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Foreword

We are delighted to publish these standards for psychological support for adults living with HIV, the first time
such a document has been produced in the UK. A wide range of service providers across health, social care
and community organisations play a crucial role in the provision of psychological support for people living
with HIV. These standards, developed through multidisciplinary and multi-sector collaboration, set out a clear
framework to guide practice in this complex field.

Psychological health and wellbeing are key components of health and quality of life for everyone. However,
despite significant medical advances in HIV treatment, people living with HIV experience significantly higher
rates of psychological difficulties than the general population. This has a major impact on quality of life,
complicates clinical care, compromises physical health outcomes and heightens the risks of onward HIV
transmission. The standards therefore focus on the promotion of mental health and wellbeing for all adults
living with HIV, as well as the early detection of psychological difficulties and the provision of appropriate
interventions for those who need them.

These standards are in line with the principle of mainstreaming mental health, as set out in No health without
mental health, the Government’s mental health strategy for England. They represent current good practice
which we believe people living with HIV should expect from their care providers. Throughout the standards,
the person living with HIV is placed at the centre, whatever their level of need.

The recommendations in this document offer real opportunities for preventing avoidable ill-health and
reducing associated costs to the NHS and local authorities. At a time when financial constraints are
threatening the continuation of some services that deliver psychological support for people with HIV,
these standards provide the rationale for evidence-based investment. They are an essential resource for
commissioners of health and social care.

Elizabeth Shaw
Consultant Clinical Psychologist
Chair, Project Working Party

Stuart Gibson
Chair
Faculty for HIV & Sexual Health, Division of Clinical Psychology, British Psychological Society

Jane Anderson
Chair
British HIV Association

Ruth Lowbury

Chief Executive
Medical Foundation for AIDS & Sexual Health (MedFASH)
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Summary of recommendations

Summary of recommendations

Standard 1: promotion of mental health and psychological wellbeing

People living with HIV (PLWH) should receive care which promotes their
emotional, cognitive and behavioural wellbeing (psychological wellbeing) and is
sensitive to the unique aspects of living with HIV.

1.1.1 Psychological wellbeing on the agenda
PLWH should be given the opportunity to discuss their psychological wellbeing with the
professionals providing their health and social care.

1.1.2 HIV-sensitive care
PLWH should receive confidential, non-stigmatising care that is informed by an understanding of the
unique HIV-related factors affecting psychological wellbeing.

1.1.3 Information to promote psychological wellbeing
During their contact with health and social care services, PLWH should be provided with information
and resources promoting their psychological wellbeing, such as leaflets, posters and websites, as
well as access to patient/service user representatives and peer support.

Standard 2: comprehensive psychological support services

People living with HIV (PWLH) should have access to a range of psychological
support services appropriate to their needs.

2.1.1 Assessment for psychological support
All PLWH should be assessed for the appropriate level of psychological support to meet their needs.

2.1.2 Stepped care model
The stepped care model (see page 22) should be used to plan and enable access to the psychological
support services needed by each individual at levels 1, 2, 3 or 4 (see Introduction and Standard 7).

2.1.3 Access to interventions
All PLWH should be provided with level 1 psychological support that includes information,
signposting and supportive communication. They should also be provided, according to agreed
referral criteria, with subsequent levels of more complex intervention when indicated through
psychological and cognitive screening and assessment.

2.1.4 Timely access
Access to interventions should be timely, according to identified need. Where screening or clinical
observation identifies a serious and immediate risk of harm to self or others, PLWH should be
referred immediately to emergency mental health services (level 4). A pathway needs to be locally
defined for access to these services. PLWH referred less urgently for specialist psychological support
(level 3) should be seen within a maximum of three months.
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Summary of recommendations

Standard 3: engagement of people living with HIV

People living with HIV (PLWH) should be engaged in the planning, delivery and
evaluation of psychological support services.

3.1.1 Engagement in service planning and development
PLWH should be consulted about the psychological support services they might wish to attend as
well as the one(s) they do attend.

PLWH should be consulted and actively involved in the design, redesign and development of
psychological support services.

Inclusive frameworks to engage PLWH, reflecting their diversity, should be developed across all
services providing psychological support.

3.1.2 Engagement in service delivery
As part of psychological support service delivery, PLWH should play a role in the provision and
dissemination of information about HIV and HIV services to other PLWH, as well as providing peer
support, advice, advocacy and means of engagement.

