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Executive summary
The HIV epidemic in Western Europe today is
unrecognisable from a few decades ago. It’s no
longer characterised by the devastating AIDsrelated deaths of the 1980s and early 1990s.
More and more people are on anti-retroviral
therapy (ART) and are virally supressed [1]. Life
expectancy is close to normal and they cannot
pass the infection on to others.
But the epidemic has not ended – only changed.
The HIV response in England, France, Germany,
Spain, and Italy (the Europe5) is now facing
new challenges, like providing long-term care
or equally serving new at-risk populations.
Policy, though, is yet to change. To meet these
challenges, it must evolve.
The chance to end the epidemic is within
our grasp, but urgent action is needed from
the Europe5 focused on the most significant
challenges:
• Lack of visibility of HIV: All the progress
achieved by the HIV response - such as nearly
achieving UNAID’s treatment targets (‘9090-90’) 1 – has allowed complacency to creep
in. The visibility HIV once had has waned and
HIV is fading from the public agenda.
• Failing to stop new infections and high
rates of late diagnoses: The number of
new HIV infections has broadly stabilised,
even marginally decreased. But it has not yet
significantly dropped, or stopped altogether,
in any of the Europe5. Plus, high rates of
diagnoses are considered ‘late’ 2 (CD4<350
cells/mm3) – contributing to higher and higher
mortality and morbidity.

1. The UNAIDS 90-90-90 targets set in 2014 are targets for the
treatment of people with HIV – 90% of people with HIV will know
their status, 90% of people diagnosed with HIV will be receiving
ongoing antiretroviral therapy, and 90% of people with HIV on
treatment will be virally supressed by 2020. These targets are based
on the assertion that it is not possible to end the HIV epidemic
without treating all of those with HIV that need it [2]

• Serving sub-populations unequally:
Changing epidemiology and risk patterns are
creating new populations3 who are vulnerable
to HIV infection. Services are not equally
focused on all these populations, often
missing those hardest to reach – creating
inequalities in care.
• Keeping pace with long-term health
beyond viral suppression: More people are
living with HIV than ever before. But even
though they live longer, quality of life can be
poor, due to injury from infection, the burden
of comorbidities and challenges associated
with mental health. These needs continue to
go largely unmet.
• Buckling under Europe’s socio-economic
and political pressures: Austerity, the rise
in populism, and numerous other events
in Europe have heaped more pressure on
the HIV response. With reduced funding,
maintaining the HIV care continuum is even
more challenging.
In this report, compiled by KPMG LLP (UK), a
Steering Group 4 of HIV experts from across the
Europe5 have addressed these challenges head
on. Going country by country, the report puts the
current policy landscape under a microscope. It
breaks down how effective local policy is across
the HIV care continuum: Awareness, Prevention,
Testing and Screening, HIV specific Clinical
Treatment and Long-term Holistic Care. At
each stage of the continuum, the current focus
of policy is compared with what happens in
practice, with opinion from the Steering Group

2. A ‘late’ diagnosis is one which is made at a point in time after which
HIV treatment should have been started. Currently, a CD4 cell count
below 350 cells/mm3 at time of diagnosis is considered ‘late’ [1]
3. See Methodology section, Figure 5 for a list of high risk populations
4. See Methodology section, Table 1
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and other expert contributors included. Areas of strength
and those that need improvement are identified, and clear
recommendations made – both at a European level and also
specific to each country.

To see some of the expert contributors to the report (in
addition to the Steering Group), please go to Appendix 1.

The Steering Group of this report have put forward a number of
recommendations to improve the lives of those living with, and at risk of, HIV:
Country-specific recommendations are also available in later chapters

Develop combined strategies
for prevention, with appropriate
implementation plans, that
reflect the current reality of HIV

1. Re-evaluate the current
approach to prevention, using
the latest available sciencebased evidence.

Address low rates of testing
and high rates of late diagnosis

3. Embed repeat testing in all high
risk1 populations.

4. Improve the offer and uptake
of testing across all settings of
care.

2. Include emerging trends into
prevention strategies.

Define policies that support the
long-term health of people living
with HIV

5. Integrate HIV into long-term
health policy.

Find, highlight, and spread
examples of good practice

7. Assess and integrate effective
‘local’ practices into policy - do
not reinvent the wheel.

6. Develop education and training to
facilitate person-centred longterm care in the community.

1. See Methodology section for list of high risk populations
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HIV in Europe:
the wider context
The HIV epidemic is changing. Globally, there
has been a marked decrease in the number of
new HIV infections from 2.8 million in 2000 to
1.8 million in 2017, and AIDS-related deaths from
1.5 million in 2000 to 0.9 million in 2017. Today,
there are 36.9 million people living with HIV
worldwide, of whom 21.7 million – almost 60%
– are on anti-retroviral therapy (ART) [1]. This is
great progress. Just a few decades ago, HIV was
spreading unchecked and often equalled a death
sentence. To date it has claimed the lives of 39
million lives people [2].
The Europe5 countries have been at the forefront
of this change. Investment in care and the
considerable effort from public, private and civil
society have contributed to positive outcomes.
Today, an estimated 0.67m people are living with
HIV in the Europe5, increasing from 0.59m (or
14%) since 2010 [1] (Figure 1a). In parallel, and
contributing to this increase, there has been a
steady increase in the number of people living
with HIV who are on ART. For example, between
2010-2017, the number of people living with
HIV receiving ART increased from 70% to 81%
(France), 65% to 74% (Germany) and 65% to
82% (Spain) [1]. Finally, the number of AIDSrelated deaths are consistently declining, with an
overall 55% decrease in annual deaths observed
across the Europe5 between 2008 and 2015
[8]
. Europe5 have also made progress against
international targets, such as the UNAIDS 9090-90 treatment targets, collectively achieving
86%-92%-92% (see Figure 2). This equates to
79% (0.53m) of all people living with HIV in the
region on ART and a total of 73% (0.48m) being
virally supressed.

ART has allowed for much greater longevity of
life and the ability to stop or minimise onward
transmission of the infection, as people on
ART with viral supresssion, i.e., undetectable
viral loads, do not transmit the infection. This
success has created a large cohort of people
who are, for the first time, ageing with HIV.
Ageing with a long-term illness affects quality of
life. Patients face higher risk of co-morbidities
and greater challenges to their mental health.
Also, while the number of new infections across
the Europe5 have stabilised (Figure 1b), they
are yet to meaningfully decrease. In fact, new
subpopulations are emerging who are at risk of
HIV as a result of behavioural and demographic
changes. Young people, heterosexuals, newlyarrived migrants and those engaging in risky
behaviours are increasingly at risk (see below for
details).
While the epidemic has transformed from what
it was only a few decades ago, this evolution
does not make it any less complicated – only
different.
Tackling the new and continuing challenges of
the epidemic requires a fundamental change
in the way in which HIV is viewed. No longer
an ‘acute’ event with viral suppression as the
ultimate goal, it must now be viewed in terms
of long-term health management. Policies
across much of the Europe5 are yet to make this
change. But policy must evolve. And the reward
for success could be significant: ending the
epidemic once and for all.
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Figure 1a. HIV prevalence rate (%) by country (adults)
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Figure 1b: HIV incidence rate (per 100,000 residents) by
country (adults)
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prevalence data 2017 [1] , Data for UK from HIV in the UK, 2016 Report [3]
see country reports for details
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Note: Data for France is from UNAIDS HIV incidence data 2017

Figure 2. Europe5 aggregate 90-90-90 (estimated)
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Notes: Aggregate 90-90-90 for Europe5 estimated using most recent figures available for each country – see country reports for 90-90-90 data by
country

© 2019 KPMG LLP, a UK limited liability partnership and a member firm of the KPMG network of independent member firms affiliated with KPMG International
Cooperative (“KPMG International”), a Swiss entity. All rights reserved.

[4]

8

Ending the Epidemic

Key challenges facing the HIV response:

Lack of visibility of HIV
Decades of investment in HIV
services and care have resulted in
a number of positive outcomes in
the Europe5, including a drop in
AIDS-related deaths [8] and progress
towards the UNAIDS 90-90-90
treatment targets. This indicates the
majority of people living with HIV are
on ART and virally supressed.
While these achievements must be
celebrated, the success of the HIV
response has created a sense of
complacency - there is evidence that
HIV is falling off the public agenda
[1] [9]
. The intense focus on the UN
90-90-90 treatment targets (i.e., on
securing long-term viral suppression)
has reduced focus on other indicators
of the epidemic, such as long-term
condition management, infection
control and the quality of life of people
living with HIV, such as stigma. More
work is required to address these
indicators, ensure wider recognition
of the epidemic and to change the
rhetoric.
While achieving 90-90-90 is a crucial
and necessary milestone, at best it
indicates 73% of the total numbers
of people living with HIV are virally
supressed, which the Steering Group
considers to be too low an ambition
for countries with the resources of the
Europe5.

Failing to stop new infections
and high rates of late diagnoses

Serving sub-populations
unequally

The current failure to stop new
infections altogether, combined
with large populations who remain
undiagnosed, are features of the
current HIV epidemic across all
the Europe5. While a small decline
in incidence has been reported in
England [10], Spain [5] and Germany [6],
France and Italy indicate only a broadly
stabilised number of new infections
per year. Significant undiagnosed
populations exist in all countries, e.g.,
13,000 in England (2016), 11,400 in
Germany (2017) and 14,000 in Italy
(2012) [3][6][11], and this needs to be
addressed.

Certain populations may be more
vulnerable to HIV infection. For
example, people who engage in high
risk behaviours such as injecting drugs
or engaging in chemsex 1. Also, those
who may be marginalised, such as
men-who have sex with men (MSM)
or transgender people. Those who
face cultural or financial barriers,
such as ethnic minority women. Or
those who may fear interacting with
HIV services, such as newly arrived
migrants or sex workers. For a full
list of high risk populations, see
the Methodology section, Figure 5.
These populations also suffer from
intersecting self and social stigmas,
be they cultural, social or religious,
which may deter engagement with
care [14].

High rates of late diagnosis (i.e.,
CD4<350cells/mm3 at time of
diagnosis) also persist in all the
Europe5. For example, in 2017, 43%
of all new diagnoses in England / UK,
56% of all new diagnoses in Italy,
and 47.8% of all new diagnoses in
Spain fell into this category. [5][10][4]
Early diagnosis of HIV is crucial for
ensuring a better quality of life and
minimising onward transmission,
making addressing the rate of late
diagnosis is a critical component of
the HIV response.
Current challenges in prevention,
timely diagnosis and links to care are
evidenced by the as yet failure of
most of the Europe5 [12] [13] to reach the
1st of the UNAIDS 90-90-90 targets,
i.e., 90% of people living with HIV
knowing their HIV status. England/UK
is the only exception, where 92% of
people living with HIV are diagnosed,
98% of those are on treatment, and
97% of those have an undetectable
viral load [13].

Decades of effort by public and civil
society have resulted in improvements
among certain subpopulations. A good
example is the decline in the number
of new infections in MSM in central
London over time, or the broadly
stabilising number of new infections
among MSM in Germany [6], [15].
However, others continue to display
worse indicators, indicating they may
be underserved in terms of focus or
availability of accessible services.
For example, in Spain the rate of
late diagnosis in women is 50.6%,
compared to 47.2% in men [5], and in
England the rate of late diagnosis is
higher at 69% in black African men
compared to the average (43%) [10].
Engaging effectively with these
underserved groups requires targeted
programmes specifically designed
to provide information and support
to these populations, coupled with
education of the wider population to
help eradicate persistent stigma.

1. Chemsex is the practice of consuming drugs recreationally in order to facilitate sexual activity – typically this refers to one or a combination of three drugs: methamphetamine (crystal meth),
mephedrone (M-cat), and GHB/GBL (G). Consumption of these drugs reduces inhibitions and therefore increases risky behaviours, whilst also exacerbating an individual’s mental health [31]
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Keeping pace with long-term health beyond viral suppression
With the availability of effective
therapy, people living with HIV who
are diagnosed in time and who have
access to care can expect a near
normal life expectancy. This means
there’s an increasing number of
people who are ageing with HIV.
The complications associated with
ageing emerge more frequently and
at younger ages amongst people
with HIV. This is from a combination
of injury from HIV infection such as
persistently heightened inflammation,
long-term treatment toxicity, impact
of risky behaviours such as smoking
or illicit drug use, and the burden
of age-related comorbidities such
as cardiovascular disease and liver
cirrhosis [16]. Adding to this issue is the
higher incidence of depression and
anxiety that has been documented in
people living with HIV, linked to real
and perceived stigma, HIV-related
bereavements and survivor guilt,
particularly among those who have
lived for the longest time with HIV [17].
International and national bodies,
including the World Health
Organisation (WHO), are calling for
specialised person-centred longterm care for people living with HIV,
ensuring long-term care beyond
viral suppression is available [18],
[19]
. The WHO defines its vision as
“zero new HIV infections, zero HIVrelated deaths and zero HIV-related
discrimination in a world where
people living with HIV are able to live
long and healthy lives” [19].

However, it is clear that national
policies and practice are yet to
effectively address this. HIV continues
to be viewed as an ‘acute’ event,
with effort focused on testing and
treatment, often with sustained
viral suppression as the ultimate
outcome. Care is primarily delivered
through hospital-based specialists and
multidisciplinary teams which may not
be the most effective and sustainable
model as people living with HIV age.
Long-term health and wellbeing have
different requirements. Collaboration
is needed between primary and
secondary care, and between
specialities such as infectious
disease, mental health or other noncommunicable conditions, which
often does not happen effectively.
This results in delays, costs, and
distress.

9

Buckling under Europe’s
socio-economic and political
pressures
Recent events in Europe, including
economic austerity and the rise of
populist political views, have created
a particularly challenging environment
for those living with, affected by and
working within HIV. This has been
exacerbated by further geo-political
events, such as the migrant crisis
which started in 2015.
The impact has been felt across all
the Europe5. For example, in England,
severe austerity measures have seen
the diminishing of the National and
Local Authority funding available for
HIV and related services. Surveys
indicate that ~47% of local authorities
planned to reduce spending on sexual
health in their 2018-19 budgets [20]. In
cases where new funding is required,
policies of austerity mean that funds
are unlikely to be forthcoming. For
example, the 2017 national plan for
HIV/AIDS for Italy remains unfunded
to date of this report.
There are also wider laws and policies
that affect people living with HIV and
their quality of life. Among these are
free, non-discriminatory access to
healthcare, legal protection against
stigma and discrimination, and nondiscriminatory laws and regulations in
sex work and drug use (see country
chapters for details). Prosecution of
certain behaviours (e.g., reckless
transmission) is another legal aspect
that may impact people living with
HIV. However, an examination of this
was considered out of scope for this
report and therefore not covered.
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Assessment of HIV policy
across the Europe5
This chapter outlines the Steering Groups’ assessment of current
HIV policy across England, France, Germany, Italy and Spain,
broken down by stages of the HIV care continuum. A set of
recommendations for improving the lives of those with, and at risk
of HIV relevant for all Europe5, are outlined in the next chapter.

Tackling new and emerging challenges
of the epidemic requires policies that are
comprehensive, well funded and effectively
implemented.
France, Germany, Spain and Italy have recently
published or updated their national-level
strategies and policies on HIV/AIDS, either
as standalone or in combination with their
policy on sexual health or infectious diseases.
England’s mix of service specifications, public
body recommendations, and clinical guidelines
form the basis of the national response to HIV.
Each of these policies cover the stages of the
HIV care continuum with varying degrees of
comprehensiveness.

Going step by step across the HIV care
continuum of Awareness, Prevention, Testing
and Screening, HIV-specific Clinical Treatment,
and Long-term Holistic Health, the Steering
Group of this report assessed the effectiveness
of the existing policy. They considered the ability
of policy to both maintain the existing high
standards of care where available, as well as to
tackle the new and emerging challenges of the
epidemic. Figure 3 provides a summary of their
assessment, and further analysis is available in
the country chapters.
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Figure 3. The Steering Groups assessment of HIV policy across the Europe5
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A summary of the Steering Groups’ assessment of HIV policy is provided below. For country-specific details
please see individual country chapters.

3.1 HIV specific clinical treatment is
generally provided to a high standard,
although areas for improvement exist
Policy and guidelines are in place and largely effective
in the clinical treatment of people living with HIV across
the Europe5 countries. Guidelines from all five countries
recommend initiation of ART regardless of CD4 count (see
country reports), recognised to reduce the risk of serious
AIDS events and mortality in people living with HIV. Time
to initiation of treatment however, may vary. Good practice
examples have been piloted, such as Dean Street Clinic in
Soho, London, UK, where treatment is initiated within 48
hours of diagnosis (see Figure 4). Once initiated on ART,
people living with HIV are closely monitored, at 3, 6 and 12
month intervals depending on clinical need, adherence and
rates of viral supression. As mentioned above, the success
in clinical treatment is exemplified in the progress towards
the UNAIDS 90-90-90 targets.
Areas for improvement remain. While national level data on
time to treatment initiation is scarce, anecdotal evidence
indicates it may still take several weeks to months from
diagnosis - however, further data is required to develop a
true picture. Equal access to newly approved medicines
is also not yet available across all countries. Rapid and
comprehensive access to newly approved medicine is
available in France and Germany. Policy exists in all others,
however, various challenges may introduce delays or
inequalities in access. These include lengthy, multi-step
processes or restrictions or caps on medication due to
budget constraints. The latter may be particularly true
where there is a devolution of power and responsibility
to autonomous regions or provinces, giving rise to
discrepancies in medicine access.

3.2 While policy covers the early stages
of the HIV care continuum, it is often
limited in scope and underfunded
in practice, resulting in inconsistent
implementation
Awareness
Policy in many of the Europe5 countries recognises the
importance of interventions that can raise awareness of
HIV and tackle stigma, and in some cases targets high risk
populations using effective channels, such as culturallysensitive awareness programmes for migrants. Germany
demonstrates this particularly well, with large-scale
national, regional and local interventions delivered through
state-departments or non-governmental organisations

(NGOs) based on the target sub-population (e.g., socialmedia based campaigns targeting youth) [21]. Good practice
examples are also available in other Europe5 countries,
including innovative YouTube-based campaigns targeting
youth in Italy, and “Do-It London”, a large-scale awareness
campaign in England.

“We are currently running STD awareness
campaigns for young people with funny pictures
and puns so people can laugh and enjoy it. I’ve
had patients coming in to get tested because
of this and probably wouldn’t have done so
without this initiative”
HIV HCP, Germany

However, in practice, there are significant regional
variations in the effectiveness of awareness interventions.
Quite often, the implementation of policy is devolved
through autonomous regions or provinces or separate
government bodies, and as a result significant regional
variations occur. For example, in England, the 353 local
authorities/councils are responsible for developing and
delivering public health activities, whilst being supported by
Public Health England (PHE).

“You find any attempt by PHE to artificially
impose a national framework for uniformity
across England onto what is a localised picture,
ends up in duplication in some areas and
absolute gaps in others”
HIV policymaker, UK

Furthermore, Although policy often notes the importance
of targeting a wide range of high risk populations, in
practice implementation is almost always focused on one
(or a subset) of these populations. For example, most
interventions in France and Spain focus on the MSM
populations, with others such as youth or migrants often
being missed out. As a result, many high risk and highly
vulnerable sub-populations such as newly arrived migrants,
migrant women or ethnic minorities, may not receive
adequate attention.
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Testing and screening

“Essentially, campaigns have reduced
significantly with only certain populations, such
as MSM, being targeted. These do not reach
young people nor certain vulnerable populations
such as immigrants”
HIV policy expert, France

Prevention
Comprehensive combined prevention strategies are rare
in the Europe5 countries, even though the importance
of a multi-faceted approach - such as bringing together
behavioural, biomedical and harm reduction - is widely
recognised. For example, while Pre-exposure Prophylaxis
(PrEP) is freely available through the health system in
France, and will be available in Germany from September
2019, it is not routinely available in Italy and Spain. In
England, an implementation trial for 26,000 people is
underway. However, its availability through the National
Health Service (NHS) following completion of the trial is
not yet guaranteed. Many questions still remain among
policy makers and HIV clinicians over the use of PrEP,
including concern over unintended consequences such as increasing rates of other STIs - and pricing and
reimbursement. Moralistic and ideological stances over its
use are also found, all of which have slowed, and continue
to slow the development of PrEP policies.

“PrEP is not implemented at all – it’s just
mentioned in guidelines. We are far from using
PrEP.”
HIV policymaker, Italy

Concentrated efforts on harm reduction have led to
reduction in the incidence of HIV among people who
inject drugs (PWID). In Germany, for example, policy
and implementation is comprehensive and extends to
supervised drug consumption rooms in addition to syringe
exchanges and opioid substitution. Successes have also
been seen in Spain, with the incidence among PWID
dropping from 5.9% of new diagnoses in 2010 to 2.8%
in 2015 [22]. Certain sub-populations, such as prisoners,
still tend to be underserved - syringe exchanges are rare
in prisons due to safety concerns - and emerging high
risk groups and behaviours such as chemsex are not yet
recognised in policy.

Testing and screening policies are generally well developed
but implementation can be ineffective. To varying degrees,
testing is available across the Europe5 countries through
primary care, secondary care, public health, sexual
health clinics, and NGOs. Successes have been noted
in innovative approaches, such as self-testing vending
machines in Brighton, England, or routine testing offered at
community drug clinics (see Figure 4).
However, barriers continue to exist, limiting the
effectiveness of offer and uptake of testing. These include,
among others, a lack of convenient testing sites, which
provide anonymous, free and inclusive environments.
Requirements around opting-in and parental consent
could further deter regular testing. Finally, gaps in health
care professional (HCP) knowledge on testing guidelines
and processes result in missed testing and screening
opportunities in primary and secondary care.

“The GP is a challenging area. They often don’t
classify the symptoms correctly and don’t do an
HIV test, so quite frequently, patients come to
treatment too late. GP’s need more awareness
on patient symptoms”
Patient group representative, Germany

Rapid referral and links to care is a challenge in certain
countries, and particularly within more vulnerable
populations like newly arrived migrants. For example, in
Spain, the current requirement to have a GP referral in order
to see an HIV specialist, combined with long waiting times,
is thought to cause delays, distress and may even lead to
loss of individuals from follow-up.

3.3 A
 fundamental change is required to
address long-term holistic health for
people living with HIV
The provision of person-centred, long-term holistic care
for best health outcomes will require a fundamental
change in the way in which care for people with HIV is
organised and delivered. The prevention and management
of comorbidities as well as mental health support and
non-clinical services such as counselling, behavioural
advice, and peer mentoring need specific focus and effort.
Recognising the growing importance of this topic, initiatives
such as HIV Outcomes are underway, aiming (among
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other things), to ensure holistic health and well being of
people living with HIV are central to the overall response [20].
However, comprehensive support for long-term health and
wellbeing remains a key policy gap today, as the shift in
thinking to recognise and treat HIV as a long-term condition
(beyond viral suppression) is yet to happen.
While policy and guidelines generally exist for the treatment
of comorbidities such as non-communicable chronic
conditions, they are often stand-alone and only specific to
HIV. They are not yet well integrated with wider policy on
long-term or chronic condition management within health
systems. Furthermore, while the current model of care
relies heavily on hospital-based specialists and provides
a very high quality service, it often suffers from issues
related to links between different specialities, with long
waits for appointments or referral loops.

such as peer support and counselling, is also varied among
the Europe5. In Germany, provision is covered in policy and
delivered through state funded projects with NGOs, whilst
in Italy it is covered in policy but limited to certain issues
(for example, policy covers counselling for negative HIV
tests). In England, there is no specific policy for non-clinical
supportive services, resulting in reliance on NGOs to fill
the gap.

“London does better in terms of support
services. There are whole areas, e.g., rural
areas, that have very few services around
support.”
HIV policymaker, Italy

“While access to co-morbidity care is good,
sometimes the organisation of care is
complicated. For example, if you need to see
another specialist you may have to wait months
for an appointment.”
HIV clinician and policy expert, France

Provision of clinical and non-clinical support varies
significantly too. All Europe5 countries acknowledge severe
funding and capacity constraints in the provision of mental
health services in the wider population, but this critically
impacts people living with HIV where the prevalence
of psychiatric and psychological issues is higher. Wider
provision of other supportive for people living with HIV,
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Recommendations for
Europe5
4.1 Develop combined prevention strategies,
with appropriate implementation plans,
that reflect the current reality of HIV
The Steering Group for this report recommends a common
framework for prevention activities based on the current
epidemiology of HIV, taking into consideration sub-populations most
at risk, recent trends in transmission modes, and evidence-based
interventions with proven effectiveness.

Recommendation 1
Re-evaluate prevention approaches using latest available
evidence
Much of the current approach to prevention focuses on traditional
interventions, such as promoting the use of condoms. While this
is important, policy does not yet reflect the latest science-based
evidence, including biomedical interventions like PrEP to reduce
the risk of infection, and targeted, effective campaigns such as
Undetectable = Untransmittable (U=U). These developments must be
taken into consideration and used to shape policy to deliver impactful
messaging and effective prevention approaches.

Recommendation 2
Integrate emerging trends into prevention strategies
Current HIV strategies and policies do not yet fully reflect changing
patterns of risk within the key sub-populations at higher risk of
contracting HIV - chemsex, for example. Greater understanding is
required and targeted, effective interventions that are integrated with
the wider prevention strategies need to be developed.
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4.2 Address low rates of testing and high rates
of late diagnosis
Despite continued efforts, late-stage diagnosis of HIV and
undiagnosed HIV continue to persist across the Europe5,
contributing to onward transmission and a greater burden on the
individual and public health. While policy and guidelines on testing
often exist (see country reports), their implementation remains poor
for a number of reasons: lack of knowledge among HCPs (e.g.,
indicator condition testing), fear of perceived stigma, requirements
around consent / opt-in, and lack of inclusive, accessible testing
sites (e.g., community-based). The Steering Group sees an urgent
need to increase testing, particularly among the populations that are
most at risk or hardest to reach.

Recommendation 3
Embed repeat testing in high risk populations
While recommendations for repeat testing exist, studies indicate
these are not well implemented - even within high risk populations
[23]
. Guidelines for repeat testing in priority groups should be
developed and implemented, together with education and awareness
programmes for the public as well as HCPs.

Recommendation 4
Improve the offer and uptake of testing across all settings
of care
Multiple missed opportunities for HIV testing are well documented
[24]
, indicating a priority area to be addressed. Interventions to address
this by removing the conditions of opt-in should be considered where
appropriate, together with greater education and awareness of HCPs.
Innovative approaches like testing in social setting (see Figure 3. Good
practice examples) or home sampling, should also be evaluated and
implemented.
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4.3 D
 efine policies that support the longterm health of people living with HIV
In managing the long-term health of people living with HIV,
guidelines such as those of the European AIDS Clinical
Society (EACS) and the British HIV Association (BHIVA)
Standards of Care for ageing and co-morbidity management
are typically referred. Some country-specific guidelines - the
GeSIDA guidelines in Spain, for example - are considered
comprehensive. However, services that provide personcentred, long-term health for people living with HIV are
insufficient at present, and HIV-specific policies do not
adequately recognise the needs of the ageing population living
with HIV or the importance of managing HIV as a long-term
condition. The Steering Group of this report see an urgent
need to define policy and focus appropriate resources in this
direction.
Recommendation 5
Integrate HIV to long-term health policy
To manage the long-term health and wellbeing of people living
with HIV successfully, it is critical to address HIV as a long-term
condition, and integrate with policies that tackle the long-term
care of the population in general. Lessons from HIV should be
used to elevate the long-term health and well being of people
living with HIV and the wider population as a whole.

Recommendation 6
Develop education and training for community care
providers
A key element of providing person-centred long-term care is
the ability to provide services in the community. Furthermore,
the growing cohort of older people living with HIV - with new
and additional requirements around co-morbidity management
- requires new models of care delivery, frequently outside the
hospital setting. A key step is to address limitations in HIV
knowledge among community care providers through tailored
education programmes.
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4.4 F
 ind, highlight, and spread examples of
good practice
The response to HIV across Europe5 countries and beyond provides
many examples of effective interventions and good practices. This
report contains several such examples (see Figure 4), and other
publications, such as the WHO Compendium of Good Practice in
HIV [25] and the HIV Outcomes Compendium of Good Practice [18],
contain many more. The Steering Group of this report stress the
importance of not reinventing the wheel and urge policy makers to
study such examples and integrate them into policy at scale.

Recommendation 7
Integrate effective local practices into policy
Many public sector, community, civil society and other institutions
and bodies provide highly effective HIV services across the care
continuum. They reflect local initiatives to solve specific issues and a
number of these have proven to be highly effective. However, most
are not carried out at scale due to funding or capacity limitations and
are at times not sustainable. At a minimum, the successful initiatives
and interventions should be identified and shared. Where possible,
funding should be made available to implement at scale, and once
proven, can be absorbed into policy and guidelines as good practice.
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Figure 4. Good practice case examples (see country chapters for details)

Awareness

Your Health, Your Faith – HIV
awareness among African migrant
community

Prevention

Testing and Screening

Barcelona Checkpoint

Testing in gay saunas

Supportive services for PrEP users (in
addition to full sexual health testing
and treatment services)

Free HIV test vending machines
provided in gay saunas in Brighton

ECIMUD for drug users

Bologna Checkpoint

Peer-to-peer sex education in schools,
run by young people for young people

Multidisciplinary medical teams that
operate in hospitals, focusing on
treatment for drug users

Community run rapid HIV and STI
testing centre – the first of its kind in
Italy

Hurrah Love! For sexual health
education in schools

London HIV Prevention
Programme

A training course delivered in schools
on sexuality and relationships, aimed
at school teachers, teenagers aged
12-14 and families

Joint commissioning of HIV
awareness and prevention in London’s
33 Local Authorities

Involving African faith-based
communities in HIV awareness and
prevention

Peer education for sexual
health – Youth Against AIDS
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Clinical Management

Long-term Holistic Care

Dean Street Clinic

Clinica Metabolica di Modena

Immediate access to ART – aiming for
access within 48 hours

A multidisciplinary clinic for diagnosis
and treatment of non-infectious
comorbidities

Beyond Viral Suppression

Universités des personnes
séropositives

Using the Positive Voices survey to
develop a more complete view of
wellbeing for the first time

A gathering of people living with HIV
in order to work on individual and
collective health aspects by sharing
information and experiences

Co-infection testing in public drug
treatment centres

Hospital Clínic de Barcelona telemedicine

Guidelines on actively testing in drug
centres, as well as pre and posttest counselling, specific prevention
measures, and follow-up

An alternative model for long-term
care, demonstrating the feasibility and
convenience of telemedicine for some
aspects of follow-up
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Project rationale
and methodology
Project rationale

The role of the Steering Group

This study was undertaken to assess current
policies in place to tackle HIV / AIDS in selected
countries in Europe and develop a set of
recommendations on where improvements can
be made. The report has been sponsored by
Gilead Sciences Europe Ltd. However, it has
been driven entirely by the Steering Group (see
role of Steering Group) and is independent of the
project sponsor.

The report was compiled by KPMG but guided
throughout by an independent Steering Group
comprising of policy, clinical and patient experts
in HIV (see Table 1). The Steering group had
editorial control of the report and provided
input at each stage of its production, including
revision of discussion guides for primary
research, guidance on sources of publically
available information, revision of outputs (e.g.,
policy assessment by country, development of
recommendations; The opinions expressed here
are theirs’ alone, and may not necessarily reflect
the opinions of the organisations to which they
belong. The experts were compensated for their
time and expertise in participation in line with
the fair market values for each country.

Lessons have been taken from several reports
which review the current legal and policy
landscape in Europe and its effectiveness in
tackling the epidemic, including: publications
by the OpTEST project on legal and regulatory
barriers to the HIV care continuum in Europe [26],
reports by AIDS Action Europe on a comparative
16-country legal survey on migrant access to
healthcare, [27] and numerous evidence briefs
and reports by the European Centre for Disease
Prevention and Control (ECDC) monitoring
implementation of the Dublin Declaration [28].
Country selection
Five Western European countries (England,
France, Germany, Italy, and Spain) were included
in the study. These countries have generally
a low prevalence of HIV/AIDS (see Figure 1),
which has been achieved through continued
investment and effort in managing the epidemic.
While they have achieved similar outcomes (see
Figure 2), there are variations in their policy and
legal frameworks, as well as in the provision of
care to patients. Room for improvement exists in
each of the Europe5 countries.
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Table 1. Project Steering Group

Methodology

Country

Name

Prof Jane Anderson

Affiliation

Homerton University
Hospital

England

France

Bertrand Audoin

IAPAC

Dr Bruno Spire

INSERM / AIDES

Herbert Backes

Germany

Italy

Spain

Berlin Senate /
Fast-Track Cities
Berlin

Prof Jürgen Rockstroh

University of Bonn /
EACS

Emilia de Biasi

Ex. Senato della
Repubblica

Prof Barbara Suligoi

Istituto Superiore di
Sanità

Ramon Espacio

CESIDA

Dr Esteban Martinez

University of
Barcelona / GESIDA

This report consists of a country by
country assessment of HIV policy
across England, France, Germany,
Italy, and Spain. It identifies
key gaps and proposes a set of
recommendations on how these can
be addressed. The report is structured
to present findings at a European
level, followed by a chapter for each
country.
The report undertakes an assessment
of existing policy related to HIV. While
France, Germany, Spain and Italy
currently have national-level policies
on HIV (either as standalone or in
combination with policy on sexual
health or infectious diseases), England
does not. Instead, a conglomeration
of service specifications,
recommendations by public bodies,
and clinical guidelines by accredited
medical societies form the national
strategy for tackling HIV. For the
purpose of this report, we have used
such documentation to assess the
current strategy where necessary
(note: this is not isolated to England,
as many countries refer to guidelines
for details on implementing specific
policy positions, particularly on clinical
management).
For the purpose of this report, the
HIV care continuum was broken
up by stages of the patient journey
to enable an assessment of policy
related to each stage. However, it
must be noted that these stages are
interdependent and cannot be viewed
in isolation.
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Stages of the HIV care continuum used for assessing
HIV policy

Awareness

Prevention

Testing and
Screening

HIV Specific Clinical
Treatment

This includes interventions
targeting high risk populations
(see Figure 5) and the general
public to increase awareness of
testing and prevention, and to
reduce HIV-related stigma.
This includes combined
prevention interventions,
including condoms, preExposure Prophylaxis (PrEP),
and Post-Exposure Prophylaxis
(PEP) in occupational and nonoccupational settings.
This includes offer of testing
through community (e.g.,
sexual health clinics), primary or
secondary care settings (e.g.,
emergency rooms). It also takes
into account self-administered
options such as self-testing
and self-samplng, and routine
screening programmes (e.g.,
life time tests or ante-natal
screening)

Figure 5: Definitions of high risk
populations 1

Men who have sex with
men (MSM)
Definition: Most commonly
means men who have sexual
or romantic relationships with
other men, regardless of selfdetermined sexual or gender
identities.

Sex workers
Definition: Sex workers are
considered to include female
and male adults (18 or over)
who engage in sexual services
for goods or money. Sex work
is consensual sex between
adults and may be less formal or
organised in nature depending on
country or area.

This includes interventions to
ensure rapid treatment upon
diagnosis and personalised,
long-term management of the
HIV condition for each individual.
This equates to immediate
initiation on ART, access to
newly approved medications,
and regular monitoring to ensure
viral load supression.

People who inject drugs
(PWIDs)

Long-term
Holistic Care

This includes interventions to
provide age-appropriate care,
taking into account co-infections
or comorbidities, provision
of mental health support and
non-medical support such as
peer mentoring or counselling
programmes.
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Definition: Refers to people
who inject psychotropic or
psychoactive substances for
non-medical purposes. Injection
may be through intravenous,
intramuscular, subcutaneous
or other injectable routes. This
definition specifically excludes
those who self-inject for medical
purposes and those who
self-inject non - psychotropic
substances for sports
enhancement.
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Migrants
Definition: The internationally
accepted United Nations definition
of a migrant is someone who
changes his or her country of
usual residence for a period of at
least a year, so that the country of
destination effectively becomes
the country of usual residence.
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The report also provides a high-level review of wider policies and legal
positions that are known to have an impact on the management of HIV. This
has not been reviewed at depth. Instead, an overview of current policy and
evidence of impact (through limited review of publically available data) is
provided.

Wider legal and policy barriers:
–– Legal protection against stigma and discrimination: Availability
of laws that protect the rights of individuals with HIV, such as right to
employment, right to services.
–– Free, non-discriminatory access to healthcare: Availability of access
to prevention, testing and treatment of HIV for all high risk population,
irrespective of residence status (including undocumented migrants).
–– Decriminalisation of behaviours such as sex work / drug use:
Availability of laws that provide protection to high risk populations, promote
access to state-run health services and provide support for managing risky
behaviours.

People in prisons and other
closed settings
Definition: This refers to adult
and juvenile males and females
detained in various stages of the
criminal justice system (e.g. those
detained during an investigation,
while awaiting trial, post-conviction
and pre/post-sentencing). It does
not normally include those detained
without a charge.

To undertake our research, we reviewed publicly available sources of
information: national plans, peer-reviewed journals, media, civil society
publications, and reports on HIV/AIDS by national and international / multilateral organisations. Our findings were validated by interviews with validated
by interviews with experts from each country, comprising a combination
of policy makers, patient and civil society representatives and healthcare
professionals. The interviews were generally one hour in duration and were
conducted over the phone. Opinions expressed by the individuals were their
own and may not necessarily represent the opinions of the organisations to
which they belong. Some experts wished to remain anonymous, although
we have acknowledged some in this report (see Appendix 1 - Table 3:
Contributors to the report). The experts were compensated for their time in
participating in the research, in line with Fair Market Values for each country.

Young people / adolescents
Definition: Young people are
defined as those aged 10-24.
Adolescents are typically referred
to as those aged 10-19. It is
important to note that physical and
emotional maturity varies between
individuals and by social and
cultural factors.

1. Adapted from WHO guidelines on HIV Prevention,
Diagnosis, Treatment and Care for Key Populations
and The Migration Observatory [29][30]
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Appendix 1 – Contributors
Interviews from experts from the Europe5 countries were used to validate the findings of our report. The interviews were
generally one hour in duration and were conducted over the phone. Opinions expressed by the individuals were their own,
and may not necessarily represent the opinions of the organisations to which they belong. Some experts wished to remain
anonymous. The experts were compensated for their time in participating in the research, in line with Fair Market Values for
each country.

Table 2: Contributors to the report

Country

England

France

Germany

Primary interviewees
Prof Brian Gazzard, Chelsea and Westminster NHS

Yusuf Azad, National Aids Trust

Garry Brough, Positively UK

Dr Valerie Delpech, Public Health England

Paul Steinberg, London Councils / HIV Prevention

HIV Community Stakeholder, England

Christian Andreo, AIDES

Dr Anne Simon, Hôspital Pitié-Salpêtrière

Dr Claire Pintado, Saint Louis, AP-HP, Paris

Dr Denis Lacoste, Bordeaux University Hospital

Dr Jade Ghosn, Hotel-Dieu University Hospital

Jean Spiri, CRIPS

Dr Axel Baumgarten, Institute for HIV
Research, Berlin

Silke Klumb, Deutsche AIDS-Hilfe

Dr Horst Herkommer, University Hospital,
Frankfurt

Dr Hans-Jürgen Stellbrink, University of
Hamburg / Deutsche AIDS Gesellschaft

HIV NGO Activist, Berlin, Germany

Italy

Lella Cosmaro, LILA / EATG

Dr Mario Cascio, NPS Italia / EATG

Maria Stagnitta, C.NC.A / PNAIDS Working Group

HIV Specialist Physician, Milan, Italy

Dr Mario Cruciani, University of Verona

Spain

Dr Maria Galindo, Hospital Clinic Valencia /
SEISIDA

HIV Regional Policymaker, Spain

Joan Colom, Generalitat de Catalunya

HIV National Policymaker, Spain

HIV Clinician, Spain
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Executive summary
The impact of effective antiretroviral therapy
over the past 25 years has changed the face of
England’s HIV epidemic. The number of people
dying of HIV related causes has fallen dramatically
and fewer people are newly acquiring HIV[1],[2]. Of
the estimated 101,600 people living with HIV1, the
vast majority (87%) are virally supressed which
means they are not infectious and cannot pass
HIV on to other people[3].
But as the epidemic evolves, so do it’s challenges
– challenges England must address if there is to
be an end to the epidemic and if people who are
living with HIV to are to live long and live well.
Today the life expectancy of people with HIV is
close to that of the general population and more
people with HIV are reaching older age. In 2017
more than a third (37.6%) of people treated for
HIV were aged 50 or over[4], and this is expected
to rise. Further, HIV is associated with higher
rates of a number of other age related health
complications, poorer mental health and a quality
of life that is below that of the general population.
Despite increases in HIV testing programmes,
around 10,000 people living with HIV remain
undiagnosed and unaware of their infection.
At the same time 43% of people were first
diagnosed with HIV at a ‘late stage of infection’2
which increases the risks of poorer health
outcomes and of ongoing onward transmission.
Late diagnosis is more likely amongst older
people and people from black and ethnic minority
communities highlighting issues of health
inequalities. Despite biomedical progress HIV

remains a stigmatising condition and negative
social attitudes towards HIV persist, including
within healthcare settings[5],[6].
But England currently does not have a single
nationally-defined policy or strategy on HIV to
tackle these challenges. Instead, an assortment
of standards, service specifications, clinical
guidelines, and recommendations from accredited
organisations address the HIV care continuum.
The picture is further complicated by the
fragmented responsibilities for commissioning
and provision of HIV treatment and care services
resulting from the changes set out in the 2012
Health and Social Care Act[7],[8]. Although HIV is
not specifically mentioned, the recently published
“NHS Long Term Plan” sets out an intention to
move to a more integrated service model and
highlights healthy ageing as a key area of focus[9].
These, among other aspirations outlined in the
plan, have potential to significantly impact other
design and delivery of person-centred care for
those living with HIV.
To tackle these emerging challenges, and
meet ambitions for ending new HIV infections,
policy and practice in England must evolve.
To understand the effectiveness of England’s
current strategy, the Steering Group3 undertook
an assessment. Working step-by-step across the
HIV care continuum of Awareness, Prevention,
Testing and Screening, HIV-specific Clinical
Treatment and Long-Term Holistic Health, they
identified areas of strength and those with room
for improvement.

1

Data for UK, 2017

2

 late diagnosis is one which is made at a point in time after which HIV treatment should have been started. Currently, a CD4 cell count below 350
A
cells/mm 3 at time of diagnosis is considered ‘late’. Source: UNAIDS

3

For full list of Steering Group members, see European report, Methodology section, Table 1
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Awareness

Awareness of today’s reality of HIV is sporadic across both the general public
and health care professionals. Stigma remains, negatively impacting the lives
of those with and at risk of HIV.

