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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 and emotional wellbeing’.

Despite the wording, psychological support is not only provided by psychologists but by a
variety of professional groups (counsellors, nurses, psychiatrists and others) working in
community settings, primary care and hospitals. Psychological support includes both the
provision of a variety of talking therapies as well as appropriate medication.

2 Who are the standards for?

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 know what to expect from services. The standards are designed to facilitate equitable
access to psychological support of consistent and high quality, regardless of location. In the
context of local decision-making about the availability and configuration of services,
psychological support services for people living with HIV should be planned and adequately
resourced in accordance with these standards.

The standards are intended toapply to all parts of the UK. While it is recognised that
systems and structures for planning and funding services differ between England, Scotland,
Wales and Northern Ireland, all.people living with HIV are entitled to expect the same
standards of care.

3 Who developed the standards and how

Following the recommendations of a seminar convened by the National AIDS Trust to
examine the psychological support needs of people with HIV (NAT, 2010), the standards
have been produced in partnership by:

the Faculty for HIV and Sexual Health (FacHIV&SH) of the Division of Clinical

Psychology of the British Psychological Society

the British HIV Association (BHIVA)

and 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. They include members of the
following national organisations:

Faculty for HIV and Sexual Health of the Division of Clinical Psychology of the British

Psychological Society

British HIV Association (BHIVA)

Medical Foundation for AIDS & Sexual Health (MedFASH)

Royal College of Psychiatrists (RCPsych)

National HIV Nurses Association (NHIVNA)



British Association for Sexual Health and HIV (BASHH)
Society of Sexual Health Advisers (SSHA)

Royal College of General Practitioners (RCGP)
National AIDS Trust

In addition, the Working Party includes:
a service user representative,
two third sector providers of psychological support services (Terrence Higgins Trust
and George House Trust),
an NHS HIV commissioner and
a local authority HIV specialist social worker.

Further input was gained from a meeting with third sector community providers about the
types of service they provide, 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 including formal endorsement of the standards (see Appendix A for a

list of Working Party members).

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.

An educational grant from Abbott has supported the development of this document. Abbott
has had no editorial input or involvement in its production.

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

4 Policy drivers for the development of the standar  ds

To date, there have been no UK standards for the provision of psychological support for
people living with HIV.

However, over the last fifteen years, increasing attention has been given to the psychological
welfare and management of people living with long-term health conditions. Research (Saxby
& Svanberg, 1998) indicates that neglecting the psychological welfare of patients is likely to
lead to longer hospital stays, poorer medical adherence and life expectancy, increased
demand on healthcare resources and increased distress leading to difficulties in
engagement. Department of Health guidance on the management of long-term conditions
(DH, 2005) recognises that improving the response to psychological and emotional needs
leads to greater satisfaction with care and improved clinical outcomes.

Current standards and guidelines for the management of HIV focus principally on medical
aspects of care and treatment (BHIVA, RCP, BASHH & BIS, 2007), though some mention
specific aspects of psychological support such as post-test discussion (BHIVA, BASHH &
BIS, 2008) or sexual and reproductive health advice (BASHH, BHIVA & FSRH, 2008).
Recommended standards for NHS HIV services (MedFASH, 2003) highlight the importance
of meeting socio-cultural, psychological and neuropsychological needs, and of networking
between service providers to ensure PLWH receive comprehensive and integrated care.

The English White Paper Equity and Excellence: Liberating the NHS (DH, 2010) 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.
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The cross-governmental strategy, No health without mental health (HM Government/DH,
2011) recognises the increased 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 (DH, 2011), which 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.

The consultation draft of the Scottish Government’'s Sexual Health and Blood Borne Virus
Framework 2011-2015 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” (Scottish Government, 2011) and calls
for multi-agency working to provide high quality HIV treatment and care and support.

The care pathways and service specification set out in the Welsh Assembly Government’s
Providing for the needs of people with HIV/AIDS in Wales describe access to different types
of psychological support, from counselling and emotional support through to clinical
psychology and psychiatry (Welsh Assembly Government, 2009).

The development of quality standards for the provision of psychological support for adults
with HIV across the UK is therefore timely.

5 Contextual drivers for the development of the sta  ndards

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. Therefore, ensuring
equitable access to psychological assessment and support for people living with HIV is
essential.

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, in many parts of the country psychiatric support for
people with HIV is available only through referral to general or liaison psychiatry where
experience of treating HIV-related psychiatric problems may differ.

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.

Local HIV prevalence and the profile of population groups affected by HIV vary significantly
around the country. However, while service models and locations may vary, there should not
be inequity in access or service quality. It is particularly important at a time of financial
constraint that the health and economic benefits of psychological support are recognised and
that services are provided which are equitable and based on the best available evidence.

6 Evidence of need for psychological support among people with HIV

The number of people living with HIV continues to rise, with an estimated 86 500 infected at
the end of 2009 (HPA, 2010a), and over a quarter (26%) unaware of their infection. However,
within this population some groups are disproportionately affected. Men who have sex with
men (MSM) and black African heterosexuals are the groups with the highest prevalence in
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the UK. In 2009 10% (682/6630) of new diagnoses were in young people (HPA, 2010b) and
13% in those aged 50 or over (HPA, 2010a). In 2007, the diagnosed prevalence of HIV was
3.7% among black Africans in England — nearly 10 times higher than among black
Caribbeans (0.4%), and over 40 times higher than in the general white population (0.09%)
(HPA, 2008).

With advancements in medical care over the past 15 years, HIV is now considered a long
term health condition in the UK, characterised by periods of good health punctuated with
bouts of iliness. Given that people with HIV in the UK can now expect to life longer lives,
there has been a shift from facing loss, deterioration and preparing for death to focussing on
guality of life. To that end, the psychological and social needs of people living HIV in the UK
have evolved from crisis management in moments of heightened arousal and despair to that
of recovery and rehabilitation over many years.

However, despite increased longevity, HIV continues to be a challenging and stressful
condition for many people. A recent survey of more than 1,750 adults living with HIV in the
UK identified a complex array of needs, ranging from concerns about the quality of daily life
to a variety of personal, social and medical issues (Hickson et al, 2009). The widespread
experience of discrimination and social isolation reported by the respondents also suggest
that life with HIV in the UK can still be harsh, painful and demoralising. As a result of such
findings, it appears that the need for specialised psychological support and intervention for
people living with HIV will continue to prevail for the foreseeable future.

Psychological distress, anxiety, depression and substance misuse have been well
documented in people who are struggling with HIV (Catalan, Burgess & Klimes, 1995;
Gallego, Gordillo & Catalan, 2000; Hedge & Sherr, 1995). The prevalence of psychological
and psychiatric disorders among those living with HIV is substantially higher than in the
general population (Bing et al, 2001; WHO, 2008; Harding et al, 2010). A large meta-analysis
suggests that people with HIV are about twice as likely to be diagnosed with depression as
matched controls in the general population (Ciesla & Roberts, 2001).

Some psychological or psychiatric conditions in people living with HIV are common across
the general population. Other conditions place people at higher risk of HIV infection and are
therefore over-represented in those diagnosed, such as substance misuse or bipolar disorder
(WHO, 2008). HIV tends to be concentrated in highly vulnerable, marginalised and
stigmatised populations who are at greater risk of mental health disorders than the general
population (Petrak & Miller, 2002).

Some psychological problems such as anxiety or depression can result from the impact of
the diagnosis. Vulnerable individuals with personality difficulties and poor coping skills and a
history of substance misuse are at particular risk for developing adjustment difficulties
(Theuninck et al 2010). Suicidal ideas are frequent and there is some evidence for
increased suicide risk. A study involving four HIV clinics in London and one in Brighton found
that nearly one in three adults had contemplated suicide in the past week (Sherr et al, 2008).

Others problems, such as dementias, may be linked to HIV disease progression. Disorders
can also be a consequence of the side-effects of some antiretroviral medication which can
cause mood changes, anxiety, nightmares and altered perceptions (Power et al, 2003;
Fumaz et al, 2005). Regardless of whether mental health problems precede HIV or not, they
complicate the care and clinical management of people with HIV by potentially decreasing
adherence to antiretroviral treatment, increasing loss to follow-up, reducing quality of life and
leading to poorer health outcomes (Smart, 2009).

While all people living with HIV may need psychological support, some groups may have
specific needs, for example:
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those over 50: the proportion accessing treatment and care has increased from 1 in
10in 2000 to 1 in 5in 2009 and new diagnoses in this group have more than doubled
in the same timeframe (HPA, 2010a)

those with both physical and learning disabilities who may be at risk of HIV infection
for a number of reasons including limited access to HIV education and information,
and to prevention and support services, and increased risk of sexual violence
(UNAIDS, 2009)

late presenters (those who are diagnosed after the point when treatment should have
begun). This is an important determinant of HIV-related morbidity and mortality, and
affects different groups disproportionately. Ethnicity is an important variable: in 2007
the percentage of late diagnoses was highest among black Africans (42%); among
black Caribbeans, 27% of diagnoses in 2007 were late (HPA, 2008). Gender is also a
factor: in 2009, the proportion of heterosexual men diagnosed with a CD4 count of
less than 350/mm? (the threshold for starting treatment) was 66% - significantly
higher than for women (59%) or MSM (39%)

those with religious beliefs — approximately 77% Africans living in the UK are
Christian and 13% Muslim (Hickson et al, 2009)

pregnant women, parents of children who are infected or affected and young people
reaching adulthood who were perinatally infected

marginalised groups such as the prison population, those with serious mental health
problems, sex workers and asylum seekers.

