuring their safety and security in inumate relationships. These are key

** Health Protection Agency, Shooring Up: Infections among injecting drug users in the UK 2009, op. cit.
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skills to have throughout life, and issues that Nick Gibb MP, Minister of
State for Schools, stressed were “very, wvery important to this

Government”.*"’

128. Teaching requirements in relation to SRE, HIV and AIDS are complicated.
The Sex Education Forum has detailed the position, which is outlined in Box
1. In summary, learning about HIV, AIDS and other STIs are the only
aspects of sex education that are compulsory for all maintained secondary
schools.”"™ Present teaching looks at HIV and AIDS within the science
curriculum. However, the separate subject of SRE, with its focus on broader
social issues (which can increase levels of safe sexual behaviour*'), should
also be considered as part of HIV and AIDS prevention efforts.

BOX 1

Existing requirements around sex and relationships education™

(1) It is compulsory for all maintained schools to teach some parts of
sex education, that is the biological aspects of puberty,
reproduction and the spread of viruses. These topics are statutory
parts of the National Curriculum Science which must be taught to
all pupils of primary and secondary age.

(2) There is also a requirement for secondary schools to teach about
HIV, AIDS and sexually transmitted infections as part of the

Nauonal Curriculum Science.

(3) The broader topic of SRE is currently not compulsory but is
contained within non-statutory PSHE within the National
Curriculum and is strongly recommended within Government SRE
Guidance (2000). School governors are in law expected to give
‘due regard’ to this guidance.

(4) Both primary and secondary schools are legally obliged to have an
up-to-date SRE policy that describes the content and organisation
of SRE taught outside the Science Curriculum. In primary schools
a decision not to teach SRE outside the Science Curriculum should
also be documented in the policy.

(5) It is the responsibility of the school’s governing body to ensure that
the policy is developed and is made available to parents. Parents
have a right to withdraw their children (until the age of 19) from
any school SRE taught outside the Science Curriculum.

(6) To qualify for Healthy School starus, there must be a planned
programme of PSHE which includes SRE in place. ™

(7) Schools have a legal duty to ensure the wellbeing of their pupils and
SRE contributes to this duty.

Standards of 1eaching

129. Even though teaching about HIV and AIDS is part of the Nauonal
Curriculum, it is inadequate at present. A survey of 821 young people

17 1056.

218 Education (Non-Maintained Special Schools) (England) Regulations 1999, (SI no 2257).

2% HAUK 49 (Sex Education Forum).

230 Sex Education Forum, Current status of Sex and Relanonships Educanon, March 2011.

221 Healthy Schools Status is a Depariment for Education and Department of Health accreditation scheme.
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conducted by the Sex Educaton Forum this year found that a quarter of
young people had not learnt about HIV and AIDS in school; a problem that
was more pronounced amongst older children.** This echoed the findings of
a 2007 Ofsted report, which stated that HIV and AIDS received insufficient
emphasis within schools.**

130. The content of HIV and AIDS teaching is also a problem. The Sex
Education Forum survey found that children were most likely to have learnt
about the transmussion of HIV (73%), but that learning about stigma and
attitudes was less common (41%).*** Body and Soul felt that the balance of
information failed to properly communicate the risks of acquiring HIV.**

131. Many of the concerns about HIV and AIDS teaching were expressed about
SRE more broadly. A 2008 Sex Education Forum survey found that 92% of
young people learned about biological aspects of sex, but only 21% were
taught about relationship skills.”* The need for a broader curriculum was
widely supported.” Dissatisfacion was shared by teachers and school
leaders.*

Improving the system

132. One area for possible development relates to mandatory teaching of SRE in
schools. Lucy Emmerson, Principal Officer of the Sex Education Forum,
argued that mandatory teaching would be a “huge lever” to help ensure that
everyone had an entitlement to learning about SRE.” This call was
supported elsewhere.”” However, the Minister for Schools outlined that
statutory provision was “not the approach we are taking to education
policy”*", and that it was “imperative that parents will maintain a right to

withdraw their children from SRE lessons™.**

133. The age at which teaching begins is important too. Currently, teaching about
HIV and AIDS begins in secondary school, whilst very basic biological
information 1s first delivered to children aged between four and seven years
old (at Key Stage 1). Existing guidance calls for teaching on SRE around
healthy lifestyles and relationships to begin at the same age.”” This had
support from teachers, parents and governors®* and from sexual health
organisations.”” Those calling for such provision stressed, though, that
material had to be age-appropriate. This means that, at the earliest stage,

222 Sex Education Forum, Young peaple’s expertences of HIV and AIDS educanon, May 2011,

32 Ofsred Time for Change? Pertonal, social and health education, London 2007,
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teaching is about supporting children to be safe, and providing what Lucy
Emmerson called “the building blocks and the language to build on”,**

Teachers must be properly trained for this teaching. A survey of parents, teachers
and governors indicated that more training was the number one priority for
teachers in improving SRE, with 80% of school leaders feeling insufficiently
trained and confident about the topic.”” The Minister for Schools stressed that
the PSHE review would consider training requirements for teachers. >

Conclusion

Broad teaching about sex, relationships and HIV can deliver key HIV
prevention messages. It is an area acknowledged by the Government to be
important, and one where the need to improve has also been taken on board.**
This commitment to bring influence to bear will work to improve standards.

Although the Minister for Schools stressed that he did not wish to pre-empt
the findings of the PSHE review, it is clear that mandatory teaching of SRE
1s an unlikely development. The Minister’s position was that change could be
encouraged in other ways, such as through regard for SRE guidance in
academy funding agreements.** We are of the view, however, thart a statutory
basis for SRE is essenual. This would ensure that SRE is given appropriate
priority in school timetables, driving the development of consistent
standards. It would also support the integration of HIV and AIDS teaching
into SRE, avoiding reliance on the science curriculum to provide all teaching
on what is a wide and complex subject.

Teaching should begin as early as possible. There is no question at all of this
being explicit, or encouraging of sexual behaviour. At the earliest stages,
teachers would simply deliver messages about the importance of being
protected against abuse and pressure. In 2009, nearly 5% of children aged
between 11 and 17 years old reported being sexually abused by an adult or
another young person®'; and one in four 18 to 24 year olds reported being
physically attacked, sexually abused or severely neglected during their
childhood.?*? Early, effective teaching could help to keep children safe from
an early age. This could then be built on in order to develop the knowledge

and skills required to prevent the acquisition and spread of HIV and AIDS.

Although external providers can be “memorable”*", this teaching should be
delivered by trained and confident teachers, to ensure as many young people
as possible gain the skills they need.**" Existing training requirements, which
only expect familiarity with National Curriculum guidance®", are simply
insufficient,**

36 0 631,

2% Durex, Survey of parents, teachers and governors on Sex and Relationships Education in England (Executive
Summary), op. cit,

a3 () 1035,

2% () 1132 (Anne Milton MP).

240 0y 1057,

200 MSPCC, Child eruelry tn the UK 200 1: An NSPCC study into childhood abuse and neglect over the pasi 30 vears,
February 2011.

242 gy,

243 Q 602 (Simon Blake).

4 Q) 603 (Sarah Smart), Q 598 (Simon Blake).

3 () 597 (Sarah Smart). This requirement is QTS5 15
hitp:fiwww. tda. gov. uk/trince-teacheiqus-standardsknowledge-and-understandingfsubjects-curnculum/Q 1 5.aspx

6 HAUK 64 (Terrence Higgins Trust).
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Ensuring that as many young people as possible can access good
quality SRE is crucial. We recommend that the Government’s
internal review of PSHE considers the issue of access to SRE as a
central theme. Teaching on the biological and social aspects of HIV
and AIDS should be integrated into SRE.

Whilst acknowledging that the review is yet to complete its work, we
recommend that the provision of SRE should be a mandatory
requirement within the National Curriculum, to enable access for all.
Such education should begin within all schools from Key Stage 1,
though this teaching must be age-appropriate.

There is an important role to be played by external providers, but we
recommend that SRE should be primarily delivered by teachers, who
must be trained to deliver this teaching. This training must focus on
all aspects of HIV and AIDS, to ensure that teachers are confident on
the subject.

Preventing mother-to-child transmission

. During the course of our Committee visits, we received evidence of the

effecuveness of current practice in limiting the transmission of HIV from
mothers who are infected to their children. Measures taken, including HIV
screening, reduction of viral load in pregnant women (through antiretroviral
therapy), the provision of free formula milk*"" and sperm washing®*®, have
proven highly successful in limiting transmission to children.*"

Evidence suggests that, without intervention, around 30% of children born to
HIV-positive mothers would be infected with the virus.**® At the Chelsea and
Westminster Hospital, with appropriate interventions, the rate of
transmission was under 1%, with only two cases in seven years, from over
250 deliveries.**' The national rate stands at around 3%; between 2002 and
2008, just over 210 HIV-positive children were born from a total of more
than 7,500 deliveries by HIV-positive mothers.**? The multidisciplinary work
of the HIV family clinic at Chelsea and Westminster, including psychological
support, was likely to have been a significant factor in securing a better than
average rate there.

Written evidence from the Children’s HIV Association (CHIVA) suggested
that free infant formula milk, vital in preventing infection via breast-feeding,
is not always provided to mothers who have no recourse to public funds.*
In the main, this problem affects individuals with an irregular immigration
status. Provision—coordinated through local authorities—is variable across
the country, producing a *postcode lottery’. CHIVA argued that there is both
an individual and a public health benefit in ensuring that local authorities
provide free infant formula milk o HIV-positive mothers who have no
recourse to public funds. We support this view. The costs of providing this

47 This is because HIV can be transmitted through breast-feeding; the provision of free infant formula milk
ensures that HIV positive mothers can avoid passing on the virus in this way.

4% This is a procedure to remove the HIV virus from semen prior to artificial insemination, for the avoidance
of transmission to both mother and child.

#1% See Appendix 5: Visit to London Clinics, 31 March 2011.
¥ HAUK 10 (Children's HIV Association)..
25 See Appendix 5, op il

#51 Health Protection Agency, Mew HIV diagnoses data to end of December 2010, op. cit..
< HAUK 10,
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service are minute compared with the costs, both financial and emotional, of
a lifeume of treatment for HIV infection.

The provision of universal opt-out testing in antenatal clinics has been a very
important achievement. Introduced in 2000, this measure has seen testng
acceptance rates of 95% amongst pregnant women attending clinics,
ensuring that almost all pregnant women are screened for HIV.?™ A
diagnosis can then be followed by the measures outlined above to prevent
mother-to-child transmission, as well as partner notification and other
follow-up work. This makes the diagnosis itself an important measure in
preventing onward transmission. Antenatal testing has been hailed as “the
most successful HIV testing achievement.”®® This success illustrates the
potential of wider availability of testing, and supports arguments made in our
later discussion of testing arrangements (see para 179).

Procedures developed to limit the transmission of HIV from mother-
to-child have been an outstanding success. We recommend that the
Department of Health and commissioners ensure that such services
continue to be provided as required. For the same reason, we also
recommend that local authorities provide free infant formula milk to
HIV-positive mothers who have no recourse to public funds.

Treatment as prevention

A number of submissions have referred to the value of earlier diagnosis and
treatment in HIV prevention efforts (see paras 174 to 175). Such claims are
made on the basis of evidence which suggests that the behaviour of those
infected changes following a HIV diagnosis; and on research which indicates
that infectivity is reduced when on antiretroviral treatment, through the
reduction of viral load. In addition, there is growing evidence that early
commencement of treatment has benefits for those infected with HIV,
preventing damage to the immune system which might otherwise take place.
There is, therefore, a growing body of evidence which suggests that there are
both individual and public health benefits to be gained from early treatment.

Results of a ‘treatment as prevention’ trial were published by the US
National Institutes of Health in May this year. This research (which took
place at 13 international sites, although none were in the UK) suggested that,
if an HIV-positive person adheres to an effective antiretroviral treatment
regimen, the risk of transmitting the virus to an uninfected sexual partner can
be reduced by 96%.*** This work may begin to make the case for
commencing antiretroviral therapy at an earhier stage than currently
recommended. Indeed, written evidence from Professor Jonathan Weber
called for scrutiny of existing treatment guidelines to explore whether
treatment should be provided earlier for preventive effect.”*’

Behavioural change as a result of HIV treatment and associated interventions
has a broader link to early testing and diagnosis, which is discussed in derail
in the next chapter. Ruth Lowbury, Chief Executive of MedFASH, cited US
research which showed that the likelihood of unprotected sex was 68% lower

2 HPA, HIV i the Urnired Kingdom (2010 Report), op. cif.

2550 244 (Dr Keith Radcliffe).

236 Cohen MD & al., Prevention of HIV-1 Infection with Early Antiverroviral Therapy, New England Jounal of
Medicine, July 2011.

27T HAUK 71.
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when people were aware of their own HIV-positive status.*” Links between
diagnosis, treatment and positive behaviour change were also acknowledged
by Professor Mike Kelly of NICE.**

Treatment has an increasingly important role to play in preventing
HIV infection. We note research demonstrating the potential for
earlier antiretroviral treatment as a preventive measure. We
recommend that the Department of Health, National Institute for
Health Research’™, Medical Research Council and other research
funders provide support in order to examine the utility of such
approaches in the United Kingdom. In addition, the Department of
Health should keep policy in this area under review as further
research continues to emerge.

In addition to the earlier commencement of treatment, recent research has
highlighted the potential role of antiretroviral pre-exposure prophylaxis
(PrEP) measures—such as microbicidal gel and oral tablets for those at high
risk of infection—in reducing transmission.””' This was referenced in a
number of evidence submissions.”™ However, most asserted that more
United Kingdom-based evidence is required before wider roll-out. In oral
evidence, though, Dr Sheena McCormack detailed difficulties in obtaining
funding for research into developing the effectiveness of microbicidal
measures.”” BHIVA and BASHH, together with other stakeholders, are
currently drawing up a position statement with regard to the use of PrEP in
the United Kingdom.

Another prevention measure, post-exposure prophylaxis (PEP), is already
available in the UK through GUM clinics. With PEP, individuals who have
had a potential exposure to HIV can take a course of antiretrovirals for one
month afterwards to limit the chances of infection. This measure has also
been used to protect healthcare workers who have had a possible workplace
exposure to HIV.

Several contributors to the inquiry, including the African Health Forum®",
stressed the need for easier access to PEP to ensure take-up. NAHIP
highlighted that commissioning routes for ‘treatment as prevention’ could
become complicated under the proposed NHS reforms, given that those two
aspects of HIV services will be divided under the new system.™*

There are, however, concerns that too flexible an approach to the
distribution of PEP may encourage the development of viral resistance; there
i1s also a feeling that supply should continue to be managed by GUM clinics,
allowing supportive counselling and behaviour change work to be delivered
at the same time.” Furthermore, an approach that is too flexible may

258 QQ 237.
220 331.
0 An NHS-led research institute, which commissions and funds research.

! Including, for example, Parmers PrEP Study, University of Washington International Clinical Research
Centre, July 2011, See http:#depts. washington edw/uwicre/research/studies/files/PrEP_FAQ.pdf

2 Including HAUK 56 (Dr Sheena McCormack).
23 Q0 458-461.

== HALUK 81.

265 HALTE. 59,

26 (3 515 (Dr Simon Barton).
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encourage PEP to be seen as an easy ‘solution’ to HIV, and dilute messages
encouraging use of prevention measures such as condoms.

We recommend that the Department of Health, National Institute for
Health Research, Medical Research Council and other research
funders support programmes of work which examine the utility of
pre-exposure prophylaxis. This research should take place both in the
United Kingdom and in international settings. We recommend that
the availability of post-exposure prophylaxis should continue to be
determined by clinicians within GUM clinics.

Dealing with HIV in prisons

‘The prison system is an environment of real risk for acquiring HIV. Nearly
200,000 prisoners pass through the system every year, and those with alcohol
and drug dependencies, such as injecting drug users, are disproportionately
represented.”’ If we are serious about giving HIV prevention the priority it
deserves, tackling HIV in prison cannot be ignored.

However, data in this area is seriously inadequate. Surveillance systems were
only able to separate out diagnoses made in prisons for the first time in
January 2011.**" Figures that are available are likely to underestimate
seriously the number of people living with HIV in prison,**”*

Whilst there is no official figure for prevalence, HPA figures for England®™
would suggest that diagnosed HIV prevalence was at nearly 2.2 people per
1,000 of prison population at the end of 2009.”' Even with the likely
underestimation, this would still be more than 50% higher than the
estimated prevalence (of people both diagnosed and undiagnosed) of 1.4
people per 1,000 across the United Kingdom as a whole in that year.””

Within prisons, services are the responsibility of Offender Health, a joint
Department of Health and Natonal Offender Management Service unit, and
are commissioned by Primary Care Trusts.”” Under proposals for reform,
integrated prison health services are to be commissioned at a national level
by the NHS Commissioning Board.*™

Testng in prisons
The need to increase the uptake of testing is of particular importance in
prisons given the relatively high prevalence of HIV.*” Offender Health

2567 Health Protection Agency and Diepartment of Health, Health protection in prisons, 2009-2000 report, March
2011.

268 HAUK 92 (Offender Health).

269 Health Protection Agency and Depariment of Health, Health Protection tn prisons, 2009-10 Report, op. cit..

270 182 people living with HIV in prison in England in 2009. See HAUK 89 (International Centre for Prison
Studies).

1 Calculation based on the 2009 HPA estimare of 152 people living with HIV in prison in England, and
December 2009 prison population data for England and Wales (84,231 total inmates). Calculation was
therefore: (182/84231)x 1000) = 2161 per 1,000. Prison population fgures taken from HM Prison Service

population data; : :
hirpeffwww. hmprisonservice. gov, ukfassers/documents/1 0004591 IIIE!ipupuiutmn_bu]]ctm_mnmhly_dm:r:mh:r_z

009, pdf

272 Health Protection Agency, HIV in the United Kingdom (2000 Report), op. cit.

=1 HAUK 92 (Offender Health).

7 Department of Health, Healthy Lives, Healthy People: consultation on the funding and commissianing roures for
public health, November 2010, para 3.30. See also Q 225 (Dr Gabriel Scally).

27 HAUK 89 (International Centre for Prison Studies), HAUK 22 (Body and Soul), Q 258 (Ruth Lowbury).
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stressed that it had worked with commissioners and providers to allow more
opportunities for HIV testing. Levels of service provision have not, though,
been mapped across the country. A review against prison quality indicators,
which include access to sexual health services such as testing, is being
conducted by NHS South West and may tell us more.*™

We do know, however, that testing is not offered and recommended on a
routine basis for those entering prison. Staff we heard from at HMP Brixton
were not opposed to such a development on an opt-out basis (this is where a
test is offered and then carried out, unless the person specifically objects).*”
However, staff mentioned the need to bear in mind the stresses upon those
entering prison for the first time.*™

Treatment for prisoners with HIV

Treatment for those with HIV is important both in terms of their individual
health, and in terms of reducing their infectivity (see paras 174 to 175).
Standards of care for all health services in prisons are supposed to be
equivalent to those provided in the community.”” HPA figures indicated
that, in 2008, the proportion of prisoners treated with antiretroviral drugs is
similar to those diagnosed outside prison in England.* However, standards
vary across the country.”™ Silvia Petretti of Positively UK asserted that she
had seen “a number of women who have been delayed or denied treatment
in our prisons in the UK, and this is jeopardising their lives.”***

There 15 no doubt, though, that providing continuing care for those with
HIV in a fast-changing prison system is a challenge. Dr T Moss and A
Woodland,noted the potential for interruption of antiretroviral therapy.™
Offender Health stressed that it had worked with the British HIV Association
to better understand the challenges in relation to HIV-positive prisoners, and
developed an integrated computer system to share information nationally.**

Prevention in prisons

Prevention covers a number of areas. One is education. Offender Health
made reference to a number of health promotion initiatives, including DVDs,
posters and leaflets, but we did not receive any evidence as to how widely
these were available. Providing condoms, lubricant and dental dams is
another element of preventive work. Although the application process—
where condoms are requested from a healthcare worker—is “as per all other
requests for healthcare in prisons™*", Silvia Petretti felt that it disincentivised

their use, as “that is like outing yourself as having gay sex in prison, which
people will not do.”**

1 HAUK 92 (Offender Health).

277 See Appendix B.

378 Appendix T: Visit to HMP Brixton, 17 June 2011.

278 HAUK 92 (Offender Health),

** Health Protection Agency Health protection in prisons, 2009-2010 report, ap. cit.
*#1 See, for example, Q 102 (Deborah Jack).

32 () 554,

1 HAUK 25. Both were former healthcare workers,

B HAUK 92,
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Conclusion

The present approach to HIV and AIDS in prisons is not good enough. Data
needs to be more robust, and the availability of sexual health services across
the country should be mapped. The performance review underway through
NHS South West is welcome, but a specific review relating to HIV and AIDS
is also required.