Prevention

Major reductions in local government and public health funding has led to
under-resourcing effective combination prevention interventions for HIV.
Access to National Health Service (NHS) funded pre-exposure prophylaxis
(PrEP) is limited to within a clinical trial setting.

Testing and
Screening

Offer and uptake of HIV testing varies across the country. This reflects a lack
of knowledge and awareness alongside the complex and constrained funding
arrangements that compromise local authorities’ and Clinical Commissioning
Groups’ (CCGs) ability to comprehensively fulfil their responsibilities.

HIV-specific
clinical treatment

In England, specialist HIV treatment and care delivers world-leading
outcomes. Clinical standards and comprehensive evidence-based guidelines
are in place and audited. Areas for improvement include consistency in time to
initiation of treatment and minimising delays within the process for accessing
new treatments.

Long term
holistic care

The changes in the epidemiology of HIV and the emerging need for models of
long-term care that comes with it are not yet reflected in England’s health and
care policy.

To drive improvements in the lives of those with, or at risk of HIV in England, the Steering
Group put forward a number of recommendations:
• Develop a national plan for HIV addressing strategic areas of focus as a matter of urgency:
Department of Health and Social Care (DHSC) should lead a multi stakeholder panel including
national (e.g., NHS England, Public Health England: PHE), local and community organisations to
create a national strategy to provide leadership, direction and clarity to tackle key challenges of
the epidemic.
• Raise awareness of HIV among healthcare professionals: NHS England should lead in the
development and implementation of training for the health workforce, particularly those in primary
care, to improve awareness and tackle stigma.
• Address high rates of late diagnosis through widening access to testing: PHE should work
with community organisations to increase the delivery of highly targeted campaigns that raise
awareness of HIV and provide access to various testing offers that are culturally appropriate and
effective.
• Use HIV as a model for person-centred treatment and care of long-term conditions: NHS
England, working through Clinical Reference Groups (CRGs) and building on existing frameworks,
should integrate HIV into policies and initiatives (NHS Long Term Plan) under development, using
lessons learnt from HIV to elevate long-term care as a whole.
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HIV in England, the wider
context
The HIV response in the UK has delivered major
positive outcomes. There has been a sustained
decline in HIV-related deaths and new diagnoses
of acquired immune deficiency syndrome (AIDS).
In the past two years, the number of people newly
diagnosed with HIV has also dropped – most
marked among men who have sex with men
(MSM), with a decline of 31% (from 3,570 in 2015
to 2,330 in 2017). Of the 101,600 (1.7 per 1,000
population) people estimated to be living with
HIV in the UK, approximately 92% (93,472) are
aware of their HIV positive status, 98% of whom
(91,603) were prescribed anti-retroviral therapy
(ART), with 97% (88,854) of those achieving viral
suppression[2],[3]. This equates to approximately
87% of all people living with HIV in the UK having
a supressed viral load who are uninfectious and
cannot pass HIV to sexual partners. In the light
of these outcomes, the UK has both met and
exceeded UNAIDS 90-90-90 4 targets (Figure 1).

as a reduced health-related quality of life[10]–[12]. A
recent British HIV Association (BHIVA) over 50s
audit indicated that people with HIV aged over
60 and 70 years were likely to have at least three
comorbidities[4]. The marked improvements in
morbidity and mortality rates across the UK are
not universal. Those who are unaware of their HIV
infection and those diagnosed with more advanced
infection have a poorer outlook. Despite increases
in HIV testing, 10,400 or around 10% of people
living with HIV were estimated to be living with
an undiagnosed HIV infection in 2016 [13]. Similarly,
a high rate of late diagnosis continues. In 2017,
the overall “late diagnosis” rate was 43%, and is
more frequent amongst heterosexual people and
those from black and ethnic minority communities.
People who are older are also more likely to be
diagnosed late - with 61% of late diagnoses among
the 50-64 year age group compared with 31%
among people aged 15 to 24 years[3].

These successes mean that today more people
than ever before are living with HIV in the UK
and are living longer lives– in 2016, 37.6% of
people seen for HIV care in the UK were aged
50 or over[4],[1]. And this proportion is expected
to rise. However, when compared to the general
population there is increasing evidence that people
living and ageing with HIV have higher rates of a
number of major concomitant conditions as well

Challenges around stigma and negative social
attitudes towards HIV remain stubbornly high and
is even noted within healthcare settings. The PHE
2017 Positive Voices survey revealed one in nine
(11%) of the 4,400+ participants felt they were
treated differently when engaging with health
services[14]. Additionally, 18% of participants stated
they had avoided seeking medical care for fear of
being treated differently[14].

4

 he UNAIDS 90-90-90 targets set in 2014 are targets for the treatment of people with HIV – 90% of people with HIV will know their status, 90%
T
of people diagnosed with HIV will be receiving ongoing antiretroviral therapy, and 90% of people with HIV on treatment will be virally supressed
by 2020. These targets are based on the assertion that it is not possible to end the HIV epidemic without treating all of those with HIV that need it.
Source: UNAIDS
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Changing demographics and HIV related risk behaviours,
for example an increase in sexualised recreational drug use
“chemsex”5, mean that new approaches are needed. While
comprehensive quantitative data on changing risk patterns are
currently limited, a 2017 survey indicated close to 30% of MSM
living with HIV reported sexualised drug use in the preceding
year, with 10% reporting the use of injected drugs[15].
These new and continuing challenges must be tackled if
England is to meet its ambitions of ending the epidemic.

The recent commitment by the Health Secretary to end
transmission of HIV in England by 2030 is a welcomed
development, as it may mean a greater focus and efforts to
tackle prevention, testing and treatment[16]. As well as HIVrelated policy and strategies that form the current basis for
action (see chapter 3), the wider legal and policy environment
must also be considered, as it continues to influence the HIV
response and in turn impact the lives of those living with, at
risk of, and working in, HIV (see Box 1).

Figure 1. Performance towards the 90-90-90 targets

92%

98%

Aware of their HIV status

On HIV treatment
of which

35

97%
Virally supressed
of which

Source:[3]
Notes: data for UK, 2017

Chemsex is the practice of consuming drugs recreationally in order to facilitate sexual activity – typically this refers to one or a combination of three
drugs: methamphetamine (crystal meth), mephedrone (M-cat), and GHB/GBL (G). Consumption of these drugs reduces inhibitions and therefore
increases risky behaviours, whilst also exacerbating an individual’s mental health. Source: UNAIDS

5

© 2019 KPMG LLP, a UK limited liability partnership and a member firm of the KPMG network of independent member firms affiliated with KPMG International
Cooperative (“KPMG International”), a Swiss entity. All rights reserved.

36

Ending the Epidemic

Box 1. The wider legal and policy landscape
As outlined in the Methodology section (see European summary), a deep assessment
of the wider legal and policy landscape and its impact on the HIV response is not
within the scope of this project. However, outlined below is England’s current position
on three common areas which typical impact the HIV response:

1) L
 egal protection against
stigma and discrimination:

2) F
 ree, non-discriminatory
access to healthcare:

3) D
 ecriminalisation of behaviours such as
sex work and drug use:

The 2010 Equality Act makes
certain types of discrimination,
such as discrimination against
individuals with HIV, unlawful
and applies in England, Wales
and Scotland[17]. However the
UK Stigma Index, a survey of
1,576 people living with HIV
(2015), found 3% of respondents
reported losing their job or
another source of income due to
their HIV status in the preceding
two months, and one in nine
reported being denied insurance
products (e.g., health, dental, life)
in the last year. While just over
half (59%) were aware of the
Equality Act, many did not seek
legal support for such instances
of discrimination, often citing
lack of confidence or feeling
intimidated. The survey also
found that people living with HIV
continue to fear stigma in various
aspects of life – for example
sexual rejection due to their HIVpositive status[67]. As mentioned
above, the recent, large scale
‘Positive Voices’ survey also
found people with HIV faced
stigma and discrimination in
health settings[14].

In the UK, the National Health
Services Act 2006 and the Health
and Social Care Act 2012 (which
replaced the National Health
Service Act 1946) guarantees
free access to healthcare for the
population[18]–[20]. Since 2012,
HIV treatment and care has
been extended without charge
to everyone living in the UK,
irrespective of migration status.
Although further regulations on
charging overseas visitors have
since been implemented[21],
treatment of HIV is still exempt.
However, other services,
including mental health services,
drug support and community
care, are no longer exempt and
are unavailable to migrants who
are unable to make payments[22].

In England and Wales, while the act of prostitution
itself is not illegal, a number of related activities
(e.g., owning a brothel) are crimes under the Sexual
Offences Act 2003[23]. A 2016 report by the Home
Affairs Committee called for the decriminalisation
of soliciting by sex workers and sex workers sharing
premises, citing improvements to the safety and
wellbeing of sex workers, public health gains and a
reduction of stigma. No changes however have been
made as a result[24].
With regards to drug use, the UK takes a
“prohibitionist” approach (as opposed to the harm
reduction approach taken by some countries such
as the Netherlands and Canada), with a pre-existing
framework based on the Misuse of Drugs Act
(1971), Misuse of Drug Regulations (2001), and
the recent Psychoactive Substances Act (PSA),
which came into effect in May 2016. Within this
framework, possession is a criminal offence only
if it’s an illegal drug under the Misuse of Drugs
Act and not a psychoactive substance covered by
the PSA, but the two may be indistinguishable.
Reports show this has resulted in confusion and led
to challenges in enforcement, with only a quarter
of the UK public believing that the current policy is
“effective at preventing harm to the public’s health
and wellbeing”[25]. A 2019 report by the National
AIDS Trust (NAT) indicated drug-related deaths
(DRDs) have increased six years in a row, with 3,756
DRDs in England and Wales in 2017. The report
calls, at a minimum, to reverse the cuts to drug
treatment services over the last few years and for
local authorities to be mandated in law to provide
drug treatment services[26].
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Assessment of HIVrelated policy in England
This chapter outlines the Steering Group’s assessment of current
HIV-related policy in England, and its effectiveness in tackling the
new and continuing challenges of the epidemic. It is broken down
by stages of the HIV care continuum: Awareness, Prevention,
Testing and Screening, HIV-specific Clinical Treatment and Long
Term Holistic Care.
3.1 Overview of HIV-related policy
No nationally-defined policy on HIV exists
in England, other than high level aspirations
for HIV awareness and testing set out in the
2012 Department of Health Framework for
Sexual Health[27]. Instead, a mixture of service
specifications (e.g., NHS England’s HIV
specialised services for adults and children),
clinical guidelines from accredited organisations
(e.g., BHIVA and British Association for Sexual
Health and HIV, BASSH) and recommendations
(e.g., PHE’s HIV: testing guidance) address
the HIV care continuum and form the basis for
action. In contrast, national-level strategies for
prevention and management of HIV exist in
Scotland, Northern Ireland and Wales[28]–[32].
The landscape for commissioning and provision
of HIV care and services in England is complex.
It has undergone major reconfiguration since
April 2013, when the implementation of the
Health and Social Care Act 2012 changed the
commissioning landscape of the HIV care
continuum[20]. Public Health responsibilities
(including sexual health services, HIV prevention
and most HIV testing) moved from the NHS into
local government; Primary Care Trusts (PCTs)
were disbanded and replaced by CCGs; and NHS
England was established with responsibility for
commissioning specialist services, including
HIV treatment. As a result, HIV care and support
functions are now split between NHS England

(commissioning HIV treatment to a national
service specification), CCGs (testing, diagnosis
and long-term condition management) and local
authorities (testing and prevention as part of
public health as well as commission of broader
sexual health services).
The fragmentation of budget lines, responsibilities
and accountability introduced by these
arrangements have resulted in significant
challenges in the provision of holistic HIV care
and services[7],[8]. Furthermore, while another
major restructure of the health economy is not
expected in the short term, the newly launched
(February 2019) NHS Long Term Plan[9], outlining
the vision for the NHS over the next 10 years,
may introduce further change. Among the most
relevant changes proposed, the move to a new
model through greater delivery of services via the
community (including integrated teams of general
practitioners, community health and social care
staff) has the ability to greatly impact delivery
of person-centred HIV services. On long-term
condition management, the plan builds on the
NHS Five Year Forward View, focusing on areas
such as mental health and healthy ageing[33].
Again, changes in the delivery of these services
have the potential to impact the ageing population
with HIV. The extent to which these proposed
changes in the health economy will improve the
lives of those with HIV remains to be seen.
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Other challenges in delivery of care and services include
the continued austerity measures, which have placed a
significant pressure on the whole health economy and have
reduced the capacity of the Department of Health (DoH)
(including its policy-making bodies). Funding for the public
health functions of local government has been significantly
reduced with major consequences for the prevention and
diagnosis of HIV and support for people living with HIV.
There is also considerable uncertainty related to Brexit,

which may see a further reduction in NHS capacity and
capabilities and impact the health economy.
To understand the ability of England’s approach in tackling
the new and emerging challenges of the epidemic, the
Steering Group undertook an assessment. Going step by
step across the HIV care continuum, areas of strength and
those with room for improvement were identified.

Figure 2. Assessment of HIV-related policy in England
Is there a national plan for HIV (standalone or integrated with STI / ID)?

No

Does the national plan (or affiliated guidelines) promote:

Awareness

Prevention

Testing and
Screening

HIV Specific
Clinical Treatment

Long term
Holistic Care

Campaigns for
key populations
(e.g., MSM,
women, sex
workers)?

Provision of free
condoms and
lubricants for
key populations?

Free,
anonymous
testing in
community
and speciality
settings?

Immediate
initiation on
ART?

Access to
ageing and
co-morbidity
management?

Campaigns
for eradicating
stigma?

Access to oral
pre-exposure
prophylaxis for key
populations?

Self testing or
self sampling?

Access to
innovative
medicines?

Access to
mental health
services?

Sexual health
education in
schools?

Access to
post-exposure
prophylaxis
(PEP)?

Regular access
to monitoring?

Access to
non-clinical
supportive
services (e.g.,
peer support,
counselling)?

Harm and
risk reduction?
Key
Policy available and effective

Policy available, with room for improvement

Policy not available or not effective

Note on methodology: the assessment underlines the view of the Steering Group on current policy and its effectiveness, broken down
by stage of the HIV care continuum. Additional in-country experts provided input, and findings were supplemented through secondary
research. Full details of the policy, as related to stage of the HIV care continuum, is available in chapter 5.
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Awareness
•

•
•

Understanding of HIV and surrounding issues is lacking and inconsistent in the
general population
Funding for interventions to improve awareness tend to be sporadic
Existing messaging risks missing important sections of the population, for example
heterosexual men and newly arrived migrants

What is the policy position?

What happens in practice?

Policy on awareness in England is fragmented
and spread across multiple documents by
government bodies. DoH, PHE and the National
Institute for Health and Care Excellence (NICE)
have produced frameworks, strategic plans
and guidelines to raise awareness of HIV in
England, often in the wider context of sexual
health[27],[31],[34]. These documents emphasise
the need to reduce the stigma associated with
HIV both among communities and healthcare
professionals[34], promoting the development of
interventions to help reduce discrimination and
stigma in key populations[31].

Government funded programmes exist, and
have been successful in establishing initiatives
to help raise awareness of HIV and reduce
associated stigma and discrimination. This
includes the national HIV prevention program
for England, HIV Prevention England (HPE),
which has a variety of initiatives targeted
at key populations such as MSM and black
communities, and the HIV Prevention Innovation
Fund to support organisations in reducing the
impact of HIV through interventions targeting
key populations[37],[38]. Examples of government
funded initiatives to reduce stigma and
discrimination include:

In contrast to England, Scotland has a dedicated
national strategy for eradicating HIV stigma,
which outlines best practices and highlights ways
to address the causes of HIV-related stigma[35].
Sexual health education in England has historically
only been mandatory in state-run schools.
However, recent changes will make it a statutory
requirement for all schools from September 2019,
though the new legislation does not specify the
exact content to be taught[36].

“It’s quite a fragile commitment, with
upcoming general elections, and
Brexit, who knows what will happen”

•

LOL@Stigma (KwaAfrica): A comedy-centred
event with motivational speakers to reduce
stigma and promote testing among black
African communities;

•

Sex Week on National Prison Radio (Prison
Radio Association): Week-long schedule of
radio programming regarding sex, sexual
health and HIV to reduce stigma and promote
testing;

•

Using digital platforms to reduce HIV stigma
and discrimination (The Martin Fisher
Foundation): Developing digital content,
videos and social marketing targeting higher
risk communities.

HIV clinician
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In 2015/16, seven projects were funded through the HIV
Prevention Innovation Fund, increasing to 13 projects in
2016/17[38].
Sexual health education in schools, which plays a significant
role in raising the awareness of HIV and associated issues,
has also been found to have wide variation across England.
In 2013, Ofsted, the official body that regulates schools in
England, reported that curriculum provision for personal,
social, health and economic education (PSHE) was only
‘good’ or ‘better’ in 2/3 of schools[39]. Additionally, a survey
on behalf of the Sex Education Forum in 2016 found that
46% of young people responding had not been taught ‘how
to tell when a relationship is healthy’ in sex and relationship
education (SRE) at school, a third had not been taught
about sexual consent and a fifth rated their SRE provision
as ‘bad’ or ‘very bad’[40].

What do the experts say?
The lack of cohesion in policy combined with fragmentation
across several government bodies is exacerbated in
practice due to devolution of implementation to local
authorities. Despite best efforts, this lack of a national
approach combined with limited resources at the local
authority level has resulted in any attempts to raise the
profile of HIV and reduce stigma to be sporadic and
inconsistent across England.

“You find any attempt by PHE to artificially
impose a national framework for uniformity
across England onto what is a localised picture,
ends up in duplication in some areas and
absolute gaps in others”
HIV expert, UK

While sexual health education is available in schools, it is
often viewed as inadequate due to variation in the quality of
content and failure to tackle wider issues such as sexuality
and gender identity. Further, education of HIV is often
combined with other sexually transmitted infections (STIs),
thereby at times missing the seriousness of the infection
and its lifelong implications.

“When we talk about HIV education, it ties in
very closely to sexuality and gender identity
which aren’t taught very well in schools”
HIV expert, UK

Reflecting current insufficient levels of awareness, a
survey conducted by the NAT in 2014 found that only
45% of people could correctly identify all of the ways in
which HIV is and is not transmitted[41]. The ramifications
of such misguided and under-informed perceptions is
a considerable number of people in the UK still holding
stigmatising attitudes to people living with HIV, with one
in five people living with HIV having experienced verbal
harassment or threats[67].

“People aren’t always able to assess their risk,
which comes down to a lack of awareness”
HIV clinician and policymaker, UK

HIV-related stigma continues to be a pressing challenge.
The recently concluded Positive Voices survey – the largest
survey of the lives and experiences of people living with
HIV in England with 4,400 respondents – indicated a
number of worrying findings, including one in six female
respondents indicating they had not shared their HIV status
with anyone outside of a healthcare setting. Even more
worryingly, the study provided an indication of the level of
HIV stigma within the NHS, with one in nine or 11% of
respondents revealing they have been refused healthcare or
delayed treatment because of their HIV status[14].
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Discrepancies exist between efforts targeting specific
regions and populations. Awareness campaigns are most
prolific in London, where the prevalence of HIV is highest,
while other areas of England see a reduced focus. Similarly
to geographic regions, not all subpopulations are targeted
equally. MSM see significant focus in targeted campaigns
and initiatives, reflecting policy documents which highlight
their needs as a key population. However due to resource
limitations, this means that other populations, such as
heterosexual men and newly arrived migrants, may be
missed and remain underserved.

“The way that HIV awareness and campaigns
are structured towards black and ethnic minority
populations…newly arrived migrants are not
properly looked after at all in awareness”
HIV expert, UK
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Prevention
•

•

•

•

The government’s austerity agenda means that overall national financial
commitment to public health has fallen and is disproportionately affecting local
government response
The focus for prevention on key populations may result in others who are at risk
being under-served
Mechanisms to address emerging risks are absent or slow, with limited
availability of public or private funded interventions
Provision of PrEP continues to be an area of contention

What is the policy position?
A national, cohesive HIV prevention strategy
is absent. A combination of policies and other
mechanisms including research trials are in
place for the provision of condoms, PrEP, postexposure prophylaxis (PEP) and harm reduction.
Condom distribution is mandated in policy.
NICE guidelines developed in partnership
with PHE recommend the distribution of free
condoms through a variety of settings, including
commercial venues, community pharmacies and
universities[43].
Similarly, guidance from the DoH, NICE, Chief
Medical Officers’ Expert Advisory Group on AIDS
(EAGA) and the BASHH outlines the free provision
of PEP in a variety of settings following significant
risk of HIV infection for both occupational and
non-occupational exposure[44]–[47].
Existing policy documentation at a national level
details harm reduction services in England,
including needle programmes[48] and opioid
substitution therapies (OST)[49]–[51]. Further, the
Home Office’s 2017 Drug Strategy document
recommends PHE work closely with local
authorities to promote effective practice in
addressing the public-health challenges relating
to all blood-borne viruses associated with
chemsex[49].

The provision of HIV-PrEP within the NHS
is currently limited to the Impact trial. The
trial, currently funded by NHS England, was
launched following a ruling by the High Court of
Justice that NHS England is responsible for the
commissioning of PrEP in England. Through the
trial – which has a limited number of places - the
drug is made available at no cost to those at high
risk of contracting HIV [52]. In contrast to England,
Wales, Scotland and Northern Ireland have free
provision of PrEP to individuals who are HIV
negative and at high risk of contracting
HIV [53]–[55], though in Wales this is limited to a
three year trial[55].

What happens in practice?
HIV Prevention England (HPE), run by Terrence
Higgins Trust (THT) and funded by PHE, is the
national HIV prevention programme in England.
It runs a number of programmes throughout the
year, including awareness programmes such as
It Starts with Me campaign and National HIV
Testing Week[56].
Condoms are available from a variety of settings
in England, with an assessment of condom
distribution schemes (CDS) in England during
2015/16 showing high levels of implementation
of this policy, with CDS available in nearly all
areas of the country[57]. C-Card schemes are the
most common type of CDS in the UK, in which
young people can register for a C-Card, entitling
them to free condoms from a variety of
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distribution outlets[57]. These schemes typically cover young
people up to 19 years, or 24 years in some areas. Other CDS
are used to target high risk subpopulations such as MSM,
people who inject drugs (PWID) and sex workers.
The policy for PEP is widely implemented across England,
with PEP available from a variety of settings, including
sexual health clinics, Genito-Urinary Medicine (GUM) clinics
and hospital Accident and Emergency (A&E) departments[58].

“The NHS policy is there for PEP and it is paid
for”
HIV expert, UK

Harm reduction interventions are available, however,
implementation is patchy in many parts of England. A survey
carried out for PHE in 2016 found that less than half (46%)
of people in England, Wales and Northern Ireland who had
injected drugs in the past 28 days had adequate needles,
rising to 72% among people who had injected drugs in the
past six months in Scotland[59]. Alongside harm reduction,
risk reduction is also a growing issue, with chemsex being
of particular concern in larger cities such as London and
Manchester.
PrEP is partially available through the Impact trial. As of
January 2019, over 10,000 participants were enrolled
in over 139 clinics[60]. The trial has faced challenges,
including oversubscription for MSM places and an underrepresentation from other communities[60]. This led to an
initial increase in the total number of places on the trial from
10,000 to 13,000, and a reallocation of ~1,000 of the nonMSM places on the trial to MSM. However, commissioners
in London have requested more time to confirm what
proportion of their full allocation they have the capacity to
accept, due to funding shortages at local authorities which
restrict the services they are able to offer[61],[62].

What do the experts say?
The current lack of a joined up approach and the continued
austerity agenda has meant that despite best efforts, room
for improvement remains (see case study). This is reflected
in a 2018 BASSH and BHIVA member survey which
indicated government funding cuts have left sexual health
and HIV care at ‘breaking point’[63].
CDS are available through the country, but despite this, a
YouGov poll from 2017 indicated one in 10 sexually active
young people had never used a condom[64]. Corroborating
this, PHE’s figures on STIs indicate highest rates of
diagnoses continue to be seen in those 16 to 24 years of
age[65]. Further, the existing CDS primarily focus on young

43

people and high risk populations such as MSM and black
African minority ethnicities, which means those who do not
fall in to these categories (e.g., heretosexual men and
women over 25) no longer have free access to condoms.

“You can get free access to condoms and
good access until you’re 25 and then those
free programmes stop, unless you are a key
population, so it’s not for everyone”
HIV expert, UK

Harm reduction has room for improvement. A recent
report by the NAT indicated the continuing funding cuts
(including the Public Health Grant) and other wider cuts to
support services, are creating challenges in provision of
harm reduction services[26]. Integrating changing patterns
of risk is another challenge - chemsex is becoming an
increasingly relevant issue, with a 2014 study finding that
21.9% of the HIV-positive population are using chemsex
drugs (methamphetamine, GHB/GBL or mephedrone), going
up to 32.7% in London[66]. This finding was echoed in the
recently concluded Positive Voices survey – in which nearly
30% of the responding gay men living with HIV reported
chemsex in the last year[14]. Despite this, interventions
for addressing chemsex are not widely available. Studies
have indicated traditional drug treatment or harm reduction
services have limited uptake among MSM – possibly due
to lack of identification with the target population (e.g.,
injecting drug users) or limited fit with the sexual nature of
their drug use[66],[68]

“For chemsex, if you live in the right regions you
have services, but it’s patchy and inconsistent
as it has been delegated to local government
and is not universal at all”
HIV expert, UK

With regards to PrEP, the Impact trial is a ‘work around’
to lack of a policy position, and debate continues over its
funding and provision. In September 2018, a coalition of
32 organisations including BHIVA, BASHH, THT and NAT
came together to insist PrEP be made routinely available
through the NHS by 1st April 2019 (earlier than the timeline
proposed by NHS England, which sees the PrEP trials
concluding in 2020)[69]. Aside from the increase in number
of Impact trial places, no other response has been given by
NHS England or other bodies.

© 2019 KPMG LLP, a UK limited liability partnership and a member firm of the KPMG network of independent member firms affiliated with KPMG International
Cooperative (“KPMG International”), a Swiss entity. All rights reserved.

44

Ending the Epidemic

Case study:
London HIV Prevention
Programme (LHPP)[72]

“Unless people in England buy PrEP
themselves or join the Impact trial, they
can’t really access PrEP”
HIV expert, UK

Experts point to Scotland as being an example
of how PrEP can be made freely available to atrisk populations, and how to implement policy
successfully. HIV Scotland published a PrEP good
practice guide[70] and administered Scotland’s expert
group, following PrEP being made freely available.
This document contained prescribing criteria, cost
assessments, and mapped the information and
training needs of workers and the community[70].
As a result PrEP uptake in Scotland has been rapid,
exceeding the 1,000 places initially planned for the
first year, with 2,517 PrEP prescriptions provided
July 2017 – February 2018. This importantly reached
people at high risk, many of whom were not
previously engaged in care[71].

What is it?
The LHPP is a London-wide
programme, established on the basis
of a 2013 needs assessment which
indicated that 32 of the 33 London
boroughs had a high or very high
prevalence of HIV [72].
The programme was funded and
commissioned jointly by all 33 of the
London boroughs, thereby bringing
together the multiple local authorities
for provision of consistent services.

What are the key features?
•

Condom and lubricant distribution
including personal or digital
outreach to MSM (e.g., through
apps such as Grindr, presence at
priority MSM venues and events
such as London Pride)

•

Multi-channel communication
campaigns for the general public,
e.g., Do-it London promoting
testing and safer sex

•

Evidence collection, e.g., ongoing review of effective condom
distribution schemes in black
African communities and research
into chemsex

Why is it a good practice?
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LHPP is an example of successfully
overcoming fragmentation of
responsibility and resources in public
health to deliver effective, evidencebased interventions at scale. The
impact of LHPP and its campaigns
such as Do-it London have been
recognised by multiple awards. An
independent evaluation performed
by Research Now showed that
66% of those surveyed believed
the campaigns had influenced them
to practice safer sex, whilst 68%
reported it had influenced their
behaviour towards HIV testing[72].
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Testing and Screening
•

•

•

Funding constraints undermine the ability of local governments and CCGs to fulfil
their responsibilities
Healthcare professionals are not yet consistently operating in line with NICE
guidelines
Late diagnosis rates, a key marker of a lack of testing, remain high

What is the policy position?
The national policy on HIV testing is dependent
upon multiple documentation from various
accredited bodies, including BHIVA, BASSH,
NICE and PHE.
NICE and PHE’s detailed guidance (2016)
aims to increase uptake of testing and repeat
testing within the undiagnosed and high risk
populations. It outlines the frequency with
which HIV tests should be offered to individuals
in primary and secondary care, based on the
prevalence of HIV in the locality as well as
the risk status of the individual. For areas of
extremely high prevalence, guidelines indicate
opportunistic testing in general practice (GP)
surgeries, routine testing in clinical settings
(e.g., following hospital admittance) and in A&E
Departments[34].
Additionally, the BHIVA/BASHH National
Guidelines for HIV testing (2008) covered the
frequency at which tests should be offered as
well as recommending which settings they
should be offered in, such as sexual health
clinics, antenatal services, pregnancy termination
services, drug dependency programs and
healthcare services for those diagnosed with
tuberculosis, hepatitis B, hepatitis C and
lymphoma. Recommendations for offering
testing for high risk populations, including those
with indicator conditions, are also available from
the European Centre for Disease Control (ECDC).

Both self-sampling and self-testing kits are
available in England, with a change to UK law
making self-testing kits available in 2014[73]–[76]
and self-sampling launched in 2015.
Routine HIV screening is recommended only in
pregnancy.

What happens in practice?
HIV testing is available in a range of community
and clinical settings, and uptake continued
to increase in 2017 (compared to 2016). PHE
data indicate a total of 116,071 MSM and over
67,000 heterosexual men and women who
were of black African ethnicity or born in a high
prevalence country were tested in 2017[3]. Across
these population groups, HIV positive rates
were stable, or declined compared to 2016 [3].
Free testing is also available through general
practices, and a 17% increase in testing was
seen during 2014-2016.
In 2017, nearly 130,000 HIV tests were obtained
online or carried out in community settings,
including the national self-sampling service,
community providers or privately purchased selftesting kits.
Since launch in 2015, a total of 13,356 selfsampling kits have been tested and 134 reactives
identified from users who had never had an HIV
test before[77], indicating efficacy in engaging
individuals who have never tested for HIV.
However, availability of self-sampling remains
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patchy – a report in 2017 indicated only 87 local authorities
had signed up to the service since its launch in 2015[77].
Even where available, heterogeneity in the level of service
exists, such as kits being free versus requiring a fee. Finally,
a lower adoption of self-sampling has been noted in black
and other ethnic minority communities, indicating the need
for greater outreach[77].

“Self-sampling for HIV testing shouldn’t be a
lottery of where you live – it should be everyone
that can access for free”
HIV public health expert, UK

Implementation of self-testing is less well established
when compared to self-sampling. As of November 2015,
self-testing kits were available on the market. In August
2018 a large UK retailer became the first to start selling HIV
self-testing kits, at a cost of £33.99 [78].
Innovative outreach programmes (see case study) and
testing in high risk settings including ‘opt-out’ testing
in prisons is also available, with around 40,000 tests
conducted in 2017/2018 [3].
In some areas, secondary care, comprising in-patient
services and A&E departments are also enabled to deliver
HIV testing. The latter saw a 118% increase in HIV tests
from 2014-2016 [79]. Screening for HIV in antenatal services
is highly successful, with uptake increasing to 98% of all
women engaged in care by 2015. As a result, the rates of
vertical transmission of HIV in England are extremely low,
with the proportion of pregnant women passing on the
virus to their babies at a new low of 0.27% in 2012-2014[80].
Community HIV testing initiatives led by non-profit
organisations (NGOs) provide important routes of access,
particularly for populations that may not use traditional
health services. A range of very successful programmes to
increase HIV testing have been developed and supported
through PHE’s Innovation Fund[42].
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What do the experts say?

Case study:
HIV self-test vending
machines at a Brighton
gay sauna[84][85]

Substantial guidance exists on where and when to
implement HIV testing, and continued efforts by local
government, CCGs, statutory (i.e. NHS England) and
community providers are seeing an impact, reflected in
both the rising number of HIV tests carried out year on
year and the declining rate of new HIV diagnoses.
However, significant challenges remain. These include
evidence of significant variability in both the population
impact and geographical reach of existing initiatives,
the stubbornly high rates of late diagnosis and the
heterogeneity of those at risk
A key contributor may be the lack of consistency
among healthcare professionals in implementing NICE/
BHIVA guidelines, due in part to poor awareness of
guidelines and limited capacity and capabilities. As a
result, multiple missed opportunities for the diagnosis
of HIV are being documented. In 2016, a national
audit conducted by BHIVA demonstrated up to 46%
missed opportunities in a cohort of 773 adults with
advanced infection (CD4 <200 cells/mm3) at/shortly
after diagnosis[81]. This is echoed in data from PHE,
showing that nearly 350,000 attendees at Sexual
Health Services (SHS) were not offered a test for HIV
in 2017, despite being recorded as eligible. Particularly
within older age groups, where current data indicate
high levels of late diagnosis, numerous barriers to the
offering and uptake of testing have been documented,
including low perceived risk and clinical preconceptions
about older people[82].
Despite national recommendations for regular testing
amongst some populations the offer and uptake of
repeat testing remains a key challenge, with reports
indicating 77% of MSM diagnosed with HIV at a SHS
had not had a test in the previous year at that clinic[79].
Common across the entire HIV care continuum, and the
wider health and care economy, severe austerity
measures are hampering efforts by local authorities and
CCGs to fulfil their responsibilities, resulting in regional
variation in the level of services offered, e.g., a 2017
report by NAT indicated a quarter of local authorities in
England did not commission any primary HIV prevention
or testing[83].

“NICE guidelines say that if you live in a certain
area you should get a test, but it’s not being
tracked and audited”
HIV expert, UK
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What is it?
A touch-screen vending machine
to dispense HIV self-tests was
installed at a gay sauna in Brighton.
The initiative is funded by PHE’s HIV
Prevention Innovation Fund 20162017 and is in collaboration with
the Martin Fisher Foundation and
other stakeholders (e.g., designers,
clinicians and researchers)[84],[85].

What are the key features?
•

HIV self-tests dispensed without
charge

•

Results available via finger prick
test in minutes

•

Staff at the premises that contain
vending machines trained to offer
appropriate support and advice
following test results

Why is it a good practice?
•

Provides convenience and
discretion

•

Targets a high risk population
in a social setting, thereby
contributing to normalising
HIV testing while increasing
awareness and risk perception
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HIV specific clinical treatment
•
•

Clinical standards for care of HIV are in place and audited
The process of accessing new treatments is complicated, and may risk creating
delays

What is the policy position?
Policy is available for clinical management of HIV,
with a national HIV service specification from
NHS England. The importance of early treatment
initiation is recognised and NHS England has
developed policies recommending immediate
initiation of anti-retroviral drugs (ARVs) upon
diagnosis[86]–[91]. The national ‘Standards of Care
for People Living with HIV 2018’ from BHIVA
has reinforced this recommendation, noting that
“people newly diagnosed with HIV should be
informed of their CD4 status and the opportunity
to discuss management, starting ART and
opportunistic infection prophylaxis (if indicated)
within two weeks of an initial assessment (i.e.
within one month of initial diagnosis).”[92].
NHS England develops policy documents as
treatment approaches evolve and as newer
agents come to market that have been shown
to be more efficacious, reduce side effects
or are required when other lines of treatment
fail[86]–[92]. The BHIVA standards highlight “safe
and effective prescribing of appropriate ART is
crucial to maximise benefits, minimise adverse
effects, avoid drug interactions and reduce the
emergence of drug resistance”[92].
Access of new and innovative HIV medication, in
contrast to most pharmaceuticals, is determined
via an NHS England policy process rather than
NICE approval[93]. Decisions on access to HIV
drugs are informed by two sets of guidelines:
the HIV treatment guidelines developed by

BHIVA, which are NICE accredited, and the
commissioning policies published by NHS
England which detail the medications that will
be paid for by the specialised commissioning
budget, and under which circumstances.
Monitoring is comprehensively covered,
with NHS England’s service specifications
for specialised HIV services outlining how
monitoring adherence of medication is a
requirement in people living with HIV [94].
Additionally, BHIVA guidelines provide extensive
recommendations on methodologies for
monitoring patients at different stages of
HIV, both on and off ART, with appropriate
auditable targets[95]. These guidelines take
into consideration when additional adherence
support may be required, for example for PWID
who are taking ART [95].

What happens in practice?
Immediate initiation on ART is generally well
implemented in England, with ART coverage in
2017 being at 98%[2]. Expert consensus is that
the vast majority of patients discuss treatment
options and are ready to start ART within two to
three weeks of diagnosis, in line with the most
recent Standards of Care published by BHIVA.
However, national-level data on the time to
initiation is not available, and anecdotal evidence
indicates timelines may be longer. Good practice
examples of rapid linkage to care is available (see
case study).
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Monitoring is also conducted effectively, with the
BHIVA national audit in 2015 finding that 93.4% of
patients were undergoing annual adherence monitoring,
surpassing the target of 70% and90.1% had received a
viral load measurement within the past six months[96].

Case study: rapid
linkage to care at
Dean Street Clinic
Soho London[97],[98]

What do the experts say?
Experts concur that specialist clinical management of
HIV delivers excellent outcomes in England. Policy is
available and robust, with detailed accompanying
guidelines which are well implemented across the
country. While general consensus is that immediate
treatment initiation is well implemented, anecdotal
evidence exists of longer timeframes – however, data
on this is not currently available.

“NHS England has set out national service spec
on how HIV should be managed, that is out
there and we know what we’re doing”

49

What is it?
56 Dean Street is a central London
clinical service which is a constituent
part of the Chelsea and Westminster
Hospital NHS Foundation Trust, the
largest HIV service in Europe (2017).
The clinic specialises in the rapid
outpatient diagnosis and treatment of
HIV and other STIs[97],[98].

HIV expert, UK

In general, clinicians are free to prescribe optimised
treatments regimes for patients, taking into account
key considerations (e.g., efficacy, intolerance,
side effects, and adherence). Measures on costeffectiveness are increasing, particularly in the use
of generics or breaking up single tablet regimens into
constituent agents, however careful consideration of
switch choices and ensuring patient engagement are
also important in helping maintain high quality clinical
outcomes.
Where room for improvement exists is in access to
new and innovative medicines, where England often
lags behind the Europe5 (particularly France and
Germany). The lengthy approval process often results in
delays (e.g., up to a year), and may place restrictions on
prescribing (i.e., delineating specific patient populations/
clinical scenarios for treatment options).

“The policy for new formulations is a bit clunky,
but it’s there”

What are the key features?
•

Free NHS sexual health service from
two locations on Dean street, one
which provides rapid testing services
(Dean Street Express)

•

Full outpatient HIV clinic services, as
well as advice and support on a range
of sexual health issues, for example
chemsex advice, HIV PEP, HIV PrEP
support etc.

•

Provision of immediate access and
treatment for urgent issues, those
under 19, and immediate access to PEP
in a preventative effort against HIV

Why is it a good practice?
•

The clinic works in close collaboration
with Soho’s gay community. In 2011
it set the World Record for most
HIV tests performed in one location
on World Aids Day at G-A-Y Bar in
Soho, London

•

The clinic offers people newly
diagnosed with HIV a medical review
within 48 hours and immediate ART
which is in line with best practice
standards for clinical management

•

Offers late evening appointment slots
and is one of the few London clinics
open on Saturdays. The increased
convenience allows more testing
and earlier intervention to prevent
transmission

HIV expert, UK
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Long Term Holistic Care
•

•

•

Although HIV is now a long-term condition it doesn’t appear in long-term
management strategies
While the cohort of people living with HIV is ageing and has changing needs,
this is not addressed in policy
The quality of life for people living with HIV is below that of the general
population

What is the policy position?
The recognition that both ageing and long-term
conditions are a growing issue for the health
economy is evident in the newly published NHS
Long Term Plan. It identifies healthy ageing as
a key area of focus, and although it does not
specifically mention HIV, it outlines a number
of steps that have the potential for positive
impact on people living with HIV, including
routine assessment by primary care networks
to understand unwarranted health outcomes
(e.g., using the Electronic Frailty Index), and
enabling home-based and wearable monitoring
equipment to predict and prevent events[9].

Supportive services, both clinical (including
mental health) and non-clinical (such as peer
support) are more comprehensively covered in
policy. Clinical guidelines and NHS England’s
national service specification for HIV specialised
services clearly set out that supportive services
are an essential part of the care pathway[92],[94].
NHS England’s service specifications states that
all people living with HIV should have access to
peer and psychosocial support[94]. In addition,
BHIVA guidelines recommend that people newly
diagnosed with HIV should be able to access
psychological and peer support within two
weeks of receiving their HIV positive result[92].

Despite this, specific policy does not yet exist on
the long-term management of people living with
HIV. Management of comorbidities is addressed
in BHIVA guidelines ‘For the routine investigation
and monitoring of adult HIV-1 positive individuals
2016’ and ‘Standards of Care for People Living
with HIV 2018’, which highlight that people
living with HIV should have access to services
to safely manage comorbidities, in collaboration
with the appropriate non-HIV specialist team
and/or primary care[92],[95]. While policy for
chronic care exists, including the House of Care
framework for long-term conditions and NICE
guidelines on multi-morbidity, care for people
with HIV is not specifically included[99],[100].

Further guidance and support on long-term
well-being also exists. The BHIVA standards
detail that HIV outpatient units should have
an agreed pathway to enable access to peer
support as well as financial and housing advice
and support[92]. The Housing Act of 2004 states
that people with disabilities, which includes
people living with HIV, are one of the groups
given priority when allocating housing[102].
Additionally, the Welfare Reform act of 2012
established Personal Independence Payments
(PIP), a welfare benefit available to those with
a long-term health condition, such as HIV, in
replacement of Disability Living allowance
(DLA)[102],[101].
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What happens in practice?
Common comorbidities such as high blood pressure
or diabetes are typically assessed or recognised in HIV
clinics, with the 2018 BHIVA audit on monitoring over
50s indicating multiple targets for routine comorbidity
and laboratory testing (e.g., monitoring of viral load, blood
pressure) were met. However, the same audit indicated
targets for monitoring long-term health, well-being (e.g.,
mood / mental health, memory and cognition) and sexual
and reproductive health were often missed[4].
Availability of mental health support services varies. There
are gaps in the implementation of policy guidelines, with
discrepancies in the extent to which mental health
screening is conducted as well as access to relevant mental
healthcare services when needs are identified[92]. This
includes regional variability in support services in England,
with some rural areas lacking any HIV-specific support
services[92]. Poor implementation is in part likely due to
funding being substantially reduced for support services in
recent years (by 28% between 2015/16 and 2016/17)[103].