Evidence shows that health outcomes for PLWH are determined by psychosocial and life
contexts such as social isolation, confidence in or fear of disclosing their HIV status, the
actual (or perceived) experience of stigma and discrimination, and housing, financial,
benefits and employment issues (Bravo et al., 2010). Psychosocial issues such as stressful
life events, trauma and depression have been neglected in biomedical and treatment studies,
yet they are now acknowledged to have significant health impacts on individuals and on
disease progression, including CD4 count, viral load, clinical decline and mortality
(Leserman, 2008). Leserman calls for HIV healthcare providers to address these as part of
standard care.

Mental health difficulties are particularly prevalent in marginalised populations, and low. Low
income and social disadvantage have been found to adversely affect those newly diagnosed
with HIV (Meditz et al, 2011; Armstrong & del Rio, 2011). If mental health difficulties are not
addressed, there can be personal and social costs in addition to the emotional impact. These
include physical effects such as reduced adherence to HIV medication and subsequent ill-
health (Boarts et al, 2006) and financial consequences such as lost productivity due to
depression and anxiety (LSE, 2006).

7 Evidence of effectiveness of psychological interv entions

There is now evidence for improved health outcomes if emotional aspects of patients’ lives
are considered and addressed: Carrico & Antoni (2008) found that psychological
interventions lead to improved adjustment to HIV status, and may improve neuroendocrine
regulation and immune functioning. Psychotherapy, counselling, and peer support may be
important in improving the quality of life, addressing lifestyle (drug and alcohol use),
improving adherence and decreasing risk behaviour (eg Lyketsos et al, 1997).

Effective treatment regimens demand very high levels of adherence, along with safer sex
practices for the rest of the lifespan. Non-adherence overlaps with risky sexual practices in
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some individuals, which poses particular risks for the transmission of drug-resistant variants
of HIV. Non-adherence and risky sex are often underpinned by substance misuse and
depression. Psychological interventions which address self-efficacy and behavioural skills
training are an important part of improving adherence (and therefore treatment outcomes) as
well as reducing risk on onward transmission (Kalichman, 2008).

8 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
intervention which is aimed at helping people living with HIV to enhance their mental health
and their emotional and cognitive and emotional wellbeing’. This therefore covers wellbeing”.
Despite its wording, ‘psychological support’ is not only provided by psychologists, but by a
variety of professional groups (counsellors, nurses, psychiatrists and others) working in
community settings, primary care and hospitals. Psychological support includes both the
provision of a variety of talking therapies as well as appropriate medication.

The standards do not cover:

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

guidance or recommendations about specific treatments, such as pharmacotherapy
or CBT

psychological support for people with HIV relating to mental health care needs which
are unrelated to their HIV status

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

psychological support 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.

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.
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9 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 which outlines the
comprehensive provision of psychological support, making the most of resources at all levels
of expertise.

There are nine standards, each containing a standard statement followed by a number of
recommendations. These are supported by a rationale, which explains why the
recommendations are made. Implications for commissioning and locally based planning are
then drawn out (relevant in different ways in different parts of the UK according to funding
systems). Auditable outcomes offer a way to measure whether the standards are being met.
Each standard is supported by references and a list of further relevant supporting documents
and guidance.

Where possible, recommendations and rationale sections are referenced to documents
providing the evidence base. Where there are no references, the recommendations
represent best practice as identified by the project Working Party.

10 Language and terminology

The language used in this document reflects agreements made by the project Working Party
as well as feedback from consultation. An attempt has been made to standardise terminology
throughout.

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.

11 Implementation of the standards

The standards represent current best practice and are intended for use in all services
providing psychological support (as defined at the beginning of this section) for adults living
with HIV. These services may be provided by the statutory, voluntary or independent sectors
and will mostly be funded by the statutory sector (NHS or local authorities). However, some
psychological support is subsidised by charitable funding or paid for by service users
themselves, and the standards are equally relevant for such services.

12 Review and updating of the standards

To ensure their content remains up to date and relevant, it is intended to update the
standards at regular intervals.
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Stepped care model

People living with HIV (PLWH) can often assess their own emotional support needs and
meet these 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.

However people living with HIV 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

prevent the development or exacerbation of more severe psychological and

psychiatric problems

cost effectively utilise limited resources

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

The model describes four essential levels of psychological support provision for PLWH
based on levels 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.

Care pathways based on this model can be linked to practitioner competencies (see
standard 4) 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.
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Figure 1: recommended model of stepped care provisi

on of psychological support

Level Assessment nterventions
1 Understanding psychological Effective provision of relevant information
Information needs of people living with HIV | in accessible formats

and support

Understanding of risk of harm to
self and others

Screening for psychological
distress

Signposting and referring to appropriate
providers

Ability to respond to overt distress

Supportive communication and general
psychological support

Signpost self management strategies eg
books and computerised resources, newly
diagnosed courses

Peer support

2 Screening for psychological Supportive counselling around acceptance
Enhanced distress and adaptation to living with HIV
support
Screening for cognitive Signposting and referral to more
difficulties appropriate services and peer support
Assessment of risk of harm to Education sessions around the nature of
self and others psychological and psychiatric problems
and how to cope with them
3 Assessment and formulation of | Counselling and psychological
Counselling psychological problems interventions based on explicit theoretical
and frameworks for specific psychological
psychological | Identification of psychiatric issues that may be more complex such as:
therapies - problems moderate or severe anxiety
(HIV substance misuse
specialist) Screening for cognitive moderate or severe depression
Impairment psychosexual or relationship
problems
Assessment of risk of harm to sexual trauma
self and others
4 Psychiatric diagnosis Specialist psychological and psychiatric in
Specialist severe, and complex psychological proble
psychological | Neuropsychological assessment | impairment, PTSD,
and mental or co-morbid psychiatric problems such as:
health Assessment and formulation of psychosis
intervention complex psychological problems suicidal depression
(general or mania
other Assessment of risk of harm to personality disorder, and
specialist) self and others cognitive impairment

specific situations such as
adolescent and family work issues

The psychological assessment and psychological support intervention provided at each level
of the stepped care model can be summarised as follows.
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Level 1

Level 1 psychological support is provided by all practitioners directly responsible for care of
PLWH in statutory and non-statutory services. These include: doctors, nurses, pharmacists
and others in the HIV specialist clinical team, general practitioners, practice nurses, peer
support workers, midwives, health visitors, sexual health doctors and nurses and social
workers. Level 1 psychological support focuses on general supportive emotional care,
signposting and the identification of more serious problems for onward referral. All people
living with HIV should have access to this level of care.

Assessment

All practitioners at this level should:
understand psychological distress and risks
avoid causing psychological harm to patients and those affected by HIV
know when they have reached the boundary of their competence and refer on when
this is reached
have an understanding of referral pathways and referral criteria for more specialist
services (see Standard 6)
understand issues relating to confidentiality and disclosure of HIV status.

Interventions

Interventions at this level include:
general psychological support based on skilled communication
providing information on the wider range of resources and services available to them
establishing and maintaining supportive therapeutic relationships
treating PLWH with compassion, dignity and respect
understanding HIV as a stigmatising condition and respecting confidentiality
talking about sexual matters and clearly but empathically breaking bad news.

Level 2

Level 2 psychological support is provided by practitioners who have additional expertise in
providing psychological support usually through training and experience. This will include
brief interventions that are standardised in manuals such as motivational interviewing and
post-test discussion.

Assessment

Practitioners operating at this level will include general practitioners, health advisers, nurse
counsellors in nurse led clinics, health trainers or trained support staff. They should provide
formal screening for psychological distress at key points in the life of PLWH, and assess risk
of harm to self and others, for example:

at time of HIV diagnosis

at initial onset of physical symptoms

when there are changes in blood counts

when starting HIV medication

at times of non-adherence

at the development of medication side-effects

at the development of psychosocial problems such as immigration or relationship

difficulties.
Practitioners should be able to screen for psychological distress and to use counselling
techniques to elicit worries and feelings that a PLWH may have in an empathic, non-
judgemental way. If significant psychological distress is identified they should also be
equipped to contain this and to refer on to specialist psychological support. They should also
be able to assess PLWH'’s competence to consent to referral and treatment (see Standard
4).
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Interventions

Level 2 psychological support interventions include supportive counselling, newly diagnosed
courses, life coaching, problem solving, motivational interviewing around prevention,
adaptation to illness and signposting. Level 2 psychological support practitioners should have
competencies to provide structured psychological interventions (see Standard 4) for:

pre- and post- test discussion

chronic disease management

adherence support

sexual risk reduction

ante natal and post natal support

peer support groups

support around adaptation to living with HIV

education around coping with and understanding mental health problems.