3.1.3 Engagement in service evaluation
PLWH should be provided with opportunities for feedback on psychological support services as part
of service evaluation, to inform service management and local policy.

The development, collection and reporting of outcome measures for psychological support services
should include involvement of PLWH to ensure that these capture both clinical outcomes and user
experiences.

3.1.4 Support for engagement of PLWH
PLWH who are involved with service user activities should be provided with opportunities to update
and develop their knowledge and skills in order to maintain effective involvement with professional
services and to ensure a consistent approach to psychological support.

Standard 4: support at the time of diagnosis

People living with HIV (PLWH) should have timely access to information and
appropriate emotional support following the diagnosis of HIV infection.

4.1.1 Support and information at the time of diagnosis
At the time of their HIV diagnosis, all PLWH should be offered one-to-one emotional support by
the practitioner giving them the test result. If after the initial post-test discussion more in-depth
counselling or other support is urgently needed, rapid referral to an appropriate provider should be
offered if this is beyond the competence or capacity of the testing provider.

Immediately relevant information about HIV infection and its implications should be given verbally
at the time of diagnosis and backed up by provision of, and signposting to, written information as

appropriate.
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Summary of recommendations

4.1.2

Regardless of where testing takes place, all practitioners providing test results and emotional
support at the time of diagnosis should have the competence to do this, with access to relevant
training and professional support.

Referral for psychological support following diagnosis

Clear local policies and pathways for post-diagnostic support and referral should be in place and
apply to all settings offering HIV testing. All newly diagnosed PLWH should be offered psychological
support from practitioners with expertise in HIV at the earliest possible opportunity, preferably within
48 hours and certainly within two weeks of receiving the test result.

Standard 5: identifying psychological support needs

People living with HIV (PLWH) should have access to regular screening to identify
if they have psychological support needs.

5.1.1

5.1.2

5.1.3

5.1.4

Screening for the presence of psychological difficulties

PLWH should have access to screening for the presence of symptoms of depression, anxiety, drug
and alcohol misuse, acute stress disorder and risk of self-harm within the first three months of
receiving an HIV diagnosis. It is essential for pathways to be in place for further assessment following
screening for those who need them.

Screening for the presence of cognitive difficulties
PLWH should have access to screening for cognitive difficulties within the first three months of
receiving an HIV diagnosis.

Repeat screening
PLWH should have access to repeated screening following events which are known to trigger or
exacerbate psychological distress or cognitive difficulties, and otherwise on an annual basis.

Referral following screening
PLWH whose screen suggests significant difficulties should be offered referral to a suitably
competent practitioner for further assessment.

Standard 6: competence to provide psychological support

People living with HIV (PLWH) should have their psychological support provided
by competent practitioners.

6.1.1

6.1.2

Competence to provide psychological support
All individuals requiring psychological support should have this provided by skilled practitioners who
have been appropriately trained and have demonstrated the necessary competencies.

Assessment of competence

Required standards, roles and competencies should be defined for all practitioners providing
assessments and interventions across the spectrum of psychological support for PLWH. Agreed
mechanisms should be in place for the assessment of competence according to these benchmarks.
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Summary of recommendations

6.1.3 Maintaining competence
Services providing psychological support for PLWH should ensure that their practitioners can
demonstrate competence on an ongoing basis and should make provision to support the
maintenance of competence through training, continuous professional development (CPD) and
supervision.

Individual practitioners have a responsibility to ensure that they have received training and attained
the required competencies before undertaking assessment or interventions to meet psychological
support needs. They are also responsible for maintaining their competence on an ongoing basis but
should be supported in this by their employing organisation.

6.1.4 Training
Specialists providing level 3 and level 4 psychological support (see stepped care model on page
22) should normally provide training, supervision and CPD for practitioners operating at levels 1
and 2. Specialists should also receive training, supervision and CPD as appropriate to their role and
profession in order to develop and maintain competencies at that level.

Accredited training courses in communication skills should be available for all practitioners who are
working with PLWH. Advanced communication skills training should be undertaken by those who
frequently have to break significant news including HIV test results, explain complex formulations or
discuss distressing issues.

Training for the skills and competencies to deliver psychological support to PLWH should be
provided to augment generic training for psychological screening, assessment and interventions.

6.1.5 Required competencies
Competencies are required by practitioners providing psychological support at levels 1, 2, 3 and 4 in
line with the stepped care model (see page 22).