Establishing the scale of the challenge must then be the basis for action.
Ensuring effective care, equivalent to that in the community, must be the
goal. Professor Mike Kelly of NICE indicated that offender health, “might be
an area that NICE could conceivably take forward in the future”.®®” Given
the persuasive and high-quality nature of such guidelines elsewhere (see
paras 241 to 248), this would be constructive.

Prisoners should be offered opt-out HIV tests on a routine basis upon
entering the prison system. They should also have confidential access to
condoms, lubricant and dental dams. We have proposed that routine opt-out
testing be put in place for those registering with a new GP (see para 192);
this should be no different for prisoners. This is especially so when
prevalence within prison is likely to be greater than 2 per 1,000, the threshold
at which such testing is recommended elsewhere.

The shift to central commissioning of offender health services provides a real
opportunity across all of these areas; commissioning for the whole prison
estate can ensure consistency and equity for the good of the prson
population as a whole.™ In the meantime, the Government needs to make
clear to prison governors what is required of them, to best serve individual
and public health needs across the prison estate.

We recommend that the Government pursue its plans to commission
offender health services centrally, which would lead to better equity
and continuity of care for prisoners.

Data on HIV in prisons must be improved. The Health Protection
Agency should utilise surveillance data newly available to provide a
robust estimate of the prevalence and profile of HIV within the prison
population. At the same time, a review exercise into offender health
services in public prisons is underway. The Government should
supplement this with a review of the extent and nature of HIV
prevention, testing and treatment services within public prisons, to
determine the levels of provision across the country.

We recommend that best practice for managing HIV in prisons is
made clearer. The Government should commission NICE to produce
guidance for the management of offender health, which should
include specific protocols for HIV prevention, testing and treatment.

In the meantime, the Government should draw up a guidance note to
prison governors to outline best practice for managing HIV in
prisons. This must stress the need for high-quality, continuous
treatment and care; robust testing policies, including routine opt-out
testing on entry into prison; and the provision of condoms in a
confidential manner. Governors should implement these policies
within their prisons as soon as possible.

28T C) 334,
288 () 102 (Deborah Jack), Q 307 (Ruth Lowbury).
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CHAPTER 6: ‘DON'T DIE OF IGNORANCE'

173. One of the most important messages of the early response to HIV and AIDS
was encapsulated in the slogan on the front of leaflets sent to every home in
the United Kingdom: “Don’t die of ignorance”. Swift death need no longer
be the outcome of contracting HIV, but the truth remains that too many
people are still ignorant of their status. This is in spite of the fact that testing
has clear individual and public health benefits.

174. For the individual, diagnosis brings with it access to HIV treatment and the
benefits of antretroviral therapy and specialist care. The earlier the
diagnosis, the better the outlook. Dr Valerie Delpech of the HPA said that a
very late diagnosis meant a “10-times-higher chance of dying within the first
vear”, and an estimated life expectancy 10 years lower than for those
receiving timely treatment.**

175. In terms of public health, HIV testing plays an important preventive role, which
must be considered alongside other interventions discussed in previous chapters.
As Dr Paul Cosford, Interim Executive Director of Health Protection Services
at the HPA, outlined, “Detecting early and treating early reduces the pool of
people who are available to provide onward transmission”.””' One study found
that being diagnosed and treated reduced the transmission risk amongst
heterosexual couples by as much as 96%.""* A positive diagnosis can also reduce
levels of risk behaviour®™”, and allows for tracing of previous sexual partners to
find others potentally infected. Even if negative, a HIV test provides an
opportunity for one-to-one education on risk reducton.

176. In spite of these clear benefits, it is estimated that more than a quarter of those
living with HIV in the United Kingdom have not been diagnosed (see para 16),
whilst there has been no decrease in the undiagnosed prevalence of HIV in the
past decade.”™ Diagnosis, when it comes, is often late: in 2009 52% of diagnoses
were late®, with 30% ‘very late’***—proportions which were higher amongst
heterosexual men and women®” and black African populations.*™ Even worse,
opportunities to diagnose patients earlier are being missed. A significant
proportion of people diagnosed late had been seen by healthcare professionals in
the preceding year with symptoms which were likely to be related to HIV.*”

177. Increasing the levels of testing and prompt diagnosis must, therefore, be a
major priority in the fight against HIV and AIDS.*” Professor Noel Gill of the
HPA felt that increasing levels of testing was the number one policy priority™';
Dr Gabriel Scally, Regional Director for Public Health (South West) at the

255 () 32,
¥ HAUEK 53 (Bntish HIV Associarion).
31 () B3,

% Cohen MDD er al, Prevention of HIV-1 infection with Early Antiretroviral Therapy, Wew England Journal of
Medicine, July 2011.

#9142 331 (Professor Mike Kelly), Q 237 (Ruth Lowbury), HAUK 50 (Halve It Coalition).
“1 HAUK 97 (Health Protection Agency).

“* Health Protection Agency, HIV in the United Kingdom (2010 Keporr), op.cir.

298 i,

297 fibnd,

238 HAUK 59 (NAHIP).

i Lb’t[l-:. 53 (British HIV Association), HAUK 64 (Terrence Higgins Trust), HAUK 19 (Department of
ealth),

%200 233 (Dr Keith Radcliffe), Q 870 (Dr Paul Cosford).
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Department of Health, called early diagnosis “absolutely crucial”.** The
Minister for Public Health stressed that “more needs to be done to reduce
undiagnosed HIV and particularly the late diagnosis of HIV”.

How testing works

At present, around 80% ‘of HIV tests are conducted within genitourinary
medicine (GUM) clinics.™ The proportion of those attending GUM services
who were tested for HIV increased from 51% in 2001 to 77% in 2008 and
2009.”” Amongst MSM, testing uptake in GUM services is at nearly 90%."
HIV testing guidelines recommend that such testing is done on a routine ‘opt-
out’ basis.”” This means that patients are offered and recommended a test,
which is then carried out unless the patient decides against it. This was built on
work done within antenatal clinics, where since 2000 it has been the norm, with
testing uptake amongst pregnant women at 95%."" The success of this policy
was widely acknowledged. ™™ AHPN felt that uptake rates in the antenatal setting
“provided good evidence ... that normalising HIV testing through the adoption
of an opt-out approach to testing can dramatically increase uptake.”""’ Dr Keith
Radcliffe, Chair of BASHH and Chair of the Joint Specialty Committee in
Genitourinary Medicine at the Roval College of Physicians, contrasted this shift
in culture with the previous approach of identfying those felt to be at-nsk, which
was “problematic” because it “singled out” individuals.”"'

Opt-out testing is to be distinguished from mandatory testing, where the case
has not been established. Dr Ian Williams, the then Chair of BHIVA, felt
such testing contravened the “general ethos of how clinicians work in terms
of care of patients”.”"* Deborah Jack, Chief Executive of NAT, was opposed
on ethical grounds*"”, whilst Dr Keith Radcliffe felt that it would drive people
underground.*"*

HIV testing—the way forward

Testing needs to move beyond the antenatal and GUM settings. At the same
time, the experience of routine opt-out testing in both settings shows that it
can provide a “normalised” culture for testing and diagnosis in clinical
practice, which can reduce stigma around HIV*"” and boost testing rates."
This should be the guide to expansion.””

o2 180,

Wy 3 1089,

4 HATUK 53 (Bnnsh HIV Association).

05 Health Protection Agency, HIV in the United Kingdom (2010 Report), ap. enl.

W Health Protection Agency, HIV in the United Kingdom (2010 Report) slide set, op. ci.

w7 British HIV Association, British Association for Sexual Health and HiV, British Infection Society, UK
National Guidelines for HIV Testing 2008, Seprember 2008,

%& Health Protection Agency, HIV in the United Kingdom (2010 Report), op. il
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The need for political leadership in this expansion is crucial.’™® The
Government need to demonstrate the same boldness shown in developing
testing within antenatal and GUM clinics. We have seen some evidence of such
leadership, in the funding of pilot studies looking at the expansion of testing in
primary care, medical specialisms and the community*"”, and the inclusion of a
late diagnosis indicator within the draft Public Health Outcomes Framework
(see paras 324 to 327). More widespread commitment is essential.

A number of testing guidelines offer a clear framework for expansion outside
of traditional testing settings.

Professionally developed guidelines, the UK National Guidelines for HIV
Testing 2008™°, were widely endorsed.”' The main thrust of these guidelines
is the need for increased levels of testing across a number of settings. This
includes consideration of the routine offer and recommendation of a HIV
test for new GP registrants and general medical admissions in high-
prevalence areas. They also stress the importance of frequent testing,
particularly for those at highest risk. (See Box 2)

BOX 2
2008 Testing Guidelines—Main Recommendations

A. Universal HIV testing—which is the routine offer and recommendation
of testing—is recommended in:

(1) GUM or sexual health clinics

(2) antenatal services

(3) termination of pregnancy services
(4) drug dependency programmes

(5) healthcare services for those diagnosed with tuberculosis, hepatitis
B, hepatus C and lymphoma.

E‘. An HIV test should be considered in the following sertings where
diagnosed HIV prevalence in the local population exceeds 2 per 1000 of
population

(1) all men and women registering in general practice

(2) all general medical admissions.

The introduction of universal HIV testing in these settings should be
thoroughly evaluated for acceptability and feasibility and the resultant data

made available to better inform the ongoing implementation of these
guidelines,

C. HIV testing should be also routinely offered and recommended to the
following patients:

(1) alIl patients ‘presenting for healthcare where HIV, including
pnmary HIV infection, enters the differential diagnosis

(2) all patients diagnosed with a sexually transmitted infection
(3) all sexual partners of men and women known to be HIV-positve

18 HAUK 63 (MedFASH), HAUK 54 (Terrence Higgins Trust), HAUK 53 (British HIV Association).
WYHAUK 19 (Department of Health).

320

British HIV Association, British Association for Sexual Health and HIV, British Infection Sociery, UK

Nartional Guidelines for HIV Testing 2008, ofr. cif..

uQ l-'. [Di V:Hr:_m: Delpech), HAUK 53 (British HIV Association), HAUK 47 (Mational AIDS Trust),
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(4) all men who have disclosed sexual contact with other men
(5) all female sexual contacts of men who have sex with men
(6) all patients reporting a history of injecting drug use

(7) all men and women known to be from a country of high HIV
prevalence (>1%)

(8) all men and women who report sexual contact abroad or in the
UK with individuals from countries of high HIV prevalence.

185. Another set of guidelines, published in March 2011 by NICE, seek to
increase testing rates amongst black African communities and MSM.**
These also received widespread support.”™ The NICE documents refer to
the 2008 guidelines as the “natonal standard”, and use them as the basis for
their suggestions. One novel theme within the NICE guidelines is the call for
local strategies for HIV testing to be developed, to overcome barriers to more
widespread tesung. They also stress the importance of engaging the
community, such as through the use of rapid tests, to take testing out of
clinical settungs.

186. As part of this debate, the Government funded pilot studies to examine the
case for expansion in line with these guidelines. These pilots were successful,
finding that expansion was feasible and acceptable to both patients and
staff. ' The Minister for Public Health made clear that they were so
successful that, in five out of eight pilot areas, the initiatives continued to be
funded after the end of the pilot period.’” The interim report of the pilots,
Time to Test, produced a series of recommendations. ™ Like the professional
and NICE guidelines, it called for routine testing in general practice and
medical admissions (most pressingly in high-prevalence areas) and for the
expansion of community testing services.

187. The Department of Health have commissioned three pilot sites to analyse the
cost-effecuveness of different models of routine HIV testing, following on
from the inmitial Time to Test research.™ This will improve the evidence base
in this area. Nonetheless, the data so far is clear. Although the
recommendations are estimated to cost around £8.4m per year’™, both
Dr Keith Radcliffe and Dr lan Williams stressed that available figures
showed them to be cost-effective according to international standards, in
terms of both earlier diagnosis and the prevention of disease.”™

322 Nanonal Insutute for Health and Chinical Excellence, NICE public health nndance 33: increasing the wptake of
HIV tesiing to reduce undiagmosed infection and prevent transmssion ameng black African conimunitics living in
England; and NICE public health puidance 34: icreasing the uprake of HIV testing w0 reduce undiagnosed infection
and prevent fransmssion amoeng men toho hete sex e men, Both published March 2011,

123 See, for example, HAUK 57 (African Health Policy Nerwork), HAUEK 50 {(Halve It Coalition), HAUK 53
(British HIV Association).

S HAUK 19 (Department of Health),

250 1105.

326 Health Protection Agency, Time to test for HIV: Expanded healtheare and compunity HIV testing in England,
irrterime report, December 2010.

337 () 181 (Professor David Harper).

128 HAUK 97 (Health Protection Agency).

32% () 239, Dr Radcliffe noted that the American Centers for Discase Control and Prevention believed that
testing is cost-effective if one undingnosed person is found for every 1,000 tests performed, and that “most

of the pilots that have been done in novel settings have picked up HIV at a higher rate than that.” Dr
Williams referred 1o French dara, which suggested that routine testing was cost=cffective where
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Conclusion

The framework for expansion is clear. Professional and NICE guidelines,
along with the interim Time to Test recommendations, are based on clinical
expertise and evidence that cannot be readily ignored. The range of settings
for routine opt-out HIV testing must expand to include new registrations in
general practice and medical admissions across a range of areas. Community
testing is also crucial, and such services must be bold.”™ We heard, for
example, that the 56 Dean Street NHS clinic in London®, and Yorkshire
MESMAC in Leeds™, both delivered testing in locations such as gay saunas
and bars. This provision must form part of testing strategies; as
Professor Mike Kelly made clear, the scale of the public health problem
means that the “nettle has to be grasped”.™”

Implementation is the key. The LSL Alliance’ felt that the expansion of
testing “has not been actively supported by the wider NHS ar a local level
across the UK”.” Concerns about implementation were shared elsewhere. ™™
Cost-effectiveness, though, must be a necessary constraint on this expansion
at a ume of restricted public spending. As a result, the focus must be on
high-prevalence areas.

Expansion must have political support from the Government, and financial
and human resource support from commissioning bodies—whether it be
Primary Care Trusts now, or local authorities under proposed new public
health structures. The Time ro Test interim report made this clear. The late
diagnosis outcome indicator can be a vital tool to ensure this support and
drive expansion. It should be used as such.

Earlier diagnosis ensures that those infected receive timely
treatment, saving money on the treatment costs of more advanced
infections and preventing onward transmission of the virus. This is
cost-effective in the long-term. We therefore recommend that the
Government endorse both the 2008 professional testing guidelines and
the 2011 NICE testing guidelines. The policies recommended within
those documents, and the recommendations made in the interim
Time to Test report by the Health Protection Agency, should be
implemented.

In particular, HIV testing should be routinely offered and
recommended, on an opt-out basis, to newly registering patients in
general practice, and to general and acute medical admissions. This
should begin with high-prevalence areas (where prevalence is greater
than I cases per 1,000 people). HIV testing should also be made
routine and opt-out in relevant specialties where conditions are
associated with increased rates of HIV infection, such as TB and

undiagnosed prevalence was around one in 1,000; a rate “very similar™ 1o recommendations in resting
guidelines.

M See, for example, HAUK 53 (British HIV Association), HAUK 63 {MedFASH), HAUK 57 (Afncan
Health Policy Metwork), HAUK 62 (Scortish Government), HAUK 36 {Azsociation of Directors of Public
Health), HAUK 3 (Naz Project), HAUK 23 (LASS).

¥ Sec Appendix 5, op. i

132 See Appendix 6, op, cil.
133 Q) 3306,

M A South London dommissioning collective, covering Lambeth, Southwark and Lewisham.
NS HAUK 9,

138 0 245 (Dr lan Williams), HAUK 74 (Gilead Sciences).
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hepatitis. Finally, testing should be expanded into the community.
Local testing strategies must be put in place to facilitate this.

These policies should be supported with financial and human
resources from commissioning bodies. HIV testing should feature
prominently in local needs assessments and testing strategies in high-
prevalence areas. The Government must ensure that the performance
of commissioners and clinicians is monitored through regularly
commissioned audits now, and the late diagnosis indicator in its
Public Health Outcomes Framework in future.

Delivering change

Professional engagement

A major obstacle to more widespread testing seems to be with those who
could offer the test.” As AHPN and the Halve It Coalition®* said: “Patient
acceptability of the offer of testing has been repeatedly demonstrated; the
principal barrier appears to lie in the lack of offers of testing from healthcare
professionals™.’” MedFASH felt it was “key” to change the attitudes and
practice of healthcare professionals in this respect. **

One part of changing practice must be to increase the levels of knowledge
and confidence amongst professionals, amongst whom there are a number of
issues. For example, there is a widespread incorrect perception that “pre-test
counselling” is required.” Though counselling may be necessary for those
who test positive, given the potential psychological impact of a diagnosis, the
only requirement before a test is to ensure the informed consent of the
person being tested. Despite efforts—including through a letter from the
Chief Medical and Nursing Officers in 2007**—to communicate this,
Dr Ewen Stewart of the RCGP believed that the perception that counselling

was required had been a “deterrent”, "’

Professionals also seem to misunderstand the time 1t takes to conduct tests.
The Britush Medical Association (BMA) felt that routine general practice
testing was not, “entirely practicable, partly due to the ume constraints
within GP appointments.”*"* However, staff we met in Brighton asserted that
the average consultation lasted less than a minute.” Dr Philippa Matthews,
a general practitioner at the Killick Street Health Centre in London, said
that, “Time is a barrier cited by people who do not know enough™. ™

There are also persistent concerns about stigmatisation by healthcare

professionals. NAT cited research which suggested that half of the reported
instances of discrimination experienced by people living with HIV had

37 HAUE 74 (Gilead Sciences Lid), HAUEK 9 (LSL Alliance).

B8 & coalition of HIV and healthcare organisations working 1o halve the proportion of people living with
undiagnosed HIV.

1 HAUK 57 (African Health Policy Nerwork), HAUE 50 (Halve It Coalition).

wt HAUE 63,

M1 HAUK 74 (Gilead Sciences), HAUK 54 (Royal College of GI's), HAUK 20 (Dr Sns Allan), HAUK 57
{African Health Policy Nemwork), HAUK 59 (NAHIP).

M2 HAUEK 19 (Department of Health).

3. 700.

1 HAUK, 76.

M5 See Appendix 4 Visit to Brighron, 15 March 2011.

MEQ) 693,
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involved healthcare professionals.”’ Such stigmatisation can deter people
from testing and accessing treatment.”" This is very concerning given the
benefits of nmely diagnosis.

There is, therefore, a pressing need to improve the levels of knowledge of
HIV amongst professionals.’”® The Minister stressed that, as part of public
health being increasingly prioritised, “sitting alongside that is training,
educating and supporting health professionals ...”"*

There have been a number of developments to this end. At government-
level, the Department of Health previously funded MedFASH to develop a
resource pack, Tackling Testing, to support non-specialist healthcare
professionals in offering HIV testing.”' This has been followed up with a
three-vear project grant to develop resources for testing in primary care.”™

Elsewhere, the Royal College of GPs has developed a Six Step Guide 1o HIV
testing in primary care, with HIV testing also forming part of the curriculum
for its Introductory Certificate in Sexual Health.”’ Meanwhile, researchers at
the Chelsea and Westminster hospital have developed a Sexually
Transmitted Infection Foundation course focusing on increasing testing in
primary care, which more than 12,000 GPs have completed over the last
decade.” Sexual Health in Practice®” has worked to train GPs to offer more
tests to those whose activities may put them at risk of, or who display
symptoms potentially linked to, HIV—important skills outside of high-
prevalence areas.™

Nevertheless, it is clear that the extent of education and training on HIV and
AIDS 15 insufficient. There are significant misconceptions at work, which
manifest in insufficient testing levels outside of traditional settings and
persisting problems of stigma. This cannot continue, especially not in
primary care. As Dr Philippa Matthews made clear, testing comes within the
general practitioner’s “contractual work of looking after people with
illnesses™.”’ Improving the knowledge and confidence levels of practitioners
in dealing with HIV is an integral part of changing the culture around testing.

The reluctance to test of healthcare professionals, and in particular GPs,
must cease to be a barrier to more widespread testing. We welcome the
Government’s three-year project grant to MedFASH to develop resources for
those in primary care, and the work of the Royal College of GPs and others
in this area. However, the Government, the Royal Colleges and other
professional associations such as the BMA must better engage with this
agenda and expand their efforts, in order to develop a culture where testing
for HIV is a normal part of medicine. By bringing testing into the

M HAUK 47.

B () 581 (Jim Jewers).

"W HAUK 36 (Association of Directors of Public Health), HAUK 53 (British HIV Association).
30 () 1109,

¥ HAUK 19 (Department of Health).