These practitioners should work within agreed referral and communication pathways and to
specific referral criteria. They should also practice within their levels of competence and
know when to refer onwards.

Level 3

Level 3 psychological support is provided by qualified and registered practitioners in
counselling and psychological therapies.

Assessment

Assessment at this level will be carried out by trained, accredited and supervised
practitioners such as clinical or counselling psychologists, psychotherapists and counsellors,
or other practitioners such as general practitioners, nurses, support workers and health
advisers who have undergone further accredited training. The practitioners should formulate
complex problems, assess risk of harm to self and others, confirm competence of PLWH to
consent to referral and treatment, and differentiate between moderate and severe levels of
psychological need that may need referral to psychological or mental health specialists.

Interventions

Level 3 psychological support interventions are based on explicit theoretical frameworks with
proven effectiveness for specific psychological issues that may be more complex such as
anxiety, depression, substance misuse, psychosexual or relationship problems, cognitive
impairment or sexual trauma. Medication management of conditions such as anxiety and
depression at this level may be undertaken by General Practitioners and Liaison
Psychiatrists. Practitioners at this level should be professionally regulated, registered and
receive appropriate supervision.

Level 4

Level 4 psychological support is provided by psychological and mental health specialists who
have clear pathways developed from HIV services. To enable people with HIV to receive
general (non HIV-related) psychological and psychiatric provision when needed, referral from
liaison psychiatry or HIV specialist counsellors and psychological therapists is preferred.
However, where these roles are absent more direct pathways will need to be developed from
services at levels 1 & 2.

Assessment

Assessment at this level is carried out by mental health practitioners such as psychiatrists,
clinical or counselling psychologists, social workers (Approved Mental Health Practitioners),
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liaison psychiatric nurses or clinical nurse specialists in mental health. These professionals
should provide assessment of severe psychological problems in the context of physical ill-
health, or psychiatric problems such as severe depression or suicidal behaviour, substance
misuse, personality disorders, psychosis, or mania. Assessments could involve psychiatric
diagnosis and risk assessment and lead to the psychological formulation of complex
problems from a variety of psychological theoretical frameworks. Practitioners may also
provide neuropsychological testing and rehabilitation for HIV-associated cognitive
impairment.

Interventions

Level 4 psychological support requires specialist evidence-based psychological and
psychiatric interventions to manage severe or complex HIV-related psychological problems
or severe mental health problems, such as psychosis, mania, personality disorder and
severe depression; the latter usually in multidisciplinary mental health teams. Psychiatric
treatment could also relate to complex prescribing issues including attention to drug
interactions or contraindications to specific medication regimens in people with other health
problems. This level of intervention may necessitate provision of emergency psychiatric
services in addition to outpatient, inpatient and domiciliary services.

Figure 2: filter model of provision of psychologica | support for people with HIV
A A
4 4. Mental health
specialists

3: Trained and
accredited
professionals

2: Health and social care Self help
providers with additional and
expertise informal
support
Fewer 1: All frontline health and social care
patients and providers
increasing
complexity

Figure 2 demonstrates the filter model of psychological support and the variety and expertise of
practitioners associated with each level of psychological support. Level 1 indicates that all frontline
care providers for PLWH provide for low level psychological needs. As degree or complexity of need
increases, psychological support is provided by practitioners of increasing expertise and
specialisation. The highest level of psychological support, level 4, is provided by practitioners with
specialist psychological or psychiatric expertise. Self-help and informal support is encouraged at all
levels of psychological support. The diagram, with a wide base, decreasing to the apex, indicates the
decreasing numbers of practitioners required at each increasing level of support in line with the
decreasing number of PLWH requiring psychological support at each level.
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Further supporting documents and guidance
This model of stepped care was inspired by models in the following documents:

Gutmann M & Fullem A (2009) Mental Health and HIV/AIDS. Arlington, VA: USAID/AIDSTAR-One
Available at: http://www.encompassworld.com/resources/aidstaronementalhealthandhiv.pdf

National Institute for Health and Clinical Excellence (2004) Guidance on cancer services. Improving
supportive and palliative care for adults with cancer. The manual. London: NICE. Available at
http://www.nice.org.uk/nicemedia/live/10893/28816/28816.pdf
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Standard 1: promotion of mental health and wellbein g

Standard statement

People living with HIV (PLWH) should receive care w  hich promotes their
mental, emotional and cognitive wellbeing, and is s ensitive to the unique
aspects of living with HIV.

1.1

111

1.1.2

113

1.2

121

1.2.2

Recommendations

Mental, cognitive and emotional wellbeing on the agenda

PLWH should be given the opportunity to discuss their mental, cognitive and
emotional wellbeing with the professionals providing their health and social care
(NAT, 2010).

HIV sensitive care

PLWH should receive confidential, non-stigmatising care that is informed by an
understanding of the unique HIV-related factors affecting mental, cognitive and
emotional wellbeing.

Information to promote wellbeing

PLWH should have access to information and resources promoting their mental,
emotional and cognitive wellbeing, such as leaflets, posters and websites, patient
representatives and peer support, during their contact with services.

Rationale

Mental, cognitive and emotional wellbeing on the agenda

PLWH report not being asked wider questions relating to their mental or emotional
wellbeing by some clinicians (NAT, 2010). This is despite a large body of evidence
showing a high prevalence of psychological difficulties associated with HIV infection.
They include anxiety, depression, post traumatic stress disorder, coping, suicide and
neurocognitive problems (Sherr et al, in press). Such difficulties can be compounded
by the stigma and discrimination often experienced by PLWH.

HIV sensitive care

PLWH report experiencing HIV-related stigma from health and social care
professionals, especially those not specialising in HIV (Dodds et al, 2004;
Weatherburn et al, 2009). Research with gay men indicates that many who are living
with HIV lack confidence in the ability of GPs to respond to their HIV-related needs
(Keogh et al, 2004).

PLWH face challenges similar to those of people living with other long-term
conditions. Depression affects approximately one in five people living with a chronic
health condition, two to three times the rate of those without (NICE, 2009).
Assessment and intervention need to take into account that some symptoms (eg
fatigue) are common in people with either mental or physical ill-health.

In addition, PLWH may face social issues and challenges specific to HIV, including
negative stigma and discrimination (Shaw et al, 2009) which can exacerbate fears
relating to disclosure of HIV-positive status (Elford et al, 2008; Elford, 2009) and the

Standards for psychological support of adults living with HIV 19
Consultation draft April 2011



1.2.3

1.3
13.1

1.3.2

1.3.3

1.4
14.1

1.5

risk of criminal prosecution for HIV transmission (Dodds et al, 2009). Assuring the
confidentiality of services caring for PLWH is of high importance, as is publicising this
confidentiality to service users - and potential users - in order to encourage service
uptake and open communication.

PLWH may also experience conditions which are a direct result of HIV infection, such
as HIV-associated cognitive impairment, and they face the public health implications
of HIV in the potential for onward transmission of infection.

The promotion of mental and emotional wellbeing through engagement in care is
most effective when building on social networks already in place and using a
combination of methods focusing on individuals, families and communities.

Information to promote wellbeing

PLWH may not necessarily wish to talk to their clinicians about their mental,
emotional and cognitive wellbeing. The provision of written, as well as verbal,
information and the promotion of other resources such as websites during their clinic
visit might either facilitate such a discussion, or allow signposting to services they
feel able to access for psychological support. Contact with patient representatives
and/or peer support provides a different way to convey information and may also
facilitate access to further psychological support.

Implications for commissioning and planning

Services providing healthcare, social care or any other support to PLWH should be
explicitly required to promote their mental, emotional and cognitive wellbeing and
that of other individuals affected. This should include interventions that enhance
social inclusion and combat stigma and discrimination.

Services providing healthcare, social care or any other support to PLWH should be
required to ensure their workforce understands the HIV-specific factors which can
affect mental, emotional or cognitive wellbeing and knows how to apply this
understanding in its work.

The commissioning or funding of services for PLWH should include provision for the
availability of information resources, space for their display (eg leaflets in clinics,
information on websites, posters in waiting rooms etc) and for peer support and/or
expert patient programmes.

Auditable outcomes

Service-user satisfaction with care received and its perceived impact on mental,
cognitive and emotional wellbeing (measurable through surveys of service users).
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1.6  Further supporting documents and guidance
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Standard 2: support at the time of diagnosis

Standard statement

People living with HIV (PLWH) should have timely ac  cess to information
and appropriate emotional support following the dia gnosis of HIV
infection.