In addition to generic competencies required by practitioners for their particular role and professional
qualification, all practitioners providing psychological support for PLWH should have a demonstrable
minimum set of competencies consisting of awareness and understanding about HIV and its impact
on those living with the disease, including the cultural dimensions.

Standard 7: coordination of psychological support

People living with HIV (PLWH) should have access to appropriate psychological
support services that are coordinated within a managed framework.

7.1.1 Service design
Psychological support should be included in the design, development and provision of all HIV
treatment and care services across a local area. A coordinated range of psychological support
interventions should be offered across the spectrum of local providers.

7.1.2 Pathways of care
Clear pathways should be developed between services providing HIV clinical treatment and care and
those offering psychological support. Pathways should be explicit, agreed and adopted by all HIV
clinical service providers.
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7.1.3

7.1.4

Psychological support should be delivered through a network of providers with different levels and
types of expertise in psychological issues for PLWH (see stepped care model, page 22). Services
should be planned to provide seamless integration across levels of psychological support and across
providers, including transitions from services for families and young people to those for adults.

A pathway enabling PLWH to self-refer into psychological support services should be established.

Pathways should also be in place to ensure the availability of psychological support at all levels from
practitioners with specialist expertise in HIV.

Service providers should establish pathways to ensure PLWH can access specialist level 3 and
level 4 support as and when they need it. Emergency psychiatric services should be available when
required for PLWH with severe mental health problems in and out of normal working hours.

Leadership and collaboration

The provision of psychological support for PLWH should be strategically planned and coordinated
across all relevant local providers. Such coordination requires collaboration across organisational
and professional boundaries with clearly defined and accountable leadership and management
arrangements. This may be achieved through HIV service networks or clinical networks where these
are in place.

Clinical leadership of psychological support for people who use HIV treatment services should be
provided by practitioners who have level 4 psychological support skills with particular expertise

in HIV. Clinical leads should be part of the multidisciplinary clinical and management teams of
services providing HIV care, collaborate with the professional leads of other local services providing
psychological support for PLWH (eg social care and community support) and work closely with
commissioners.

Service provision

Commissioners, clinical leads and other relevant stakeholders should work together to ensure that
high quality psychological support services based on the needs of local PLWH are available, are
delivered and are effectively coordinated.

Standard 8: evidence-based practice

All psychological assessment and interventions for people living with HIV (PLWH)
should be based on the best available evidence.

8.1.1

8.1.2

Evidence-based assessment and interventions

All psychological assessment methods and psychological support interventions used across the four
levels of stepped care should be selected and delivered according to the best available evidence of
effectiveness.

HIV-appropriate assessment and intervention methods

Methods used for psychological and cognitive assessment and psychological support interventions
for PLWH should have been developed, standardised and evaluated for use with HIV and/or other
life-threatening long-term medical conditions.
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Introduction

1 What are the standards?

This document sets out standards for psychological support which should be available for all adults living with
HIV in the UK.

Definition of ‘psychological support’

For the purposes of this document, psychological support is defined as ‘any form of support
which is aimed at helping people living with HIV to enhance their mental health and their
cognitive, emotional and behavioural wellbeing’.

Psychological support is provided at different levels of complexity by a wide range of professional
groups, peers and informal providers, in clinical settings and in the community. Psychological
support includes, but is not limited to, emotional support and the provision of a variety of talking
therapies, cognitive rehabilitation and appropriate medication.

2 Who should use the standards?

The standards represent current best practice and are intended to apply to all services providing
psychological support (as defined above) for adults living with HIV. These services may be provided by the
statutory, voluntary or independent sectors and are mostly funded by the NHS or local authorities, although
the standards are equally relevant for services funded by charities or paid for by service users themselves.
The standards do not make recommendations for specific professional groups, but a list of practitioners who
offer psychological support of different kinds can be found at Appendix C.

This document should be a key resource for service providers, commissioners, health boards and other local
service planners, as well as for people living with HIV (PLWH) to help them define the minimum expected from
services. It is designed to facilitate equitable access to psychological support of consistent and high quality,
regardless of location or provider. In the context of decision making about the availability and configuration

of local services, psychological support services for PLWH should be planned and adequately resourced in
accordance with these standards.

The standards are intended to apply to all parts of the UK. While the systems and structures for planning
and funding services differ between England, Scotland, Wales and Northern Ireland, all PLWH are entitled to
expect the same standards of care.

