Now What?
The effectiveness of peer support in HIV and the need for action

Peer Support in HIV: What, So What, Now What?
Founded in 1987, Positively UK has been providing peer support in HIV for 30 years. This
report brings together our evaluation and research into peer support along with that from
other areas including the NHS to present the case for peer support in HIV and a call to action
to ensure access to everyone, anywhere in the UK.

What?
Peer support…
Works effectively when complementary and integrated into health and social
care planning

Reduces demand on other health
and social care services

Delivers person-centred care to
improve self-management

Improves efficiencies by supporting and ‘freeing up’ clinical staff

Reduces demand for healthcare services, saving
local authorities and clinical commissioning groups:

£5 million
annually

Those living with HIV are those who truly understand and advocate for their own needs

The vital role of peer support is recognised in:
• NHS 5-year forward view
• British HIV Association’s Standards of Care for People Living with HIV
• NHS Standard Contracts for adult and children’s care

In any one year, a third of people living with HIV will access support services including peer
support (Positive Voices, Public Health England, 2015)

Peer interventions are an essential element of care and support
Improving quality of
life

Managing societal
stigma

Tackling social
isolation

Improving emotional
well-being

Supporting
retention in care

Enabling selfmanagement

Improving selfefficacy

Coming to terms
with a new diagnosis
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Supporting NHS and Social Goals
NHS Outcomes Framework Domain 2, Enhancing Quality of Life
People living with HV report benefits of accessing peer support as:
90% improved their understanding of HIV

80% understanding treatment regimens and
adhering to medications

75% talking to their healthcare teams

90% improved emotional and mental
well-being

"If there was no peer support we would be in a horrible place, everyone
would be stigmatized and the epidemic would increase"
Young person living with HIV, CHIVA Youth Committee

So What?
There is clear evidence of the benefits of peer support in HIV, but despite this, services are
being cut and lost, at a time when there should be continued investment.
This urgently needs to be addressed with local authorities and clinical commissioning groups
working together to commission peer support in every locality.

Now What?
Government should send clear signals to local government and health
services about the value of Peer to Peer support in sustainably improving
outcomes in HIV.
Sustainability and Transformation Partnerships should address HIV services
and peer support within their plans.
Local Authorities and Clinical Commissioning Groups should be given a clear
mandate to commission HIV peer support services, as they do with other
long-term conditions.
GPs and other healthcare providers should promote access to peer support
through social prescribing.
Where peer support has been decommissioned it should be funded and
reinstated as a priority.
The local community of people living with HIV should be involved in
developing and delivering these services.
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What Is Peer Support?
Peer Support
Peer support is a relationship in which
people see each other as equal partners and
where the focus is on mutual learning and
growth. At the root of peer support there is
hope and a belief that through sharing and
support we can transform our lives and the
lives of our communities for the better.
Peers can be people with similar health
conditions, or from similar communities or
backgrounds, including people with shared
identities based on sexuality, gender,
ethnicity or other characteristics.
Peer Support creates opportunities for both
parties to grow and achieve a sense of
control and empowerment. It can be formal
or informal, it can range from friends, to
people within groups supporting each other,
to a befriending service.

Peer support is a reciprocal relationship,
benefitting both those providing and
receiving the support. Benefits can include
creating collective strategies to maintain
health, building resilience and self-esteem
and aiding advocacy and collective action.
Structured peer support is delivered by
trained peer staff or volunteers, in both oneto-one or in group settings. Trained peer
supporters can model positive and healthy
behaviour and signpost to services and
appropriate information. The focus is on
strengths and abilities, motivating and
working to achieve agreed goals and
improve or maintain quality of life.

"It’s very very nice to be with other people who are positive… in
the group settings, you can learn from other people and learn
from their experience… everybody feels free to talk and no fear
of judgement."
Person living with HIV

Peer Support in NHS and Social Care
The NHS 5-Year Forward Viewi recognises the
role of community led initiatives such as peer
support in enabling people to ‘manage their
own health – staying healthy, making
informed choices of treatment, managing
conditions and avoiding complications. The
Forward View also recognises the need to
strengthen partnerships between the NHS
and the voluntary sector.
The British HIV Association (BHIVA)
Standards of Care for People Living with HIV
(2013), Standard 9, states that HIV services

should maximise opportunities to engage
peer supporters with HIV, including paid staff
with HIV, in service delivery, and thereby
optimise peer-led self-management.
Both the NHS Standard Contract for
Specialised Human Immunodeficiency Virus
Services (Adults)ii and NHS Standard
Contract for Specialised Human
Immunodeficiency Virus Services (Children)iii
identify the need for people living with HIV
to access peer-to-peer support to promote
emotional well-being, treatment
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management, behaviour change and selfmanagement.
Future of HIV Services in England (Kings
Fund 2017) and Why We Need HIV Support
Services (NAT 2017) and The HIV Puzzle
(APPG 2016) identify fragmentation and
erosion of support services including peer
support with no mandate to commission
these services.