2.1

211

21.2

2.2

221

Recommendations

Support and information at the time of diagno  sis

At the time of their HIV diagnosis, all PLWH should be been seen by an appropriate
and competent practitioner and offered one-to-one emotional support. 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.

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

Referral for psycholegical 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 HIV-specialist psychological support at the earliest possible
opportunity, preferably within 48 hours and certainly within two weeks of receiving the
test result (BASHH, BHIVA & BIS, 2008).

Rationale

Support and information at the time of diagno  sis

People can experience very strong feelings, such as shock or anxiety, when they
receive bad news. This can make it difficult for many people receiving a positive HIV
test result to process information immediately following their diagnosis, especially if
the news is unexpected. (Theuninck et al, 2010). Provision of accurate written
information, such as in leaflets or online materials, can reinforce messages that may
be hard to retain at this stage.

If a person is traumatised following a diagnosis (e.g. develops PTSD) then avoidance
is common. Receiving a positive HIV test result without adequate emotional support
may lead to a failure of PLWH to engage with services and becoming lost to follow up
.Healthcare professionals and other practitioners offering HIV testing should follow
UK HIV testing guidelines and obtain informed consent before testing. They should
also be prepared for the possibility of giving a positive result and ensure that they
have the competence to do this, and to manage the conversation which follows. This
may include helping the newly diagnosed person to plan the next 24-48 hours and
include the offer of a follow-up appointment within that period if necessary.
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2.2.2

2.2.3

2.3
231

2.3.2

2.3.3

Giving bad news may already be part of the professional remit of the practitioner
giving the result, such as in general practice, hospital settings and community health
services. If this is not part of their normal practice, practitioners should be fully
competent in enhanced communication skills and giving bad news. Access to
appropriate professional support and guidance from a specialist in providing
psychological support should also be available when needed.

After receiving a positive test result, prompt follow-up appointments and/or referral to
support agencies are often necessary, particularly an after-hours support contact
number. As HIV testing is increasingly undertaken in non-traditional or non-HIV
specialist settings, the competence and capacity of testing providers to offer more in-
depth support will vary. If further immediate post-test support is needed at the time of
diagnosis, beyond that which the service giving the test result has the competence or
capacity to provide, this should be arranged with a sexual health or other appropriate
service using links which should already be in place.

Referral for psychological support following diagnosis

UK national HIV testing guidelines recommend that any individual testing HIV
positive for the first time is seen by a specialist (HIV clinician, specialist nurse or
sexual health adviser or voluntary sector counsellor) at the earliest possible
opportunity, preferably within 48 hours and certainly within two weeks of receiving the
result (BASHH, BHIVA & BIS, 2008). According to current Standards for HIV Clinical
Care, arrangements for more rapid access to assessment post-diagnosis must be in
place for those with particular needs or high levels of anxiety (BHIVA, RCP, BASHH,
& BIS, 2007).

Psychological support is a key part of the care to which such early referral should be
made. The testing guidelines state that the HIV clinic will normally undertake detailed
post-test discussion, including how to prevent onward HIV transmission, and offer
partner notification and ongoing support for the PLWH, partner or family where
appropriate.

Pathways for post-diagnostic support

Prior to giving a positive test result, practitioners should have clarified knowledge of
local HIV specialist services and established a clear pathway of onward referral for
assessment and care. These should include pathways for rapid access for those who
need urgent support.

Implications for commissioning and planning

Commissioners and service planners should ensure that services offering HIV testing
provide information and emotional support at the time of diagnosis, and offer referral
within the timescales set out in these standards for all people diagnosed with HIV.

Commissioners and service planners should ensure that local pathways are in place
for psychological support following diagnosis, including access to rapid support for
those who need it urgently.

Specifications for HIV testing services should require practitioners giving positive
results to have appropriate competencies, with access to funded training and
professional support as needed.
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2.3.4 Where HIV testing services are provided in the community, commissioners should be
clear about roles and responsibilities of different organisations involved (eg it is likely
that staff from a clinical service will give the results but it could be that staff from a
voluntary sector partner could provide immediate initial emotional support).

2.4  Auditable outcomes

2.4.1 Proportion of people newly diagnosed with HIV offered appropriate psychological
support within 48 hours, and the proportion offered within 2 weeks, of diagnosis.

2.4.2 Evidence of a clear and agreed pathway to HIV specialist psychological support from
services offering HIV testing.

2.4.3 Availability of dedicated, researched information (such as leaflets, websites,
telephone numbers for support groups) in services providing HIV testing and
evidence these are offered to newly diagnosed PLWH.

2.4.4 Patient experience of post-diagnostic support.

2.4.5 Staff skills or competency (measured through audit) and/or training undertaken.
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Standard 3: screening

Standard statement

People living with HIV should have access to regula  r screening of
psychological and cognitive functioning to identify difficulties and
provide suitable interventions as early as possible

3.1

3.1.1

3.1.2

3.1.3

3.14

3.2

3.21

Recommendations

Screening for psychological difficulties

PLWH should have access to screening for depression, anxiety, drug and alcohol
misuse, post-traumatic stress disorder (PTSD) and risk of self-harm within the first 3
months of receiving an HIV diagnosis.

Screening for cognitive difficulties

PLWH should have access to screening for cognitive difficulties when clinically
indicated.

Repeat screening

PLWH should have access to repeated screening following events which are known
to trigger or exacerbate mental distress or cognitive difficulties.

Referral following screening

PLWH whose screen indicates significant difficulties should be referred to a suitably
trained practitioner for further assessment and appropriate onward referral according
NICE guidelines (NICE, 2009; DH, 2011b).

Rationale

Screening for psychological difficulties

Mental health difficulties are frequently under-recognised by providers (NAT, 2010)
and sometimes under-reported by PLWH (Aidala & Lee, 2001), yet unmet
psychological need adversely affects health outcomes (DH, 2011, Carrico et al, 2011,
Leserman, 2008). Early detection and treatment of psychological difficulties in people
living with chronic health conditions can improve health outcomes and reduce the
need for more frequent and costly medical interventions (Royal College of
Psychiatrists; 2010; DH, 2011b).

Screening for particular mental health problems and drug and alcohol use is a
recommended part of routine clinical care in many UK statutory health settings (BMA,
2009, NICE, 2009, NICE 2010). Similar recommendations have not been developed
for HIV care providers, despite awareness of the high prevalence rates of specific
mental health difficulties (Sherr et al, in press). This includes mood disorders
(Anderson & Weatherman, 2004), PTSD (Theuninck et al, 2010), high rates of
suicide (Carrico, 2010), drug and alcohol problems (Altice 2010, Azar et al, 2010),
and the negative impact these difficulties have on health outcomes (Leserman, 2008;
Carrico et al, 2011).

Valuable lessons can be learnt from the roll-out of routine screening in other resource
rich settings (eg NYSDOH, 2006). New York State Department of Health AIDS
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Institute (2006) Mental Health Screening: A Quick Reference Guide for HIV Primary
Care Clinicians). However, screening programmes need to be embedded within
overall HIV sensitive care in order to ensure effectiveness (see Standard 1) as
screening which is delivered without enhancements in the process of care does not
always improve outcomes (Gilbody et al, 2008).

Correctly identifying psychological need in PLWH allows service providers to target
limited resources and provide evidence-based treatments when needed. Screening is
an evidence-based, cost-effective way of identifying psychological need in HIV
(Aidala et al, 2004). Baseline screening for a specific range of problems that most
commonly occur in PLWH is recommended.

The benefits of screening all people newly diagnosed with HIV include the rapid
identification of individuals:
with pre-existing or current mental health difficulties who require fast-tracked
referral to mental health specialists for further assessment and treatment
whose mental health is at risk of deteriorating due to an acute stress reaction
following diagnosis
who can benefit from low-intensity interventions that include the provision of
psycho-education, peer support, self-help and general psychological support
who require onward referral for alcohol or substance misuse problems that
may negatively impact on mental and/or physical health.

Screening tools can be administered and scored by practitioners without formal
mental health training. Certain screening tools can also be self-administered
depending on language skills and cognitive abilities. Screening can take place in
multiple settings, ranging from HIV clinics to primary care settings. However,
screening of certain individuals, including those who are cognitively impaired,
learning disabled or known survivors of trauma, should only be undertaken by staff
with increased levels of specialisation.

Gathering information about PLWH's present circumstances, psychosocial history
and previous use of mental health services provides a context for the interpretation of
the screening results.

Screening newly diagnosed PLWH also allows for the establishment of baseline data
that can be used to compare subsequent screens over an individual's life-span.

3.2.2 Screening for cognitive difficulties

Screening for cognitive difficulties is recognised as an area that needs increased
attention as HIV can result in neuropsychological impairment (Gorman et al, 2009).
Screening for cognitive difficulties should occur when clinically indicated. However
there are very brief ways of screening for cognitive difficulties in early HIV infection
(eg Knippels et al, 2002). PLWH should have access to routine brief screening
guestions to help identify the need for more in-depth screening and assessment.