It is recognised that some services providing psychological support across the UK at the present moment are
not meeting these standards. Where they do not, the needs of PLWH are not being adequately met and this
will have negative implications for their mental and physical health outcomes. It is intended that the standards
should act as a catalyst for improving the response to those needs.

NOVEMBER 2011 Standards for psychological support for adults living with HIV 9
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3 Why is psychological support for people living with HIV important?

HIV and health inequality

The number of people living with HIV in the UK continues to rise, with an estimated 86,500 infected at the
end of 2009'. Men who have sex with men (MSM) and black African heterosexuals are the groups with the
highest prevalence. The proportion aged 50 or over is rising' while young people account for one in ten new
diagnoses?.

High prevalence of psychological problems

The prevalence of psychological and psychiatric problems among people living with HIV is substantially higher
than in the general population®#®. People with HIV are about twice as likely to be diagnosed with depression
as matched controls in the general population®. HIV tends to be concentrated in vulnerable and stigmatised
populations who are already at greater risk of mental health problems than the general population” and HIV
exacerbates this health inequality. Psychological difficulties can also result from receiving an HIV diagnosis
and the challenges of living with HIV8?,

Impact on clinical management and worsening health outcomes

Whatever their causes, psychological problems complicate the care and clinical management of people with
HIV by decreasing rates of adherence to antiretroviral therapy (ART), increasing loss to follow-up, reducing
quality of life and leading to poorer health outcomes including clinical decline and mortality'®'"'2. Such
outcomes result in longer and more frequent hospital admissions and other costly interventions.

Psychological concerns in the era of antiretroviral therapy

HIV is now considered a long-term health condition in the UK, characterised by periods of good health
punctuated with bouts of illness. But despite increased longevity and physical health HIV continues to be a
difficult and stressful condition for many people. Recent research with PLWH' identified a complex array of
concerns about quality of daily life and other personal, social and medical issues, with widespread reports
of discrimination and social isolation. Such experiences, along with other psychosocial factors, have been
shown to have a negative impact on health outcomes.

Higher prevalence of cognitive impairment and its outcomes

Cognitive impairment is also more common amongst PLWH than in the general population'® and is an
independent risk factor for earlier death™. It can contribute to poor adherence to medication'”, poorer
functioning in daily life and loss of employment'®,

Increased risk of HIV transmission

Risky sexual behaviour is often associated with depression and substance misuse'®. When this is combined
with low adherence to ART which raises viral load, the risks of onward transmission of HIV are substantially
increased.

4 Effectiveness of psychological support

Psychological support improves health outcomes
Over the last fifteen years, increasing attention has been given to the psychological welfare and management
of people living with long-term health conditions. There is evidence that a range of psychological interventions
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can make a considerable difference to the long-term health and wellbeing of someone living with HIV,
including how well they manage their condition and adhere to treatment®°. Psychological interventions leading
to improved adjustment can improve neuroendocrine regulation and immune functioning?'.

Psychological support improves mental health and reduces risk of HIV transmission
Interventions, particularly cognitive behaviour and stress management interventions whether delivered through
individualised or group methods, have been shown to enhance coping among PLWH?, Interventions directly
targeting anxiety in PLWH have also been found to be effective, especially psychological interventions?. A
range of approaches, in particular psychological interventions and especially those incorporating a cognitive
behavioural component, have demonstrated effectiveness in reducing depression in PLWH?4,

By improving mental health outcomes as above, psychological support can reduce the risk of HIV
transmission associated with psychological difficulties. More specifically, psychological interventions which
address self-efficacy and behavioural skills training are an important part of improving adherence as well as
enabling changes to HIV transmission risk behaviour®.

Cognitive rehabilitation improves adherence and functioning
Cognitive rehabilitation can improve adherence to ART and day-to-day functioning in those with HIV-related
cognitive impairment?627,

5 The economic case for psychological support

There are significant costs to the NHS and local authorities arising from the worsened health outcomes and
more complex healthcare and social care needs of PLWH who have psychological and cognitive difficulties.
In addition, ongoing transmission of HIV (which can be reduced through psychological support) increases
the financial burden as the number of people living with HIV continues to grow. It is estimated that the
prevention of one new HIV infection saves the public purse between £280,000 and £360,000 in direct
lifetime healthcare costs?®,

Improving the mental health and psychological wellbeing of PLWH is a valuable outcome in itself.
Interventions which achieve such improvements also play an important role in reducing negative health
outcomes and the risk of HIV transmission. Critically, this means that investment in psychological support
for PLWH is a way of preventing avoidable ill-health and avoidable costs through appropriate early
intervention.

