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Abstract
Over the past 30 years treatment for HIV has developed to a point where today, people living with HIV
now have a near normal lifespan. However, living and ageing with HIV, just like the general ageing
population, means that healthcare professionals are now managing, supporting and caring for a group
of people who are at risk of developing increasing numbers of comorbidities and complexities. The
management of HIV and complex care is now a priority for all healthcare professionals. This article will
define the complexities experienced by people living and ageing with HIV; describe the types of
complex issues seen and discuss how we can best support and manage those who are faced with HIV
and complexity; and also define and consider the nurse’s role in care coordination and complex case
management.

Key words: HIV, complexity, complex care, case management, care coordination, integrated care

A. Revalidation
This article has been prepared with continuing
professional development (CPD) in mind and can be
used to support your revalidation. It is estimated that
2.5 hours of CPD activity will be required for completion
of the reading, ‘time out’ activities, the quiz and writing
a brief reflective account in relation to your learning
and its applicability to your practice. There is a self-
assessment quiz at the end of this article for you to
assess what you have learnt.

B. Aims and intended learning
outcomes
The article aims to increase your knowledge and
confidence in assessing and caring for people living
with HIV who have complex care needs.

After reading this article, undertaking the activities and
completing the self-assessment quiz you should be able
to:

Á Understand and define the concepts of HIV and
complex care;
Á List and discuss at least three components of HIV and

complex care;
Á Show awareness of the nurse’s role within complex

care;
Á Describe care coordination and explain the

importance of this within complex care;
Á Outline the list of complex care within HIV and AIDS

reporting system (HARS) data collection and discuss
why this category may need to change to reflect HIV
today; and
Á Review your current practice and guidelines around

care coordination and case management for people
living with HIV and complex care needs.

C. Introduction
Living with HIV has changed as the epidemic has
developed over the past 30 years from a life limiting

illness with complicated drug regimens alongwith health
and social care services designed to holistically manage
and support the individual. Today, thanks to the
successful use of antiretroviral therapy (ART), HIV has
been redefined as a long-term condition, but also an
illness that has and will incorporate issues of ageing,
comorbidities and other long-term conditions in a time
when management and support is fragmented across
primary, secondary and tertiary care services [1]. People
living with multiple health and social care needs often
experience a highly fragmented service, leading to
suboptimal care experiences, outcomes and costs [2].
For many HIV will remain a manageable illness
peppered with annual clinic appointments, email and
telephone appointments and home delivery of
medications. For others the complexities of living with
HIV may also mean living with other chronic conditions
or comorbidities affecting their work or home life;
families and friends may add to this complicated,
complex picture.

D. Defining complexity
Defining complexity can be elusive; several have tried,
for example, Loeb et al. [3], and Safford and colleagues
[4], see Figure 1.

Within HIV, defining complexity can take many forms
from national indicators such as Payment by Results and
HARS data (Box 1) [5,6], with Kirwan et al. mapping
the complexity noted in clinics against the HARS data
[7], stating that one in eight people living with HIV have
complex needs. Halman et al. looked at three variables:
medical, psychiatric and housing instability to define
their complex but small cohort of individuals with
late-stage HIV [8]. Social issues, such as housing,
finances and poor, unsupported mental health may
adversely affect adherence and engagement in care
with some lifestyle factors such as diet, exercise,
smoking, alcohol and recreational drug use affecting
the development and progression of issues such as
respiratory and cardiovascular disease. However, there
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appears to be very little else published despite complex
care being the most part of an HIV healthcare
professional’s day, but perhaps we are entering a new
era of HIV care in which we need to focus upon, not
only the effects of HIV, but all the associated issues that
can, and will, impact upon future care and engagement
with HIV services.

E. Thinking about complexity
When you assess a patient for the first time what do
you ask? Do you refer to care models like the nursing
process, such as Roper, Tierney, and Logan, or Orem’s
self-care? Do you have set pro forma to complete? How
robust is your assessment and how much time do you
realistically have to do this? For a person living with
HIV and complex care issues, a thorough holistic
assessment looks not only at the medical issues that
they are living with but also their psychological,
socioeconomic status and other issues that add to the
complex nature of their lives. Figure 2 lists some of the
issues that you could encounter when thinking about
living with HIV and complexity.