The National Standards of Peer Support
(Positively UK, 2017) recommend
establishment of pathways between clinical
care and peer support. At a basic level, this
can be healthcare providers signposting to
peer support, to the gold standard of
integration. This is evidence in Positively
UK’s outreach in clinics across London and
the Bloomsbury and Homerton clinics’
engagement of peer support staff.

Peer Support in Other Areas
Peer Support is recognised as an effective
intervention to enable individuals to both
change behaviour and practice, and improve
well-being outcomes.
Education institutes are utilising peer support
to make improvements in teaching
standards.iv Peer support enables teachers
to reflect on their practice and improve
performance by developing and owning their
own solutions. Acquiring these requires a
range of professional development activities
including practical workshops, mentoring of
mentees and engagement with theories
related to peer support.v
In promoting individual well-being, Mind’s
Side by Side project investigated the impact
of peer support across more than 3,000
participants. It found improvements in wellbeing, hope for the future, connections to
others and sense of empowerment.vi In
youth mental health services Rotherham,
Doncaster and South Humber Foundation
Trust identified benefits for both peer

workers and service users, with peer support
facilitating young people transitioning to
adult services, aiding recovery, promoting
hope and providing support based on
common experiences.vii Peer supporters
share knowledge and experience that others,
including health care professionals, often
cannot understand. This was identified by a
study into peer support and diabetes, and
how this reciprocal relationship helped
improve health behaviours, tackle depression
and contributed to self-management
including medication adherence, diet, and
exercise.viii
The NHS commissioned initiative, Realising
the Value, identified the role of peer support
in promoting behavioural change, supporting
self-management and improving individual
mental and physical well-being and across a
range of conditions.ix

"Peer Support has been my manual on how to live well with HIV"
Person living with HIV
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What Are the Benefits of Peer Support for
People Living With HIV?
New Diagnosis
Over 5,000 people were diagnosed with HIV
in the past year. For many people, receiving
an HIV diagnosis is a worrying and confusing
time. Reactions can range from shock, anger,
guilt, shame and disappointment through to
denial or even a nonchalant acceptance that
the infection was somehow inevitable. There
is also the need to understand complex
medical terms, treatments and make lifestyle
adjustment. At a new diagnosis people need
support with:
• Understanding HIV and treatments
including prevention of onward
transmission
• Having questions answered on any
aspect around the medical and socioeconomic aspects of living with HIV and
living well with HIV

• Meeting others who are living with HIV
to tackle isolation
• Accessing a wider range of support
services

"I thought it was a death sentence… if I
end it, that will be the end so there’s no
point in me going through all this stress."
Person living with HIV

Provision of support, such as one-to-one
mentoring and recently diagnosed
workshops found increases in people’s
understanding of HIV and treatments and
support services, as well as improved
emotional well-being and confidence upon
completion of workshops. Furthermore,
these changes were sustained 6 months to a
year later.

"It is difficult for me to express the impact the recently diagnosed
workshop had on all aspects of my life. Before I went I felt like my life
was finished, I couldn't see any future for myself – the workshop turned
everything around for me… after that weekend I was able to make
positive choices based on the information I picked up – over the last
couple of months I have managed to pick up my life and actually feel
excited about my future. I feel like a worthwhile person again and this
is really thanks to the weekend workshop. I do not exaggerate the
crucial role these workshops play for people newly diagnosed. The
workshop gave me hope for the future and gave me tools that have
empowered me to take an active role in my health and medication
choices."
Positively UK Recently Diagnosed Workshop Participant
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One of the biggest issues around HIV is
stigma, how to tell others and how people’s
‘social world’ will react. As a result, issues of
talking about HIV and managing sex life were
not sustained beyond the workshops.