Thus despite competing claims on tight budgets, the provision of timely and appropriate psychological
support to meet the needs of PLWH supports the objectives of the NHS Quiality, Innovation, Productivity and
Prevention (QIPP) programme.

Recent work to develop Payment by Results (PbR) tariffs for HIV outpatient care included analysis of HIV
clinic activity. It found that the 2% of patients with complex psycho-social needs had the highest level of
attendances per patient. However, it was acknowledged that the categorisation was subjective and that
activity levels, which varied significantly between providers, did not necessarily reflect true levels of need?®.
Commissioning should therefore use local assessment of the extent of need, which will be greater at the
lower levels of complexity (see stepped care model, page 22 and Standard 7), to ensure adequate levels of
provision and access.

NOVEMBER 2011 Standards for psychological support for adults living with HIV 11
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6 Why are standards needed?

To date, there have been no UK standards for the provision of psychological support for PLWH and the
extent and quality of provision appears to vary. A multidisciplinary expert seminar convened in 2010 by the
National AIDS Trust demonstrated a strong consensus that standards for HIV psychological support were
needed to improve both the quality and the consistency of care across the country®.

Psychological and cognitive difficulties are often underestimated by healthcare practitioners. As a result, it is
possible that many PLWH are not offered access to the services they need?'%2, If needs are underestimated
or the health and economic benefits of psychological support are not recognised, there is a risk that
commissioners may fail to invest in services providing psychological support, with a resulting negative impact
on health outcomes and associated costs.

The standards therefore provide evidence-based recommendations to guide commissioning and service
provision, using a stepped care model with relevance for all practitioners. This is done in order to ensure that
appropriate psychological support is available to meet the diversity of needs of PLWH.

7 HIV-specialist psychological support

Frameworks developed for psychological support for the general population or for those with other long-term
conditions may be relevant for PLWH. However, there are particular aspects of HIV and its care which mean
that different assessment and intervention methods may be appropriate. Given these unique aspects of living
with HIV, additional competencies are also needed by practitioners at all levels.

o Services providing psychological support for PLWH need to recognise the impact of the stigma
associated with HIV and understand the experience of the population groups most affected by HIV
in the UK (ie men who have sex with men and black Africans). People from black and minority ethnic
(BME) communities are less likely to be offered or to take up, and more likely to drop out of, talking
therapies®+253637:38  and there is reason for concern about the ability of mainstream psychology,
counselling and psychotherapy providers to meet the needs of lesbian, gay, bisexual and transgender
(LGBT) communities®.

° It is important that services are able to provide appropriate, culturally sensitive and effective support
in relation to sexual behaviour and reducing the risk of transmission. Practitioners without specific
expertise in this area are often not comfortable or experienced in discussing issues of sex and sexuality,
including the specifics of sexual practices, or issues of disclosure with sexual partners.

° Support for PLWH may involve support for other family members who may also have HIV and/or for
carers, who in turn can play a valuable psychological support role.

° Practitioners need an understanding of the physical impact of HIV infection and HIV therapy, how
this may affect psychological and cognitive functioning, and the implications of this for the use of
assessment and intervention methods. Specifically, neuropsychological assessment in HIV is a specialist
area for which the skills and materials are usually only available in HIV-specialist centres.

Although not currently available in all areas, there are pragmatic reasons why HIV-specialist provision for
people who have psychological problems at levels 3 and 4 (see the stepped care model, page 22) can be

beneficial where possible, rather than PLWH being seen in generic mental health services.
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° Physical care and psychological support should, as far as possible, be combined into a single care
package. A stepped care model also needs to have all levels of provision within the same pathway.

° Behavioural interventions to reduce the risk of transmission need to be an integral part of psychological
support for PLWH and delivered by the same practitioners to ensure an integrated approach.

° PLWH are often treated for HIV outside their own catchment area, especially in the bigger centres. It
is difficult for HIV treatment services to liaise effectively with mental health services in a different area,
sometimes at significant distance, let alone develop effective pathways.

° Having HIV-specialist provision available may enable faster and smoother access to psychological
support than referral to general psychological support services. Faster access reduces negative
outcomes, such as non-adherence to ART, clinical complications and hospital admissions, and their
associated costs.

8 Policy drivers for the development of standards

The standards are in tune with the direction of current government policy and guidance from leading
professional bodies in the field.