There are many factors at play that affect the general
population as a whole as well as those living with HIV.
The population is living longer and as people age they
are experiencing increasing disability. In the UK, life
expectancy has increased by more than 10 years for
men and women; in these later years, people often
experience chronic pain, physical disability and
cognitive impairments [10]. For people living with HIV,
along with the general population, we are looking at
an ageing population who have an increasingly
sedentary lifestyle alongside dietary and addiction

Patient behaviours and traits
Demands tests or medication, argumentative with staff or physicians, anxious regarding symptoms, addiction to drugs, alcohol,

smoking, poor diet, no exercise

Medical complexity
Discordant conditions

Chronic pain
Medication complications
Unexplained symptoms

Respiratory disease
Cardiovascular disease

Socioeconomic factors
exacerbating medical

condition
Housing instability

Financial restrictions to buying
medication

Transport problems
Family stressors

Poor healthcare education

Psychological illness
affecting medical

condition
Mental condition leading to
poor medication adherence,

Anxiety confusing clinical
aspects

Cognitive issues
Depression

Complex patient typology

Figure 1: Defining typology of complex patients. Adapted from Loeb et al [3].

Box 1. Payment by results: the HIV outpatient currency

Category 1 New Patients (7%) – are those that have
been newly diagnosed in the UK or have
newly started ART.

Category 2 Stable Patients (80%) – are patients not
on ART or stable and started ART more
than 1 year ago.

Category 3 Complex Patients (13%) – patients who fall
into Category 3 have a complexity that
identifies them as a special patient group,
needing high levels of maintenance, or being
highly dependent patients. Complexities
include:
Á Current TB co-infection on anti-

tuberculosis treatment
Á On treatment for chronic viral liver

disease
Á Receiving oncological treatment
Á Active AIDS diagnosis requiring active

management in addition to ARV (not
inpatient care)

Á HIV-related advanced end-organ disease
Á Persistent viraemia on treatment (>6

months on ARV)
Á Mental illness under the care of a

psychiatrist
Á HIV during current pregnancy

Source: Department of Health, UK [5,6].

Time out activity 1

Complexities
Look at the list of complexities as mentioned in HARS in
Box 1 and write down what is missing, it may help to think
about the complex patients you see in your work place. How
would you categorise these complexities?
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issues; such as an increase in consumption of sugary,
high-salt processed food, for example, ready meals and
takeaways; reduced consumption of fresh fruit and
vegetables; and continuing high rates of recreational
drug use, smoking and alcohol consumption [11–15].

F. How do we assess and manage
complex patients?
Think about patients in your workplace who you think
of as complex, challenging and complicated. What
makes them complex? Do your colleagues think the
same as you or do they view them differently? Is the
patient challenging and, if so, is it the situation or
the patient who presents the challenge (or both)?
Challenging patients can be those described as having
‘any non-verbal, verbal or physical behaviours exhibited
by a person which makes it difficult to deliver good
care safely’ [16]. But what are these ‘behaviours’? It could
be aggression, violence, depression, apathy, excitedness,
mania or silence, the list is endless and what may be
challenging for one person may be everyday challenges
and management issues for another. Verbal challenges
could come in the form of stigma, racism, homophobia,
transphobia, threats, intimidation or offensive language.
We all will have our own thoughts and feelings around
what we can, can’t or won’t find acceptable. How many
times has a patient said something that you haven’t
challenged because ‘it wasn’t the right time or place’?
Hallett states that an understanding of the causes and

prevention of challenging behaviour and conflict are
important for all healthcare staff because related incidents
can occur in any setting [17]. Is this something that is
part of your mandatory training? Managing complexity
can easily lead to conflict with competing priorities and
general frustration.

