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1 . Executive Summary

There are now over 1 00,000 peopl e l iving with
H I V in the U K, a quarter of whom are
undiagnosed1 . Advances in medications mean
that H I V is now a l ong-term condition, and with
a timel y diagnosis peopl e can expect to l ive a
normal l ife expectancy.

H owever, pl anning effective care for peopl e
l iving with H I V requires several factors to be
considered. There is the need to strictl y adhere
to medications. Peopl e l iving with H I V are often
from vul nerabl e groups that have experienced
discrimination, incl uding gay men and migrant
communities. H I V is sti l l met with stigma in
society and within heal thcare settings,
negativel y impacting upon peopl e’s experience
of care and acting as a barrier to accessing the
care required. H I V testing, treatment and care
are now managed by mul tipl e agencies across
N H S Engl and, Cl in ical Commissioning G roups
and l ocal authorities1 .

To tackl e these issues we hel d two events: a
workshop with peopl e l iving with H I V from
across Engl and; and a roundtabl e with
representatives from patient groups, N H S
Engl and, Publ ic H eal th Engl and, H I V special ist
care providers and l ocal authorities. Through
this we identified six areas for improvement:

I t is essential that peopl e l iving with H I V have
access to and receive good heal th and social
care, have good experiences of care and
achieve optimum heal th outcomes. Currentl y
data focuses primari l y upon cl in ical outcomes of
care. I n order to assess and improve the patient
experience we need to introduce new
mechanisms for assessing the qual ity of care
and the outcomes achieved from a patient
perspective. These shoul d be centred upon:

Set out bel ow is a summary of
recommendations to achieve this. Data
gathering and anal ysis can be costl y and time
consuming, and we have wherever possibl e
sought to bui l d upon establ ished systems such
as the G eneral M edical Services (G M S) contract,
and ongoing and important work in
devel opment such as the ‘Positive Voices’
survey and the devel opment of Patient
Reported Experience M easures (PREM s).Access to HIV testing and diagnosis to

reduce l ate diagnosis and improve heal th
outcomes for peopl e l iving with H I V
Patient involvement in decision-making
al l owing peopl e to make the right decisions
for their care, particul arl y in managing
mul tipl e l ong-term conditions
Effective medicines management through
co-ordination across special ist and primary
care services
Access to support from peers in how to
manage an H I V diagnosis
Care for comorbidities and integration of
H I V with other special ist areas such as
mental heal th
Provision of high qual ity care homes and
appropriate end of life care for the ageing
H I V popul ation

•

•

•

•

•

•

Co-ordination of care between H I V
special ists, primary care and other special ist
discipl ines
Participation of peopl e l iving with H I V in
their own care
M echanisms to assess qual ity of care in
terms of both experience and outcomes
M easures to identify and tackl e H I V rel ated
stigma within heal thcare settings

•

•

•

•
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All HIV specialist clinics should:
I mpl ement a national l y-agreed set of H I V-specific patient experience measures, bui l ding on the
‘Positive Voices’ work by Publ ic H eal th Engl and (Recommendation 2)

2. Summary of recommendations

The Department of Health should:
As part of its review of the N H S Outcomes Framework, ensure that any additional indicators for
‘Domain 2’ (enhancing qual ity of l ife for peopl e with l ong term conditions) recognise the need to
del iver improvements specifical l y in H I V care (Recommendation 1 )

NHS England should:
• As part of the I nsights and Feedback team consider the opportunity of general surveys of
patient experience and outcomes being ful l y harnessed to col l ect information about H I V care (for
exampl e, the national G P survey coul d capture anonymous information about H I V status and
experiences of care) (Recommendation 3)
• Work cl osel y with peopl e l iving with H I V to devel op the use of patient reporting tool s – both
Patient Reported Experience M easures (PREM s) and Patient Reported Outcome M easures
(PROM s) - in H I V and ensure that any monies earned through rewards for del ivering high qual ity
care are fed back to the services that del ivered them (Recommendation 4)
• Work with the H I V community to ensure that information is shared, effective mechanisms for
patient invol vement are in pl ace and improvements in heal th and social care are informed and
driven by peopl e l iving with H I V (Recommendation 6)
• Ensure that H I V testing of peopl e from vul nerabl e popul ations is offered as a mandatory feature
of testing for sexual l y transmitted infections. This must be refl ected in N H S contracts, for exampl e,
the Qual ity and Outcomes Framework (QOF) of the G M S contract (Recommendation 8)
• Ensure peopl e who are newl y diagnosed with H I V receive the appropriate information about
treatment, care and peer support at the point of confirmed H I V diagnosis (Recommendation 9)
• Strengthen incentives through the use of Commission for Qual ity and I nnovation scheme
(CQU I N ) payment and the QOF to measure and improve patient experience and strengthen
communication between H I V cl in ics, other special ist providers and G Ps (Recommendation 1 1 )
• Ensure G P practices in areas of high H I V preval ence have sufficient knowl edge to treat and care
for peopl e l iving with H I V in a way that meets their needs as identified through PROM s
(Recommendation 1 2)

Public Health England should:
Through annual H I V reporting ensure that data is provided to H eal th and Wel l being Boards,
Directors of Publ ic H eal th and N H S Engl and to enabl e effective commissioning. The data
provided shoul d contain both preval ence data and measures of patient experience, aggregated
at national and l ocal l evel s (Recommendation 7)

The HIV clinical Reference Group should:
I ncl ude measures of patient experience in the H I V Qual ity Dashboard to provide a compl ete
picture of whether H I V services are responding to the needs of patients (Recommendation 1 0)

The HIV community should:
• Bui l d a consensus regarding data ownership and on how data can be shared effectivel y, in order
to drive improvements in care across providers whi l st ensuring that patient confidential ity and
protection is maintained (Recommendation 5)
• I n partnership with G Ps, devel op proposal s for integrating primary care and H I V services that
woul d improve the care of peopl e l iving with H I V (Recommendation 1 3)
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3. About this report

Al though improvements in H I V treatment and
care shoul d be cel ebrated, there is a need to
go further in tackl ing the existing and new
chal l enges that peopl e l iving with H I V are
facing today.

