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1 . Executive Summary
There are now over 1 00,000 people living with
HIV in the UK, a quarter of whom are
undiagnosed 1 . Advances in medications mean
that HIV is now a long-term condition, and with
a timely diagnosis people can expect to live a
normal life expectancy.

It is essential that people living with HIV have
access to and receive good health and social
care, have good experiences of care and
achieve optimum health outcomes. Currently
data focuses primarily upon clinical outcomes of
care. In order to assess and improve the patient
experience we need to introduce new
However, planning effective care for people
mechanisms for assessing the quality of care
living with HIV requires several factors to be
and the outcomes achieved from a patient
considered. There is the need to strictly adhere perspective. These should be centred upon:
to medications. People living with HIV are often
• Co-ordination of care between HIV
from vulnerable groups that have experienced
specialists, primary care and other specialist
discrimination, including gay men and migrant
disciplines
communities. HIV is still met with stigma in
•
Participation of people living with HIV in
society and within healthcare settings,
their own care
negatively impacting upon people’s experience
• Mechanisms to assess quality of care in
of care and acting as a barrier to accessing the
terms of both experience and outcomes
care required. HIV testing, treatment and care
•
Measures to identify and tackle HIV related
are now managed by multiple agencies across
stigma within healthcare settings
NHS England, Clinical Commissioning Groups
and local authorities 1 .
Set out below is a summary of
To tackle these issues we held two events: a
recommendations to achieve this. Data
workshop with people living with HIV from
gathering and analysis can be costly and time
across England; and a roundtable with
consuming, and we have wherever possible
representatives from patient groups, NHS
sought to build upon established systems such
England, Public Health England, HIV specialist as the General Medical Services (GMS) contract,
care providers and local authorities. Through
and ongoing and important work in
this we identified six areas for improvement:
development such as the ‘Positive Voices’
survey and the development of Patient
• Access to HIV testing and diagnosis to
Reported Experience Measures (PREMs).
reduce late diagnosis and improve health
outcomes for people living with HIV
• Patient involvement in decision-making
allowing people to make the right decisions
for their care, particularly in managing
multiple long-term conditions
• Effective medicines management through
co-ordination across specialist and primary
care services
• Access to support from peers in how to
manage an HIV diagnosis
• Care for comorbidities and integration of
HIV with other specialist areas such as
mental health
• Provision of high quality care homes and
appropriate end of life care for the ageing
HIV population
2

2. Summary of recommendations
The Department of Health should:

As part of its review of the NHS Outcomes Framework, ensure that any additional indicators for
‘Domain 2’ (enhancing quality of life for people with long term conditions) recognise the need to
deliver improvements specifically in HIV care (Recommendation 1 )

All HIV specialist clinics should:

Implement a nationally-agreed set of HIV-specific patient experience measures, building on the
‘Positive Voices’ work by Public Health England (Recommendation 2)

NHS England should:

• As part of the Insights and Feedback team consider the opportunity of general surveys of
patient experience and outcomes being fully harnessed to collect information about HIV care (for
example, the national GP survey could capture anonymous information about HIV status and
experiences of care) (Recommendation 3)
• Work closely with people living with HIV to develop the use of patient reporting tools – both
Patient Reported Experience Measures (PREMs) and Patient Reported Outcome Measures
(PROMs) - in HIV and ensure that any monies earned through rewards for delivering high quality
care are fed back to the services that delivered them (Recommendation 4)
• Work with the HIV community to ensure that information is shared, effective mechanisms for
patient involvement are in place and improvements in health and social care are informed and
driven by people living with HIV (Recommendation 6)
• Ensure that HIV testing of people from vulnerable populations is offered as a mandatory feature
of testing for sexually transmitted infections.This must be reflected in NHS contracts, for example,
the Quality and Outcomes Framework (QOF) of the GMS contract (Recommendation 8)
• Ensure people who are newly diagnosed with HIV receive the appropriate information about
treatment, care and peer support at the point of confirmed HIV diagnosis (Recommendation 9)
• Strengthen incentives through the use of Commission for Quality and Innovation scheme
(CQUIN) payment and the QOF to measure and improve patient experience and strengthen
communication between HIV clinics, other specialist providers and GPs (Recommendation 1 1 )
• Ensure GP practices in areas of high HIV prevalence have sufficient knowledge to treat and care
for people living with HIV in a way that meets their needs as identified through PROMs

(Recommendation 1 2)

Public Health England should:

Through annual HIV reporting ensure that data is provided to Health and Wellbeing Boards,
Directors of Public Health and NHS England to enable effective commissioning. The data
provided should contain both prevalence data and measures of patient experience, aggregated
at national and local levels (Recommendation 7)

The HIV clinical Reference Group should:

Include measures of patient experience in the HIV Quality Dashboard to provide a complete
picture of whether HIV services are responding to the needs of patients (Recommendation 1 0)

The HIV community should:

• Build a consensus regarding data ownership and on how data can be shared effectively, in order
to drive improvements in care across providers whilst ensuring that patient confidentiality and
protection is maintained (Recommendation 5)
• In partnership with GPs, develop proposals for integrating primary care and HIV services that
would improve the care of people living with HIV (Recommendation 1 3)
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3. About this report
Although improvements in HIV treatment and
care should be celebrated, there is a need to
go further in tackling the existing and new
challenges that people living with HIV are
facing today.