"I still can’t tell people I meet on dates or
anything, I don't feel confident enough to
own my status and I'm afraid of rejection.
I know this will come with time though
and the rejection thing is me in life in
general so the HIV has become another
reason to be rejected."

Peer interventions for people recently
diagnosed with HIV have a significant impact
on knowledge, ability to manage HIV and
should be provided as standard for everyone
at point of diagnosis. However, socioeconomic issues, including talking about HIV,
are substantial and require further and
longer-term interventions.

Positively UK Service User

Accessing Care and Support
People living with long-term conditions
including HIV can experience psychological
issues such as mental health, practical issues
of financial hardship and social issues of
isolation which represent barriers to
accessing supporting and self-managing
their health.x

"HIV causes me to be depressed and I
neglect to take my medication"
Link Clinic Patient and Positively UK
Reach Project Participant

Practical Support and Signposting
National policy such as welfare reform can
have a detrimental impact, and our research
found that the number of benefit changes
individuals experience has a direct
correlation and negative impact on physical
and mental health. This also causes further
health inequalities with women including
migrant communities and those with
children, and older gay men
disproportionately affected.xi

"How can I think about seeing this [HIV
clinician] when I don’t have food and I
don’t know where to sleep? Tell me?"
Link Clinic Patient and Positively UK
Reach Project Participant

Peer support can both provide direct support
in addressing issues of living with HIV and
emotional well-being, and access to much
needed financial and practical support to
overcome the barriers to engaging with
clinical care services and adherence to
treatments. The accessibility of peer support
in a clinical environment was considered vital
for many clients in enabling them to access a
seamless and holistic package of professional
care in a single, safe setting. An HIV
diagnosis is often the main entry point for
people in accessing services, and result in
signposting and referral to a range of other
support services around mental health,
substance misuse, social and economic
needs and employment.

"I didn’t get that kind of help elsewhere,
maybe I didn’t ask but I also didn’t know."
Link Clinic Patient and Positively UK
Reach Project Participant

Psychological Support and
Understanding
The sense of understanding, shared
experience and the time peer supporters can
help people achieve personal change and
promotes engagement with clinical services.

6

"Because the doctor is not positive, Jenny was positive, so, she knows
that when all’s said and done, when you are into something – you know,
‘I’m into it, I know what I’m talking about, I’ve been living with this.’
So, anything she says I quickly grab it… more than my doctor, I don’t
know why… maybe because she is positive as well you know, she says
‘you can do anything’ and I believe her."
Link Clinic Patient and Positively UK Reach Project Participant

Peer support is also able to improve clients’
psychological capacity to engage in activities
which they report as being beneficial. Peer
supporters can pass on their personal
knowledge and experience of living with HIV
and clients reported that since seeing their
peer supporter, they felt empowered to ask
for clarification at clinical appointments, to
seek confirmatory blood tests and even
change clinical providers.

This all contributes to greater autonomy, and
an ability to engage and navigate the clinical
care system.

"…so, with the help of the new
consultant, (peer supporter), they keep
talking to me, that things will be ok… with
HIV I can live years and do anything, I can
have a baby, I can do anything."
Link Clinic Patient and Positively UK
Reach Project Participant

"Collaborative working can assist the
nurse doctor or clinician to better
understand the needs of the patient and
assist the patient in developing trust of
the clinician through positive approach."
HIV Nurse Specialist, Royal Free Hospital

Living with and managing HIV
There now an estimated 102,500 people
living with HIV in the UKxii, all facing a range
of challenges in living and managing HIV.

managing HIV long-term requires an
understanding of HIV, support in adhering to
treatments and decision making.

HIV as Long-Term Condition

"The doctor can say take medication
because you have to look after your
health, it’s beneficial but also, dictatorial,
but it’s more real and powerful to say
‘look at me, I take medications and I’m
well’"

Effective treatments have transformed HIV
into a long-term condition. Adherence to
medications contributes to an undetectable
viral load which not only improves individual
health, but also protects sexual partners.
This gives the person living with HIV peace of
mind while contributing to public health by
reducing onward transmission. However,

Person living with HIV

Peer support is essential in complementing
clinical care and providing the experience
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and realities of living with HIV. In our
Improving Well-Being survey and report:
• 90% of respondents reported that peer
support improved their understanding
of HIV
• 80% that it helped in understanding
treatment regimens and adhering to
medications
• 75% that it supported them in talking to
their healthcare teams