I n order to ascertain the steps that need to be
taken, Positivel y U K has embarked on a
programme of work to identify chal l enges and
make recommendations on how they can be
addressed. This work has invol ved:

This report is the cul mination of this work, using
the insights gathered to set out
recommendations for discussion with
pol icymakers to consider how to ensure H I V
care in Engl and is patient-centred. I t is hoped
that it wi l l act as a basis on which H I V charities,
cl in icians, commissioners, patient groups and
patient representatives can work in partnership
with pol icymakers to devel op and embed
measures of qual ity into N H S and social care
services.

We are grateful to al l those who have given up
their time in support of this important project –
and particul arl y those who attended our
workshop and roundtabl e discussion. Those
l isted bel ow attended the roundtabl e
discussion (in addition to Al l an Anderson and
Si l via Petretti of Positivel y U K):

We are al so grateful to G il ead Sciences for
having provided the funding which has made
this work possibl e, and to I ncisive H eal th for
faci l itating the research underpinning, and
production of, this report.

Research to identify key pol icy l evers in
Engl and that coul d be used to encourage
high qual ity H I V care
Discussions with peopl e l iving with H I V, at a
workshop on 7 N ovember 201 4, to
understand the chal l enges they face and
what constitutes high qual ity H I V care from
the patient perspective. These insights were
careful l y considered during the
devel opment of the recommendations
A roundtabl e discussion which brought
together pol icymakers, cl in icians,
commissioning experts and patient
representatives in H I V on 1 2 December 201 4
– at which the recommendations set out in
this report were devel oped

•

•

•

Professor J ane Anderson, Lead for H I V,
Sexual H eal th and Reproductive H eal th,
H eal th and Wel l being Directorate, Publ ic
H eal th Engl and
H el en Byrne, Senior Commissioning
M anager Substance M isuse, Sexual H eal th
and Offender H eal th, H ammersmith and
Ful ham Counci l , Royal Borough of
Kensington and Chel sea and City of
Westminster
Andrea Duncan, Programme M anager,
Sexual H eal th Team, Department of H eal th
Al exandra Earnshaw, Account M anager,
I ncisive H eal th
G eorgina G rant, G overnment Affairs
M anager, G i l ead Sciences
Bi l l M organ, Founding Partner, I ncisive
H eal th
M ark Pl att, U K Community Advisory Board
(U KCAB), Steering G roup M ember
Sarah Radcl iffe, Pol icy and Campaigns
M anager, N ational AI DS Trust
Al an Smith, Associate Director M edical
Affairs, Lead for H I V M edical (U K and
I rel and), G i l ead Sciences
Dr I an Wil l iams, Senior Cl in ical Lecturer,
Centre for Sexual H eal th & H I V Research,
U niversity Col l ege London
Fernando M onteiro, Patient representative

•

•

•

•

•

•

•

•

•

•
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The number of peopl e l iving with H I V in the U K
has grown year-on-year in each of the l ast ten
years1 . Due to substantial advances in access to
H I V testing, treatment and care, more peopl e
are now l iving l onger.

The popul ation l iving with H I V have a ful l range
of heal th and care needs, incl uding:

•

•

•

Peopl e with H I V are now facing specific issues
regarding their heal th and care as a resul t,
particul arl y with respect to:

•
•
•
•

•

•
•

These chal l enges are set out in detai l bel ow.

Access to HIV testing and diagnosis

Access to H I V testing and timel y 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 peopl e
l iving with H I V in the U K are not diagnosed,
resul ting in significantl y poorer heal th outcomes
and higher costs to the N H S1 .

Recommendations to improve access to H I V
testing incl ude offering routine H I V testing to
peopl e with H I V indicator conditions (medical
conditions associated with a higher risk of
having H I V) and to peopl e registering with a G P
in an area of the U K known to have a high H I V
preval ence3.

Even when effective diagnostic services are in
pl ace, patients have tol d us that their
experience of diagnosis can be a particul arl y
negative one. At diagnosis, access to
information is hugel y important in order for
those newl y diagnosed with H I V to make
decisions about their treatment and care. I n
some cases at present, peopl e newl y diagnosed
with H I V do not feel that there is enough easy-
to-understand-information provided that
presents the options and choices avai l abl e.
Peopl e al so report that insufficient information
is given to them about how to l ive with both H I V
and other conditions they may have, such as
diabetes and cancer. A patient contributing to
this report said they woul d have taken a
different decision about their treatment if they
had been provided with better information at
the outset. At a minimum the l iterature avai l abl e
shoul d be regul arl y revisited with respect to its
content, and how it is communicated to peopl e
l iving with H I V and heal thcare professional s.
.
Peer support at diagnosis was al so identified as
essential . Advice and support from someone
with experience of l iving with H I V is inval uabl e
to peopl e who are newl y diagnosed, and in
providing understanding, support and practical
advice and reassurance on what the diagnosis
means for the patient’s l ife, rel ationships,
empl oyment and general heal th and wel l being.

Involvement in decision-making

Peopl e l iving with H I V have a range of options
in deciding when and how to begin their
treatment, and what that treatment shoul d
encompass. The treatment offered by heal th
and social care services therefore needs to cater
for individual circumstances and needs.