“HIV patients are noticing a change from a
Rolls Royce psychiatric service to just about
functional due to the tremendous financial strain
on the NHS”

“There are terrible cuts in the support services
for people living with HIV… it means a very
broken situation whether you get peer support,
or support on how to deal with stigma or how
to disclose your status”
HIV expert, UK

Difficulties with implementation are also seen for welfare
benefits. A report in 2017 stated that people living with HIV
who previously claimed DLA were less likely to be awarded
PIP after reassessment[104]. One particular concern is that
access to PIP for people living with HIV may be limited due
to the fluctuating nature of the condition, which can affect
eligibility and the level of support accessible.

What do the experts say?
Experts concur that a lack of an overarching policy which
pulls together disparate documents and mandates their
implementation is harming efforts in the long-term care of
people living with HIV. There continue to be gaps in
services across the country, and while this is recognised
(see case study), the devolution of responsibility has
resulted in a lack of concentrated effort to drive long-term
care onto the policy agenda.

HIV expert, UK

Similarly, non-clinical supportive services are inconsistent
across HIV clinics and regions, and are often heavily reliant
on third sector organisations such as charities and
community groups to plug the gaps. Continued austerity
measures have had a strong impact on the output of these
organisations, reducing the number of services that are
available[63]

“London does better in terms of support
services, there are whole areas, e.g., rural areas,
that have very few services around support”

“The issue is that you have guidelines developed
by clinical bodies that get the rubber stamp, but
there is nothing that mandates for these to be
followed”
HIV expert, UK

Austerity measures are again being felt, with a significant
number (20) of HIV clinics reporting an unmet need for a
specialist ageing service[95], suggesting both new policy
and implementation are required. Some areas are already
forging ahead with the introduction of new clinics and HIV
ageing services being proposed[105].

HIV expert, UK
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Case study:
Positive Voices
survey[14],[84]
Closer collaboration between primary and
secondary care is critical in ensuring high quality,
long-term management of people living with
HIV. A 2018 BHIVA audit of monitoring in over
50s indicated a lack of communication between
specialists HIV clinics and GPs, with 89.7% of
HIV clinics sending communications to GPs over
the last 15 months, with only 7.4% receiving
communication back. A lapse in knowledge
among primary care providers (nurses and GPs)
of guidelines and requirements for long-term
management of people living with HIV needs to be
overcome[4].
At present a policy document is being drawn up on
chronic care conditions, but it is not clear whether
that will include HIV. Multiple stakeholders, e.g.,
civil organisation and patient groups, have started
working with charities engaging within wider
healthcare to develop a united front on common
issues, however the outcomes of these are yet to
be seen. A key challenge is that any conversation
on ageing or long-term care inevitably collides
with wider issues (e.g., social services). However,
integrating HIV care within policies for chronic
care is a necessary change to ensure high quality
management of the ageing cohort of people living
with HIV.

“One key policy thing we’ve got to get right
is HIV joining other conditions to get longterm care right”

What is it?
Positive Voices, implemented by PHE,
aims to routinely monitor quality of
life of people living with HIV through
surveying a representative sample
of the HIV population. An advisory
group of clinicians, social scientists,
commissioners, survey experts and
people living with HIV have been
established to guide the project[84].

What are the key features?
•

Why this is good practice?
•

First time data on quality of life
for people living with HIV has
been collected at scale

•

Provides granularity on met
and unmet needs, e.g., despite
excellent levels of medical
and clinical outcomes for HIV
treatment, the survey indicated a
lack of social and welfare support
dealing with loneliness and
isolation being the single greatest
unmet need

HIV expert, UK
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Survey outputs show a set
selection of important met and
unmet needs of participants for
the last 12 months, e.g., range
of HIV related services including
peer support, treatment advice,
stress management, smoking,
alcohol, weight management to
housing support
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04

Recommendations

4.1 Develop a national plan for HIV addressing
strategic areas of focus as a matter of
urgency

4.2 Raise awareness of
HIV among healthcare
professionals

What is the challenge?

What is the challenge?

There is no overarching government strategy for tackling HIV in
England. Instead, responsibility is fragmented across multiple national
and local bodies, resulting in both variable services and the quality of
care provided to people living with HIV.

Awareness of HIV among healthcare
professionals, particularly those in primary
care, can be varied – resulting in missed
opportunities for early diagnosis and
provision of best in class treatment and care.
It may also contribute to the persistent levels
of stigma found within healthcare settings.

There is a need for direction and leadership at the national level, which
will help prioritise and drive efforts at the local level while minimising
variation in the level of services and care currently experienced by
people living with HIV. It will also enable ambitions towards tackling
HIV to be realised, including the recent commitment to ending HIV
transmissions by 2030 [16].

What is the recommendation?
Develop a national strategy for HIV and provide government leadership
across all relevant departments to ensure implementation. The DHSC
should be the primary stakeholder, convening other national bodies,
including, NHS England, PHE, and where relevant, other bodies (e.g.,
Health Education England). Input should be sought from a wider
range of additional stakeholders, including local authorities and the
community (e.g., NGOs).
The strategy should focus on a number of key areas including:
•

Elimination of stigma in all healthcare settings;

•

Engagement of all relevant communities in HIV awareness;

•

Prevention of new HIV infections;

•

Provision of support services;

•

Recognition and management of HIV as a long-term condition.
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What is the recommendation?
NHS England should develop and mandate
training on HIV awareness and tacking
stigma for the NHS workforce. Close
collaboration with DHSC, PHE, civil society
(e.g., organisations such as THT and NAT and
others), other statutory bodies (e.g., CCGs),
and local authorities should play a role in their
development, and build on existing work,
PHE metrics and the stigma index.
Areas of focus should include:
•

Early recognition of HIV (e.g.,
symptoms, risky behaviours, indicator
conditions);

•

Elimination of stigma.

Together with training, routine assessments
should be conducted in the form of surveys
(of both healthcare professionals and service
users) to measure impact and effectiveness.

Ending the Epidemic

55

4.3	Address high rates of late
diagnosis through widening
access to testing

4.4	Use HIV as a model for personcentred treatment and care of longterm conditions

What is the challenge?

What is the challenge?

While the number of new infections of HIV have
stagnated, the rates of late diagnosis are not
falling in a meaningful way. Further, while efforts
targeting certain at-risk populations (e.g., MSM or
BAME) have had an impact, certain populations
remain hard to reach. These include certain ethnic
minorities, newly arrived migrant populations and
older people.

Management of HIV as a long-term condition is not yet addressed
in policy. This includes clinical management, for example, through
the management of comorbidities, as well as support services to
ensure a good quality of life beyond viral suppression.

What is the recommendation?
Reaching these varied populations will require
highly targeted campaigns that raise awareness
of HIV and provide access to various testing
offers (e.g., self-tests, self-sampling, testing
through sexual health clinics, testing in the
community) that are culturally appropriate and
effective. To enable this, PHE should identify and
engage community service providers who are
delivering/able to deliver effective, targeted and
local campaigns. In addition to access to testing,
behavioural support, in the form of counselling –
including in the instance of a negative test – should
also be provided.
Close monitoring of all programmes should
be conducted by PHE in conjunction with the
service providers, to assess impact and ensure
the sustainability and scale up of those that are
most effective.
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There are many lessons learnt from the management of HIV
both in England and other countries which can be used as good
practice in setting up commissioning and service models for
long-term care. Greater collaboration across the management of
multiple long-term conditions will provide several advantages,
including cost benefits as more services move to the
community, and more convenient, person-centred care for
individuals, thereby improving their quality of life.

What is the recommendation?
NHS England should incorporate HIV into all long-term
condition planning, and use HIV as an example of evolving
needs in provision of long-term person-centred care. This
requires close collaboration with the relevant Clinical Reference
Groups (CRGs, including mental health and blood and infection,
while building on existing frameworks such as House of Care.
Working alongside the NHS Long Term Plan will be critical for
successful implementation of any changes recommended.
To specifically support people living with HIV, it could include:
•

Everyone living with HIV in the UK should be assessed for
comorbidities at least once a year, and be able to receive
treatments for these in locations convenient to them;

•

A quality of life indicator should be established and routinely
measured for people living with HIV to ensure healthy ageing;

•

Increased training on HIV should be offered to all
health and social care workers across the UK, covering
HIV awareness and issues related to ageing with HIV.
awareness and issues related to ageing with HIV.
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Appendix
Does the national plan (or
affiliate guidelines) promote?
Is there a national plan for HIV? No
From April 2013, implementation of the Health and
Social Care Act 2012[20] disbanded Primary Care Trusts,
fragmenting all care commissioning. This included HIV
care and support functions which were split between
NHS England (treatment and clinical care), Clinical
Commissioning Groups (long-term condition management)
and local authorities (public health and social care).
Alongside the devolution of HIV care, there have been
continued cuts to the Department of Health’s (DoH) policy
making bodies.
As a result, there is no nationally defined policy on HIV
in England. Instead, a conglomeration of guidelines and
recommendations by government bodies (e.g., Public
Health England’s (PHE) guidance on HIV testing, NHS
England’s commissioning HIV treatment to a national
service specification) and accredited organisations (e.g.,
British HIV Association’s (BHIVA) guidelines for the routine
investigation and monitoring of adult HIV-1 infected
individuals) are used to form an overall strategy.
In contrast, there are national strategies in place for HIV in
Scotland, Northern Ireland and Wales, either standalone
or as part of policies in sexual health. The Scottish
Government published a national strategy for HIV in 2009,
covering HIV prevention, treatment and care[29]. Following
this, a Sexual Health and Blood Borne Virus Framework for
2011-2015 was released, and updated in 2015, integrating
the key aims of the HIV action plan and further developing
them for specific areas of focus in the near future[30],[106].

Awareness

Campaigns for key
populations?
PHE’s ‘Health Promotion Strategic
Action Plan for Sexual Health,
Reproductive Health and HIV 20162019’ outlines ambitions to decrease
HIV incidence in key populations and
reduce rates of late and undiagnosed
HIV [31]. This national strategy includes
the aim of improving individual’s
knowledge of sexual and reproductive
health and services[31].
It is the role of local authorities in
England to implement strategies
to raise awareness of HIV in key
populations, which are produced
by PHE.

The HIV strategy for Wales is integrated into the Sexual
Health and Wellbeing Action Plan for Wales 2010-2015[28].
This strategy is currently undergoing a review by Public
Health Wales, commissioned by the Welsh Government[107].
In Northern Ireland, the HIV strategy is also integrated
into the overall sexual health strategy, the Sexual Health
Promotion Strategy & Action Plan 2008-2013, which was
updated in 2015[31],[32]. This sexual health strategy includes
referencing to UK-wide guidance documents, such as those
from the National Institute for Health and Care Excellence
(NICE), British Association for Sexual Health and HIV
(BASHH), and BHIVA.
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Campaigns for eradicating stigma?

Sexual health education in schools?

The DoH’s ‘Framework for Sexual Health Improvement in England’
sets out the need to ‘continue to tackle the stigma, discrimination
and prejudice often associated with sexual health matters’[27].

In England, state schools have been required to
provide SRE, but this has not been mandatory for
independent schools and academies[109].

PHE’s ‘Health Promotion Strategic Action Plan for Sexual Health,
Reproductive Health and HIV 2016-2019’ states that interventions
should be developed to help reduce discrimination or stigma in key
populations[31].

Recently, it has been made a statutory requirement
for secondary schools in England (state,
independent or academies) to provide relationship
and sex education, which will come into effect
from September 2019, following a consultation
period[36]. This legislation does not specify the
exact content of the subjects to be taught, but
refers to government-endorsed advice by the
PSHE Association, which outlines that pupils
should have the opportunity to learn about STIs,
including HIV/AIDS[110],[111].

Additionally, guidelines developed by NICE and PHE ‘HIV testing:
increasing uptake among people who may have undiagnosed HIV’
highlights the need to reduce the stigma associated with HIV, both
among communities and healthcare professionals - citing it as an
issue to consider when implementing other HIV related policy[34].
The ‘Sexual Health and Wellbeing Action Plan for Wales 20102015’ addresses HIV stigma in Wales, tasking the All-Wales
Sexual Health Network and the third sector with action[28].
The original ‘Northern Ireland Sexual Health Promotion Strategy’
also contains actions for tackling stigma, however, the 2013
update did not contain any further information or detail any
specific actions[32].
HIV Scotland formed a consortium to develop a national strategy
for eradicating HIV stigma, resulting in a roadmap[108]. This policy
document outlines best practices and highlights relevant research,
helping to identify the causes of HIV-related stigma and how to
address them. This forms the foundation of a future document,
Scotland’s HIV Anti-Stigma Strategy Action Plan 2018-2027, which
is expected to be published in 2018.

In Scotland, sex education remains a non-statutory
part of the Scottish curriculum[112].
In Northern Ireland, the Department of Education
requires all grant-aided schools to develop their
own policy on how they will address SRE within
the curriculum[113].
In Wales, SRE is a compulsory part of the basic
curriculum in secondary schools, under the
Education Act 2002[114]. Additionally, primary
schools are also required to have a policy on SRE.

Key
Policy available and effective

Room for improvement

Policy not available

© 2019 KPMG LLP, a UK limited liability partnership and a member firm of the KPMG network of independent member firms affiliated with KPMG International
Cooperative (“KPMG International”), a Swiss entity. All rights reserved.

Ending the Epidemic

58

Prevention

Free condoms for key
populations?
NICE guidelines, developed in
partnership with PHE, recommend
distribution of free condoms with
lubricant to people most at risk of STIs
through a variety of settings, such
as, commercial venues, community
pharmacies and universities[43]. NICE
categorises condom distribution
schemes (CDS) into three types
1) single component schemes
which provide free condoms; 2)
multicomponent schemes which offer
free condoms as well as additional
services such as support and training
(e.g. C-Card); 3) cost-price sales
schemes[43].

PrEP for key populations?
In England, there is no policy for the
provision of PrEP. An ongoing PrEP
feasibility trial is being conducted by
NHS England, following the high court
ruling that NHS England is responsible
for the commissioning of PrEP in
England. The PrEP Impact trial makes
PrEP available at no cost to those at
high risk of contracting HIV, but has a
limited number of places[52].
In Wales, Scotland and Northern
Ireland, PrEP is freely available to
individuals who are HIV negative and
at high risk of contracting HIV [53]–[55],
though in Wales this is limited to a
three year trial[55]. Scotland was the
first of the UK nations to approve
the provision of PrEP by the NHS to
prevent HIV [53].

Occupational and nonoccupational access to PEP?
PEP is available on the NHS for free
in England if certain guidelines are
met, which recommend prescribing
PEP where there is ‘significant’ risk of
HIV infection upon non-occupational
exposure[44].
Upon occupational exposure,
guidelines recommend testing the
source and prescribing PEP if they
are found to be HIV positive or if the
source is either known to be HIV
infected, or considered to be at high
risk of infection, but where the result
of an HIV test cannot be obtained[45].
Following changes in 2015, guidelines
produced by NICE and BASHH no
longer recommended the use of PEP
following exposure if the source is
on ART with an undetectable viral
load, both in occupational and nonoccupational situations[44]–[47].

Key
Policy available and effective

Room for improvement

Policy not available

© 2019 KPMG LLP, a UK limited liability partnership and a member firm of the KPMG network of independent member firms affiliated with KPMG International
Cooperative (“KPMG International”), a Swiss entity. All rights reserved.

Ending the Epidemic

Harm and risk reduction
(e.g., needle and syringe
programmes (NSP), opioid
substitution therapy (OST),
chemsex)
Extensive policy documentation
exists from the government and NICE
which details harm reduction services
in England, including NSPs[48] and
OST [49]–[51].
The Home Office’s 2017 Drug
Strategy document highlights that
PHE should be working closely
with local authorities to promote
effective practice in addressing the
public health challenges associated
with chemsex. This includes close
collaboration with sexual health
services and community groups.
While there is reference to bloodborne viruses, no specific clause
exists for HIV [49].

© 2019 KPMG LLP, a UK limited liability partnership and
a member firm of the KPMG network of independent
member firms affiliated with KPMG International
Cooperative (“KPMG International”), a Swiss entity. All
rights reserved.

59

Ending the Epidemic

60

Testing and Screening

Free anonymous testing through specialty /
community settings?
Detailed guidance published by NICE and PHE in 2016
outlines the frequency that HIV tests should be offered to
individuals in primary and secondary care[34]. The guidelines
use the prevalence of HIV in the locality as well as the risk
status of the individual to determine the frequency at which
testing should be offered, such as opportunistic testing in
GP surgeries within areas of extremely high prevalence[34].
Clinical settings are used to promote HIV testing in
extremely high prevalence areas, as people being admitted
to hospital have blood taken for other reasons, making it a
cost-effective initiative[34].

Self-testing / sampling?
In 2015, PHE launched a nation-wide self-sampling
service for most at-risk populations (MSM, black African
populations) for HIV acquisition with the support of
local authorities[77]. In 2016, the service was devolved
to participating local authorities who have since taken
responsibility for implementing the service in their areas[77].
The law on the sale of self-testing kits for HIV within the
UK was changed on 6 April 2014, making it lawful to sell
and advertise HIV self-testing kits in England, Scotland and
Wales[73]–[76].

Additionally, BHIVA have produced UK National Guidelines
for HIV testing (2008) which cover the frequency at which
tests should be offered as well as recommending which
settings they should be offered in, such as, sexual health
clinics, antenatal services, pregnancy termination services,
drug dependency programs and healthcare services for
those diagnosed with tuberculosis, hepatitis B, hepatitis C
and lymphoma.

Key
Policy available and effective

Room for improvement

Policy not available

© 2019 KPMG LLP, a UK limited liability partnership and a member firm of the KPMG network of independent member firms affiliated with KPMG International
Cooperative (“KPMG International”), a Swiss entity. All rights reserved.

Ending the Epidemic

61

HIV specific clinical treatment

Immediate initiation on ART?
NHS England has produced a number
of policies, including ‘Immediate
ART for treatment of HIV-1 in adults
and adolescents’, which recommend
immediate initiation to combination
ART upon diagnosis[86]–[91]. This
recommendation is also made by the
British HIV Association (BHIVA) in the
recent ‘Standards of Care for People
Living with HIV 2018’[92].

Access to innovative
medicine?
In England, new HIV drugs entering
the market go through the NHS
England policy process. Through
this method, NHS England have
produced policy documents on a
number of alternatives to traditional
ART that have been shown to be
more efficacious, reduce side effects
or are required when other lines of
treatment fail[86]–[92].
In England, HIV drugs are not subject
to NICE approval[93]. Instead, decisions
on access to HIV drugs are informed
by two sets of guidelines; the HIV
treatment guidelines developed by
BHIVA, which are NICE accredited,
and the commissioning policies
published by NHS England (mentioned
in the above paragraph) that outline
which medications will be paid for by
the specialised commissioning budget
under different circumstances.

Access to regular monitoring
(e.g., viral load, adherence,
co-infections)?
NHS England’s service specifications
for specialised HIV services stipulate
the monitoring of medication
adherence to be a requirement for
people living with HIV [94].
Additionally, BHIVA guidelines provide
extensive recommendations on
methodologies for monitoring patients
at different stages of HIV, both on and
off ART, with appropriate auditable
targets[95]. These guidelines take
into consideration when additional
adherence support may be required, for
example for PWID who are on ART[95].
BASHH guidelines state that both
asymptomatic and symptomatic
patients should be offered screening/
testing for HIV (and syphilis)[115].
Additionally, patients already infected
with HIV should be tested for Hepatitis
A and Hepatitis B, and for HIVinfected MSM (and their partners),
Hepatitis C[115]. Another BASHH report
recommends MSM in general should
be tested for HIV, gonorrhoea, syphilis,
Hepatitis B, Hepatitis C and chlamydia,
given their increased risk of acquiring
these STIs[116].

Key
Policy available and effective

Room for improvement

Policy not available
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Long term care

Ageing and co-morbidity care?

Mental health services?

In England, policy refers to the management of comorbidities and
long-term care as a general health concern, rather than specifically
for people living with HIV; such as the House of Care framework ‘a
model of care which takes into account the expertise and resources
of the people with long-term conditions (LTCs) and their communities
to provide a holistic approach to their lives and help them achieve the
best outcomes possible’[99].

NHS England’s service specifications ‘for
specialised HIV services (adults)’ state that all
people living with HIV should have access to
peer and psychosocial support[94]. Extensive
recommendations are also present in the
‘Standards for psychological support for adults
living with HIV’, which outline a stepped care
model for psychological support provision[117].

NICE guidelines on ‘multimorbidity: clinical assessment
and management’ provide recommendations on managing
multimorbidities, however, HIV is not specifically mentioned[100].
BHIVA guidelines ‘for the routine investigation and monitoring of
adult HIV-1 positive individuals 2016’ and ‘Standards of Care for
People Living with HIV 2018’ both make recommendations in the
context of considering comorbidities in people living with HIV [92],[95].
This includes factoring comorbidities into decision-making when
selecting appropriate ART treatment regimens[95] and recommending
that HCPs, such as pharmacists, receive training in HIV-related areas
and associated comorbidities, reflecting the proportion of their role
allocated to HIV clinical care[92].
BHIVA guidelines highlight that people living with HIV should have
access to services to safely manage comorbidities, in collaboration
with the appropriate non-HIV specialist team and/or primary
care. Services should seek to agree local arrangements for the
management of comorbidities where the roles and responsibilities of
different agencies are clear, and lines of communication are robust.
Clear pathways should exist for entry into more specialist services
where people have less common or more complex problems[92].
BHIVA will soon be releasing the results of their 2018 national audit
of HIV monitoring and assessment in older adults.

For people living with HIV, it is recommended
that following diagnosis or other changes in
circumstance (e.g. changes to ART, difficulties
with adherence) a mental health assessment
is carried out. This is in addition to an annual
assessment, a review of mental health
management and promotion of mental health
services[92]. The target is to reach 90% of all
new patients, with documented evidence of
discussing peer and emotional support and signposting to appropriate services as required.
Both clinical guidelines and NHS England’s
national service specification for HIV specialised
services[92],[101] clearly set out supportive services
as being an essential part of the care pathway.
Standards detail that immediate emotional
support should be given from the practitioner
reporting the test result, and if more in-depth
counselling or other support is urgently needed,
rapid referral to an appropriate provider should
be offered if this is beyond the competence or
capacity of the test provider[117].

Key
Policy available and effective

Room for improvement

Policy not available
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Supportive services?
BHIVA guidelines recommend
that people newly diagnosed with
HIV should be able to access
psychological and peer support within
two weeks of receiving their HIV
positive result[92].
The BHIVA standards of care for
people living with HIV outline that
HIV outpatient units should have an
agreed pathway to enable access
to peer support as well as financial/
housing advice and support[92].
The Housing Act of 2004 states
that people with disabilities, which
includes people living with HIV, are
one of the groups given priority when
allocating housing[102].
Additionally, the Welfare Reform act
of 2012 established PIP, a welfare
benefit available to those with a longterm health conditions, such as HIV, in
replacement of DLA [102],[101].
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Executive summary
France’s response to the HIV epidemic has
made a real impact. 156,000 people in France
are estimated to be living with HIV. 90% who
know their status are on anti-retroviral therapy
(ART). 90% of this group are virally suppressed.
HIV services are widely available, including
free access to pre-exposure prophylaxis (PrEP)
for at-risk populations. Until Germany makes
PrEP available later this year, France is the only
country currently doing so among the Europe5.
But the epidemic is far from over. Many
challenges stand in the way. For example, while
the number of new infections have broadly
stabilised, it is not yet decreasing. Each year,
approximately 5,000 new HIV diagnoses are
made, with men who have sex with men
(MSM) (43%) and foreign born heterosexuals
(38%) among the two most affected groups.
Worryingly, the number of new infections is
not dropping among MSM, in contrast to other
population groups [1]. The rate of late diagnosis1
is still high, with a recent study indicating close
to 48% of diagnoses were ‘late’, and close to
29% considered very late (CD4 < 200 cells/
mm3). 25,000 individuals are estimated to be
living with undiagnosed HIV. Addressing the
needs of the ageing cohort of people living with
HIV is another challenge, given their changing

1. A ‘late’ diagnosis is one which is made at a point in time after which
HIV treatment should have been started. Currently, a CD4 cell count
below 350 cells/mm3 at time of diagnosis is considered ‘late’.

long-term health and wellbeing requirements.
Paying close attention to quality of life indicators
and making sure services such as mental health
are available is crucial. The wider legal landscape
also continues to impact the HIV response and
certain sub-populations. For example the 2016
changes criminalising the buying of sexual acts
may have resulted in further marginalisation of
sex workers.
France recently updated its strategy towards
HIV and other STIs, producing The National
Sexual Health Strategy 2017-2030 and its
associated Three Year Implementation Road
map. To understand their effectiveness in
tackling the new and emerging challenges of
the epidemic, the Steering Group2 undertook
an assessment. Going step by step across the
HIV care continuum of Awareness, Prevention,
Testing and Screening, HIV-specific Clinical
Treatment and Long Term Holistic Health, they
identified areas of strength and those with room
for improvement.

2. See Methodology section, Table 1
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Awareness

Interventions are often limited to high prevalence areas, with regions and high
risk populations3 missing out. There is a persistent lack of awareness among
the general population.

Prevention

A combined prevention approach is mandated through policy, and generally
well implemented. However, there is a lack of easily accessible STI clinics,
with only a few pilot community-based centres. Better understanding and
addressing the changing patterns of risk is one area for improvement.

Testing and
Screening

Improvements are needed in testing across various settings, including primary
and community care, and better implementation of repeat testing.

HIV specific
clinical treatment

This is conducted to an exceptionally high standard in France, meaning
the majority of people living with HIV are on ART and virally supressed.
Immediate initiation of ART is recommended, and newer and innovative
medicines are accessible. Time to initiation of treatment from point of
diagnosis may not be consistent across the country - there is limited nationallevel data however anecdotal evidence indicates this may be an area for
improvement.

Long-term
Holistic Care

Co-morbidities and ageing are generally well managed through specialists
and community networks. However, more attention must be paid to longterm well being, such as the availability of mental health services.

3. See Methodology section for list of high risk populations
4. Chemsex is the practice of consuming drugs recreationally in order to facilitate sexual
activity – typically this refers to one or a combination of three drugs: methamphetamine

(crystal meth), mephedrone (M-cat), and GHB/GBL (G). Consumption of these drugs
reduces inhibitions and therefore increases risky behaviours, whilst also exacerbating an
individual’s mental health [31]

To drive improvements in the lives of those with, or at risk of HIV, the Steering Group put
forward a number of recommendations:
• Develop an understanding of the scale of chemsex4 by mandating data collection – creating
evidence on patterns and risks to support policy development
• Establish more detailed testing guidelines on repeat testing for high risk populations –
including guidance on roles and responsibilities for testing, and how to promote repeat testing
behaviour
• Formalise the assessment of mental health for people living with HIV – including annual
mental health checks with nurses during HIV check-ups
• Expand HIV/STI community sexual health clinics - providing easy and inclusive access to all
populations for awareness, testing and prevention (e.g., PrEP programmes)
© 2019 KPMG LLP, a UK limited liability partnership and a member firm of the KPMG network of independent member firms affiliated with KPMG International
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HIV in France, the wider
context
Brief epidemiology and 90-90-90 overview
France’s HIV response has delivered good
outcomes. The number of new HIV infections
has broadly stabilised, and people with HIV who
are diagnosed are on anti-retroviral therapy and
virally supressed. As a result, France has made
good progress towards international targets such
as the UNAIDS 90-90-90, having achieved the
2nd and 3rd (see Figure 1).
A number of key challenges remain. The number
of new HIV diagnoses was approximately 6,000
in 2015 (rate of 7.7 per 100,000 residents). MSM
and foreign born heterosexuals accounted for
over 50% of these, representing 43% and 38%
of new cases respectively. It is worth noting that
while the overall number of HIV infections have
stabilised, it is still not falling among MSM [1].
There is significant geographic variation, with a
survey in 2014 indicating 42% of new infections
from Ile-de-France and 14% in two regions in
the south-east (Provence-Alpes-Côte d’Azur
and Rhône-Alpes). Population heterogeneity is
also seen, with 54% of new infections among
heterosexuals, of which 35% were born abroad
(high proportion of which were individuals from
sub-Saharan Africa).

Late diagnosis continues to persist, with an
Agence nationale de recherches sur le Sida et
les hépatites virales (ANRS) study of a crosssectional national survey indicating close to
48% late diagnosis (CD4 < 350cells/mm3), and
29% with advanced disease (CD4 < 200cells/
mm3). The number of people living with HIV
was estimated at 156,000 in 2017. MSM
comprising the majority, followed by people
who inject drugs (PWID), with a prevalence
of 14% and 10% respectively. A 2014 national
survey estimated 25,000 people were living with
undiagnosed HIV [1][2][3].
The challenges are recognised, and France’s
new strategy for HIV, included within the French
National Strategy for Sexual Health 2017 to 2030,
attempts to address these (see next Chapter).
The wider legal and policy environment also
continues to impact the current response,
contributing towards the quality of life of people
living with HIV and efforts to limit the epidemic
(see Box 1).

Figure 1. Performance towards the 90-90-90 targets

84%

90%

90%

Aware of their HIV status

On HIV treatment

Virally supressed

of which

of which

Source:Ministère des affaires sociales et de la Santé, “Stratégie nationale de santé sexuelle,” 2017
Note: 90:90:90 figures from 2013
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Box 1. The wider legal and regulatory landscape
As outlined in the Methodology section, a deep assessment of the wider legal and
regulatory landscape and its impact on the HIV response is not within the scope of this
project, however, indicated below are Italy’s current position on three common potential
barriers to the HIV response:

1) Legal protection against
stigma and discrimination:

2) F
 ree, non-discriminatory
access to healthcare:

in 1990, France passed a law
prohibiting discrimination on the
grounds of ‘health status or handicap’,
which covers people living with HIV [4],
which was further adapted in 2005 to
strengthen equality rights and social
participation of people with disabilities
[4]
. However, a national representative
survey, conducted in 2011, found
that discrimination is experienced
frequently by people living with
HIV (26%), and particularly when
applying for a job (24%) [5], suggesting
implementation of these laws may
not be widespread. Further, a study
of over 3,000 people living with HIV
indicated barrier- and refusal- related
renunciation of healthcare, with 17%
reporting a healthcare renunciation in
the preceding year. 42% had a high
level of social insecurity [6].

France has universal health
coverage, largely funded by public
health insurance, providing access
regardless of age, income or status
[7]
. Migrants are covered under
Protection Universelle MAladie
(PUMA), brought into effect in 2016,
which allows all people residing in
France in a regular, stable manner for
over three months to have access to
healthcare, regardless of their working
status [7]. Undocumented migrants,
or those with irregular status, are
covered under State Medical Support
(AME), which qualifies individuals to
receive free care for up to one year.
A seropositive status is considered a
medical emergency, and treatment
is covered under the PASS system
(a system to provide anyone access
to free outpatient hospital care) or
the Fund for Vital and Urgent Care
(FSVU) [8]. However, despite these
efforts, 2014 data from Médecins
du Monde indicated only 10.2% of
undocumented migrants accessed
AME [9]. Reasons may include
social and economic concerns
which may bar this population from
accessing care, as well as difficulties
in producing the documentation
(e.g., proof of residence) required.
Finally, reports have indicated some
healthcare professionals may be
refusing to provide care for migrants,
with people living with HIV facing an
increased risk of being denied access
[10]
.

3) D
 ecriminalisation of
behaviours such as sex
work and drug use:
While it is legal for individuals to sell
sexual acts, buying of sexual acts
was outlawed in 2016. Studies have
since indicated a detrimental effect
on safety, health and overall living
conditions in general [11]. Specific to
HIV, research presented at AIDS2018
conference indicated a decrease in
condom use and increased difficulty
in negotiated safe-sex practices
following implementation of the law [12].
The Government Plan for Combating
Drugs and Addictive Behaviours
2013-2017, developed by the interministerial Mission for Combating
Drugs and Addictive Behaviours,
addresses the use of illicit and licit
substances. The use and possession
of illicit drugs remains a criminal
offense in France, evidenced by the
recent adoption of a fixed-amount fine
(‘amende forfaitaire’) for the illegal use
of drugs [13]. While the law itself does
not distinguish between possession
and intent to supply, prosecutors
will in practice opt for an appropriate
charge depending on the quantity
of the drug found and the context of
the case [14]. Multiple harm reduction
policies are in place (see Chapter 2)
and latest data indicate only 49 cases
of newly diagnosed HIV infections
were related to injecting drug use in
2016, which constituted less than 2%
of all new HIV diagnoses that year.
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Assessment of HIV policy
in France
This chapter outlines the Steering Groups assessment of the
current HIV policy in France, and its effectiveness in tackling
the new and continuing challenges of the epidemic. It is broken
down by stages of the HIV care continuum, covering Awareness,
Prevention, Testing and Screening, HIV-specific Clinical Treatment
and Long Term Holistic Health. Recommendations for improving
the lives of those with, and at risk of HIV are outlined in the next
chapter.
3.1 Overview of national HIV policy
The French strategy for HIV is included within
The French National Strategy for Sexual Health
2017 to 2030, developed by the Ministry of
Health, aimed at providing a comprehensive
approach towards sexual and reproductive
health. It sets out ambitious goals for HIV,
including ending the AIDS epidemic by 2030 and
ensuring that 95% of people living with HIV are
aware of their status, 95% of people who know
they are HIV positive have access to treatment,
and 95% of people being treated are virally
supressed. It outlines six priorities:
•

invest in the promotion of sexual health, in
particular among young people;

•

improve health care pathways to STIs,
including HIV: prevention, screening and
treatment;

•

improve reproductive health;

•

meet specific needs of vulnerable
populations;

•

promote research and innovation and

•

support specific characteristics of Overseas
Territories.

A key strength of the French strategy is the
regular monitoring and evaluation of its policies
for cost-effectiveness, providing a source of
data for assessing impact. This has included
monitoring of specific interventions such as the
impact of the national mass screening policy
on HIV testing [15], testing policies for specific
populations [16], and the provision of PrEP (the
IPERGAY trial was not considered to be a full
cost-effectiveness model, however, it provided
an indication on the number of individuals on
PrEP needed to avoid HIV infections and the
associated costs) [17], [18].

“On paper in the national
sexual health strategy there is
everything we need to have an
impact in HIV… but different
regions will choose to implement
in different ways.”
HIV NGO representative, France

© 2019 KPMG LLP, a UK limited liability partnership and a member firm of the KPMG network of independent member firms affiliated with KPMG International
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The new policy document, together with the roadmap,
are considered by experts to be comprehensive, but they
indicate consistent implementation across the country will
a critical factor for its success.
To understand the ability of France’s HIV strategy in
tackling the new and emerging challenges of the epidemic,
the Steering Group undertook an assessment. Going step
by step across the HIV care continuum of Awareness,
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Prevention, Testing and Screening, HIV-specific Clinical
Treatment and Long Term Holistic Health, they identified
areas of strength and those with room for improvement.
Figure 2 summarises their findings, and further details on
the policy position are available in chapter 5.

Figure 2. Assessment of HIV policy in France
Is there a national plan for HIV (stand-alone or integrated with STI / ID)?

Yes 2017

Does the national plan (or affiliated guidelines) promote:

Awareness

Prevention

Testing and
Screening

HIV specific
clinical treatment

Long-term
Holistic Care

Awareness
for high risk
populations

Provision of
free condoms
and lubricants
for high risk
populations?

Availability of
free, anonymous
testing in
community
and specialty
settings?

Immediate
initiation on
ART?

Access to
ageing and
co-morbidity
management?

Campaigns
for eradicating
stigma?

Access to oral
pre-exposure
prophylaxis for high
risk populations?

Availability of
self-testing or
self-sampling?

Access to
innovative
medicines?

Access to
mental health
services?

Sexual health
education
for general
population (e.g.,
schools)?

Access to
post-exposure
prophylaxis
(PEP)?

Access
to regular
monitoring
(e.g., viral load,
adherence, coinfections)?

Access to
non-clinical
supportive
services (e.g.,
peer support,
counselling)?

Harm and
risk reduction?
Key
Policy available and effective

Room for improvement

Policy not available

Note on methodology: the assessment underlines the view of the Steering Group on current policy and its effectiveness, broken down
by stage of the HIV care continuum. Additional in-country experts provided input, and findings were supplemented through secondary
research. Full details of the policy, as related to stage of the HIV care continuum, is available in section 5)
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Awareness
•

•

•

 wareness campaigns targeting high risk populations are available, however they
A
are often limited to regions of high prevalence and are lacking among the general
population, particularly those addressing stigma and serophobia
Stigma is a pressing issue, with a lack of national, large-scale, consistent
interventions
Awareness of sexual health is varied, and effective implementation of policy is
critical to ensuring consistency across the country

What is the policy position?
The importance of raising awareness throughout
the population has been highlighted in policy.
The recent roadmap for implementation
advocates for the organisation of ‘annual
campaigns in the regions specifically for HIV
testing, viral hepatitis and other STIs’ [19].
Stigma of HIV has also been flagged as an issue.
The National Strategy recommends working on
the prejudices against people living with HIV and
fighting ‘against stigmatisation and discrimination
based on health status’ [1] but clear actionable
steps have not been recommended.

What happens in practice?
In practice, targeted one-off campaigns in the
regions most affected by the HIV epidemic,
such as Île-de-France, Provence-Alpes-Côte
d’Azur and Rhône-Alpes, have been put forward
in order to address the current insufficient
awareness levels. These often tend to target
a subset of high risk populations such as
MSM. Gaps in frequency and consistency
of interventions are partially filled by NGOs,
however again there is an emphasis on certain
subpopulations.

“Essentially, campaigns have
reduced significantly with only
certain populations, such as MSM,
being targeted. These do not reach
young people nor certain vulnerable
populations such as immigrants.”
HIV policy expert, France

There is a lack of focus on the issue of stigma,
which has fallen off the public agenda. While
consistent data on the scale of the problem is
not available, smaller studies indicate continued
prevalence of stigma, e.g., a 2015 study noted
17% of the dental and gynaecological offices
making discriminatory remarks against people
living with HIV, and a third of dental offices
refusing to offer care [20].

“There is stigma in healthcare settings,
e.g., GP’s and there are almost no
campaigns specifically on stigma.”
HIV patient and policy expert, France
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What do the experts say?
Expert consensus is that efforts to raise awareness of
HIV in high risk populations and target stigma are not
sufficient. Current campaigns are often sporadic and
short-lived, continuing to miss key sub-populations. This
poor awareness around HIV has been reflected in studies.
Although now dated, a survey from 1992-2010 indicated an
increase of misinformation around the HIV transmission,
such as a mosquito bite or using a public toilet [21].

“The government doesn’t do enough on
awareness, it’s done only by NGOs, it’s not
endorsed by the national government.”
HIV clinician and policy expert, France

Stigma has not recently been a target of any government
campaigns. Prevalence of stigma in the community is
evident, e.g., a 2016 campaign commissioned by the
Ministry of Health to target MSM populations and raise
awareness of HIV by displaying posters across 130 towns
was subject to social stigma, with the posters being
removed in certain French cities as a result of public
backlash [22].

“I haven’t seen a campaign for ten years…
stigma is strong, but very poorly addressed.”
HIV clinician and policy expert, France

Policy outlines measures to improve sexual health
education across France, but implementation is still in
infancy and success is yet to be measured

What is the policy position?
Sexual Health education in France is mandated through
policy. Previous plans focused on raising awareness of HIV
in young people, but have been replaced with a strategy
to improve sexual health education as a whole, without a
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specific focus on HIV. This offering is targeted at all school
levels, universities, and university services [1], with specific
budget requirements and key stakeholders covered by
the strategy roadmap [19]. The target is for 100% of young
people to have received high quality education in sexuality
and the associated risks throughout their school curriculum
[1]
.
The 2017 – 2030 strategy also goes further than previous
plans, by targeting those out of school or university
curriculums [1]. For example, the strategy puts forward a
plan to make sexual health information resources available
to everyone in a single database (Public Health Information
Service) [1].

What happens in practice?
The level and quality of sexual health education is reliant
on the region and provincial administrations. In certain
provinces, such as Paris and the South East of France, the
government uses local associations (CRIPS) to provide ondemand sexual health education for State-run secondary
schools. However this service is optional, and is not in
place nationally.

“Teachers are supposed to conduct sexual health
education, some do, some don’t, some don’t
feel very skilled in the area.”
HIV clinician and policy expert, France

What do the experts say?
Expert opinion is that improvements are needed in the
provision of sexual health education in France. They cite
concern over the possibility that HIV is no longer viewed as
a severe disease, which may be contributing towards risky
behaviours. Trends indicating a decline of condom use,
tripling the rate of people diagnosed with chlamydia and
gonorrhoea, have also served as indicators of a growing
challenge [21] [23].
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“Most of the young generation don’t know the
basics of HIV – risk of transmission, prevention
etc. and most of them have heard HIV can be
cured with one pill once a day and is not a big
deal anymore.”
HIV HCP and policymaker, France

Previous attempts to deliver consistent, quality sexual
health education has faced problems. Experts cite limitation
in adaptation to suit variations across regions (e.g., urban vs
rural settings), as well as use of most effective channels.
The 2017-2030 strategy highlights a concentrated effort
to address the challenges, and emphasises the need for
targeted campaigns which utilise different media platforms,
however its impact is yet to be seen.

“The Ministry of Health and French Authorities
are trying to make it so that there is no
inequality across territories.”
HIV clinician, France
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Prevention
•

•

•

Condoms, PrEP and PEP are generally widely available although some regional
variations in availability may be seen
There are a lack of easily accessible STI clinics (most of which are based in hospitals),
with just a few pilot community-based clinics
Harm reduction is generally effective, however changing patterns of risk need to be
better addressed through policy and implementation

What is the policy position?
France has a wide ranging and robust strategy
towards prevention, combining condoms, harm
reduction and biomedical interventions (PrEP and
PEP).
Policy position towards condom distribution has
evolved from being free for at-risk populations
to being accessible to everyone, along with
targeted educational, screening and psychosocial treatment programmes – but with no
explicit statement that the provision should be
free. However, the implementation roadmap
advocates trialling a condom PASS for those
under 25 in high prevalence STI areas, along
with diversifying the condom range available,
complimented with an increased social media
marketing campaign to boost uptake. As of
December 2018, the Minister of Health has
announced that condoms can be prescribed by
a doctor and consequently reimbursed by the
national health insurance [24].
PrEP has been covered by policy in France
since 2016. The National Sexual Health Strategy
2017-2030 outlines promoting, supporting and
securing access to PrEP for key groups, including
MSM and the sub-Saharan African community,
and in particular women in risky situations [1].
The updated policy states that from March
2017, PrEP can be renewed by any doctor in
combination with quarterly monitoring following
an initial prescription by an HIV experienced
doctor in a hospital, thereby widening access

to the drug. The caveat is that the prescription
must be repeated every year in a hospital or STI
clinic (CeGIDD).
Access to PEP has been widened from
occupational exposures in healthcare workers
to include non-occupational exposures, such
as sexual exposures and syringe sharing. In
these cases it is available through emergency
departments in hospitals and CeGIDD.
The need to improve access to substance
abuse risk reduction programmes has been
raised. Government-funded harm reduction
centres, CARRUD, have been established since
2004 and have seven missions pertaining to
risk reduction policy in drug use [25][26]. Recent
policy from the 2017 – 2030 strategy advocates
implementing personal support interviews for
MSM populations at high risk of contracting HIV
[1]
, whilst also targeting certain sub-populations
such as sex workers for risk reduction. The
adjoining roadmap focuses on universities, and
suggests allowing the University Services of
Preventative Medicine Promotion (SUMPPS)
to provide contraceptive and Preventative
counselling [19].
Specific reference has also been made to the
growing issue of chemsex and its contribution
to the HIV epidemic [1]. The recommendation
is to develop a chemsex consultation service
comprising of specialists and integrate it into the
wider healthcare system.
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What happens in practice?