Mental and Emotional Well-being
People living with HIV require support
around mental health. Every year three
quarters experience depression, or ongoing
emotional distress.xiii Through effective peer
to peer support clients can experience real
improvements in how they feel about their
HIV and themselves. In a recent survey of
137 people living with HIV, 90% of
participants reported improvements in 14
areas of wellbeing including optimism,
confidence and happiness as measured by
the Edinburgh Warwick Well-Being Scale.xiv

"I feel much happier in my life. It’s no
longer the end of the world. I still need
more work but I am getting there."
Positively UK Service User

"[I] needed to see how others coped with
the same illness. As still a very taboo
illness in most social areas, I found
coming here one realises we are not
alone."
Positively UK Service User

Living with the condition, peer supporters,
can give examples of how they and others
have overcome HIV self-stigma and accepted
their HIV status. Discussions can focus on
addressing preconceptions, on telling others
about HIV and coping strategies for when
people experience stigma in their daily lives.

"A positive impact for both [clinical care
and outcomes] – primarily via breaking
down of stigma, improved autonomy, and
information"
Clinical Lead, Royal Free Hospital London, UCL

Social Support
Living with HIV and stigma results in social
isolation for many people. People describe
being ‘cut off’ from the social and community
spaces they occupied prior to their diagnosis.
Even when familial and social circles are
accepting, they many not fully understand
and people living with HIV can be a
concerned about ‘burdening’ those close
when talking about their condition.

Stigma
Stigma is one of the most common issues
raised in support sessions. This is both selfstigma when people are dealing with preexisting beliefs about HIV, and stigma within
society leading to concerns of how family,
social networks, professional networks
including employers and other health
professionals will react. This in turn can have
an impact upon emotional well-being
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"Even if your friends or family accept you. How can they support you
with HIV? They don’t know how it is to live with the disease. By the
end of the day you need support from people who have an idea of
what you are going through. If you tell someone you can’t have a drink,
they understand its possibly because of medication. But friends may
not understand why you suddenly can’t have a drink. Otherwise you
must tell them, yet you are not ready to disclose."
Positively UK Service User

Peer support can provide opportunities to
meet others and address social isolation. In
one study 80% of services users reported
reductions in social isolation, with 75% saying
they had built long-term friendships because
of attending groups and workshops at
Positively UK.

There is a role for peer support in helping
people manage long-term conditions
beyond HIV through partnerships with other
support providers and healthcare
professionals.

"Coming to Positively UK has helped me
to gain support and make new friends."

People living with HIV represent diverse
communities representing all genders,
sexualities, ages, ethnicity, religions and so
on. Peer support at times should be
targeted to address the needs of specific
groups and the challenges they face. This
can be in a shared understanding of culture,
sexuality and/or race:

Positively UK Service User

Managing Other Long-Term
Conditions
People are now living longer with HIV with
almost half aged 45 or over and a fifth aged
55 or over.xv Nearly two thirds of those living
with HIV live with at least one other longterm condition, with over a third living with
multiple long-term conditions such as
depression, hypertension, hepatitis B and C,
cancer and diabetes.xvi THT’s Unchartered
Territory found that 38% of respondents
spoke to peers, also living with HIV, around
concerns and strategies on about growing
older with HIV.

Meeting the Needs of Specific Groups

"The gay sex scene is different from the
heterosexual sex scene – more sex and
more HIV and lots of social sex and drugs,
alcohol and smoking; I needed a peer
[mentor] who understands the risks."
Person living with HIV

"We are [from neighbouring countries],
so she understands what HIV means
where I come from."
Person living with HIV

"It’s like the doctor is for my body, the
psychologist for my mind and the peer
[supporter] is for my life."
Person living with HIV
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It can also be in the form of a role model
challenging preconceptions and
expectations such as family:

"I didn’t believe this woman had HIV, she
looked well, got up every and went to
work, was in a relationship, had a child –
all the things I wanted and thought I
could never have now I had HIV. She said
she had been liked me once, and things
would be different for me too"
Young woman newly diagnosed with HIV
describing her first meeting with a peer supporter

Young people living with HIV aged 15-24
have lower rates of adherence to
medications; 89% compared to 98% within
those aged over 50. Young people support
peers in retention in clinical care and in
talking to family and friends