20 1107 (Anne Milton MP),

Y1 HAUEK 54 (Roval College of GIPs).

¥ See Appendix 5, op.cit.

% A training programme to develop the expertise of healthcare professionals in sexual health services.
Y HAUK 7.

Y87 () 695,
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mainstream, we can tackle the misinformation and stigmatisation related to
HIV, which can yield significant benefits for public health.**

This will take time. Dr Keith Radcliffe outlined in evidence that, “we are in
the middle of a long process ... that is going to take several years”.* This
does not mean that change has to wait. The local testing strategies called for
in NICE guidelines (see para 185) offer an ideal opportunity for professional
bodies, clinicians and commissioners to work together to improve
professional confidence around testing.

HIV testing outside of GUM and antenatal clinics must become more
widespread. Professionals, most notably general practitioners, must
become more confident and competent in offering and administering
tests. Training and education are important tools to use to achieve
this; they should form an important part of local testing strategies.
Such training must incorporate efforts to address HIV-related
stigma, and develop understanding of the needs of people living with
HIV.

Practitioners must also be more confident in identifying those at risk
of HIV and those with symptoms of infection. Undergraduate training
and ongoing professional development for medical practitioners
should stress the importance of these skills. This is particularly so for
specialists dealing with hepatitis and tuberculosis, where co-infection
with HIV is more common.

Panent engagement

Although we have stressed the importance of changing the culture amongst
healthcare professionals, the public more generally must be encouraged to be
tested.™ In addition, those at high risk must be encouraged to test more
frequently. ™’

One part of this encouragement involves tackling stigma amongst healthcare
professionals, as discussed above. However, patients must also be informed
and confident when navigating the healthcare system. BASHH and the Royal
College of Physicians called for a range of measures to improve levels of
knowledge, including training and support to build self-confidence in
medical setrings.

Testing can be made acceptable in other ways. Home testing is one obvious
method. At present, the HIV Testing Kits and Services Regulatons 1992
bans the supply of home rtesting kits, meaning that they cannot be legally
supplied. Despite this, home testing equipment is available over the internet:
one survey showed that 0.5% of the 180,000 people surveyed (900 people)
had their last test at home, whilst 5.9% said home testing would be their
preferred method in the future.*’ There are, though, no means of regulation
for authorities in the United Kingdom. Professor David Harper of the
Department of Health acknowledged that the ban was “difficult to

18 HAUK 50 (Halve It Coalinon), Q 264 (Ruth Lowbury).
9 () 264,

0 () 240 (Ruth Lowbury).

i1 See, for example, O B48 (Professor Moel Gill).

2 HAUE 55.

161 HAUK. 64 (Terrence Higgins Trust).
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enforce.”” One of the main arguments against the ban is, therefore, a
pragmatic one. Ruth Lowbury referred to a “train that is already running

along the tracks”, and called for legalisation and regulation to “minimise the

d amage n 363

Additionally, home testing would give people greater responsibility and
control over their own health. Outlining the view of a number of
contributors, Dr lan Williams said that “people should be given the
opportunity to take control of their lives and find out about their
problems”.”™ Home testing could also mean earlier access to testing—one
survey found that 35% of those canvassed who were infected with HIV
thought they would have been diagnosed earlier if home testing had been
available. ™’

Overall, patient engagement is crucial. If too few people come forward for
testing, then developments within hospitals and general practice will fail to
effect widespread change. We heard during our visit to the Homerton
University Hospital, for example, that encouraging the partners of HIV-
positive black African women to test was an ongoing challenge. **

Education and rtraining is critical to this engagement. It can ensure that
people are aware of the benefits of knowing their status, forming part of the
cultural shift in which HIV testing becomes a normal part of wvisiting
healthcare services. ™ It can also ensure that people are more aware of when
they are at risk of HIV, allowing for more timely testing and diagnosis. We
accept that this change will not be immediate. Dr Keith Radcliffe felt it was
one that would take place a “few years” after culture changes amongst
healthcare professionals. ™™

The cultural shift must include a legal and regulated system of home testing.
The Minister for Public Health did not believe that the alternative—
unregulated access to potentially inaccurate tests online—was sustainable®,
and nor do we. There are legiumate concerns about getting those who test at
home to access services’'~, but regulation would ensure that messages about

the importance of accessing care are communicated.

Encouraging people to test, through the provision of education,
training and support, can have significant benefits for the public. We
support the development of local testing strategies, recommended
within NICE testing guidelines. Equipping people with the knowledge
and desire to get tested should form an integral part of those
strategies.

The ban on HIV home testing kits, as laid out in the HIV Testing Kits
and Services Regulations 1992, is unsustainable and should be
repealed. A plan should be drawn up, in consultation with clinicians,
patients, voluntary organisations and professional associations, to

4 (3 181,

4% () 248, See also HAUK 43 (TCell).

#2102 247. See also HAUK 43 (TCell), HAUK 64 (Terrence Higgins Trust), Q 249 (Ruth Lowbury).
T 121 (Sir Mick Partridge).

8 See Appendix 5, op.cit.

*PHAUK 63 (MedFASH), HAUK 47 (National AIDS Trust), (2 240 (Ruth Lowbury).
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56

HIV AND AIDS IN THE UNITED KINGDOM

CHAPTER 7: THE RIGHT TREATMENT
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Over the last 25 vyears, the development of antiretroviral therapies has
transformed the nature of treatment.””* This treatment is an integral part of the
response to HIV, but it is expensive. Services in England cost £760m in 2009-
107", with antretroviral drugs alone esumated to cost around [£5,500 per
person per vear.'”” Furthermore, it is not problem-free. Side-effects can include
kidney problems*™, osteoporosis’” and fat distribution disorders.”™ It is also
vital that treatment is adhered to consistently. This keeps viral load controlled.
Poor adherence increases the risk of treatment failure and the development of
antiretroviral resistance. This must be closely monitored (see para 228).

Given these constraints, we must not simply accept the growing numbers of
those becoming infected and moving onto treatment. We must increase the
focus on preventon. This means that testing must be more widespread, and
preventive interventions across a variety of areas must receive more support
at all levels.

Early diagnosis is important to avoid the poorer outcomes of late treatment
and to reduce transmission rates. Interaction with specialist services also
offers the chance to provide continued advice on behaviour change, reducing
risk behaviours. All of this benefits the health of the patient, as well as the
public more generally. Consequently, commissioning and delivering
accessible, effective and well-tolerated care is of critical importance.*™

Commissioning effective, efficient treatment

HIV treatment is commissioned at present by Primary Care Trusts. Under
proposed reforms, HIV treatment and care will be commissioned at a
national level by the NHS Commuissioning Board, rather than by local NHS
clinical commissioning groups.®™ Owing to the uneven prevalence of HIV
infection across the country, the Government believes that there is a need to
prevent disproportionate costs falling on particular clinical commissioning
groups, and that natonal commissioning will secure efficiencies from
procuring drugs and services at scale. ™

The London Specialised Commissioning Group, which has worked to pool
HIV commissioning across the capital, set out how commissioning on a
broader scale has been used to successfully produce efficiencies, economies
of scale and uniform standards of treatment access across London.’® It
suggested that this highlighted the potential of commissioning on a greater
scale.

National commissioning of HIV treatment has been broadly welcomed.
MedFASH suggested that, as a relatively high-cost, low volume service, HIV

¥31 See, for example, ) 446 (Professor Jonathan Weber).
W HAUK 94 (Department of Health).
W HAUK 97 (Health Protection Agency)

11 _‘;Ee

Appendix 4, ap. .

W7 Q) 539 (Silvia Perrenti),
V8 (3 501 (Simon Barton),
9 0 404 (Mary Kerr).
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treatment was more appropriately commissioned at a national level. *** These
views were echoed by a number of other witnesses.

Whilst there was support for HIV commissioning at a national scale,
cumnngiimmzrs felt that such services also needed to be responsive to local
needs.”™ The need for structures, such as regional nerworks, to allow for

local tailoring and accountability was highlighted by contributors such as
MedFASH™* and NELNET. "

HIV treatment and care services should be commissioned at a
national level, given their high cost and the variation in HIV
prevalence nationwide. To ensure commissioning is responsive to
differing patterns of need across the country, regional treatment and
prevention service mnetworks, appropriately supported and resourced
by the Government, should be established.

Drug procurement

It is estimated that around two-thirds of the annual costs of treatment and
care comes from the procurement of drug therapies.™ Securing efficiencies

in this area could have a major impact in limiting the overall costs of treating
HIV.

Currently, HIV drugs are procured locally rather than nationally.* Within
London, commissioners took a decision to collectively procure drugs,
through the London HIV Consortium, to secure economies of scale.’™
Similar arrangements have emerged in other parts of the country, including
Greater Manchester.™' Simon Williams, Divisional Director of the London
Specialised Commissioning Group, stated that: “We have certainly found a
benefit from using a pan-London approach for procuring drugs and I think
there is a lesson to be had from that.”™ Clinicians at the Chelsea and
Westminster hospital suggested that purchasing drugs nationally could secure
even greater savings.”’

When commissioning, it should be borne in mind that drugs need not only
be clinically effective; they must also be tolerable to take. As Mary Kerr of
ViiV Healthcare made clear, “tolerability is one of the major drivers of
adherence ... adherence is one of the major drivers of efficacy”.”" Positively
UK was concerned that a short-term pursuit of cost savings could impact
upon this through the purchasing of cheaper and less well-tolerated drugs.
This, it felt, would be counter-productive, leading to poor adherence and
increased costs through expensive inpatient care in the longer-term. ™

HIHAUK 63.
¥ See, for example, HAUK 55 and 73 (British Association for Sexual Health and HIV and the Royal College
of Physicians), HAUK 64 (Terrence Higgins Trust), HAUK 47 (Natonal AIDS Trust), HAUK 24

(NAM).
35 () 750 (Justine Womack, Office for Sexual Health South West).
16 HAUK 63.
37 HAUK 6. NELNET is a North East London commissioning body.
8 See, for example, O 748 (Simon Williams).
188 HAUK 94 (Department of Health).
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31 HAUK 82 (Sarah Stephenson, Greater Manchester Sexual Health Network).
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Adherence 1s vital in managing the HIV epidemic; around 95% adherence is
needed for treatment to be effective.” Without this, viral resistance can
develop and more complex and expensive treatments need to be provided.
Recent studies have suggested that up to 19% of new HIV infections in the
United Kingdom may show some level of resistance to drug treatments.”’
The possible transmission of drug resistant infections is an emerging
problem.

Greater uptake of antiretrovirals, for both treatment and prevention, has the
potential to impact on the emergence and transmission of drug resistant
forms of HIV. Viral resistance is currently monitored by the UK HIV Drug
Resistance Database, funded by a grant from the Medical Research Council.
This work is of increasing importance, and must continue to be supported.
Alongside such efforts, viral resistance is best managed by commissioning
well-tolerated treatments.

Existing procurement arrangements, where antiretroviral drugs are
locally procured, mean that drug prices vary across the country. This
should be changed. Antiretroviral drug treatments should be
procured on a national scale. This offers the potential for significant
savings by making use of the purchasing power and economy of scale
of the National Health Service, as well as standardising prices
nationwide.

The costs of HIV treatment are best managed by purchasing well-
tolerated, easily adhered to drug regimens. This reduces the
likelihood of incurring the much higher costs of inpatient care which
result from poor adherence to treatment. Under national
commissioning structures, commissioners must procure drugs that
allow clinicians the flexibility to prescribe regimes that best serve this
long-term view.

Continued monitoring of viral resistance to drug treatments,
currently carried out through the UK HIV Drug Resistance Database,
is essential.

Integration of HIV and wider STI services

Under proposed reforms to the NHS, HIV treatment will be commissioned
by the national NHS Commissioning Board, whilst prevention and testing
services will be commissioned by local authorities. There are significant
concerns about this division in commissioning responsibility. Summit House
suggested that the split will present difficulties in getting primary care
providers to engage with HIV testung’™, whilst NAHIP noted that
commissioning routes for ‘treatment as prevention’ (see paras 147 to 155)
will become confused under the proposed reforms.

The reforms separate responsibility for HIV prevention from responsibility
for HIV treatment. Gilead Sciences suggested that this could disincentivise
prevention, testing and early diagnosis, as those commissioning such services

¥ D. L. Paterson er al., Adherence to protease imhibitor therapy and outcomes in patients with HIV infection, Annals
of Internal Medicine, 2000, pp 21-30.

W Burhr.nn Al et al., Increased detection of the HIV-1 reverse transeriptase M 184V mutation using mutation-specific
mimonity assays i a UK survellance study suggesis evidence of unrecognised rransmitted drug resistance. HIV
Medicine, advance online publication, 2010.
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would not accrue any financial benefit from reduced treatment costs should
the number of new infections decline. *°

The reforms may lead to further divisions in the commissioning of STI
services. Local authorities will be responsible for commissioning screening,
prevention and treatment services for STIs, through open-access GUM
services. The only exception to this will be HIV treatment, which will be
commissioned at the national level. Sexual health and HIV services should be
integrated; such integration supports effective prevention and treatment, as
well as facilitating high-quality research. NHS services in many parts of the
country have taken steps in recent years to promote the integration of sexual
health and HIV services, Justine Womack, Head of the Office for Sexual
Health in the South West""', noted that the integrated model there supported
effective prevention work. "

There are therefore concerns about the potential for fragmentation of
treatment services under the proposed reforms, which could increase costs
and undermine the skill base of staff, jeopardising the holistic approach to
treatment pursued in recent years.” This is an important issue. HIV
transmission is more likely when individuals are suffering from other STTIs,
and so diagnosing and treating those infections is an important element of
HIV prevention work. The diagnosis of another STI is also an indicator of
unsafe sexual behaviour, which may lead to a nisk of HIV transmission in
future. The diagnosis of STIs thus provide a useful opportunity for HIV
prevention counselling to be provided. Contributions from BHIVA™ and the
HIV Pharmacy Association'” highlighted the need for joint working
arrangements and strong governance to prevent fragmentation.

We recognise the concerns arising from the proposed split in
commissioning responsibility for HIV prevention, treatment and
social care services. We recommend that the Department of Health
place a duty upon those commissioning HIV services to support the
integration of all HIV services in their commissioning decisions.

We also recognise the importance of prevention efforts in relation to
other STIs, and the role that they can play in preventing the spread of
HIV. The integration of STI and HIV treatment services, therefore, is
essential for prevention efforts. We share the concerns of those who
suggest that the proposed NHS reforms may increase the
fragmentation of services. We recommend that the Department of
Health place a duty to promote service integration upon those
commissioning sexual health and HIV services.

Delivering treatment and care

Treatment services are delivered via medical specialities such as GUM or
Infectious Diseases (ID). GUM services, where a large proportion of
outpatient treatment is undertaken, also provide diagnosis, treatment and
prevention services for STIs. Care in these settings, involving multple

W HATTE. 74.

W1 an NHS Sourth West sexual health commissioning body.
w2 (Q 741,

W} HAUK 47 (Mational AIDS Trust).

Wi HALUE 53.

W3 HAUEK 48. The HIV Pharmacy Association is a professional body for pharmacists and technicians working
in HIV-related specialites.
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disciplines, has been very successful. We saw this first-hand in Brighton™,
London” and Leeds.'™ Treatment outcomes are widely acknowledged as
excellent™; in London, 90% of patients had an undetectable viral load
within one vear of starting therapy.'” These services therefore have an
important role to play in prevention, as well as caring for those infected.

Nevertheless, services are under pressure for a number of reasons.
Principally, the patient cohort is outgrowing service capacity, as patient
numbers have tripled since 2000 (see para 30).""' Dr Ian Williams of BHIVA
said simply, “I think the model of care at the moment is unsustainable ...
There is not the resource capacity within the current system to allow the
current model to continue.”*'? With increasing life expectancy, HIV is now
also a “long-term” condition, requiring decades of care."’ An ageing cohort
brings new clinical challenges.*"" Care must also be responsive to its users; an
element which the Mewmo Centre'” believed had been “fundamental” to
developing trust in services amongst the HIV community in the past.*'®

As the number of those living with HIV continues to increase, problems of
capacity and cost can only worsen. Changes must be made to maintain the
high standard of services.

Recommended treatment developments

Developing standards of care for HIV and AIDS

At present, guideline standards for HIV treatment and care are outlined in
documents written and published by professional bodies."'” They are not
binding documents, but do identify best practice in order to guide clinicians
and influence commissioning practice. Performance against those standards
is audited by the same bodies that developed them. The Minister for Public
Health noted that they are “widely used ...”""

Although existing standards are “internationally recognised”*", there is a role
for broader and more persuasive treatment standards.” Under proposals for
public health reform, the development of quality standards is expected to be
“a significant part” of the role of NICE." Professor Mike Kelly of NICE
was convinced that it had the expertise to produce standards for HIV and

6 See Appendix 4, op. o,
W7 See Appendix 5, op. oot
W8 See Appendix 6, op.cu.
44 See, for example, HAUK 55 (British Associaton for Sexual Health and HIV and the Royal College of

Physicians), HAUK 64 (Terrence Higgins Trust), HAUK 53 (British HIV Association), HAUK 51
(London Specialised Commissioning Group), HAUK 47 (Mational ATDS Trust).

40 Health Protection Agency, HIV in the United Kingdom (20010 Report), op.cil,

ALY gl

200 2682, See also HAUK 54 (Roval College of GPs), HAUK 36 (Association of Directors of Public Health),
HAUK 64 (Terrence Higgins Trust).

1 See, for example, HAUK 64 (Terrence Higgins Trust), HAUK 74 (Gilead Sciences), HAUK 24 (MAM),
Q 404 (Lisa Bright).

A4 Q) 469 (Dr Sheena McCormack), Q110 (Sir Mick Partridge).

45 A gay, lesbian and transgender community sexual health organisation.
e HAUK 21.

W7 British HIV Association, Standards for HIV Clinical Care, March 2007,
8y 1113,

9 HAUE 53 (Brinsh HIV Association).

0 HAUK 76 (British Medical Association), HAUK 47 (National AIDS Trust), Q 506 (Dr Simon Barten).
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AIDS if called upon by the Government."** He said it was an “anomaly” that
NICE had only done work around HIV testing, ***

Any standards cannot focus solely on medical care needs. There is a
disproportionate prevalence of psychological problems, such as depression
and anxiety, amongst those with HIV."' Mental health services can help
patients cope with HIV-related stigma, which without support can cause
them to hide their status and mean that they do not keep up with drug
regimes. ™ Body and Soul suggested that 17% of service users reported that
an inability to disclose their status had been a barrier to adherence. *** Mental
health services can work to boost adherence, berter managing viral load and
thus reducing onward transmission. **’

However, such services are often neglected. TCell*® considered them the
“poor relation” of services for those with HIV." In light of this, various
professional bodies are putting together psychological care standards for
those with HIV."™ Given the many benefits of keeping patients adhering to
therapy, and the individual benefits drawn from improved mental health, it is
important that these are not ignored.

Social care needs, which the Associaton of Directors of Adult Social Services
and the Local Government Association called the “critical partner in the care
pathway”*"', must also be catered for."” We saw in Leeds, during our time
with Yorkshire MESMAC and Leeds Skyline, the important role that social
care can play for patients.*"’

Given these broad needs, the development of quality standards is a compelling
idea. They could provide a clear framework for acton, and serve as a valuable
source of guidance at a ume of considerable change. By encompassing medical,
social and psychological care needs, they could help to ensure more integrated
treatment and care services for those with HIV, including interventions at an
individual level to prevent onward transmission. The Minister for Public Health
was not sure that “more is needed from NICE” given the quality of existing
guidelines.'” However, Professor Mike Kelly noted the “fundamentally
important catalytic effect” such guidance could have.*” We agree that NICE
guidelines would be more persuasive, and would be a positive step.

HIV treatment and care standards have an important role to play in
guiding commissioners and clinicians in a complex area. We recommend
that the Government commission NICE to develop treatment and care
standards for HIV and AIDS. These should be developed in association
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with people living with and affected by HIV, along with service providers,
drawing upon existing treatment guidelines.

They must take into account psychological and mental health needs,
and social care needs more broadly. They should also reflect the value
of interventions from healthcare professionals, such as advice on
reducing risk behaviours, in preventing onward transmission of the
virus. This should happen immediately, as the required expertise is
already in place.

Ending migrant charging regulations

NHS services are not provided free of charge to all of those accessing care in
England. Those not ordinarily resident in the United Kingdom may incur a
charge for their care under the Nauonal Health Service (Charges to Overseas
Visitors) Regulations 1989. Charges do not apply if a wvisitor has been
“lawfully” resident for one year, or if any specified exemptions apply.*™
These are laid out in the Charging Regulations and guidance on their
implementation, and are set out in Box 3.