What do the experts say?

There is a wide distribution of free condoms, from venues
such as Regional Health Agencies (ARS), medical and
screening centres, NGOs such as AIDES and places where
high risk populations may gather (e.g., bars and saunas).
A recent decline in the number of government funded
distribution has been noted, due to budget cuts at the
Ministry of Health [27].

Expert opinion on the different prevention methods and
policies is varied. Whilst there is wide access to free
condoms throughout France, Ministry of Health budget
cuts are decreasing availability.

“In gay venues you can get condoms as long as
they are available, but there always comes a
time in the year, around August, where they run
out of budget.”
HIV patient representative, France

France is active in the distribution of PrEP, and was one
of the first countries to offer the treatment for free to
at-risk populations. The number of people being treated
with a form of PrEP has risen steadily since January 2016,
to 10,405 as of June 2018, with the huge majority being
men (97.7%) and a concentration of users located in the
Île-de-France region (48%) [28]. Interim data from June
2018 indicated no new HIV infections among the 1,628
participants who chose either ‘on-demand’ or daily PrEP
[29]
, showcasing the strategy’s effectiveness. Similarly,
PEP is available and accessible (e.g., through Emergency
Departments), however the scale of treatment use is not
well documented [30].
There is a wide coverage of harm reduction throughout
France. A CARRUD centre operates in every region in the
nation [31], offering needle and syringe programmes, advice
on safer drug use, naloxone distribution, and general health
advice including condom distribution [31]. Outside of this,
it is estimated that approximately 12 million syringes are
distributed or sold to people who use drugs, mainly through
pharmacies or dispensed from vending machines for free
- further supporting the assertion that France takes active
steps to reduce harm in its population.
In addition, there are current efforts looking at how to
further improve harm reduction across France, including an
ongoing six-years trial in Paris and Strasbourg of two drug
consumption rooms [31] and investigating better methods
of connecting marginalised drug addicts to medical
professionals and social workers.
Despite the work done around harm reduction, there have
been limited steps taken to address the growing issue of
chemsex. Current initiatives to tackle the problem have not
yet been implemented at scale – for example the AIDES
emergency phone line and Whatsapp group.

“The budget from the national administration has
been decreasing so the number of condoms
available has been decreasing.”
HIV patient representative, France

With regards to PrEP, expert consensus is that access is
of a generally high standard across France - but room for
improvement exists within awareness among the general
population and medical professionals. Expert opinion is that
the general population, outside of MSM, is not necessarily
aware of PrEP and doctors may not feel comfortable in
renewing PrEP prescriptions. Steps are being taken to
rectify this, with the French agency for research on AIDS
(ANRS) in partnership with AIDES carrying out a wider
study to measure the benefits of PrEP in the Paris region
[32]
. It is hoped that the results of this study will determine
the best ways to deliver PrEP and engage migrants and
other populations with relatively low awareness levels of
PrEP [32].

“Access to oral PrEP depends on which city
you are in. In Paris you can have access and in
Marseille too, but there are still cities where it
is too complicated to get access because some
doctors are reluctant to use it.”
HIV clinician and policy expert, France

Expert opinion on PEP is positive, highlighting that PEP is
widely accessible through France in both emergency rooms
and CeGIDDS, and that the policy is well implemented.
Only minor improvements have been suggested, such as
widening access from hospitals, with a growing need to
include PEP initiation kits in HIV NGOs.

“PEP is only available in hospitals, not available in
the pharmacy or in primary care. Our tradition is
always hospital, hospital, hospital…”
HIV policymaker, Paris
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Case study:
Équipes de
coordination et
d’intervention
médicale auprès des
usagers de drogues
(ECIMUD)

Whilst traditional harm reduction is well covered in
clinical (see case study) and community settings,
expert opinion is that chemsex needs to be on
the political and public agenda. There is limited
understanding of the scale of the challenge, as
well as best routes through which to engage this
population.

“We did a great job with syringe reduction and
opiate substitution therapy and as a result have
a low level of new infections in PWIDs – we’ve
been doing it for ten years and this has been
successful.”
HIV HCP and policymaker

“With regards to chemsex, nobody knows
what to do. It’s more of a question of how to
convince and reach people who are having
chemsex – is giving syringes enough?”
HIV clinician and policymaker

What is it?
Multidisciplinary medical teams that
operate in hospitals in Paris and
intervene when patients are admitted
to hospital who have problems with
addiction (when the hospitalization is
not necessarily related to addiction).
The teams’ mission is to ensure that
patients’ needs specific to addictive
behaviours are met.

What are the key features?
•

Run across 6 centres in Paris,
the teams typically comprise of
doctors, nurses, social workers
and medical secretaries

•

Provides holistic services for drug
users, including linking into harm
reduction services

Why is it a good practice?
•
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Proactively engaging PWIDs
into prevention is important to
continue to address the epidemic
among PWIDs. Engaging at the
point of an acute health event
provides the opportunity to
evaluate addictive and cognitive
disorders, thus supporting
the patient in entering care
for their addiction, whilst also
coordinating with hospital teams
and caregivers to increase their
education.

84

Ending the Epidemic

Testing and screening
•

•

Testing has not yet integrated effectively into daily practice in primary care
settings, resulting in missed opportunities
Room for improvement exists in better implementation of repeat testing across
all settings of care

What is the policy position?
National policy encourages various routes
of testing, including through clinical and
community settings and alternatives (e.g.,
self-tests). A national screening policy existed,
with recommendation to screen all members of
the public between 15-75 years of age at least
once in their life time regardless of their risk
of exposure. More regular screening of at-risk
populations, such as an annual screening of
MSM, injecting drug users and individuals with
multiple partners from sub-Saharan Africa and
the Caribbean, was also advocated [33][34]. An
update to this policy was introduced in 2017.
This includes recommendations to repeat HIV
screenings every three months among MSM,
every year among PWIDs and annually for
people from high prevalence areas [33]. There are
also further recommendations to test for HIV
following an event such as STI, Hepatitis B or
C or tuberculosis diagnosis, rape, pregnancy,
abortion or incarceration [33].
In conjunction with this, French policy
advocates the use of rapid diagnostic tests
(RDTs). It recommends they are deployed in
certain populations, such as those with a high
prevalence of HIV (MSM, PSP, IDU, migrants),
and those who do not use the health care
system or have difficulties using it, for example
people in vulnerable or isolated areas [33]. These
tests can be administered by trained non-

medical personnel [35], which is hoped to boost
uptake in these populations.
Self-testing kits are approved by the regulations
in France [35], [36], and can either be purchased
in pharmacies, or distributed for home use by
trained personnel in centres that are authorised
to carry out RDT screening [1]. French policy
does not currently recommend self-sampling,
with on-going studies by Public Health France to
determine their effectiveness [33].

What happens in practice?
Testing is available through multiple settings of
care: free tests (together with other STI testing)
can be obtained from a medical practice, free
and anonymous testing is available through
community clinics Centres gratuits d’information,
de dépistage et de diagnostic (CeGIDD), and
Rapid Diagnostic Tests (RDTs). Particular
success has been noted in the use of RDTs,
with research indicating that community based
RDTs have been particularly beneficial to MSM
in areas of high prevalence and to sex workers,
although participation of migrant populations
were not as high [33] [37]. Hospital-based RDTs
have also contributed to increased testing
numbers when piloted, with 70% of patients
accepting an opt-in rapid HIV test during a pilot
project in six emergency departments in Paris [38]
– showing promising levels of acceptability and
uptake amongst the general population [33].
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The provision of self-testing is robust throughout France.
Self-tests are available at pharmacies nationally, with
widespread access and generally a good level of awareness
of such kits and their availability. The current cost of a selftest kit is EUR 23-28, with some NGOs in discussion to
supply self-tests for free - provided funding is secured from
the government and other sources. Data available shows
74,650 HIV self-test were sold in pharmacies in 2016 [39].

“If you walk down the street in a large French
city, you see pharmacists providing self-tests,
you see the adverts.”

85

“Repeat testing is frequently not being carried
out for high risk populations. If you want to get
testing every 6 – 8 weeks, you’d be looked
down at.”
HIV patient and policy expert, France

France also struggles to target hard to reach populations,
e.g., newly arrived migrants. These populations are often
reluctant to engage with state-run or public health services,
therefore free, anonymous and convenient testing facilities
are required.

HIV patient and policy expert, France

In addition, a few community health clinics have opened in
large cities (e.g., Le 190 in Paris, Spot by AIDES in Paris and
Marseille) in order to deliver a comprehensive sexual health
offering to high risk populations. It offers repeat testing,
STI testing and PrEP support, and is run by NGOs, which is
particularly attractive to high risk populations such as MSM.

What do the experts say?
Experts acknowledge that the efforts made towards testing
are having an impact. However, they emphasise that more
needs to be done to tackle undiagnosis and late-diagnosis,
evidenced by the average duration between contracting
the HIV infection and being tested estimated at 3.3 years in
2016 [40].
A key challenge is the limited efficacy of testing in primary
care settings, with a study from 2016 indicating the then
existing screening strategy was not well integrated into
the daily practice of GPs [15]. Lapse in knowledge among
the GPs of the existing guidance is likely to be a key driver.
Expert opinions state community sexual health clinics
targeting high risk populations should be supported, funded
and developed to increase the efficacy of testing.
Related to this, is the limited implementation of repeat
testing, even within high risk populations. Again drivers
vary, however, lapse in GP awareness and real or perceived
stigma are often cited. In addition, experts state repeat
testing is still not a key priority for neither high risk
populations nor healthcare stakeholders.

“If you want to get tested in France, first you
have to find the information on where to get
tested: there are 10 – 15 websites and it’s
not clear which has the correct information…
then, even in Paris, most free testing facilities
close when work closes and are not open on
weekends.”
HIV patient and policy expert, France

While expert consensus on self-testing is generally positive;
there is healthy uptake, with good levels of awareness
and accessibility, the cost of the service may present a
barrier. Despite the availability of self-tests, expert opinions
state there is reluctance around using self-tests, with
inadequate promotion and funding further hindering uptake.
Furthermore, a current lack of data on which populations
are using self-tests has also hindered the ability to
determine if the benefits are reaching at risk / hard to reach
populations effectively.

“We don’t know if there’s an added value in
comparison to other testing methods e.g., are
we attracting other populations we wouldn’t
normally?”
HIV clinician and policy expert, France
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HIV specific clinical
treatment
•
•
•

Immediate initiation on ART is recommended and available
Physicians do not face restrictions on which medicines can be prescribed
Long-term monitoring on viral load suppression is conducted to a high standard

What is the policy position?

What happens in practice?

French policy advocates immediate initiation
on ART following diagnosis regardless of CD4
count. The 2017 – 2020 strategy reinforces this,
highlighting the need to reduce time between
infection and treatment, and the need to address
issues such as transport, health cover and other
inequalities that impede access to treatment [1].

Policy implementation for clinical management
is of a very good standard. People living with
HIV are generally initiated on ART irrespective
of CD4 count, however, time to initiation may
vary. While policy recognises the need for
reducing time between diagnosis and treatment,
this may not always be implemented - with
anecdotal evidence of longer time frames in
linkage to care and initiation on ART. Physicians
are free to prescribe, with no restrictions or
caps on approved medicines. In line with much
of Western Europe, rapid access to innovative
drugs through clinical trials or access schemes is
available.

Generally, no restrictions exist in prescribing
following French regulatory (ANSM) approval
of medicines already approved by the European
Marketing Authorization (EMA).
Current French policy has a dedicated section for
promoting adherence to treatment. This includes
guidance on issues that may limit adherence,
such as social, psychological and behavioural
challenges [41]. There is further guidance on how
to regularly monitor adherence including the
measuring of viral load and CD4, with the overall
aim being to achieve an undetectable viral load
within six months, maintaining suppression
thereafter [41].
Haute Autorité de Santé (HAS) also provides
guidance on co-infections: all co-infections with
relations to HIV should be investigated and
treated, such as Hepatitis A, B and C, TB and
other STIs, with the drugs used to treat them
investigated for any interaction with ART [41].
The policy recommends consultation with the
National Drug Interactions database, which is
regularly updated by the Agency for the Safety of
Healthy Products (AFFSAPS).

There is also a robust network of HIV specialists
across France, which contributes towards the
strong clinical outcomes seen. The French
HIV research institute (ARNS) maintains this
network, enabling a high level of collaboration
across specialists.

“Even before European approval, there
are possibilities to have authorisation
for people who need it.”
HIV clinician and policy expert, France
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“The ANRS network involves 95% of all clinicians
in France, if you are a medical HIV specialist you
therefore know of the latest innovations through
this network and you have access to them.”
HIV patient and policy expert, France

Access to regular monitoring for people living with HIV is
well implemented in France. The efficacy of adherence
guidelines was shown in a study using the French National
Healthcare Insurance Database, which revealed adherence
to a single-tablet regimen ART was 89.6% [42]. Coinfections are actively addressed, with a study on those coinfected with HIV and Hepatitis C (HCV) suggesting that if
the annual treatment coverage rate of 30% remains stable,
a decline is predicted in active HCV prevalence in high risk

“We are good at making sure that doctors
working in different diseases connect with one
another; helped by the strong ANRS network.”
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Experts note at times treatment initiation for
undocumented migrants may face delays, as although they
are entitled to free treatment, (see Box 1) the requirements
around documentation may take weeks to be organised. It
may also contribute towards individuals not presenting to
care and therefore being lost from the healthcare system.
Concern has been raised over budget restrictions, which
may have implications for access to newer and innovative,
and therefore more expensive, medications in the future.
A move towards the use of generics, including breaking
combinations (single tablet regimens), has also contributed
towards this, however a recent study has indicated no
impact on treatment adherence between STR and non-STR
regimens [44].

“We have been giving generics for about a year
and not seen any problems regarding patient
well-being.”
HIV clinician, France

HIV patient and policy expert, France

MSM group [43].

What do the experts say?
Expert consensus is that clinical management is a strength
for France, with people living with HIV initiated rapidly on
ART and virological suppression achieved. This is evident
in France succeeding in meeting the 2nd and 3rd of the
UNAIDS treatment targets. As a result, the recent policy
document has extended the targets to 95-95-95 by 2020 [1].

“This year for instance, we are being asked to
use generic ART. So what does this mean for
new treatments? Will they have to sell at prices
close to generics, we don’t know.”
HIV clinician, France

“There is a national policy and it is implemented,
not only in Paris or big cities but across France.”
HIV patient and policy expert
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Long-term holistic care
•

•

Policy details interventions covering multiple aspects of long-term well-being,
including ageing, co-morbidities, and clinical (e.g., mental health) and non-clinical
(e.g., peer support) as well as social support
Implementation is generally effective, however, areas for improvement such as
mental health provision remains

What is the policy position?
Policy towards long-term care is wide ranging
and robust on the whole. French guidelines,
‘Infection par le virus de l’immunodeficience
humaine (VIH)’, recommend that HIV patients
with co-morbidities should be referred to a
team and specialised hospital without delay [41].
This policy also includes recommendations for
therapeutic education to ensure the patient is
informed about the prevention and management
of co-morbidities [41]. The 2017 – 2030 strategy
also addresses ageing in this context. It
acknowledges the need to improve the
prevention and screen of comorbidities amongst
ageing people living with HIV [1].
The policy towards mental health provision was
reformed in 2011 and 2013 [45]. It advocates
psychiatric treatment within hospitals or
medical psychological centres following a
referral from a doctor. Acknowledgement of the
requirement to improve the quality of mental
healthcare provided to people living with HIV
was articulated in the National Plan Against HIV
/ AIDS 2010 – 2014, which states the need to
‘strengthen the psychological and psychiatric
care of the people’ [46].
Supportive services for people living with HIV
are detailed in policy, with a particular emphasis
on peer support and counselling. Such support
can be seen in the 2010 – 2014 National Plan,
which put forward actions to ‘improve the
effectiveness of the post announcement support

system from diagnosis into care’ [46]. HAS
guidelines build on this, emphasising that newly
diagnosed patients need ‘active listening and
support that takes into account the personal,
social, cultural and environmental characteristics
of the patient’ [41].
Proactive measures to provide support are
outlined in the 2018 – 2020 roadmap [19].
It provides examples of community health
approaches (e.g., 56 Dean Street Clinic) which
could be replicated in France to offer counselling,
support, individual coaching and / or self-help
groups.
Housing and finances for people living with HIV
are addressed in the 2017 – 2030 strategy [1]. It
states there should be ‘good access to insurance
and finance, which takes into consideration
scientific progress with regard to care’ [1]. The
French system classifies HIV as a long-duration
illness and as such is 100% covered by social
security. PHLIV are also eligible for disability
benefits if the specific needs are communicated
to professionals in disability benefits [1].

What happens in practice?
Co-morbidity care in France is on the whole well
implemented. Some room for improvement,
such as long waiting times for appointments
with non-HIV specialists, has been noted. A
2018 study found that most patients hospitalised
with HIV in France presented an opportunistic
infection of at least one
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Case study:
Réseau ESPAS [48]
What is it?
co-morbidity that contributed to costs of hospitalisation ,
possibly reflecting the need for greater collaboration
between healthcare professionals to ensure comorbidities
are identified and managed optimally. Further, certain
subpopulations such as prisoners may not have access to
more innovative medicines (e.g., combinations), instead
being treated with earlier modalities of ART (associated
with higher rates of side effects).
[47]

“While access to comorbidity care is good,
sometimes the organisation of care is
complicated, for example, if you need to see
another specialist you may have to wait months
for an appointment.”

The ESPAS network is a public psychiatry
unit created in 1992 in Paris, providing
support not only to HIV positive people,
but also their relatives.

What are the key features?
•

The team consults with people
living with HIV to assess needs and
organize psychological or psychiatric
support in the community

•

The network coordinates with
stakeholders including home care,
city hospital networks, drug addiction
services, and social and housing
services

•

ESPAS also offers information about
sexuality and risky behaviour and
prevention training for people with
mental disorders, and healthcare
professionals

HIV clinician and policy expert, France

Mental health support is available, however capacity
constraints often result in delays. There have been proactive steps by the government to address this issue,
e.g., Réseau ESPAS provides mental health guidance and
therapy for people living with HIV or people presenting with
other STIs [48], with services either provided by the ESPAS
team at their premises or via home / hospital visits. The
ESPAS team also works with various stakeholders such

Why is it a good practice?
•

“If you have something that is clinically wrong,
you can be treated and usually quite quickly,
however, if you have a mental issue you need
luck – we don’t have enough mental health
clinics.”
HIV patient and policy expert, France

as drug addiction centres and housing services in the local
neighbourhood of the individual (see case study) [48].
Non-clinical support services are widely available, primarily
through an extensive network of NGOs, many of which are
publicly funded. Regional variations in the level of support
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Providing psychological and
psychiatric support to people living
with HIV is important due to the
greater prevalence of mental health
issues. Co-ordination of services in
the community fills the gap left by
provision within the national health
system.
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Case study:
Universités
des personnes
séropositives [49]

“We have this network of HIV NGOs, 250 local
HIV NGOs, most of which do peer support and
are publically funded either from government or
local authorities.”
HIV patient and policy expert, France

may exist, however general services such as peer support
and counselling services are generally well implemented.

What do the experts say?
Expert opinion on long-term holistic care is varied.
Management of co-morbidities and provision of support
services (e.g., counselling) are particularly highlighted
as strengths. Areas for improvement include closer
collaboration to reduce waiting times across specialties, as
well as greater awareness among primary care providers
to ensure people living with HIV care is continued across
various settings.

What is it?

“We have psychologists and psychiatrists in our
service, so we can help those with anxiety or
other mild mental health issues ourselves, it’s
really with the more severe cases that more
support is needed.”

What are the key features?

HIV HCP, France

Mental health remains a pressing issue for people living
with HIV in France, and is part of a wider problem of mental
health services provision for the general population. It
is reported that, despite existence of policy, care can be
challenging to access in a timely manner – which results in
some individuals paying for private mental health, costing
around 80EUR a session. Data indicating an increased
suicide risk of people living with HIV, which was last
reported at 6.3% and therefore higher than the rest of the
population, indicate the importance of high quality care
provision [28].
Expert opinions state in some cases, there is a lack of
knowledge of HIV among care providers in retirement
houses (‘EPHAD’), with a strong need to increase awareness
and acceptability of people living with HIV in these centres.
Some initiatives have been noted (e.g., the project in Nice)

“We have very clear policies on mental health
services for people living with HIV, but they are
not necessarily implemented, we are missing a
connection between policy and implementation.”
HIV patient and policy expert, France
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A gathering of around 100 participants
(people living with HIV or co-infected
with HIV and HCV) coordinated by
AIDES and held in order to work
on individual and collective health
aspects by sharing information
and experiences, and increasing
empowerment.

•

Held once a year, the event
brings together people living with
HIV, AIDES activists and health
professionals

•

The programme consists of
plenary sessions, workshops and
more informal social sessions in
order to contribute knowledge
and encourage peer support

Why is it good practice?
•

Benefits for participants have also
been shown, with an evaluation
showing that participants
experience a decline in
depression and also an increase
in satisfaction from richness of
exchanges and a reduction in
feelings of being alone. The event
also helps to support community
action, facilitating future
collaboration between carers,
patients, and AIDES.

Ending the Epidemic
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Recommendations

4.1 Develop an understanding of the
scale of chemsex by mandating
data collection

4.2 Establish more detailed testing
guidelines on repeat testing for
high risk populations

What is the issue?

What is the issue?

Trends of drug consumption are changing - away from
PWIDs who are already served with harm reduction
services in the CAARUDs. Chemsex is a key emerging
challenge in drug consumption, however there are
currently no guidelines in this area and the level of
information and public awareness of the associated risks
is low.

Repeat testing is a key tool in addressing the
undiagnosed population and reducing the rate of late
diagnosis, which remains very high. Despite guidelines
advising repeat testing for high risk populations, e.g.,
MSM, uptake remains low. This may be a result of limited
awareness among the public of current recommendations
(e.g., MSM to get tested every three months), and among
healthcare professionals of the existing guidelines of
when to offer tests.

Addressing this population is challenging, as they may
not want to be engaged through the same channels and
spaces as PWIDs (e.g., CAARUDS) and often may not
see themselves as part of the same risk group (i.e., are
not injectors).

What is the recommendation?
Produce more detailed national guidelines on repeat
testing, providing details on:

What is the recommendation?

• When to offer tests

Develop an evidence base of the scale of the problem,
including long-term trends, key risk drivers and effective
routes of engagement. Once understood, effective policy
governing outreach can be developed and implemented.

• Who is responsible for coordination / supervision e.g.,
GPs, NGOs
• How to test, e.g., self-tests, rapid diagnostics etc.
• Tools to monitor, e.g., automated text messages

This can be addressed by the introduction of guidelines to
mandate data collection on chemsex through the ANRS
and facilitation of longitudinal studies to understand:
• Population and regional heterogeneity
• Routes of consumption
• Key challenges, e.g., those who suffer from addiction
and those who manage their drug use
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Consideration should also be given to encouraging uptake
by providing financial and policy backing to self-tests and
self-sampling, and widening the range of people who are
able to distribute self-tests.
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4.3 Formalise assessment of mental
health of people living with HIV

4.4 E
 xpand HIV / STI community
sexual health centres

What is the issue?

What is the issue?

People living with HIV suffer disproportionately from
mental health issues, often a result of dealing with
multiple intersecting stigmas. While services exist, these
are at best in line with those available for the general
population, thereby not addressing the higher burden of
disease found within this population.

The National Sexual Health Strategy 2017-2030
emphasises the importance of community-based
services, including prevention and testing. It further
recognises the need for promoting and securing access
to PrEP for key groups. However, room for improvement
exists, with expert consensus suggesting outside of
MSM, the general population are not necessarily aware
of PrEP and doctors may not feel comfortable renewing
prescriptions. In addition, while testing is available
through multiple settings of care, there is limited efficacy
in primary care settings (driven by lapse in GP awareness
and real or perceived stigma), and an insufficient
presence of community-based health testing.

What is the recommendation?
Mandate assessment of mental health in people living
with HIV by nurses during annual HIV check-ups in
hospital clinics in order to assess the scale of the
problem, and begin to link people living with HIV into
mental health care when required. This can be combined
with a delivery model that works closely with community
organizations in order to stay close to the needs of
people living with HIV. Wellbeing should be incorporated
into outcomes that are tracked, not simply retention and
adherence that are tracked currently.

What is the recommendation?
Expand the number of HIV / STI community sexual health
clinics with adapted schedules (e.g., easily accessible
centres that are open on evenings and weekends) aimed
to attract high risk populations for initial and repeated
testing and PrEP programs.
Good practice should be studied and scaled up. For
example existing community based clinics (e.g., Le
190 in Paris, Spot by AIDES in Paris and Marseille) and
interventions for Rapid Diagnostic Tests (RDTs) which
have demonstrated efficacy among certain populations
such as MSM and sex workers.
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Policy Assessment
Is there a national plan for HIV? Yes
Historically France has had a national plan for HIV
/ AIDS in a standalone policy document [46]. Since
2017, the Ministry of Health has integrated HIV
care into the ‘National Sexual Health Strategy
2017-2030 Agenda’ [1]. The national strategy has
been developed by widespread collaboration
between national agencies and institutions,
national associations, academic societies and
professional associations as well as central
administrative directorates [1]. Accompanying
this policy document is a detailed three-year
roadmap (2018-2020) with guidance on how
to implement and make this national strategy
a concrete reality, outlining 26 actions to be
implemented in the next three years [19].
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Does the national plan (or affiliate guidelines) promote?

Awareness

Raising awareness in
key populations?
The National HIV / AIDS Plan 201014 highlighted the importance of
raising awareness of STIs in high risk
populations such as young people,
women and people with disabilities
[46]
. Though this was not specific to
HIV, it did advise tailoring methods
of communication, such as social
networks, to specific populations such
as young people [46].

Eradicating stigma?
The National Sexual Health Strategy
2017-2030 addresses the need to
‘fight against stigmatisation and
discrimination based on health status’,
recommending working on the
prejudices against people living with
HIV and to encourage actions that
reduce discrimination in professional
settings [1].

Sexual health education for
general populations (e.g.,
schools)
The National Plan for HIV / AIDS first
highlighted the actions for developing
and disseminating health education
for specific audiences, including
raising awareness of HIV in
young people [46].
The National Sexual Health Strategy (20172030) later outlined policies to improve
sexual health education as a whole, rather
than having a specific focus on HIV,
including offerings at all school levels,
universities and university services [1].

The more recent roadmap for
implementation of the National Sexual
Health Strategy (2018-2020) describes
organisation of ‘annual campaigns
in the regions specifically for HIV
testing, viral hepatitis and other STIs’
[19]
. This will be driven by the Health
Directorate (DGS) with Santé publique
France and the French National Health
Fund (CNAM) acting as partners,
with scenario budgeting to cover
specific or all regions calculated in
the roadmap for implementation [19].
This includes deploying regional /
local screening campaigns, such as
‘one-off’ campaigns in the regions
most affected by the HIV epidemic,
Île-de-France, Provence-Alpes-Côte
d’Azur and Rhône-Alpes, as outlined
in the Haute Autorité de Santé (HAS)
recommendations of March 2017 [19], [33].

As well as targeted sexual health
education for those in school, the
policy also targets those out of school
or university curriculums [1]. One such
example offered is to make sexual
health information resources available
to everyone in a single database (Public
Health Information Service) [1].
The roadmap for implementation of the
National Sexual Health Strategy covers
specific budget requirements and key
stakeholders to involve to realise
policy changes [19].
The target for France is for 100% of young
people to have received high-quality
education in sexuality and the associated
risks (STIs, unwanted pregnancies)
throughout their school curriculum [1].

Key
Policy available and effective

Room for improvement

Policy not available
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Prevention

Free condoms for
key populations?
The National Plan Against HIV 20102014 stated that condoms should be
made free for populations most at risk
for HIV / STIs and the vulnerable [46].
Additionally, more recent policy from
the National Sexual Health Strategy
2017-2030 states that condoms
should be accessible to everyone by
promoting them in conjunction with
targeted educational, screening and
psycho-social treatment programs.
However, it does not explicitly state
that this provision should be free [1].
The implementation roadmap for the
National Sexual Health Strategy 20172030 suggests trialling a condom
PASS for people under 25 years for
free condoms in high prevalence
STI regions [19]. The strategy also
outlines ways to build the socialmedia marketing of condoms which
are tailored to high risk populations
and diversifying the range available to
make them more appealing [1].

PrEP for high risk populations?
Trudava has been approved by the
European Marketing Authorisation
since 2005 for the treatment of HIV
infection in adults [50]. A Truvada
Temporary Use Guideline (RTU) was
implemented in France in January
2016 by the National Agency for
Drug and Health Product Safety
(ANSM) [51] for PrEP in adults who
are at high risk of transmitting HIV
through sexual activity. The European
Commission then granted an extension
of Marketing Authorisation in August
2016 for Truvada [50]. Following this the
ANSM released an end of the RTU for
Truvada [52].
HAS currently recommends PrEP for
all adults at high risk of contracting HIV
[53]
, this includes, MSM or transgender
people who have had sex without a
condom with at least two different
sexual partners in the last six months,
have had episodes of STIs in the last
12 months, at least one post-exposure
treatment for HIV in the last 12
months, or been under the influence
of drugs during sexual intercourse
(chemsex) [53]. Individuals in certain
situations should be assessed on a
case-by-case basis, including, PWIDs,
sex workers and those who have
unprotected sex at high risk of HIV
transmission [53].

Truvada for PrEP is 100% reimbursable
by the Social Security in the indication
for the marketing authorisation [53].
The National Sexual Health Strategy
2017-2030 outlines promoting,
supporting and securing access
to PrEP for key groups, including
MSM and the sub-Saharan African
community, and in particular women in
precarious situations [1].
From 1 March 2017 doctors
experienced in HIV at hospitals
or CeGIDDs can initially prescribe
PrEP, but after this renewal of the
prescription can be carried out by any
doctor in any setting combined with
quarterly monitoring [53]. One caveat
to this is that the prescription must be
repeated every year in a hospital or
CeGIDD [53].

Key
Policy available and effective

Room for improvement

Policy not available
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Occupational and nonoccupational access to PEP?

Harm and risk reduction (e.g., needle and syringe programmes
(NSP), opioid substitution therapy (OST), chemsex)

In 1998, French recommendations
for PEP in cases of occupational
exposures in healthcare workers were
extended to include non-occupational
exposures such as sexual exposures,
syringe drug-sharing users and other
exposures (e.g. discarded syringe
injuries) [54].

The need to improve the accessibility
of substance abuse risk reduction
programs such as opioid substitution
therapy was outlined in the National
Plan for HIV / AIDS in 2010 [46].
Government-funded harm reduction
centres, known as CARRUD, were
established under the public health
law in 2004 and have seven missions
pertaining to risk reduction policy
(RDR) in drug use [25], [26].

For non-occupational exposures,
PEP is available at emergency
departments in hospitals and more
recently STI clinics (CeGIDD) [55].

The National Sexual Health Strategy
2017-2030 recommends implementing
personal support interviews for MSM
populations at high risk of contracting
HIV [1]. The National Sexual Health
Strategy also includes the targeting of
sub-populations such as sex workers
for risk reduction and to promote
prevention [1].
In the implementation roadmap for
the sexual health strategy there is a

specific focus on universities, which
suggests allowing the University
Services of Preventative Medicine
Promotion (SUMPPS) to provide
contraceptive and preventative
counselling [19].
The National Sexual Health Strategy
2017-2030 also specifically addresses
the issue of chemsex, and its
contribution to the HIV epidemic [1].
Recommendations are to develop
a specific consultation service
comprising specialists which is
integrated into the wider healthcare
system.
Currently ECIMUD teams, which are
mobile multidisciplinary teams, travel
to hospitals to provide on-demand
support services for drug users and
can facilitate the psychiatric care or
hospitalisation of people living with
HIV [48].

Key
Policy available and effective

Room for improvement
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Testing and screening

Free anonymous testing through specialty /
community settings?
Recommendations from HAS 2009
were to screen all members of the
general population in France between
15-75 years, at least once in their
lifetime, regardless of their risk of
exposure [34].
Recommendations also included
the regular screening of high risk
populations most at risk, such as
annual screening of MSM, multipartner, injecting drug users and
multi-partners from sub-Saharan
Africa and the Caribbean [33], [34]. These
recommendations were targeted at
primary health care providers and in
particular at GPs [33], [34].
In 2017, HAS published a reevaluation of the HIV screening
strategy in France [33]. This has new
recommendations for screening,
including that HIV infection must be
repeated every three months among
MSM, every year among PWIDs
and annually for people from highprevalence areas [33]. Additionally, the
document recommends HIV testing
in the following cases: diagnosis of
STI, hepatitis B or C; rape; pregnancy;

signs of suggestive primary infection;
prescription of contraception or
abortion, incarceration and diagnosis
of tuberculosis [33].
The 2017 re-evaluation document
highlighted the evolution of testing
in France, including the use of rapid
diagnostic tests (RDTs) which are
used in hard to reach populations and
outside of clinical settings [33].
The Order of August 2016 has set
out specific conditions for carrying
out RDTs for HIV in medico-social or
associative environments, which can
be carried out by trained non-medical
personnel [35]. The RDTs were targeted
at certain populations, including,
people in a population with a high
prevalence of HIV (MSM, PSP, IDU,
migrant people from sub-Saharan
Africa) and people who do not use the
health care system, or have difficulty
in using it (e.g. people in vulnerable
situations of living in isolated areas)
[33]
.

Self-testing / sampling?
The National Sexual Health Strategy
2017-2030 encourages the use of HIV
self-tests, offering self-tests for free
at CeGIDD, CPEF, CSAPA, CAARUD,
CJC and community centres that have
already been authorised to carry out
RDT screening [1].
Self-testing kits are approved as in
vitro diagnostic devices through the
national regulatory body (French
National Agency for Medicines and
Health Products) [35], [36].
HIV testing by self-sampling is not
currently available in France [33].
Ongoing studies are being conducted
by Public Health France to establish
the effectiveness of self-sampling
[33]
. This includes the Remind project
whose objective is to evaluate the
effectiveness of an incentive program
for repeated testing of HIV and other
STIs among MSM [33].

Key
Policy available and effective

Room for improvement

Policy not available
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HIV specific clinical treatment

Immediate initiation on
ART?
National Health Authority (HAS)
clinical guidelines state that
combination ART should be initiated
in patients with a CD4 rate of
<350/mm3 [41]. More recent advice,
covered in the French Experts’
recommendations ‘French 2013
expert group recommendations for
‘ART of HIV-1 infection in adults’ state
that treatment should be immediately
initiated regardless of CD4 count [56].

Access to innovative
medicines?
Once European Marketing
Authorisation is obtained through the
European Medicine Agency (EMA),
it then falls to the French regulatory
agency (ANSM) to recommend use of
the therapy.

Access to regular monitoring
(e.g., viral load, adherence,
co-infections)?
National Health Authority (HAS)
clinical guidelines for healthcare
professionals dedicate a section to
promoting adherence to treatment,
providing guidance on factors
limiting adherence such as social,
psychological and behavioural
challenges [41].
These guidelines offer prescriptive
recommendations on the regular
monitoring of clinical parameters to track
adherence, including measuring viral load
and CD4. The overall aim is to achieve an
undetectable viral load (<50 copies / ml) at
six months and then maintain this [41].

The National Sexual Health Strategy
2017-2030 highlights the need to
reduce the time between infection
and treatment, including for HIV [1].
This includes addressing issues such
as transport, health cover and other
inequalities which can impede access
to immediate therapy [1].

With regards to coinfections, National
Health Authority (HAS) clinical guidelines
for healthcare professionals state that
coinfections related to HIV infections
should be investigated and treated,
including hepatitis A, hepatitis B, hepatitis
C, TB and other STIs (e.g. syphilis,
gonorrhoea etc.) [41].
This includes the need to consider that
drugs used to treat coinfections are likely to
interact with ART [41]. Recommendations
are to consult the National Drug
Interactions database, which is regularly
updated by the Agency for the Safety of
Health Products (AFFSAPS).

Key
Policy available and effective

Room for improvement

Policy not available
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Long-term holistic care

Ageing and co-morbidity
care?
With respect to comorbidities, the
French clinical guidelines, ‘Infection
par le virus de l ’ immunodéficience
humaine (VIH)’ produced by HAS in
2017 recommend that HIV patients
with comorbidities should be referred
to a team and specialised hospital
without delay [41]. These guidelines
also specify that therapeutic
education should be used to ensure
the patient is informed about the
prevention and management of
comorbidities [41].
The National Sexual Health
Strategy 2017-2030 also addresses
comorbidities, acknowledging the
need to improve the prevention and
screening of comorbidities within the
context of ageing, as it is a growing
concern, particularly among people
living with HIV [1].

Mental health services?

Supportive services?

The Public Health Code defines the
provision of psychiatric care in France,
which was reformed in 2011 and
2013 [45]. A consultation is achieved
by referral from a doctor, with
psychologists practicing in hospitals or
medical psychological centres (Centre
Médico-Psychologique).

French policy and clinical guidelines
highlight the need for supportive
services in newly diagnosed HIV
patients [41], [46]. This includes actions
in the National Plan Against HIV
/ AIDS 2010-2014 to ‘improve
the effectiveness of the postannouncement support system from
diagnosis into care’ [46].

A need to improve the quality of
mental healthcare provided to people
living with HIV is clearly articulated
in the National Plan Against HIV /
AIDS 2010-2014, referring to the
need to ‘strengthen the psychological
and psychiatric care of the people:
the positions of psychologists must
be preserved or even developed;
collaboration with psychiatry liaison
strengthened’ [46].

HAS guidelines for HIV ‘Infection
par le virus de l ’ immunodéficience
humaine (VIH)’ emphasise that newly
diagnosed patients need ’active
listening and support that takes into
account the personal, social, cultural
and environmental characteristics of
the patient’ [41].
The National Sexual Health Strategy
Roadmap 2018-2020 [19] provides
examples of community health
approaches that France could replicate
in counselling, support, individual
coaching or self-help groups by peers
and / or professionals. This includes
such clinics as 56 Dean Street Clinic
in London, which, among other HIV
services, provides follow-up care for
patients who are HIV-positive and
counselling which includes advice on
“Telling friends, partners or family
about HIV”.

Key
Policy available and effective

Room for improvement

Policy not available
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From a housing and finances
perspective, the National Sexual
Health Strategy 2017-2030 addresses
the need to improve housing and
accommodation options for people
living with HIV [1]. The strategy also
considers the financial security of
people living with HIV, stating there
should be ‘good access to insurance
and finance, which takes into
consideration scientific progress with
regard to care’ [1]. In France, diagnosis
of HIV is established as a longduration illness (affections de longuedurée) and therefore is 100% covered
by social security.
People living with HIV in France
are eligible for disability benefits.
However, the specific needs related
to HIV / AIDS must be communicated
to professionals involved in disability
benefits so that they are able to
implement these benefits in practice
[1]
.
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Executive summary
Germany’s response to the HIV epidemic has
made a real impact. The number of new HIV
infections have stabilised since 2006, and more
and more people are on anti-retroviral therapy
(ART) and are virally supressed. Germany has
done particularly well against the UNAIDS 9090-901 treatment targets, reaching 92% and
95% on the 2nd and 3rd target respectively [1].
Services are generally available to those who
need them, and its expected that pre-Exposure
Prophylaxis (PrEP) for high risk populations will
be available later this year.

Germany’s current response to the epidemic
is outlined in its framework, “The Integrated
Strategy for HIV, Hepatitis C and Other Sexually
Transmitted Diseases” launched in 2016. To
understand how successful Germany’s new HIV
strategy will be, the Steering Group3 assessed
each step across the HIV care continuum of
Awareness, Prevention, Testing and Screening,
HIV-specific Clinical Treatment and Long Term
Holistic Health. They identified both areas of
strength and those with room for improvement.

But the epidemic is far from over and Germany
still faces a number of critical challenges. Close
to 11,500 people living with HIV are unaware
of their status, and a high proportion of people
are diagnosed late each year. While services
are generally available, there are inequalities
in access - with people from certain subpopulations (such as newly arrived migrants) and
those living in rural areas facing greater barriers.
These include both the more limited availability
of HIV specialised services as well as a higher
prevalence of stigma, which may prevent uptake.

1. The UNAIDS 90-90-90 targets set in 2014 are targets for the
treatment of people with HIV – 90% of people with HIV will know
their status, 90% of people diagnosed with HIV will be receiving
ongoing antiretroviral therapy, and 90% of people with HIV on
treatment will be virally supressed by 2020. These targets are based
on the assertion that it is not possible to end the HIV epidemic
without treating all of those with HIV that need it [2]

2. A ‘late’ diagnosis is one which is made at a point in time after which
HIV treatment should have been started. Currently, a CD4 cell count
below 350 cells/mm3 at time of diagnosis is considered ‘late’ [1]
3. For full list of Steering Group members, see Methodology section,
Table 1
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Awareness

Large scale national and regional interventions exist, and are effectively
targeting high risk populations 4. Room for improvement exists in increasing
consistency across Länder (regions) and putting greater focus on eradicating
stigma.

Prevention

Interventions are well implemented. The recent inclusion of PrEP within
statutory health insurance is a milestone in strengthening a combined
strategy. Some room for improvement exists in addressing certain subpopulations, such as prisoners.

Testing and
Screening

Testing is offered through multiple settings, which are more commonly found
in urban areas. Stigma and limited access (particularly in rural areas) means
room for improvement exist.

HIV specific
clinical treatment

HIV specific clinical treatment is delivered to a high standard, in line with
prescriptive guidelines. Time to initiation of treatment may not be consistent
across all Lander (although data is limited), and the undocumented migrant
population does not yet have access to treatment

Long-term
Holistic Care

Greater focus is needed for improving long term holistic health of people
living with HIV, including more prescriptive policy, guidelines and funding for
implementation. Actions across the Länder are patchy and overall are lacking
in drive.