Professional guidelines

Standards and guidelines for the management of HIV focus principally on medical aspects of care and
treatment“, although some mention specific aspects of psychological support such as post-test discussion*!
or sexual and reproductive health advice*?. Recommended standards for NHS HIV services highlight the
importance of meeting socio-cultural, psychological and neurocognitive needs, and of networking between
service providers to ensure PLWH receive comprehensive and integrated care®.

Government policy (England)

The NHS White Paper Equity and excellence: Liberating the NHS places emphasis on achieving healthcare
outcomes by implementing quality standards*. These will inform the commissioning of all NHS care and form
the basis for determining the effectiveness of service provision.

The cross-governmental mental health outcomes strategy, No health without mental health recognises the
higher rates of mental health problems in people with long-term physical health conditions and the need to
improve access to therapies®. This is reflected in Talking Therapies: a four year plan of action which outlines
the roll-out and expansion of the Improving Access to Psychological Therapies (IAPT) programme and
specifically refers to the need for psychological therapies to be available for PLWH?, It makes a commitment
to providing continuous professional development training for healthcare workers involved in delivering
psychological therapies to people with long-term conditions.

Government policy (Scotland)

The Scottish Government’s Sexual Health and Blood Borne Virus Framework 2017-2075 notes that
“specialist clinical, psychological, social and peer support is critical in maintaining contact and support from
the moment of initial diagnosis through to management of HIV as a long-term chronic condition” and calls for
multi-agency working to provide high-quality HIV treatment and care and support?®,

Government policy (Wales)
The care pathways and service specification set out in the Welsh Assembly Government’s Providing for the
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needs of people with HIV/AIDS in Wales describe access to different types of psychological support, ranging
from counselling and emotional support through to clinical psychological and psychiatric interventions*’.

Policy and guidance on prevention

Like long-term condition management, prevention is also an increasing government priority, as set out in

the Public Health White Paper for England Healthy Lives, Healthy People*®. There is a growing emphasis

on psychological support for PLWH to help prevent HIV transmission. NICE public health guidance

on prevention of STls including HIV makes recommendations for managing partner notification*. The
forthcoming UK National Guideline on Safer Sex Advice (in development) includes specific recommendations
on the prevention of sexual transmission of HIV, including advice for those working with PLWH®. Health
Improvement Scotland’s Standards for HIV Services recommend the offer of a range of tailored, intensive
behaviour change interventions, where required, by a dedicated team led by an individual with specialist
training in this area, usually a clinical psychologist®'.

9 Contextual drivers for the development of the standards

There is a wide and variable range of psychological support services within and across the UK nations.
Models of organisation vary, with some psychological support services located alongside medical services
and others based in the community.

Psychology and psychiatry

Although in some areas psychology services are part of multi-disciplinary HIV teams, clinical and counselling
psychologists may not always be part of the same organisational structure as their medical colleagues.
Similarly, while HIV-specialist psychiatric care is provided within some larger HIV treatment centres or liaison
psychiatry services, in many parts of the country psychiatric support for people with HIV is available only
through general psychiatry where experience of treating HIV-related psychiatric problems may be minimal.

Other psychological support

The provision of many other kinds of psychological support is also variable in terms of availability, access

and service models. Services such as counselling, psychotherapy, health trainers and peer support are often
provided by voluntary sector organisations in community and/or hospital settings. The extent of the health
adviser role varies between services and, while other members of clinical and social care teams usually
provide some kind of supportive communication and can often identify psychological support needs, this may
be more or less formally recognised.

Cognitive impairment

Interventions for cognitive impairment for PLWH are provided in acute hospital rehabilitation facilities and by
community rehabilitation teams. They may be embedded within HIV-specialist services but in most parts of
the country they are accessed through general rehabilitation or neuro-rehabilitation services. Assessment
and interventions are provided by clinical psychologists and neuro-psychologists, neuro-psychiatrists,
occupational therapists and speech and language therapists. There is a strong relationship between
emotional, psychological and physical wellbeing and cognitive functioning. Therefore, services that improve
emotional, psychological and physical wellbeing are recognised as also having a positive effect on cognitive
health and function®,

Service access and quality
Local HIV prevalence and the profile of population groups affected by HIV vary significantly around the

country. Service models and locations also differ, but there should not be inequity in access or service
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quality. It is particularly important at a time of financial constraint that the health and economic benefits
of psychological support are recognised, that PLWH have access when needed to psychological
assessment and support, and that the services provided are of high quality and based on the best
available evidence.