4. Identifying the challenges

Peopl e l iving with H I V into ol der age: with
around one-quarter of the 1 07,800 peopl e
l iving with H I V in the U K in 201 3 aged 50 or
over1

Younger peopl e born with the condition
growing from chi l dhood into adol escence,
and then into adul thood: there are around
400 peopl e aged between 1 0 to 1 4 who were
born with H I V, and another 300 aged
between 1 5 and 1 9
Peopl e l iving with H I V having access to
mul tipl e choices with respect to starting a
famil y, incl uding through natural conception

Access to effective treatment and diagnosis
I nvol vement in decision-making
M edicines management
Access to effective psychol ogical support,
incl uding peer support
Care for other conditions (al so known as
‘care for co-morbidities’)
Stigma associated with H I V
Access to care homes and end of l ife care



6

Discussions between patients and heal thcare
professional s, and the active invol vement of
patients in decision-making, are key to
del ivering care responsive to the needs of
peopl e l iving with H I V.

Ol der peopl e are the fastest-growing group in
the U K l iving with H I V, and their changing needs
require special attention. A report by
2020H eal th issued in 201 4, for exampl e, found
that ol der peopl e with H I V remain at a
disadvantage in comparison to their peers -
particul arl y in terms of qual ity of l ife. The report
found that cl in icians must identify a sensitive
way of raising issues around ageing and the
potential for additional heal th issues, so that
stabl e patients are aware and informed and can
work with their cl in ician to decide how they
want to manage their heal th and care needs in
the l ong term 4.

Effective medicines management

Ensuring that patients have access to high
qual ity treatment and services is important for
the heal th outcomes of peopl e l iving with H I V,
incl uding adherence to medications. An
increasing vol ume of care for peopl e l iving with
H I V is being del ivered in a non-special ist
setting, but this brings chal l enges of
communication between primary care and H I V
special ists. Today, care suffers in some pl aces
because there is a l ack of coordination and
understanding in primary care (in particul ar) of
the H I V treatment options avai l abl e, and how
these treatments interact with other
medications. This can resul t in peopl e l iving
with H I V having a poor experience, and in some
cases facing probl ems in being prescribed even
routine medicines.

Support from peers

Peopl e l iving with H I V can benefit greatl y from
peer support services, and these shoul d be
accessibl e and avai l abl e whenever and
wherever they are demanded. The support they
offer del ivers advice and expertise to enabl e

peopl e l iving with H I V to make decisions about
their care, and support their general wel l being5.
Some peopl e report that they are never
signposted to peer support services – even
though this shoul d be provided as standard6

and form an essential component of the H I V
care pathway.

Care for co-morbidities

Al though special ist cl in ics have effective
systems in pl ace for the earl y diagnosis of co-
morbidities associated with H I V, such as
cardiovascul ar disease and mental heal th
issues, this sometimes stands in contrast to the
l ack of expertise that more mainstream services
have in caring for peopl e l iving with H I V. There
is currentl y a l ack of integration with the wider
heal th service when it comes to treatment, and
the prevention and management of co-
morbidities of peopl e l iving with H I V.

Access to care homes and end of life care

As ol der peopl e l iving with H I V encounter
probl ems and become unabl e to care for
themsel ves, they may require access to home
care services or a care home. Concerns exist
over the l evel and standard of training that care
home staff receive on how care shoul d be
del ivered for peopl e l iving with H I V. H I V-specific
training has not traditional l y been provided to
those that del iver home care, mainl y because
peopl e l iving with H I V have onl y recentl y begun
to reach the stage of l ife where they woul d
require these services. As the popul ation l iving
with H I V ages, support del ivered in care homes
and through home care wil l be used more
widel y. There is therefore a need to ensure that
care del ivered in these settings is of a high
qual ity, and effective for peopl e l iving with H I V.

I t is al so important to del iver appropriate end of
l ife care for peopl e l iving with H I V. The N H S
needs to better consider how these services
can best be commissioned – taking into
account the compl ex nature of H I V and its
rel ated co-morbidities. Ensuring that there is a
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wide range of end of l ife care options avai l abl e,
which are person-focused and tai l ored to
specific needs, is an important aspect of high
qual ity H I V services.

Next steps

The six chal l enges above can be compl ex to
address. They require cl ose working
rel ationships both within H I V special ist services,
and between special ist and more general heal th
and care services (incl uding from community
and vol untary organisations, G Ps and home
care providers).

Progress in addressing them is being made. I n
particul ar, there is a weal th of information and
guidance produced by or in partnership with
the H I V community (incl uding charities,
cl in icians, commissioners, patient groups and
patient representatives) and the greater use of
these material s woul d hel p drive progress
towards tackl ing some of the issues peopl e with
H I V sti l l encounter. The topics covered by these
resources are wide-ranging and incl ude aspects
of care such as guidance for heal thcare
professional s, peer support and information on
H I V and pregnancy. They incl ude:

Beyond recognising the avai l abi l ity of resources
such as the above – and encouraging their use -
much more can be done at a system-wide l evel
to drive improvements in H I V care. The aim is
for:
:

H I V special ist services – and more general
services, such as those provided by G Ps and
cl in ical commissioning groups (CCG s)– to
cater to the specific needs of the individual
Services that invol ve peopl e l iving with H I V
activel y in decisions about what they offer,
and which routinel y and consistentl y ask

•

•

•

•

•

•

Commissioning HIV testing services in
England: a practical guide for
commissioners, produced by the N ational
AI DS Trust. Commissioning HIV testing
services in England is a tool kit devel oped for
those with responsibi l ity for commissioning
H I V testing services in order to provide
information on assessing need, identifying
best practice and eval uating the qual ity and
efficiency of services7