3.2.3 Repeat screening

As mental health problems are more common in people living with chronic health
conditions (DH, 2011) it is recommended that PLWH are re-screened at relevant
points.

The need to re-screen can be triggered by a variety of events or multiple stressors
(maybe unrelated to HIV) which include
significant changes in physical health status or disease progression
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3.2.4

3.3
3.3.1

3.3.2

3.3.3

3.4
3.4.1

3.4.2

3.4.3

3.4.4

3.4.5
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initiation of treatment

change of treatment centre

after a period of non-attendance and loss of contact with treatment centre
treatment failure

varying adherence

significant medication side-effects

significant changes in psychosocial status

distressing psychosocial problems (eg immigration difficulties)
bereavement or relationship problems.

Referral following screening

If screening suggests significant psychological or cognitive difficulties a referral to a
mental health specialist for a more in-depth assessment must be triggered. The
outcome of the in-depth assessment will allow for a joint treatment decision to be
made according to NICE guidelines (see Figure 1) (DH, 2011b). Signposting to, or
provision of, low intensity support for PLWH whose screen demonstrates this level of
need should also be available.

Implications for commissioning and planning

Commissioners need to recognise the multiple health and economic benefits of
regularly screening for psychological and cognitive difficulties in PLWH and ensure a
regular screening programme for new and existing patients is included in
specifications for HIV specialist services, with provision for non-mental health-trained
staff to be trained to implement this.

If screening is to occur in non-HIV specialist settings (eg primary care), non-HIV
specialists require an awareness of the complex care needs that PLWH can present
with and the high prevalence of mental health problems in PLWH, as well as an
understanding of the social impact of living with HIV and associated issues such as
sexual diversity.

Clear pathways for onward referral for more in-depth assessment of identified
psychological and cognitive need must be developed. These pathways should take
into consideration patient choice and preference.

Auditable outcomes

Proportion of PLWH receiving screening for psychological difficulties within three
months of diagnosis.

Proportion of PLWH receiving screening for psychological difficulties at pre-identified
key points of the patient journey.

Proportion of PLWH whose screen indicates significant psychological or cognitive
difficulties referred for further assessment by a suitably trained professional.

Proportion of referrals for further assessment which are taken up.

Evidence of signposting or provision of low intensity support for PLWH whose screen
demonstrates this level of need.

27

Consultation draft April 2011



3.5 References

Academy of Medical Royal Colleges and Royal College of Psychiatrists (2009) No Health
without Mental Health: the supporting evidence. London: Academy of Medical Royal Colleges
and Royal College of Psychiatrists.

Available at
http://www.rcpsych.ac.uk/pdf/No%20Health%20without%20mental%20health%20the%20Evid
ence.pdf

Anderson WJ & Weatherburn P (2004) The needs of people with HIV in the UK: findings from
a national survey. Int J STD AIDS 15:793-796

Aidala A, Havens J, Mellins C et al (2004) Development and validation of the Client Diagnostic
Questionnaire (CDQ): a mental health screening tool for use in HIV/AIDS service settings.
Psychology, Health & Medicine 9(3):362-379. doi: 10.1080/13548500410001721927

Aidala A & Lee G (2001) Pathways to mental health services. Community health Advisory &
Information network update report # 40. Centre for Applied Public health: Columbia University.
Available at http://www.nyhiv.org/pdfs/chain/CHAIN%20MentalHealthPathways_Update40.pdf

Altice F, Kamarulzaman A, Soriano V et al (2010) Treatment of medical psychiatric and
substance-use comorbidities in people infected with HIV who use drugs. Lancet
376(9738):367-387. doi: 10.1016/S0140-6736(10)60829-X

Azar M, Springer S, Meyer J et al (2010) A systematic review of the impact of alcohol use
disorders on HIV treatment outcomes, adherence to antriretroviral therapy and health care
utilization. Drug Alcohol Depend 112(3):178-93. doi: 10.1016/j.drugalcdep.2010.06.014

British Medical Association & NHS Employers Guidance (2009) Quality and Outcomes
outcomes Framework guidance for the GMS contract 2009/10. London: British Medical
Association. Available at
http://www.nhsemployers.org/Aboutus/Publications/Documents/QOF_Guidance_2009_final.pdf

Carrico AW, Riley ED, Johnson MO et al (2011) Psychiatric risk factors for HIV disease
progression: the role of inconsistent patterns of antiretroviral therapy utilization. J Acquir
Immune Defic Syndr 56:146-50. doi: 10.1097/QAI.0b013e318201df63

Carrico AW (2011) Elevated suicide rate among HIV positive persons despite benefits of
antiretroviral therapy: Implications for a stress and coping model of suicide. American Journal
of Psychiatry 167(2):117-119. doi: 10.1176/appi.ajp.2009.09111565

Department of Health (2011a) No health without mental health: a cross-government mental
health outcomes strategy for people of all ages. London: Department of Health. Available at
http://www.dh.gov.uk/dr_consum_dh/groups/dh_digitalassets/documents/digitalasset/dh_1240
58.pdf

Department of Health (2011b) No health without mental health: Talking therapies: A four-year
plan. London: Department of Health. Available at
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidanc
e/DH_123759

Gilbody S, Sheldon T and House A (2008). Screening and case finding instruments for
depression and meta-analysis. Canadian Medical Association Journal 178(8):997-1003. doi:
10.1503/cmaj.070281

Gorman AA, Foley JM, Ettenhofer ML et al (2009) Functional Consequences of HIV-
Associated Neuropsychological Impairment. Neuropsychology Review 19(2):186-203. doi:
10.1007/511065-009-9095-0

Knippels HM, Goodkin K, Weiss JJ et al (2002). The importance of cognitive self-report in
early HIV-1 infection: Validation of a cognitive functional status subscale. AIDS 16:259-267.

Standards for psychological support of adults living with HIV 28
Consultation draft April 2011



3.6

Leserman J (2008) Role of depression, stress and trauma in HIV disease progression.
Psychosomatic Medicine 70:539-545. doi: 10.1097/PSY.0b013e3181777a5f

Lyketsos CG, Hanson A, Fishman M et al (1994) Screening for psychiatric morbidity in a
medical outpatient clinic for HIV infection: the need for a psychiatric presence. Int J Psychiatry
Med 24:103-13.

National AIDS Trust (2010) Psychological support for people living with HIV. London: National
AIDS Trust. Available at
http://www.nat.org.uk/Media%?20library/Files/Policy/2010/Psychological%20support%20July%
202010%20updated.pdf

National Institute for Health and Clinical Excellence (2010) Public Health Guidance PH24.
Alcohol Use disorders. Preventing the development of hazardous and harmful drinking.
London: NICE. Available at http://guidance.nice.org.uk/PH24/Guidance/pdf/English

National Institute for Health and Clinical Excellence (2009) Clinical Guideline 90. The
treatment and management of depression in adults. London: NICE. Available at
http://guidance.nice.org.uk/CG90/Guidance/pdf/English

New York State Department of Health and AIDS Institute (2009) Mental Health Standards of
Care. An integrated approach to serving communities in New York State. New York: NYSDOH
AIDS Institute. Available at
http://www.health.state.ny.us/diseases/aids/standards/mental_health/index.htm

New York State Department of Health (2006) Mental Health Screening: A quick reference
guide for HIV primary care clinicians New York: NYSDOH. Available at
http://www.hivguidelines.org/wp-content/uploads/mh-quad-card.pdf

Pence BW, Gaynes BN, Whetten K et al (2005) Validation of a brief screening instrument for
substance abuse and mental iliness in HIV-positive patients. J Acquir Immune Defic Syndr
40:434-44. doi: 10.1097/01.9ai.0000177512.30576.9¢

Pence BW (2009) The impact of mental health and traumatic life experiences on antiretroviral
treatment outcomes for people living with HIV/AIDS. J Antimicrob Chemother 63(4):636-640.
doi: 10.1093/jac/dkp006

Theuninck AC, Lake N & Gibson S (2010) HIV-Related Post-traumatic Stress Disorder:
Investigating the Traumatic Events. AIDS Patient Care STDs 24(8):485-491. doi:
10.1089/apc.2009.0231

Further supporting documents and guidance

Lyketsos CG, Hanson A, Fishman M et al (1994) Screening for psychiatric morbidity in a
medical outpatient clinic for HIV infection: the need for a psychiatric presence. Int J Psychiatry
Med. 24: 103-13.

Pence B (2009) The impact of mental health and traumatic life experiences on antiretroviral
treatment outcomes for people living with HIV/AIDS. J. Antimicrob. Chemother, 63(4): 636 -
640.