We are grateful to all those who have given up
their time in support of this important project –
and particularly those who attended our
workshop and roundtable discussion. Those
listed below attended the roundtable
discussion (in addition to Allan Anderson and
In order to ascertain the steps that need to be Silvia Petretti of Positively UK):
taken, Positively UK has embarked on a
• Professor Jane Anderson, Lead for HIV,
programme of work to identify challenges and
Sexual Health and Reproductive Health,
make recommendations on how they can be
Health and Wellbeing Directorate, Public
addressed. This work has involved:
Health England
• Helen Byrne, Senior Commissioning
• Research to identify key policy levers in
England that could be used to encourage
Manager Substance Misuse, Sexual Health
high quality HIV care
and Offender Health, Hammersmith and
Discussions
with
people
living
with
HIV,
at
a
Fulham Council, Royal Borough of
•
workshop on 7 November 201 4, to
Kensington and Chelsea and City of
understand the challenges they face and
Westminster
what constitutes high quality HIV care from
• Andrea Duncan, Programme Manager,
the patient perspective. These insights were
Sexual Health Team, Department of Health
carefully considered during the
Alexandra Earnshaw, Account Manager,
development of the recommendations
Incisive Health
• A roundtable discussion which brought
• Georgina Grant, Government Affairs
together policymakers, clinicians,
Manager, Gilead Sciences
commissioning experts and patient
• Bill Morgan, Founding Partner, Incisive
representatives in HIV on 1 2 December 201 4
Health
– at which the recommendations set out in
• Mark Platt, UK Community Advisory Board
this report were developed
(UKCAB), Steering Group Member
• Sarah Radcliffe, Policy and Campaigns
Manager, National AIDS Trust
This report is the culmination of this work, using
• Alan Smith, Associate Director Medical
the insights gathered to set out
Affairs, Lead for HIV Medical (UK and
recommendations for discussion with
Ireland), Gilead Sciences
policymakers to consider how to ensure HIV
• Dr Ian Williams, Senior Clinical Lecturer,
care in England is patient-centred. It is hoped
Centre for Sexual Health & HIV Research,
that it will act as a basis on which HIV charities,
University College London
clinicians, commissioners, patient groups and
patient representatives can work in partnership • Fernando Monteiro, Patient representative
with policymakers to develop and embed
measures of quality into NHS and social care
We are also grateful to Gilead Sciences for
services.
having provided the funding which has made
this work possible, and to Incisive Health for
facilitating the research underpinning, and
production of, this report.
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4. Identifying the challenges
Recommendations to improve access to HIV
testing include offering routine HIV testing to
people with HIV indicator conditions (medical
conditions associated with a higher risk of
having HIV) and to people registering with a GP
in an area of the UK known to have a high HIV
prevalence 3.

The number of people living with HIV in the UK
has grown year-on-year in each of the last ten
years 1 . Due to substantial advances in access to
HIV testing, treatment and care, more people
are now living longer.
The population living with HIV have a full range
of health and care needs, including:

Even when effective diagnostic services are in
place, patients have told us that their
• People living with HIV into older age: with
around one-quarter of the 1 07,800 people
experience of diagnosis can be a particularly
living with HIV in the UK in 201 3 aged 50 or negative one. At diagnosis, access to
over1
information is hugely important in order for
those newly diagnosed with HIV to make
• Younger people born with the condition
growing from childhood into adolescence,
decisions about their treatment and care. In
and then into adulthood: there are around
some cases at present, people newly diagnosed
400 people aged between 1 0 to 1 4 who were with HIV do not feel that there is enough easyborn with HIV, and another 300 aged
to-understand-information provided that
between 1 5 and 1 9
presents the options and choices available.
People also report that insufficient information
• People living with HIV having access to
multiple choices with respect to starting a
is given to them about how to live with both HIV
family, including through natural conception and other conditions they may have, such as
diabetes and cancer. A patient contributing to
this report said they would have taken a
People with HIV are now facing specific issues
different decision about their treatment if they
regarding their health and care as a result,
had been provided with better information at
particularly with respect to:
the outset. At a minimum the literature available
• Access to effective treatment and diagnosis should be regularly revisited with respect to its
content, and how it is communicated to people
• Involvement in decision-making
living with HIV and healthcare professionals.
• Medicines management
.
• Access to effective psychological support,
Peer support at diagnosis was also identified as
including peer support
essential. Advice and support from someone
• Care for other conditions (also known as
with experience of living with HIV is invaluable
‘care for co-morbidities’)
to people who are newly diagnosed, and in
• Stigma associated with HIV
providing understanding, support and practical
• Access to care homes and end of life care
advice and reassurance on what the diagnosis
means for the patient’s life, relationships,
These challenges are set out in detail below.
employment and general health and wellbeing.

Access to HIV testing and diagnosis

Involvement in decision-making

Access to HIV testing and timely diagnosis are
key to ensuring the best outcomes for patients,
and to reducing the risk of onward transmission
of the virus. At present a quarter of people
living with HIV in the UK are not diagnosed,
resulting in significantly poorer health outcomes
and higher costs to the NHS 1 .