HIV in primary care produced by M edFASH .
HIV in primary care is a bookl et written by
G Ps (for both G Ps, and primary heal thcare
professional s more broadl y) that provides
essential information on the range of H I V
issues which impact on primary care
(incl uding diagnostics, potential drug
interactions and how to compl ement
special ist care)8

HIVand pregnancy toolkit produced by the
H I V charity N AM . HIVand pregnancy toolkit
is an onl ine tool kit designed to give peopl e
l iving with H I V personal ised information
about having a baby9

HIV treatment information base produced
by i-base. H I V treatment information base
incl udes treatment guides addressing a
range of areas incl uding starting treatments,
changing treatments, and co-infection with
H ep C1 0

I’m taking care ofme produced by Positivel y
U K. I’m taking care ofme is a series of
videos created for women l iving with H I V on
topics such as the chal l enges facing women
l iving with H I V today, gender based viol ence
and having conversations with doctors about
contraception, menopause and treatment as
prevention 1 1

MyCare, My Voice produced by the
N ational AI DS Trust. MyCare, My Voice is an
onl ine resource providing key information to
show peopl e how to get the best from their
heal thcare and how to get invol ved in
infl uencing the way it is del ivered1 2

MyHIVproduced by the Terrence H iggins
Trust. MyHIV is an onl ine advice and support
portal for peopl e l iving with H I V in the U K1 3

The Treatment advocates’ network’ U KCAB.
The Treatment Advocates’ Network is a
web-based message board which enabl es
members to contribute to cl in ical trial
design, comment on treatment guidel ines
and communicate with other advocates1 4

•

•

•

•
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Al though these aims are aspirational at present,
it is bel ieved that they are achievabl e. For those
l eading heal th and social care services, there
are simpl e steps that can be taken to make the
improvements the H I V community wishes to
see. These incl ude:

I nformation is the l ifebl ood of service
improvement. As N H S Engl and’s Five Year
Forward View, publ ished in October 201 4,
makes cl ear, information can enabl e the
comparison of service performance, hel p
patients make informed choices and hel p N H S
organisations del iver the best qual ity care1 5.

Other compl ex, l ong-term conditions have
shown the way in making use of patient
experience information. I n cancer, for exampl e,
the introduction of the N ational Cancer Patient
Experience survey in 2000 has hel ped to assess
the qual ity of cancer services and drive
improvements in areas such as providing
information to patients1 6.

I n H I V, the need for information about the
qual ity of services, and the experience of the
care received by peopl e l iving with the
condition, is more pressing than ever. This is
because the treatment and care of peopl e
l iving with H I V is compl ex, and this compl exity
is exacerbated by a compl ex N H S structure –
which spl its responsibi l ity for H I V services
between N H S Engl and, CCG s and l ocal
authorities. Even further changes were
announced in earl y 201 5, with CCG s l ikel y to
have a more col l aborative rol e in
commissioning H I V services, al ongside N H S
Engl and1 7.

Al though the N H S is compl ex, and changes to
the system are frequent, the unchanging aims
of H I V care are ensuring that peopl e l iving with
H I V have a good experience of the care they
receive, and experience good cl in ical outcomes
– and without col l ecting information on both
and making use of it, decisions about service
improvement wil l continue to be sub-optimal l y
informed.

I t is therefore necessary to col l ect data on
measures – such as patient experience and
cl in ical data through the new H I V and AI DS
Reporting System (H ARS) – to ensure the
impl ementation of effective cl in ical practice and
the del ivery of good outcomes, to hel p
highl ight any variation in care across the
country and to identify areas where change
needs to take pl ace. I nformation is a key driver
for improving qual ity of care for patients, and
must be used to inform and support any
changes to the care l andscape. The purpose of
this report is to set out how this need can be
met, thus ensuring that patients receive
effective treatment and that services are
del ivered in an integrated manner.

Col l ecting more information from frontl ine
services which can hel p to shine a l ight on
areas in need of improvement
Sharing the information with rel evant
professional s, decision-takers and peopl e
l iving with H I V in an easy-to-use format
Devel oping mechanisms to ensure heal th
and care services remain focused on driving
improvements in those areas which need
them, identified through the information
received from patients and through sharing
best practice across boundaries
Ensuring that peopl e l iving with H I V are
pl aced centre stage in driving forward
improvements in services through active
patient invol vement

•

•

•

•

•

peopl e l iving with H I V for information about
the services being provided
Services which are consistentl y the ‘best in
the worl d’ – both in terms of heal th
outcomes and the overal l qual ity of l ife of
service users, indicated by the abi l ity to tal k
about H I V, and having stabl e rel ationships,
emotional wel l -being and the abi l ity to work
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5. Better information about services

Advances in H I V treatment mean that H I V
shoul d now be considered a l ong-term
condition. Peopl e diagnosed with H I V today
can expect a normal l ife expectancy if they start
treatment earl y and are supported to adhere to
it. Research has shown that a patient diagnosed
with H I V at 20 can expect to l ive to nearl y 70
years ol d and for a person diagnosed with H I V
at 35 (the average age of diagnosis in the U K),
l ife expectancy is over 721 8. Life expectancy is
expected to continue to improve in the future.

H I V medicines have
al so improved, and
the days in which a
treatment regime
woul d incl ude taking
up to 30 pi l l s a day
have been repl aced
by regimes of just one
or two pil l s with fewer
side effects1 9.