Pence BW, Gaynes BN, Whetten K et al (2005) Validation of a brief screening instrument for
substance abuse and mental iliness in HIV-positive patients. J Acquir Immune Defic Syndr.
40: 43444,

Whetten K, Reif S, Whetten R, et al (2008) Trauma, Mental Health, Distrust, and Stigma
Among HIV-Positive Persons: Implications for Effective Care Psychosomatic Medicine Vol. 70
no. 5 531-538

Standards for psychological support of adults living with HIV 29
Consultation draft April 2011



Standard 4: competence to provide psychological sup port

Standard statement

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

4.1

41.1

4.1.2

41.3

414

Recommendations

Competence to provide psychological support

All individuals requiring psychological support should have this provided by skilled
practitioners who have been appropriately trained and have achieved the necessary
competencies (HCP, 2009; HCP, 2008; RCPsych &RCGP, 2008; Roth & Pilling,
2007; DH, 2004; DH, 2010).

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 (DH, 2004).

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 (DH, 2004).

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 (HCP, 2008).

Training

Specialists providing level 3 and level 4 psychological support (see stepped care
model on page 13) should normally provide training, supervision and continuing
professional development (CPD) for practitioners operating at levels 1 and 2 (HCP,
2009; HCP, 2008; Mowbray, 1989). 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
(DH, 2004).

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.
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4.1.5 Required competencies
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 minimum set of competencies consisting of awareness and
understanding about HIV and its impact on those living with the disease(HCP, 2009;
RCPsych & RCGP, 2008) — see 4.2.5 below.
Competencies are required by practitioners providing psychological support at Levels
1, 2, 3 and 4 in line with the stepped care model (see page 13).

4.2 Rationale

4.2.1 Competence to provide psychological support
Effective psychological screening, assessments and interventions require
practitioners to be trained and competent in supporting people with HIV and to have
access to expert advice as necessary. A variety of healthcare professionals, social
care workers and other practitioners may be involved in the delivery of psychological
support. While such practitioners can be from different disciplines, and competent in
providing various aspects of psychological support to different levels, all should be
trained, competent for their roles and provided with ongoing supervision, and/or be
working within an appropriate clinical governance framework (HCP, 2008; DH, 2010).
Where specific relevant competency frameworks, eg the NHS Knowledge and Skills
Framework (DH, 2004), exist for different professions and roles, these should be
used as the basis for workforce development planning and assessment of
competencies.

4.2.2 Assessment of competence
Whatever their role or profession, the competencies of practitioners who will provide
psychological support needs to be assessed to ensure they are fit to practise.
Professional groups have different ways of assessing competence. Generic
competencies will often be demonstrated by professional qualifications. Professional
vocational training will identify specific knowledge and skills against which
competency can be assessed. Assessment should be evidence-based, eg by
observation of practice, verbal feedback and a practitioner’s portfolio of work (DH,
2004; WHO, 2010).

4.2.3 Maintaining competence
Service providers have a responsibility to ensure that the practitioners they employ
receive training and other appropriate education and support to maintain and
increase their competencies. Practitioners are responsible for maintaining their own
competence and for ensuring that they do not practise beyond their competence
(HCP, 2008). Training and competence levels should be reviewed on a regular basis
(DH, 2004).

4.2.4 Training
Psychological support should be an integral part of the role of every health and social
care practitioner working with PLWH but for most, such support is not the focus of
their practice. Many will require training in communication skills, breaking bad news,
and recognising or screening for psychological distress (RCPsych & RCP, 1995).
Good communication skills underpin all elements of care (HCP, 2008) and will enable
practitioners to discuss the needs and preferences of PLWH. Those who must
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4.2.5

4.3
43.1

4.3.2

communicate particularly complex or distressing information should have enhanced
communication skills. There is some evidence to show (Fallowfield et al, 2002; Moore
et al, 2004) that the communication skills of healthcare professionals can be
improved by training. Specialists in providing psychological support such as Clinical
and Counselling Psychologists can play a significant role in the development and
maintenance of communication skills through teaching and training (DH, 2004).

Practitioners whose primary role is psychological support may not be familiar with the
needs specific to PLWH. They should have access to training on working with PLWH
if their role requires it.

Some standardisation of content and quality of education provision is important to
ensure high quality psychological care.

Required competencies

In order to provide high quality care for PLWH, all practitioners providing
psychological support to PLWH should have the following minimum competencies
(HCP, 2009; DH, 2004):
awareness of the diversity of needs that people living with HIV may have -
especially men who have sex with men, those from minority ethnic
communities, women and substance misusers - in order to promote effective
communication
awareness of the cultural dimensions of face-to-face communication and
cultural sensitivities relating to HIV and its treatment
an understanding of HIV disease including disease progression, symptoms
and treatment regimens
an understanding of the psychological impact and sequelae of HIV disease
an understanding of gender differences in the psychological impact of HIV
disease
knowledge of current guidance on how to prevent transmission (including
vertical transmission) of HIV
an understanding of the ethical and legal issues relating to HIV transmission
an understanding of the implications of confidentiality and disclosure for
PLWH, for example between healthcare providers or in the workplace
knowledge of the range and diversity of local HIV service provision and
related access and referral criteria
an understanding of the roles of other provider organisations and practitioners
who are involved in the psychological support of PLWH.

Implications for commissioning and planning

The expertise of the providers of Level 4 psychological support should be harnessed
to support the delivery of education, training and governance across the range of
providers within HIV psychological support provision.

Commissioners and providers should ensure that:
local education and training provision is adequate to ensure the workforce is
appropriately skilled to meet the demands of all four levels of psychological
support for PLWH (described on page 13)
resources for adequate education and training are costed and included in
commissioning agreements.
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Contracts for all services commissioned to provide psychological support for PLWH
should state requirements relating to education, training and assessment and
maintenance of competencies.

4.4  Auditable outcomes

4.4.1 Proportion of practitioners delivering psychological support to PLWH who have
successfully completed competency-based training according to their scope of
practice and fulfilled relevant CPD requirements.

4.4.2 Competencies of local practitioners (measurable through audit across the local health
and social care economy)

4.4.3 Audit of local practitioner competencies across local health and social care economy
undertaken every two years.

4.4.4 Evidence of competencies of practitioners in line with those required in service
specifications.
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Standard 5: comprehensive psychological support
services

Standard statement

People living with HIV (PLWH) should have access to a range of

psychological support services appropriate to their needs.

5.1 Recommendations

5.1.1 Assessment for psychological support
All people living with HIV (PLWH) should be assessed for the appropriate level of
psychological support to meet their needs.

5.1.2 Stepped care model
The stepped care model (see page 13).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 6).

5.1.3 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 with subsequent levels of more complex.intervention when indicated as
necessary through psychological assessment according to agreed referral criteria.

5.2 Rationale

5.2.1 Assessment for psychological support

Psychological symptoms are often not recognised in medical, social care and
community settings, with the result that PLWH are not offered access to needed
services. Health and social care practitioners may lack appropriate assessment skills
and underestimate the benefits of psychological support.(Rao, 2001; Bushell, 2004).

Yet PLWH and their families are likely to benefit from some form of psychological
support whether they experience mild and transient emotional symptoms, or more
severe problems such as depression, anxiety, trauma or suicidal ideation (Carrico et
al, 2009; Tylee & Jones, 2005; Leserman J, 2008). Problems may recur, change in
intensity and lead onto other problems, such as anxiety leading to depression, or
depression leading to suicidal ideation (Mayer et al, 2001).

The appropriate psychological support intervention will depend on the nature and
severity of the person’s problems, protective factors such as social support and
resources and their individual preferences. Assessment is therefore required to
identify the appropriate intervention (or interventions) for each individual.

All PLWH should have access to assessment for psychological support whether

referred by practitioners or through self-referral. Referral for assessment may follow a
positive screen or identification of psychological symptoms by practitioners.
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5.2.3

5.3
531

5.3.2

5.3.3

5.3.4

5.4
54.1

Stepped care model

The stepped care model described on page 13 provides a framework for
comprehensive assessment and provision of psychological support to meet the full
range of needs of PLWH. While the particular services available locally may
determine how such support is provided and by whom, all aspects of assessment
and support provision described in the model should be available regardless of
geographical location.

Access to interventions

Some practitioners who identify psychological distress may not know how to deal
with emotional issues or where to turn to for advice or support for distressed PLWH
and those affected by HIV (Telford et al, 2002; Aidala et al, 2004). Yet, practitioners
in the statutory and non-statutory sectors offering front-line care can give much
general psychological support to PLWH and those directly emotionally affected by
the presence of HIV in their relationships. They can play a key role in psychological
screening, prevention, signposting and distress reduction. All PLWH should have
access to this level of support (Level 1 in the stepped care model).

Some practitioners, such as health advisers, nurses, and social workers, may also
develop particular skills in counselling which give them the competence to manage
less severe or transient psychological problems, such as helping with adaptation and
acute distress following an HIV diagnosis. This type of psychological support may be
provided in specialist HIV treatment centres, acute hospital settings or community
based services, within or outside the district of the HIV service.

Specialist services for more complex and long-term psychological problems include
clinical or counselling psychology, liaison psychiatry and psychotherapy. These may
be available as an integrated part of the HIV service or may be part of local clinical
health psychology services, generic mental health services, primary care, or the
Improving Access to Psychological Therapies (IAPT) programme.