4. See Methodology section for list of high risk populations

To drive improvements in the lives of those with, or at risk of HIV in Germany, the Steering
Group put forward a number of recommendations:
• Tackle HIV related stigma through national level interventions - Run more campaigns
targeting stigma, distributed throughout the year to maintain momentum.
• Increase inclusive, community-based testing centres - Apply lessons from successful models
in other countries and adapt them to Germany, expanding the number and capacity of facilities to
cover a wider population
• Improve harm reduction services in prisons - Develop policy to mandate and provide guidelines
on harm reduction in prisons, to ensure coverage throughout the Länder
• Allow ART to be provided to undocumented migrants - Update policy to allow long term ART
therapy for undocumented migrants
• Focus more on chronic care for people living with HIV - Conduct a study to assess the gaps in
chronic care services required to address the long term needs of people living with HIV, to support
evidence based discussions on policy change
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HIV in Germany, the wider
context
Brief epidemiology and 90-90-90 overview
The impact of Germany’s response to the HIV
epidemic is evident. 86,100 [80,100-92,600]
people are estimated to be living with HIV/
AIDS in 2017, many of who are on anti-retroviral
therapy (ART) and virally supressed (see Figure 1
90-90-90 data) [1].
However there is still much to be achieved.
Reaching the undiagnosed HIV population
remains one of the key challenges, which was
estimated to be ~11,400 or 13% of people living
with HIV at the end of 2017 [1]. The inability
to effectively reach this population exerts
significant pressure on efforts to minimise
the onward transmission of the disease.
Furthermore, while incidence has broadly
stabilised since 2006, around 3,000 new HIV
diagnoses are still made each year (2,700 in
2017) [1], [2]. Partial data indicated that of the
772 new diagnoses where CD4 data at time
of diagnosis was available, 51% had less than
350 CD4 cells per mm3 [2], thereby falling into
the category of ‘late diagnosis’ associated with
higher rates of mortality and morbidity [3], [4].
There is inequity in healthcare services, which
means people living in certain regions (e.g., rural

locations) or certain sub populations may face
greater barriers in accessing healthcare services.
Stigma, particularly prevalent in rural areas, may
exacerbate the problem. For example, while total
incidence has stabilised, the number of new
infections in heterosexuals has risen since 2010,
reaching 670 in 2017 and accounting for 24.8%
of new infections. In contrast, the estimated
new infections in men-who-have-sex-with-men
(MSM) has seen a decreasing trend in recent
years.
Another key challenge is provision of multidisciplinary support to adequately manage the
health and wellbeing of the ageing cohort of
people with HIV.
Ensuring Germany’s current response to
tackling the HIV epidemic, and in particular the
remaining key challenges, are outlined in its
intergrated strategy for HIV and other common
co-infections (see Chapter 3). The wider legal
and policy environment also continues to impact
current efforts towards HIV, contributing towards
the quality of life of people living with HIV and
efforts to limit the spread of the epidemic (see
Box 1).

Figure 1. Performance towards the 90-90-90 targets

87%
Aware of their HIV status
of which

92%

95%

On HIV treatment

Virally supressed
of which

Source: Robert Koch Institut [1]
Notes: Data from 2017.
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Box 1. The wider legal and regulatory landscape
As outlined in the Methodology section, a deep assessment of the wider legal and policy
landscape and its impact on the HIV response is not within the scope of this project.
However, outlined below is Germany’s current position on three common potential
barriers:

1) Legal protection against
stigma and discrimination:

2) F
 ree, non-discriminatory
access to healthcare:

Germany’s General Equal
Treatment Act (Allgemeines
Gleichbehandlungsgesetz)[6],[7],
provides protection from discrimination
to all individuals, regardless of their
residence status, on six grounds: race
and ethnic origin, gender, religion,
disability and chronic disease, age
and sexual orientation [7]. The act
further prohibits discrimination in the
workplace as well as daily affairs such
as renting a house. While this law
protects HIV patients, recognition of
stigma as a key challenge in BIS2030
indicates room for improvement exists
(see Chapter 2) [8].

Germany’s high performing
healthcare system revolves around
an insurance-based system, where
the vast majority of citizens are
covered by statutory health insurance
(Gesetzliche Krankenversicherung
(GKV)), with a small proportion
covered by private health insurance
(Private Krankenversicherung (PKV))[9].
While healthcare is accessible to vast
majority of the population, a small
proportion may be left out. These
are the undocumented migrants
who have not gained or have been
refused legal status in the country
(e.g., refugee or asylum status). Any
undocumented migrants (recorded
at 167,000 in 2016 [10]), who do gain
legal status or have existing health
insurance are provided access,
although they may face some delay
(e.g., it may take up to 15 months to
receive a health insurance card).

3) D
 ecriminalisation of
behaviours such as sex
work and drug use:
Germany is one of the few countries
included in our study which provides
comprehensive protection for sex
workers, however the effectiveness
of this protection is debated. This is
achieved through 2002 legalisation
of sex work [11], and new legislation
of 2017, providing protection
including regulations making health
consultations every 12 months and
condom use mandatory [12]. A 2012
report by the ECDC indicated a high
rate (>60%) of HIV testing, and high
rate (>90%) of condom use among
sex workers in Germany [13].
On drug use, while under The
German Narcotics Act prosecutors
have discretion to refrain from
imprisonment if an individual
possesses drugs in small quantities
for personal use, it does not explicitly
specify what constitutes as a small
quantity [14] [15] and Länder are in
general able to determine limits.
Multiple harm reduction policies exist
(see Chapter 3), and the incidence of
HIV among PWIDs have remained low
(5%) and generally stable [16].
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03

Assessment of HIV policy
in Germany
This chapter outlines the Steering Group’s assessment of the
current HIV policy in Germany, and its effectiveness in tackling
the new and continuing challenges of the epidemic. It is broken
down by stages of the HIV care continuum, covering Awareness,
Prevention, Testing and Screening, HIV-specific Clinical Treatment
and Long Term Holistic Health. Recommendations for improving
the lives of those with, and at risk of HIV are outlined in the next chapter.
3.1 Overview of national HIV policy
The Federal Government of Germany adopted
a new framework and strategy to tackle
HIV in 2016. The “Integrated Strategy for
HIV, Hepatitis B and C and Other Sexually
Transmitted Infections” was jointly developed
by the Federal Ministry of Health (BMG) and the
Federal Ministry for Economic Co-operation and
Development (BMZ). Also called BIS2030 (By
2030), the document describes priorities for both
the national level and for Germany’s international
contributions, and replaces the government’s
2005 HIV policy.
For the first time, the strategy jointly addresses
HIV and other common co-infections. This has
risen from an acknowledgement of the common
transmission routes, rates of co-infections, and
the need to create synergies across the patient
journey through common interventions.

“Integration is a good step
forwards as we are talking about
the same at risk populations”
HIV HCP, Germany

It aims to create a more enabling environment
and greater cross-sectoral collaboration.
Specific objectives include: creating an enabling
environment promoting acceptance of sexual
orientations and different lifestyles, expanding
needs oriented services (e.g., taking into account
regional prevalence), developing integrated
services through provision of co-ordinated
services, promoting cross-sectoral co-operation,
and expanding on use of information and data for
planning and implementation of interventions.
A continued feature of Germany’s HIV response
is its close collaboration with NGOs. Driven
by the acknowledgement that marginalised
communities may be reluctant to engage with
state-run services, Germany has formed a long
standing and successful collaboration with
community groups to deliver key services.
Today, Deutsche AIDS-Hilfe, the largest umbrella
organisation representing local / regional NGOs
across Germany, is instrumental in leading many
interventions in awareness, prevention and
testing for high risk populations.
The Ministry of Health is committed to furthering
efforts to eradicate HIV, evidenced by the recent
availability of self-tests in pharmacies and the
announcement to include PrEP within statutory
health insurance.
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While experts acknowledge the ambitions of the current
strategy and welcome the recent developments in policy,
they also note a number of limitations in the current
response. In particular, BIS2030 provides limited guidance
on long term holistic health of people living with HIV,
for example interventions for tackling mental health. In
addition, the federal structure of Germany which gives
responsibility to Länder for implementation means
discrepancies in services and care may exist.

To understand the ability of Germany’s HIV strategy in
tackling the new and emerging challenges of the epidemic,
the Steering Group undertook an assessment. Going step
by step across the HIV care continuum of Awareness,
Prevention, Testing and Screening, HIV-specific Clinical
Treatment and Long Term Holistic Health, they identified
areas of strength and those with room for improvement.
Figure 2 summarises their findings, and further details on
the policy position are available in chapter 5.

Figure 2: Assessment of HIV policy in Germany
Is there a national plan for HIV (stand-alone or integrated with STI / ID)?

Yes 2016

Does the national plan (or affiliated guidelines) promote:

Awareness

Prevention

Testing and
Screening

HIV specific
clinical treatment

Long-term
Holistic Care

Awareness
for high risk
populations

Provision of
free condoms
and lubricants
for high risk
populations?

Availability of
free, anonymous
testing in
community
and specialty
settings?

Immediate
initiation on
ART?

Access to
ageing and
co-morbidity
management?

Campaigns
for eradicating
stigma?

Access to oral preexposure
prophylaxis for high
risk populations?

Availability of
self-testing or
self-sampling?

Access to
innovation
(e.g., new
formulations)?

Access to
mental health
services?

Sexual health
education
for general
population (e.g.
schools)?

Access to
post-exposure
prophylaxis
(PEP)?

Access
to regular
monitoring
(e.g., viral load,
adherence, coinfections)?

Access to
non-clinical
supportive
services (e.g.,
peer support,
counselling)?

Harm and
risk reduction?
Key
Policy available and effective

Room for improvement

Policy not available

Note on methodology: the assessment underlines the view of the Steering group on current policy and its effectiveness, broken down
by stage of the HIV care continuum. Additional in-country experts provided input, and findings were supplemented through secondary
research. Full details of the policy, as related to stage of the HIV care continuum, is available in section 5.
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Awareness
•

•

•

Effective national, regional and local campaigns target awareness in high risk
populations
Discrepancies across Länder can be improved, and underserved populations
(e.g., prisoners) better targeted
Stigma persists, more national-level and regional/local funding may be required
to ensure continuity and scale-up of campaigns and activities

What is the policy position?
BIS2030 recognises the importance of
awareness, stating the requirement for personal
communication campaigns for the general
population and for specific target groups,
and encouraging the use of social media and
culturally sensitive information [8].
Stigma is covered extensively. BIS2030 cites
the need to promote acceptance of sexual
orientations and lifestyles, and proposes
interventions to ensure HIV care is free
of discrimination [8]. It further proposes
interventions aimed at removing taboo, including
refining campaigns to reduce stigma, expanding
training for healthcare professionals to ensure
care is provided in a non-discriminatory manner
and promoting community-led initiatives.

What happens in practice?

The German government consistently funds
large scale, national-level campaigns. One of the
largest and most comprehensive campaigns in
existence is the “Give AIDS No Chance” (Kein
AIDS für alle), which has been targeting specific
populations for over 30 years. As of 2016, this
campaign has been rebranded under the “Love
life” (Liebesleben) brand, in order to include and
raise awareness not only for HIV, but also other
STIs [17]. It extends to social media including
Twitter and Facebook, where information is
provided on sexual health as a whole, including
HIV.
Targeted campaigns for high risk populations also
exist. These include the “I know what I do” (Ich
weiss was ich tu) campaign aimed at the MSM
population [18], and the APiS (AIDS Prevention in
the Sex Industry) programme for sex workers
with a migrant background.

BZgA, the Federal Centre for Health Education
predominantly develops campaigns aimed at
the general population, whilst NGO Deutsche
AIDS-Hilfe works towards addressing high risk
populations.

When tackling stigma, government-backed
campaigns and continuous efforts exist in
Germany. A recent example was the solidarity
campaign held over World AIDS Day 2017,
which aimed to reduce the fear of contact and to
show that people with and without HIV can live
together positively.

“Subgroups are included in all our
awareness and prevention work.”

What do the experts say?

HIV prevention coordinator, Germany

On the whole, awareness campaigns in Germany
are effective. They are well funded, targeted and
use channels that are best suited to reaching
the desired population, e.g., social media or
community (see case study).
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Where significant effort is required is in eradicating
stigma. Experts stress the importance of consistency
of campaigns throughout the year and across Länder.
Limitations in funding and devolution of responsibility has
resulted in sporadic, localised efforts. For example, large
scale programmes on stigma are only common around
World AIDS Day.

“Exploiting new trends e.g., mobile phones is
important to continue being impactful”
HIV HCP and policymaker, Germany

There is also a need to address stigma among
healthcare professionals (HCPs) through training and
education programmes. Experts’ consensus is that
real or perceived stigma continues to exist, with HCPs
concerned about asking a patient their HIV status or
being reluctant to offer a test. People living with HIV are
at times left feeling discriminated against.
Although now dated, continued stigma in society was
reflected in the Positive Voices study people living with
HIV Stigma Index from 2013 (Positive Stimmen), where
33% of people received discriminatory reactions from
their sex partners, and 18% from family [19], following
disclosure of their HIV status.

Case study: Your
Health, Your Faith
What is it?
“Your Health, Your Faith” is a project aimed
to improve the involvement of African faithbased communities in HIV awareness and
prevention services, created by national
AIDS service organisations in collaboration
with African pastors and Institute of
Sociology, University of Munich. The aim of
the project is to empower African pastors
and enable them to communicate HIVrelated messages in a culturally sensitive
manner within their communities.

What are the key features?
•

A sermon highlighting key messages
such as:
–– to get tested earlier on

“Daily clinical care of patients shows that stigma
is very present in 2018 and remains a major
barrier in all kinds of services. BIS2030 is a
declaration that everything should be stigmafree but there is no funding or resources for
implementation of the strategy”

–– to take medication (ART) when you
are diagnosed
–– to ensure solidarity and nondiscriminatory behaviour towards
people living with HIV
•

An interactive open discussion to
address HIV-related topics

HIV HCP, Germany

Sexual health education varies across regions,
and at times is met with resistance from parents,
educators or community groups

Why is it a good practice?
•

Interventions are held in culturally
sensitive areas such as churches,
where information can be delivered
in a targeted manner to a specific
population

•

Events are planned collaboratively
(involving the African churches, African
HIV activists and representatives from
HIV NGO’s or the local authority)

What is the policy position?
Health education is the responsibility of the Ministry
of Education and Cultural Affairs (Kultusministerium) in
each Länder, which outline for their respective Federal
state the corresponding curriculum. BZgA usually works
in consultation with each Länder to develop educational
material and other programmes [20].
BIS2030 details the need to provide materials to schools
in order to provide comprehensive sexual education. It
highlights the requirement for needs orientated, gendersensitive and age-specific education and cites education
as a major component to Germany’s strategy [8].
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What happens in practice?

Case study:
“Do what you want; do
it with love, respect
and condoms”

Devolved responsibility to Länder means consistency of
sexual health education differs by region but it does exist. It
can also be a controversial topic in Germany, a contributory
factor to varying consistency. However, in addition to the
school curriculum, multiple examples of interventions for
the general population and youth are available:
•

BzGA events, including information for parents and
training for teachers.

•

Government funded NGO events at community level,
including the Federal Association of Family Planning
and Counselling (pro familia) events on issues such as
contraception and sexual relationships.

•

Multiple events from different regional AIDS-Hilfen
providing sexual health education across Germany.

•

Non-governmental funded events through organisations
such as Youth Against AIDS to provide education of HIV
and sexual health among youth (e.g., peer education
programmes – see case study).

What do the experts say?
Expert opinions state sexual health education is an area for
improvement, and more consistent efforts are required.
Good practice examples exist, however these are often led
by self-funded efforts from NGOs. Current governmentled interventions, although available, are often met with
resistance (e.g., by parents, individuals and organisations
with conservative viewpoints which are becoming more
prevalent, and teachers who are reluctant to address
sensitive topics), are not well targeted (e.g., missing key
sub-populations such as young men who may not be aware
of their sexual orientation), and are not implemented to
scale.

“We’re informing the wrong people. For
example, we should be talking to a young gay
man who doesn’t know he is gay yet.”

What is it?
A peer-to-peer sex education in
schools run by the youth charity,
Youth Against AIDS, Germany. The
aim of the programme is to provide
sex education run by young people
in school and youth facilities, in an
effort to make discussions about safe
sex more accessible and easier. The
programme is funded through private
and public sector (Ministry of Health).

What are the key features?
•

Free speaking sessions on safe
sex, disease prevention, HIV /
AIDS and any other sexual topic
run by young people

•

Provision of a safe, peer-topeer environment, without the
presence of teachers or other
adults

•

Training for young adults to
become ‘peers’ through a two-day
seminar (YAA Academy)

•

Regular revision to ensure agespecific and current content to
ensure relevance, e.g., Zika virus,
the multidrug-resistant gonorrhoea
bacteria or labiaplasty surgery

•

Industry collaboration (e.g., with
Levi Strauss & Co.) to increase
appeal to young people and
secure funding

HIV HCP and policymaker, Germany

Futhermore, although it is in school curriculums, experts
indicate sexual health education is not given the same
importance as core subjects, and often it is unclear who is
responsible for delivery in the schools.

Why is it a good practice?

“Sexual health is not mentioned enough. It is
not instituted or mandated. We need more
detail and it should be in the curriculum of each
grade.”
HIV prevention coordinator
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•

Service is run by young people
for young people, making the
message easier to relate to and
more impactful

•

Collaboration with industry
partners / brands (such as
Levi Strauss & Co) increases
engagement from young people,
who are generally very image and
brand conscious
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Prevention
•

•

Combined prevention, including condoms, PrEP, PEP and harm / risk reduction
promoted by BIS2030
Recent announcements regarding inclusion of PrEP in health insurance offering
(expected 2019) considered a key milestone in strengthening existing strategy

What is the policy position?
BIS2030, complimented by medical guidelines,
promote a combined prevention strategy:
condoms, PrEP, PEP, treatment as prevention
(TasP) and harm/risk reduction.
Policy recognises the importance of a high
degree of condom use. BIS2030 outlines the
need for promotion of non-discriminatory access
to safe and affordable contraceptives, however
stops short of specifying interventions for
provision of free condoms and lubricants [8].
The role of PrEP in the reduction of HIV
transmission is acknowledged, with areas for
research identified. BIS2030 recognises there
is limited data on risk of drug resistance or
behaviour change associated with PrEP use, and
therefore states it is yet unclear to what degree
oral PrEP is recommended as a supplementary
prevention tool.
However, in July 2018, the German Minister
of Health announced that the cost of PrEP
will be covered by statutory health insurance
funds [21]. The German cabinet have approved
the legislation and the provision of PrEP
is undergoing legislative processes. Once
implemented every citizen within the at-risk
population who meets the criteria for PrEP will
have the same right to access. To supplement

this, German-Austrian guidelines for HIV PrEP
exist which detail the pre-requisites for PrEP,
situations in which it should be prescribed
(including which high risk populations are at
substantial risk) [22], and provides some indication
as to how PrEP may be administered when
included in health insurance funds.
PEP is acknowledged as a component for
prevention but BIS2030 does not detail any
specific interventions. The German-Austrian
guidelines for PEP of HIV infection refer to the
use in both occupational and non-occupational
settings, and provides treatment guidelines such
as timescales in which to start PEP and further
procedural check-ups [23].
Harm reduction is a major element in the
prevention policy for people who inject drugs
(PWIDs) with programmes including NSP and
OST identified as key to minimising the risk of
transmission of HIV, which should be continued
in low-threshold settings [8]. It also recognises
the changing patterns of drug consumption,
including Crystal, Speed, GHB and other party
drugs, and the need to develop targeted new
interventions aimed at chemsex4, e.g., in sex/
party settings or through dating portals. Aside
from BIS2030, harm reduction has also been
identified as one of the four pillars of the German
National Strategy on Drug and Addiction Policy,
highlighting the importance placed on the

4. Chemsex is the practice of consuming drugs recreationally in order to facilitate sexual activity – typically this refers to one or a combination of three drugs:
methamphetamine (crystal meth), mephedrone (M-cat), and GHB/GBL (G). Consumption of these drugs reduces inhibitions and therefore increases risky
behaviours, whilst also exacerbating an individual’s mental health [31]
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relationship between drug consumption and infectious
diseases [24].

What happens in practice?
Access to the different modes of prevention is currently
varied. Condoms, while often not free, can be easily
accessed by those willing to pay. As contraception in
general (including condoms and hormonal contraceptives)
are viewed as ‘lifestyle choices’, they are not covered
through statutory health insurance and need to be bought
out of pocket. Condoms are fairly low cost and available for
sale in drugstores, supermarkets, pharmacies, sex shops,
and condom vending machines [25].
Free condoms are available through a number of settings,
however these are considered to be limited and may vary
by region. These include NGO offices (e.g., Deutsche
AIDS-Hilfe), public health centres, medical centres and
social settings (e.g., gay bars). There are also periodic
campaigns that target high risk populations and distribute
free condoms. For example, in efforts to tackle negative
perceptions about sex and asylum seekers, Deutsche
AIDS-Hilfe worked with German condom manufacturers to
distribute 150,000 free condoms to migrant camps [26].
While there has been pressure from various political parties
(e.g., the Green Party) [27] to change the stance on free
condoms, there has been no change to date.

“Even people living under social welfare have no
access to free condoms regularly. It’s hard to
get free condoms as it’s a lifestyle problem, not
a disease problem.”
HIV NGO, Germany

PEP can be prescribed by HCPs and is covered entirely
under statutory health insurance [29]. Access is generally
easier in larger cities and, while available in rural areas,
it has been noted that there is less familiarity among
healthcare professionals. While non-occupational exposure
may require a conversation with insurance, reimbursement
is not considered an issue.

“PEP is widely available, if it’s an occupational
accident then it’s covered by the insurance. If
it’s a private risk then you have to discuss with
the insurance, but we have treatment guidelines
and recommendations from the G-BA, so
normally it will be covered.”
HIV HCP, Germany

Harm and risk reduction is regulated on a regional level. The
full range of harm reduction services are available, such
as needle and syringe programmes, take-home naloxone
programmes, and heroin-assisted treatment, however
these services vary greatly by region. Germany extends
further than most Western European countries in that
it also provides modern initiatives e.g., supervised drug
consumption rooms in 6 regions [30] and syringe vending
machines (where it is recognised as having the highest
number in the world at 160 machines) [31].

“We have done a good job and have good needle
exchange programmes. The infection rate
amongst PWIDs has gone down substantially.”
HIV HCP, Germany

Until legislative processes have been completed and
eligible risk groups have been defined (expected mid2019), availability of PrEP remains limited. From the end of
September 2017, PrEP has been available in generic form in
Germany from manufacturer Hexal in packs of 28 tablets,
costing approx. EUR 40, paid entirely out of pocket. Whilst
this acts as a work-around, this severely limits access to
certain subpopulations who may find the cost unaffordable.
An estimated 4,500 people are currently using PrEP in
Germany [28].

“You have to pay for it which means there will be
people e.g., sex workers, who won’t be able to
afford this cost.”
HIV HCP and policymaker, Germany
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What do the experts say?
Expert consensus is that policy against prevention is
largely effective, recognising efforts in awareness, harm
/ risk reduction and medical interventions. The proposed
inclusion of PrEP in statutory health insurance is a key
win and is expected to drive even greater awareness and
testing among the population.

“The inclusion of PrEP in health insurance will
be an enormous step in prevention work in
Germany.”
HIV prevention co-ordinator, Germany

Areas for improvement exist, particularly with regards to
current level of access to condoms. While experts consider
inclusion of condoms within statutory health insurance a
possible step, thereby making access free, it is recognised
that this would require large scale changes to current
reimbursement policies around lifestyle choices and other
modes of contraception. Therefore, as a shorter term step,
experts agree more efforts are required to ensure sufficient
distribution of free condoms, e.g., through large scale
campaigns.

“Condom provision is not available. In some of
our campaigns, we provide free condoms for
promotion but this is exceptional.”
HIV NGO, Germany

While harm reduction is considered to be effective in
general, experts identified the need for better coverage of
prison populations, citing needle exchange programmes are
lacking. Furthermore, emerging trends in risky behaviour,
such as chemsex, need to be better recognised and
addressed. Interventions are common in the most prevalent
areas but there is a need to ensure these are scaled up
across the country, e.g., NGOs in Berlin are increasingly
present in the party / night life scene, providing information,
awareness, and in some cases, distributing self-testing kits.
Finally, there is concern over the lapse in knowledge among
HCPs (e.g., GPs) in having informed conversations with
individuals on risky sexual behaviours.

“The general knowledge among GP’s [on
chemsex] is close to zero – there is no real
strategy or guidelines on how to deal with it.”
HIV policymaker and HCP, Germany
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Testing and screening
•
•

•

Free testing is available in multiple settings, however is often non-anonymous
Anonymous testing is primarily limited to public health centres and NGOs, which
may prevent certain high risk populations from regular access
Efforts by state and NGOs, together with recent introduction of self-tests may
enable greater access

What is the policy position?

What happens in practice?

Policy outlines testing comprehensively. Various
settings and service providers available for
testing are noted, including anonymous testing in
the form of public health services, low-threshold
advisory and testing provided by NGOs, and
free testing in clinics by registered physicians.
It highlights the need for specific and effective
services targeting high risk populations, and
proposes interventions such as evaluating new
testing procedures, updating guidelines and
providing training for HCPs [8]. Guidelines exist
which complement policy, e.g., specifying
indications to HCPs to initiate testing.

Testing is available through multiple settings,
however, those that are both free and
anonymous remain limited. BIS2030 itself
acknowledges this, particularly the challenge
it poses for marginalised groups [8], a point
corroborated by experts.

In accordance with the Act on Medical Devices,
HIV self-tests are legal and permitted in
Germany [32]. Recently, pharmacies and drug
stores have been permitted to sell CE marked
self-tests [33]. Self-sampling is also available in
some regions, in the form of pilot projects.

“It would be better to have more
anonymous ways of testing with low
barriers.”
HIV HCP and policymaker, Germany

“It is a good idea to give people selftesting kits, instead of them coming in
to get tested every few months.”
HIV prevention co-ordinator

Testing that is free but non-anonymous is
available throughout the country. These can
be accessed through primary (GPs, medical
centres) and specialty care (hospitals including
Emergency Rooms). Testing in these settings
requires opt-in (informed consent) and is fully
reimbursed under statutory health insurance
when an infection is suspected. If a patient
requires to be anonymous, an out of pocket fee
for the test can be paid.
Testing that is free and also anonymous is also
available, however regional discrepancies exist.
State-run Public Health Authorities and NGOrun community programmes provide these, and
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are generally considered to be a more accessible option
for high risk populations (e.g., migrants). The frequency
of state-run Public Health Authorities vary across the
Länder, and some may have limited opening hours creating
barriers to those at work during the day. Communityrun programmes, such as CB-VCT clinics for MSM or
checkpoints (e.g., Cologne, Berlin, Munich and Hamburg)
also exist.
Since September 2018, self-tests have become widely
available in pharmacies and drug stores, costing approx.
EUR 26, which experts have cited as a barrier for repeated
use.

“Self-testing will ensure there are less barriers to
testing in the future.”
HIV NGO, Germany

To enable awareness and correct use, the Ministry of
Health and the Paul Ehrlich Institute (PEI) have launched
an extensive information campaign, including assistance
on the various tests available, how they work, instructions
on when to use it, and advice on dealing with a positive or
negative result [34].
While self-sampling is not yet widely available in Germany,
several pilots are underway to gauge interest among the
public, e.g.:
• In Bavaria, there is a trial for a year where participants
can register online, have an initial consultation at a
checkpoint and can proceed to decide how often they
would like to receive the kit, at a price of EUR 32 per test
process [35]. Information on linkage is provided via SMS
• In North-Rhine Westphalia, a teSTIt kit has been
released for HIV and other STI’s including syphilis and
chlamydia [36].
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What do the experts say?
Room for improvement exists in current policy and its
implementation, which are impeding the effectiveness
of HIV testing in Germany. This is reflected in the large
undiagnosed population, currently standing at 13% of
people living with HIV, and also the rate of late diagnosis [1].
More opportunities for free and anonymous testing are
needed. Currently Public Health Authorities offer this,
however challenges exist in convenience (due to location
in larger cities) and perception as populations from
marginalised communities may be reluctant to visit staterun services. Evidencing this, there is generally a low
number of positive tests in these settings.

“It is an official setting, and has high barriers
for people to go, with very few positive test
results.”
HIV HCP, Germany

Testing services that are accessible to all populations are
another requirement. Experts note that while targeted
community-run services for certain subpopulations exist
(e.g., CB-VCT for MSM), these may have the effect of
deferring other populations thereby missing opportunities.
Therefore, more efforts towards establishing inclusive
environments may be required.

Experts also cited the need to train and educate HCPs,
particularly those in primary care on current guidelines
on HIV-testing and in tackling fear of real or perceived
stigma. It was mentioned that HIV-tests are rarely offered,
even to patients who present with STIs or other indicator
diseases (see indicator disease list by EACS guidelines)
thereby missing opportunities to test patients for HIV with
significantly increased HIV infection risk.

“The GP is a challenging area, they don’t classify
the symptoms correctly and don’t do an HIV
test, so quite frequently, patients come to
treatment too late. GP’s need more awareness
on patient symptoms.”
Patient group representative, Germany

Finally, removal of opt-in may encourage more routine
testing (e.g., in emergency rooms, routine testing
in hospitals or primary care) thereby providing more
opportunities.

“The biggest barrier on testing is the consent
form and opting-in.”
HIV HCP, Germany

“As soon as the centre hired one black African
woman, we had loads of women coming in to
get tested.”
HIV policymaker and clinician, Germany
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HIV specific clinical treatment
•

•

Immediate initiation on ART is recommended and considered to be well
implemented
Fast access to new medication is available, with each physician free to determine
optimised therapy for each people living with HIV

What is the policy position?
Policy and guidelines mandating clinical
treatment are effective; recommending initiation
on ART (irrespective of CD4 count), early
treatment initiation, and continuous monitoring.
The German-Austrian guidelines on anti-retroviral
therapy of HIV infection are prescriptive, and are
regularly adapted to reflect the most advanced
clinical practice. Accordingly, the guidelines
recommend treatment to be commenced as
soon as possible after diagnosis and following
a risk assessment, including CD40 count [8], [37].
They also provide details on different treatments
depending on CD40 count, cover alternatives to
traditional ART that have been shown to reduce
side effects or are required when other lines of
treatment fail [37].

“Other countries could learn from
Germany that everyone is covered
under innovative medicines and
new treatment methods are usually
reimbursed very quickly.”
HIV HCP, Germany

Germany is unusual among the Europe5 in
that it allows new medicines to be prescribed
immediately following European Medicine
Agency (EMA) marketing authorisation, prior
to pricing and reimbursement decisions have

taking place. Under the ArzneimittelmarktNeuordnungsgesetz (AMNOG), the German
law related to marketing of pharmaceutical
products (adopted in 2010), the prices set by
manufacturers for newly approved prescription
medicines are evaluated by the Federal Joint
Committee (Gemeinsamer Bundesausschuss/GBA) together with research from the Institute for
Quality and Efficiency in Health Care (IQWIG)
as needed, to assess the added value compared
to appropriate and established therapies. This
process results in the decision on pricing and
reimbursement.
Should a medicine not be available through
statutory health insurance, physicians can
still prescribe EMA approved medicines to be
paid for out of pocket or through private health
insurance.
The need to jointly address HIV with coinfections is recognised. BIS2030 emphasises
the importance of integrated treatment and
further extends to note needs for specific subpopulations need to be taken into account [8]. The
German-Austrian guidelines for post-exposure
prophylaxis of HIV infection detail the need for
Hepatitis B and C and other STI tests in addition
to a HIV test, after sexual exposure [23].
Guidelines also cover monitoring including
adherence therapy, and detail interventions
based on success or failure of therapy, including
simplification of therapy.
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What happens in practice?
Patients who enter care are very well managed. Physicians
typically have no restrictions in medications they can
prescribe, and have the freedom to develop optimised,
personalised treatment plans taking into account patient
condition, psychological state and behavioural aspects.

in 2006 to 87% in 2017 [1]. Furthermore, Germany has
achieved the 2nd and 3rd of the UNAIDS 90-90-90 targets,
further reinforcing its success in initiating people with HIV
in ART and virological supression [1].

HIV HCP, Germany

Experts noted that undocumented migrants, i.e., those
who have not applied or have had their asylum or refugee
applications denied, cannot at present access healthcare,
which includes HIV treatment. Although this is a small
number of the total of people living with HIV, ensuring this
population is able to access ART is important in improving
individual health as well as minimising onward transmission
of infection [8].

The ability of German physicians to prescribe medication
immediately following EMA approval has enabled fast
access for patients, believed to contribute to the high
clinical outcomes seen today (in HIV and other therapeutic
areas).

“Insurance is a big problem, especially for
uninsured migrants that we can’t bring into
treatment.”

“Within 2-3 weeks, everyone gets started on
therapy, and that’s uniform across Germany.”

Prevention coordinator, Germany

“If you have a new drug licensed by the
European agency, all the other countries
first have cost negotiations before the drug
becomes available, whereas in Germany,
once it’s approved, it gets licensed and can be
prescribed, and then cost negotiations start.”
HIV HCP, Germany

With regards to co-infection testing, physicians typically
test for Hepatitis A, B and C, syphilis and other STI
screening when testing for HIV. Testing is also available
through public health centres for free.
Viral load monitoring is consistent, supported by guidelines
from Deutsche AIDS-Gesellschaft e.V. Patients are
generally screened every 3-6 months.

“In Germany, there is very close viral load
monitoring.”
HIV HCP, Germany

What do the experts say?
Experts agree clinical management of HIV is of a very high
standard. Those who are linked to care are initiated on
ART irrespective of CD4 count. While national level data
on time to initiation of treatment is not available, good
practice examples indicate treatment starts within 2-3
weeks of diagnosis - however, this may not be consistent
everywhere. The effectiveness of the current policy and
practice is evidenced by research from the Robert Koch
Institute, which shows that from those who have been
diagnosed with HIV infection the proportion of individuals
receiving antiretroviral therapy has increased from 74%

Some interventions to tackle this challenge exist. For
example, as part of Fast-Track Cities initiative, Berlin has
secured EUR 1.5 million to offer medical care to those
without health insurance, including undocumented
migrants[39]. However, this is restricted to Berlin and is in
the budget for the forthcoming year so has not yet been
secured (and the real needs will be much higher).
A minor concern noted by experts is the pressure on
individual physicians to be accountable for drug spending.
This may place an administrative burden on the physician
due to the need to demonstrate clinical need when
prescribing a more expensive medication if there is a
cheaper, but equally efficacious treatment available.
While reforms including AMNOG has resulted in price
controls, experts note that the current cost effective
analyses do not take into consideration surrogate
parameters. This is an important consideration for HIV,
particularly for accurately capturing benefits of long term
care and the promotion of healthy aging.
Finally, experts also note there is a push from health
insurers to prescribe generics version of drugs where
available. While not a major concern at present, it may
present a challenge in the future when more generics
medicines are available thereby making access to newer /
innovative and more expensive drugs more restricted.

“We are personally liable for our prescriptions.
So if there is a price difference between equally
efficacious treatments, we can be denied
reimbursement. It’s a very frightening prospect,
especially for high cost medicine”
HIV HCP and policymaker, Germany
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Long-term holistic care
•

•

Limited or no HIV-specific policy and German-specific guidelines on ageing, comorbidity management and mental health for people living with HIV
Strong collaboration with NGO’s ensures effective widespread non-clinical
supportive services e.g., counselling and peer-support

What is the policy position?
BIS2030 is limited in its coverage of elements
of long-term care. Ageing and co-morbidity
care are not covered, and while the GermanAustrian guidelines on anti-retroviral therapy of
HIV infection detail the need for the choice of
drug combinations to be based on aspects such
as co-morbidities, it provides no further detail
on the management of comorbidities itself [37].
Germany typically refers to European EACS
guidelines for ageing and comorbidity care [40].

“Co-morbidities are a significant future
challenge, e.g., oncology. In general the
system is aware of this and trying to
put new guidelines in place.”
HIV HCP, Germany

Mental health is highlighted as an issue, however
no interventions are detailed in regards to
providing or improving access to mental health
services for people living with HIV [8]. Various
guidelines are available, including the German
guidelines produced by Deutsche Gesellschaft
für Neuro-Aids und Neuro-Infektiologie
e.V.(DGNANI) in addition to EACS guidelines.
Similarly, BIS2030 indicates the need for integrated
advisory and care services, but does not explicitly
state what care services should be included [8].
Multiple state-funded programmes (often delivered
by NGOs) exist, including those targeting specific
sub-populations.

“We give money to NGO’s for
counselling work for different
subpopulations.”
HIV prevention co-ordinator

What happens in practice?
Experts note that the EACS guidelines,
which are prescriptive and cover multiple
indications, are heavily relied on for co-morbidity
management and care. Referral routes are
generally well established.

“E ACS guidelines are well used in
Germany and we are very familiar with
ageing and comorbidity management.”
HIV HCP, Germany

Mental health services are available, however
challenges in access exist. While HIV specialists
are able to refer patients to counselling or other
psychosocial support as required, there are
capacity constraints with referred patients often
waiting up to 6 months to get an appointment.
There is also at times a lapse of knowledge
among mental health professionals in managing
people living with HIV.
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With regards to non-clinical support, despite limited
reference in BIS2030, expert consensus is that supportive
services for HIV is an area that is well provisioned,
particularly due to the action of state and privately-funded
NGOs. State funded NGO’s such as Deutsche AIDS-Hilfe
provide extensive supportive services including free,
anonymous telephone, online and personal counselling and
information about testing or treatment. The NGO is also
able to refer patients to self-help, HIV specialist doctors and
peer support groups.

“In Berlin alone, we have 13 different projects at
NGO level, working in fields from counselling to
caring for people at home.”
HIV HCP, Germany

There are services dedicated to sub-populations, e.g.,
Live Chat for Gay Men. Often NGOs also visit hospitals,
providing non-medical support services to in-patients.

What do the experts say?
Expert consensus is that while certain elements, such as
non-clinical supportive services, are very effective, there
is room for improvement in policy and in the other areas of
long-term holistic care.
There is a lack of focus on these issues in policy and
strategy which results in coverage for addressing long-term
care and ageing being limited, with prescriptive policy,
guidelines and funding for implementation all requiring
improvement.

for a test). Expert opinion further states that there is
sometimes a lack of interest or knowledge in best practice
in managing co-morbidities, with HIV specialists often
preferring to manage the infection only, and GPs / primary
care providers lacking knowledge and training to effectively
manage multi-morbid HIV patients.
With regards to mental health, expert consensus is that
there is room for improvement, citing long waiting times
and lapse in knowledge of best practice care of people
living with HIV among mental health professionals. This is
corroborated by a 2017 survey undertaken by Deutsche

“Some doctors don’t go to conferences or
training. We need to raise the interest of comorbidities among GPs and other specialists.”
HIV NGO, Germany

AIDS-Hilfe, where only 16% of over 170 people living with
HIV participants indicated their psychotherapist had good
knowledge of HIV, and almost a quarter of participants
stopped therapy early [41].

“Although possible, if you want to see a
psychologist for depression, or a neurologist, it
can take months to get an appointment.”
HIV HCP and policymaker, Germany

In improving management of co-morbidities, experts
note the need for shortening wait times post-referral to
other specialists (although not unusual to HIV) and the
lack of reimbursement for certain preventative tests, e.g.,
bone mineral density (when there is no clinical need, i.e.,
osteoporosis, there can be difficulties in obtaining approval
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04

Recommendations

4.1 Tackle HIV related stigma through
national level interventions

4.2 Increase community-based
testing centres

What is the issue?

What is the issue?

Although addressed by the national strategy, actions
to tackle stigma lack consistency through regions and
throughout the year. There is a further gap in addressing
stigma among HCPs, where expert consensus is that real
or perceived stigma continues to exist resulting in HCPs
being concerned about asking patients their HIV status or
being reluctant to offer a test.

Testing is offered through HCPs, Public Health
Authorities, and NGOs. The latter was initiated to
particularly target high risk populations (MSM and PWID)
who may not engage with state-run services. This has
since seen good uptake. However, certain hard to reach
populations remain, such as migrants from areas where
HIV is endemic, and are not effectively targeted by
existing services.

What is the recommendation?
Run an increased number of national level campaigns
targeting stigma against people living with HIV. Current
campaigns are sporadic, with events around World AIDS
Day and one or two others (e.g., spring and late summer).
New campaigns should be distributed throughout the
year in order to provide more continuous exposure to the
messaging and a greater impact.
In order to address stigma among HCPs, HIV awareness
and stigma training should be integrated into health care
professionals’ and social workers training curriculums.
Training could be incorporated with training on other
aspects relevant to equal treatment such as gender and
sexuality in order to widen the impact.
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What is the recommendation?
Increase the number and type of testing facilities in
community settings. These should include, among
others, targeted services for hard to reach populations
such as migrants. To enable this, walk-in services
with convenient hours, free (and anonymous) access,
supportive services such as counseling and an inclusive,
stigma-free environment would be required. Supporting
awareness campaigns that effectively target key
populations and encourage uptake of testing would need
to be developed.
Good practice examples, such as Dean Street Clinic
in London can be adapted for the larger cities (Berlin,
Cologne, Hamburg and Munich) - enabling both wider
uptake of testing as well as efficient linkage to care.
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4.3 Improve harm reduction
services in prisons

4.4 E
 nable provision of ART for
undocumented migrants

What is the issue?

What is the issue?

BIS2030 recognises the need for prevention and care of HIV
(and other co-infections) in prisons and the National Drug Plan
outlines harm reduction steps. There is acknowledgment
there is room for improvement with regards to HIV prevention,
diagnosis and treatment in prisons, as prevention measures
haven’t been equally implemented. Besides suggesting
collection of data to inform and adjust prevention measures
in prisons, there is no specific policy to support PWIDs in
prisons is available, and the devolution of responsibility for
administering the penal system to the Länder means regional
discrepancies in services exist. While various programmes,
such as condom distribution, psychosocial counselling,
OST are found, availability varies. Further, needle exchange
programmes are rare, with possibly just one syringe
distribution project in existence at present (women’s prison in
Berlin).

Undocumented migrants, i.e., those who have not
applied or have had their application for refugee / asylum
status denied and do not possess health insurance
currently cannot access ARV therapy for HIV / AIDS.
Whilst migrants who have legal status are able to access
the healthcare system, those who don’t are hindered.
Further, fear of deportation and reluctance to engage
with state-run services means undocumented migrants
often do not engage with social welfare offices or local
Public Health Authorities (which provide anonymous,
free HIV testing and counselling). While undocumented
migrants from Eastern European may be covered for
‘emergency care’ from their home national insurance,
however, ART does not constitute as an emergency and
therefore, is not covered.