I n spite of those
improvements in
treatment and l ife
expectancy, peopl e
l iving with H I V sti l l
report high l evel s of
stigma and
discrimination from heal thcare professional s.
H I V stigma is exacerbated by the fact that the
majority of peopl e l iving with H I V bel ong to
groups that have historical l y been marginal ised,
such as l esbian, gay, bisexual and transgender
(LG BT), migrants from BM E communities, and
women.

Even though H I V is now a l ong-term condition,
many heal thcare professional s have not
received training to hel p them understand this
shift, or the importance of avoiding stigmatising
the condition. There is al so anecdotal evidence,
gathered from the patient workshop, that some
heal thcare professional s do not ful l y
understand the l ow risk of H I V transmission
when it is being managed, and that standard
infection control procedures in heal thcare

settings are sufficient, and so adopt more
extreme precautions than necessary. This
situation has been exacerbated by the shift to
catering for the mainstream heal thcare needs
for peopl e l iving with H I V – such as their
primary care – in mainstream heal thcare
services. Steps are being taken to improve this.
For exampl e, on Worl d AI DS Day in 201 4, the
N ational AI DS Trust l aunched a campaign – No
HIVStigma – which encouraged N H S bodies to
eradicate H I V stigma. Campaigns l ike this
shoul d be strongl y supported to increase

recognition among N H S
providers and
heal thcare professional s
that H I V is now a l ong-
term condition and
shoul d be cared for as
such.

One way in which this
need for recognition
coul d be driven is
through a change in the
N H S Outcomes
Framework – the
overarching
accountabi l ity
mechanism for the N H S
in Engl and. Domain 2 of

the Outcomes Framework sets out a range of
ways in which improvements in the care of
peopl e with l ong-term conditions coul d be
measured, and a specific H I V measure within
Domain 2 coul d hel p send a signal to the N H S
that steps need to be taken to ensure that H I V
is recognised as a l ong-term condition and
managed accordingl y.

Recommendation 1 : 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

" Research has shown that
a patient diagnosed with

H I V at 20 can expect to
l ive to nearl y 70 years ol d

and for a person
diagnosed with H I V at 35

(the average age of
diagnosis in the U K), l ife
expectancy is over 721 "
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The compl ex nature of today’s H I V treatment
and management requires the careful
monitoring of care that patients receive.
Al though data is col l ected on H I V, this is l argel y
restricted to:

These data are al l important measures of high
qual ity H I V care; however, they are no l onger
the onl y measures that shoul d be considered. A
national approach to data col l ection shoul d
al so begin to take pl ace to enabl e the findings
from the data to be anal ysed effectivel y, and for
services to respond to those findings.

I mprovements are now being made. The new
H ARS dataset offers the opportunity to col l ect
more detai l ed outcome measures that refl ect
the evol ving nature of qual ity in H I V care.
H owever, there is now a need to further
devel op the information that is col l ected from
peopl e l iving with H I V, and about the care they
experience, in order to del iver better care.

Work to devel op such information is al ready
being l ed by the H I V vol untary and community
sector, H I V physicians and other heal thcare
practitioners – incl uding organisations such as
the British H I V Association (BH I VA) and British
Association for Sexual H eal th and H I V (BASH H ).
Some measures that shoul d be considered for
incl usion in an H I V patient experience survey
incl ude:

This work now needs to be invested in, scal ed
up and impl emented on a routine basis to
ensure that comprehensive and consistent
information is captured on the qual ity of care
services – and in particul ar data rel ating to
patient experience (col l ecting data on patients’
perceptions of the qual ity of heal th services
they receive).

There are currentl y three pol icy devel opments
that provide important opportunities to
improve data col l ection in H I V in this area:

Data on H I V preval ence and mortal ity,
col l ected by PH E and the Office of N ational
Statistics
I nformation on key qual ity markers across
genders and demographics (such as
retention in care, l ate diagnosis, access to
special ist care, and the number of peopl e
l iving with H I V on treatment), col l ected by
PH E
Data col l ected at a l ocal l evel by the
vol untary and community sector

•

•

•

•

•

•

N H S Engl and’s review of patient
experience, which is due to concl ude in
spring 201 5. This review presents an
opportunity to introduce surveys of patient
experience in H I V20 .
Work by Publ ic H eal th Engl and (PH E) to
introduce a new survey of peopl e l iving with
H I V. The pi l ot survey ‘Positive Voices’
captures a broad range of information

Co-ordination of care between HIV
specialists and GPs – timel y and accurate
communication between H I V special ists and
G Ps to ensure that peopl e l iving with H I V

have effective care for H I V and non-H I V
rel ated issues
Participation of people with HIV in their
care – peopl e l iving with H I V shoul d be
provided with sufficient information to be
activel y invol ved in the decisions rel ating to
their care and supported to make informed
decisions to sel f-manage their care
Care for complex comorbidities and non-
HIV related issues – i t is important to
monitor the provision of care for H I V
patients who have co-morbidities to ensure
that their care is in accordance with national
guidel ines. I n addition it is important to
ensure that the management and care for
non-H I V rel ated issues that take pl ace
outside the special ist 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 heal thcare setting, and those parts of
service del ivery that coul d be improved,
such as the provision of information on and
access to l ocal services that support social
incl usion

•
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H I V is a condition that is overseen by special ist
cl in ics, but much of the care that peopl e l iving
with H I V receive is del ivered by mainstream
services (for exampl e by G Ps and social care
services). Col l ecting patient experience
information in a comprehensive manner can be
time consuming and compl icated. I t is therefore
important to ensure that the right organisations
are col l ecting data that is rel evant for the
services they del iver.