"It was the final step
to becoming OK
about having HIV. I
was not OK and
could not see myself
as a person, just HIV.
So I would stop
taking my meds as I
didn’t want to deal
with it. Since [peer
support], I adhere. I
have no problem
with my meds. HIV
isn’t me, it’s just a
part of me, it doesn’t
define me."
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Supporting Others
Training to Provide Peer Support
In 2015 Positively UK founded Project 100, a
capacity building programme to promote
good practice in peer support, train people
living with HIV in delivering peer support and
enable voluntary sector organisations and
clinics to establish systems for managing
peer support volunteers. A core training
programme, embedding the principles of
peer-led support, addresses key skills
including knowledge of HIV, establishing
mentoring relationships, working with
diversity. By 2018, 500 people living with HIV
from across the UK will have been trained in
providing peer support.
From the core training, participants
consistently report an increased ability to
mentor others across areas of setting goals,
managing boundaries and when to refer on
to other health and social care services. In
putting skills into practice participants clearly
articulate the skills and ability to manage
these relationships with a professional
approach.

"The temptation is to want to help and
solve all their problems. But it is
important to remember that there are
limitations to how much you can help."
Peer Mentor

"Trying to maintain professional
relationships and trying to be caring
without creating dependency. To tackle
this issue I have been very clear, setting
boundaries and goals from the outset."
Peer Mentor

Volunteer mentors also demonstrate abilities
to adapt their skills in taking a personcentred approach to supporting others.

"Sometime faith, gender and family
relationships are the main challenges but
I use a lot of listening [skills] to let others
to express their feelings and this helps a
lot."
Peer Mentor

Personal Benefits in Supporting Others
Peer support is a mutual relationship, and
both those receiving support and providing
support identify benefits from this. In a
review with members of Project 100’s peer
mentor network, half identified supporting
others as what they enjoy most about
mentoring.

"The sense that I am making some
contribution to helping someone live
more satisfactorily with HIV."
Peer Mentor

"I am the person I am today because
someone gave me knowledge, skills and
courage to change my life and be a role-

model to others. To have the potential to
change and transform someone’s life; it is
an adventure and that is a reward and an
enjoyment."
Peer Mentor

In addition, 41% stated they had developed
confidence as a result of mentoring, 37% had
developed new skills, and 20% identified
personal growth as the greatest benefit:

"I have gained experience, confidence
and respect to and from other people I
talk to."
Peer Mentor
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Health Benefits in Supporting Others
By participating in training and providing
peer mentoring to others, people living with
HIV identify significant changes in their own
ability to self-manage. Reviews taken pre
and post training found that 94% of mentors
identified being able to better manage own
health and treatments than when joining the

programme. Two-thirds of the cohort
identified this ability as high (9 or 10 on a 10point scale). On completion of training and
providing peer support this increased to 98%
identifying as being able to manage own
health and treatments, with 92% identifying
this as high.

"Peer support should be embedded in clinical and social services
and be part of the clinical pathway. Effective peer support
complements clinical services, and as such it works best when
there is a good team relationship. Where possible the peer
supporter should be part of the team able to act as a bridge
between the individual and the clinical staff, but remaining
independent of the establishment."
National Standards for Peer Support in HIV

Barriers to People in Providing Peer Support
Although people living with HIV have the
skills and commitment to provide peer
support, often on a voluntary basis, systems
often prevent this. Just under a third of our
network stated the biggest barrier
establishing peer support was organisations.
These barriers included voluntary sector
support agencies, with trained peer mentors
recognising good practice across the
majority of agencies, but noted that others
needed to ‘modernise’ and recognise the
role of peer support and improve their
involvement of peers in developing and
delivering services.
This also extended to HIV clinics, with a
similar pattern in clinics who are engaged
with peer support and often hosting and
providing supervision to peer mentors and
workers in-house. While there is good
practice and integration among many clinical
teams it was identified that:

"…other members [were] cautious about
referrals and acting as a gatekeeper as to
who should and shouldn't be
signposted."
HIV Peer Support Provider

Or that clinicians were mistrustful of peer
support and engaging people living with HIV:

"[The] clinic are not happy to refer to me
directly even when I have the experience
and are able to take on the role."
Peer Mentor

There needs to be better recognition of the
role of peer support staff and volunteers and
the value their contribution to achieving
health and social care outcomes.
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What Are the Benefits of Peer Support to the System?
Financial Sustainability
The NHS commissioned Realising the Value
programme undertook economic modelling
on a range of peer support and selfmanagement interventions including
Positively UK’s peer support programme.