BOX 3
Exemptions from Charging and Safeguards

The Charging Regulations, and Department of Health guidance on their
implementation, include a number of exempuons from charging and
safeguards to prevent serious suffering. These include:

* Access to free NHS treatment for asylum seekers as long as their
application and any appeal remain current;

» Continuation of an existing course of treatment even if the asylum
application and any appeal fails, up unul a person is deported or
leaves the country (so HIV treatment once started by an asylum
seeker 15 never withdrawn). It i1s for a clinician to determine what
constitutes a particular course of treatment;

* Immediately necessary or other urgent treatment should not be
delayed wrrespectve of a person’s inability to pay (although not free,
guidance makes clear that treatment should take place even without
advance payment), and that decisions on level of urgency are clinical
only. HIV treatment must be considered as immediately
necessary.*”’

Given the exemptions set out above, charges would usually only apply to
HIV treatment for undocumented migrants and failed asylum seekers if HIV
was diagnosed once a visa had run out or after all asylum appeals had
failed. ™

There are also specific categories of services exempt from all charges, which
are laid out in Regulation 3 and in an annex at Schedule 1. These include
infectious diseases such as tuberculosis and measles, but do not include HIV.
It 1s set out that the treatment of STIs is free of charge for all; for HIV,
though, this only extends to testing and associated counselling. As a result,
HIV treatment must be paid for by overseas visitors not otherwise covered by
one of the charging exemptions.

vt HAUK 70 (Department of Health).
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Thc result of these Regulations and associated guidance is thar, for those
liable to pay, HIV testing and any related counselling is provided free, but
subsequent treatment and care is not."” The Government do not collect data

on the numbers of people affected, but it is estimated to be between 660 and
1000 people.**

Is the policy justifiable?

Professor David Harper of the Department of Health believed that, where
people are “in the system”, the risk of onward transmission was, “addressed,
at least in part, by testing and advice. Then, one would expect these people
will be leaving the country”."' The Department of Health also argued that
free treatment could lead to “health tourism”—people coming to the United
Kingdom for the purpose of receiving HIV treatment. It stressed that it
received regular reports of this happening, though failed to quantfy its
scale.* The Minister for Public Health, however, did not affirm this
contention. **

There are a number of arguments against the policy. One is that it does not
best serve the interests of public health. Dr Ian Williams of BHIVA believed
that the public health case against charging was “overwhelming”.'" In the
light of evidence that treatment reduced infectivity, the African Health
Forum called the policy “absurd”.*” The Minister for Public Health in fact
acknowledged that, “we need to bear in mind the public health implications
of people not being able to receive treatment who are HIV-positive,”**

There is also an economic case for offering treatment regardless of
immigration status. Deborah Jack of NAT stressed that “the cost of someone
getting very sick without treatment is a lot higher than keeping them well on
antiretrovirals™*"’, for which reason Drlan Williams called the policy

“madness”. ***
1 449

Furthermore, there seems to be little real evidence of “health tourism”.
Dr Ian Williams stressed that there was “no evidence” of health tourism in a
survey of BHIVA’s members.*” Deborah Jack drew attention to the fact that,
although treatment was free elsewhere in the United Kingdom, “we don’t see
big flows of migrants over the borders to Scotland, Wales and Northern
Ireland, which if this myth of health tourism were true would happen.”*"

So there are clear ethical and economic objections to the system. But most
damningly of all, it does not work in practice. The extent to which charges
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452

are pursued is a matter for individual hospitals.™ Dr Ian Willams outlined
that, in reality, this meant that treatment is given, charges are sought (from
patients who cannot afford them), before then being written off—*“a constant

circle of nonsense™. """

Overall, the policy is unjustifiable. It deters a high-prevalence group from
testing, and misses an opportunity to reduce infectivity through treatment,
with only anecdotal evidence to support it. Most importantly, it simply does
not work. Those tasked with caring for patients are caught up in a fiction that
fails all of those involved. This is done for an amount of money that the
Government does not even monitor; the Minister noted that, though there
are estimates of costs recovered, “I would not even quote them, because I

think the truth of the matter is we do not really know”.***

Charging people for their HIV treatment and care is wrong for public
health, practical and ethical reasons. We recommend that HIV should
be added to the list of conditions in the National Health Service
(Charges to Overseas Visitors) Regulations 1989, for which treatment
is provided free of charge to all of those accessing care, regardless of
residency status.

Changing the model of care

Clear standards of care, and equitable access to services, are the base for further
developments in how services are delivered. Any change must acknowledge the
range of needs of HIV patients.”” Some patients are on stable treatment
regimes, without any major complications. Others have more complex issues
due to factors such as drug resistance or co-infections. Over time, developments
in anuretroviral therapies have led to increasing numbers of stable patients living
with HIV free of symptoms, with a significant decline in the number of people
whose infection has progressed to AIDS (see para 17).

In developing the model of care, the aim must be to manage stable patients
who have a good quality of life in the most efficient way possible, freeing up
capacity for those with more complex needs. At a ume of stretched resources,
any savings that can be made without compromising patient care must also
be supported.

In any reformed system, all patients must, of course, maintain regular contact
with HIV specialists. From the outset, therefore, we stress that we are firmly in
support of specialist treatment services continuing to be the leading location of
care for those with HIV. This was a position supported across the evidence
base.'™ We were glad that the Minister for Public Health made clear that,
“treatment is a specialist area still and will continue to be so ...”*"

Improving specialist services
There needs to be fundamental changes to how services are organised. At the

same time, there are improvements that can be made within the existing
model.
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One of the simplest improvements is to offer more flexibility in the opening
hours of clinics, to enable service users to get appointments in the evenings
and on weekends. Though this would have resource implications, this greater
flexibility would encourage access, and support service users to be
economically active and in employment.

Another measure is to make more use of the home delivery of drugs.
Delivering drugs to patients’ homes can be very convenient for patients,
whilst saving time for clinic staff." Furthermore, because home deliveries
are not subject to VAT (a curious rule), the service can deliver significant
savings. In Brighton, home delivery saved around £60,000 per month"™; in
Greater Manchester, it saved £2.5m per year. '’

The role of ‘virtual clinics’—where support is provided for stable patients
online or over the phone rather than in person—is another way of freeing up
capacity within specialist units and delivering care in a manner more
convenient for patients.*** For example, the CONNECT service offered in the
Royal Sussex County Hospital in Brighton uses email and text messages to
send test results."® Expanding the use of cost-effective nurse-led clinics in
the monitoring and assessment of patients is another means by which to
reduce pressure on specialist services. ™

Patient self-management could also be given a more prominent role. Sir Nick
Partridge of the Terrence Higgins Trust called for recognition of this
“direction of travel”.*”® The Roval College of Nursing noted that online
support materials, such as the Terrence Higgins Trust MyHIV service, could
“empower patients to access services, manage their condition and access peer
support”.**® NAM stressed the importance of equipping patients to “navigate

the health care system™.""

All of these measures have clear potential benefits for patients, by delivering
care more flexibly and conveniently. Many can also save money, which
specialist services can use elsewhere. However, such innovations will not be
suitable for all; patient care must be guided by need, and not by resource
imperatives. Strong oversight and protocols are essential.'® Nevertheless,
given the increasing proportion of stable patients, these innovations can be
applied widely to improve the delivery of treatment.

There are a number of innovative ways of delivering specialist
services which should be employed more extensively. These changes
benefit patients by delivering treatment more conveniently and closer
to home, whilst relieving pressure on specialist clinics and allowing
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closer working with those in primary care (see para 277). These
include:

» Home delivery of antiretroviral drugs;
s Flexible evening and weekend access to services;

+ Patient self-management services, including more extensive
support materials;

« Virtual services such as telephone and email clinics for stable
patients; and

» Nurse-led clinics.

Given the increasing proportion of HIV-positive people on stable
treatment regimens, commissioners and clinicians (including GPs)
should develop, after consultation with patients, guidelines and
protocols for the expansion of the above innovations. This can free up
human and financial resources for more complex elements of HIV
treatment and care. Protocols must, however, provide for specialist
consultants to monitor the conditions of all patients at regular
intervals.

Getting GPs involved with HIV and AIDS

General practice is a cornerstone of healthcare in the United Kingdom. GPs
are routinely involved in managing the health of millions of people across the
country. This is not, though, the case for most people with HIV and AIDS.
As Dr Ewen Stewart of the RCGP noted, “a lot of patients are not getting
their primary care in primary care. They are gerting it all at the hospital
clinic.”* This is despite the fact that the HIV cohort is an ageing one; those
with HIV need good primary care to manage many of the common
conditions experienced by older people.”’” The present situation increases
the pressure on already stretched specialist services.

GPs must become more involved in the care of their HIV-positive patients.
There is no reason why this should not be standard practice. Many chronic
conditions are already dealt with on a routine basis by general pracutioners,
and this must become the case for HIV. The Mimster for Public Health,
though supportive of specialist provision (see para 260), agreed. She said that
“... there 15 going to need to be some good integration going back to GPs
with managing people who are living for a long time with HIV alongside
other long-term conditions.””' The question is how extensive a role this
should be. Parient engagement will be crucial in any scenarnio; TCell warned
against “top down edicts” in this area.'™

Taking on the primary care responsibilities of a HIV-positive patient, as is
the case for all others registered ar a practice, is essential. This would make
those in primary care more familiar with HIV, the first step on the way to
making it a standard part of a GP’s role. As Drlan Williams of BHIVA
noted, this would not reshape the nature of general practice; it would involve
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“asking GPs ... to deliver primary care to their patients, which is what their
3 473

responsibility is™.

272. The more controversial question is whether GPs should take over elements

273.

274.
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2717.

of HIV care considered ‘specialist’ at present. Involving GPs in ‘routine’
aspects of care for stable patients, for example, could reduce pressure on
specialist services." Dr Ewen Stewart—who felt such a model had potential
in high-prevalence areas—drew parallels with existing practice in
rheumatology in this respect.*”

Some were more hesitant. Dr Bill Beeby, Chairman of the Clinical and
Prescribing Committee of the BMA’s General Practitioners Committee,
believed that a shift would “evolve over a period of time and is not something
that is going to be achieved as a sudden step”.""* NAM, though supportive of
some devolution, felt that it was “overly simplistic to assume the majority of
patients with HIV will eventually be managed through general practice”.*””
Dr Christopher Wood"® went further. Though he believed that GP
involvement was feasible in some areas, he felt that, “moving any substanmual
proportion of HIV care out of specialist centres is not currently viable and

would be counterproductive™.*™

Involving GPs in areas traditionally considered ‘specialist’ is an interestng
proposition. It would, however, involve a fundamental shift in service
provision. It could only take place over the medium- to long-term. The
division and shared nature of responsibility would have to be made very
clear; guidelines and protocols would be essential. Effective patent
engagement would also be crucial.

Nonetheless, we are supportive of investigating the possibilities. We
recommend that greater responsibility for the primary care needs of patients
shifts to GPs, as partners alongside specialist services—as is done for many
other chronic conditions. This would set in motion a change in culture, with
the object of HIV becoming a condition routinely taken on by GPs.

There is no case for a shift in all responsibilities, given the important role that
specialist services play. As Dr Keith Radcliffe of BASHH and the Royal
College of Physicians made clear, the “option to send them back to the
specialist centre if something untoward happens” is essential.”™’ In particular,
it does not take away the importance of prescribing antiretroviral therapies in
specialist settings, given the complexity of that task. ™

We recommend that the Government work with specialists, GPs and
patients to develop a strategy for GPs to take on shared responsibility
for the care of HIV-positive patients. This work should include
broader consideration of the appropriate boundaries of responsibility
between primary care and specialist services. The results should form
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the basis of longer-term strategies for expanding the role of GPs in
the management of HIV-positive patients.

Barrters to involvement

Many patients are concerned about confidentiality in primary care.*™
Dr Ewen Stewart of the RCGP accepted that this perception was a problem,
but did not believe that there was any “major failure of confidentiality in
general practice”.** In this respect, both Dr Stewart and Dr Simon Barton,
Clinical Director at the Chelsea and Westminster Hospital, noted that GPs
are under the same professional obligations in relation to confidentality as
practitioners elsewhere.** Nonetheless, Dr Stewart felt it was important for
general practice to make clear to patients the importance that practices
artached to confidentiality; it was important to “do the PR exercise with the
patients but also with the secondary care units and some of the HIV patient
organisations ... to reassure them”.** Dr Philippa Matthews agreed.*™

There 15 also a widespread need for GPs to build their confidence and
competence in managing those with HIV." Dr lan Williams said that many
GPs felt they lacked “the confidence or skills to deliver primary care ...” for
those living with HIV.**® Training is an essential part of such development, but
is often poorly prioritised. For Nathaniel Ault, Chair of the National HIV
Nurses Association, competing priorities for the time of GPs meant that “HIV
then falls down their priority list on attending training”.** Dr Stuart Gibson,
Chair of the Faculty of Sexual Health and HIV of the Britush Psychological
Society, noted that one HIV and psychological care training session for GPs
was cancelled for three consecutive years due to low demand.**"

Another barrier to involvement comes from poor channels of communication
between primary and specialist care.”' Dr Ewen Stewart felt that there were
“significant pockets where communication is not good and where they
[specialists] do not seem to want to let the patients go”.'”* He felt this
affected skill levels. Dr Philippa Matthews believed that such practice was
“probably against GMC guidance”. ™ Sexual Health in Practice called for
communication levels to be audited. ***

There are, therefore, barriers to overcome amongst both patients and
professionals. Patents must be convinced of the confidentiality of primary
care through clear communication of confidentiality policies and practices.

For professionals, more training is required to build confidence and
competence. A more knowledgeable doctor 1s a more confident one, and one
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better able to take on responsibility for managing HIV. Building up
confidence can also combat HIV-related sugmartisation. ***

In addition, secondary care must acknowledge those in primary care as
partners in HIV management. Not only does this enable the best delivery of
primary care, for example by avoiding drug interactons, but it can also build
trust between clinicians, patients and practice staff. This partnership must
involve specialists highlighting to patients the levels of confidenuality in
primary care and the benefits of their involvement. Partnership must also
entail effective communication between services, as recommended in GMC
guidance.

Upholding the confidentiality of patients is essential in any medical
setting. This is particularly so for a condition as stigmatised as HIV,
and in a setting as important as primary care. Confidentiality must be
taken seriously, and shown to be taken seriously; general practice
staff should make clear to patients the weight they attach to it. This
should include clear and easily accessible confidentiality policies, and
joint work with specialist HIV clinicians to highlight to patients how
important confidentiality is considered within primary care.

For better, more integrated HIV treatment and care, general
practices and specialist services should also work in partnership. We
recommend that the Government work with professional associations
to commission an audit of information-sharing processes and
confidentiality policies in place between practices and HIV specialist
clinics, to ensure that good practice is widespread.

Furthermore, it is imperative that medical practitioners have the
knowledge and skills to manage HIV. Undergraduate teaching and
ongoing professional development should, therefore, incorporate
sufficient specialist training relating to HIV and AIDS.

Going further—service networks

A final and more fundamental shift in services involves the development of
managed service networks. These networks situate highly specialist care in
‘centres of excellence’, with satellite units taking on responsibility for less
complex care. These are recommended in professionally developed treatment
standards.*” The North and West Yorkshire HIV Network is one example of
such a model.***

Such networks allow for care to be standardised through the development of
care specifications and protocols throughout an area; they can also bring care
closer to patients, and facilitate the involvement of primary care.”” Specialist
staff we heard from in Brighton called them “best practice” ", and they were
widely supported in evidence.’”' Nathaniel Ault, of the Nauonal HIV Nurses
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Association, was one of a number of contributors who called for recognition
and proper funding of such models to ensure that their benefits could be felt
nationwide. **

Additionally, the development of service networks could allow for the
rationalisation of services in the longer-term. The Terrence Higgins Trust
highlighted that there were currently 33 specialist providers in London alone,
and that centres of excellence could “concentrate on highly specialist and in-
patient HIV care and could be fewer in number.”” NAM felt there was a
“strong case for concentrating specialist care at a smaller number of major
centres.”*™

Service nerworks, with properly outlined pathways of care and responsibility,
address a number of issues. They can deal with the issue of capacity at
specialist centres. Highly specialist care could be placed into ‘centres of
excellence’, allowing expert clinicians to focus on the most complex cases
and develop their expertise on issues such as managing side-effects,
treatment failure, drug interactions and comorbidity.*”

Meanwhile, less complex patients could have their care delivered closer to
home without compromising the quality of that care, with responsibility
divided between primary care and smaller outpatient units. This supports our
stated aim of increasing the involvement of primary care, and better reflects
the nature of HIV as a long-term, chronic conditon. It also allows for
partners from the voluntary sector, along with psychological and mental
health services, to be better integrated into the care pathway.

The proposal to commission HIV treatment and care through the nauonal
NHS Commuissioning Board offers an opportunity in this respect, a point not
missed by contributors to our inquiry.””™ Dr Christopher Wood, though,
noted that capacity may not exist natnonwide for such models, and that roll-
out should not be based on “atypical” examples, such as the Chelsea and
Westminster hospital, where there were already strong relauonships between
primary care and specialist clinicians.*"”

Developing these models more widely necessitates a fundamental cultural
shift in HIV care. General practice needs to become a more involved partner
in caring for those living with HIV, to better establish the foundations for this
model more widely. The system will also require carefully developed
pathways and protocols, to ensure that patents move effectuvely and
seamlessly berween different locations for care as required.

Further research is essential, as is consultation with patients on how they
would hike the model to be structured. These are crucial first steps ahead of
any wider implementation; particularly so if care is to be rationalised into a
smaller number of centres. Nevertheless, we see important opportunities in a
networked model of care.

Commissioners should support managed service networks where they
already exist. This should involve the provision of appropriate
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supported by a number of our witnesses, including representatives of the
Faculty of Public Health and Association of Directors of Public Health.*"® In
oral evidence, Dr Paul Cosford of the HPA supported the priority afforded to
public health generally by the establishment of Public Health England; he felt
that a national body with broad responsibilities provided an opportunity for
better leadership of national public health initiatives.*"”

Dr Cosford also highlighted that around 50% of the HPA’s current income
came from charitable and research sources, and that its external income-
raising powers could be threatened were the functions of the HPA to be
subsumed into a Government department. It was therefore suggested that
Public Health England be constituted as an executive agency to preserve
both the independence of monitoring and external income streams.’"®

We note that, in responding to the NHS Future Forum report, the
Government have stated their intention to constitute Public Health England
as an execunve agency, and to amend their public health reform plans
accordingly.’" We strongly support this development. The creation of Public
Health England offers a significant opportunity for national leadership in
delivering public health initiatives, and for independent advice to continue to
be given to Government.

The United Kingdom has an excellent system of HIV monitoring and
surveillance. Monitoring has been part of the front-line response to
HIV, with the HPA providing effective delivery, leadership and
coordination in this respect. In undertaking reform, the Government
must ensure that the surveillance of HIV infections, at a national level,
continues to be appropriately resourced and managed. We recommend
that Public Health England should coordinate this work nationally.

Local delivery

Under proposed reforms, the majority of public health delivery
responsibilities will go to local authorities, with Public Health England
providing national coordination. Local authorities will take on responsibility
for commissioning open-access sexual health services, providing prevention,
testing and treatment for STIs. For HIV, local authorities will commission
prevention and testing services, whilst treatment and care services will be
commissioned nationally by the NHS Commissioning Board (see para 219).

Health and Wellbeing Boards

Proposed reforms envisage that local authorities will work to promote public
health across their area through Health and Wellbeing Boards, which will
include Directors of Public Health (see paras 318 to 323), elected
representatives and representatives of adult and children’s social services and
NHS clinical commissioning groups. The Boards will play a key role in
scrutiny and oversight of commissioning decisions. Given the split in
commissioning responsibility for HIV prevention and treatment, Health and
Wellbeing Boards could play an important role in the local coordination of
services.””
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Currently, PCTs and local authorities are required to produce a Joint
Strategic Needs Assessment. This process is intended to identify existing and
future health service needs to inform future service planning. The Health and
Social Care Bill provides for this PCT responsibility to transfer to NHS
clinical commissioning groups which, together with local authorities, will
develop Joint Strategic Needs Assessments through the Health and
Wellbeing Boards.

To meet the needs identified as part of that assessment, a duty will be placed
upon clinical commissioning groups and local authorities to produce a Joint
Health and Wellbeing Strategy. This is intended to coordinate delivery across
NHS, social care and public health services. Both clinical commissioning
groups and local councils will be under a statutory duty to have regard to the
Strategy and will also have a duty to consider whether to utilise flexibilities
such as pooled budgets.