What is the recommendation?
Policy and implementation guidelines on harm reduction
strategies for prisons need to be developed. To inform policy,
a small pilot could be initiated in a large city (e.g., Berlin or
Hamburg) to trial a series of comprehensive harm reduction
services and capture data on effectiveness. Lessons can also
be learnt from programmes available in other countries, such
as Australia and Switzerland. A small-scale trial in a larger
city prison could enable good practice to be established and
lessons learnt for scale up. A first step could be a round table
discussion on good practice (e.g., from other countries) and
design of a pilot.
This effort will contribute towards minimising transmission of
communicable infectious diseases in prisons.

What is the recommendation?
A policy change is needed to enable ART for
undocumented migrants. Lessons can be taken from
current management of chronic conditions such as
tuberculosis (TB), where undocumented migrants can
access long-term treatment though local Public Health
Authorities and outpatient clinics.
Treating HIV among the undocumented migrant
population is critical for minimising onward transmission
of the virus as well as engaging people in care. This is a
key step in ensuring Germany reaches the ambitious 9090-90 treatment targets and ends the epidemic by 2030.
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4.5 Ensure greater focus on
chronic care for people living
with HIV
What is the issue?
People living with HIV have chronic care needs
that are currently not always met by the German
healthcare system due to policy not existing in areas
such as comorbidity management, mental health
services and care for people ageing with HIV.
Comorbidity management often sees patients
subject to lengthy waiting times for appointments
with specialists, and reimbursement is not available
for some important preventative tests (such as bone
mineral density) when there is no clinical need (i.e.
exiting osteoporosis). Further to this, HCPs may
sometimes lack interest in or knowledge of HIV,
reducing the quality of care that people living with
HIV receive.
Similarly, whilst people living with HIV suffer from
mental health issues disproportionately to the
general population and require more extensive
support, appointment wait times are long and
there continues to be a shortage of mental health
professionals (especially in more rural areas). Again,
professionals may be limited in their knowledge of
HIV.
These shortcomings mean that management of HIV
as a chronic condition in Germany could be improved.

What is the recommendation?
Develop policy on chronic care for people living with
HIV in order to address these challenges, first by
studying the gaps in services that are required to
effectively address the long-term requirements of
people living with HIV. There is a need to increase
ease of access to specialists and capability of
specialists in managing patients with HIV, and a
more complete view of the current challenges would
enable evidence-based discussions on required policy
changes.
Successful integration of chronic care services in HIV
treatment and care is imperative to ensuring longterm health and wellbeing as well as the provision of
person-centred care.
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05

Policy Assessment
Is there a national plan for HIV? Yes
In April 2016, Germany adopted a national level
plan on HIV, as part of a cohesive infectious
disease strategy, titled “BIS 2030 – Integrated
strategy for HIV, Hepatitis B and C and other
sexually transmitted infections”. BIS2030 is a
needs-based, integrated and cross-sectoral joint
strategy presented by the Federal Ministry of
Health and the Federal Ministry for Economic
Cooperation and Development [8].
BIS2030 follows the previous “National Strategy
of the Federal Government to Fight HIV/AIDS”,

launched in 2005 and the accompanying “Action
Plan to implement the Strategy of the Federal
Government to fight HIV / AIDS”, launched in
2007 [42].
As sexually transmitted infections were included
in the previous strategy, BIS2030 acts an update
and extension to include infectious diseases
such as Hepatitis B and C for the first time as
they share comparable transmission routes with
HIV and have higher incidence in similar risk
groups [8].

BIS2030 strives to achieve the goal set by the international community in the 2030 Agenda for
Sustainable Development, to end the AIDS epidemic, and specifically outlines objectives including:

01
Creating an enabling
environment which
promotes acceptance of
sexual orientations and
different lifestyles

04
Promote networking and
cross-sectoral cooperation
to reach people in their
respective circumstances
to facilitate coordinated
integration in prevention,
testing and care services

02
Further expanding needsorientated services
for populations at risk,
considering variances in
regional prevalence

03
Developing integrated
services which address
different infections and
coordinate prevention,
testing and care services to
prevent transmission and
co-infection

05
Generating and expanding
strategic information
and data as the basis
for planning and
implementation
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Does the national plan (or affiliate guidelines) promote?

Awareness

Awareness for key
populations?

Campaigns for eradicating
stigma?

BIS2030 recognises the importance
of awareness; stating the requirement
for personal communication
campaigns for the general population
and for specific target groups.

BIS2030 extensively covers stigma
and discrimination, citing the need
to promote acceptance of sexual
orientations and lifestyles, and
proposes interventions to ensure HIV
care is free of discrimination [8].

It acknowledges campaigns need to
be adjusted according to the target
populations, and details requirements
for specific subgroups, e.g., use of
social media, culturally sensitive
awareness information for migrants [8].
BZgA, the Federal Centre for Health
Education, predominantly develops
campaigns aimed at the general
population, whilst NGO Deutsche
AIDS-Hilfe works towards addressing
high risk populations.

BIS2030 proposes interventions
aimed at removing taboo from STI’s
including:
• Refining campaigns to reduce
stigma and discrimination,
• Expanding basic and further
training available to healthcare
professionals to ensure care is
provided in a non-discriminatory
manner, and enable sexuality and
STI conversations in doctor-patient
relationships,

Sexual health education for
general populations (e.g.,
schools)?
Sexual health education in schools
is mandated across Germany,
and comes under the BzGA and
authorities of each federal state [20].
The content of each curriculum may
differ by state, depending on the
Ministry of Education and Cultural
Affairs (Kultusministerium).
BIS2030 also details the need to
provide materials to schools in
order to provide comprehensive
sexual education. It highlights the
requirement for needs orientated,
gender-sensitive and age-specific
education and cites education as
a major component to Germany’s
strategy [8].

• Developing interventions aimed
at reducing stigma in institutions
such as prisons, police forces and
employment agencies,
• Continuing activities of civil society
organisations and community-led
initiatives, including informing
patients.
Key
Policy available and effective

Room for improvement

Policy not available
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Prevention

Provision of free condoms
/ lubricants for high risk
populations?
BIS2030 outlines the need for a high
degree of condom acceptance and
use, the need for promotion of nondiscriminatory access to safe and
affordable contraceptives, and the
provision of condoms for prisoners.
However, it does not specify
mandatory interventions ensuring free
condom and lubricant provision [8].

Access to oral PrEP for high
risk populations?

Access to post-exposure
prophylaxis (PEP)?

BIS2030 recognises that PrEP can
reduce the risk of HIV transmission,
although it recognises there is limited
data at present on risks of drug
resistance or behaviour change as
a result. It therefore states it is yet
unclear to what degree oral PrEP is
recommended as a supplementary
prevention tool in future in Germany.

BIS2030 recognises PEP as a
component for prevention but does
not detail any interventions aimed at
furthering the access to PEP.

While there is no current policy, in
July 2018, the German Minister of
Health announced that the cost of
PrEP will be covered by statutory
health insurance funds [21]. Whilst the
German cabinet have approved the
legislation and the provision of PrEP is
undergoing legislative processes, once
implemented every citizen who meets
the criteria for PrEP will have the same
right to access. Expert opinions states
this should be in place in by late 2019.

The German-Austrian guidelines
for post-exposure prophylaxis of
HIV infection refer to the use of
PEP in both occupational and nonoccupational settings, detailing
various different scenarios in which
PEP should be taken in both settings.
This extends to providing treatment
guidelines, such as timescales
in which to start PEP and further
procedural check-ups [23].

German-Austrian guidelines for
HIV pre-exposure prophylaxis exist,
detailing pre-requisites on PrEP,
situations in which it should be
prescribed including which high risk
populations are at substantial risk.
The guidelines also detail the dosage
requirements and advice for allround care [22], which provides some
indication as to how PrEP may be
administered when included in German
policy.
Key
Policy available and effective

Room for improvement

Policy not available
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Harm and risk reduction
(e.g., needle and syringe
programmes (NSP), opioid
substitution therapy (OST),
chemsex)
BIS2030 recognises harm reduction
as a major element of its prevention
policy for PWIDS, with programmes
including NSP and OST identified as
key to minimising risk of transmission
of HIV [8]. It further states OST as well
as other low-threshold prevention
services should be expanded across
Germany.
The strategy further recognises
the changing patterns of drug
consumption, including Crystal,
Speed, GHB and other party drugs,
and the need to develop targeted
new interventions, e.g., in sex/party
settings or through dating portals.
Aside from BIS2030, harm reduction
has also been identified as one of the
four pillars of the German National
Strategy on Drug and Addiction Policy [24].
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Testing and screening

Availability of free,
anonymous testing in
community and specialty
settings?
BIS2030 outlines various service
providers and settings available
for testing: anonymous testing in
the form of public health services;
low-threshold advisory and testing
provided by NGO; testing in clinics by
registered physicians.

Availability of self-testing or
self-sampling?
In accordance with the Act on
Medical Devices, HIV self-tests are
legal and permitted in Germany [32],
and pharmacies can sell CE marked
self-tests [33].
Self-sampling is currently not covered
in German policy.

It also highlights the requirement for
specific testing and diagnosis services
for high risk populations and proposes
interventions to evaluate new testing
procedures, update existing testing
guidelines and provide further training
for the medical profession [8].
BIS2030 also refers to guidelines
which specify indications for providers
to initiate testing.

Key
Policy available and effective

Room for improvement

Policy not available
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Clinical management

Immediate initiation on ART?
BIS2030 refers to guidelines on HIV
and other STIs as being established,
regularly adapted and updated by
Medical Societies.
Accordingly, the German-Austrian
guidelines on anti-retroviral therapy
of HIV infection are prescriptive
and recommend treatment to be
commenced early, as soon as
possible after diagnosis and following
a risk assessment, including CD4
count [8], [37]. They also provide details
on different treatments depending
on CD4 count and follow-up and
management of therapy in the event
of success and failure [37].

Access to innovative
medicine?
The German-Austrian guidelines on
anti-retroviral therapy of HIV infection
guidelines cover alternatives to
traditional ART that have been shown
to reduce side effects or are required
when other lines of treatment fail [37].
Guidelines state alternate regimes
should include at least 2 new
substances that are considered to
be resistant, and should take into
account previous resistance and ART
regimes. Decisions about second
and subsequent combinations
require specialised knowledge and
so, selection of alternative retroviral
treatment requires specific medical
expertise and an exact knowledge of
the individual case from an economic
point of view.
Under The Act on the Reform of
the Market for Medical Products
(Arzneimittelmarkt-Neuordnungsgesetz
– AMNOG), introduced in 2011,
IQWiG, Germany’s Health Technology
Assessment agency, can be invited to
undertake an Early Benefit Assessment
of new medication approved by the EMA,
and to provide a recommendations for
inclusion in the federal health service. This
recommendation is taken into account by
G-BA (The Federal Joint Committee), who
ultimately decide on the level of added
benefit provided and reimbursement.

Access to regular monitoring
(e.g., viral load, adherence,
co-infections)?
BIS2030 highlights the need for
integrated prevention, testing and
treatment services which also
address co-infections, and are tailored
to needs of specific groups [8]. The
German-Austrian guidelines for postexposure prophylaxis of HIV infection
detail the need for Hepatitis B and C
and other STI tests in addition to a
HIV test, after sexual exposure [23].
Viral load monitoring is also covered
by guidelines, detailing CD40
counts and HIV RNA levels should
be determined subsequently in 2 to
3 monthly intervals, and every 2-4
months once HIV RNA levels have
decreased.
Guidelines also cover adherence to
therapy, and details interventions
based on success or failure of therapy,
including simplification of therapy.

Key
Policy available and effective

Room for improvement

Policy not available
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Long-term holistic care

Access to ageing and comorbidity management?

Access to mental health
services?

BIS2030 does not cover the
issue of ageing and co-morbidity
management. The German-Austrian
guidelines on anti-retroviral therapy
of HIV infection detail the need for
the choice of drug combinations to
be based on aspects such as comorbidities, but provides no further
detail on the management of comorbidity itself [37].

In BIS2030, mental health has been
highlighted as an issue to consider in
relation to stigma and discrimination.
However, no interventions are detailed
regarding providing or improving
access to mental health services for
people living with HIV [8].

Germany typically refers to European
EACS guidelines for ageing and
comorbidity care [40].

Various guidelines are available,
including the German guidelines
produced by Deutsche Gesellschaft
für Neuro-Aids und NeuroInfektiologie e.V.(DGNANI) in addition
to EACS guidelines.

Access to clinical supportive
services (e.g., peer support,
counselling)?
BIS2030 indicates the need for
integrated advisory and care services,
but does not explicitly state what care
services should be included [8].
Multiple state-funded programmes
(often delivered by NGOs) exist,
including those targeting specific subpopulations.
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Executive summary
Italy’s response to the HIV epidemic has
delivered good outcomes. Of the 110,000 150,000 people estimated to be living with HIV,
most are diagnosed, taking anti-retroviral therapy
(ART), and are virally suppressed. Italy has made
great progress towards international targets such
as the UNAIDS 90-90-90 1 treatment targets resulting in the number of new infections broadly
stabilising over time, although it is not yet
decreasing.
But the epidemic is not yet ending. Italy still
faces the key challenges of undiagnosed and late
diagnosed HIV infections. Its estimated that 1113% of people living with HIV are undiagnosed.
Each year over 3,000 new HIV diagnoses
are made, with persistently high rates of late
diagnosis 2. There are more challenges, too – the
changing epidemiology means the ageing cohort
of people living with HIV are at greater risk of
co- and multimorbidities, and mental health
issues. Some populations remain hard to reach.
For example, newly arrived migrants, particularly
women, often suffer intersecting stigmas and
are reluctant to engage with state-run services.

Italy has a new strategy to tackle these
challenges. The ‘Piano Nazionale di Interventi
Contro HIV e AIDS (PNAIDS) 2017 – 2019’
is hailed for its comprehensiveness, is still
unfunded to date of this report publication [3].
It promotes empowering and actively involving
high risk populations in managing of their
disease, reducing stigma, protecting social and
working rights of people living with HIV as well
as facilitating access to testing, prevention and
treatment. For the first time, it also tackles the
topic of sexual health education in schools.
To understand how successful Italy’s new HIV
strategy will be, the Steering Group 3 assessed
each step across the HIV care continuum of
Awareness, Prevention, Testing and Screening,
HIV-specific Clinical Treatment and Long Term
Holistic Health. They identified both areas of
strength and those with room for improvement. [3]

1. The UNAIDS 90-90-90 targets set in 2014 are targets for the treatment of people with HIV – 90% of people with HIV will know their status, 90%
of people diagnosed with HIV will be receiving ongoing antiretroviral therapy, and 90% of people with HIV on treatment will be virally supressed
by 2020. These targets are based on the assertion that it is not possible to end the HIV epidemic without treating all of those with HIV that need it
“Source: UNAIDS”
2. A ‘late’ diagnosis is one which is made at a point in time after which HIV treatment should have been started. Currently, a CD4 cell count below
350 cells/mm3 at time of diagnosis is considered ‘late’. Source: UNAIDS
3. For full list of Steering Group members, see Methodology section, Table 1
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Awareness

Interventions are available however may be sporadic and continue to
miss high risk4 populations. While PNAIDS tackles the issue of the lack of
mandated sexual health education in schools, its implementation remains
in question.

Testing and
Screening

Free, anonymous testing is available at multiple settings, however,
improvements that will enable access to key vulnerable populations are
needed.

Prevention

Combined prevention needs greater focus and investment across behavioral
interventions, risk and harm reduction in key populations, and pharmacological
and structural interventions.

HIV-specific
clinical treatment

Available to a high standard across the country. Improvements can be made in
consistency of access to newly approved medication across the autonomous
regions, a challenge also attributed to limited funding.

Long-term
Holistic Care

Long-term management of people living with HIV is effective in specialist
settings, but discrepancies exist across regions and settings of care.

4. See Methodology section, Figure 5 for full list of high risk populations

To drive improvements in the lives of those with, or at risk of HIV, the Steering Group put
forward a number of recommendations:
• Enable implementation of PNAIDS as a matter of urgency – allocated dedicated funding and
incorporate policies into Livelli Essenziali di Assistenza (or essential level of care, LEAs) to help
ensure implementation and consistent resourcing across Italy
• Develop integrated awareness and testing interventions for HIV and STIs – combine broad
awareness approaches with targeted campaigns for high risk populations to encourage testing
• Make condoms free for high risk populations - increase availability by approving the draft bill
or by ministerial decree, to remove barriers to access for high risk populations, especially young
people
• Develop a network of multidisciplinary centres for long-term holistic care of people
living with HIV – enable consistent, high quality care of people living with HIV by establishing a
broad network of centres, extending and linking to those currently embedded in specific areas of
healthcare services such as geriatrics, mental health and cancer. Existing good practice can be
studied and scaled up to ensure good models are put in place
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HIV in Italy, the wider context
Brief epidemiology and 90-90-90 overview
Italy has made great strides in tackling the HIV
epidemic. It achieves good clinical outcomes,
exemplified by its progress towards international
targets such as the UNAIDS 90-90-90 (see
Figure 1), indicating that once diagnosed, people
living with HIV are successfully initiated on ART
and virally supressed. This is particularly relevant
given the high proportion of people living with
HIV who are diagnosed late (see below).
Italy’s challenge lies with its undiagnosed
population. Of the 130,000 [111,000 - 150,000]
people estimated to be living with HIV in Italy,
11-13% or ~14,000 are estimated to be unaware
of their infection. Further, while incidence
has stabilised, each year over 3,000 new HIV
diagnoses are still made (3,443 in 2017). A high
rate of late diagnosis, known to be associated
with higher mortality and morbidity. In 2017, the
proportion of people newly diagnosed with HIV
with CD4<350/mm3 was 55.8%, and this rate
has shown no change over time[2] [3].

Changing epidemiology of HIV, particularly
the ageing cohort of people living with HIV, is
another challenge. While Italy excels in ageing
and co-morbidity management in general,
combination of these services with the additional
needs of people living with HIV (e.g., who
suffer from a disproportionate burden of chronic
and mental health conditions) has created
capacity and funding pressures. The changing
epidemiology is further exemplified by 2017
incidence data, which revealed highest incidence
of new infections among people aged 25-29
years, indicating a potential high risk population
targeted for combined awareness and prevention
efforts.[3]
Demonstrating an on-going commitment
from the government to the HIV response,
a new national strategy for tackling HIV was
launched in 2016 (see Chapter 3) - however its
implementation remains in question. The wider
legal and policy environment also continues
to impact the current response, contributing
towards the quality of life of people living
with HIV and efforts to limit the spread of the
epidemic (see Box 1).

Figure 1. Performance towards the 90-90-90 targets

90%
Aware of their HIV status
of which

92%

88%

On HIV treatment

Virally supressed
of which

Source: [44] [45]
Notes: Data for 1st 90 in Figure 1 is from 2013, and data for 2nd and 3rd 90 are from 2014. UNAIDS data from 2012 indicate
88%-88%-87%[4].
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Box 1. The wider legal and regulatory landscape
As outlined in the Methodology section, a deep assessment of the wider legal and
regulatory landscape and its impact on the HIV response is not within the scope of this
project. However, indicated below are Italy’s current position on three common potential
barriers to the HIV response:

1) Legal protection against
stigma and discrimination:

2) F
 ree, non-discriminatory
access to healthcare:

Antidiscrimination laws, based on
Article 3 of the Italian Constitution,
dictates that all citizens have equal
social dignity and are equal before the
law, without distinction of sex, race,
language, religion, political opinion,
personal and social conditions [5].
Further to this, the previous strategy
for urgent action against AIDS &
HIV details that the HIV infection
cannot constitute for grounds for
discrimination, in particular for school
enrolment or access to employment[6].
Despite the laws, PNAIDS highlights
stigma as an issue that is still present,
proposing interventions aimed at
monitoring stigma and reducing
stigma in healthcare professionals
and in the community. Research
published by LILA and the University
of Bologna in 2015 indicated 61%
of people living with HIV kept their
HIV positive status secret and more
than half of the respondents with HIV
reported unfair or different treatment
because of their status [7]. Therefore,
similar to other European countries
included in this report, although legal
protection is provided, a challenge
exists in eliminating perceived or real
discrimination against people living
with HIV.

Italy’s National Health Service
(SSN) provides universal access
to healthcare across the country
for nationals, residents and regular
migrants. It operates at three levels
(central and regions, as required
by constitution, and local) and is
financed through general taxation
(direct and indirect). While the State
guarantees access to healthcare,
it is the responsibility of regions
to implement and organise the
provision of care, which at times
results in discrepancies and regional
variations. Healthcare is available
to undocumented migrants,
through the “Testo Unico” law on
immigration (established in 1998),
and provides a number of services
including prophylaxis, diagnosis and
treatment of infectious diseases [8].
Evidence varies for how well this is
implemented, with reports indicating
challenges in provision of services to
migrants at scale[9], including access
to primary care services [10].

3) D
 ecriminalisation of
behaviours such as sex
work and drug use:
While it is legal to be a sex worker
in Italy, law dictates it is illegal to
promote or profit from the prostitution
of others and organised prostitution
is prohibited, punishable with
imprisonment and a fine[11][12]. Brothels
have been banned since 1958 and
prostitution in hotels, entertainment
clubs and public areas is illegal[13].
While availability of data is limited, a
study on sex worker clients indicated
inadequate risk perception, condom
use and HIV testing[14], stressing
the urgent need to monitor this
marginalised population, encouraging
safe sex behaviors and promoting
HIV-STI testing.
With regards to drug use, the Italian
National Action Plan on Drugs (initially
covering 2010-13 but currently in
force) outlines objectives including
demand reduction (e.g., prevention,
treatment, rehabilitation) and supply
reduction (e.g., evaluation, monitoring,
legislation). Multiple harm reduction
policies are in place and, although
they are generally more extensive
in the northern and central Italian
regions, a range of services are
available including mobile units, fixed
sites and outreach programmes
(e.g., needle and syringe dispensing
machines and naloxone treatment)
(see Chapter 2). The positive impact
of Italy’s harm reduction policies are
seen in the latest data, in which only
96 new HIV infections were reported
among people who inject drugs
(PWID) (2016), with a decreasing
trend between 2010 and 2016 [15].
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Assessment of HIV policy
in Italy
This chapter outlines the Steering Groups assessment of the
current HIV policy in Italy, and its effectiveness in tackling the
new and continuing challenges of the epidemic. It is broken
down by stages of the HIV care continuum, covering Awareness,
Prevention, Testing and Screening, HIV-specific Clinical Treatment
and Long Term Holistic Health.
3.1 Overview of national HIV policy
Italy’s detailed national strategy for HIV and
AIDS, launched in 2016, remains unfunded
to date[1]. The renewed national plan, ‘Piano
Nazionale di Interventi Contro HIV e AIDS’
(PNAIDS) 2017 – 2019 [16], is the first new plan
in decades, integrating law 135/1990 which
was in effect for more than 25 years. PNAIDS
outlines a detailed approach towards achieving
the objectives indicated by UNAIDS and
WHO[16], and aims to promote empowerment
and active involvement of key populations in
the management of their disease, the reduction
of stigma, the protection of social and working
rights of those living with HIV, along with
facilitating access to testing, prevention and
treatment.
Experts indicate a number of key strengths
of PNAIDS:
•

Focus on collaboration and intention to
ensure complete involvement of high risk
populations (including men-who-have-sexwith-men (MSM) sex workers and youth)

•

Links to pre-existing clinical guidelines to
ensure standards of care are met and are
uniform across the country

•

For the first time, addressing sexual health
education, aiming to integrate it into the
school curriculum, and also implement a
wider sexual health program

The plan is the result of a multi-stakeholder
collaboration. Organisations including the
Technical Health Committee (CTS), the National
Institute of Health (ISS), scientific societies,
voluntary associations, universities, research
institutions and scientific care provided input.

“The national plan is quite
comprehensive so we are
satisfied. However, the issue is
that funding hasn’t been allocated
so it’s not possible to put it into
practice. We are waiting for
and pushing the government to
implement it.”
HIV NGO and policymaker, Italy
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Despite satisfaction over the potential of PNAIDS, experts remain concerned over the lack of dedicated funding to enable
its implementation. It has been launched and approved in 2017 by the Ministry and Superior Council of Health, but not yet
funded. While it has also approved by all 21 of the regions and autonomous provinces, it is yet to be ratified, fuelling further
concern that discrepancies may emerge in the extent of its implementation.
To understand the ability of Italy’s HIV strategy in tackling the new and emerging challenges of the epidemic, the Steering
Group undertook an assessment. Going step by step across the HIV care continuum of Awareness, Prevention, Testing and
Screening, HIV-specific Clinical Treatment and Long Term Holistic Health, they identified areas of strength and those with
room for improvement.
Figure 2 summarises their findings, and further details on the policy position are available in chapter 5.

Figure 2. Assessment of HIV policy in Italy
Is there a national plan for HIV (stand-alone or integrated with STI / ID)?

Yes 2017

Does the national plan (or affiliated guidelines) promote:

Awareness

Prevention

Testing and
Screening

HIV specific
clinical treatment

Long-term
Holistic Care

Awareness
for high risk
populations

Provision of
free condoms
and lubricants
for high risk
populations?

Availability of
free, anonymous
testing in
community
and specialty
settings?

Immediate
initiation on
ART?

Access to
ageing and
co-morbidity
management?

Campaigns
for eradicating
stigma?

Access to oral
pre-exposure
prophylaxis for high
risk populations?

Availability of
self-testing or
self-sampling?

Access to
innovative
medicines?

Access to
mental health
services?

Sexual health
education
for general
population (e.g.,
schools)?

Access to
post-exposure
prophylaxis
(PEP)?

Access
to regular
monitoring
(e.g., viral load,
adherence, coinfections)?

Access to
non-clinical
supportive
services (e.g.,
peer support,
counselling)?

Harm and
risk reduction?
Key
Policy available and effective

Room for improvement

Policy not available

Note on methodology: the assessment underlines the view of the Steering Group on current policy and its effectiveness, broken down
by stage of the HIV care continuum. Additional in-country experts contributed (see Methodology section, Appendix 1), and findings were
supplemented through secondary research. Full details of the policy, as related to stage of the HIV care continuum, is available in section 5.
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Awareness
Awareness interventions are sporadic and continue to
miss high risk populations. If effectively implemented, the
prescriptive detail in PNAIDS may help address this.

•

•

Interventions are intermittent and short-lived, and miss hard to
reach populations (e.g., sex workers, migrants and women)
There is a lack of continuous funding at the national, regional and local level

What is the policy position?

What happens in practice?

PNAIDS is prescriptive in its approach to
raising awareness and tackling. Awareness
interventions are broken down by key population
(MSM, PWIDs, prisoners, youth, sex workers,
transgender, migrants and people living with HIV
partners), and indicators for measuring success
are outlined. Regarding stigma, it proposes
interventions such as stigma indicators for
regular measurements and national campaigns
[16]
, covering several high risk populations in detail
(e.g., MSM, transgender and sex workers) [16].

National government-funded awareness
campaigns for the general and high risk
populations exist. The Ministry of Health relaunched a communication campaign in 2017,
citing the need to continue attention on HIV. The
campaign ‘Con l’HIV non si scherza, proteggi
te stesso e gli altri!’ (With HIV, do not mess
around, protect yourself and others!) included
TV commercials featuring Italian actors and
broadcast on World AIDS Day, and an innovative
campaign on YouTube featuring famous Italian
YouTubers to target youth [17]. Initiatives extend to
include a handbook ‘La bussola’ (the compass),
aimed at providing practical information to guide
people living with HIV in protecting their rights,
and raising awareness of the tools available to
them [18][42].

Empowering the active involvement of civil
society and groups associated with high risk
populations is a key aspect of PNAIDS. For
example, it details the need for community
involvement to ensure interventions against
MSM have the correct information and
are credible [16].

Campaigns against stigma are typically shortlived. Certain regions, such as Emilia-Romagna
run campaigns around World AIDS Day, e.g.,
‘HIV - Proteggiamoci dal virus e dallo stigma’
(HIV - Protecting ourselves from the virus and
the stigma) launched by Ferrara and the regional
campaign ‘Proteggersi sempre. Discriminare mai‘
(‘always protect yourself, never discriminate’) [19].

“You can see initiatives in areas, but
they last for a year for example,
are not continuous and should be
implemented better.”
HIV researcher, Italy
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What do the experts say?
While national and regional level campaigns exist, and
initiatives such as Fast Track Cities are expected to make
an impact (see case study), experts note more can be done
to improve awareness and tackle stigma. While nationallevel campaigns exist, in general these are intermittent and
short-lived. High risk populations, including migrants, sex
workers and prisoners are often missed, and not enough
emphasis is placed on gender specific campaigns. While
efforts by the community (e.g., NGOs) exist, these are not
sufficient to fill the gaps.

“I think HIV has disappeared from the society,
not only for high risk populations but for society.
We need to improve awareness for everyone.”
HIV policymaker, Italy

PNAIDS tackles current lack of mandated
sexual health education in schools, however, its
implementation remains in question

What is the policy position?

“Sex workers are certainly one of the groups
that are hard to reach so there are not many
initiatives. For migrants, there are local initiatives
but not everyone speaks Italian so there
are limitations.”
HIV researcher, Italy

Lack of continuity is often attributed to an absence of
sufficient dedicated funding for awareness and prevention,
which does not exist at national level, or at the regional or
provincial level, where responsibility for implementation is
often devolved. Experts indicate investment in awareness
is very small compared to amount of money devoted to
other stages of the care continuum, e.g., treatment.

“We need to devote a lot more funding to
awareness and prevention.”
HIV NGO, Italy

Expert consensus is corroborated by evidence. A survey
commissioned by Italian not-for-profit NPS Italia in 2016
showed only 50% of people were able to answer the
question on what HIV is, highlighting the requirement for
continuous awareness campaigns targetting general as
well as high risk populations [20]. The same survey provided
indicators of stigma, with 61% of young boys convinced
that being HIV positive can result in rejection in a sexual
relationship and 40% believed it can result in being insulted
or denigrated [20].

Italy does not mandate sexual health education in schools.
Its incorporation into the curriculum is at the discretion of
each school, which results in a vast discrepancy across the
country [21]. Recognising this, PNAIDS tackles this issue for
the first time. It highlights the importance of incorporating
sexual health education in schools in reducing the spread of
HIV, and outlines a HIV and STI programme to be integrated
into the school curriculum, addressing to students of all
ages [16]. It extends to covering training programs addressed
to teachers and implementation of an overall program of
health education, in which themes of HIV and STI’s are
included [16].
PNAIDS also mentions insufficient sex education as one of
the reasons behind the perceived lack of of knowledge of
HIV in Italy, which hinders and delays access to testing.

“We are convinced that prevention and sexual
health education should be part of the
curriculum in schools and not just something
coming from doctors or available only on
demand.”
HIV policymaker, Italy
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What happens in practice?
Sexual health education is totally lacking from school
curriculums. Intermittent initiatives, funded either by
regional health services or NGOs exist, e.g., Project ‘W
L’amore’ (‘Hurrah, Love!’) which is a new sex-education
manual launched across the northern Italian region of
Emilia-Romagna. Within the first year, it was introduced to
around 3,000 pupils across 19 districts [22].
The Ministries have come to an agreement, a critical first
step: following the launch of PNAIDS, the Ministry of
Health and the Ministry of Education reached a milestone
decision to incorporate sex education into schools.
However, no further implementation steps have yet been
taken.
Sexual health education to the general public is provided by
public STI clinics and family planning centres (consultorio
Familiare) which are funded by regional health services.
While these provide information and advice free of charge,
many have seen a recent dismantling due to funding
constraints.

What do the experts say?
Sexual health education must be implemented as a
priority across Italy. There is a lack of awareness among
youth in particular, which is detrimental in minimising
the transmission of STIs including HIV. The lack of safe
behaviours was demonstrated through a 2017 project
commissioned by LILA in Cagliari, where as many as 74%
of sexually active young adults (16-18) admitted to not using
a condom consistently, or at all [24].

“Prevention information is badly needed for
HIV and STIs. We hope the situation will
improve because there’s a lot of ignorance in
Italian youth.”

Case study:
Fast Track Cities
What is it?
Fast Track Cities was launched in
2015 by a consortium composed
of UNAIDS, the UN-Habitat
organisations, the city of Paris and the
International Association of Providers
of AIDS Care (IAPAC). It aims to
support cities to achieve the 90-90-90
targets by 2020 as well as zero stigma
and discrimination.
On 01 December 2018, the mayor of
Milan, Guiseppe Sala, signed the Paris
Declaration, thereby entering Milan
into the Fast Track Cities network.
This has been launched in partnership
with The Bridge Foundation [43].

What are the key features?
A checkpoint at Casa dei Dritti
containing:
•

extra hospital space managed by
‘peer’ operators, psychologists
and doctors

•

free access to HIV tests

•

systematic screening of various
STIs (e.g., gonorrhoea, syphilis)

•

access to PrEP (after screening
and by appointment)

•

Constant counseling services and
referral to city’s infectious disease
centers in the case f positive
diagnosis

HIV NGO, Italy

Sexual health education must also be improved among the
general population. A survey commissioned by NPS Italia
identified that approximately only half of the individuals
aged 25-34 can correctly identify ways in which HIV can be
transmitted [20].

Why is it a good practice?
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•

Enables convenient and
accessible services to the public

•

Ensures holistic care, through
provision of counselling and other
support (e.g., peer operators)

•

Support good linkage to care
through referrals to infectious
disease centres in the case of a
positive diagnosis
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Prevention
Combined prevention needs greater focus and investment,
however, there has been recent progress

•

•

 ondoms, PEP and harm / risk reduction are all stipulated in policy and
C
implemented, although room for improvement exists
Questions remain over implementation of PrEP, although recent plans to initiate
trials in larger cities is welcomed as a move in the right direction

What is the policy position?
PNAIDS stipulates a combined prevention
strategy: condoms, PrEP, PEP, and harm /
risk reduction.
The role of condoms as an effective prevention
tool is recognised. PNAIDS specifies the need
for free condoms and lubricants to be distributed
to MSM, sex workers and transgender
populations through convenient routes (e.g.,
services they come in contact with or where
they meet) [16]. The importance of condom use
among other high risk populations, such as
young people, is recognised, however explicit
interventions are not outlined.
References to PrEP in PNAIDS is limited. While
it recognises the need for antiretroviral drugs in
prevention strategies (including PrEP), no explicit
details are offered, referring instead to the
guidelines. [16] The Italian guidelines on the use
of antiretroviral drugs and on diagnostic-clinical
management of people infected with HIV-1
details the occurrences in which PrEP should
be prescribed to high risk populations including
MSM, heterosexuals and drug users [25].
They further detail dosage requirements, followup periods and providing all-round support
for PrEP in terms of monitoring adherence
and informing patients on the risk of acquiring
other STIs [25].

PEP is recognised as an effective tool, and
interventions are proposed to reduce barriers
to access [16]. The Italian guidelines on the use
of antiretroviral drugs and on diagnostic-clinical
management of people infected with HIV-1
refer to the use of PEP in both occupational and
non-occupational settings, detailing different
scenarios and recommendations for the use
of PEP and timescales in which it must be
administered and followed-up by an expert to
re-evaluate the risk [25].
PNAIDS covers traditional harm reduction,
with limited mention of emerging trends
(e.g., chemsex). Extensive detail on PWIDs is
available, denoting the need to promote harm
and risk reduction - including replacement of
sterile syringes and replacement therapy. The
strategy extends to include similar promotion of
prevention programmes in prisons, organised by
the Ministry of Justice and Ministry of Health [16].
Harm reduction has recently been included in the
LEA (essential levels of service) and so will be
part of the health benefit package offered to all.
The National Action Plan on Drugs 2010–13 also
identifies and links the prevention and reduction
of infectious disease transmission among drug
users as one of its goals [26].
Chemsex is mentioned in PNAIDS as an activity
drug users may partake in. However, no explicit
interventions are proposed.
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What happens in practice?
Regional discrepancies in free condom distribution
schemes are common. Programmes exist, however, these
are limited in nature. For example, Puglia, Lombardy,
Piedmont and Emilia Romagna regions have approved
free condom distribution, however these schemes are still
not fully operational [27],[28],[29]. Privately funded campaigns
around key dates such as World AIDS Day or through
collaborations exist, e.g., the ‘AIDS is not dead’ campaign
by LILA in partnership with hair brand ContestaRockHair [24].

“Even though we can find some initiatives, the
provision of condoms in high risk populations is
not national and is very scattered.”
HIV researcher, Italy

Condoms can be purchased, however, barriers exist.
Experts cite the high cost of condoms as a key obstacle,
particularly for young people, along with psychological
barriers such as embarrassment and shame of having to
purchase from a pharmacy counter, and also a perception
that condom use indicates a lack of trust in one’s
sexual partner.
PrEP is currently not widely available nor reimbursed
through the National Health Service (Servizio Sanitario
Nazionale (SSN)). Procuring PrEP at present requires
a prescription from an infectious disease specialist, a
visit to selected hospital pharmacies and payment for a
generic form of the drug. Checkpoints such as Bologna
provide information and assistance to users, however they
do not provide the drug itself. Purchase of prescription
drugs online (including PrEP for personal use) is illegal [30],
however, reports exist of current inaccessibility resulting
in procurement through such unofficial channels, or from
abroad. Recent news has indicated a number of planned
PrEP feasibility studies may soon be commencing in large
Italian cities, which is welcomed by experts.

The story is different with PEP, which has good availability.
It can be accessed through hospitals, emergency rooms
and infectious clinics across Italy, for free. While there can
be some discrepancies (in waiting times, etc.) between
centres that provide PEP, there are usually no restrictions to
access. A study by LILA shows that more than 70% of the
participants have basic knowledge of PEP [31].

“The problem is prevention but once there is a
problem [exposure to HIV], we can afford it and
fix it.”
HIV policymaker, Italy

Harm reduction programmes are more common in the
affluent north, and have suffered from funding cuts in
recent times. According to the European Monitoring
Centre for Drugs and Drug Addiction, Italy has needle and
syringe programmes, take-home naloxone programmes
and opioid substitution therapy in place. However, these
are much more extensive in northern and central regions,
and usually better located in larger cities [32]. Italy also
lacks modern harm reduction services such as drug
consumption rooms [32].

“Harm reduction needs to improve. Services are
present in the northern regions, with little or
nothing in some regions in the south.”
HIV NGO, Italy

In addition, there have been funding cuts in harm reduction,
resulting in some outreach services being closed and NSP
coverage reducing from 24% to 15% from 2010 to 2014 [33].
Finally, there are very few interventions to tackle chemsex
at present, with none that are done at a national scale.

“PrEP is not implemented at all – it’s just
mentioned in guidelines. We are far from
using PrEP.”
HIV policymaker, Italy
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What do the experts say?
Combined prevention requires improvements in both policy
and implementation.
Condom use and access needs to be addressed through
greater national-level awareness, distribution schemes and /
or lowering the cost.

“The price of condoms should be reduced,
especially for young people, it’s too expensive.
There has been a request to the government
already, but there has been no feedback.”
HIV researcher and clinician, Italy

Key questions about PrEP need to be resolved. These
include: funding (should PrEP be included in SSN), target
populations (which subpopulations would want / should
have access), routes of delivery (through hospital via
infectious disease specialists or others, such as community
based clinics) and provision of supportive services
(counselling on risky behaviours). Further, scepticism
among healthcare professionals needs to be addressed,
through evidence-based discussions on its unintended
consequences (e.g., increase of STIs). It is hoped the
planned feasibility studies will provide insights to these
questions, which in turn will inform an evidence-based
PrEP policy.
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Testing and screening
Free, anonymous testing is available at multiple settings
however improvements to provide access to key vulnerable
populations are needed

•

•

 esting is efficient at specialty settings, however, requirements of opt-in means
T
some opportunities are lost
Community setting testing needs to be improved, to enable high risk populations
(e.g., migrants, women, sex workers) to more easily access initial and
repeat testing

What is the policy position?
Testing is regulated by law and policy in multiple
settings. Law 135/1990 gives the right to all
citizens (including undocumented migrants) to
access testing, after having expressed consent
to do so (opt-in testing) [6]. PNAIDS reiterates HIV
testing must be made available, anonymous and
free of charge, and actively offered to all those
at high risk of infection (e.g., sex workers, MSM,
migrants, PWID etc.) [16]. Access to HIV testing
is restricted to unmarried minors, who require
parental consent [34] [35]. PNAIDS highlights this
barrier and aims to define procedures that allow
minors to access the test without consent from
parents. However, these have not been explicitly
stated.
An absence of community-based ‘non-health’
setting testing is noted, and interventions
targeting vulnerable populations are
recommended, including involvement of such
populations in the development of interventions.
Guidelines on the Use of antiretroviral drugs and
on diagnostic-clinical management of people
infected with HIV-1 further indicate tests must
be offered to all those who present with STI’s,
Hepatitis or Tuberculosis [25]. New guidelines,
developed by the National Institute of Health
and the Drug Prevention Policy, also propose
serological testing for related infections to
PWID’s, every 6-12 months [18][36].

PNAIDS and guidelines support self-tests,
outlining recommendations on measuring
impact and good practice in distribution (e.g.,
inclusion of informative briefs by pharmacies).
While PNAIDS also mentions introducing selfsampling, no interventions are detailed to enable
implementation.

What happens in practice?
Free, anonymous testing is available through
hospitals and primary care. HIV tests require
informed consent and unmarried youth under
16 require parental consent in addition. Limited
screening, such as pre-natal is available and is
well implemented.
Testing is also available in the community. This
is often offered through infectious disease
outpatient clinics, public drug treatment centres
and government or self-funded NGO facilities.
Efforts are made to engage with vulnerable
communities and provide access to rapid tests
as well as post-test counselling and followup, e.g., The National Institute for Health,
Migration and Poverty (INMP) in Rome provides
free outpatient care to vulnerable populations
including undocumented migrants, the homeless
and Roma people. Among their services are
free, anonymous HIV rapid tests together with
counselling and appointments for follow-up.
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Self-tests have been available for purchase from
pharmacies since 2016. They are available for adults,
without a prescription for approximately EUR 20 [37]. Their
introduction has been considered effective, with a study
on new HIV diagnoses observed in the first 6 months
following self-testing kits in Rome indicating that out of 39
new diagnoses observed, 9 (23%) had a first positive result
with a self-test, all of which were MSM. Of the 9 patients,
6 were identified as those who had never had a HIV test
before [38]. However, there has since been a decline in the
number of self-tests sold, from 6,347 in December 2016
to 3,049 in April 2017 [38], possibly highlighting a gap in
continuous information campaigns to encourage uptake.
Finally, the AIDS-STI Green Line of the National Institute
of Health provides a useful and free tool for any individual
to get counseling by trained psychologists, medical
information by infectious disease specialists, and legal
assistance by specialist lawyers. Details of the service,
inlcuding contact details and other information such as HIV
/ HCV testing sites and opening hours are also available
online via http://www.uniticontrolaids.it/aids-ist/test/dove.
aspx [24]

“Self-tests were announced in Italy in 2016, but
should be more advertised. People who were
not tuned into the news at the time simply do
not know self-tests are provided in pharmacies.”
HIV NGO, Italy

What do the experts say?
Current policies together with implementation practices
need to be improved to enable more effective testing.
While recent data indicate Italy has reached the first of
the UNAIDS 90-90-90 targets, there still remains a high
percentage of late diagnosis (55.8% of new diagnoses in
2017 reported a CD40 count below 350cells/mm3 [3].