Special ist cl in ics have the resources and
understanding to col l ect comprehensive
measures of patient experience specific to H I V.
There is therefore an opportunity to put in
pl ace national l y-agreed, regul ar, detai l ed, H I V-
specific patient experience measures. The
‘Positive Voices’ work currentl y being
undertaken by PH E provides such an
opportunity. I f it is extended to 201 5-1 6, H I V
cl in ics shoul d be encouraged and supported to
take part either by suggesting measures that

coul d be used in the future, such as some of
those outl ined above, or by impl ementing a
survey based on simil ar measures incl uded in
‘Positive Voices’.

Recommendation 2: 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

M ore mainstream heal th services wil l have l ess
resource to invest in col l ecting wide-ranging
data on H I V-specific measures. G eneral surveys
of patient experience are currentl y in existence
and coul d be used to capture H I V status in cost-
effective way.

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 activel y seeking out the
preferences of individual s l iving with H I V can
del iver meaningful improvements in care. I n
order to real ise their ful l potential , patient
experience metrics shoul d be created in
partnership with peopl e l iving with H I V to
ensure that they accuratel y measure the aspects
of care that are most important.

PROM s and PREM s together can provide a
comprehensive picture e. g. someone can
report a poor experience of care but a good
outcome. PREM s are useful in identifying the
patient’s experience whi l e receiving care, whi l e
PROM s measure the outcome or impact of that
care. BH I VA and the U K CAB have undertaken
prel iminary work on PREM s and PROM s and

Col l ecting patient
experience information in a
comprehensive manner can
be time consuming and
compl icated. I t is therefore
important to ensure that the
right organisations are
col l ecting data that is
rel evant for the services they
del iver.

about patients incl uding social factors that
may affect their care21

A study by the H eal thcare Qual ity
I mprovement Partnership (H QI P) into the
feasibi l ity of introducing a new national
cl in ical audit in H I V care, which is due to
report by December 201 522

3.
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their working group is due to report shortl y.
Further investment is required to support the
continuation of this work.

Recommendation 4: NHS England
should work closely with people living
with HIV to develop the use of
patient reporting tools – PREMs and
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

Once data has been col l ected, cl arity regarding
the ownership of data and the impl ications of
data sharing for the individual s l iving with H I V
shoul d be addressed. Currentl y, data regarding
H I V diagnosis and treatment is kept on a
separate record from general medical
information 23. This means that there are some
difficul ties in sharing this information between
N H S organisations.

Addressing these difficul ties is important, since
better data-sharing has the potential to benefit:

• I ndividual s l iving with H I V – through
improvements in individual care such as
greater coordination of care

• The popul ation of peopl e l iving with H I V –
through the abi l ity to monitor how the N H S
is performing and meeting the needs of
peopl e l iving with H I V across its services

N onethel ess, data protection and
confidential ity continues to be of the upmost
importance – and is key to ensuring that peopl e
l iving with H I V feel confident in sharing
information about their H I V status and their
experience of care. That is why it is vital that
discussions within the H I V community continue
to take pl ace to decide how the sharing of H I V
data can move forward, in a manner that both
protects patient confidential ity but al so al l ows
for the efficient fl ow of information between
providers of H I V treatment and care.

Recommendation 5: 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
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Simpl y capturing information cannot drive
improvements in care per se. I t is just as
important for that data to be shared with the
right peopl e and/or organisations, in a timel y
fashion and in a format that is easy for users to
interpret and act upon.

This requires:

I n addition to information being suppl ied to
heal th and care organisations, it al so needs to
fl ow back to peopl e l iving with H I V, thus
al l owing patients to drive improvement in
services and care. This is an area supported by
the cal l in N H S Engl and’s Five Year Forward
View to improve patients’ access to information
– not just cl in ical information but information
about their condition and history. H owever,
there are chal l enges that need to be
considered:

The Five Year Forward View outl ines a rol e for
advocacy groups and vol untary organisations to
pl ay21 . They can, for exampl e, invest in
evidence-based approaches such as group-
based education for peopl e with specific
conditions and sel f-management educational
courses, as wel l as encouraging independent

peer-to-peer communities to emerge21 . H I V
patients and the vol untary sector are eager to
take forward the opportunity set out in the Five
Year Forward View, and to work with N H S
Engl and to turn this vision into a real ity.

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

I n order to ensure that the compl ex needs of
peopl e l iving with H I V are being met, an
efficient fl ow of information between primary
and secondary care services is a critical
component of high-qual ity care.

I nformation fl ows need to be supported by a
robust I T infrastructure and high-qual ity
systems. H owever, anecdotal evidence suggests
that there are shortcomings in this area: for
exampl e, the impl ementation of the H ARS
dataset needed to be del ayed in some areas of
the country because providers have not
invested in the correct systems to upl oad data.

Data flows to decision-takers

I t is imperative that data on the qual ity of H I V
care fl ows to those peopl e who are in positions
to make the best use of it. I n the heal th and
care system, l ocal government has a key rol e to
pl ay in coordinating the col l ation and
dissemination of rel evant heal thcare data to
enabl e the effective commissioning of both
heal th and care services. There is a rol e in l ocal
government in particul ar for:

6. Ensuring information flows to the right
places

The information to be provided to those
most l ikel y to champion its use – not l east
peopl e l iving with H I V and the wider H I V
community
An efficient fl ow of data between primary
and secondary care and between the N H S
and social care
The regul ar distribution of data to key
decision-takers in the N H S and in social care
services
G uidance or information on avai l abl e
resources to address issues identified from
the data

•

•

•

•

H ow peopl e l iving with H I V access the
information in a format that is rel evant and
easy-to-understand
H ow peopl e l iving with H I V are empowered
to act upon the information provided to
drive change