NAT pointed out that, under current plans, there is no requirement for the
national NHS Commissioning Board to be represented on local Health and
Wellbeing Boards.” Consequently, it is unclear how HIV treatment
commissioning insights will feed into local structures, given that HIV
treatment is to be commissioned at the national level. This would be a
significant public health omission in local authority areas such as Lambeth,
where diagnosed HIV prevalence exceeds 13 cases per 1,000 people.*®

As dertailed above, NHS clinical commissioning groups and local authorities
will be under a duty to ‘have regard to’ the Joint Health and Wellbeing
Strategy when designing their commissioning plans. We would expect,
particularly in areas of high prevalence, that HIV prevention and testing
services would be prioritised in the Health and Wellbeing Strategy. However,
it is the commissioning plans that will have most influence, given that they
will directly shape the level of resources, and the nature and scope of services
delivered locally.

A number of our witnesses have highlighted concerns regarding the extent to
which commissioning plans will be influenced by Health and Wellbeing
Boards, Joint Health and Wellbeing Strategies and Joint Strategic Needs
Assessments. In oral evidence, Simon Bowen of the Association of Directors
of Public Health said of Health and Wellbeing Boards: “It does not have any
money; does not have any power ... there is no bind on the local authority or
GP commissioning consortia [now NHS clinical commissioning groups] if
they choose to do something different from what is set out in the Health and
Wellbeing Strategy; the Health and Wellbeing Board does not have any
powers to stop them.”**

We note that, in responding to the NHS Furure Forum, the Government has
stated that the plans for Health and Wellbeing Boards will be amended. The
Government response suggested that: “There will be a stronger expectation,
set out in statutory guidance, for the (commissioning) plans to be in line with
the Health and Wellbeing Strategy.”’** Though they will not have a veto, the
Boards will have a “clear right to refer plans back to the group or to the NHS

52l HAUK 47.

22 Health Protection Agency, Survey of Prevalent HIV Infections Diagnosed (SOPHID), Data tables 2009,
ap. cil.

5230} 789,

24 Diepartment of Health, Government changes in response to the NHS Future Forum, op.cit.
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Commissioning Board for further consideration.”*® We welcome these
changes, but the role of Health and Wellbeing Boards could still be
strengthened further.

It is essential that Health and Wellbeing Boards are able to draw upon
the insights of those commissioning HIV treatment. We therefore
recommend that, in areas of high HIV prevalence, the national NHS
Commissioning Board be required to provide appropriate
representation on local Health and Wellbeing Boards.

Health and Wellbeing Boards will be required to coordinate a wide
range of public health interventions, many of which affect large
numbers of people. It is possible that areas such as HIV, and sexual
health more generally, may struggle to compete for attention. We
therefore recommend that, in areas of high HIV prevalence, Health
and Wellbeing Boards should be required to undertake an annual
review of the management, coordination and integration of HIV and
sexual health services.

Health and Wellbeing Boards will be particularly important for
conditions such as HIV, where they provide the opportunity to
coordinate disparate service commissioners and providers. We
recommend that commissioners be placed under a duty to secure the
approval of Health and Wellbeing Boards before finalising their
commissioning plans. We also call upon the Government to make
clear the funding routes and mechanisms which will ensure that
Health and Wellbeing Boards can deliver their programme of work.

Directors of Public Health

It is anticipated that, following the abolition of Primary Care Trusts,
Directors of Public Health will become local authority employees. Directors
will be the principal advocates for the health of the local population, with
responsibility for leading the producton of the Joint Strategic Needs
Assessment and the Joint Health and Wellbeing Strategy.”™ Appointments
will be made jointly by the local authority and Public Health England. The
Minister for Public Health suggested that: “Directors of Public Health are
going to be crincal in gathering together all the strands from the local

authorites”.”

The Local Government Association and the Association of Directors of
Adult Social Services welcomed the move towards local authority public
health responsibility, noting that many of the major determinants of health,
such as education and housing, were already administered by local
government.’® However, the potential changes to the role, location and
status of Directors of Public Health caused some alarm.

The Association of Directors of Public Health suggested that working within
a local authority will distance Directors from GPs and the NHS.™ It was in

fact suggested that, following reform, Directors may not be required to h_aw:'
public health expertise, qualifications or professional association

523 rhyd,

526 Department of Health, Healthy Lives, Healthy Peaple: our strategy for public health in England, op. cit.
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membership.”” Indeed, Dr John Middleton of the Faculty of Public Health
reported a claim that some local authorities were considering appointing
Directors of Leisure as Directors of Public Health.™'

Furthermore, whilst proposed reforms suggest that Directors will have ‘Chief
Officer’ status’”, they do not impose any requirement for Directors to form
part of the corporate management team of local authorities. This contrasts
with the present position, where Directors of Public Health usually sit at a
senior level in PCTs. Dr Middleton noted the importance of local authorities
giving Directors of Public Health sufficient status to influence housing,
environment, economic and health policies.”” Simon Bowen suggested that,
should Directors not form part of the corporate management team of local
authorities, there would be “very real challenges about how you influence
and how you carry out that role of being the principal adviser.”** The
Minister for Public Health confirmed that the Government would “be
reluctant to be too prescriptive” in setting out how local authorites should
incorporate the role of Director of Public Health.*™

Under the proposed reforms, the role of Director of Public Health will be
vital in drawing together the work of public health professionals, clinical
commissioning groups, adult and children’s services. They will perform a key
role in guiding and steering the work of Health and Wellbeing Boards. The
transfer of public health functions to local authorities offers the potential for
alignment with other responsibilities, such as housing, environment and
education, which can also shape health and wellbeing. However, if this is to
be realised, it is essential that Directors of Public Health are in a position to
shape policy in these areas. We note, with concern, that the Government
response to the NHS Future Forum offers no further clarity over the role,
status and work of Directors of Public Health.

We recommend that Directors of Public Health should be registered
with an appropriate professional body. In addition, local authorities
should be required to appoint Directors of Public Health to corporate
management positions. More generally, we recommend that the
Department of Health should give greater formal definition to the
revised role and status of Directors of Public Health.

Public Health Outcomes Framework

The Government plans to establish a Public Health Outcomes Framework.
The Framework, upon which consultation ended on 31 March 2011, will set
out a range of outcome indicators against which local public health delivery
will be measured. A ‘health premium’ will be paid to local authorities to
reward successful delivery against these indicators. An indicator relating to
HIV was included in the consultation’s draft set of indicators. This sought to
measure the proporuon of late diagnoses in a local authority area, in order to
encourage local authorities to prioritise HIV testing.**

M) TR2 (Simon Bowen).

0 T84,

52 HM Government, Healthy Lives, Healthy People: Updare and soay forivard, July 2011.
3330 T84,

M Q 782,

3303 1138,

36 See Appendix 8 for definition of late diagnosis.
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CHAPTER 9: RECOMMENDATIONS

The Government should recognise the scale of the HIV and AIDS challenge
in the United Kingdom. Not enough is being done to respond to a steadily
growing risk to public health. There are potentially huge cost implications in
both the short- and long-term in failing to deal effectively with the epidemic.
At a time when public health in the United Kingdom is subject to major
reform, the Government should ensure that HIV and AIDS is a key public
health priority. (para 34)

Funding bodies, both public and private, should continue to support HIV
vaccine research as part of their research strategies. Cooperation with
international partners must be central to this work. At the same time, the
Government should consult with the pharmaceutical sector to determine
whether improvements can be made to existing models of working and
regulatory processes to better involve them in efforts to develop a HIV
vaccine. (para 43)

Although the successful development of a vaccine i1s crucial in the longer-
term, the response to HIV and AIDS in the United Kingdom must be based
on the assumption that none will exist for at least a decade. (para 44)

Further Government support for prevention is required. Prevention should
be at the forefront of the response to HIV. This must be reflected in the
Government’s replacement of the 2001 sexual health strategy. More
resources must be provided at national and local levels. The Government
should monitor and audit the use of resources so provided, to ensure they are
used for the purpose of preventing new HIV infections. (para 55)

We have highlighted the costs of treating HIV, and the long-term savings
which could be made through investment in HIV prevention. The current
levels of investment in national HIV prevention programmes are insufficient
to provide the level of intervention required. (para 62)

Local prevenuon programmes, and the voluntary sector bodies that deliver
them, have played an important role in tackling HIV. Local authorities,
health services and other funders should avoid undermining local HIV
prevention work when taking budget decisions. The ongoing trend of
pressure on local prevention services also underlines the importance of
enhanced Government funding for national HIV prevention programmes.
(para 68)

HIV awareness should be incorporated into wider national sexual health
campaigns, both to promote public health and to prevent stigmatisation of
groups at highest risk of infection. We recommend that there should be a
presumption in favour of including HIV prevention in all sexual health
campaigns commissioned by the Department of Health. (para 72)

We accept that levels of new HIV infection would have been higher without
the national prevention programmes, and we support those delivering this
work. We feel, however, that more needs to be done to reduce dangerous and
risky behaviour that is leading to HIV infection. In part, more funding is
needed but, in addition, a broader range of evidence-based approaches are
required. (para 78)

Both targeted and national HIV prevention campaigns have an important
role to play. Given the concentration of HIV infection in two specific groups,
we recommend continued targeted HIV prevention campaigning focused on
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these communities. This should be coordinated at the national level.
(para 84)

We recommend that the Department of Health undertake a new national
HIV prevention campaign aimed at the general public. This will ensure that
HIV prevention messages are accessible to all of the population. (para 85)

We recommend that those delivering HIV prevention campaigns, whether
nationally or locally, should utilise the full range of available media, including
internet, social networking and mobile phone applications. We note that
national sexual health campaigns, such as Sex: Worth Talking About, have
been sufficiently resourced to purchase advertising time with national
broadcasters. We recommend that messages around HIV are included in
these campaigns in future, ensuring the greatest possible exposure for HIV
prevention messages. (para 89)

Whilst we do not doubt the integrity of current evaluation processes, we
recommend that the pracuce of HIV prevention providers commissioning
their own evaluation of campaigns be ended. The Department of Health
should commission evaluation, ensuring separation from delivery of
prevention activity. We also recommend that, once instituted, such
independent evaluation activities are used to inform, refine and reinforce
subsequent prevention campaigns, providing an evidence-led approach to
influencing behaviour. (para 93)

Given the significant cost savings that can be accrued from successful HIV
prevention work, the Department of Health should prioritise HIV prevention
research. We recommend that the Department establish an advisory
committee, to give leadership and coordination to biomedical, social and
behavioural prevention research. (para 94)

A range of intensive interventions—including group and individual
counselling work—should be delivered for those who are most at risk of
either contractng or passing on HIV. This should be set against a backdrop
of nanonal campaigns and awareness-raising which is properly evaluated and
refined for effectiveness. (para 97)

Discrimination against those affected by HIV is based, at best, on ignorance
and, at worst, on prejudice, and we unreservedly condemn it. This
underlines the need for a general public awareness campaign on HIV.
(para 100)

Given the significant influence of faith leaders in some communities, we
recommend that the Government, local authorities and health commissioners
build upon work already taking place with all faith groups to enlist their
support for the effective and truthful communication of HIV prevention
messages. (para 111)

We recommend that the Department of Health ensures continued funding
and support for work, building upon that currently delivered by the African
Health Policy Network, which aims to develop the knowledge of faith leaders
about HIV. Such work is vital in supporting a wider range of interventions
which aim to address, prevent and treat HIV within all communities.
(para 112)

People living with HIV need to be empowered to become advocates for
understanding of the condition, in order to help to address stigma. We
understand the importance of peer support nerworks and voluntary
organisations in supporting this work, and recommend that local authorities
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and other public sector funders acknowledge the importance of this work in
their future funding decisions. (para 115)

Progress achieved over recent decades mean thart there are now many facets
to HIV prevention. We recommend that the full range of available
interventions be used to prevent new HIV infectuons. We call this approach
combination prevention. (para 118)

We support the continued provision of needle exchange programmes. The
Government should use their influence, both through partnerships such as
UNAIDS and their bilateral relationships, to make clear the benefits of
needle exchange facilities, and encourage countries whose epidemics are
driven by injecting drug use to institute or expand such programmes.
(para 125)

Ensuring that as many young people as possible can access good quality sex
and relationships education (SRE) is crucial. We recommend that the
Government's internal review of PSHE considers the issue of access to SRE
as a central theme. Teaching on the biological and social aspects of HIV and
AIDS should be integrated into SRE. (para 139)

Whilst acknowledging that the review is yet to complete its work, we
recommend that the provision of SRE should be a mandatory requirement
within the National Curriculum, to enable access for all. Such education
should begin within all schools from Key Stage 1, though this teaching must
be age-appropriate. (para 140)

There 1s an important role to be played by external prowviders, but we
recommend that SRE should be primarily delivered by teachers, who must
be trained to deliver this teaching. This training must focus on all aspects of
HIV and AIDS, to ensure that teachers are confident on the subject.
(para 141)

Procedures developed to limit the transmission of HIV from mother-to-child
have been an outstanding success. We recommend that the Department of
Health and commissioners ensure that such services continue to be provided
as required. For the same reason, we also recommend that local authorities
provide free infant formula milk to HIV-positive mothers who have no
recourse to public funds.(para 146)

T'reatment has an increasingly important role to play in preventung HIV
infection. We note research demonstrating the potential for earlier
antiretroviral treatment as a preventive measure. We recommend that the
Department of Health, National Institute for Health Research, Medical
Research Council and other research funders provide support in order to
examine the utility of such approaches in the United Kingdom. In addition,
the Department of Health should keep policy in this area under review as
further research continues to emerge. (para 150)

We recommend that the Department of Health, National Institute for Health
Research, Medical Research Council and other research funders support
programmes of work which examine the utility of pre-exposure prophylaxis.
This research should take place in both in the United Kingdom and in
international settings. We recommend that the availability of post-exposure
prophylaxis should continue to be determined by clinicians within GUM
clinics. (para 155)

We recommend that the Government pursue its plans to commission

offender health services centrally, which would lead to better equity and
continuity of care for prisoners. (para 169)
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Data on HIV in prisons must be improved. The Health Protection Agency
should utilise surveillance data newly available to provide a robust estimate of
the prevalence and profile of HIV within the prison population. At the same
time, a review exercise into offender health services in public prisons is
underway. The Government should supplement this with a review of the
extent and nature of HIV prevention, testing and treatment services within
public prisons, to determine the levels of provision across the country.
(para 170)

We recommend that best practice for managing HIV in prisons is made
clearer. The Government should commission NICE to produce guidance for
the management of offender health, which should include specific protocols
for HIV prevention, testing and treatment. (para 171)

In the meantime, the Government should draw up a guidance note to prison
governors to outline best practice for managing HIV in prisons. This must
stress the need for high-quality, continuous treatment and care; robust
testing policies, including routine opt-out testing on entry into prison; and
the provision of condoms in a confidential manner. Governors should
implement these policies within their prisons as soon as possible. (para 172)

Earlier diagnosis ensures that those infected receive timely treatment, saving
money on the treatment costs of more advanced infections and preventing
onward transmission of the virus. This is cost-effective in the long-term. We
therefore recommend that the Government endorse both the 2008
professional tesung guidelines and the 2011 NICE tesung guidelines. The
policies recommended within those documents, and the recommendations
made in the interim Time to Test report by the Health Protection Agency,
should be implemented. (para 191)

In partcular, HIV testing should be routinely offered and recommended on
an opt-out basis, to newly registering patents in general practice, and to
general and acute medical admissions. This should begin with high-
prevalence areas (where prevalence is greater than 2 cases per 1,000 people).
HIV testing should also be made routine and opt-out in relevant specialties
where conditions are associated with increased rates of HIV infection, such
as TB and hepatitis. Finally, testing should be expanded into the community.
Local testing strategies must be put in place to facilitate this. (para 192)

These testing policies should be supported with financial and human
resources from commissioning bodies. HIV testing should feature
prominently in local needs assessments and testing strategies in high-
prevalence areas. The Government must ensure that the performance of
commissioners and clinicians is monitored through regularly commissioned
audits now, and the late diagnosis indicator in its Public Health Outcomes
Framework in furure. (para 193)

HIV testing outside of GUM and antenatal clinics must become more
widespread. Professionals, most notably general practitioners, must become
more confident and competent in offering and administering tests. Training
and education are important tools to use to achieve this; they should form an
important part of local testing strategies. Such training must incorporate
efforts to address HIV-related stigma, and develop understanding of the
needs of people living with HIV. (para 204)

Practitioners must be more confident in identifying those at risk of HIV and
those with symptoms of infection. Undergraduate training and ongoing
professional development for medical practitioners should stress the
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importance of these skills. This is particularly so for specialists dealing with
hepatitis and tuberculosis, where co-infection with HIV is more common.
(para 205)

Encouraging people to test, through the provision of education, training and
support, can have significant benefits for the public. We support the
development of local testing strategies, recommended within NICE testing
guidelines. Equipping people with the knowledge and desire to get tested
should form an integral part of those strategies. (para 213)

The ban on HIV home testing kits, as laid out in the HIV Testing Kits and
Services Regulations 1992, is unsustainable and should be repealed. A plan
should be drawn up, in consultaton with clinicians, patents, voluntary
organisations and professional associations, to license kits for sale with
appropriate quality control procedures in place. The licensing regime must
make sure that the tests are accurate, and that the process gives
comprehensive advice on how to access clinical and support services in order
that those who test positive get the care thart they need. (para 214)

HIV treatment and care services should be commissioned at a national level,
given their high cost and the vanation in HIV prevalence natonwide. To
ensure commissioning is responsive to differing patterns of need across the
country, regional treatment and prevention service networks, appropriately
supported and resourced by the Government, should be established.
(para 223)

Existing procurement arrangements, where antiretroviral drugs are locally
procured, mean that drug prices vary across the country. This should be
changed. Anuretroviral drug treatments should be procured on a natonal
scale. This offers the potental for significant savings by making use of the
purchasing power and economy of scale of the National Health Service, as
well as standardising prices nationwide. (para 229)

The costs of HIV treatment are best managed by purchasing well-tolerated,
easily adhered to drug regimens. This reduces the likelihood of incurring the
much higher costs of inpatient care which result from poor adherence to
treatment. Under national commissioning structures, commissioners must
procure drugs that allow clinicians the flexibility to prescribe regimes that
best serve this long-term view. (para 230)

Continued monitoring of viral resistance to drug treatments, currently
carried out through the UK HIV Drug Resistance Database, is essential.
(para 231)

We recognise the concerns arising from the proposed split in commissioning
responsibility for HIV prevention, treatment and social care services. We
recommend that the Department of Health place a duty upon those
commissioning HIV services to support the integration of all HIV services in
their commissioning decisions. (para 236)

We recognise the importance of prevention efforts in relation to other STIs,
and the role that they can play in preventing the spread of HIV. The
integration of STI and HIV treatment services, therefore, is essential for
prevention efforts. We share the concerns of those who suggest that the
proposed NHS reforms may increase the fragmentation of services. We
recommend that the Department of Health place a duty to promote service
integration upon those commissioning sexual health and HIV services.
(para 237)
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HIV treatment and care standards have an important role to play in guiding
commissioners and clinicians in a complex area. We recommend that the
Government commission NICE to develop treatment and care standards for
HIV and AIDS. These should be developed in association with people living
with and affected by HIV, along with service providers, drawing upon
existing treatment guidelines. (para 247)

372. Treatment and care standards must take into account psychological and
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mental health needs, and social care needs more broadly. They should also
reflect the value of interventions from healthcare professionals, such as
advice on reducing risk behaviours, in preventing onward transmission of the
virus. This should happen immediately, as the required expertise is already in
place. (para 248)

Charging people for their HIV treatment and care is wrong for public health,
practical and ethical reasons. We recommend that HIV should be added to
the list of conditions in the National Health Service (Charges to Overseas
Visitors) Regulatons 1989, for which treatment is provided free of charge to
all of those accessing care, regardless of residency status. (para 257)

There are a number of innovative ways of delivering specialist services which
should be employed more extensively. These changes benefit patients by
delivering treatment more conveniently and closer to home, whilst relieving
pressure on specialist clinics and allowing closer working with those in
primary care. These include:

» Home delivery of antiretroviral drugs;
¢ Flexible evening and weekend access to services;

o Patient self-management services, including more extensive support
materials;

+ Virtual services such as telephone and email clinics for stable patents; and

e Nurse-led clinics. (para 267)

Given the increasing proportion of HIV-positive people on stable treatment
regimens, commissioners and clinicians (including GPs) should develop,
after consultation with patients, guidelines and protocols for the expansion of
the above innovations. This can free up human and financial resources for
more complex elements of HIV treatment and care. Protocols must,
however, provide for specialist consultants to monitor the conditions of all
patients at regular intervals. (para 268)

We recommend that the Government work with specialists, GPs and patients
to develop a strategy for GPs to take on shared responsibility for the care of
HIV-positive patients. This work should include broader consideration of the
appropriate boundaries of responsibility between primary care and specialist
services. The results should form the basis of longer-term strategies for
expanding the role of GPs in the management of HIV-posiuve patients.
(para 277)