“We won’t be meeting 90-90-90 because there
is not a sufficient effort on testing targeted at
vulnerable groups.”
HIV NGO, Italy
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Current requirements for consent means opportunities for
testing are often missed. Enabling opt-out (e.g., hospitals,
STI or outpatient clinics and drug centres) where all those
undergoing routine exams are tested for HIV may address
this.

“There is a strong need to try and promote
opt-out testing in specific settings such as
drug centres and STI clinics. There is also a
misunderstanding on what opt-out might mean
– people think it means imposing testing but it’s
not the same thing.”
HIV researcher, Italy

Other challenges include regional / local discrepancies
in number and type of community testing services, and
lapse of knowledge on testing among other specialists
and primary care physicians meaning opportunities to
administer tests are often missed.

“As you can imagine, after 28 years from the first
law regulating the intervention on HIV, many
things have changed. GP’s, paediatricians and
people representing the first line should be
more familiar with HIV.”

Case study:
Bologna Checkpoint[39]
What is it?
‘Bologna Checkpoint’ is a community
run rapid HIV and STI testing centre.
Checkpoints exist in other European
cities such as Barcelona, Lisbon,
Athens and Belgrade but this is the
first of its kind in Italy. The project is
made possible by the contributions
of the Municipality of Bologna, Local
Health Unit Bologna, University
Hospital of Bologna and various
commercial businesses around the
region.

What are the key features?
•

The service offers free and fast
tests in Hepatitis C and HIV tests
with results in 20 minutes

•

A sexual health test outside the
hospital setting is often more
accessible. In addition users can
receive support and information
from people like them in a “peer”
approach

HIV policymaker, Italy

Why is it a good practice?
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•

Fulfils a part in a comprehensive
approach to fighting the HIV
epidemic, not just medically,
but also socially by involving all
social aspects of the virus such
as support in dealing with fear,
solitude, disclosure and stigma

•

Allows testing to be more
accessible as well as providing
instant results that help with
early medical intervention and the
prevention of further transmission

•

The approach is preventative in
several ways, through educational
events, distribution of free
contraceptives and quick referral
to Sant’Orsola hospital in Bologna
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HIV-specific clinical treatment
Clinical management is available to a high standard across
the country, with some areas for improvement in ensuring
equality of access

•

•

Immediate initiation on ART (regardless of CD4 count) is recommended and
widely practiced, with examples of patients started on treatment within 3-5 days of
diagnosis
Access to medicine may be varied across the country, at times contributing to
inequalities in the standard of care

What is the policy position?
PNAIDS and the Antiretroviral guidelines are
comprehensive in management of patients in
care, with a ‘test and treat’ approach. PNAIDS
highlights the need to ensure access to
treatment for all, and promotes maintenance
in care of diagnosed and treated patients as
a priority. It further proposes interventions to
ensure adherence, e.g., proposing that treatment
centres must be equipped with monitoring
system to evaluate various metrics, such as
the number of people living with HIV not yet on
cART, rate of adherence and rate of follow-up
[16]
. Finally, PNAIDS also highlights co-infections,
and proposes interventions to extend treatment
to all people living with HIV with co-infections
including HCV.
The guidelines provide further guidance. They
indicate ART should be initiated immediately (in
some cases without waiting for the outcome of
the resistance test), outlines regimens in case of
treatment failure, provides guidance on preferred
drug combinations and recommends viral loads
must be monitored in all patients from the
moment they enter care [25].

The Italian Medicines Agency (AIFA) has also
made efforts to reduce possible discrepancies
in access to medicines. It reached an agreement
with regions and autonomous provinces on a
list of essential medicines that must be made
available, which includes HIV medicines [40]. In
2017, AIFA released an ‘innovation algorithm’
to assess pharmaceutical products, to ensure
quicker, equal access to cutting edge medicines.
Medicines gaining approval through the
algorithm may be eligible for additional funds
(through the EUR 1 billion innovative drugs fund)
and will be immediately included in all regional
formularies.

What happens in practice?
Clinical treatment, follow-up visits and diagnostic
tests are free-of-charge for all HIV-positive
individuals, including irregular migrants and
current intravenous drug users, through the
National Health System (SSN). People living
with HIV are exclusively managed by infectious
disease specialists in Italy and the ‘test and
treat’ approach is often followed, with patients
initiating treatment within 3-5 days in many
cases.

“Treatment options are very good. There
is a big push to put everyone in care
with the best treatment available.”
HIV NGO, Italy
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Innovative drugs are accessible, and supported by
activities such as AIFA’s ‘innovation algorithm’ and the
government the ‘Innovative Drug Fund’. The final decision
on reimbursement and inclusion in formularies is devolved
to regions and autonomous provinces, which may result in
some variation in level of availability across the country.
Once in treatment, efforts are made to maintain patients
in care. Viral load monitoring is effective, with people living
with HIV closely monitored in the first 3 months to ensure
viral suppression and adherence. Some variations may exist
based on hospital and regions, with hospitals in the north
often outperforming those in the south. Key co-infections
(HCV, STIs) are routinely monitored, however, again
regional variations may exist.

“Viral load tests are not performed as frequently
as they should be sometimes. People complain
that they have viral load tests only once a year,
when in the north, some hospitals offer it every
3-6 months.”
HIV NGO, Italy

What do experts say?
Experts agree Italy’s HIV-specific clinical treatment is
among the best in the world. This is particularly relevant
given people living with HIV often enter care with low
CD4 counts. While all medicines approved by AIFA
should theoretically be available within all regions, expert
consensus is that there may be delays and in some cases
restrictions on availability of high priced medicines due to
local budget constraints.

“The process of approval at regional level is
time consuming and decisions are delayed for
budget reasons.”
HIV NGO, Italy
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Case study:
Co-infection testing
in public drug
treatment centres[18]

Finally, the future of initiatives such as as the Innovative
Drug Fund is uncertain, as experts note its continuity is not
currently guaranteed.

What is it?
Certain groups, for example drug
users, who are exposed to HIV are
also likely to be exposed to other
infectious diseases such as HBV and
HCV. In Italy 70% of those who attend
drug treatment services are not being
tested for HIV, HBV and HCV, despite
a high prevalence of these infections
among drug users. The intention
is to be actively testing within high
prevalence groups in society as well
as offer targeted pre- and post-test
counselling, specific prevention
measures, and follow-up treatment for
those who need it.

What are the key features?
•

New guidelines developed by
the National Institute of Health
and the Drug Prevention Policy
Department are proposing to offer
serological testing for related
infections to people who use
drugs, both new and old patients,
every six to twelve months

•

The new guidelines were
published in March 2018, and
full implementation across drug
treatment facilities across Italy
was expected within 2018

Why is it a good practice?
•
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Over the next few years the
new guidelines will lead to
reinforcement, at no cost, to
obtain reliable epidemiological
data on HIV and other drugrelated infections. This leads to
enhanced clinical management
with regular testing to monitor
infection rates in certain
populations

162 Ending the Epidemic

Long-term holistic care
Long-term management of people living with HIV is often
effective but discrepancies exist across regions and settings
of care

•

•

 o-morbidity management is outlined in policy, and is effective in
C
hospital settings
Focus on mental health, and person centered care, needs to be improved
across all settings

What is the policy position?
PNAIDS and the Antiretroviral guidelines
recognise the changing epidemiology of HIV.
Together they cover ageing and co-morbidity
care in great detail, proposing interventions
to prevent co-morbidities and promoting the
integration of care paths to ensure continuity [16]
[25]
.
Clinical and non-clinical supportive services
require a greater level of detail on policy,
as well as associated funding. PNAIDS and
the Antiretroviral guidelines cover the topics
of mental health and psychiatric disorders,
and suggest the need to extend clinical
assessment behind strictly HIV aspects[16] and
recommend performing periodic assessments
for neurocognitive disorders. Counselling is
mentioned as a proposed intervention when
addressing high risk populations and providing
access to tests, highlighting the need for CBVCT (community-based voluntary counselling
and testing) for all target populations. PNAIDS
also highlights the importance of a social support
network, to ensure continuity of care.

What happens in practice?
Management of long term health is primarily
provided through infectious disease specialists
in tertiary or secondary care settings. A move
towards offering long-term care through
outpatient clinics and primary care is recognised,
however this has not yet been fully established.

Good practice examples of multi-disciplinary
management of people living with HIV in
outpatient settings are available (see case study).
However, these are not common across the
country.

“If we don’t move towards an outpatient
approach, we will end up with lots of
cost in the healthcare system, and at
the same time, people will be suffering
from a worse quality of life, and we
may see more disability.”
HIV activist, Italy

Mental health care is available for severe cases,
and more commonly found in urban areas. Good
practices such as outpatient addiction treatment
centres (SerT) provide integrated clinical and
psychosocial support. Non-clinical support
services (e.g., counselling) are available, however
these are sparse. As mentioned previously, the
Green Line (from Uniti contro l’Aids
http://www.uniticontrolaids.it/) is a governmentfunded communication channel to connect
individuals to professional advise and support.
Other government funded initiatives include
community clinics such as Consultorio Familiare
(Family Planning Clinics), however, funding
has reduced in recent times resulting in many
services being shuttered. Supportive services
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are also provided by NGOs and patient association groups,
aiming to fill gaps left by the health system. For example,
LILA provides pre and post-test counselling and extends to
providing psychological accompaniment to hospital for test
result confirmations, if required.

Case study from
other regions:
Clinica Metabolica
di Modena

“Beyond people with strong symptoms of
psychological disorders, mental health is not
monitored. It is important to monitor it as it is
linked to treatment adherence. There is also
little done from an NGO stance – this requires
medical expertise so NGO’s can’t do a lot in
identifying cases.”
HIV policymaker, Italy

What do the experts say?
Long-term holistic health of people living with HIV requires
focus and funding, to enable the changing epidemiology of
HIV to be adequately addressed. Experts note that Italy’s
infectious disease specialists are among the best in the
world, and high quality management of co-morbidities is
available. However, the health system continues to operate
in ‘silos’, thereby causing challenges in managing patients
who require greater co-ordination across settings of care.
Experts indicate a lapse in HIV-specific knowledge among
non-HIV specialists (e.g., family doctors, geriatricians) and a
lack of required infrastructure to enable community-based
care (e.g., primary care or outpatient setting).

What is it?
The Metabolic Clinic of the University
of Modena and Reggio Emilia
is a tertiary level referral centre,
offering multidisciplinary consulting
service including infectious disease
physicians, nutritionists, personal
trainers for physical activities,
psychologists, cardiologist,
nephrologists, endocrinologists and
plastic surgeons for diagnosis and
treatment of non-infectious comorbidities.

What are the key features?

“Services must be in the community, not only in
hospitals because it’s the last place people want
to go.”
HIV policymaker, Italy

Clinical and non-clinical supportive services require greater
focus. Similar to many countries in Western Europe, the
shift from provision of care for HIV as a long term condition,
rather than an acute event requiring infection control and
viral supression, is yet to be realised in policy. Provision of
services to enable a higher quality of life for people living
with HIV is needed, requiring integration of long-term HIVspecific clinical management with social care and long term
condition management.

“We have to go towards quality of life – the aim
is not to survive but to survive with a good
quality of life.”
HIV NGO, Italy
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People attending the clinic are
evaluated free of charge in one
multidisciplinary assessment using a
number of variables (selected only):
•

Fasting biochemistry (e.g., total
cholesterol, LDL, blood glucose,
insulin, lactic acid, HBV, HCV)

•

CD40 levels

•

Endocrinology assessment

•

Bone mineral density

•

Cardiovascular risk factors

Through this, several outcomes are
generated including ART therapy,
complementary drug exposure,
metabolic syndromes etc., as well
as subjective outcomes such as
adherence questionnaires, back
depression scores.
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Recommendations

4.1 Enable implementation of
PNAIDS as a matter of urgency

4.2 Develop integrated awareness
and testing interventions for STIs
and HIV

What is the issue?
PNAIDS is prescriptive and comprehensive, a result of
multi-stakeholder collaboration; and seeks to address the
existing challenges of HIV (targeting high risk populations,
reducing the undiagnosed population, reducing rates of
late diagnosis, and addressing the changing epidemiology
of HIV). It was launched in 2017 and approved by the 21
regions and autonomous provinces. However, it remains
unfunded to date of publication of this report.

What is the recommendation?
Dedicate specific funding for PNAIDS as a matter of
urgency, and incorporate policies into LEAs (Livelli
Essenziali di Assistenza or essential levels of care), to
ensure consistent resourcing and guarantee uniformity of
services across the country. Key areas for funding include
awareness and testing, thereby enabling many more
people living with HIV to engage with care.
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What is the issue?
PNAIDS recognises there is a limited presence of
community-based ‘non-health’ testing services that are
required to reach highly vulnerable populations (e.g.,
newly arrived migrants, migrant women). This lack of
access may be a driver of the undiagnosed population
and persistent rates of late diagnosis (CD4<350/mm3).
Further, HIV as a topic has started to disappear from the
public agenda, driven by complacency resulting from the
view of HIV as a ‘problem solved’, contributing to the
current lapse in awareness among the public.

What is the recommendation?
Enable convenient testing through integrated
programmes for HIV and STIs that are available in the
community. The broader focus will allow a greater
population to be reached, particularly those who do not
consider themselves to be at risk of HIV transmission
(e.g., young people, older heterosexual men and women).
Testing can be enabled in a variety of community
settings, taking lessons from Fast-Track Cities (e.g.,
Milan) and good practices from Italy and abroad, e.g.,
testing in high prevalence locations. Existing barriers,
such as opt-in and requirements for parental consent
for minors can be considered for removal / adaption.
Targeted campaigns, developed with input from high risk
populations and using appropriate channels (e.g., social
media, Apps, YouTube) should be developed. Investment
from the Ministry of Health and ASR will be required for
long-term implementation.
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4.3 Make condoms free
for high risk populations
What is the issue?
Condom access is limited at present: free distribution
schemes are sporadic, often focused on key dates
and available only in certain regions. While available to
purchase, the cost is considered prohibitive to a large
proportion of the population, particularly the young.
Finally, negative societal perceptions of use of condoms
(e.g., a view that use of condoms indicates a lack of trust
in one’s partner) are also found, further limiting use.

What is the recommendation?
Make condoms free for high risk populations. Two
approaches are available to enable this: parliamentary
approval of existing draft law, or decree by the Ministry of
Health. Further, while PNAIDS covers condom provision
for MSM, sex workers and transgender populations
this needs to be extended to include young people
(e.g., under 25 years of age). Distribution schemes and
infrastructure is required; one option would be to utilise
existing infrastructure, e.g., Consultorio Familiare, NGOs
and outpatient infectious disease clinics. Budget would
need to be allocated.
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4.4 D
 evelop a network of
multidisciplinary services for longterm holistic care of people living
with HIV
What is the issue?
Long-term care of people living with HIV, who suffer
a disproportionate volume of co- and multi-morbidities
as well as psychological conditions requires a
multidisciplinary effort. Currently, while management of
people living with HIV by infectious disease specialists
is very effective, challenges arise when co-ordination of
care is required across specialties (e.g., geriatrics, mental
health, and other non-communicable chronic conditions)
and settings (e.g., primary or outpatient setting). There is
a shortage of infrastructure, processes and skill sets that
will enable long-term, holistic and person-centred care.

What is the recommendation?
Develop a network for the provision of multidisciplinary
care to address the long term health of people living
with HIV. These can incorporate specialty, outpatient
and primary care settings, and put in place a series of
processes to ensure continuity of care for people living
with HIV. Good practice examples, such as Clinica
Metabolica di Modena, should be studied and scaled up.
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Policy Assessment
Is there a national plan for HIV? Yes
In 2016, Italy launched its renewed national
level plan on HIV and AIDS, ‘Piano Nazionale
di Interventi Contro HIV e AIDS’ (PNAIDS),
covering the period 2017 – 2019. The plan
aims to outline an approach to achieving the
objectives indicated by UNAIDS and WHO [16].
In defining new intervention strategies to tackle
HIV, PNAIDS aims to address unsolved issues
concerning data collection, prevention, and
access to testing and treatment.

PNAIDS follows law 135 published in 1990,
which acted as the ‘Plan for urgent action on
prevention and fight against AIDS’ (Piano degli
interventi urgenti in materia di prevenzione e
lotta all’AIDS), operating under Italian policy for
over 25 years [6]. PNAIDS proposes interventions
based on scientific evidence and has been
formed following integration from various
organisations including the Technical Health
Committee (CTS), the Higher Institute of Health
(ISS), scientific societies, voluntary associations,
universities, research institutions and scientific
care [41].

PNAIDS is prescriptive and aims to formulate the best path to achieve objectives indicated by UNAIDS
and WHO, prioritising objectives:

01
Outlining and implementing
projects aimed at defining
intervention models to
reduce the number of
new infections

04
Promoting the
maintenance in care of
diagnosed patients

07
Protecting the social and
working rights of people
living with HIV

02
Facilitating access to
the test

05
Coordinating
intervention plans on the
national territory

08
Promoting the fight
against stigma

03
Ensuring access to
treatment for all

06
Improving the health and
well-being of people living
with HIV

09
Promoting empowerment
and active involvement of
high risk populations

© 2019 KPMG LLP, a UK limited liability partnership and a member firm of the KPMG network of independent member firms affiliated with KPMG International
Cooperative (“KPMG International”), a Swiss entity. All rights reserved.

Ending the Epidemic 167

Does the national plan (or affiliate guidelines) promote?

Awareness

Awareness for high risk
populations?

Campaigns for eradicating
stigma?

PNAIDS recognises the importance of
awareness campaigns on HIV & AIDS
as part of Italy’s national strategy,
detailing the need of targeted
awareness and communication
campaigns for key population groups.

PNAIDS highlights the need for
combined prevention programmes
to reduce stigma and discrimination
associated with HIV, citing it as
an important issue among high
risk populations.

Policy is prescriptive, and breaks
down the strategy in great detail for
each key population (MSM, PWID
prisoners, youth, sex workers,
transgender, migrants and people
living with HIV partners). It describes
the type of campaigns required for
each subpopulation, with descriptions
on result indicators to measure
success. Most interventions revolve
around empowering the active
involvement of social groups and
organisations associated with high risk
populations, in campaigns.

It recognises the fight against
stigma as a fundamental element
of any policy to combat HIV, and
proposes interventions such as
stigma indicators (to measure the
level of stigma regularly) and national
campaigns to fight stigma against
people living with HIV [16].

For example, for the MSM population,
it details the need for programmes
organised by the community and
the need to promote empowerment
and involvement through the MSM
community to ensure information is
credible[16].

Several subpopulations are covered
in detail, outlining the need for
programmes to reduce homophobia
across MSM populations, increase
programs to tackle stigma in
transgender populations and provide
interventions aimed at social, health
and police communities to break
down stigma against sex workers [16].

Sexual health education for
general populations (e.g.,
schools)?
At present, there is no mandated
sexual health education in schools. It
is at the discretion of each individual
school on whether they wish to
incorporate it into the curriculum,
which results in a vast discrepancy
across regions [21].
Recognising this, PNAIDS highlights
the importance of incorporating
sexual health education in schools as
a key action in reducing the spread
of HIV, and outlines a HIV and STI
programme to be integrated into the
school curriculum which addresses
students of all ages [16]. It extends to
covering training programs addressed
to teachers and implementation of an
overall program of health education,
in which themes of HIV and STI’s are
included[16].
PNAIDS also mentions insufficient
sex education as partly the reason
behind the lack of knowledge of HIV
in Italy, which hinders and delays
access to testing.

Key
Policy available and effective

Room for improvement

Policy not available
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Prevention

Harm and risk reduction
(e.g., needle and syringe
programmes (NSP), opioid
substitution therapy (OST),
chemsex)
PNAIDS extensively covers PWIDs as
a key population, denoting the need
to promote harm and risk reduction
intervention programs including
replacement of sterile syringes and
replacement therapy.
The strategy extends to include
similar promotion of prevention
programs in prisons, organised by the
Ministry of Justice and Ministry of
Health [16].
Harm reduction has recently been
included in the LEA (essential levels
of service) and so will be part of the
health benefit package offered to all.
Chemsex is mentioned in the national
policy as an activity drug users may
partake in. However, there is no
explicit intervention proposed in order
to reduce the risk.

Provision of free condoms
/ lubricants for high risk
populations?
PNAIDS highlights the correct
use of condoms as an effective
prevention tool, to be used in the
general population and with particular
attention to populations most at risk [16].
It goes further to recommend risk and
harm reduction interventions in high
risk populations through distribution
of condoms and specifies the need
for free condoms and lubricants to be
distributed to MSM, sex workers and
the transgender populations in areas
where they meet and services they
come in contact with [16].
With regards to other high risk
populations such as young people,
PNAIDS recognises the importance of
using condoms, but doesn’t explicitly
specify interventions aimed at free
condom distribution.

Access to oral PrEP for
high risk populations?
PNAIDS recognises the need for
prevention strategies to be based
on the use of antiretroviral drugs
(including PrEP) to limit the incidence
of new infections, but does not
explicitly detail any plans of rolling out
the drug as part of the government’s
HIV prevention offering. The plan
refers to guidelines to implement
strategies for selected populations [16].
The Italian guidelines on the use of
antiretroviral drugs and on diagnosticclinical management of people
infected with HIV-1 details the
occurrences in which PrEP should be
prescribed to high risk populations
including MSM, heterosexuals and
drug users [25].
The guidelines go further in detailing
the dosage requirements, followup periods and providing all-round
support for PrEP in terms of
monitoring adherence and informing
patients on the risk of acquiring other
STI’s [25].

The National Action Plan on Drugs
2010–13 also identifies and links the
prevention and reduction of infectious
disease transmission among drug
users as one of its goals [26].
The Linee di indirizzo[36] recommends
HIV (and HBV,HCV and syphilis)
testing among intravenous drug
users every 6 months. However,
implementation of these guidelines is
still very slow.
Key
Policy available and effective

Room for improvement

Policy not available
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Access to post-exposure
prophylaxis (PEP)?
PNAIDS recognises PEP as an
effective role in limiting the incidence
of new infections and proposes
interventions based on reducing the
access barriers and implementing
an appropriate use based on clinical
guidelines [16].
The Italian guidelines on the use
of antiretroviral drugs and on
diagnostic-clinical management of
people infected with HIV-1 refer to
the use of PEP in both occupational
and non-occupational settings,
detailing different scenarios and
recommendations for the use of PEP
and timescales in which it must be
administered and followed-up by an
expert to re-evaluate the risk [25].
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Testing and screening

Availability of free, anonymous testing in community and
specialty settings?

Availability of self-testing or
self-sampling?

In Italy, the HIV test is still regulated
by law 135/1990 giving the right to
all citizens to access a test, only after
having expressed consent to do so
(opt-in testing) [6]. PNAIDS reiterates
that HIV testing must be made
available, free of charge, anonymous
and actively offered to all those at
high risk of infection, paying particular
attention to high risk populations
including sex workers, MSM,
migrants, drug users etc [16].

PNAIDS and Italian guidelines support
the use of self-tests, detailing the
requirement to evaluate the impact
of dissemination of HIV self-tests. It
goes further in requesting pharmacies
to include informative briefs including
time limits, reliability of the test and
a toll-free number to the National
Counselling Service [16].

PNAIDS states that there’s an
absence or limited presence of
community-based ‘non-health’ testing
services required to reach target
populations and so recommends
interventions revolving around
community-based testing, with
involvement from target population
representatives [16].

It also highlights the objective to
launch testing programs in extra
hospital settings, referring to
international successes [16].
Italian guidelines on the use of
antiretroviral drugs and on diagnosticclinical management of people
infected with HIV-1 emphasise the
test must actively be offered in all
clinical conditions that can be related
to HIV infections, regardless of a
behavioural risk assessment and must
be offered to all those who turn to
healthcare facilities for STI’s, Hepatitis
or Tuberculosis [25].

PNAIDS mentions the introduction
of self-sampling and details the role
of non-healthcare settings must be
redefined. However, no interventions
have been detailed to introduce
home sampling.

Access to HIV testing is restricted
to unmarried minors, who require
parental consent. PNAIDS highlights
this barrier and aims to define
procedures that allow minors to
access the test without consent from
parents. However, these have not
been explicitly stated.

Key
Policy available and effective

Room for improvement

Policy not available
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HIV specific clinical treatment

Immediate initiation
on ART?

Access to innovative
medicine?

PNAIDS highlights the need to ensure
connection to early treatment and
suggests interventions to identify
appropriate strategies to maximise the
start of treatment with participation
from all [16].

Italian guidelines on the use
of antiretroviral drugs and on
diagnostic-clinical management
of people infected with HIV-1
mention second-line regimes, as an
alternative if first line therapy fails
and provides guidelines on preferred
drug combinations and use of
different therapies.

Ensuring access to treatment for
all and promoting the maintenance
in care of diagnosed and treated
patients are highlighted as priority
interventions in PNAIDS.
Italian guidelines on the use of
antiretroviral drugs and on diagnosticclinical management of people
infected with HIV-1 refer to the
initiation of cART as a crucial moment
in the care pathway of people
with HIV / AIDS, and suggest ART
should be initiated immediately, (in
some cases without waiting for the
outcome of the resistance test) [25].

In 2017, AIFA released an ‘innovation
algorithm’ to assess pharmaceutical
products, to ensure quicker, equal
access to cutting edge medicines.
Medicines gaining approval through
the algorithm may be eligible for
additional funds (through the EUR
1 billion innovative drugs fund) and
will be immediately included in all
regional formularies. The government
assignment of sufficient funds for
innovative drugs remains a crucial
issue.

In an effort to reduce regional
disparities in access to medicines,
the Italian Medicines Agency (AIFA)
reached an agreement with regions
and autonomous provinces on a list
of essential medicines that must be
made available, which includes HIV
medication [40].

Access to regular monitoring
(e.g., viral load, adherence,
co-infections)?
Adherence to drugs and maintenance
in care are highlighted as crucial in
PNAIDS to ensure the well-being of
people living with HIV. It goes further to
propose interventions aimed at ensuring
adherence, such as ensuring treatment
centers are equipped with monitoring
systems to enable tracking of people
living with HIV who are not yet on
therapy, the rate of adherence, and rate
of presence at check ups etc.{16]
Viral load monitoring is highlighted as
primary importance in the guidelines
on ART and clinical management, with
strategies proposed aiming to zero viral
load. Italian guidelines on the use of
antiretroviral drugs and on diagnosticclinical management of people infected
with HIV-1 emphasise viral loads must
be monitored in all patients from the
moment they enter care [25].
PNAIDS also highlights the issue of
coinfections and proposes initiatives
based on those with HCV co-infections,
aiming to extend treatment for all
people living with HIV co-infected with
HCV.

Key
Policy available and effective

Room for improvement

Policy not available
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Long-term holistic care

Access to ageing and comorbidity management?

Access to mental health
services?

The national plan covers the issue
of comorbidities and ageing in great
detail, highlighting the need to
develop new lines of intervention and
extend clinical assessment behind
strictly HIV aspects and include
management of comorbidities,
such as cardiovascular, renal, and
neurological among others [16].

PNAIDS covers the issue of mental
health disorders at a high level,
highlighting the need to extend
clinical assessment behind strictly
HIV aspects and include neurological,
cognitive and psychiatric diseases [16].

It goes further to propose
interventions dedicated to the
prevention and care of comorbidities
and to promote integration paths in
order to ensure continuity of care [16].
Italian guidelines on the use of
antiretroviral drugs and on diagnosticclinical management of people
infected with HIV-1 corroborate,
specifying actions to manage ageing
and comorbidity care, including
the need for dedicated clinical-care
pathways and integration of resources
between HIV and geriatric care [25].

Italian guidelines on the use
of antiretroviral drugs and on
diagnostic-clinical management of
people infected with HIV-1 refer
to mental health and psychiatric
disorders (ranging from depression
and anxiety to Alzheimer’s and
dementia) as being more prevalent
among people living with HIV and
requires close monitoring. Guidelines
suggest interventions such as
performing periodic assessments for
neurocognitive disorders.

Access to clinical supportive
services (e.g., peer support,
counselling)?
PNAIDS highlights counselling must
be provided in all occasions for those
who are HIV positive. Counselling
is mentioned as a proposed
intervention when addressing high
risk populations and providing access
to tests, highlighting the need for
CBVCT (community-based voluntary
counselling and testing) for all target
populations mentioned.
PNAIDS also highlights the
importance of a social support
network, to ensure continuity of care.

Guidelines advise patients with
psychiatric disorders to undergo
specific, tailored therapy, which
should be established with input
from a psychiatrist, to manage drug
interactions and possible side effects.

Key
Policy available and effective

Room for improvement

Policy not available
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Executive summary
Spain’s HIV response has had a strong, positive
impact on the epidemic. The number of people
dying from HIV-related illnesses are declining,
and there has been a modest but progressive
decline in the number of new HIV infections
[1]
. Today, close to 73% of the approximately
146,500 people living with HIV are on
antiretroviral therapy and virally suppressed [2].
These are very good outcomes, however
challenges remain. Challenges which must
be tackled if Spain is to meets its ambition of
ending the epidemic once and for all.
Today, around 20,222 (13.8%) people are
estimated to be living with undiagnosed HIV.
Late1 diagnosis, known to be associated with
increased mortality and morbidity, is high estimated at 47.8% of all new HIV diagnoses
in 2017. Changing demographics are creating
new at-risk populations2, for example the rate
of late diagnosis is higher in women than in
men, at 50.6% versus 47.2%. Stigma continues
to exist, at times creating barriers in accessing
care. Finally, the long term health and wellbeing
needs of people living with HIV must be

addressed, particularly given the estimated high
number of people with HIV who are aged 50
years or older [3].
Spain’s current national strategy for HIV is
detailed in the Plan Estratégico de Prevención y
Control del VIH y otras ITS, 2017-2020, published
in 2018 by the Ministry of Health, Consumer
Affairs and Social Welfare (Ministry of Health) as
an extension to the previous (2013-2016) plan [4],
[5]
. To understand its effectiveness in tackling the
new and emerging challenges of the epidemic,
the Steering Group3 undertook an assessment
of Spanish HIV policy. Working step-by-step
across the HIV care continuum of Awareness,
Prevention, Testing and Screening, HIV-specific
Clinical Treatment and Long Term Holistic Health,
they identified areas of strength and those with
room for improvement.

1. A ‘late’ diagnosis is made at a point in time at which HIV treatment should already have been started. Currently, a CD4 cell count below 350 cells/
mm 3 at the time of diagnosis is considered ‘late’. Source: UNAIDS
2. For list of high risk populations, see European report, Methodology section, Table 2
3. For full list of Steering Group members, see European report, Methodology section, Table 1
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Awareness

National, regional and local campaigns on HIV are available, however these
vary in number and frequency. More can be done to raise awareness among
the general population and tackle stigma.

Prevention

There is variation in prevention activities across the country, which may
benefit from a national-level, combined prevention framework to unite efforts.

Testing and
Screening

Policy and detailed guidelines (including universal screening in certain
settings) promote offer of testing, however, consistent implementation is
needed to improve uptake.

HIV-specific clinical
treatment

Immediate initiation on anti-retroviral (ART) therapy is recommended, and
generally well implemented. Challenges remain in ensuring linkage to care and
consistent medicine access across the regions.

Long-term
Holistic Care

Effort and investment is needed for continued improvements for provision of
person-centered care for those living and ageing with HIV.

To drive greater improvements in the lives of those with or at risk of HIV, the Steering Group put
forward a number of recommendations:
• Strengthen the office of the National Plan on AIDS - increase human and financial resources to
dedicate sufficient effort to developing and implementing plans and policies in Spain.
• Address low rates of testing in primary care – generate greater awareness of existing
guidelines on universal screening, combined with programmes to minimise missed opportunities,
such as education of GPs, alert systems.
• Develop a comprehensive, national level framework for combined prevention of HIV (or
HIV and other STIs) – bring together a framework of biomedical, behavioural, and structural
prevention interventions at a national level, allowing for consistent and effective implementation at
a regional level.
• Implement more community based sexual health clinics – create convenient and inclusive
environments, improve links to care (e.g., establish direct referrals to HIV clinics) and develop cost
effective means of delivering long term HIV and STI care and services.
• Include sexual health education in the school curriculum – mandate changes to school
curriculums to ensure consistent programmes across the regions, with the aim of developing
greater awareness of HIV and STIs among young populations.
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HIV in Spain, the wider context
Brief epidemiology and 90-90-90 overview
Spain’s HIV response has delivered positive
outcomes. There has been a continuous
decline in the number of AIDS-related deaths
and number of new AIDS diagnoses [1]. Of the
estimated 146,500 people living with HIV in
2016, approximately 86.2% (126,278) knew their
HIV status, of which 93.4% (117,944) were on
anti-retroviral therapy (ART), of which 90.4%
(106,621) were virally suppressed (see Figure 1[2])
- indicating Spain is progressing well towards
the UNAIDS 90-90-90 treatment targets 1. This
equates to approximately 73% of all people living
with HIV being virally suppressed. Furthermore,
national-level surveillance data have indicated a
progressive overall decline in the number of new
HIV infections, although this rate has slowed in
recent years. In 2017, a total of 3,381 new HIV
diagnoses were made, although this does not
include late notifications - therefore the actual
figure is likely to be higher [1].

These successes are to be celebrated, and
as a result of these efforts, the HIV epidemic
in Spain has changed. Continuing and new
challenges remain however, which must be
tackled to improve the lives of those with, and
at risk of HIV.
While the overall number of new infections are
declining, disaggregating the data indicates
varying trends among high risk populations. Men
who have sex with men (MSM) continue to form
the largest at-risk group, with 54.3% new HIV
diagnoses in 2017. Heterosexual transmission is
the second largest (28.2%), and accounts for the
largest mode of HIV infections among women
(85%). The highest number of new infections
by age-group are among the 30-39 year olds
(33.9%), followed by those under 30 (29.3%)
and over 50 (14.8%) years of age [1].

Figure 1. Performance towards the 90-90-90 targets

86.2%

93.4%

90.4%

Aware of their HIV status

On HIV treatment

Virally supressed

of which

of which

Source: HIV and Risk Behavior Surveillance Unit [2]

1. The UNAIDS 90-90-90 targets set in 2014 are targets for the treatment of people with HIV – 90% of people with HIV will know their status, 90%
of people diagnosed with HIV will be receiving ongoing antiretroviral therapy, and 90% of people with HIV on treatment will be virally suppressed
by 2020. These targets are based on the assertion that it is not possible to end the HIV epidemic without treating all of those with HIV that need it.
Source: UNAIDS
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Linking people to care is another challenge. Currently,
close to 20,222 people are estimated to be living with
undiagnosed HIV. Late diagnosis continues to be high,
estimated at 47.8% of all new HIV diagnoses in 2017. It is
also worth noting variations among sub-populations, with a
higher rate observed among women (50.6% versus 47.2%),
and those who are older (65.2% of new HIV infections
in those aged 50 years and older were considered late)
[1]
. Challenges in linkage to care is also exemplified by
those diagnosed, but not in treatment – estimated at
6.6% (8,334).
Ensuring the health and wellbeing of the ageing population
is another area requiring focus. An Economist Intelligence
Unit publication indicated that as of 2015, 68,000 people
living with HIV were aged 50+ years - which equals
just under 50% of the total [3]. Ageing with HIV bring a
significant number of challenges, resulting from treatment
toxicity, impact of long term infections, co-morbidities and
mental health issues.
Spain’s current response to tackling the HIV epidemic along
with the remaining key challenges are outlined in its new
National Plan for HIV / AIDS (see chapter 3). The wider legal
and policy environment also continue to influence the HIV
response, impacting in turn the lives of those living with, at
risk of and working in HIV (see Box 1).
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Box 1. Laws and policies impacting the HIV response
As outlined in the Methodology section, a deep assessment of the wider legal and policy
landscape and its impact on the HIV response is not within the scope of this project. However,
we have indicated below Spain’s current position on three common potential barriers to the
HIV response:

1) Legal protection against
stigma and discrimination:

2) F
 ree, non-discriminatory
access to healthcare:

A multitude of Spanish laws exist
which in theory should protect people
living with HIV from discrimination,
including the Spanish Constitution,
Health Laws, Work and Employment,
Social Security, Insurance and the Prison
System. However, as with all Western
European countries, the extent to which
these laws are useful depends on the
willingness of people living with HIV to
take action when they are discriminated
against [6], which often does not occur.
Although uncommon, this issue is
particularly disadvantageous to those
with legal or social limitations, e.g., newly
arrived migrants.

After removing the right to healthcare
for certain groups in 2012 [11], the
Spanish government is drafting
legislation to bring back universal free
healthcare coverage. This includes,
from day 1, removing the 90-day
period before which immigrants
were eligible for services. As certain
regions (including Catalonia and
the Basque country), together with
healthcare professionals and NGO’s
continued to provide treatment to
undocumented migrants despite
the 2012 law change, it is expected
most regions will implement cover.
However, variations may exist due to
the freedom to choose appropriate
levels of access for their region.

Although employment legislation
stipulates the right to privacy and
non-discriminatory treatment, up until
recently people living with HIV may still
have been excluded by regulations that
govern entry to the Police, Military and
Civil guard. Each of these bodies require
a medical examination to join, which,
although it does not mention or test
for HIV specifically, has exclusions that
cover HIV and other conditions (such
as diabetes and coeliac disease - i.e.,
“Illnesses, physical defects or hereditary,
constitutional or acquired anomalies
that require some kind of specific and /
or long- term treatment, or entail risk or
rejection for social relations or coexistence
within the Body.”) [9]. While a study
conducted by the Ministry of Health
concluded that no specific instances
of exclusion due to HIV had been
documented, it was agreed in November
2018 by the Council of Ministers that the
exclusion criteria for all public employment
would be reviewed and updated to reflect
the reality of HIV (and other diseases) in
the era of viral suppression. [10]

3) D
 ecriminalisation of
behaviours such as sex
work and drug use:
While consumption or minor
possession of illicit drugs in public
places is a serious order offence, it
is not punishable by incarceration,
and can instead consist of fines
ranging from EUR 601 to EUR 30,000
(Law on the Protection of Citizens’
Security (2015), Article 36). The
National Strategy on Addiction (201724) focuses on harm reduction and
facilitating the social integration of
drug users as key objectives[12]. The
rate of new infections among people
who inject drugs (PWIDs) continues
to decline, indicating effective harm
reduction and prevention strategies
among this population (see chapter 2).
Regarding sex work, despite
decriminalisation in 1995, there are
no public laws regarding the legal
status of sex workers. Therefore it
is mostly ‘tolerated’, i.e., not illegal,
but not regulated [14]. This means
that in general no protection exists
against exploitation and there are
no government mandated benefits.
While comprehensive data is
scarce, ECDC have indicated an
HIV prevalence of 2% among sex
workers [13], although this may be
higher among male sex workers.
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Assessment of HIV policy
in Spain
This chapter outlines the Steering Group’s assessment of the
current HIV policy in Spain, and its effectiveness in tackling the
new and continuing challenges of the epidemic. It is broken
down by stages of the HIV care continuum, covering Awareness,
Prevention, Testing and Screening, HIV-specific Clinical Treatment
and Long Term Holistic Health.
3.1 Overview of national HIV policy
Spain’s national framework for tackling HIV
/ AIDS is detailed in Plan Estratégico de
Prevención y Control del VIH y otras Infecciones
de Transmisión Sexual, 2017-2020, published in
2018 by the Ministry of Health as an extension
to the previous plan (2013-2016) [4], [5]. Due to
the structure of the Spanish healthcare system
(i.e., the devolution of power to the country’s 17
autonomous regions), the plan provides only high
level guidance. The regions are free to develop
their own plans and implementation steps. For
example, regions such as Catalonia (2016-2020)
and Extremadura (2018-2021) have recently
updated their plans, while many others such
as Andalusia (2010-2015), Castilla La-Mancha
(2014-2017) and Galicia (2015-2018) also have
active plans in place [13], [15]-[19].
The plan focuses on three populations: the
general population, sexually active people at a
higher risk of exposure HIV and / or STIs, and
people living with HIV and / or STIs. It aims to
tackle a number of existing challenges, including,
achieving the first 90; evaluating the use of
new detection modalities (e.g., self-testing)
and combined prevention approaches (e.g.,
pre-exposure prophylaxis (PrEP); the promotion
of sexual health among young children; and
addressing stigma and discrimination.

Infrastructure exists for multi-stakeholder
governance of the plan. At a national level, the
inter-territorial council (Consejo Interterritorial
del Servicio Nacional de Salud de España)
aims to harmonise health services across the
17 autonomous regions. A committee specific
to HIV (de Coordinación y Seguimiento de
Programas de Prevención de Sida), which
includes representatives from the Ministry of
Health (e.g., Carlos III Health Institute), other
Ministries (e.g., education), interior (prisons),
representatives of the health authorities of the
17 regions, professional organisations (e.g.,
medicine, nursery and pharmacy) and NGOs
aims to incorporate multiple viewpoints. While
this group had not convened since 2014, a
meeting then took place in February 2019.
Recent progress is seen: a report evaluating the
2013-2016 National Plan for HIV and STIs was
published in 2018, identifying achievements
and areas for improvement [6]. Furthermore, the
Social Pact [7], a document outlining a series
of commitments aimed at tackling stigma and
discrimination affecting those living with HIV
was also approved in 2018.
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To understand the ability of Spain’s HIV strategy to tackle the
new and emerging challenges of the epidemic, the Steering
Group undertook an assessment. Going step by step across
the HIV care continuum of Awareness, Prevention, Testing
and Screening, HIV-specific Clinical Treatment and Long

Term Holistic Health, they identified areas of strength and
those with room for improvement. Figure 2 summarises
their findings, and further details on the policy position are
available in chapter 5.

Assessment of HIV policy in Spain
Is there a national plan for HIV (stand-alone or integrated with STI / ID)?

Yes 2017

Does the national plan (or affiliated guidelines) promote:

Awareness

Prevention

Testing and
Screening

HIV-specific
Clinical Treatment

Long-term
Holistic Care

Awareness
for high risk
populations

Provision of
free condoms
and lubricants
for high risk
populations?

Availability of
free, anonymous
testing in
community
and specialty
settings?

Immediate
initiation on
ART?

Access to
ageing and
co-morbidity
management?