G. Breaking down HIV complexity
For this section HIV complexity will be broken down
into four categories, see Figure 3. In general, it helps
to focus on the negatives of complexity and think about
how we can support and manage this, but this section
will also endeavour to look at some positive aspects
and good practice. Initially there are a few important
issues to be considered: assessment, experience and
beliefs.

Assessment and experience: getting to know the
person sitting in front of you is vital and this needs to

Medical

complexity

System

complexity

Situational

complexity

Multi-organ

Comorbidity

Single disease
paradigm

(reductionism)

High stakes
and

low error
margins

Intra-and
Inter-

service
siloes

Limited patient
engagement

Provider thinking
    and competencies

Lack of
supportive

policies

Uncertainty
and

change

Environment
and

socioeconomic
factors

Personal
factors

Perception of
complexity

Activity
limitations

and
participation
restrictions

Pain

Figure 2: Factors associated with health care complexity. Adapted from Kuipers et al [9].

Time out activity 2

Complex needs
Think about a patient who you think of as complex or having
complex needs.

List the medical factors that make up this complexity.

Are they related to HIV and are some of these issues
long-standing concerns preceding their HIV diagnosis?
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be holistic (encompassing all aspects of their lives). As
a community specialist nurse, I have the luxury of not
only seeing the person in their homes, and all the
information that gives, but also the time for a full
assessment. One of the first questions to ask is: ‘What
is your experience of ill health and healthcare before
your HIV diagnosis?’ which will give you a good
understanding of how someone will/has managed their,
potentially, new situation. What are their experiences
of ill health and hospital care as a patient, or as a carer
or family member? For those nurses who have less time
to assess someone’s experience of care, it is something
that could be readily dropped into general
conversation, think of your hairdresser casually asking,
‘Are you going on holiday this year?’ This initial
conversation can then set the scene for the ongoing
assessment. Discover what their priorities are and how
HIV fits into this.

Beliefs: explore the patient’s beliefs around not only
HIV but also treatment or medication. Do they take
prescribed or over-the-counter medication, vitamin pills
or supplements etc. presently or in the past? How do
they manage them and why do they take them? Again
a simple, ‘So I see you take a multivitamin, what made
you start taking it?’ It’s an easy ask, but will show you
how they feel about their general health, did they seek
advice, if so, from whom? Explore their beliefs around
HIV and the effect it has on their health.

Medical complexity
HIV in itself may not be complex (barring issues of
stigma, discrimination and ongoing health issues). If
ART works well and overall general health is good then
it may only necessitate annual or twice-yearly
appointments for blood tests and medication, but if
ART isn’t successful and side effects worsen or cause
treatment cessation then complexity may ensue. As the

person living with HIV ages they may experience other
health concerns, some of these may be dealt with by
the GP or within other hospital departments (such as
cardiology, rheumatology, oncology etc.) Complexity
may arise in situations where communication between
the HIV clinic, other health departments and the GP
have not been allowed by the person living with HIV
for confidentiality, discrimination or stigma issues, and
where electronic or written note systems are not readily
accessed or communication, in general, is poor. Some
of these health issues could be pre-empted in the initial
assessment, especially in identifying family health issues
that could raise a flag for future health. Annual review
and supporting lifestyle changes can be a proactive way
of preventing issues that may add to complex health
as well as working with the patient around disclosure
issues to other healthcare professionals. Some people
living with HIV (and other long-term health issues) can
be skilled self-managers and may easily navigate their
way around numerous health issues, appointments and
different healthcare settings, others may feel completely
overwhelmed. Having spoken to many new or recently
diagnosed people living with HIV, the general opinion
is that the NHS is the NHS, and as such, one in which
we all communicate freely between different hospitals,
primary and secondary care. Of course, this could be
highlighted in the initial assessment when discussing
disclosure and open communication between the HIV
clinic and general primary, secondary and associated
care settings, although desirable, is not the case at all
and communication, or lack of it, can be the main issue
in why healthcare becomes complex. Just think about
times when you have had to call another department
or healthcare professional, what makes this easy or
difficult? For some, writing down the issue in a
confidential encrypted email is the best course of
action, or speaking directly to the healthcare
department or professional, but we are still in a world