Upholding the confidentiality of patients is essential in any medical setting.
This is particularly so for a condition as stigmatised as HIV, and in a setting
as important as primary care. Confidentiality must be taken seriously, and
shown to be taken seriously; general practice staff should make clear to
patients the weight they attach to it. This should include clear and easily
accessible confidentality policies, and joint work with specialist HIV
clinicians to highlight to patients how important confidentiality is considered
within primary care. (para 284)
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For better, more integrated HIV treatment and care, general practices and
specialist services should work in partnership. We recommend that the
Government work with professional associations to commission an audit of
information-sharing processes and confidentiality policies in place between
practices and HIV specialist clinics, to ensure that good practice is
widespread. (para 285)

It is imperative that medical practitioners have the knowledge and skills to
manage HIV. Undergraduate teaching and ongoing professional
development should, therefore, incorporate sufficient specialist training
relating to HIV and AIDS. (para 286)

Commissioners should support managed service networks where they already
exist. This should involve the provision of appropriate financial resources and
the use of commissioning frameworks. Commissioners elsewhere should
consider whether sufficient capacity is in place to move towards a networked
model of care. NICE should consider, as part of its remit in developing
treatment and care standards for HIV, the role of service nerworks as a
means of efficient and integrated care provision for HIV and AIDS.
(para 295)

Research should be funded, either by the Government, National Institute for
Health Research™, Medical Research Council or other research funders, to
examine whether service networks would allow for highly specialist care to be
delivered more effectively in fewer centres. (para 296)

The United Kingdom has an excellent system of HIV monitoring and
surveillance. Monitoring has been part of the front-line response to HIV,
with the HPA providing effective delivery, leadership and coordination in this
respect. In undertaking reform, the Government must ensure that the
surveillance of HIV infecuons, at a navonal level, continues to be
appropriately resourced and managed. We recommend that Public Health
England should coordinate this work natonally. (para 306)

It 15 essenual that Health and Wellbeing Boards are able to draw upon the
insights of those commissioning HIV treatment. We therefore recommend
that, in areas of high HIV prevalence, the national NHS Commissioning
Board be required to provide appropriate representation on local Health and
Wellbeing Boards. (para 315)

Health and Wellbeing Boards will be required to coordinate a wide range of
public health interventions, many of which affect large numbers of people. It
is possible that areas such as HIV, and sexual health more generally, may
struggle to compete for attention. We therefore recommend that, in areas of
high HIV prevalence, Health and Wellbeing Boards should be required to
undertake an annual review of the management, coordination and integration
of HIV and sexual health services. (para 316)

Health and Wellbeing Boards will be particularly important for conditions
such as HIV, where they provide the opportunity to coordinate disparate
service commissioners and providers. We recommend that commissioners be
placed under a duty to secure the approval of Health and Wellbeing Boards
before finalising their commissioning plans. We also call upon the
Government to make clear the funding routes and mechanisms which will
ensure that Health and Wellbeing Boards can deliver their programme of
work. (para 317)

32 An NHS-led research institute, which commissions and funds research.













































HIY AND AIDS IN THE UNITED KINGDOM o9

Infection route

Approximately 80% of patients were infected with HIV through sex between men,
and 17.5% through heterosexual sex. There was a disparity in levels of late
diagnosis between heterosexual and homosexual cases: men who had sex with men
']wen: diagnosed late in 30% of cases; 60% of heterosexual patients were diagnosed
ate.

10% of the population in Brighton were men who have sex with men ({MSM). One
study estimated that HIV prevalence (including both those diagnosed and
undiagnosed) amongst MSM was as high as 13.7%. Another study found that
around 40% of men attending gay venues was infected with HIV, with one-third of
those undiagnosed. Data from a third study indicated that around 50% of MSM
reported unprotected sex in the previous twelve months, a figure which was higher
amongst HIV-positive MSM.

Ethnicity

Around 85% of patients were white; 11% were black African, with small numbers
of patients from other ethnic groups.

Age

Approximately one-third of patients were over 50, and around 15% of new
diagnoses were of people aged over 50.

Partient pathway

Most patients were diagnosed in GUM services, during treatment for
opportunistic infections or during routine testing.

After diagnosis, the muludisciplinary team met to discuss new patients.
Subsequently, there were weekly meetings, where patient plans were drawn up and
early progress monitored. This approach was designed to ensure consistent patient
management.

Subsequently, there was a fixed programme with set treatment intervals; intervals
could be extended depending on patient stability. This was facilitated by the
CONNECT service, which allowed for results to be emailed, reducing time spent
in hospital where appropriate.

Parient issues

Creneral

The problems experienced by patients in dealing with their infection were
manifold. Psychosocial issues, problems with adherence and sexual health and
difficulties in primary care settings were all common. Monitoring, observation and
collaboration with GPs were important in long-term patient management.
HIV-related dementia was an emerging issue as the cohort aged. Antiretrovirals
were very effective at preventing dementia, but it remained of concern. The Sussex
Beacon was considering dementia as part of its strategy for the future.

Trearment burden
The daily routine and burdens of treatment were lifelong, a fact which could lead
to psychological problems; depression and anxiety were possible side-effects of
treatment, a notion which it was important to investigate,

Treatment side-effects ranged from gastrointestinal and kidney problems to
increased cholesterol levels; such problems could be monitored and addressed, but
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around 50% of MSM had been tested within the last 12 months. The team had
worked hard to improve the frequency of sexual health screens for HIV-positive
patients. Amongst MSM, those screening yearly had increased markedly: offer and
acceptance rates rose from 40% to offer rates approaching 100%, and acceptance
rates of nearly 70%. This was possibly reflective of a culture shift, but stigma—
over issues such as confidentiality—remained a major problem.

Another important barrier related to the reticence of healthcare professionals.
There were a number of refrains common to hospital doctors, GPs and practice
nurses: that there was insufficient time; that they were insufficiently trained; or
that testing was unrelated to their role. The challenge therefore was in boosting
offer rates; acceptance rates tended to be high. Research suggested that
professionals were more likely to offer tests to younger people, despite the ageing
cohort; and younger professionals were more likely to offer tests.

Consent

There was a false perception that gaining informed consent was a “lengthy
process™; in fact, the average consent consultation lasted less than a minute, and
was often significantly quicker. Antenatal testing had shown that obtaining consent
was not a time barrier; education and training overcame initial hesitation by
midwives, and acceptance rates were now very high.

The Committee queried whether consent was necessary for HIV testung. The
Brighton team noted that GMC guidelines required clinicians to inform patients
before testing, and to offer the right to refuse. These requirements were, however,
the same for all HIV testing, including during antenatal screening; success there
had shown that the requirements were was not necessarily a barrier to testing.

Testing research

In 2009 Brighton and Hove were awarded two Department of Health grants for
testing pilots. One involved encouraging GPs to offer HIV tests to all new
registrants: there were 800 tests offered in 6 months, with uptake rates ranging
from 36% to 75%. The other was focused on acute admissions to the Royal Sussex
hospital: the offer rate was around 40%, with a very high uptake rate of 91%.

These results led to the adoption of acute admissions testing as a CQUIN™"
funding point. Offer and uptake rate targets were set at 60% and 80% respecuvely;
targets that were being met up to the end of February 2011.

Home testing

Home tesung was currently illegal, but people were ordering tests online
regardless. A study into home sampling had shown an acceptance rate above 70%,
but home testing was very different. The problem was that referral pathways were
not pronounced, an area of concern.

Trearment

Overview
Nationally, between 90 and 92% of padents had undetectable viral loads; at

Brighton, this was above 96%. This success related to high adherence rates,
ensured through the work of the multdisciplinary adherence team. Treatment

33 Commissioning for Quality and Innovation payment framework: :
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failure was rare; where it did occur, there were management plans in place to
address issues of adherence, toxicity or tolerability.

Specialisation

Prescripuion of drugs remained with specialists. Research had shown that this was
a sound distuncuon: GPs felt that they lacked the necessary skill; patents did not
have sufficient confidence in antiretroviral prescription by non-specialists.
Regardless of NHS reform, this was unlikely to change. There were clear benefits
to the approach: clinicians found it useful to have peer support when devising a
regime, and it was helpful to have a muludisciplinary team in place to monitor
Pprogress.

Innovations

The centre had developed a number of innovations in the delivery of treatment.
There was a home delivery service for antiretroviral drugs; used by 79% of patients
on antiretroviral drugs, it saved around £60,000 per month in VAT payments.

The CONNECT service emailed blood results to consenting patients, reducing the
number of visits required by stable pauents. 350 patients received results using the
service, with their confidennality protected. This meant only one visit to hospiral
in a year for a stable patient, which freed up resources to artend to more complex
patients.

Treatment and prevention

The question of treating all those infected, regardless of CD4 count, was raised. It
was a model that had been adopted in San Francisco, burt its adoption would
require a “mind shift”, as treatment would for the first time be geared towards the
benefit of public, rather than individual, health; and ensuring adherence in such
circumstances could prove to be difficult. Regardless, it was necessary to gather
data in randomised trials before there could be any progress.

This approach perhaps missed the point; the bigger problem was reducing the
fracton of those with HIV who were undiagnosed. This required more intensive
testing strategies, and efforts to reduce onward transmission.

Prevention

Patients were most infectious in the first few months following infection, and
evidence suggested that undiagnosed or very recently diagnosed HIV-positive
individuals transmitted HIV more than any other groups. Education, health
promotion and earlier diagnoses were thus important for the benefit of both public
and individual health.

Prevention messages were important; but there was a balance to strike berween
showing that treatment was a burden and encouraging people to get tested, as
h:.ghhghtmg the benefits of treatment was a powerful message in engaging chaotic
patients.

Migrant charging
For migrants not eligible for free NHS care, only HIV tests and pre-test
counselling were available without charge. This was not as pronounced an issue in
Brighton owing to the low numbers of ethnic minority patients, but it was a
possible issue on the peripheries of the catchment area.

Charging regulations put doctors in a difficult position: treating HIV was in the
public interest, and their core role did not involve law enforcement. Furthermore,
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featured extensive collaboration both nationally and internavonally, with research
support drawn from the medical school.

The centre operated as a ‘mini-outpatient department’; a unique model where
clinical services were integrated into the trial. To recruit trialists, research nurses
attended multdisciplinary care meetings to identify suitable candidates for clinical
trials, before obtaining their informed consent for participation.

Funding

The Centre was not NHS-funded. Though decreasing numbers of trials were
backed by pharmaceutical companies—itrials were increasingly funded by grants
from the Medical Research Council, the Department of Health or the National
Institute for Health Research—they were still involved in research at the centre.
This was not necessarily a negative point; Gilead and Bristol Myers-Squibb had
supported testing initiatives without seeking to take ownership of data.

National Institute for Health Research

The establishment of the National Institute for Health Research (NIHR) in 2008
had benefited research in a number of ways. It had established comprehensive
research networks, which meant that larger centres could be funded to support
smaller research units—this had improved equality of access to clinical trials. Its
establishment had also been crucial in engaging clinicians in clinical trials.
Furthermore, its establishment had enabled funding for more “clinically relevant’
trials: for example, the centre was bidding for a £1.5m grant to study HIV and
ageing in a national project.

Research implementation
Impetus from the Department of Health (DH) in translating and implementing
research was important. Following research which demonstrated its efficacy,
primary care testing was now a CQUIN’" target in Brighton; implementing this
nationally required DH support. On a similar note, it was hoped that the Time 1o
Test recommendations would be properly implemented.

Patienr and staff views

Staff representatives
The Committee met with a number of staff representatives over lunch.

Pharmacy services
The role of HIV pharmacy services was highlighted. Brighton was the first location
to establish a pharmacist-led antiretroviral clinic in 1996; and the hospital’s six
HIV-specialist pharmacists played an important role managing adherence and
drug interactions. Home delivery of medicines had been pioneered in Brighton
and about 40% of those on antiretrovirals were now receiving their medicines in
this way.

Costs
Due to the scale of provision in Brighton—the drug budgrtl ran to ,’E 10m—the
pharmacy had been able to negotiate antiretroviral contract prices similar to those
of the London HIV Consortium.

34 Commissioning for Quality and Innovation payment framework: see )
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by HIV in Brighton. There was also a Women’s Forum Group, which liaised with
community and local HIV services. These services provided peer support and
counselling, and addressed stigma.

Reform

The potenual effects of strucrural reform to the NHS upon HIV services were
uncertain. However, there were aspects of current arrangements that suggested
support would continue: HIV was recognised as a local priority, and a link nurse
had established connections with primary and community care providers. This was
bolstered by the knowledge that the Beacon provided additional value through its
responsiveness and ability to draw on additional fundraising streams.

Community HIV team presentation

Tnrroduction

The Community HIV Specialist Team was part of the Sussex Community NHS
Trust. In operation since 2002, the team brought together healthcare, social care
and mental health into one service. The team included HIV nurses, mental health
workers, psychiatrists, social workers and health promotion practitioners.

Services

The core business of the service had a number of facets. One element was
continuity of care for those newly diagnosed or recently discharged from hospital.
Another was around social care interventions, with personalised budgets for service
users. Health promotion was an emerging area of prominence where the team was
keen to do more work. All together, the facets of the service—boosting adherence
levels, promoting disclosure and managing risk behaviours—comprised one part of
HIV prevention within Brighton.

Care model

Everything began with an initial assessment and the development of a care plan in
agreement with the patient. This outlined intervention levels and the care pathway.
Subsequently, partnership working was fundamental. A community
multidisciplinary meeting allowed clear remits to be set among community
providers, partners at the Royal Sussex General Hospital and in generic services;
and the patient was proactively engaged through case conferences throughout the
process. As HIV shifted from an acute to a chronic illness, this approach allowed
greater self-management and was potentially empowering for patients.

This parmership working was a desirable outcome: it ensured that care could be
properly co-ordinated, allowing expertise to be concentrated on appropriate cases.
To this end, the HIV social worker for the team was now located within Brighton
City Council, to ensure one port of call for social care services. The team was not
aware of a similarly integrated model anywhere else in the country.

Development

The team was constantly learning from both service users and providers to develop
the model of working. Learning was distributed at national conferences, with the
aim of spreading best practice elsewhere: personalised care plans, now
commonplace, were in place for HIV well before other areas.

There were, though, ongoing challenges. The isolation and stigma felt by patients

remained a concern, and there were issues around patient disengagement from
care.
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location but over time had also become a reflection of the high levels of clinical
expertise at the hospital.

The hospital was a Foundation Trust; it was the view of the staff that this had
been important in allowing the hospital to reduce bureaucracy and determine how
it could best deliver services effectively. This greater flexibility allowed the hospital
to be more responsive to patient feedback, for example through the delivery of test
results by text message. The status gave executives the confidence to take risks,
inspired by the innovation of clinicians. An example of such impetus was the Dean
Street sexual health clinic.

Patient cohort

A large proportion of patients were men who have sex with men. However, staff
explained that the HIV cohort was becoming increasingly diverse over time.

Costs

Sexual health services accounted for approximately 25% of the clinical contract
income to the Trust; HIV services alone accounted for £54m (between 15% and
20%) of the Trust’s total expenditure of £284m. However, clinicians highlighted
that the annual costs of HIV care—approximately £7,000 per patient—compared
favourably to the treatment costs for other chronic conditions, such as the £50,000
annual cost per pauent for renal dialysis.

The resources required for HIV care had, in the past, brought about difficulties
with commissioners. The ‘walk-in’ nature of sexual health services and the
ongoing costs of managing HIV had deterred commissioners from supporting
efforts to expand prevention work and testing services to engage hard-to-reach
groups. However, clinicians had worked with commissioners over time to gain
support for this outreach work, and in the process developed commissioning
approaches which acknowledged the public health benefits of outreach and the
need for a specialised approach to HIV.

Trearment

The management of HIV drugs remained a specialist area. Interactions and side-
effects required detailed technical knowledge, which could only be built up
through sustained experience of treating a diverse patient base.

Although a specialist centre, patients often presented with a varied and complex
range of conditions traditionally dealt with in primary care. In additon, ongoing
screening and health checks of HIV patients ensured that other health issues were
quickly identified, contributing to a high standard of overall medical care.

Staff operated a “virtual clinic’, where a full team was available to consult with
clinicians from across the country, both over the phone and online. This enabled
staff to use their expertise to support effective treatment nationwide.

Testing

Having gained the support of commissioners for the development of outreach
work, it had become increasingly important in the diagnosis of patients. Successful
initiatives included the establishment of the Dean Street Clinic in Soho; and the
development of mobile walk-in facilities, which were recently used to establish a
men’s health clinic at Stamford Bridge, the home of Chelsea Football Club.
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The success of the clinic was linked to its recognition that it was providing a
service to users, as well as being a healthcare facility. The service was quick,
comfortable, and outward-focused, and responsive to the needs of its users—it was
one of only two NHS sexual health clinics in London open on Saturdays, for
example.

HIV family clinic and obstetric liaison service presentation

Dr David Hawkins then gave a presentation on the HIV family clinic. The c¢linic
was designed to attend to the needs of HIV-positive women and their children
(even if the children were exposed but uninfected). This included services both
during and after pregnancy, sexual health and conception advice for women and
their partners, and psychological support for both mothers and children.

Mother-to-child ransmission

The rate of HIV transmission from mother to child was less than 1%, with only 2
cases observed in over 7 years and more than 250 deliveries. This compared to a
national rate of mother-to-child transmission of between 3% and 4%."

Success was partly down to high rates of antenatal testing. More than 99% of
pregnant women were tested for HIV at Chelsea and Westminster, compared to a
national average of around 95%.°*" It was also linked to the earlier commencement
of antiretroviral therapy during pregnancy, adopted in accordance with
accumulating scientific evidence.

Cohort

There were more than 1,000 HIV-positive women within the family clinic and
obstetric liaison service, most of whom were of childbearing age. 80% of the
cohort was of sub-Saharan African descent, although service users were
increasingly acquiring HIV within the United Kingdom.

Each year there was an average of 40-50 pregnancies, with around 20 women
pregnant at any one time. There were around 15 infected children in the cohort,
several of whom were in transition to adult care services.

Services

The clinic provided practical reproductive, family planning and sexual health
advice, as well as clinical services such as sperm washing, and pre- and post-
exposure prophylaxis where appropriate.

The team was muludisciplinary, including HIV and GUM specialist doctors,
health advisers, midwives, obstetricians and paediatricians. The service also had
specialist paediatric nurses and a clinical psychologist. This ensured the capacity
for early and comprehensive care, preventing future ill-health.

In light of the social circumstances of the cohort, the service had strong links with
community services; and at times, social workers and legal advocates. Such a
model of shared care ensured that patients were cared for appropnately according
to their needs.

46 Health Protection Agency, Data Tables of the Unlinked Anonymous Dried Blood Survey of Newborn
Infants: Surveillance update 2010: http:fwww.hpa.org.ukfweb/HPAwebFile/HPAweb_C/1287144874352

W7 NHS Screening Programmes, Infectious Diseases in Pregnancy Screening Programme, 2008-2009 Annual
Report (latest available).
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Research

There was an active research unit within the service, which was evaluating the
metabolism of newer antiretroviral drugs in pregnancy. The service had also co-
founded—and co-hosted—the London HIV Perinatal research group.

Inpatients’ services

Overview

Professor Brian Gazzard and Dr Mark Nelson led a tour of inpatent facilities.
Inpatient services were provided on the Thomas Macaulay Ward. This was a 20-
bed unit, which included four negative pressure rooms for use in treating patients
co-infected with tuberculosis. The ward was amongst the largest of its kind in
Europe and was recognised as a centre of excellence. A number of patients whom
the Committee met had been referred to Chelsea and Westminster from across the
country owing to its ability to treat particular medical complexities and conditions.
The ward dealt with a very diverse range of complex conditions in people living
with HIV; conditions discussed with patients on the day included heart attacks,
lymphatic conditions, pneumonia and mental health problems. Extensive support
services were available to patients, including chaplaincy, dietary advice and
occupational therapy.

Patient pathway

Muludisciplinary working figured strongly, with a daily ward round and a weekly
meeting with representatives from several disciplines to plan and assess the care
needs of all patients.

Each patent had primary and associate nurses assigned to them during their stay;
these same personnel were reassigned to patients on any return visits. Patients
spoke positively and warmly about their relationships with staff, highlighting that
this continuity of care was important in building a relationship of trust. Continuity
was also important in the management of a long-term chronic condition; some
patients reported negative experiences with agency or contract staff who had
demonstrated a lack of understanding of their particular condition and needs.

Patient choice and independence was seen as important to the overall ethos of the
ward. This was reflected in choice around all aspects of the daily hospital routine,
an open visiing policy and strong representation from patent groups in
management board meetings.