People living with HIV have a range of options
in deciding when and how to begin their
treatment, and what that treatment should
encompass. The treatment offered by health
and social care services therefore needs to cater
for individual circumstances and needs.
5

Discussions between patients and healthcare
professionals, and the active involvement of
patients in decision-making, are key to
delivering care responsive to the needs of
people living with HIV.
Older people are the fastest-growing group in
the UK living with HIV, and their changing needs
require special attention. A report by
2020Health issued in 201 4, for example, found
that older people with HIV remain at a
disadvantage in comparison to their peers particularly in terms of quality of life. The report
found that clinicians must identify a sensitive
way of raising issues around ageing and the
potential for additional health issues, so that
stable patients are aware and informed and can
work with their clinician to decide how they
want to manage their health and care needs in
the long term 4.

Effective medicines management
Ensuring that patients have access to high
quality treatment and services is important for
the health outcomes of people living with HIV,
including adherence to medications. An
increasing volume of care for people living with
HIV is being delivered in a non-specialist
setting, but this brings challenges of
communication between primary care and HIV
specialists. Today, care suffers in some places
because there is a lack of coordination and
understanding in primary care (in particular) of
the HIV treatment options available, and how
these treatments interact with other
medications. This can result in people living
with HIV having a poor experience, and in some
cases facing problems in being prescribed even
routine medicines.

Support from peers

people living with HIV to make decisions about
their care, and support their general wellbeing 5.
Some people report that they are never
signposted to peer support services – even
though this should be provided as standard 6
and form an essential component of the HIV
care pathway.

Care for co-morbidities
Although specialist clinics have effective
systems in place for the early diagnosis of comorbidities associated with HIV, such as
cardiovascular disease and mental health
issues, this sometimes stands in contrast to the
lack of expertise that more mainstream services
have in caring for people living with HIV. There
is currently a lack of integration with the wider
health service when it comes to treatment, and
the prevention and management of comorbidities of people living with HIV.

Access to care homes and end of life care
As older people living with HIV encounter
problems and become unable to care for
themselves, they may require access to home
care services or a care home. Concerns exist
over the level and standard of training that care
home staff receive on how care should be
delivered for people living with HIV. HIV-specific
training has not traditionally been provided to
those that deliver home care, mainly because
people living with HIV have only recently begun
to reach the stage of life where they would
require these services. As the population living
with HIV ages, support delivered in care homes
and through home care will be used more
widely. There is therefore a need to ensure that
care delivered in these settings is of a high
quality, and effective for people living with HIV.

It is also important to deliver appropriate end of
People living with HIV can benefit greatly from life care for people living with HIV. The NHS
peer support services, and these should be
needs to better consider how these services
accessible and available whenever and
can best be commissioned – taking into
wherever they are demanded. The support they account the complex nature of HIV and its
offer delivers advice and expertise to enable
related co-morbidities. Ensuring that there is a
6

wide range of end of life care options available,
which are person-focused and tailored to
specific needs, is an important aspect of high
quality HIV services.

• HIV and pregnancy toolkit produced by the
HIV charity NAM. HIV and pregnancy toolkit
is an online toolkit designed to give people
living with HIV personalised information
about having a baby9
• HIV treatment information base produced
by i-base. HIV treatment information base
includes treatment guides addressing a
range of areas including starting treatments,
changing treatments, and co-infection with
Hep C1 0
• I’m taking care ofme produced by Positively
UK. I’m taking care ofme is a series of
videos created for women living with HIV on
topics such as the challenges facing women
living with HIV today, gender based violence
and having conversations with doctors about
contraception, menopause and treatment as
prevention 1 1
• My Care, My Voice produced by the
National AIDS Trust. My Care, My Voice is an
online resource providing key information to
show people how to get the best from their
healthcare and how to get involved in
influencing the way it is delivered 1 2
• MyHIV produced by the Terrence Higgins
Trust. MyHIV is an online advice and support
portal for people living with HIV in the UK1 3
• The Treatment advocates’ network’ UKCAB.
The Treatment Advocates’ Network is a
web-based message board which enables
members to contribute to clinical trial
design, comment on treatment guidelines
and communicate with other advocates 1 4

Next steps
The six challenges above can be complex to
address. They require close working
relationships both within HIV specialist services,
and between specialist and more general health
and care services (including from community
and voluntary organisations, GPs and home
care providers).
Progress in addressing them is being made. In
particular, there is a wealth of information and
guidance produced by or in partnership with
the HIV community (including charities,
clinicians, commissioners, patient groups and
patient representatives) and the greater use of
these materials would help drive progress
towards tackling some of the issues people with
HIV still encounter. The topics covered by these
resources are wide-ranging and include aspects
of care such as guidance for healthcare
professionals, peer support and information on
HIV and pregnancy. They include:
• Commissioning HIV testing services in
England: a practical guide for
commissioners, produced by the National
AIDS Trust. Commissioning HIV testing
services in England is a toolkit developed for
those with responsibility for commissioning
HIV testing services in order to provide
information on assessing need, identifying
best practice and evaluating the quality and
efficiency of services 7
• HIV in primary care produced by MedFASH.
HIV in primary care is a booklet written by
GPs (for both GPs, and primary healthcare
professionals more broadly) that provides
essential information on the range of HIV
issues which impact on primary care
(including diagnostics, potential drug
interactions and how to complement
specialist care) 8
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Beyond recognising the availability of resources
such as the above – and encouraging their use much more can be done at a system-wide level
to drive improvements in HIV care. The aim is
for:
:
• HIV specialist services – and more general
services, such as those provided by GPs and
clinical commissioning groups (CCGs)– to
cater to the specific needs of the individual
• Services that involve people living with HIV
actively in decisions about what they offer,
and which routinely and consistently ask

people living with HIV for information about
the services being provided
• Services which are consistently the ‘best in
the world’ – both in terms of health
outcomes and the overall quality of life of
service users, indicated by the ability to talk
about HIV, and having stable relationships,
emotional well-being and the ability to work