HIV (not controlled by ART)
Issues of ageing (frailty, coordina�on)
Polypharmacy and resul�ng side-effects, adherence issues
Comorbidi�es
Co-infec�ons (TB, HCV, HBV)
Cancer
Pregnancy
Recrea�onal drug use
Alcohol misuse
Disability (access, understanding)

Isola�on
Poverty (benefits, loss of work)
Housing Issues (homelessness, hostel, temporary housing)
Social care issues
Third sector support
Family issues (care demands, childcare, pet responsibili�es)
Travel (distance, cost)
Time (juggling work/study/family with appointments)

Ongoing mental health diagnoses
Issues of ageing (cogni�ve changes, memory)
S�gma (discrimina�on)
Anxiety and depression
Agoraphobia (other issues that may preclude
engagement)
Denial
Fear and (or) embarrassment
Challenging behaviour (anger, apathy)
In�mate partner violence, vulnerabili�es and
safeguarding issues

Medical

Socioeconomic
Culture (upbringing)
Faith and belief systems
Past experiences or expecta�ons of health and
social care
Mo�va�on and engagement
Language and understanding
Educa�onal level
Compe�ng priori�es
Mul�ple hospital appointments (different sites,
communica�on systems)
GP involvement (access to notes, disclosure)

Other

Psychological

Figure 3: Four categories of HIV complexity. ART = Antiretroviral therapy.
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of postal letters, faxes and automated telephone
systems, all or none of which take time and add to
communication problems.

Psychological complexity
Anxiety and depression about living with HIV is
common [18–20] as are ongoing or unsupported mental
health issues unrelated to HIV [21–23], and these can
add a different dimension to complex care. If
unsupported you may be managing and supporting
someone who is emotionally labile, chaotic, disengaged
or unmotivated by healthcare and society in general.
Those who are supported by mental health services
may or may not want their HIV to be disclosed, which
could further complicate communication. Furthermore,
there is general confusion about whether or not mental
health is additionally complicated by organic HIV issues,
such as HIV-associated neurocognitive diseases or
recreational drug or alcohol misuse.

Denial of HIV itself or confusion about treatment, such
as thinking undetectable means HIV free, particularly
when the person may have strong faith or beliefs
around religion and healthcare, can be difficult to
manage and this could involve joint working with faith
leaders, challenging long-held beliefs and risking the
patient isolating themselves further from care. Here the
role of peer support may be a valuable tool, providing
them with support from similar faiths or cultural
heritages [24].

Socioeconomic complexity
For community nurses this is the largest area of
complexity and one which has no quick fix. Housing,
homelessness, poverty, closure of support agencies and
changes to the benefit system may well add additional
issues to a person’s life. For example, a person living
with HIV may not be able to afford to travel to the
clinic(s), may be losing weight owing to poor nutrition,
or suffer from hypothermia in winter owing to increasing
heating costs, with the embarrassment stopping them
discussing this with the healthcare professional until
they miss appointments, are noticeably underweight
or are admitted to hospital with pneumonia. Some of
these issues can be easily remedied by ready access
to welfare support, citizens advice or voluntary HIV/
mental health/welfare agencies, who can signpost or
offer practical help. This may be noticeable in those
who are seen as complex, older and not working; but
complications and socioeconomic issues may still arise
for patients who are in employment, in education and
housed but suddenly find themselves redundant,
having lost work due to excessive time off, or increasing
recreational drug (particularly chemsex whose effects
may not be initially recognised until problems arise) or
alcohol use. Knowing who is around, such as partners,
children, friends and family is important. Should
someone become ill, who will support them? Family,
especially children, can add extra issues such as
disclosure; Who knows about the patient’s HIV status?
How supportive are they and who to contact?