health and social care savings realised
through reduced demand for services.
Further savings were available through social
impacts such as reduced isolation, improved
employment outcomes

The research identified more than
£5 millionxvii in savings per CCG with direct

In the first year of providing support cost
savings to the system would be:

Savings per Person

Savings for one CCG

National Savings

Potential social
savings

£20,800

£22 million

£4.5 billion

Potential savings to
the health system

£2,100

£5.2 million

£950 million

The financial modelling was limited and risk
averse to ensure it was not over-inflating cost
savings. There are additional factors that
should be taken into account and could
increase these cost savings:

Preventative Benefits:
The costs do not include long-term
preventative benefits e.g. adherence to
treatment preventing onward transmission of
HIV, or improved emotional well-being
preventing uptake of mental health services.
The cost savings could therefore be higher.

Unforeseen Outcomes:
There may be additional outcomes of peer
support in HIV that are not captured.
Support in talking to health care practitioners
can have an impact when dealing with clinical
staff for other long-term conditions. There
may be a reduction in smoking and/or
alcohol use as a result of accessing peer
support and tackling isolation. These add
further cost savings not included above.

However, investing in volunteering can help
deliver peer support, reduce costs further
and result in improved health outcomes for
the volunteers themselves.

"Based on the evidence used in the
model, peer support appears to cost the
least to provide per year. In terms of
financial outcomes, the available
evidence suggests peer support for
mental health issues provides the
greatest net gain. There is also strong
evidence for health and wellbeing
impacts among people with HIV who
receive peer support approaches."
PPL, Impact and Cost, Summary of the Economic
Modelling Tool for Commissioners

An economic modelling tool to help
commissioners evaluate the impact of
implementing peer support and other
community based approaches is available at:
nesta.org.uk/publications/impact-and-costeconomic-modelling-tool-commissioners

Investing in Volunteering:
Volunteers do not replace paid staff, and
volunteers require training and support.
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NHS and Social Care
As highlighted above, peer support can
deliver improvements in clinical outcomes,
people’s confidence and ability to selfmanage, develop resilience and improve
wider wellbeing.

"For individuals struggling with their own
health, seeing how an individual has
overcome these. The motivation to
engage and adhere to treatment is
critical, but equally important is
developing skills to self-manage in a
holistic way that begins to move away
from a purely hospital and medical model
and enables that patient to live
positively."

Enhancing quality of life for people with
long-term conditions is the goal of Domain 2
of the NHS Outcome Framework. Peer
support can be both structured in a formal
one-to-one setting and informal such as
group support. The latter can help build
long-term sustainable networks that tackle
isolation and enable people to build
supportive communities.

Nurse Specialist, Royal Free Hospital London

"Sometimes you can call somebody and remind the person ‘have
you taken your tablets?’, ‘Have you done this?’ or, you just say
‘have you taken your vitamins?’...you can help each other, you can
go and visit, I can take you out, we can go to the shop and we eat
something to make you not feel lonely. You can go to the group,
you can go out to seaside, you can go to the Kew gardens, we can
do things which can make you forget about the difficulties."
Person living with HIV

Despite the NHS 5-Year Forward View
recognising the value of peer support,
attitudes towards introducing peer support
within clinics remains variable, with some
NHS Trusts encouraging provision within HIV
clinics and others resistant. Many
organisations have found establishing peer
support within the clinic contributes to
providing a holistic approach and saving
clinical staff time:

"Collaborative working can assist the
nurse doctor or clinician to better
understand the needs of the patient and
assist the patient in developing trust of
the clinician through positive approach."
Nurse Specialist, Royal Free Hospital London

"Nursing and medical time has been
released."
HIV Healthcare Practitioner Homerton Hospital
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What Do Commissioned HIV Services Look Like?
In 2016/17 there was an overall 28% drop in
expenditure on HIV support services in
England while Scotland saw an increase of
6%. Whilst this data is estimated and
incomplete, we know that many areas are
experiencing severe cuts and others an
outright loss of funding; this development
leaves too many areas with no HIV support
provision whatsoever. In 2017 the All Party
Parliamentary Group on HIV identified that
HIV support services were being
systematically decommissioned.xviii This
trend needs to be reversed and replaced
with investment into effective peer support.
Peer support works effectively when
complementary to and integrated into the
wider health and social care system. It can
promote engagement and retention in care,
and support managing HIV and wider social
needs. However, peer support cannot be
expected to work in isolation or fill a gap for
specialist care such as mental health and
Benefits advice
Debt management
Housing support