In HIV, the need for information about the
quality of services, and the experience of the
care received by people living with the
condition, is more pressing than ever. This is
because the treatment and care of people
living with HIV is complex, and this complexity
is exacerbated by a complex NHS structure –
which splits responsibility for HIV services
between NHS England, CCGs and local
Although these aims are aspirational at present, authorities. Even further changes were
it is believed that they are achievable. For those announced in early 201 5, with CCGs likely to
leading health and social care services, there
have a more collaborative role in
are simple steps that can be taken to make the commissioning HIV services, alongside NHS
improvements the HIV community wishes to
England 1 7 .
see. These include:
the NHS is complex, and changes to
• Collecting more information from frontline Although
the system are frequent, the unchanging aims
services which can help to shine a light on
of HIV care are ensuring that people living with
areas in need of improvement
HIV have a good experience of the care they
• Sharing the information with relevant
receive, and experience good clinical outcomes
professionals, decision-takers and people
– and without collecting information on both
living with HIV in an easy-to-use format
and making use of it, decisions about service
• Developing mechanisms to ensure health
will continue to be sub-optimally
and care services remain focused on driving improvement
informed.
improvements in those areas which need
them, identified through the information
is therefore necessary to collect data on
received from patients and through sharing Itmeasures
– such as patient experience and
best practice across boundaries
clinical data through the new HIV and AIDS
• Ensuring that people living with HIV are
Reporting System (HARS) – to ensure the
placed centre stage in driving forward
implementation of effective clinical practice and
improvements in services through active
the delivery of good outcomes, to help
patient involvement
highlight any variation in care across the
Information is the lifeblood of service
country and to identify areas where change
improvement. As NHS England’s Five Year
needs to take place. Information is a key driver
Forward View, published in October 201 4,
for improving quality of care for patients, and
makes clear, information can enable the
must be used to inform and support any
comparison of service performance, help
changes to the care landscape. The purpose of
patients make informed choices and help NHS this report is to set out how this need can be
organisations deliver the best quality care 1 5.
met, thus ensuring that patients receive
effective treatment and that services are
Other complex, long-term conditions have
delivered in an integrated manner.
shown the way in making use of patient
experience information. In cancer, for example,
the introduction of the National Cancer Patient
Experience survey in 2000 has helped to assess
the quality of cancer services and drive
improvements in areas such as providing
information to patients 1 6.
8

5. Better information about services
Advances in HIV treatment mean that HIV
should now be considered a long-term
condition. People diagnosed with HIV today
can expect a normal life expectancy if they start
treatment early and are supported to adhere to
it. Research has shown that a patient diagnosed
with HIV at 20 can expect to live to nearly 70
years old and for a person diagnosed with HIV
at 35 (the average age of diagnosis in the UK),
life expectancy is over 72 1 8. Life expectancy is
expected to continue to improve in the future.
HIV medicines have
also improved, and
the days in which a
treatment regime
would include taking
up to 30 pills a day
have been replaced
by regimes of just one
or two pills with fewer
side effects 1 9.

settings are sufficient, and so adopt more
extreme precautions than necessary. This
situation has been exacerbated by the shift to
catering for the mainstream healthcare needs
for people living with HIV – such as their
primary care – in mainstream healthcare
services. Steps are being taken to improve this.
For example, on World AIDS Day in 201 4, the
National AIDS Trust launched a campaign – No
HIV Stigma – which encouraged NHS bodies to
eradicate HIV stigma. Campaigns like this
should be strongly supported to increase
recognition among NHS
providers and
healthcare professionals
that HIV is now a longterm condition and
should be cared for as
such.

" Research has shown that
a patient diagnosed with
HIV at 20 can expect to
live to nearly 70 years old
and for a person
diagnosed with HIV at 35
(the average age of
diagnosis in the UK), life
expectancy is over 72 1 "

One way in which this
need for recognition
could be driven is
In spite of those
through a change in the
improvements in
NHS Outcomes
treatment and life
Framework – the
expectancy, people
overarching
living with HIV still
accountability
report high levels of
mechanism for the NHS
stigma and
in England. Domain 2 of
discrimination from healthcare professionals.
the Outcomes Framework sets out a range of
HIV stigma is exacerbated by the fact that the
ways in which improvements in the care of
majority of people living with HIV belong to
people with long-term conditions could be
groups that have historically been marginalised, measured, and a specific HIV measure within
such as lesbian, gay, bisexual and transgender Domain 2 could help send a signal to the NHS
(LGBT), migrants from BME communities, and
that steps need to be taken to ensure that HIV
women.
is recognised as a long-term condition and
managed accordingly.
Even though HIV is now a long-term condition,
many healthcare professionals have not
Recommendation 1 : the Department
received training to help them understand this of Health should, as part of its review
shift, or the importance of avoiding stigmatising of the NHS Outcomes Framework,
the condition. There is also anecdotal evidence, ensure that any additional indicators
gathered from the patient workshop, that some for ‘Domain 2’ (Enhancing quality of
healthcare professionals do not fully
life for people with long term
understand the low risk of HIV transmission
conditions) recognise the need to
when it is being managed, and that standard
deliver improvements specifically in
infection control procedures in healthcare
HIV care
9