Campaigns
for eradicating
stigma?

Access to oral
pre-exposure
prophylaxis for high
risk populations?

Availability of
self-testing or
self-sampling?

Access to
innovative
medicine?

Access to
mental health
services?

Sexual health
education for
the general
population (e.g.,
schools)?

Access to
post-exposure
prophylaxis
(PEP)?

Access
to regular
monitoring
(e.g., viral load,
adherence, coinfections)?

Access to
non-clinical
supportive
services (e.g.,
peer support,
counselling)?

Harm and risk
reduction?
Key
Policy available and effective

Room for improvement

Policy not available

Note on methodology: the assessment underlines the view of the Steering Group on current policy and its effectiveness, broken down
by stage of the HIV care continuum. Additional in-country experts provided input, and findings were supplemented through secondary
research. Full details of the policy, related to stages of the HIV care continuum, are available in section 5.
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Awareness
•

•

Interventions to raise awareness exist, but are often focused in certain
populations such as MSM
Recent ratification of the Social Pact is a positive move towards tackling HIVrelated stigma

What is the policy position?
The national strategy aims to promote
awareness in high risk populations.
The previous national strategy for 2013-2016
recognised the need to increase the knowledge
of HIV and other STIs among high risk
populations (young people, MSM, sex workers,
PWID, migrants, and women) and outlines
the policy to promote the dissemination of
information adapted to each population [5].
As a continuation of the previous strategy, the
2017-2020 plan recognises this, however does
not outline any specific actions targeting high
risk populations [4].
Specifically regarding stigma, the 20172020 national strategy outlines a number of
actions, including the intention to approve the
Social Pact. The Social Pact was developed
in 2011 with the aim of targeting stigma and
discrimination against people living with HIV. It
outlines a number of commitments: 1) favouring
equality in treatment and opportunities of people
living with HIV, 2) working in favour of social
acceptance of HIV, and 3) reducing the impact
of stigma on people living with HIV [7]. The Pact
was approved in November 2018.

Certain regional plans also outline interventions
to tackle awareness, e.g., Catalonia includes
policy on awareness for a number of high risk
populations, including young people, MSM, sex
workers, and PWIDs [15].

What happens in practice?
Campaigns for awareness in high risk
populations and campaigns to address stigma
are present in Spain, often targeting MSM.
These include national-level campaigns run or
funded by the Ministry of Health (e.g.,
€2 million, unchanged from 2017, was made
available for NGOs for interventions including
but not limited to awareness in 2018 [20]). More
recent campaigns included “Sin condón no hay
vuelta atrás” (Without a condom there is no
turning back) targeting the MSM population to
encourage the use of condoms and testing [21]
and “Prevenir las ITS está en tus manos. No te
compliques” (Preventing STIs is in your hands.
Keep it simple), aimed at promoting condom use
among young people.
The Ministry of Health also runs campaigns
targeting stigma, often around key dates
such as World AIDS Day. For example, the
#TransmiteRespeto campaign in 2017 and 2018
was aimed at providing information on the low
risk of HIV transmission through casual contact.
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Campaigns are also run by NGOs and Medical Societies,
e.g., #yotrabajopositivo by the NGO Trabajando en
Positivo, aimed to fight discrimination in the workplace,
‘Hablemos de 90-90-90’ by GeSIDA aimed to easily
disseminate, via 5 min videos, the reality of HIV in Spain,
and “Batalla a la Intolerancia” a campaign by CESIDA
aimed to combat intolerance suffered by people living with
HIV through a collaboration with Arkano, a recognised
Spanish rapper[46][47].

Studies also indicate continued existence of stigma, with
a cross-sectional national survey (supported by SEISIDA)
of 1,554 individuals in 2017 reporting 25% of respondents
were concerned about exposure, and 43% concerned that
a loved one will reject him / her after taking an HIV test [23].
The recent ratification of the Social Pact may be a key step
in addressing some of these challenges, however it is yet
to be implemented as operative plans and working groups
are still being formed.
Lack of policy on sexual health education is a key
barrier to awareness in the general population:

“Last year there was a campaign around
December 1st, but there was not even any
media presence covering it. We need to do
more to disseminate.”
HIV expert, Spain

What do the experts say?
Experts note that more can be done to raise awareness and
tackle stigma within the general public. While campaigns
exist, examples of which are provided above, they are often
not consistent and may not be widely publicised - therefore
missing populations that are hard to reach. Discrepancies
in the number, frequency and type of campaigns are also
noted - particularly those targeting non-MSM high risk
populations, e.g., young people or transgender individuals.
Expert views are supported by studies which indicate low
levels of awareness within the general public. For example,
although dated, a representative sample surveyed in 2012
showed that 13.9% of people believed that HIV could be
transmitted by sharing a glass, 13.9% through using public
toilets, and 14.9% through coughing or sneezing [22].

What is the policy position?
Sexual health education is not mandated in schools,
with Ley Orgánica 8/2013 de 9 de Diciembre removing
all content relating to sexuality in the Spanish academic
curriculum [24]. The national strategy to date has collected
information from the autonomous communities and
NGOs about their programmes of effective sexual health
education in both formal and extracurricular settings [4],
and recognises the need for better promotion of effective
sexual and reproductive health programs (especially
among young people). Objectives for the period 2017-2020
include developing quality criteria and good practices for
sexual education programmes, and collaborating with the
Ministry of Education in order to promote sexual health in
educational environments [4].

“Some regions have programmes where nurses
or trained people go to schools to talk to the
pupils, but it’s voluntary for the school to agree
to have this.”
HIV expert, Spain

“At the start of the epidemic there were so many
messages addressing HIV awareness. But we
do not see this now.”
HIV expert, Spain
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What happens in practice?

What do the experts say?

While there is no national-level policy, the HIV (or STI)
plans of some regional governments such as Catalonia and
Extremadura offer outreach programmes providing sexual
health education in schools [15], [16]. However, uptake of
these by the schools remains optional.

Experts note the lack of sexual health education is a key
challenge, as it is often a very effective method of building
a basic understanding of HIV and STIs in young people.

There are also campaigns for the general population, such
as the #túdecidesloquecompartes campaign in 2017. The
Ministry of Health has also produced information sheets on
STIs (syphilis, gonococcus, HPV, chlamydia, LGV, genital
herpes, trichomonas) [1] - an objective of the 2013-2016
national strategy [5].

Where isolated activities do exist within schools or
autonomous regions, they may have limited impact as
the key messages are delivered in isolated sessions by
outside speakers, and not reinforced on an ongoing basis.
Limitations in awareness among young people were
evidenced by a recently concluded small scale study among
young people, which indicated that over 50% do not use a
condom during all sexual relations, and 15% admitted that
they do not use condoms even if there is the possibility of
contracting STIs or causing unwanted pregnancies [25].

“We see a lot of young people with new
infections and they do not have a feeling of risk,
and therefore do not understand how or why
they have HIV.”
HIV expert, Spain
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Prevention
•

•

•

Prevention activities are available, including provision of condoms and Post-exposure
Prophylaxis (PEP)
While the Health Commission of the Congress recently unanimously backed the
introduction of Pre-exposure Prophylaxis (PrEP), currently no policy exists
Harm reduction is an area of success in Spain, with the incidence among PWIDs falling

What is the policy position?
The national strategy for 2017-2020 outlines
the need for combined prevention, particularly
targeting vulnerable populations [4].
There is limited detail on specific activities, such
as provision of condoms, the responsibility of
which is devolved to the autonomous regions.
The provision of PEP is mandated in the strategy.
With regards to PrEP, it outlines the intention to
measure the impact of PrEP in the reduction of
new HIV diagnoses in key populations [4].
While a defined policy for PrEP does not yet
exist, GeSIDA has developed a consensus
document in 2016, recommending the
development of a PrEP programme that not only
includes the ability to prescribe PrEP, but also
states that a prevention and training plan should
be delivered alongside [29]. Considering cost
effectiveness, GeSIDA recommends to make
PrEP available to groups where HIV infection
incidence is greater than 2 cases per 100
person-years. GeSIDA also make
recommendations on who should be able to
prescribe PrEP, and where, and also the length
of time between follow-ups.
Harm and risk reduction policy (e.g., Estrategia
nacional sobre adicciones 2017 – 2024) includes
objectives to maintain and expand coverage of

existing programmes. Policy does not yet fully
address emerging trends, such as chemsex1,
which may indicate an increasing risk factor in
the future.

What happens in practice?
PEP is generally available in hospital settings
(e.g., HIV units and emergency rooms). While
anecdotally there have been cases where
individuals experience delays and barriers - for
example as a result of emergency room clinicians
being unfamiliar with guidelines on PEP - this is
not considered to be a common occurrence.
Harm reduction services are available through
public facilities, including emergency centres,
mobile units, pharmacies and prisons with
a 2009-16 evaluation report indicating broad
coverage across Spain, although with varying
service profiles in the autonomous regions [48].
Distribution of condoms is the responsibility of
the autonomous regions, with funding for free
condoms available in some regions. For example,
Plan Andaluz frente al VIH/sida y otras ITS
2010-2015 (Andalusian Plan for AIDS) indicates
over 2 million free condoms and lubricants were
distributed [17]. Campaigns to distribute free
condoms are also often run around key dates
at both regional and local levels e.g., Navarra’s
“Love yourself, get tested, use condoms”
campaign on World AIDS Day.

1. Chemsex is the practice of consuming drugs recreationally in order to facilitate sexual activity – typically this refers to one or a combination of three drugs:
methamphetamine (crystal meth), mephedrone (M-cat), and GHB/GBL (G). Consumption of these drugs reduces inhibitions and therefore increases risky
behaviours, whilst also exacerbating an individual’s mental health
© 2019 KPMG LLP, a UK limited liability partnership and a member firm of the KPMG network of independent member firms affiliated with KPMG
International Cooperative (“KPMG International”), a Swiss entity. All rights reserved.
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As mentioned above, there is currently no defined policy
on PrEP. While the Health Commission of the Spanish
Congress recently unanimously approved the proposal to
facilitate implementation of PrEP [26], details of the offering
and its implementation are yet to be developed.
A limited clinical trial, initiated in 2017 to establish the
feasibility of implementing PrEP is underway, with
regions including Catalonia, Basque Country and Valencia
participating [27][28]. On the ground support is available for
the use of PrEP, through privately funded interventions
such as the Barcelona Checkpoint (see case study),
although these are limited to provision of counselling and
support and not the drug itself.

“We still don’t know our position when it
comes to PrEP.”
HIV expert, Spain
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What do the experts say?

Case study:
Barcelona
Checkpoint [30]

Experts note the need to improve prevention,
consistently combining structural, behavioural and
biomedical interventions.

“There is no national level or consistent
framework for prevention, which means
activities are often fractured”
HIV expert, Spain

With regards to PrEP, experts noted a number of
considerations which must be taken into account
when shaping Spain’s strategy, including training
among non-specialists (e.g., primary care physicians)
and provision of supportive services such as
counseling for risky behaviors to maximise benefit.
Finally supportive infrastructure, for example,
community based sexual health clinics will also be
useful in ensuring access (therefore not limiting PrEP
to hospitals).
Experts note the success in harm reduction, with
HIV diagnoses attributed to injecting steadily
decreasing over the last decade [48]. However,
they caution that greater attention must be paid
to emerging trends such as chemsex which may
increase in prevalence over the coming years.

What is it?
Barcelona (BCN) Checkpoint is a
community based sexual health clinic
targeting the MSM population. Services
provided by the clinic are used by
approximately 6,000 people per year. The
clinic was set up and run by the NGO
Projecte dels NOMS- Hispanosida.

What are the key features?
Alongside testing, vaccinations,
psychological and chemsex advice, the
checkpoint offers services for those taking
PrEP independently:
•

HIV testing before starting PrEP

•

Regular medical check-ups

•

Guidance on how to minimise the risks
of taking PrEP

•

Access to Psychosocial advice

The Checkpoint is also running a study on
150 people taking PrEP, and has performed
research on PrEP in the past using their
cohort to establish the cost effectiveness of
implementing PrEP.
BCN Checkpoint is partially funded by
public contributions from the government of
Catalonia and charitable donations.

Why is it a good practice?
•

© 2019 KPMG International Cooperative (“KPMG International”). KPMG International
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PrEP policy must extend beyond
simply approving the drug to
include development of a full
implementation model in order
to be effective. BCN Checkpoint
demonstrates how the supportive
services around PrEP could be
implemented in a community
sexual health clinic setting.
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Testing and screening
•

•
•

Detailed guidelines exist, recommending universal screening in areas of high
prevalence
Level of offer and uptake can vary across settings, particularly primary care
Greater availability of data (e.g., on number and location of tests completed),
may improve visibility of most effective interventions

What is the policy position?
The national strategy addresses testing in
healthcare and community settings, highlighting
the need to improve both the offering and the
uptake. In particular, it outlines a number of
actions to improve testing in the community and
notes the need to update guidelines on early
diagnosis in healthcare settings [4]. Recognising
the lack of reliable data on the number of tests,
the strategy outlines actions to implement a
new system, called RedCo-VIH, to track testing
and diagnosis of HIV in the community [4].
This programme will include developing
common procedures and tools for collecting
information, collection of evaluation indicators,
and promotion of the exchange of good practice
between NGOs [31].
The national strategy further promotes early
diagnosis of HIV and STIs through strategies
such as self-testing. Self-testing was made
available in Spain in 2017, with a Royal Decree
from 2000 restricting sale of medical devices for
“in vitro” diagnosis being reversed to allow sale
and advertising to the public [32]. Sale is currently
restricted to pharmacies.
Recommendations by the Ministry of Health to
improve early diagnosis include routine testing

of sexually active 20-59 year olds residing in
provinces where the rates of new HIV diagnoses
are above the 75th percentile in this age
group, who are getting a blood test. Antenatal
screening, screening of prisoners and testing
performed according to exposure and risk factors
are also recommended [33].
Some regions have issued their own testing
policies. For example, the Department of Health
in Galicia has issued testing recommendations
for early diagnosis of HIV. These are also covered
in Galicia regional plan for HIV [34].

What happens in practice?
Testing is available through primary care and
specialty care settings, e.g., HIV clinics in
hospitals. As a GP referral is needed to attend
a specialty clinic, primary care is a common
site of testing in Spain. Other settings for
testings include the community, with a range of
interventions including NGO offices (Ministry of
Health has published around 150 NGO sites on
their testing map [35]) and mobile units offering
rapid tests. In-pharmacy testing programmes
are also available, with a recent study indicating
success in reaching non high-risk populations,
such as heterosexual men who had no previous
HIV tests.
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There is a requirement for someone qualified to administer
the tests, and also for referral for further confirmatory tests
at a public health centre or primary care centre prior to link
to an infectious disease specialist.
Self-tests are also available without a prescription, and can
be found in pharmacies across Spain [35].
Specific actions focused on improving the current
testing offer are underway, including a study on the
implementation of HIV testing in primary care in 8
autonomous communities with the aim of providing
evidence to promote a routine test offer. Steps have also
been taken to better implement self-testing in pharmacies,
with a Pharmacy Action Guide for dispensing HIV self-tests
produced, covering information on how to interpret results,
what advice to give, and recommendations for engaging
customers on the reliability of tests and alternative
testing modes [36].

• Improving linkage to care following testing in community,
ensuring inconvenience for the individual is minimised
• Collating comprehensive data on testing, including
testing sites, positive results, uptake among suppopulations etc.
• Providing wider awareness among the population of the
use and linkage to care following the use of self-tests.

“Self-tests are available in almost every
community pharmacy in Spain. However in
pharmacies, they are not very visible so more
promotion is needed of this option of testing.”
Policy stakeholder, Spain

What do the experts say?
Experts note the need to improve the offer, uptake of
testing and linkage to care, and have indicated a number of
actions which may support this:
• Improving rates of testing among GPs. This would
require improving awareness of guidelines and providing
education to tackle stigma. The collaboration between
GeSIDa and semFYC is a step towards this [37].
• Removing the requirements for a qualified person to
administer tests in community settings, which limits
capacity and may even deter marginalised groups from
engaging with care.
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HIV specific clinical treatment
•

•

•

Immediate initiation on ART is recommended, and generally well implemented - although
improvements may be made in time to initiation
Medicine access may at times face delays due to lengthy and multi-step procedures for
approval and reimbursement
Linkage to care may vary, particularly due to need for referral from GP to access to
HIV clinic

What is the policy position?
The national strategy together with detailed
guidelines from GeSIDA recommend immediate
initiation on ART, irrespective of CD4 cell
count [45]. It also outlines 2nd and 3rd line
regimes and wider clinical management,
e.g., identification of co-infections and
regular screening. The GeSIDA guidelines are
updated annually.
With regards to access to medicine,
following marketing authorisation by the
European Medicines Agency (EMA) and
Spanish Medicines Agency (AEMPS), Pricing
& Reimbursement decisions are made
by the Ministry of Health (MSC). Further
approval is then required by each of the 17
autonomous regions, which can make their
own reimbursement decisions. Finally, at times
certain hospitals may also negotiate on pricing.

What happens in practice?
In Spain, people living with HIV continue to be
managed in hospital clinics, by HIV specialists
acting as reference doctors. ART is currently only
available from hospital pharmacies.
Immediate initiation on ART is recommended,
and generally well implemented. However, time
to initiation of therapy may vary - while there
is limited national data, anecdotal evidence
indicates delays may occur. Once on ART,
patients are generally well monitored for viral
suppression. Certain regions such as Catalonia

and Valencia are indicated as being particularly
effective at sharing medical records between
hospitals and primary care, therefore ensuring
close monitoring and continuity of care.

“Monitoring is well implemented in
Spain; it’s one of the things done
consistently everywhere.”
Policy stakeholder, Spain

While some good practice examples exist,
linkage to care at times may be ineffective due
to current requirement of a GP referral in order
to see an HIV specialist. This has been known
to introduce delays, as waiting times can be
long. It can also result in the loss of individuals
from care. The multi-step linkage process may
disproportionately affect the more vulnerable
populations (e.g., migrants- especially those
unable to speak Spanish or those with legal,
economic or social limitations), who are more
likely to be reluctant to engage with healthcare
professionals or miss appointments.
Time for access to new medicines can vary
between six to eighteen months, in part
due to the multi step process for pricing /
reimbursement decisions. Variations in access
across the country may also arise due devolution
of responsibility to the autonomous regions.
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What do the experts say?

Case study:
Centro Sanitario
Sandoval

Experts concur HIV-specific clinical treatment is
delivered very effectively in Spain, with policy and
supporting guidelines regularly adapted and well
implemented. Recent data indicates Spain has
achieved the 2nd (93.4%) and 3rd (90.4%) of the
UNAIDS 90-90-90 treatment targets [5].
Time to treatment initiation is an area for improvement.
As noted above, national-level data is not currently
available, however, experts believe time lines may not be
consistent across the country. Other areas for improvement
include the current multi-step process for linkage to care
which may introduce delays and result in the loss of
individuals from the healthcare system. More convenient
routes for linking people to care, especially those most
vulnerable and hard to reach, would be beneficial. Experts
also note closer collaboration between management of
co-infections would be beneficial, for example through
integration of HIV guidelines with those for other common
co-infections such as tuberculosis. Finally, a more
consistent approval process for new medicines could
enable more equal access, thereby limiting the ‘zip code
lottery’ which can sometimes be found.

What is it?
Centro Sanitario Sandoval is a STI centre
integrated in the San Carlos Clinical Hospital
in Madrid that has been serving the
community for approx. 90 years.

What are the key features?
•

Provides free HIV prevention,
detection, treatment and care

•

Provides complete anonymity

•

Available to patients both with, or
without a medical card

•

HIV test results obtainable within 20
minutes

In addition, the centre provides services
such as counselling for serodiscordant
couples who are looking to reproduce.

Why is it a good practice?
The centre provides an inclusive
environment where free testing,
counselling, and support is available.
It is recognised for its ability to reach
vulnerable populations as well as
providing good practice examples of
rapid testing and linkage to care.
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Long-term holistic care
•
•

•

Guidelines on managing co-morbidities are comprehensive and frequently updated
Currently, a specific policy tackling mental health of people living with HIV living in Spain is
not available
Policy on other supportive services is available, and could be better emphasised in the
national strategy and implemented more consistently

What is the policy position?

What happens in practice?

Policy encourages a multidisciplinary approach
to care for people living with HIV, promoting
early diagnosis of co-morbidities, and continuous
training of HCPs who care for people living
with HIV [5]. GeSIDA clinical guidelines, updated
every 2-3 years, also cover recommendations
on the management of common HIV related
co-morbidities, covering renal issues,
cardiovascular comorbidities and bone related
issues. Vaccinations for certain viruses are also
recommended including Hepatitis A and B [38].

In most regions, primary care physicians remain
gatekeepers of co-morbidity management.
Hospital based HIV-specialists are unable to
make referrals, which may create delays and
inconvenience for the patient.

With the average age of people living with HIV
in Spain approaching 50 years [39], addressing
the issue of ageing is becoming more important.
While HIV-specific policy does not currently
exist, the 2017-2020 national strategy sets out
the intention to promote studies to evaluate the
impact of ageing on the health of people living
with HIV [4].
Mental health services for people living with HIV
are currently a gap in policy. The national strategy
does outline the intention to define measures
to monitor quality of life [4], which may include
monitoring of mental health. An agreement was
made to update the wider mental health strategy
in 2017 [40] and this is currently being prepared
by the Ministry of Health, however, it is may not
include specific provisions for HIV. In an attempt
to address this gap, GeSIDA produced guidelines
on mental health for people living with HIV
including screening at initial diagnosis as well as
ongoing management [38], [41].

“I’d like to know what percentage of
people living with HIV actually go back
to their GP to get that referral to go
back to their cardiologist or whichever
specialist.”
HIV policymaker, Spain

Mental health services are provided through
hospitals and through collaborations with NGOs
in some instances. NGOs also often provide
additional support services, such as peersupport programmes.
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“There are some hospitals which have specific
psychologists for people living with HIV, but
they’re paid by NGOs.”

Case study:
Telemedicine
for HIV patient
follow up [42], [43]

Policy stakeholder, Spain

What do the experts say?
There is wider recognition that the current provision of
long-term health services for people living with HIV has
room for improvement, and that a fundamental shift in the
current care model is required. Cost-effective management
of long-term health of people living with HIV requires a
move out of specialty HIV clinics into the community,
ensuring closer collaboration of co-morbidity and other
psychological and behavioural support services (e.g.,
mental health, peer-support). Effective implementation
requires better communication and referral routes, as well
as addressing awareness among GPs.

“Specialists now see patients once or twice
a year, so we need to share long term
health management with management with
community / family care.”
HIV clinician, Spain

Current GeSIDA guidelines and educational tools on
psychological and psychiatric conditions are considered
comprehensive [38], [41], however, experts concur there is not
sufficient capacity in the system to provide mental health
services specifically tailored to people living with HIV. For
example the provision of services within HIV clinics is in
line with that for the general population. Mental health
for the general population is not well integrated into the
health system and relies on existing networks of clinics
within regions.
There is a need for greater monitoring of indicators of
holistic health and collection of real world evidence, for
example quality of life among people living with HIV, which
are currently missing. A better evidence base of needs
beyond viral suppression would enable targeted effective
policies to be developed.

“We need to assess the needs of people who
are virally suppressed and where care can best
be provided to them. This is more about QoL,
symptoms of discomfort and health related
issues they face even though they are virally
suppressed (anxiety, insomnia, and other
issues in addition to clinical guidelines).”
HIV policymaker, Spain
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What is it?
A study conducted in Hospital Clinic
Barcelona showed that using a ‘virtual
hospital’ model for follow up was a
satisfactory and safe way to provide
care to clinically stable HIV patients.

What are the key features?
•

Consultations with physicians
were provided via video
conferences, and other HCPs
were also available via digital
communications

•

Medications were dispatched via
couriers

•

85% of the sample in the study
thought that the virtual hospital
improved their access to clinical
data, and were comfortable with
video conferencing as a method
of communicating with their HIV
doctor.

Why is it a good practice?
The virtual hospital model provides
an alternative to routine HIV care
in the longer term, which in the
current system can be inconvenient
for patients. The study showed
that telemedicine was feasible,
and cut down average consultation
times for patients to 10 minutes,
compared to 60-90 minutes needed
to visit the clinic.

198 Ending the Epidemic

04

Recommendations

4.1 Strengthen the office of the
National Plan on AIDS

4.2 Include sexual health education in
the school curriculum

What is the issue?

What is the issue?

Recent events including European wide austerity and
changes within the political landscape has resulted in the
National Plan on AIDS being steadily depleted – in terms
of both human resources and budget. This has meant the
scale, scope and speed of HIV policy development and
implementation in Spain has reduced.

Since 2013, sexual health education has not been mandated
in the school curriculum, meaning that coverage is variable
across regions with no standardised objectives, information,
or audit. Some regions do perform outreach activities (e.g.,
with nurses), however this remains insufficient to address
the issue of awareness of HIV and STIs in young people.

What is the recommendation?
The office of the National Plan for AIDS should be
strengthened in terms of budget and human resource in
order to be able to dedicate sufficient effort to developing
and implementing plans and policies in Spain, both at
national and regional level. Additional resources should be
considered to further develop data analysis, co-ordination
and collaboration between autonomous regions and
building an updated strategy for the 2020+. This should
include an evaluation of the current national strategy as
well as improvements needed to tackle the changing
epidemic in an era beyond viral suppression.
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What is the recommendation?
Reintroduce sexual health education into the curriculum
in Spain, mandating it in law. To support this, a program
for sexual health education in schools, integrating
sexual health education transversally through the
curriculum should be developed to ensure consistency
of implementation across the country. There is an option
to also extend coverage to wider health and wellbeing
issues, and “citizenship” issues such as health, nutrition,
smoking, drugs, bullying, etc.
The program should make young people fully aware
of the risks of HIV and other STIs, and methods of
prevention, contraception, as well as stigma and
discrimination issues around HIV and STIs. Objectives
should be developed and outcomes audited in order to
track the impact of the education.
Collaboration between diverse stakeholders from the
Ministry of Health, Ministry of Education, social services
and the autonomous communities will be required in order
to develop and implement an effective program. Given
the politicised nature of education curriculums, consensus
should be sought from different political parties to ensure
that sexual health education will remain in the curriculum
irrespective of which government is in power.
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4.3 Address low rates of testing in primary care
What is the issue?
Reaching the undiagnosed population and addressing
the rate of late diagnosis remains a challenge in Spain,
driven in part by the low application of GeSIDA guidelines
in primary care settings. Although the guidelines
indicate universal screening in all of those getting blood
tests in high prevalence areas and screening in at risk
populations, expert consensus is that knowledge and
application of these is low.

Tracking data on testing will be a critical to understanding
impact. This should include data on number of tests and
outcome (i.e., positive or negative) and settings of care to
develop a view on effective practices.
Collaboration between the Ministry of Health, GeSIDA,
the autonomous communities and GPs will be required
in order to develop and implement an effective program
that is practical and effective.

What is the recommendation?
Update and re-launch HIV testing guidelines for
healthcare settings in order to increase awareness of the
guidelines. Updates could be made to simplify policy and
make it easier to implement, for example switching to a
‘lifetime test’ policy where every patient should receive
at least one HIV test in their life (in addition to regular
testing in high risk populations) as is the policy in France.
To support the updated or re-launched guidelines,
campaigns aimed at GPs including educational outreach
from HIV clinicians could be utilised to encourage
adherence. Systems updates could also be used to
encourage adherence to the policy, such as automated
reminders in EMRs to remind HCPs on when to test
patients who meet the criteria.
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4.4 D
 evelop a comprehensive, national level framework for combined
prevention of HIV (or HIV and other STIs)
What is the issue?
There is currently no national-level framework for
prevention activities. The result of this is that whilst policy
exists for elements of prevention, it is not comprehensive
or co-ordinated, leaving gaps in biomedical, behavioural,
and structural interventions.

The national framework should provide detailed
interventions encompassing biomedical (e.g., PrEP),
behavioural (e.g., condoms, harm and risk reduction
behaviours, stigma eradication, sexual health awareness),
structural (e.g., sexual health infrastructure) and integrate
closely the policy and legal landscape.

What is the recommendation?
Develop a national framework on combined prevention
to address the current HIV epidemic. Key considerations
should include:
• Addressing the changing epidemiology of HIV, e.g.,
targeting women, older heterosexuals or those who
fall at intersections of high risk populations such as
young transgender people or newly arrived migrants

To develop the prevention framework, input needs
to be sought from multiple stakeholders, including
policymakers, healthcare professionals, community
and civil society. Commitment from the National Plan,
allocated funding and a roadmap to ensure development
and implementation of the framework will be required.

• Assessing and targeting changing risk patterns (e.g.,
chemsex and other emerging risk behaviours)
• Integrating latest evidence-based strategies (e.g.,
U=U, biomedical interventions)
• Engaging targeted and effective communication
channels for high risk populations (e.g., Apps,
social media)
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4.5 Implement more community-based sexual health clinics
What is the issue?

What is the recommendation?

Currently, GPs have responsibility for provision of sexual
health services in Spain, including testing and treatment
of STIs, advice on contraception, and testing and advice
for communicable diseases such as HIV, HCV or HPV.
They are also relied upon to provide advice on safe sex
(e.g., contraception) and risky behaviours (e.g., chemsex).
Sexual health services are available in alternative channels
from a handful of sexual health clinics, or government or
privately- funded NGOs, however these are primarily found
in the larger cities.

Increase the capacity and number of existing communitybased sexual health clinics, to enable greater provision
of services close to the population. Community based
services could cover (among others) testing and linkage
to care (e.g., implementing direct referrals to HIV clinics,
by-passing the need to visit GPs). In the future, such
centres can also be used to implement biomedical
preventative interventions, such as PrEP and PEP, and act
as centres of knowledge for local communities (e.g., on
contraception, chemsex).

The GP-led delivery model faces a number of challenges,
especially with regards to HIV: lack of knowledge on testing
and screening guidelines, and fear of real or perceived
stigma in engaging with people living with HIV. NGOs
and other community providers often face funding and
capacity challenges, resulting in inability to deliver a holistic
set of services. Good practice examples do exist, such as
Barcelona Checkpoint. Finally, marginalised populations
(e.g., sex workers, PWIDS or newly arrived migrants) are
often reluctant to engage with public services, thereby
creating a challenge in offer and uptake.

Lessons can be learnt from good practice examples from
Spain (e.g., Centre d’Atenció Primària Drassanes and
Barcelona Checkpoint) and abroad (e.g., Dean Street Clinic,
Soho, London, UK) on the most cost effective models of
care delivery, which can be scaled up across the country.
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Policy Assessment
Is there a national plan for HIV? Yes
The national strategy (Plan Estratégico de
Prevención y Control de la infección por el VIH
y otras infecciones de transmisión sexual 20172020), developed by the Plan Nacional Sobre el
SIDA (National Plan) which is part of the Ministry
of Health, Consumption and Social Welfare was
updated in 2018 to cover the period 2017-2020.
This is an extension of the previous 2013-2016
strategy, meaning that the structure of the
plan along axes of intervention and objectives
has been maintained, with the 2017-2020 plan
representing a roadmap of actions.
The axes of intervention are: (1) the general
population, (2) sexually active people with a
higher risk of exposure to HIV and STIs, and (3)
people with HIV and / or STIs.
The strategic objectives are organised along four
lines, as detailed below [4]:
• Coordination of the response
–– Promotion of national and international
coordination
–– Adapting information systems to best
coordinate the response
• Promotion of health, and prevention
–– Increase knowledge about HIV infection and
other STIs
–– Reduce the incidence of HIV infection and
other STIs
–– Promote the early diagnosis of HIV infection
and other STIs

• Improving health outcomes
–– Prevent limitation of functional capacity and
comorbidities
–– Improve early access to treatment for
people with HIV and other STIs
–– Guarantee the correct follow-up of the
patient and the continuity of care between
levels of care
• Guaranteeing egalitarian access
–– Promote equal treatment and nondiscrimination of people with HIV and STIs
–– Ensure equal access to prevention and
socio-sanitary care for people with HIV
and STIs
In total, 15 actions aligned to these objectives
were achieved during the 2013 to 2016 term,
ranging from the integration of new information
systems on HIV diagnoses, to the creation
of a map of online testing centres, and the
design and implementation of a work situation
survey in collaboration with NGOs and unions.
However there still remains a longer list of 37
actions to be implemented as part of the 2017
to 2020 strategy [4].
Although a national plan is produced centrally,
the responsibility for health and public health
has been devolved to the autonomous regions,
which means that plans are also developed at a
regional level (e.g., Catalonia, Extremadura have
recently developed strategic plans in 2016 and
2018 respectively, whilst other regions such as
Andalusía last updated their plan in 2010).
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Does the national plan (or affiliate guidelines) promote?

Awareness

Campaigns for key
populations?

Campaigns for eradicating
stigma?

Sexual health education in
schools?

The national strategy for 2013-2016
recognised the need to increase
the knowledge of HIV and other
STIs among high risk populations
(young people, MSM, sex workers,
PWID, migrants, and women) and
outlines the policy to promote the
dissemination of information adapted
to each population.

The original 2013-2016 national
strategy includes the objective to
promote equal treatment and nondiscrimination of people with HIV and
STIs. Included under this objective
are several actions, including:
(a) creating a Social Pact for equal
treatment and non-discrimination,
(b) empowering people living with HIV
to avoid self-exclusion, fostering skills
that help address possible stigma
and discrimination and (c) including
the objective to reduce stigma and
discrimination in all prevention and
care programmes for people living
with HIV and STIs [7].

Sexual health education in schools
is not mandated, with Ley Orgánica
8/2013 De 9 De Diciembra removing
all content relating to sexuality in the
Spanish academic curriculum [24].

As a continuation of the previous
strategy, the 2017-2020 plan
continues to recognise this need
to promote awareness, however
does not outline any specific actions
targeting high risk populations.
Regional plans are varied, but policy
does exist, e.g., Catalonia includes
policy on awareness for a number
of high risk populations, including
young people, MSM, sex workers,
and PWIDs [15].

The 2017-2020 continuation of the
strategy includes specific actions
relating to addressing stigma and
discrimination, including the intention
to approve the Social Pact, and the
intention to study the magnitude of
discrimination against people living
with HIV in all areas of daily life [4].
The Social Pact includes a range of
commitments under the headings
of favouring equality in treatment
and opportunities of people living
with HIV, working in favour of social
acceptance of HIV and reducing the
impact of stigma on people living
with HIV [7].

The national strategy for HIV states
that to date they have collected
information from the autonomous
communities and NGOs about their
programmes of effective sexual
health education in both formal and
extracurricular settings [4], however
no suggestions or objectives are put
forward in the updated strategy for
the use of this information.
Moving forwards, the national
strategy highlights that promoting
effective sexual and reproductive
health programs (especially among
young people) is an important
challenge to be addressed.
Objectives for the period 2017-2020
include developing quality criteria and
good practices for sexual education
programmes, and collaborating
with the Ministry of Education in
order to promote sexual health in
educational environments [4].

Key
Policy available and effective

Room for improvement

Policy not available
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Prevention

Free condoms for high risk
populations?

PrEP for high risk
populations?

Occupational and nonoccupational access to PEP?

No specific policy on provision of
condoms and lubricants exists in the
national strategy document, however
it does outline the intention to address
combined prevention strategies to
assist vulnerable populations [4].

No policy position currently exists on
implementation of PrEP.

As with all antiretroviral drugs in Spain
PEP is only available from hospitals,
including emergency medicine
settings and infectious disease clinics.

Free distribution is the responsibility
of the autonomous regions, with
only some regions providing money
for free condom distribution. For
example, Plan Andaluz frente al
VIH/sida y otras ITS 2010-2015
(Andalusian Plan for AIDS) indicates
over 2m free condoms and lubricants
were distributed [17].

The national strategy for 20172020 outlines the intention to
measure the impact of PrEP in the
reduction of new HIV diagnoses in
high risk populations [4]. This trial
was confirmed in July 2017, using
PrEP donated by a pharmaceutical
company to establish the feasibility
of implementing PrEP in Spain [27].
This trial was originally intended to
last 1 year (run across a number
of regions including Catalonia and
Basque Country), however was
extended to October 2019 due to the
Valencian community requesting to
join the study [28].

Guidelines are produced by
GeSIDA for the use of PEP in
both occupational and nonoccupational settings, and
outline the recommendations for
when to use PEP along with risk
reduction practices for occupational
settings such as training and
protection measures [44].

In November 2018, The Health
Commission of the congress
in Spain unanimously approved
the proposal to facilitate the
implementation of PrEP, however
specific policy on the details of the
PrEP offering and implementation are
yet to be finalised [26].

Key
Policy available and effective

Room for improvement

Policy not available
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Harm and risk reduction (e.g., needle and syringe programmes
(NSP), opioid substitution therapy (OST), chemsex)
Spain has an up to date strategy on
drugs (Estrategia Nacional sobre
Adicciones 2017 – 2024), which
includes detail on their objectives
to maintain and expand coverage of
existing harm reduction and expand
programmes to new consumption
profiles. It includes specific actions
such as:
• Expand the support of opiate
replacement medication
• Expand the supply and coverage of
overdose prevention programs
• Improve syringe exchange
programs, expanding into
primary care
• Work on the social incorporation of
excluded people with addictions in

harm reduction programs
• Promote harm reduction in places of
traffic and consumption
• Extend this methodology to young
people and adolescents
• Maintain harm reduction measures
in prison
Although other areas such as chemsex
are an increasing trend, they are not
covered by the risk reduction policy.
The national strategy for HIV does
not mention chemsex, and whilst
the national strategy for addiction
highlights that apps such as Wapo,
Tinder and Grindr are promoting
new patterns for drug use including
chemsex, it does not suggest any
policy to address this [10].
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Testing and screening

Free anonymous testing through specialty / community
settings?
The national strategy addresses testing in
a number of ways:
• Outlines a number of actions to
improve testing in community settings,
such as: publishing recommendations
on early diagnosis of HIV in community
settings, and increasing the offer of HIV
testing at all levels and specialties of
care, with a focus on primary care [4]
• Highlights the need to update
guidelines for recommendations on
early diagnosis (the previous document
‘Guía de Recomendaciones para el
diagnóstico Precoz del VIH en el ámbito
sanitario’ from 2014 is otherwise the
most recent) [4]
• Outlines actions to implement a
new system for collecting more
reliable data on number of tests
conducted in community settings.
The system, called RedCo-VIH, will
track testing and diagnosis of HIV
in NGOs in the community [4]. This
programme will include developing
common procedures and tools for
collecting information, collection of
evaluation indicators, and promotion
of the exchange of good practice
between NGOs [31]

Routine – tests should be offered to
those in the general population if they
are sexually active, are having a blood
test requested by a primary care centre,
and reside in regions where the rate of
new diagnoses in the 20-59 age group
is above the 75th percentile for the last
three years at a national level. Antenatal
screening and screening of new prisoners
is also recommended.
Directed – the test is offered due to
exposure to HIV or clinical symptoms
require eliminating the possibility of an
HIV infection. Reasons for a directed test
include: sexual partners infected with HIV,
current or previous STIs, engaging in sex
work, MSM and their sexual partners,
people suffering sexual assault, and people
from countries with a high prevalence
(>1%) and their sexual partners [34].

Self-testing / sampling?
A Royal Decree from 2000 on medical
devices for “in vitro” diagnostics that
restricted sale was reversed in 2017
to allow for sale and advertising to
the public HIV self-testing devices,
In spite of this, however, sale
and distribution remains limited
to pharmacies and websites of
authorised pharmacies [32].
As the national strategy indicates
a commitment to promote early
diagnosis of STIs through use of
strategies such as self-testing for HIV,
it is expected that the current offering
will be maintained [4].

Certain regions have issued their own
guidelines. For example, the Department
of Health in Galicia has issued their own
guidelines for early diagnosis of HIV,
recommending routine testing among
pregnant women, people in penitentiary
institutes and users of primary care
who are sexually active and come for a
blood test, as well as testing performed
according to exposure and risk factors [34].

Ministry of Health state that testing should
be offered in two ways: routine offing and
directed offering:
Key
Policy available and effective

Room for improvement

Policy not available
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HIV-specific clinical treatment

Immediate initiation on ART?
GeSIDA guidelines recommend
immediate access to ART, irrespective
of CD4 cell count [45].

Access to innovative
medicines?
GeSIDA guidelines are up to date
in recommending 2nd and 3rd
line therapies [45].

Access to regular monitoring
(e.g., viral load, adherence,
co-infections)?
The 2013-2016 national strategy
included the objective of ensuring
proper patient monitoring and
continuity of care through coordination
of shared medical records, and
promoted the monitoring of patient
retention in hospital clinics [5].
The national strategy for 20172020 continues with this, including
the objectives of promoting
adherence monitoring and
patient retention monitoring, and
strengthening coordination with
penitentiary institutions [4].
GeSIDA guidelines are up to date
with the latest recommendations
on managing patients with HIV
covering all aspects beyond ART.
It is recommended that all patients
are screened for TB, viral hepatitis
and STIs at the time of their initial
diagnosis and visit, then ongoing
screening is recommended if risk
factors are present [38].

Key
Policy available and effective

Room for improvement

Policy not available
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Long-term holistic care

Ageing and co-morbidity
care?
Comorbidity management was one
of the objectives of the 2013-2016
national strategy, and it outlined
the intention to encourage a
multidisciplinary approach, promote
the early diagnosis of co-morbidities
and the continuous training of HCPs
who care for people living with HIV.
The 2017-2020 national strategy
continues with this objective and sets
out the intention to promote studies
that evaluate the impact of ageing on
the health of people living with HIV.
GeSIDA clinical guidelines also
cover recommendations on the
management of common HIV related
co-morbidities such as renal issues,
cardiovascular comorbidities and
bone related issues. Vaccinations for
certain viruses are also recommended
including Hepatitis A and B [38].

Mental health services?

Supportive services?

The national strategy does not
explicitly outline any policy on mental
health services for people living with
HIV. Policy does outline the intention
to define measures to monitor
quality of life [4], which may include
monitoring of mental health.

The national strategy places little
attention on supportive services such
as counselling and peer support,
instead focusing on clinical aspects
of support, as shown by the lack
of inclusion in the objectives or
strategic lines.

Mental health for people living with
HIV is treated in the same way as for
the general population. An agreement
was made to update the wider mental
health strategy in 2017 [40] and this
is currently being prepared by the
Ministry of Health. It is unlikely to
include specific provisions for HIV.

The national strategy document
does however outline one action; the
intention to improve patient care for
HIV through integration with peer
support programmes [4].

GeSIDA produce guidelines on mental
health in people living with HIV
including screening at initial diagnosis
as well as ongoing management [38].

In practice, although not well
documented, both regional and the
central government provide funding
for services such as counselling which
are delivered by NGOs.

Key
Policy available and effective

Room for improvement

Policy not available
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