Implications for commissioning and planning

Commissioners, with providers, will need to gain an understanding of the
psychological support needs of PLWH in their area and ensure services are available
to meet the comprehensive range of psychological support needs identified (see
Standard 6).

Commissioners should ensure that clear and defined pathways exist between
services at different levels according to the stepped care model (see page 13).

In areas of low prevalence or where there may be fewer providers of psychological
support for PLWH, commissioners might seek to employ spot purchase
arrangements to ensure that services are available where it is not cost effective to
commission a permanent service.

Commissioning should consider the professional support arrangements for
practitioners who are providing psychological support to PLWH sporadically.

Auditable outcomes

Proportion of PLWH who access appropriate psy  chological support for their
identified needs (measurable through occasional fix ed-period audit of patient
records).
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5.4.2

54.3

544

545

5.5

5.6

Number of PLWH accessing psychological support and at what level (see page 13,
stepped care model).

Number of referrals made between different services levels (see page 13, stepped
care model).

Availability of psychological support services at levels 1-4 according to the range set
out in the stepped care model.

Waiting times/waiting lists for services providing psychological support at levels 2-4.
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Standard 6: co-ordination of psychological support

Standard statement

PLWH should have access to appropriate psychologica | support
services that are co-ordinated within a managed fra ~ mework.

6.1

6.1.1

6.1.2

6.1.3

6.1.4

Recommendations

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(4).

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 (Layard, 2004).
Psychological support should be delivered through-a network of providers with
different levels, of expertise in psychological issues for PLWH (DH, 2011; Lavender &
Hope, 2007). (See stepped care model, page 13)

Services should be planned to provide seamless integration across levels of
psychological support and across providers, including transitions from services for
families and children-and young persons to those for.adults (RCP, 2008).

Service providers should establish pathways to ensure PLWH can access specialist
level three.and level four support as and when they need it (Lavender & Hope, 2007).

Pathways should also be established. for access, when necessary, to local mental
health services including psychiatric and community support, and to social and legal
services (DH, 2010, Lavender & Hope, 2007). Emergency psychiatric services should
be available when required. PLWH who have severe mental health problems may
require these services in and out of normal working hours.

Leadership

Local psychological support services for PLWH should be led by appointed
practitioners who have level 4 psychological support skills with particular expertise in
HIV (DH, 2005; Hedge & Sherr, 1995; DH, 2005) .These clinical leads should
organise and coordinate the range of psychological support provided for people who
use HIV treatment services (Turpin, 2007). They should work closely with
commissioners in identifying local needs and planning services. They should also
maintain close contact with all other practitioners who are actively involved in the
care or support of PLWH and ensure they are enabled to provide psychological
support at an appropriate level as part of their role. The leads should belong to the
multidisciplinary clinical and management teams of services providing HIV care.

Service provision

Commissioners, clinical leads and other relevant stakeholders should work together to
ensure that:
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6.2

6.2.1

6.2.2

6.2.3

high quality psychological support services are available, are delivered and are
effectively coordinated
the demographic profile of the local population of PLWH is understood in order
to ensure that its needs are adequately met.
the diversity of the needs of PLWH are taken into consideration when
developing network protocols
strategies are in place to identify and meet the needs of local PLWH who have
difficulty accessing services
PLWH are involved as equal partners with professionals in the development and
provision of psychological support (see Standard 9)
decisions on service configuration and on developmental priorities are
informed by needs assessment and clinical expertise
resources are available for psychological support provision to be age and gender
appropriate and available in languages used by the local community, with specific
attention paid to issues affecting ethnic minority groups, asylum seekers and
refugees, survivors of trauma and those with sensory impairment, learning
disabilities or mental health problems (Turpin, 2007)
resources are available for education and training sufficient to maintain required
competencies
mechanisms are established to support effective partnerships between the
statutory, voluntary and (where relevant) independent sectors to ensure PLWH
receive coordinated and cost-effective care
operational policies, care pathways and referral guidelines are developed in
partnership between providers of psychological support in healthcare, social
care and other community settings, including those in the voluntary sector,
effective multidisciplinary and multi-agency communication and joint working
allow the psychological support needs of PLWH to be met.

Rationale

Service design

Psychological support for PLWH should be given equal priority with other aspects of
their care and fully integrated with HIV diagnosis and treatment. Where HIV service
networks or clinical networks are in place, consideration should be given to including
psychological support for PLWH within their scope.

Pathways of care

A range of psychological support should be available for PLWH across the spectrum
of local providers and levels of care. The psychological heeds of PLWH can be
complex and appropriate psychological support for an individual may involve a
variety of practitioners within health, social care and other community settings,
whether in the statutory, voluntary or independent sectors. Coordination of all
aspects of care is therefore imperative, with effective pathways agreed and in place
between providers, so that PLWH can move between services as needed and
receive psychological support that is seamless from their perspective.

Leadership

Specialist expertise in psychological support for PLWH is required to provide
effective clinical leadership and organisation for psychological support services.
While commissioners should ensure services are commissioned in line with local
strategies and needs assessment, their work needs to be informed by the frontline
experience and professional knowledge of expert practitioners, and the in-depth
understanding they can bring of the capacity and competencies of local service
providers (Turpin, 2007).
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6.2.4 Service Provision
Where co-ordination of service provision at strategic and operational levels is
missing, PLWH may be denied access to appropriate services for a variety of
reasons (DH, 2010). These include:
a failure to recognise the psychological needs of PLWH
a failure of clinical providers to actively investigate the psychological needs of
PLWH
a failure of PLWH to access existing services due to their lack of familiarity
with them
a failure of accessed services to meet fully the psychological needs of PLWH
due to inadequate communication
a lack of appropriate services due to limitations in planning, funding or
workforce capacity.
To overcome these risks, it is important to ensure strategic and operational co-
ordination, which will lead to improved quality of life for PLWH and their higher
satisfaction with services.

A hub and spoke network model can be helpful in ensuring PLWH have access to
appropriate psychological support at all levels, including the most specialist,
regardless of the level of provision available in the services where they normally
receive their HIV care.

6.3  Implications for commissioning and planning

6.3.1 Commissioners should support and engage with clinical leads of psychological
support services to plan and resource the provision of co-ordinated psychological
support for PLWH across a geographical area. Ensuring a comprehensive range of
services to meet the varied psychological support needs of PLWH may require
supra-local commissioning arrangements.

6.3.2 Commissioning and planning of high quality psychological support will require:

- assessment of the local need in terms of the prevalence, complexity and
diversity of psychological problems in PLWH, and of the resources and
competencies and training required to meet these needs
assessment of existing service provision in terms of resources, workforce and
competencies
mapping of available psychological support provision to the established
psychological need
development of contracts for comprehensive provision of psychological
support based on the results of the mapping procedure
development of care pathways including the defining of provider roles, referral
criteria, protocols, capacity, clinical governance, and performance outcomes
and an understanding of more specialist services for onward referral
regular appraisal and determination of training requirements for all those
providing psychological support
access to training, supervision or other effective means of ongoing support
for all practitioners providing psychological support
regular audits of the availability and appropriateness of psychological support
to ensure that the required standards are met and to inform workforce
development
a seamless interface between psychological support providers and other
providers of HIV care through regular communications and case note access
where appropriate
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6.4

6.4.1

development of a directory of psychological support services to be available
to health and social care practitioners and other relevant providers. This
should include information about the scope of services and detail about how
each can be accessed. The directory should be updated regularly and a full
review conducted annually.

Auditable outcomes

Inclusion of all levels of psychological support in current care pathways of each HIV
treatment centre (assessed through regular review of care pathways).

6.4.2 Satisfaction of service users with services’ response to their psychological needs,

coordination of psychological support and impact of psychological support on quality
of life and wellbeing (assessed through qualitative and quantitative methods for one-
off ‘snapshots’ or undertaken regularly for trends over time).

6.4.3 Levels of psychological morbidity and quality of life and wellbeing pre- and post-

6.5

psychological support (assessed regularly using HIV appropriate and culturally
sensitive measures).
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Standard 7: evidence-based practice

Standard statement

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

7.1

7.1.1

7.1.2

7.2

7.2.1

Recommendations

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.

Evaluation of methods for assessment and inte rvention

Assessment and intervention methods should be regularly evaluated and refined.
Methods used for psychological assessment of PLWH should have been developed,
standardised and evaluated for use with'HIV and/or other life-threatening long-term
medical conditions.

Rationale

Evidence-based assessment and interventions

Evidence-based practice is defined as clinical decision-making based on sound
research evidence that is. combined with-individual clinical expertise. It also takes into
consideration the needs of the individual patient. The goal of evidence-based
practice is todmprove patient outcomes, enhance quality of care, and provide some
standardisation of treatment. Using evidence-based interventions also improves
cost-effectiveness, by avoiding.expenditure on interventions which do not work or
work less well than others.