The complex nature of today’s HIV treatment
and management requires the careful
monitoring of care that patients receive.
Although data is collected on HIV, this is largely
restricted to:
• Data on HIV prevalence and mortality,
collected by PHE and the Office of National
Statistics
• Information on key quality markers across
genders and demographics (such as
retention in care, late diagnosis, access to
specialist care, and the number of people
living with HIV on treatment), collected by
PHE
• Data collected at a local level by the
voluntary and community sector
These data are all important measures of high
quality HIV care; however, they are no longer
the only measures that should be considered. A
national approach to data collection should
also begin to take place to enable the findings
from the data to be analysed effectively, and for
services to respond to those findings.
Improvements are now being made. The new
HARS dataset offers the opportunity to collect
more detailed outcome measures that reflect
the evolving nature of quality in HIV care.
However, there is now a need to further
develop the information that is collected from
people living with HIV, and about the care they
experience, in order to deliver better care.

have effective care for HIV and non-HIV
related issues

• Participation of people with HIV in their
care – people living with HIV should be
provided with sufficient information to be
actively involved in the decisions relating to
their care and supported to make informed
decisions to self-manage their care
• Care for complex comorbidities and nonHIV related issues – it is important to
monitor the provision of care for HIV
patients who have co-morbidities to ensure
that their care is in accordance with national
guidelines. In addition it is important to
ensure that the management and care for
non-HIV related issues that take place
outside the specialist setting is co-ordinated
and effective
• Measures of stigma social isolation, and

other barriers to accessing healthcare –

to gain insights into experiences of stigma
in a healthcare setting, and those parts of
service delivery that could be improved,
such as the provision of information on and
access to local services that support social
inclusion
This work now needs to be invested in, scaled
up and implemented on a routine basis to
ensure that comprehensive and consistent
information is captured on the quality of care
services – and in particular data relating to
patient experience (collecting data on patients’
perceptions of the quality of health services
they receive).

Work to develop such information is already
being led by the HIV voluntary and community There are currently three policy developments
sector, HIV physicians and other healthcare
that provide important opportunities to
practitioners – including organisations such as improve data collection in HIV in this area:
the British HIV Association (BHIVA) and British
England’s review of patient
Association for Sexual Health and HIV (BASHH). 1 . NHS
experience,
which is due to conclude in
Some measures that should be considered for
spring 201 5. This review presents an
inclusion in an HIV patient experience survey
opportunity to introduce surveys of patient
include:
experience in HIV20 .
• Co-ordination of care between HIV
2 Work by Public Health England (PHE) to
introduce a new survey of people living with
specialists and GPs – timely and accurate
HIV. The pilot survey ‘Positive Voices’
communication between HIV specialists and
captures a broad range of information
GPs to ensure that people living with HIV
10

about patients including social factors that
may affect their care 21
3. A study by the Healthcare Quality
Improvement Partnership (HQIP) into the
feasibility of introducing a new national
clinical audit in HIV care, which is due to
report by December 201 5 22
HIV is a condition that is overseen by specialist
clinics, but much of the care that people living
with HIV receive is delivered by mainstream
services (for example by GPs and social care
services). Collecting patient experience
information in a comprehensive manner can be
time consuming and complicated. It is therefore
important to ensure that the right organisations
are collecting data that is relevant for the
services they deliver.

could be used in the future, such as some of
those outlined above, or by implementing a
survey based on similar measures included in
‘Positive Voices’.

Recommendation 2: all HIV specialist
clinics should implement a nationallyagreed set of HIV-specific patient
experience measures, building on the
'Positive Voices' work by Public
Health England
More mainstream health services will have less
resource to invest in collecting wide-ranging
data on HIV-specific measures. General surveys
of patient experience are currently in existence
and could be used to capture HIV status in costeffective way.

Collecting patient
experience information in a
comprehensive manner can
be time consuming and
complicated. It is therefore
important to ensure that the
right organisations are
collecting data that is
relevant for the services they
deliver.

Recommendation 3: NHS England’s
Insights and Feedback team should
consider the opportunity of general
surveys of patient experience and
outcomes being fully harnessed to
collect information about HIV care
(for example the national GP survey
could capture anonymous information
about HIV status and experiences of
care)
Patient experience is an important
measurement, since actively seeking out the
preferences of individuals living with HIV can
deliver meaningful improvements in care. In
order to realise their full potential, patient
experience metrics should be created in
partnership with people living with HIV to
ensure that they accurately measure the aspects
of care that are most important.