Other complexity
All of the complex issues raised in the medical,
psychological and socioeconomic sections can be
further complicated by other ‘life’ issues, for example,
stigma, language, culture or level of education and
understanding. HIV stigma and other factors such as
fear, shame, embarrassment and lack of self-confidence
can have a devastating effect and raise complexity to
higher levels as we manage and support people living
with HIV who just don’t want to be in the clinic or to
be associated with HIV care. In the early days of the
HIV story people were, on the whole, too sick to work
or study but today we have had to tailor our services
to manage a cohort of working people so we offer ‘out
of hours’ and weekend clinics. However, if a person
living with HIV has other ongoing issues with increasing
appointments, treatment may interfere with work and
necessitate more time off or disclosure to their
employer. We are now becoming aware of other issues
that can add ‘hidden’ complexity, such as intimate
partner violence, vulnerability and safeguarding.

As nurses who work predominantly within specialist HIV
services, perceived issues around HIV may be
uppermost in our minds, but for some of our patients
living with HIV are also living with diabetes, a sick child,
a chronic cardiac problem, a terminal cancer diagnosis;
are at risk of losing their home or haven’t disclosed to
their parents and need to borrow money to pay the
rent: HIV may be the last thing they want to think and
talk about. The issue of competing priorities is
something that needs to be discussed, especially if you
see the person as someone with unmanaged complex
needs and questions, such as, ‘What are the top five
issues you want to discuss?’ are useful in setting the
patient agenda, working with them to ensure that they
stay engaged with their HIV service and enabling them
to effectively manage their other areas of complexity
or concern.

H. Communication is key
Brownie, Scott and Rossiter state that ‘Caring for a
patient whose recurring symptoms and repeated
presentations to healthcare services are characterised
by chronicity and complexity could be challenging for
healthcare professionals, regardless of their level of skills
and experience’ [25]. Their work looked at the
communication skills needed by nurses to effectively

Time out activity 3

Complexity categories
Think about the patient you considered in Time out
activity 2.

Can you identify the systematic and situational factors that
add to the complexity of their situation?

Are they cared for in different settings? How many other
teams are involved in their care? Is this communicated to
the HIV team or do you communicate with these other teams
or healthcare professionals?
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care for those with complex needs breaking down
those skills to:
Mindfulness: focusing attention and awareness to enable
the nurse to cast aside bias and assumptions, creating
an opportunity to be ‘therapeutically present’ allowing
the nurse to hear and validate the patient’s experience,
fostering a feeling of trust and understanding [26].
Recognition of the invisibility of some chronic
illnesses: patients, especially at hospital appointments,
prepare themselves, they shower, dress well and may
outwardly portray themselves as ‘well’. Copen stated
the damage that statements such as ‘You look so good.’
can do, conveying the message that they can’t be that
sick and invalidating their experiences of ill health [27].

I. How do we manage complexity
Remember, we are nurses and have specific roles within
our work. Complexity can be overwhelming and when
confronted by a patient who is not coping with their
life it is tempting to try to solve all these issues for
them. The more complex HIV and its treatment is to
manage the greater the need for patient support to
improve adherence, engagement, self-care and
manage symptoms. By looking holistically, care can be
tailored to each patient. Some will need more support;
some will be more than capable self-managers. There
may be some degree of shared decision-making where
a decision is taken as to which areas of complexity need
to be addressed and a list of priorities may be
compiled, this could incorporate [28]:
Á Medication optimisation: addresses issues and

challenges around adherence. This may be something
as simple as referring to speak to the pharmacist,
access to community HIV support, peer support or
the use of technology, such as the Liverpool
interactions app [29].
Á Care optimisation: looks at where care is carried out.

This can involve onward referral or signposting to
support agencies including social workers, peer
support and voluntary agencies for assistance when
needed. It could involve, if possible, shifting care to
one site so that medical records and appointments
can be better coordinated.
Á Management of symptoms: symptoms/side effects

that are troublesome and need to be better
managed, for example, referral to pain or sleep clinics,
dieticians or physiotherapy.
Á Self-care education: supports the person to identify

risk behaviours, nutrition, exercise and to encourage
smoking cessation with programmes such as ‘expert
patient’ or ‘positive self-management’ [30].
Á Comorbidity management: includes screening for

other sexually transmitted diseases, cancer,
osteoporosis, diabetes, viral hepatitis, as well as
depression and anxiety, which can hinder care [31].
Á Continuity of care: nurse collaboration with other

providers and supports consistent healthy patient–
provider relationships.
Á Emotional and social support: includes helping

patients navigate concerns around stigma, support
groups etc.