10 Scope of the standards

The standards cover psychological support of all kinds for adults diagnosed with HIV, from the point at which
they are diagnosed.

For the purposes of this document, psychological support is defined as ‘any form of support which is aimed
at helping people living with HIV to enhance their mental health and their cognitive, emotional and behavioural
wellbeing’.

Psychological support is provided at different levels of complexity by a wide range of professional groups,
peers and informal providers, in clinical settings and in the community. Psychological support includes, but is
not limited to, emotional support and the provision of a variety of talking therapies, cognitive rehabilitation and
appropriate medication.

What is outside the scope of these standards?

A range of factors influence psychological outcomes in PLWH. While psychological support plays an
important role, there are other significant influences including social and economic circumstances, life
experiences (eg immigration), community attitudes and stigma, medical care and medication, including
ART. The standards recognise the impact of all these factors but their scope does not extend to
recommending how to address them. The remit of this document is to make recommendations specifically
for psychological support.

The following topics are important but they are outside the scope of the standards.

° HIV testing and pre-test discussion, except insofar as these are relevant for psychological support
following a positive test.

o Guidance or recommendations about specific treatments, such as pharmacotherapy or cognitive
behavioural therapy (CBT), or specific screening tools.

° Psychological support for children. However, these standards are relevant for adults living with HIV
who are also parents and may use family services, as well as for young people who have just made the
transition from children’s to adult services - it is proposed that parallel standards should be developed
for children and adolescents.

o Psychological support specifically for carers and other affected individuals, except insofar as the
psychological support for individuals living with HIV encompasses this.

° Particular service models or types of service which should provide the care described, because service
configurations vary according to local circumstances - the standards describe the care that people with
HIV should receive, regardless of the setting or who provides it.

° The full detail of competencies required by individuals providing psychological support at all levels.
However, the standards refer to existing competency frameworks and professional qualifications
relevant for the provision of the care they describe and highlight some key competencies. Similarly,
where possible, the standards draw on and refer to relevant existing documents such as broader
service standards, clinical guidelines and best practice guidance produced by professional,
governmental or regulatory bodies.
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° How to meet the psychological support needs specific to different population groups and the diversity
within them. However, services developed in line with the standards need to take account of the
differing needs of those groups at local level.

The focus of these standards is the psychological support PLWH should receive. While they are relevant for
the providers of generic mental health services, they do not set out to address the many ways in which any
mental health services should respond to HIV — a task which merits a separate project.

11 What is in each standard (structure/format)?

The standards cover the key components of psychological support for adults living with HIV. They
complement and reference existing guidance for other aspects of HIV treatment and care and generic
guidance for relevant disciplines such as counselling, psychotherapy, psychology and psychiatry.

Underpinning all of the standards is the stepped care model (see page 22) which outlines the comprehensive
provision of psychological support, making the most of resources at all levels of expertise.

There are eight standards, each containing:

o a standard statement followed by a number of recommendations

° a supporting rationale, which explains why the recommendations are made

° implications for commissioning and locally-based planning (relevant in different ways in different parts of
the UK according to funding systems)

o auditable outcomes offering a way to measure whether the standards are being met

o references and a list of further relevant supporting documents and guidance. Where there are no
references, the recommendations represent best practice as identified by the project Working Party.

12 Audit and evaluation

The purpose of these standards is to ensure that all PLWH have access to the most appropriate and effective
psychological support. As with any standards, they will only have an impact on quality of care if they are
implemented. Evaluation and audit can be used to measure whether the standards are being implemented by
services providing psychological support for PLWH. This exercise may be undertaken on an individual service
basis or coordinated across the local health economy or local HIV service network.

Auditing and evaluating services involves a systematic process of looking at current practice and comparing
it to standards of best practice. It is a proven method of quality improvement and it can highlight problems,
identify gaps and assist in developing solutions. Auditing of indicators which measure practice can be
supplemented by monitoring of outcomes which demonstrate the impact of the standards.

Audit and evaluation should be required and resourced as part of the commissioning of services. Information
gathered through this process can inform decisions on the cost-effective investment of resources.

The Auditable outcomes section (page 65) sets out suggested indicators to measure practice against these
standards and their impact on outcomes.
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13 Language and terminology

The language used in this document reflects agreement among the project Working Party and feedback from
consultation. The glossary at Appendix A provides an explanation of some of the terms used.