Specialist clinics have the resources and
understanding to collect comprehensive
measures of patient experience specific to HIV.
There is therefore an opportunity to put in
place nationally-agreed, regular, detailed, HIVspecific patient experience measures. The
‘Positive Voices’ work currently being
undertaken by PHE provides such an
opportunity. If it is extended to 201 5-1 6, HIV
clinics should be encouraged and supported to
take part either by suggesting measures that
11

PROMs and PREMs together can provide a
comprehensive picture e.g. someone can
report a poor experience of care but a good
outcome. PREMs are useful in identifying the
patient’s experience while receiving care, while
PROMs measure the outcome or impact of that
care. BHIVA and the UK CAB have undertaken
preliminary work on PREMs and PROMs and

Recommendation 5: the HIV
community should build a consensus
regarding data ownership and on how
data can be shared effectively, in
Recommendation 4: NHS England
order to drive improvements in care
should work closely with people living across providers whilst ensuring that
with HIV to develop the use of
patient confidentiality and protection
patient reporting tools – PREMs and is maintained
PROMs – in HIV and ensure that any
monies earned through rewards for
delivering high quality care are fed
back to the services that delivered
them
their working group is due to report shortly.
Further investment is required to support the
continuation of this work.

Once data has been collected, clarity regarding
the ownership of data and the implications of
data sharing for the individuals living with HIV
should be addressed. Currently, data regarding
HIV diagnosis and treatment is kept on a
separate record from general medical
information 23. This means that there are some
difficulties in sharing this information between
NHS organisations.
Addressing these difficulties is important, since
better data-sharing has the potential to benefit:
• Individuals living with HIV – through
improvements in individual care such as
greater coordination of care
• The population of people living with HIV –
through the ability to monitor how the NHS
is performing and meeting the needs of
people living with HIV across its services
Nonetheless, data protection and
confidentiality continues to be of the upmost
importance – and is key to ensuring that people
living with HIV feel confident in sharing
information about their HIV status and their
experience of care. That is why it is vital that
discussions within the HIV community continue
to take place to decide how the sharing of HIV
data can move forward, in a manner that both
protects patient confidentiality but also allows
for the efficient flow of information between
providers of HIV treatment and care.
12

6. Ensuring information flows to the right
places
Simply capturing information cannot drive
improvements in care per se. It is just as
important for that data to be shared with the
right people and/or organisations, in a timely
fashion and in a format that is easy for users to
interpret and act upon.
This requires:
• The information to be provided to those
most likely to champion its use – not least
people living with HIV and the wider HIV
community
• An efficient flow of data between primary
and secondary care and between the NHS
and social care
• The regular distribution of data to key
decision-takers in the NHS and in social care
services
• Guidance or information on available
resources to address issues identified from
the data
In addition to information being supplied to
health and care organisations, it also needs to
flow back to people living with HIV, thus
allowing patients to drive improvement in
services and care. This is an area supported by
the call in NHS England’s Five Year Forward
View to improve patients’ access to information
– not just clinical information but information
about their condition and history. However,
there are challenges that need to be
considered:
• How people living with HIV access the
information in a format that is relevant and
easy-to-understand
• How people living with HIV are empowered
to act upon the information provided to
drive change

peer-to-peer communities to emerge 21 . HIV
patients and the voluntary sector are eager to
take forward the opportunity set out in the Five
Year Forward View, and to work with NHS
England to turn this vision into a reality.

Recommendation 6: NHS England
should work with the HIV community
to ensure that information is shared,
effective mechanisms for patient
involvement are in place and
improvements in health and social
care are informed and driven by
people living with HIV
Information technology and data flows
In order to ensure that the complex needs of
people living with HIV are being met, an
efficient flow of information between primary
and secondary care services is a critical
component of high-quality care.
Information flows need to be supported by a
robust IT infrastructure and high-quality
systems. However, anecdotal evidence suggests
that there are shortcomings in this area: for
example, the implementation of the HARS
dataset needed to be delayed in some areas of
the country because providers have not
invested in the correct systems to upload data.

Data flows to decision-takers

It is imperative that data on the quality of HIV
care flows to those people who are in positions
to make the best use of it. In the health and
care system, local government has a key role to
play in coordinating the collation and
dissemination of relevant healthcare data to
enable the effective commissioning of both
health and care services. There is a role in local
The Five Year Forward View outlines a role for
advocacy groups and voluntary organisations to government in particular for:
play21 . They can, for example, invest in
• Health and Wellbeing Boards (HWBs), which
evidence-based approaches such as groupbring together key leaders from the health
based education for people with specific
and care system to work together to
conditions and self-management educational
improve the health and wellbeing of their
courses, as well as encouraging independent
13

local population and reduce health
inequalities. HWBs have a key role to play in
determining the healthcare needs of local
populations through ‘Joint Strategic Needs
Assessments’ and in developing the
strategies which meet those needs
• Directors of Public Health, who are the
principal advisers on all health matters to
local government

"HIV patients and
the voluntary
sector are eager to
take forward the
opportunity set out
in the Five Year
Forward View, and
are eager to work
with NHS England
to turn this vision
into a reality"

These roles have been further strengthened by
the commitment in the NHS’s Planning
Guidance for 2015-16, published in December
201 4, which states that “Clinical Commissioning
Groups should work with local government
partners to set and share in 201 5-1 6
quantifiable levels of ambition to reduce local
health and healthcare inequalities and improve
outcomes for health and wellbeing” 24.