•

•

H eal th and Wel l being Boards (H WBs), which
bring together key l eaders from the heal th
and care system to work together to
improve the heal th and wel l being of their

•
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These rol es have been further strengthened by
the commitment in the N H S’s Planning
Guidance for 2015-16, publ ished in December
201 4, which states that “ Cl in ical Commissioning
G roups shoul d work with l ocal government
partners to set and share in 201 5-1 6
quantifiabl e l evel s of ambition to reduce l ocal
heal th and heal thcare inequal ities and improve
outcomes for heal th and wel l being” 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

•

"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"

l ocal popul ation and reduce heal th
inequal ities. H WBs have a key rol e to pl ay in
determining the heal thcare needs of l ocal
popul ations through ‘J oint Strategic N eeds
Assessments’ and in devel oping the
strategies which meet those needs
Directors of Publ ic H eal th, who are the
principal advisers on al l heal th matters to
l ocal government
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7. Making use of the information to drive
improvements in services

Once new data col l ection processes are
establ ished and running, it is important to
ensure that they are used to drive
improvements in cl in ical care and outcomes for
peopl e l iving with H I V, in the areas set out
bel ow.

Diagnosis

I nformation captured today can be better used
to support the testing of peopl e from
vul nerabl e popul ations and to reduce l ate
diagnosis. Data show that, at present in the U K,
a quarter of peopl e l iving with H I V are not
diagnosed1 , and 29% of peopl e attending a
sexual heal th cl in ic did not receive a H I V test1 .
Those unaware of their H I V are more l ikel y to
become seriousl y i l l and if diagnosed too l ate
have an increased risk of mortal ity1 . I n addition
they are l ess l ikel y to use protection to avoid
sexual transmission to their partners. I t is
estimated that more than 50% of new infections
occur through transmission from undiagnosed
individual s25.

Al though over one mil l ion H I V tests were
performed in sexual heal th cl in ics in 201 3 (a 5%
increase on the previous year1 ) improvements
are sti l l required to meet the continued high
l evel of need. I n 201 3, 42% of adul ts were
diagnosed l ate, with l ate diagnosis being
highest among heterosexual men and women 1 .
M any opportunities to diagnose H I V in cl in ical
settings are being missed by heal thcare
professional s, even in communities with high
preval ence. Efforts to improve access to H I V
testing through tackl ing barriers and testing in
settings other than sexual heal th cl in ics are
important26 27. For instance, l ess than one in five
of the bl ack-African popul ation attended a
sexual heal th cl in ic in the l ast five years1 .

I ncl uding the H I V testing of peopl e from
vul nerabl e popul ations in primary care
contracts – particul arl y the G M S contract –
might therefore hel p to encourage the offer
and uptake of H I V testing more widel y. Some
N H S trusts, particul arl y those in high H I V

preval ence areas, are al so working to increase
H I V testing by routinel y offering it at Accident
and Emergency (A&E) departments (for
exampl e, in Chel sea and Westminster H ospital
N H S Foundation Trust)28. Options shoul d be
further expl ored for embedding testing in A&E
into working practices as a method of
increasing testing rates of vul nerabl e
popul ations.

For those who are newl y diagnosed with H I V
there is al so a need to ensure that there is
adequate support and information avai l abl e
regarding H I V treatment and care, and the
l ong-term impact that it wi l l have on l ives,
rel ationships, empl oyment and general heal th
and wel l being.

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

Patient experience and patient-reported
outcomes

There is an opportunity to bring together
recent work by the N H S, with the work being
undertaken on new patient experience
measures and Patient-Centered Outcome
M easures (PCOM s), to incl ude measures of
patient experience in the H ARS dataset.
M echanisms that coul d be used to speed its
impl ementation incl ude the use of patient
experience measures in the Qual ity Dashboard
produced by N H S Engl and. These patient
experience measures might incl ude measures
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from al l special ist cl in ics, as suggested in
recommendation 2, and measures from wider
surveys of H I V care, as outl ined in
recommendation 3.

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

Co-ordination of care

Co-ordination between H I V special ist care and
G Ps 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 heal th and social care, primary care
and special ists so that there was greater
coordination of care to support peopl e with
mul tipl e heal th conditions and not just singl e
diseases1 5. Co-ordination of care can be
encouraged through
the use of financial
incentives.

This is particul arl y
important to reduce
the gaps between
primary and
secondary care: much
anecdotal evidence
exists, for exampl e, of
peopl e l iving with H I V
having experienced
cases where their G P
is unabl e or unwil l ing
to prescribe a
medicine for a heal th concern unrel ated to their
H I V, because of a l ack of understanding about
H I V and H I V treatment.

CQU I N payments reward good performance
against identified cl in ical audit measures, and
have been used in H I V to encourage
communication and co-ordination of care

between G Ps and H I V special ists (through steps
such as asking H I V special ists to write to G Ps
once a year to inform them of what treatment
their H I V patients have received).

There is now a need to make these measures
more sophisticated, such as through ensuring
that special ists work with G Ps to hel p the l atter
use the information to take more effective care
decisions and better support patients within the
non-special ist setting.

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

I n addition to G Ps and other non-special ist
services being provided with the correct
information, it is important that they have the
knowl edge and expertise to act upon it. As

section one sets out,
there is insufficient
knowl edge among G Ps
of H I V and the
medicines used to treat
it; H I V patients have
reported instances of
being referred by their
G P to an H I V special ist
for treatment of non-H I V
rel ated issues because
the G P does not have
the knowl edge to
provide effective care.