The scientific and healthcare community grades the strength of evidence for the
effectiveness of interventions into three or four levels, according to the robustness of
the research methodology used. Level | refers to randomised controlled trials (RCTs)
which are generally accepted as the gold standard, providing the most reliable
evidence. However this level of evidence for psychological support interventions in
HIV is relatively rare.

The most prevalent type of evidence for psychological support interventions in HIV
includes non-randomised clinical trials, observational case studies and general
consensus from experts.

Existing evidence-based guidelines should be used to inform practice in
psychological support for PLWH. In order to create realistic and relevant best
practice guidelines for psychological assessment and support for PLWH, all levels of
evidence need to be considered. Given the limited availability of RCT evidence, other
research designs such as qualitative and outcomes research are becoming
recognised as meaningful ways of providing evidence. However clinical experience
and judgment will always be needed to inform practice especially where relevant
evidence is thin, non-existent or not directly relevant to the needs of an individual
PLWH.
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7.2.2

7.3
7.3.1

7.3.2

7.3.3

7.4
7.4.1

7.4.2

7.5

Evaluation of assessment methods

Assessing the psychological needs of PLWH requires a sound and thorough
knowledge base of their lived experience. PLWH have an elevated rate of mental
health problems, and over the course of HIV disease, psychological difficulties result
in high rates of referral for psychological assessment and interventions. A range of
psychological support needs are associated with taking antiretroviral medication, and
poor mental health is associated with reduced adherence, in turn associated with
poorer treatment outcome.

However, the experience of living with HIV is different for everyone and the nature of
the disease is constantly changing. Therefore methods of assessment and
interventions need to be evaluated on a regular basis for appropriateness and
effectiveness. The findings of evaluation should inform future practice.

Assessment takes place at all levels within the Stepped Care Model (see page 13).
Regardless of the provider and their level of expertise in HIV, it is important that
assessment is performed in a way that has been shown through research and
evaluation to be effective with PLWH, in order to ensure PLWH receive appropriate
referrals for psychological support interventions.

Implications for commissioning and planning

Commissioners should involve Public Health and clinical experts to ensure
commissioning and provision of psychological support is informed by up to date
evidence of effectiveness and current evidence-based guidelines.

Local health and social care needs assessments relevant to HIV and mental health
respectively should include assessment of the psychological support needs of PLWH.

Adequate resources should be made available for the continual evaluation and
development of assessment methods and psychological support interventions for
PLWH.

Auditable Outcomes

Adherence by services providing psychological support for PLWH to evidence-based
guidelines of best practice as set by organisations such as the National Institute for
Health and Clinical Excellence (NICE).

Evidence that services providing psychological support for PLWH are evaluating the
appropriateness and effectiveness of their assessment methods and interventions of
psychological support on a regular basis.
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Standard 8: evaluation and audit

Standard statement

The provision of psychological support to people li ving with HIV (PLWH)
should be evaluated and audited against these stand  ards using
measurable outcomes.

8.1

8.1.1

8.2
8.2.1

8.3
8.3.1

8.3.2

8.4
8.4.1

Recommendation

Evaluation and audit

Mechanisms and procedures should be developed and regularly implemented to
ensure that these standards are being met.

Rationale

The purpose of these standards is to ensure that all PLWH have access to the most
appropriate and effective psychological support. Aswith 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.

Service evaluation and clinical audit are fundamental components of clinical
governance(1). Improving the quality of care for PLWH is only possible if current
practice is assessed on a regular basis so it can be modified accordingly.

Auditing and evaluating services involves a systematic process of looking at clinical
practice.and comparing it to standards of best practice. It is a proven method of
quality improvement. 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.

Implications for commissioning and planning

Services should be commissioned according to these standards with the auditable
outcomes for each standard set out in service specifications. Appropriate timeframes
and thresholds should be specified according to local needs and HIV prevalence.

A requirement to undertake audit and evaluation should form part of specifications for
services providing psychological support for PLWH and this should be resourced to
be undertaken on a regular basis.

Auditable outcomes

Regular collection and analysis of data against ‘auditable outcomes’ of standards for
psychological support for PLWH, by individual services or across an HIV service
network.
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8.4.2 Local ‘scorecard’ of auditable outcomes showing range and quality of psychological
support for PLWH over time.
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Standard 9: engagement of people living with HIV

Standard statement

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

9.1

9.1.1

9.1.2

9.1.3

9.14

9.2

9.21

Recommendations

Engagement in service planning and development

PLWH should be consulted about the psychological support services they wish to
attend as well as the one(s) they do attend.

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

Frameworks to engage PLWH should be developed across all services providing
psychological support.

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 the provision of peer support.

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. Measures should examine, for
example, access, communication, interaction with professionals, co-ordination, care
and respect, privacy and dignity, information about mental health and wellbeing,
involvement in decisions and overall experience (see also Standard 8).

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.

Rationale

Engagement in service planning and development

PLWH play a central role in the response to the HIV epidemic. As those most
affected, they will have a uniquely valuable insight into how services, programmes
and policies should be designed for them, including psychological support services.

There is evidence at local, national, and international levels that PLWH involvement is

essential to programme effectiveness (Cornu et al, 2002; International AIDS Alliance,
2000, Castle CJ et al.2002, Chong & Gray 2005, EDC & UNESCO 2010). There are
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9.2.2

9.2.3

9.24

numerous benefits of engaging PLWH in all aspects of service delivery including
increasing effectiveness and quality.

Involving PLWH has also been endorsed in the internationally adopted GIPA
principle. UNAIDS defines GIPA (Greater Involvement of People Living with HIV) as a
principle that:

aims to realize the rights and responsibilities of people living with HIV, including
their right to self-determination and participation in decision-making processes
that affect their lives. (UNAIDS, 2007)

Section 242 of the NHS Act 2006 - Involvement and Consultation places a legal duty
on NHS trusts, Primary Care Trusts and Strategic Health Authorities to make
arrangements to involve and consult patients and the public in service planning and
operation, and in the development of proposals for changes. All NHS services are
now required to use Patient and Public Engagement (PPE) approaches because they
increase quality, ensure accountability, and are cost effective (DH, 2004; NICE,
2011).

Standards for HIV Clinical Care (BHIVA et al, 2007) require clinical care to be
provided in partnership between clinicians, NHS organisations, patients and the wider
public, stating that this entails patient and public involvement in planning and helping
to design services. Service user forums, networks and representatives are examples
of how such engagement can be facilitated.

Engagement in service delivery

It is recognised that the engagement of PLWH in delivering services can play an
important role in enhancing their self-efficacy and enabling outreach to groups that
might otherwise be hard to reach (International HIV/AIDS Alliance, 2000).

Engagement in service evaluation

Service user experience of treatment and care is a major indicator of service quality.
This may be captured through a variety of mechanisms including satisfaction surveys,
gualitative interviews, focus groups and rating scales that measure states of health
and illness from the perspective of the service user.

Patient-reported outcome measures (PROMSs) provide a means of gaining an insight
into the way patients perceive their health and the impact that treatments or
adjustments to lifestyle have on their quality of life. Health status information collected
from patients by way of PROMs questionnaires before and after an intervention
provides an indication of the outcomes or quality of care. Currently providers of NHS-
funded care are required to report on PROMs for certain elective healthcare
interventions (DH, 2008), and work to develop new PROMSs for long-term conditions
has been initiated (University of Oxford) but this does not include HIV and there are
as yet no nationally developed PROMs for HIV treatment and care.

Support for the engagement of PLWH

PLWH may wish to participate in planning, delivering and providing feedback on
psychological support services but lack the confidence or skills to do this effectively.
The process of engagement should therefore include the provision of information,
training and support on an ongoing basis to empower and enable PLWH to develop
the relevant skills.
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9.3
9.3.1

9.3.2

9.3.3

9.34

9.4
9.4.1

9.4.2

9.5

Implications for commissioning and planning

Commissioners and providers should engage with PLWH organisations, service user
groups or representatives in the development of their local vision for psychological
support as part of strategies for local HIV treatment, care and support. Engagement
of PLWH should appear clearly in strategy implementation plans.

Specifications for services providing psychological support for PLWH should include
arrangements for the involvement of PLWH in the planning, monitoring and
evaluation of these services. Consideration should be given to ways of measuring
self-perceived health outcomes as well as the experience of using services.

Commissioners should require providers to involve PLWH appropriately in the
delivery of psychological support and to provide training, supervision and support to
enable their participation to meet consistent quality standards.

The resourcing of local commissioning and provision of services for PLWH should
include allocations to support the engagement of PLWH in planning, delivery and
evaluating services.

Auditable outcomes

Evidence from providers of HIV specialist psychological support that they have
developed an annual plan for engaging PLWH,; that this has been implemented and
that action has been taken in response to PLWH input.

Evidence from service providers that PLWH engagement has produced improvement
in psychological support for PLWH and better outcomes.
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