Recommendation 7: Public Health
England should, through annual HIV
reporting ensure that data is provided
to Health and Wellbeing Boards,
Directors of Public Health and NHS
England to enable effective
commissioning. The data provided
should contain both prevalence data
and measures of patient experience,
aggregated at national and local
levels
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7. Making use of the information to drive
improvements in services
Once new data collection processes are
established and running, it is important to
ensure that they are used to drive
improvements in clinical care and outcomes for
people living with HIV, in the areas set out
below.

prevalence areas, are also working to increase
HIV testing by routinely offering it at Accident
and Emergency (A&E) departments (for
example, in Chelsea and Westminster Hospital
NHS Foundation Trust) 28. Options should be
further explored for embedding testing in A&E
into working practices as a method of
increasing testing rates of vulnerable
populations.

Diagnosis
Information captured today can be better used
to support the testing of people from
vulnerable populations and to reduce late
diagnosis. Data show that, at present in the UK,
a quarter of people living with HIV are not
diagnosed 1 , and 29% of people attending a
sexual health clinic did not receive a HIV test1 .
Those unaware of their HIV are more likely to
become seriously ill and if diagnosed too late
have an increased risk of mortality1 . In addition
they are less likely to use protection to avoid
sexual transmission to their partners. It is
estimated that more than 50% of new infections
occur through transmission from undiagnosed
individuals 25.

For those who are newly diagnosed with HIV
there is also a need to ensure that there is
adequate support and information available
regarding HIV treatment and care, and the
long-term impact that it will have on lives,
relationships, employment and general health
and wellbeing.

Recommendation 8: NHS England
should ensure that HIV testing of
people from vulnerable populations is
offered as a mandatory feature of
testing for sexually transmitted
infections. This must be reflected in
NHS contracts, for example, the QOF
of the GMS contract
Recommendation 9: NHS England
should ensure people who are newly
diagnosed with HIV receive the
appropriate information about
treatment, care and peer support at
the point of confirmed HIV diagnosis

Although over one million HIV tests were
performed in sexual health clinics in 201 3 (a 5%
increase on the previous year1 ) improvements
are still required to meet the continued high
level of need. In 201 3, 42% of adults were
diagnosed late, with late diagnosis being
highest among heterosexual men and women 1 .
Many opportunities to diagnose HIV in clinical
settings are being missed by healthcare
professionals, even in communities with high
prevalence. Efforts to improve access to HIV
testing through tackling barriers and testing in
settings other than sexual health clinics are
important26 27 . For instance, less than one in five
of the black-African population attended a
sexual health clinic in the last five years 1 .
Including the HIV testing of people from
vulnerable populations in primary care
contracts – particularly the GMS contract –
might therefore help to encourage the offer
and uptake of HIV testing more widely. Some
NHS trusts, particularly those in high HIV

Patient experience and patient-reported
outcomes
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There is an opportunity to bring together
recent work by the NHS, with the work being
undertaken on new patient experience
measures and Patient-Centered Outcome
Measures (PCOMs), to include measures of
patient experience in the HARS dataset.
Mechanisms that could be used to speed its
implementation include the use of patient
experience measures in the Quality Dashboard
produced by NHS England. These patient
experience measures might include measures

from all specialist clinics, as suggested in
recommendation 2, and measures from wider
surveys of HIV care, as outlined in
recommendation 3.

between GPs and HIV specialists (through steps
such as asking HIV specialists to write to GPs
once a year to inform them of what treatment
their HIV patients have received).

Recommendation 1 0: NHS England’s
Clinical Reference Group for HIV
should include measures of patient
experience in the HIV Quality
Dashboard to provide a complete
picture of whether HIV services are
responding to the needs of patients

There is now a need to make these measures
more sophisticated, such as through ensuring
that specialists work with GPs to help the latter
use the information to take more effective care
decisions and better support patients within the
non-specialist setting.

Co-ordination of care
Co-ordination between HIV specialist care and
GPs is of the utmost importance to patients.
The Five Year Forward View noted the need to
break down barriers in how care is provided
between health and social care, primary care
and specialists so that there was greater
coordination of care to support people with
multiple health conditions and not just single
diseases 1 5. Co-ordination of care can be
encouraged through
the use of financial
incentives.

Recommendation 1 1 : NHS England
should strengthen incentives through
the use of CQUIN payments and the
QOF to measure and improve patient
experience and strengthen
communication between HIV clinics,
other specialist providers and GPs
In addition to GPs and other non-specialist
services being provided with the correct
information, it is important that they have the
knowledge and expertise to act upon it. As
section one sets out,
there is insufficient
knowledge among GPs
of HIV and the
medicines used to treat
it; HIV patients have
reported instances of
being referred by their
GP to an HIV specialist
for treatment of non-HIV
related issues because
the GP does not have
the knowledge to
provide effective care.

" Co-ordination
between HIV
specialist care and
GPs is of the
utmost importance
to patients."

This is particularly
important to reduce
the gaps between
primary and
secondary care: much
anecdotal evidence
exists, for example, of
people living with HIV
having experienced
cases where their GP
is unable or unwilling
As people living with
to prescribe a
medicine for a health concern unrelated to their HIV age and there is an increase in the amount
HIV, because of a lack of understanding about of care received in a non-specialist setting, it
will become more important for these more
HIV and HIV treatment.
mainstream health and care services –
particularly GP practices – to ensure staff are
CQUIN payments reward good performance
trained on treatment and care for people living
against identified clinical audit measures, and
with HIV3, and in particular, to be alert to and
have been used in HIV to encourage
know how to manage co-morbidities
communication and co-ordination of care
16

community to work together with GPs (perhaps
through organisations such as the RCGP) to
develop a shared template to help primary care
services make applications for investment in
HIV services.

appropriately. This training is crucial for GPs
operating in areas of high prevalence who are
likely to support higher volumes of patients
living with HIV.
Training should be supported by the work of
Health Education England, which has
responsibility for ensuring that the NHS
workforce has the right skills to meet the needs
of patients and the Royal College of General
Practitioners (RCGP) who offer GP specialty
training.