Kobler Day Clinie

The Kobler Day Care centre, located next door to the inpatient ward, offered
specialist day care services for people living with HIV. This was designed as a
service to maintain the independence of patients who needed medical attention
who may otherwise have required admission into hospital. In this respect, it was a
transitional facility berween outpatient and inpatient care. Services included HIV
oncology clinics, follow-ups for individuals after discharge and the facilitation of
patients through to the inpatent ward itself.

This was a new initiative, established in January 2011, and was already dealing
with more than 100 patients a month. In discussion, patients suggested that this

day care provision was a positive development and helped to increase access to
care.

P?" 9f the purpose of the clinic was to operate as a ‘telephone triage’ service,
directing patients to the appropriate place for their problem. The aims were
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manifold: to reduce HIV patient admissions to accident and emergency wards; to
support patients who had problems accessing GP services; and to provide links to
wider oncology and sexual health services. Despite the triage model, there
remained significant numbers of ‘walk-in’ arrivals.

Research

The ward was strongly integrated into the wider research efforts of the HIV unit at
the hospital, and staff on the ward regularly contributed to research projects and
publications.

Kobler ourpatients” clinic

Dr Simon Barton led a tour of the Kobler outpatients’ clinic. As an outpatient
unit, it dealt with the majority of patients whose condition was not likely to
necessitate admission into hospital.

Overview

The clinic was a specialist centre, with expertise in a range of fields, including co-
infections and research into the ageing HIV population.

Of the 6,000 patients living with HIV registered at the Trust, 5,000 were on
treatment, and 3,800 attended the Kobler clinic. Patients came to the unit by
referral: either following a new diagnosis in primary or acute care, or through self-
referral. There were 80 to 90 new patients per month; patients often transferred in
due to the centre’s renown as a centre of excellence.

Pathway

The pathway began with a baseline health assessment by a health adviser, and then
with a first visit to the Kobler clinic a fortnight later. The process orientated
service users into the clinic.

Patient support was an important element of care. Particular facets of early
support revolved around partner notification, and advice on prevention and on
telling children and family members of the diagnosis.

Funding

The calculation of funding streams was complex, and featured two elements. First,
the London HIV Consortium was informed of the hospital’s caseload; at the same
ume, Health Protection Agency data tracked the numbers of people from each
area accessing services. From synthesis of these data, the London Specialised
Commissioning Group (where the Consortium was based) calculated the cost to
fall upon each Primary Care Trust. The system ensured that disproportionate
burdens were not placed on Trusts where large patient cohorts from across
London were treated, such as at Chelsea and Westminster.

Nursing

The role of the nurse had changed over the previous 10 years, most noticeably
after the development of highly active antiretroviral drugs (HAART). Treatment
advances meant the patient cohort was expanding, but staffing levels were static.
Capacity pressures had led to innovations such as enhancing the role of healthcare
assistants. They were responsible for chaperoning, patient support and orientation,
amongst other tasks, and they helped to free up the time of specialised nurses.
Care in the clinic was organised in 3 consultant-led teams, with junior and senior
nurses involved in care delivery. Associate nurses gave skilled support to the team
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through treatment support, health promotion and psychosocial support. There
were also several specialist services in which nurses played a role: care for young
patients; women’s services; and mental health and psychological support.
Addiuonally, a nurse specialist was co-leader in the hospital’s over-50s clinic.

There was an emerging incidence of Hepauus C in the HIV-posiuve cohort of
men who have sex with men. A specialist role was emerging for nurses in caring for
co-infected patients and also in the prevention of onward transmission. 57 co-
infected patients were seen during 2010, with a cohort of 30-40 at any one time.
The work involved health promoution, risk reduction counselling and monitoring.

Pharmacy

The clinic had a dedicated pharmacy on-site, which took pressure away from other
staff. The role of the pharmacist was an advancing specialism and had myriad
benefits for the hospital: home delivery of drugs had been developed, which saved
money for the hospital and was more convenient for patients; and medicines were
better-managed to avoid stockpiling—medicine management had saved the
hospital £250,000.

Helping patients to adhere to treatment as drug regimes became a lifelong
commitment was an increasingly important part of the role of pharmacists.
Maintaining people on antretrovirals was critical to treatment success, and a way
of pre-empting crises. The work done on adherence in relation to HIV therapy was
translating to other areas of medicine.

Kesearch

Research was embedded with clinical care. This model was increasingly common,
but had been pioneered by Brian Gazzard at the Trust.

Chrnical mals

The research unit conducted clinical trials of all phases. As well as bringing new
things to patients, such trials were an important part of staff learning. Focus at
present was around drug interactions. Managing side-effects as well as blood
concentrations was a major challenge, and required collaboration with GPs; it was
thus an area of significant research interest.

Research was funded through the St Stephen’s AIDS Trust. Funding came from
industry and academic bodies, with more than 50 studies at any one tume. Trials
often received co-funding from other sources, and pharmaceutical companies
provided trial drugs for free. Research, therefore, was often a cost-effective
exercise. Additonally, the multiple funding streams and separate legal identity of
the Trust ensured that research was pauent-centred, irrespective of internal or
external pressures.

G P training courses

Researchers had developed a Sexually Transmitted Infection Foundation (STIF)
course for GPs, which sought to ensure universal standards for sexual health in
primary care.”" It had been rolled out across the country, with approximately one
course per week taking place somewhere in the United Kingdom; over 10 years,
more than 12,000 GPs had taken part. There was a similar two-day course for
HIV. The key message on both courses was the need for greater testing in a
primary care setting.

M8 See: htp/hwww bashh.orgfeducation_training_and_careersfstil
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Ageing clinic

As survival rates increased, the HIV cohort was ageing; approximately 30% of
HIV-infected individuals in the United Kingdom were 50 or older. To compound
this, research data showed that HIV infection and antiretroviral agents caused
premature ageing, as the inflammation they cause affected the regeneration of
cells. Furthermore, non-AlDS-related co-morbidines were more frequent in HIV-
infected individuals at an earlier age than for those who were HIV-negative—HIV-
positive people in their 40s had multiple co-morbidities as often as HIV-negative
people in their 60s.

These series of factors made management of HIV infection in older patients
particularly complex. A service at the Kobler Clinic was therefore dedicated to
HIV-infected patients over 50. Its focus was on the management of renal and
cardiovascular disease, osteoporosis, mental health, and neurocognitive disease.
The clinic also facilitated direct access to research, partcularly studies dedicated
to the investigation of co-morbidities.

Commissioning

At present, drugs were commissioned on a pan-London basis. Though
commissioning at a natonal level had been recommended by clinicians, the
Department of Health stated in 2010 that it did not envisage a shift in
commissioning arrangements was forthcoming.

Primary care

The involvement of primary care was crucial. In the area around Chelsea and
Westminster, GPs were anecdotally found to be responsive to greater involvement.
Staff had found that the more active that hospital staff were in involving GPs in
patient management, the more actively they had responded. However, such
engagement, which included one-to-one phone consultations, was time-intensive.
It would be important to ensure resources were allocated to these efforts to ensure
they were successful.

Question and answer session
Testing

Expansion of testing
The key to the expansion of testing was the engagement of patents; both through
raising awareness of the ease of testing, and normalising testing more broadly. The
team at Chelsea and Westminster were active in research to facilitate development
on both fronts.

HINTS

A Department of Health-funded pilot, HIV Testing in Non-traditional Settings
(HINTS), sought to test the acceptability and feasibility of expanding testung
across accident and emergency, primary care, acute admissions and dermatology
outpatients.

6,200 tests were offered, with 4,100 (67%) patients accepting. 'There were eight
new diagnoses, and two further diagnoses through partner notification; all were
successfully transitioned into care. 92% of patients found it acceptable to be
offered the test, which included 85% of patients who declined a HIV test at the
nme.
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climate; trying to “say yes more than no” to clinicians, therefore, was an additional
test.

Mental health

Many patents had little exposure to mental health services. HIV patients were
screened for mental health issues, and it was important to provide pathways for
referral. However, there were few services available, despite the increase in patient
numbers.

Midwives

There were 40 pregnancies per year at Homerton, but there had not been a HIV-
positive child born since 2005. Midwives sought to coordinate different service
strands to help their patients; the varying needs were testament to the importance
of a muludisciplinary team. Funding cuts had somewhat eroded the role, and such
cuts risked the quality of services provided.

Trearment

(reneral

There was huge publicity around HIV and AIDS at the start of the epidemic.
However, despite radical change in the nature of HIV as medicine advanced,
public awareness had not kept pace. As a result, HIV was often seen as just a
sexual health issue, with a concomitant lack of engagement outside of specialised
services. This was changing over ume.

The importance of holistic, integrated services was highlighted. Strong links had
developed across different specialisms, with regular meetings and support
structures proving important in providing a high level of patient care. There was a
risk that this complexity of care across disciplines would not be sufficiently
recognised within the new payment-by-results HIV outpatient tariff.

Social care coordination

The employment of a social care coordinator was an important element of service
integration, linking services across other local agencies and supporting the wider
care needs of people living with HIV. This was important in supporting adherence
to antiretroviral therapies.

Staff highlighted the complexity of service design in London, with tightly
constrained borough councils, coupled with differing boundaries of medical and
other agencies, producing both commissioning and patient access problems. The
social care coordinator played an important role in allowing patients to navigate
this complexity.

Mental health

Many patients presenting at Homerton were of African origin, and a number of
them suffered from post-traumatic stress disorder, compounded by a HIV
diagnosis. Staff had worked hard to engage such patients with mental health
services. In addition, as the cohort of people living with HIV aged, levels of mental
health problems were increasing.

There was often too little responsibility taken when patients with HIV had mental
health issues. The hospital was taking steps to address this with the employment of
a clinical psychologist.

Mental health support was vital in promoting adherence to therapy and producing
positive treatment outcomes. Commissioning structures demanded that mental
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health services were funded from the HIV treatment budget, rather than general
mental health services. The rigid structure often resulted in a silo mentality, which
meant that mental health services were not engaged for HIV-positive patients who
needed them. This failed to put pauents first.

Costs

Anuretroviral drugs were expensive but cost-effective; nonetheless, funding
pressures would only increase as patients lived longer. There were opportunities
for Homerton to pioneer models of commissioning to contain cost increases which
were more generally applicable elsewhere.

Commissioning

Procuring drugs on a regional basis, as with the London HIV Consortium, was a
good idea, but there was an argument for national-scale procurement. Regardless
of how commissioning was arranged, commissioners failed to give enough thought
to the long-term impact of their decisions.

Prevenuion was often organised at a PCT level; it needed to be more joined-up.
The London Sexual Health Programme had ‘too little muscle’ in this respect
More broadly, there was insufficient focus on prevention within commissioning.
This was compounded by the lack of a vocal lobby for prevention when funding
decisions were made.

Overall, there was insufficient oversight or coordination of commissioning in the
area. In mental health for example, boundary issues made it the responsibility of
the PCT in some areas, and the Foundation Trust in others.

Testing

Within the hospital

Increasing the uptake of HIV testing was important, both within the sexual health
context and elsewhere. One major barrier to testing was the incorrect perception
amongst healthcare professionals that “pre-test counselling™ was required. Proper,
engaged consent was required for all blood tests; but this was neither necessarily
difficult nor unique to HIV, and studies had shown thart it was very acceptable to
patients. The key was to adopt an engaged approach to consent in all departments.

Primary care

The hospital had undertaken partnership work in recent years with GP surgeries in
Hackney to support HIV testing in primary care settings. This work included support
for RIVA II'", a PCT and Department of Health-funded pilot of finger-prick testing
in GP surgeries. If pilots like RIVA II and Time 1o Test, another DH-supported
initiative, were shown to be effective, implementation had to be supported.

Homerton also encouraged the greater involvement of GPs in patient
management. Rates of patient disclosure to GPs were high, as were the levels of
contact berween the hospital and primary care. This was proving successful in
encouraging GP familiarity with HIV. As experience levels and involvement in
dealing with HIV increased, so did testing rates.

The proper organisation of services, including the manner of hospital staff
involvement, would be important in enhancing the role of GPs in ongoing
treatment and care going forward.

¥ Rapid Infectious Virus Assay 11
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Prevention

Staff highlighted the difficulties faced when contact tracing following a new
diagnosis of HIV. Contact tracing was important; particularly for heterosexual
HIV infections, where those possibly infected were far less likely to undergo
routine testing. Existing systems could be improved, but an effective approach had
not yvet been developed in the United Kingdom.

Reform

Staff noted that proposed reforms in the Health and Social Care Bill were unclear.
The HIV community needed to be more proactive in outlining the optimum
configuration to the Government to stimulate change. The ideal service
configuration involved linking together health and social care; a holistic service
where all elements of medical and social are could be addressed in one place.

The fragmentaton of commissioning responsibilities, as proposed in the Health
and Social Care Bill, made such an approach more difficult. The addition of a
networked level above local authorities and GP Commissioning Consortia [now
NHS clinical commissioning groups], to coordinate their work, was one way to
alleviate concerns. There were other concerns around the Bill; in particular, it was
felt that local authorities did not have sufficient expertise to take on responsibility
for public health campaigns around HIV. Natonal-level commissioning of HIV
treatment and care, however, was a positive development.

Some staff also expressed concern about the potential impact of voluntary sector
funding cuts and the way in which these may impact HIV support and care
groups.

Question and anstver sesston with service users
Patient representatives gave their views to the Committee across a range of issues.

Stgma and discrimination

Society suffered from a refusal to accept lifestyle choices, which often meant that,
for many people, HIV was linked to moral and religious judgments. With
communities, particularly diaspora, so closely integrated, such disapproval could
disconnect people from support nerworks. Faith communites needed to be held o
account where their teaching on HIV was discriminatory or stugmansing.

Qurside of the HIV community, there was widespread ignorance, compounded by
discriminatory media reporting. It had to be tackled to overcome discrimination.
Education across churches, schools and the workplace was required. The
voluntary sector was engaged with faith communities and employers. Such
initiatives were important in broadening minds and dispelling myths; however, the
Government also had a part to play in raising awareness.

Disclosure

It was important to engender a culture where revealing one’s diagnosis was
acceptable. Though peer support groups and specialist support from voluntary
organisations could help patients to disclose their status to others, society’s
response to a diagnosis needed to change.

Without such a culture shift, disclosure was a major challenge for those with HIV.
Issues around how partners would react, and the impact on the children of those
diagnosed, were raised as particularly prominent concerns. One patient received a
negative and violent reaction after notifying their partner.
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B. Leeds General Infirmary

Epidemiology

Dr Mike Gent, Director of the West Yorkshire Health Protection Unit, gave a
presentation on the epidemiology of HIV in the area. In 2009 there had been 391
new HIV diagnoses in Yorkshire and the Humber; this represented a 255%
increase from 2000 levels. 56% of the diagnoses were classified as late (a CD4
count at diagnosis of less than 350 cells per mm’ at diagnosis) and 32% were very
late (a CD4 below 200 cells per mm®).

HIV was more prevalent in urban and deprived parts of the region; areas showing
increased prevalence over the past decade had a strong correlation to those areas
which had received dispersed asylum seekers. Over 50% of the local HIV-positive
population were heterosexual black Africans, although the greatest percentage
increase in diagnoses over recent vears had been amongst white heterosexuals,

The geographic variation in prevalence was also of note. Although Leeds overall
had a prevalence below 2 per 1,000—the rate at which national guidelines
recommend expansion of testing programmes—there were areas within the region
where prevalence exceeded that level. There were questions, therefore, around
how testing expansion was to be approached in the light of this varation.

However, monitoring of new diagnoses showed that rates of recent infection were
higher amongst men who have sex with men, with more than 50% of those newly
diagnosed in Leeds and Sheffield recently infected. This suggested higher levels of
new infections amongst that group. It was imperative to continue the roll-out of
RITA testung in order to better understand transmission patterns.

A significant proportion of the patient cohort was aged over 50. Given the
increased levels of wvascular and neurocognitive issues in this group, the
engagement of GPs in their care was crucial.

North and West Yorkshire HIV Nerwork

This was followed by a presentation from Dr Eric Monteiro, a consultant in
Genitourinary Medicine at the Leeds Teaching Hospitals, setting out the work of
the North and West Yorkshire HIV Network. The network was centred around
‘principal treatment centres™—Leeds had been ‘pre-designated’ as one such hub.
Facilities in York, Scarborough and Wakefield acted as satellite units, referring
complex patients to the centre and utilising centralised expertise in patient
management.

The network, established in 2010, provided services to over 2,200 HIV positive
patients across these centres. Joint service and care specifications had been
developed, and the network provided a forum to share expertise and facilitate joint
working across the region. Unlike other similar care nerworks, however, the HIV
network had no identified funding stream or administrative support. Funding
levers were required to more firmly establish the model, partcularly in the light of
concerns over commissioning reforms.

It included representatives from hospitals, public health services and
commissioners, as well as community and patient organisations, and had
developed a number of protocols for care and agreed work streams for use across
the network. These work streams covered areas such as early diagnosis in acute
setings and community HIV testing, as well as pre- and post-exposure
prophylaxis. The representation of community groups sought to engage the
network with prevention issues as well as those around treatment. Primary care
needed to become more engaged and involved in the work of the group.
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HIV care in District General Hospitals

Dr Lim;isfay Short, GUM Consultant for the Calderdale and Huddersfield NHS
Foundation Trust, spoke about the nature of care provided in smaller centres.

Posirives

District hospitals offered a number of advantages: for one, services could be
provided closer to patient’s homes; and owing to smaller team sizes, strong
patient-clinician relationship could be developed. Indicators, such as high levels of
patient retention, suggested high levels of patient satisfaction. The development of
the North and West Yorkshire HIV network had built upon these strengths,
developing clinician links that allowed the discussion of difficult cases and
supported patients if they needed to be transferred to more specialist facilities.

Challenges

Delivering care in district settings was not without challenges. There had been a
rapid increase in the cohort: Huddersfield Royal Infirmary had gone from 24
patients in 2001, to 182 in 2007 and 330 in 2011. This brought pressures for a
small clinical team, which had not enjoyed a corresponding increase in resources
or capacity. A policy which discouraged consultant-to-consultant referrals only
made this worse. Furthermore, not all district settings had access to a HIV
pharmacist or psychosocial services, both of which were essential to providing
effective care.

In logistical terms, the provision out of hours care was also sometimes difficult,
and I'T support was insufficient to cater for service innovations. There were also
problems around the transparency of budget provision.

The development of the regional HIV network would be vital in allowing North
and West Yorkshire to respond to these challenges. It would allow patients to
continue to receive their care as close to home as possible, whilst also developing
capacity across different centres and facilities. It was unclear how proposed NHS
reforms would impact upon this evolution of services.

There were also concerns around any over-centralisation of specialist care. It was
important for clinicians in district hospitals to continue to be exposed to and deal
with complex and specialist cases, in order to develop their knowledge and skills
around HIV. As well as this, GPs had to be encouraged and reassured about
involvement in patient management, and patients encouraged to involve primary
care in their treatment.

Sexnal Health Research in York

Dr Fabiola Martin, Senior Lecturer in HIV Medicine at Hull York Medical School
briefly presented information on current HIV research initiatuves. The school was
currently involved in a number of research initiatives focused upon prevention
methods, including microbicidal gels, rings and mucosal vaccines, as well as
research aimed at better understanding the activity of antiretrovirals. Future
research planned in the centre included oral anuretroviral HIV prevention studies
in MSM and more detailed work upon anti-HIV microbicides.

It was important to understand the effect and performance of these initatives
upon women, who were at greater risk of STI acquisition and were often
disempowered within sexual relationships. Research also highlighted the difference
between efficacy and effectiveness, with major differences between perfect and
typical use of most prevention interventions.
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Management of HI'V ar Leeds Teaching Hospitals

Dr Jan Clarke, Consultant in Genitourinary Medicine, gave a presentation on how
HIV was managed at the hospital.

Workload

The pauent cohort at the hospital had increased from 271 in 2002 to 1137 in
2010, a 195% increase. Around 70% of patients were dealt with in GUM services,
with the rest dealt with as part of the infectious diseases cohort. Care for young
people and families, as well as antenatal care, were areas of priority, but so were
the challenges thrown up by an ageing HIV cohort

Staff profiles

There were three categories of staff involved with HIV services at the hospital:
HIV-specific staff, such as clinical nurse specialists, pharmacists and midwifery
coordinators; staff with HIV specific components in their job plans; and
supporting staff, including health advisers involved in partner notification.

Service configuration

The Trust was one of four designated centres for complex HIV care in Yorkshire
and the Humber. This was part of the development of a HIV network within the
region. Spending on HIV was around £10m per year—around 1% of an overall
£ 1bn Trust budget.

Service delivery was split over two sites, located 15 minutes apart. Outpatients
were dealt with at Leeds General Infirmary, with HIV inpatients and infectious
diseases outpatients dealt with at St James’s This disconnection made service
provision more difficult and merging was an issue to be discussed.