J. Case management, integrated
care and care coordination
The latest BHIVA Standards of care (2018) discusses
the role of the care coordinator recognising the
complex nature of HIV, ageing and long-term health.
The standards state that ‘a care coordinator role has
been successfully used in other conditions such as
mental health and is widely advocated for people with
complex needs’ [32]. This isn’t a new concept within
HIV. Halman et al. in their study highlighted the need
‘for improved coordination of medical and psychiatric
care, as well as an integration of psychosocial, recovery
oriented addictions and harm reduction services to
enable all patients to benefit from the advances in
HIV/AIDS medicine’ [8], and among vulnerable
populations with HIV, comprehensive care coordination
may substantially improve short-term outcomes for
previously diagnosed clients, especially those returning
to care after a gap of >6 months [33]. However, the
role highlighted by the new BHIVA standards is not well
defined. Questions on who the care coordinator is, their
role, and whether this is an integral part of patient care
or a separate role within HIV care remain unanswered.
Care coordination has been described as:

… a person-centered, assessment-based, interdisciplinary
approach to integrating health care and social support
services in a cost-effective manner in which an individual’s
needs and preferences are assessed, comprehensive care
plan is developed, and services are managed and
monitored by an evidence-based process which typically
involves a designated lead care coordinator [34].

BHIVA standards state that a ‘care coordinator should
be utilised for people living with HIV with higher levels
of need and while not present in all localities, a specialist
HIV nurse working in the community may be particularly
suitable’ (see Box 2 for the full list of complex care
quality statements). This, of course, may work well in
areas of high HIV prevalence that have access to an
HIV community nurse but in smaller HIV clinics the role
of care coordinator may well be taken on by a specialist
nurse; in larger clinics the role maybe too time
consuming and complex care coordination may then
necessitate team coordination. Case management
comprises a subset of care coordination models.
Successful care coordination models demonstrate
accountability for the organisation of patient care, build
respectful relationships and agreements among care
partners, support patients regardless of where they
access health care and establish good communications
among care partners [14].

McDonald, Sundaram and Bravata researched care
coordination in the general population defining it as:

… the deliberate organisation of patient care activities
between two or more participants (including the patient)
involved in a patient’s care to facilitate the appropriate
delivery of health care services. Organising care involves
the marshalling of personnel and other resources needed
to carry out all required patient care activities and is often
managed by the exchange of information among
participants responsible for different aspects of care [35].

The researchers discussed care coordination as having
the following components:
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Á Numerous participants, typically involved in care
coordination; as care becomes complex there is an
increase in number of health and social care
participants and the complex relationships between
them.
Á Coordination, essential when participants are

dependent upon each other to carry out disparate

activities in a patient’s care with those involved
contributing specialised knowledge, services and skills
to provide a comprehensive, coherent and continuous
response to a patient’s unique care needs.
Á Each participant requiring adequate knowledge

about their own and others’ roles, and available
resources, such as local support services. Effective
coordination depends on knowledge of individual
roles and working relationships but some involved
in a patient’s care may also have differing opinions
about the roles they and others should assume
[36], these differing views about roles may lead to
ineffective communication and a blurring of
boundaries such as a nurse taking on a social
work(care) role.
Á Participants relying on exchange of information,

but this may be infrequent and in ways that may
affect patient care adversely [1]. Integration of care
activities that have the goal of facilitating appropriate
delivery of health care services is required.

The NHS five year forward view makes the case for
the integration of health and social care, primary and
specialist care, and physical and mental health care
[37], with integrated care occuring when organisations
work together to meet the needs of their local
population, for example, peer support from a voluntary
agency working within HIV clinics or local working
with mental health services, in some ways HIV services
have led the way in collaborative, integrated care.
Goodwin et al. stated that:

Integrated care means different things to different people.
It can be defined as an approach that seeks to improve
the quality of care for individual patients, service users
and carers by ensuring that services are well co-ordinated
around their needs [38].