Recommendation 1 3: the HIV
community should in partnership with
GPs, develop proposals for
integrating primary care and HIV
services that would improve the care
of people living with HIV

Training and capacity of GPs should be
reflective and appropriate to local
demographics and prevalence of HIV, for
instance training for all GP practices may be
appropriate in areas of high prevalence such as
Lambeth, while access to specialist GPs may be
more effective in areas of lower prevalence,
including rural settings.

Recommendation 1 2: NHS England
should ensure GP practices in areas of
high HIV prevalence have sufficient
knowledge to treat and care for
people living with HIV in a way that
meets their needs as identified
through PROMs
Primary care services
The mainstreaming of HIV into primary care
means that GPs, as the primary contact of many
patients, have taken on a greater share of the
responsibility for ensuring the overall health of
people living with HIV and for coordinating
their care. GP services also play a vital role in
the detection and diagnosis of HIV.
In late 201 4, the Government announced that
an additional £1 .1 bn of funding for GP services
will be set aside over four years to boost GP
services 29. The funding will be used for services
in the community (in order to bring hospitallevel care to GP surgeries), thus supporting the
policy aim of moving care away from acute
settings. An opportunity exists for the HIV
17

8. Conclusion
The recommendations in this report serve as a
The complex nature of HIV treatment and
management requires the careful monitoring of starting point for policymakers to consider how
best to improve HIV care. They have been
patient care. Through our work with people
living with HIV, key challenges that people living developed to promote discussion and as a
basis on which the HIV
with HIV are facing
community (including
today have been
charities, clinicians,
identified. In addition,
"
The
recommendations
in
commissioners, patient
insights from clinical
this
report
serve
as
a
groups and patient
and commissioning
representatives) can
experts have enabled
starting
point
for
policy
work in partnership
the development of
makers
to
consider
how
with policymakers to
recommendations for
and embed
how information can be
best to improve HIV care. develop
measures of quality
used to overcome
They have been developed into NHS and social
these challenges and
care services.
improve the health and
to
promote
discussion
and
wellbeing of people
as a basis on which the HIV Other possible ways in
living with HIV.
which HIV care might
community
can
work
in
be improved were
Sources of information
partnership
with
policy
discussed at the
are already available
roundtable, which –
for many key measures
makers
to
develop
and
although not directly
such as testing,
embed measures of quality concerned with healthprevalence and
information
mortality from HIV, but
into NHS and social care related
issues – it is
more sophisticated
services"
recommended the HIV
measures particularly
community and/or
with respect to patient
health and care
experience are yet to
be introduced. There is therefore potential for organisations consider taking forward in their
plans over the coming months:
more effective collection, use and sharing of
data to drive significant improvements in the
1 . Healthwatch England should investigate
quality of care for people living with HIV.

the level of involvement of marginalised
communities in NHS service decisions,
It is important that once measures of high
including people living with HIV, to ensure
quality care have been identified and
they are not underrepresented in decisions
introduced that the data is clinically-relevant
and utilised effectively by those responsible for about their care
delivering HIV care. These can be delivered
through effective IT systems that allow for the
seamless transition of data, and also through
incentives that embed the use of data in clinical
practice. As a result of this data needs to be
easily available and accessible for people living
with HIV – who have historically been a driving
force for positive change in healthcare, and
remain so.
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Some groups of patients engage with HIV
services less often and therefore may not be
able to suggest ways in which services could be
improved. It is important to capture their
contributions, and Healthwatch England should
consider ways in which their insights can be fully
harnessed at the national level and their
contributions can be supported and acted
upon by local Healthwatch.

2. NHS England should undertake further
work to investigate whether any of the
models of care outlined in the Five Year
Forward View are suitable for HIV care
The Five Year Forward View supports the need
for the NHS to break down the barriers
between NHS organisations such as GPs,
hospitals, mental health and social care 1 5. It
contains proposals for a small number of new
care delivery options that could help to drive
innovations in care. Two of the models that are
particularly relevant for HIV services include:
• Multispecialty Community Providers: made
up of GPs, nurses, hospital specialists and
others to “create integrated out-of-hospital
care” services
• Primary and Acute Care Systems: bringing
together general practice and hospital
services as an integrated provider, similar to
the Accountable Care Organisation seen in
the United States
The opportunities afforded by these new
models of care should be explored further by
NHS England in partnership with people living
with HIV and other HIV healthcare providers. In
addition NHS England should ensure that
people living with HIV are fully engaged in the
development and implementation of the pilots.
The pilot findings should be published in full
and be subject to analysis to ensure that the
proposed care models that emerge are
responsive to the needs of people living with
HIV and improve outcomes.
We look forward to working with policymakers
to take forward the recommendations outlined
in this report.
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