Except in specific contexts where it is necessary, the term ‘patient’ is rejected in favour of ‘person living with HIV’.
For speed of reading, and in line with much other literature in the HIV.community, this is abbreviated to PLWH.

The term ‘practitioner’ is used in the standards to describe anyone providing psychological support. This has
been chosen as an inclusive term which encompasses a wide range of health and social care professionals
as well as others such as community sector volunteers and peer support workers.

14 Who developed the standards and how?

Following the recommendations of a seminar convened in July 2010 by the National AIDS Trust to examine

the psychological support needs of people with HIV®°, the standards were produced in partnership by:

° the Faculty for HIV & Sexual Health (FacHIV&SH) of the Division of Clinical Psychology of the British
Psychological Society

° the British HIV Association (BHIVA)

° the Medical Foundation for AIDS & Sexual Health (MedFASH).

A multidisciplinary Working Party chaired by the FacHIV&SH brought together representatives of key
professional bodies and other experts, including members of the following national organisations:

° British Association for Counselling and Psychotherapy (BACP)

° British Association for Sexual Health and HIV (BASHH)

° British HIV Association (BHIVA)

° British Psychological Society, Faculty for HIV & Sexual Health of the Division of Clinical Psychology
o Medical Foundation for AIDS & Sexual Health (MedFASH)

° National AIDS Trust (NAT)

° National HIV Nurses Association (NHIVNA)

o Royal College of General Practitioners (RCGP)

o Royal College of Nursing (RCN)

° Royal College of Psychiatrists (RCPsych), Faculty of Liaison Psychiatry

o Society of Sexual Health Advisers (SSHA).

In addition, the Working Party included:

° a service user representative

° three voluntary sector providers of psychological support services
(Terrence Higgins Trust [THT], George House Trust [GHT] and Mildmay UK)

° an NHS commissioner

° a local authority HIV-specialist social worker.

Further input was gained from a meeting with voluntary sector community providers about the types of
service they offer, their approach to ensuring quality of care, and their concerns and suggestions in relation to

the development of standards.

Working Party members developed drafts of the standards, advised on technical content and editing, and
provided guidance on the management of the project, external consultation and broader project issues,
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including formal endorsement of the standards.

The FacHIV&SH and BHIVA provided clinical leadership for the project and facilitated consultation on the draft
standards. MedFASH managed the project, contributed to drafting and undertook the editing and publishing
of the document.

Consultation on the standards took place in April and May 2011.

Appendices E, F and G provide lists of Working Party members, voluntary sector community provider
meeting participants and organisations responding to consultation respectively.

15 Reviewing and updating the standards

To ensure their content remains up-to-date and relevant, it is intended to review and update the standards
after two years.
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The stepped care model

People living with HIV (PLWH) can often assess their own emotional support needs and meet them by
themselves. This might involve choosing support from family, friends or self-help and support groups. They
may also develop personal self-management strategies on their own and self-refer to services they know how
to access.

However, PLWH may require some form of psychological support to help them with their needs. The following
model (Figure 1) outlines comprehensive stepped care for psychological support provision which makes the
most of resources at all levels of expertise in order to:

° improve health outcomes and experiences of PLWH

° improve quality of life of PLWH

o prevent the development or exacerbation of more severe psychological and psychiatric problems

° cost-effectively utilise limited resources

o help in the planning and provision of psychological support services based on need

o promote positive wellbeing.

The model describes four essential levels of psychological support provision for PLWH based on levels of
complexity of need, against which is mapped increasing practitioner training, specialism in psychological
and psychiatric problems and competency. It presents these in relation to the types of assessment and
interventions required of providers. It may not always be possible to make clear distinctions between the
boundaries of expertise of various practitioners and it is likely that some overlap may occur. This is a reactive
model which should be used alongside proactive prevention and outreach models to maximise PLWH
engagement and wellbeing. It is beyond the scope of this model to prescribe assessment tools although a
range is described in the references and supporting documents for Standard 5.

It is also beyond the scope of this model to list potential providers within different settings as it focuses rather
on competency of providers relating to need.

Care pathways based on this model can be linked to practitioner competencies (see Standard 7) in order
to provide holistic care and to avoid duplication of roles, inequalities in provision of psychological support
between localities, or a lack of recognition of psychological and psychiatric problems, and to ensure that
practitioners operate within their levels of competence. Standards 2 and 7 outline how the model can be
used to provide comprehensive and coordinated psychological support pathways.
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Figure 1: recommended model of stepped care provision of psychological support
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