Given the development of a network, it was imperative to work more effectively in
combination with services elsewhere. Virtual clinics, where clinicians could share
their expertise via telephone or online, was one potential development. Another
was the establishment of pathways to devolve care elsewhere, with specialist
oversight. To do so, however, required a more effective I'T network than existed at
present. Across all areas, it was important to improve the patient experience to
ensure engagement with services, for example through greater availability of
appointments,

Benchmarking

There were a number of methods by which services were benchmarked. At PCT
level, there was a CQUIN commissioning benchmark regarding access to care, and
services were audited in line with BHIVA standards. Both demonstrated that
services were effective. At a commuissioning level, the Yorkshire and the Humber
Specialised Commissioning Group benchmarked services through the use of year
of care tariffs, common standards and care pathway agreements.

Clinical issues

Access to testing

It was important to increase access to tesung services, especially in non-specialist
settings. Staff, not patients, had been shown to be the barrier. To effect change, it
was 1mportant to gain the support of team leaders to influence behaviour
throughout the hospital.

A poster campaign was underway within the hospital aimed at acute medical staff,
and influence was brought to bear on staff from elsewhere in meetings with other
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HIV and pregnancy in Leeds

Dr Alison Perry, Foetal Screening Coordinator, outlined how HIV and pregnancy
was managed at the Trust.

Cohort

In 2009, approximately 50 HIV-positive women gave birth at the hospital; fewer
than 10% of deliveries were by Caesarean as a result of viruses in the bloodstream.
Success was down to monthly multidisciplinary team meetings where each
patient’s plan was discussed and agreed. Peer interaction of this kind encouraged
staff learning and meant that the service could marure through experience.

Challenges

Syphilis had emerged as an issue at the hospital. As a result, its management had
become an element of care to be arranged and discussed as part of team meetings.
As well as medical challenges, there were multiple logistical obstacles. Women
often used multiple names to protect their identities; and in contrast, there was
evidence that a single identity had been used by multiple women. Such practices,
along with dispersal of women to other areas, made close follow-up and long-term
patent relationships difficult.

Other issues were cultural. Communities often stigmatised women who did not
breastfeed; this posed an obstacle to best practice, and the lack of milk tokens for
women hampered efforts even further. Women were also often fearful of partner
notification, which further inhibited prevention efforts.

Paediarric HI'V services

Dr Amy Evans, Consultant in Genitourinary Medicine, talked to the Committee
about paediatric HIV services in Leeds. There were 41 children or young people
involved in the service at present, of whom the largest proportion were aged
berween 11 and 15. Within the service, there was a paediatric consultant, a
paediatric HIV clinical nurse specialist, a paediatric pharmacist and a GUM
consultant. All staff were only involved part-time.

Children’s HIV nerwork

There was a well-established nadonal clinical network in the United Kingdom.
However, Leeds was incorrectly classed as a ‘local centre’, despite the fact its
cohort was large enough to classify it as a regional network ‘hub’. If correctly
designated, the service would have more (and full-time) staff; as it was, it was
outgrowing its configuraton.

Management of children

Services were delivered through two consultant-led clinics and one nurse-led clinic
each month. As part of those clinics, a family and young person’s service,
transitional care for young people and alternative access to HIV care and testing
were all offered. The primary challenge was providing the full range of services
with a staffing level “insufficient” for the size of the cohort.

HIV testing

The hospital sought to get all children of HIV-positive parents tested, as part of
the Children’s HIV Association campaign, ‘Don’t Forget the Children’. Although
numbers were small—two children out of 46 tested positive in 2010—staff asserted
the need to remain vigilant.
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Developments

There were a number of developments in progress for the service, centred on
improving care for young people. An adolescent forum, which sought to develop
the provision of transitional care, was one. Others centred on more flexible clinics,
individual transition plans for patients and broader guidelines for the management
of transitional care.

More broadly, there was close working between Yorkshire and the Humber's HIV
network and the Children’s HIV Natonal Network to integrate services where
possible. Collaboration of that kind was essential for the unit, as a small service
struggling to adapt its infrastructure to an expanding cohort.

HIV clinical nurse specialist

Anna-Luisa Simonini outlined the role of the HIV clinical nurse specialist in
genitourinary medicine services at Leeds. In Leeds, the nurse specialist ran a
nurse-led clinic on a daily basis. This involved, amongst other tasks, adherence
management of a diverse cohort of patients, sexual health screening and liaison
with the muludisciplinary team for onward referral where necessary.

Recent infection data at the Leeds Centre for Sexual Health

Dr Sarah Schoeman gave a presentation to the Committee on the results of a
survey of rates of recent acquisition of HIV in MSM attending the Leeds Centre
for Sexual Health.

Recent infections

The Recent Infection Testing Algorithm (RITA) had been introduced as a routine
test for newly diagnosed HIV partients from November 2009, and allowed staff to
investigate trends in HIV infection.

Results from 78 new HIV diagnoses over 12 months showed that 35% of
infections acquired from sex berween men occurred less than five months before
the diagnosis. This was nearly twice the UK average of 17%. Between August and
September 2010, an even higher proportion—56% —were recent diagnoses. For
heterosexual transmission, levels, at 2.6% (1 diagnosis out of 78) were below the
UK average of 7%. Amongst all those recently diagnosed, 43% were co-infected
with Chlamydia and 29% were co-infected with gonorrhoea.

Such sophisticated data provided an opportunity to take acoon amongst MSM
where rates were disproportionately high. Interviews with the cohort revealed
common risk taking behaviours. After liaison with the Health Protection Agency
and Yorkshire MESMAC, the Trust delivered materials to the local MSM
population, and continued to monitor RITA results. Use of such data to track
transmission trends and raise awareness of risk levels would be important in
furure.

Question and answer session
Representatives from the hospital took questions from the Committee across a
number of areas.

Sex on premises venues

The Committee asked about tackling HIV transmission within sex on premises
venues. Staff noted that such venues were increasingly private, a trend accelerated
through the emergence of social networking as a facilitator.
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C. Leeds Skyline

Sinead Cregan, Adult Social Care Commissioning Manager in Leeds, introduced
a session with staff members at BHA Skyline, a community organisation which
delivered both HIV prevention services for African communities and support
services for a broad range of those living with and affected by HIV. Those present
included Jeni Hirst, BHA Director of Sexual Health and Rebecca Bryan, Project
Coordinator.

Integrated services

The aim of Skyline was to commission support and prevention services together,
with pooled budgets to do so. Staff felt that this integration had been achieved;
funding was provided by Leeds City Council for social support services, whilst
NHS Leeds part-funded preventions services tailored for African communities.

Support services

Support services began with an initial assessment of need, following which a care
plan was drawn up and subsequently reviewed every 12 weeks. The service user
then took part in interventions aimed at meetng the needs outlined in the care
plan. Interventions took a variety of forms, from intensive one-to-one and group
support through to workshops, training and advocacy. Support was often tailored;
for example, there were specific work groups aimed at, amongst others, women,
black African MSM and young people. These attended to physical, social and
psychological needs.

Physical

Staff at Skyline “filled in gaps” that consultants at the hospital did not have ume to
cater for, such as complementary therapy for side-effects. In light of this role,
Skyline staff attended weekly meetings at the hospital to ensure clear referral
pathways through to Skyline (although referrals also came from primary care and
from walk-in patients).

Social

The provision of support for service users seeking to return to work was a
prominent element of Skyline’s work; service users present for the Committee’s
visit commented specifically upon it. Support involved workshops around
disclosure to employers and CV and interview tips. Some social care needs,
though, were beyond the expertise of Skyline staff, and so referral to external
services providing housing, benefits or employment advice was an important
element of the overall package of interventions.

Psychological

Support was wide-ranging, including guidance around disclosure, stigma and risk
as well as community outreach work to combat isolation. Confidence and skills
were built up, improving patient self-management. Work around adherence to
antiretroviral therapy was particularly significant, and users positively commented
on the help provided by Skyline in navigating clinical services.

Mental health services were prominent. Much of the work was delivered through
peer support, which feedback suggested was more informal and personal. One
service user referred to such services as “invaluable™.
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D. Yorkshire MESMAC

MESMAC was a community-based voluntary organisation offering a range of
sexual health services, primarily targeted at MSM. These included the delivery of
HIV prevenuon campaigns, community based testing, group work, counselling,
professional training and outreach work. The organisation had muluple funders,
including the Department for Health-funded Community HIV and AIDS
Prevention Strategy (CHAPS). The service operated across Leeds, Bradford,
North and West Yorkshire.

Prevention

HIV preventuon was delivered through a number of channels. Of particular
importance was group work, which allowed members to reflect on common
concerns and develop strategies to promote safe sex. MESMAC operated a range
of different groups including sessions for black MSM deaf men, transgender
people and older men. The deaf men’s group had been established to deliver niche
provision to a group who often had difficulty accessing and interpreting
mainstream prevention messages.

Group work was supplemented by campaigns in the local press and through local
gay media, as well as new delivery methods such as podcasts. Recent campaigns
had included adverts to promote the use of post-exposure prophylaxis.

MESMAC also ran a dedicated project (entitled BLAST) which sought to support
young men and boys at risk of being sexually exploited. This programme, which
dealt with 3,000 people each year, had been established as a response to growing
concerns about the use of internet sites to exploit young people. The programme
consisted of school visits, promotional materials and online content.

Owureach

Qutreach work was intended to promote services, such as community testing, in
environments where service users felt comfortable. In additon, outreach work
sought to meet the needs of those who ‘fell through the net’ of existing provision.
MESMAC was involved in outreach work in clubs, saunas, public sex
environments, prisons and churches.

Through direct engagement in these settings, the community and voluntary sectors
could add value to the work of health and professional services. Outreach also
provided a channel for immediate feedback and evaluation of services, given the
direct engagement with service users.

MESMAC staff were asked about prevention work in prisons. They said that the
nature, extent and success of work varied enormously, according to the approach
of individual governors and the culture of different prison settings. Some prisons
had condoms freely available on wards; others provided them only after an
approval process. No needle exchange facilites, to their knowledge, operated in
prisons. To support health promotion work in prisons, MESMAC had recently
produced a DVD toolkit for prison officers, to assist them in dealing with HIV.

Testing

MESMAC offered community-based testing at a city-centre venue. This was
primarily aimed at MSM and operated on a self-referral basis, with a Thursday
evening drop-in clinic and an ‘as and when’ service for the remainder of the week.
Tests were delivered by non-clinical staff and results were available within 20
minutes. One advantage of delivering tests in this setting was that non-clinical staff
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APPENDIX 7: VISIT TO HMP BRIXTON 17 JUNE 2011

The Committee wvisited Her Majesty’s Prison Brixton. Lord Fowler, Lord
Gardiner of Kimble, Baroness Healy of Primrose Hill, Baroness Hussein-Ece,
Baroness Masham of Ilton and Lord Rea were in attendance.

Introduction

The Committee were given a tour of the prison and its healthcare facilities, which
were “out of date” as the prison was a Victorian-era construction. The Committee
then met the governor of the prison, Ed Tullett, and its healthcare manager,
Dr Taps Mutakat, for a discussion on HIV and related issues within the prison.

The Committee would like to thank both Mr Tullett and Dr Mutakati, and all of
those involved on the day, for their work in arranging activities on the day and for
their ume in providing information to the Committee.

Healthcare services

Commissioning

It was explained that healthcare services for the prison’s 798 inmates (of whom
half were remand prisoners) were commissioned by the local Primary Care Trust
through Care UK, a private provider. Services were commissioned to be at an
equivalent level to healthcare in the community. The PCT spent £6m on health
services, compared to the £20m spent on all other operations in the prison. Taken
together, this meant that healthcare made up nearly a quarter of money spent on
services in the prison overall.

Prisoner screening

Prisoners were assessed on entering the prison for mental health problems and
drug dependency. HIV was not tested for at that point; patients were referred to
the blood-borne virus (BBVY) clinic if a test was desired. Approximately 50% of
those entering the prison requested one, but around 30% of those who did failed
to fulfil their appointment. Tests could also be offered and recommended if risk
factors were determined or symptoms were raised during subsequent engagements
with healthcare staff.

The issue of routine opt-out testing was raised. There was no real argument
against it in prisons, provided that there was informed consent; it offered the
potental to destugmatise testing and increase its uptake. The only concern related
to uming. Dr Mutakati felt that prisoners needed time to sertle before testing, but
acknowledged that there was a risk that inmates could be lost to the system if
testing was delayed.

Prevention services

A counselling service was available to talk about risk factors for HIV, which was
part of the prevention programme in the prison. There were also health promotion
campaigns on a number of topics, and further opportunities for health promotion
when patients attended the blood-borne virus clinic.

Condoms were also available through an application form or through an
appointment at the sexual health clinic. Requests could be rtraced, but
confidentiality was seen as important. The process was required because condoms
were used for swallowing drugs; staff said that they could not “risk them hanging
around”. Demand, however, was low, and requests were often several months
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APPENDIX 8: GLOSSARY

Key organisations referenced in this report
African Health Policy Network (AHPN):

The African Health Policy Network is an umbrella organisation of mostly African-
led community based organisations that acts as a collective voice for African
communities on HIV and sexual health. Like THT, the AHPN 15 commissioned
by the Government to deliver part of the national prevention strategy,
administering the Nauonal African HIV Prevention Programme (NAHIP). It acts
as an advocacy group, whilst also conducting research into HIV policy.

British Association for Sexual Health and HIV (BASHH)

BASHH is a professional association in the field, with membership drawn from
medical practitioners, medical scientists and other healthcare workers specialised
in the field.

British HIV Association (BHIVA):

BHIVA represents professionals in HIV care. It acts as a natonal advisory body,
working with a number of actors in the field to produce national audits, clinical
guidelines and other research.

Health Protection Agency (HPA):

The HPA are currently responsible for surveillance of HIV in England, and work
with similar devolved bodies to monitor the epidemic nationwide. Under reform
proposals, this work will take place within Public Health England.

Medical Foundation for HIV and AIDS (MedFASH):

MedFASH is a charity “dedicated to the pursuit of excellence in the healthcare of
people affected by HIV”."™ MedFASH develops information and guidance for
practitioners and conducts evaluative research into HIV policy.

National AIDS Manual (NAM):

NAM produces resource materials to disseminate information about HIV policy
and research. Funding for this work is received from a variety of sources: it has
been commissioned by the Department of Health and the NHS to produce
information on a wvariety of issues, alongside work funded by charitable
foundations and trusts.

National AIDS Trust (NAT):

NAT is a leading charity “dedicated to transforming society’s response to HIV”.
An organisation focusing mostly on policy rather than service delivery, it describes
its outlook as “independent and evidence-based”.*”'

Terrence Higgins Trust (THT):

THT are a prominent HIV and sexual health charity who are commissioned by the
Government to deliver the Community HIV and AIDS Prevention Strategy
partnership (CHAPS), part of the national prevention strategy aimed at men who
have sex with men. It also produces information materials for those with HIV, and
conducts research into areas of HIV policy.

Important terms used in the report
Antiretroviral therapy

Antiretroviral therapy is the current method of HIV treatment. Such therapy
cannot cure HIV, but it can slow its progress. Antiretroviral treatment involves

¥ horpodfwrww. medfash.org.uk/
¥ www nat.org.uk
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taking a combination of drugs which work against HIV. These aim to reduce viral
load to undetectable levels.

Black African

The term black African is used in relation to the ethnicity or ethnic group
identified by a patient when data is collected.’™ The term ‘black African’ includes
anyone who identifies themselves as such, whether they are migrants from Africa,
African descendants or African nationals. Black African communities encompass
diverse population groups including people from a range of cultural, ethnic and
faith backgrounds who may be heterosexual, bisexual or homosexual. *** The black
African community are the demographic second-most affected by HIV in the
United Kingdom, after men who have sex with men.***

CD4 count

This is a count of a certain kind of white blood cell in the body, which HIV
attaches to, infects and can destroy. Doctors test for the number of CD4 cells in a
cubic millimetre of blood. This measure gives an indication of the impact of HIV
on the body’s immune system. Treatment guidelines recommend that treatment
begins when the CD4 cell count drops to 350 cells per mm®, The rate at which
CD4 cells are lost varies, but it may be several years after infection before
treatment is needed under existung guidelines.

Incidence

Incidence refers to the number of new infections in the population during a certain
tme period. Most often, incidence 15 measured in terms of numbers of infections
in a year. As those infected with HIV often do not display symptoms immediately,
diagnosis can come months or years after infection. This makes measuring of the
incidence of HIV a difficult process.

Infectivity

Those with HIV can potentially pass on the virus to others through blood, semen
and vaginal fluids. HIV i1s thus passed on through unprotected sexual intercourse,
sharing of contaminated injecting equipment, from mother-to-child during
pregnancy or breastfeeding, and from infected blood and blood products. The
measure of the ability of a person is to pass on the virus is known as infectivity,
which is linked to their viral load. As HIV treatment reduces the amount of HIV in
the body, it can therefore reduce the likelihood of an infected person passing on
their virus, and thus reduce infectivity.

Late diagnosis

Late diagnosis is a measure recorded by the HPA in relation to the CD4 count of
an individual within the first three months of diagnosis. Treatment guidelines
recommend that treatment begins when the CD4 count of an individual falls to
350 cells per mm”’. If an individual already has a CD4 count below this level within
three months of being diagnosed, this is considered to be a late diagnosis, as
treatment should already have begun.

Very late diagnosis is measured in relation to previous treatment guidelines, which
recommended that treatment should begin when CD4 counts fall below 200 cells
per mm’. If an individual’s CD4 count falls below that level within three months

312 HAUK 97 (Health Protection Agency)

553 NICE public health guidance 33: increasing the uptake of HIV testing to reduce undiagnosed infection and
prevent transmission among black African communities living in England; and NICE public health
guidance 34: increasing the uptake of HIV testing to reduce undiagnosed infection and prevent
transmission among men who have sex with men. Both published March 2011

#31 HPA, HIV in the United Kingdom (2010 Report), op cil.
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of their initial diagnosis, this means that treatment has been significantly delayed,
and therefore the diagnosis is considered to be very late.
Men who have sex with men

Men who have sex with men (MSM) is a designaton used to describe a
demographic of people who are at greatest risk of HIV infection within the United
Kingdom, given the relatively high risk of HIV infection from unprotected anal
intercourse. MSM are a socially and culturally diverse group, some of whom may
not self-identify as ‘gay’.*”
Opt-out testing

Opt-out testing 1s a manner of offering and recommending a test to a patient. A
clinician informs a pauent about the nature of the test to be performed, which
takes place unless the patient refuses. This contrasts with opt-in testing, where a
patent must indicate their willingness to be tested, without which a test is not
performed.

Post-exposure prophylaxis

Post-exposure prophylaxis is a short course of antiretroviral treatment taken after
potential exposure to HIV, such as through unprotected sex or the sharing of drug
injecting eguipment, with somebody who is known or suspected to be HIV-
positive. It has been used for many years to protect healthcare workers who have
had possible exposure to HIV, for example after accidentally pricking themselves
with needles used on people who were known to be HIV-positve or at risk of HIV.
Guidelines produced by professional bodies state that it should be provided within
72 hours of the possible HIV exposure.

Pre-exposure prophylaxis

Pre-exposure prophylaxis refers the use of anuretroviral drugs prior to exposure to
the virus. It is thought that this may have a preventive effect. A recent high-profile
trial found that the HIV infection rate in HIV-negative gay men taking a daily
preventive pill containing two HIV drugs was reduced by 44%, compared with
men taking a placebo.” The possible use of pre-exposure prophylaxis as part of a
strategy to reduce the spread of HIV is an area of increasing interest in the
research community.

Prevalence

Prevalence refers to the proportion of people in a given population who have
acquired a specified infection at a point in time, regardless of when they first
acquired the infection. If one person in a group of 100 was infected with HIV, for
example, prevalence can be expressed either as 1% or as 10 people per 1,000. For
HIV, prevalence figures produced by the HPA include the number of people
diagnosed as well as undiagnosed.

Public Health England

Public Health England is a proposed dedicated public health service for England,
envisaged as part of Government NHS reform proposals. It is intended that it will
have a ring-fenced budget in order to both coordinate local work and manage
national public health concerns.

Viral load

Viral load is a measure of HIV in the blood. It is an estimate of the number of HIV
particles in blood plasma, and is measured in terms of numbers of copies of HIV

5% Health Protection Agency, Men who have sex with men:
http:ffwww. hpa.org. ukfweb/HP Aweb& Page & HP AwebAutoListName/Page/12021 15502896

56 Grant RM er al., Preccposure chemoprophwlaxs for HIV prevention in men. New Engl Jour Med early online
edinon, 23 November 2010