practical support around finances, benefits
and housing. All of which are crucial to
achieve effective self-management and
improve quality of life.
Peer support should be jointly commissioned
across local authorities and clinical
commissioning groups and integrating with
NHS services including specialist HIV and
primary care. Sustainability and
Transformation Partnerships, with their remit
of collaboration, could drive this forward. To
enable effective commissioning the National
Standards of Peer Support in HIVxix set out
core competencies, indicators and
measurable outcomes.
The chart below sets out an example of the
patient journey, the wider framework for
health and care services and core elements
of peer support that should be
commissioned and tailored to meet local
need.

Self-managment and Longterm condition management

Mental health
Psychological support
Counselling

Peer Support

HIV Diagnosis

Recently
Diagnosed
Support
– Workshops
– One-to-one

One-to-one
– Case management
– Advocacy
– Mentoring
Support groups
– Including for specfic
communities e.g. gay &
bi men, women, trans
people, hetrosexual
people, African
communities
– Workshops

Volunteer peer
mentoring

Targeted outreach
– Clinics, GPs, 3rd sector

Specialist Care (lifetime)
– Including HIV care

Primary Care (lifetime)
– Including GP

Social services (as required)
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Now What?
The evidence of peer support, the benefits for people living with HIV, for the NHS and social
care, and for the system are clear. We now need action to ensure peer support services in HIV
are retained, and those at risk of closure, safeguarded.

Government should send clear signals to local government and health
services about the value of Peer to Peer support in sustainably improving
outcomes in HIV

Sustainability and Transformation Partnerships should address HIV services
and peer support within their plans

Local Authorities and Clinical Commissioning Groups should be given a clear
mandate to commission HIV peer support services, as they do with other
long-term conditions

GPs and other healthcare providers
should promote access to peer
support through social prescribing

Where peer support has been
decommissioned it should be
funded and reinstated as a priority

The local community of people living with HIV should be involved in
developing and delivering these services
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Positively UK
30 years ago, in 1987, two friends Jaynie and
Sheila were both diagnosed with HIV.
Wondering whether there were other women
in the same situation they put up hand-drawn
posters in HIV clinics across London, inviting
them to gather together in their living room
to offer each other support. In meeting as a
group, they found a safe space in which they
could speak honestly and openly about their
feelings of isolation, provide and receive
mutual support, talk about their fears of the
future and rejection and the stigma attached
to HIV. Such were the origins of Positively UK
and our model of peer support. By 1990,
Positively Women as we were known then,
was formed and its first premises opened by
Her Royal Highness, Diana Princess of Wales.
Over 600 women had been supported
through peer support, a model that would
grow to reach people living with HIV
nationally.
With the introduction of HIV medications in
the late 1990s, the role of peer support
evolved to meet changing circumstances,
addressing treatment management,
relationships with clinical staff and intimate
and family relationships. For over a decade
the organisation continued to provide peer
support to increasing numbers of women
diagnosed and living with HIV with new
initiatives addressing returning to work and
pregnancy support. By then the charity was
being contacted by men seeking peer
support and clinical teams who had identified
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Telephone: 020 7713 0444
Email: info@positivelyuk.org
Web: positivelyuk.org
Registered Charity No. 1007685

a role for peer support in meeting the needs
of young people born with HIV and now
transitioning through to adult care. In 2010
the charity extended its remit to work with
men and young people, and relaunched as
Positively UK.
With 30 years developing and delivering our
model, Positively UK is recognised as the lead
provider of peer support. In 2016, we were
chosen as the “exemplar site” for peer
support and partner for the NHS
commissioned Realising the Value
programme. This identified how community
led initiatives including peer support
contribute to the delivery of the NHS 5-Year
Forward View. We run the national capacity
building programme, Project 100, training
people living with HIV across all 4 nations of
the UK to deliver peer support. In 2017, we
produced National Standards for Peer
Support in HIV. Although medicine has
advanced, peer support continues to provide
a save space where people can talk about
their hopes and fears of the future and the
stigma attached to HIV.
We now want to ensure that everyone living
with HIV, wherever they live in the UK,
whenever they need it, has access to peer
support.