Integrated care is necessary for any individual for
whom a lack of care coordination leads to an adverse
impact on care experiences and outcomes, often
with a single point of entry – designating a case
manager who helps with assessing needs, sharing
information, and coordinating care delivery by multiple
formal and informal caregivers will help provide
integrated care [38]. However, the lack of joined-up
care has caused much frustration and the case for
care and support to cross health and social boundaries
and become ‘integrated’ is needed. Therefore, with
an ageing HIV population living with increased
complexity we perhaps need to look towards individual
services and organisations that manage and support
education, prevent comorbidities, encourage self-care,
support primary care (to prevent people being sent
back to HIV services for general ill health or rebounded
between the two services) and develop pathways of
care that are well coordinated, collaborative and
integrated.

People living with HIV and complex needs may
consume the highest proportion of resources, thus,
an integrated, coordinated health and social care
system that provides a streamlined service, prevents
duplication and has a rapid response to emergencies
is desired.

Box 2. Supporting people with higher levels of need
quality statements

Á People newly diagnosed with HIV should have a
comprehensive assessment of their physical and mental
health, past medical history, as well as wider determinants
of health such as drug and alcohol use, housing, finances,
employment, and social support. This should be repeated
annually and used to identify those who may have higher
levels of need.
Á Where increased need is identified, a ‘personalised care

plan’ should be developed to highlight priorities for that
individual and targeting of resources. This should act as
a framework for management plans and referrals to other
agencies.
Á Where social care needs, financial difficulties, housing or

other insecurities, are identified, clinics should have as a
minimum, signposting to, or information, about sources
of advice and support to address these difficulties.
Á HIV services should actively prioritise care planning for

people with increased needs where there is a clear
deleterious interaction with patterns of engagement in
care and/or adherence to treatment.
Á Enquiry about current or past intimate partner violence

(IPV) should be made at baseline in all people newly
diagnosed with HIV and this should be periodically
reviewed, for example as part of an annual assessment.
HIV services should have robust, agreed pathways for
referral to support services for people reporting IPV, be
able to conduct risk assessments and have staff trained
in safeguarding issues of children affected.
Á Adherence to ART is likely to be more challenging for

people with higher levels of need and thus the choice of
treatment is particularly important. Consideration should
be given to drug choice that might facilitate adherence
for that individual. For example, homeless people may
find storage of a large number of boxes of different
medications more difficult, so a lower tablet number may
be beneficial.
Á Interventions should be planned with the person according

to needs as well as clearly agreed priorities and aims. Peer
support should be offered to all patients, but in this group,
there may be particular benefits in providing support in
negotiating the health and social care system and reducing
isolation.
Á A care coordinator should be utilised for people living with

HIV with higher levels of need and while not present in
all localities, a specialist HIV nurse working in the
community may be particularly suitable.
Á HIV support services, often provided by the third sector,

are of great value in supporting people with higher levels
of need. Support provided by clinical and other support
services must be as coordinated as possible with strong
referral and communication links.
Á HIV services should actively identify problems with alcohol

and/or drug use in people living with HIV and have robust
referral pathways to the relevant support services. Clinics
should have as a minimum, signposting to, or information,
about sources of advice and support to address these
difficulties.

Source: BHIVA Standards of care, 2018 [32].
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K. Conclusion
We are now entering a new era of life-long HIV care
and, for some, this will be a complicated, complex
journey. As nurses working in HIV we need to enable
our patients to manage this journey with ease, but
systems may not be available; breaking down the
complexities, case management and skilled support will
be our tools. Knowing your role within the management
and support of patients living with HIV and complexity
is vital towards working with the patient to smooth their
journey through the care system, whether as care
coordinator or as a part of the multidisciplinary team.
Knowing your role will allow you to be an effective
partner in the complex care pathway as well as an
understanding of your limitations, triggers and
frustrations that could complicate this journey.
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