As peopl e l iving with
H I V age and there is an increase in the amount
of care received in a non-special ist setting, it
wi l l become more important for these more
mainstream heal th and care services –
particul arl y G P practices – to ensure staff are
trained on treatment and care for peopl e l iving
with H I V3, and in particul ar, to be al ert to and
know how to manage co-morbidities

" Co-ordination
between H I V

special ist care and
G Ps is of the

utmost importance
to patients. "
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appropriatel y. This training is crucial for G Ps
operating in areas of high preval ence who are
l ikel y to support higher vol umes of patients
l iving with H I V.

Training shoul d be supported by the work of
H eal th Education Engl and, which has
responsibi l ity for ensuring that the N H S
workforce has the right ski l l s to meet the needs
of patients and the Royal Col l ege of G eneral
Practitioners (RCG P) who offer G P special ty
training.

Training and capacity of G Ps shoul d be
refl ective and appropriate to l ocal
demographics and preval ence of H I V, for
instance training for al l G P practices may be
appropriate in areas of high preval ence such as
Lambeth, whi l e access to special ist G Ps may be
more effective in areas of l ower preval ence,
incl uding 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 H I V into primary care
means that G Ps, as the primary contact of many
patients, have taken on a greater share of the
responsibi l ity for ensuring the overal l heal th of
peopl e l iving with H I V and for coordinating
their care. G P services al so pl ay a vital rol e in
the detection and diagnosis of H I V.

I n l ate 201 4, the G overnment announced that
an additional £1 . 1 bn of funding for G P services
wil l be set aside over four years to boost G P
services29. The funding wil l be used for services
in the community (in order to bring hospital -
l evel care to G P surgeries), thus supporting the
pol icy aim of moving care away from acute
settings. An opportunity exists for the H I V

community to work together with G Ps (perhaps
through organisations such as the RCG P) to
devel op a shared templ ate to hel p primary care
services make appl ications for investment in
H I V services.

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
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The compl ex nature of H I V treatment and
management requires the careful monitoring of
patient care. Through our work with peopl e
l iving with H I V, key chal l enges that peopl e l iving
with H I V are facing
today have been
identified. I n addition,
insights from cl in ical
and commissioning
experts have enabl ed
the devel opment of
recommendations for
how information can be
used to overcome
these chal l enges and
improve the heal th and
wel l being of peopl e
l iving with H I V.

Sources of information
are al ready avai l abl e
for many key measures
such as testing,
preval ence and
mortal ity from H I V, but
more sophisticated
measures particul arl y
with respect to patient
experience are yet to
be introduced. There is therefore potential for
more effective col l ection, use and sharing of
data to drive significant improvements in the
qual ity of care for peopl e l iving with H I V.

I t is important that once measures of high
qual ity care have been identified and
introduced that the data is cl in ical l y-rel evant
and uti l ised effectivel y by those responsibl e for
del ivering H I V care. These can be del ivered
through effective I T systems that al l ow for the
seaml ess transition of data, and al so through
incentives that embed the use of data in cl in ical
practice. As a resul t of this data needs to be
easi l y avai l abl e and accessibl e for peopl e l iving
with H I V – who have historical l y been a driving
force for positive change in heal thcare, and
remain so.

The recommendations in this report serve as a
starting point for pol icymakers to consider how
best to improve H I V care. They have been
devel oped to promote discussion and as a

basis on which the H I V
community (incl uding
charities, cl in icians,
commissioners, patient
groups and patient
representatives) can
work in partnership
with pol icymakers to
devel op and embed
measures of qual ity
into N H S and social
care services.

Other possibl e ways in
which H I V care might
be improved were
discussed at the
roundtabl e, which –
al though not directl y
concerned with heal th-
rel ated information
issues – it is
recommended the H I V
community and/or
heal th and care

organisations consider taking forward in their
pl ans over the coming months:

1 . Healthwatch England should investigate
the level of involvement of marginalised
communities in NHS service decisions,
including people living with HIV, to ensure
they are not underrepresented in decisions
about their care

Some groups of patients engage with H I V
services l ess often and therefore may not be
abl e to suggest ways in which services coul d be
improved. I t is important to capture their
contributions, and H eal thwatch Engl and shoul d
consider ways in which their insights can be ful l y
harnessed at the national l evel and their
contributions can be supported and acted
upon by l ocal H eal thwatch.

8. Conclusion

" The recommendations in
this report serve as a

starting point for pol icy
makers to consider how

best to improve H I V care.
They have been devel oped
to promote discussion and
as a basis on which the H I V

community can work in
partnership with pol icy
makers to devel op and

embed measures of qual ity
into N H S and social care

services"
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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 N H S to break down the barriers
between N H S organisations such as G Ps,
hospital s, mental heal th and social care1 5. I t
contains proposal s for a smal l number of new
care del ivery options that coul d hel p to drive
innovations in care. Two of the model s that are
particul arl y rel evant for H I V services incl ude:

The opportunities afforded by these new
model s of care shoul d be expl ored further by
N H S Engl and in partnership with peopl e l iving
with H I V and other H I V heal thcare providers. I n
addition N H S Engl and shoul d ensure that
peopl e l iving with H I V are ful l y engaged in the
devel opment and impl ementation of the pi l ots.
The pi l ot findings shoul d be publ ished in ful l
and be subject to anal ysis to ensure that the
proposed care model s that emerge are
responsive to the needs of peopl e l iving with
H I V and improve outcomes.

We l ook forward to working with pol icymakers
to take forward the recommendations outl ined
in this report.

M ul tispecial ty Community Providers: made
up of G Ps, nurses, hospital special ists 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, simi l ar to
the Accountabl e Care Organisation seen in
the U nited States

•

•
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