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A. Revalidation
This article has been prepared with continuing profes-
sional 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
This article firstly aims to increase your knowledge of 
functioning, disability and rehabilitation specific to 
people living and ageing with HIV. Secondly, this article 
aims to develop your skills in screening, measuring 
and addressing disability experienced by people living 
with HIV.

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

rehabilitation;
■ understand and define frameworks of disability 

specific to people living with HIV;
■ describe how to screen and measure disability among 

people living with HIV;
■ outline the role of multidisciplinary rehabilitation in 

the context of people living with HIV who experience 
disability;

■ show awareness of the nurse’s role within HIV 
rehabilitation; and

■ review your current practice and develop disability-
inclusive approaches in caring for people living and 
ageing with HIV.

C. Introduction
For the 37.9 million people living with HIV globally 
[1], universal access to antiretroviral therapies (ART) 
offers normal life expectancy [2], with 24.5 million 
people accessing ART in 2019 [1]. With access to 
effective and tolerable ART, the numbers of people 
living with HIV aged ≥50 years are increasing at 
exponential and unprecedented rates [3]. As people 
live longer with chronic HIV they may be susceptible 
to health conditions caused by the underlying HIV 
condition, potential side effects of treatments, and 
ageing [4]. Consequently multimorbidity among people 
living and ageing with HIV is increasingly prevalent 
[5]. Common concurrent health conditions include 
cardiovascular disease [6], diabetes [7], bone and joint 
disorders [8,9], neurocognitive disorders [10,11], chronic 
pain [12], mental health conditions [13], cancer [14], 
and frailty [15]. People living with HIV can also experi-
ence additional challenges of stigma, ageism, income 
insecurity, and lack of social support, which may impact 
or intersect with issues of living and ageing with HIV 
[16–19]. Collectively these challenges may be concep-
tualised as ‘disability’ [20]. Many people living and 
ageing with HIV on long-term ART, now face new or 
worsening experiences of a wide variety of disability 
[4,21]. Disability experienced by people living with 
HIV is now increasingly recognised as an important, 
yet underexplored area [22,23].
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Time out activity 1

Before reading the rest of this article, write down your 
understanding of disability.
Upon completion of reading this article, write down whether 
your understanding of disability has been confirmed, 
modified or changed. This will support your CPD reflective 
account.
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D. Defining disability
The conceptualisation of disability is complex and has 
evolved over time [24]. Initially, disability was viewed 
within the medical model as a phenomenon determined 
by impairments of body structure or function [25]. This 
remains a common approach to thinking about disabil-
ity, in which disability is viewed as a problem that 
exists in a person’s body [26]. This model implies that 
the person with functional limitations (impairments) 
requires treatment or care to fix the disability and does 
not consider contributing environmental and social 
factors [27,28]. This medical model has been perceived 
as ‘outdated and oppressive’ [29].

Understanding of disability then shifted towards the 
social model that framed disability as resulting from 
barriers imposed by societies (e.g. inaccessible built 
environments, information communication) that isolate 
and exclude people with impairments from full and 
equal participation [30]. The social model emphasised 
that exclusion is the real problem, caused by a social 
failure to make proper inclusive arrangements rather 
than by individual biological dysfunctions [29,31]. The 
social model has been criticised for creating a 
dichotomy between impairments and disability, which 
may exclude dimensions of lives of people with disabil-
ity, such as impairments [32].

The subsequent predominating framework of disability, 
the International Classification of Functioning, Disability 
and Health (ICF) (Figure 1), combines elements of both 
medical and social models leading to a ‘bio-psycho-
social’ framework [33]. The ICF describes functioning 
and disability as multidimensional and the outcome 
of interactions between a person’s health condition(s) 
and context (environmental and personal factors), 
involving one or more dysfunctions at the level of 
impairments, activity limitations and participation 
restrictions [33]. An impairment is a problem in body 
function of structure. An activity limitation is a difficulty 
encountered by an individual in executing a task or 
action. A participation restriction is a problem expe-
rienced by an individual in involvement in life situations. 

The purpose of the ICF is to provide a globally agreed, 
common language and framework for describing 
functional status in order to allow for comparisons 
[34]. The ICF is not specific to any health condition, 
and may not accurately capture the complexity of HIV, 
the day-to-day health-related consequences of HIV, 
and their significance from the perspective of people 
living with HIV [20].

The Episodic Disability Framework (EDF) [20] presents 
a new way to conceptualise disability based on the 
experience of people living with HIV. The EDF con-
ceptualises disability as multidimensional and episodic, 
characterised by unpredictable periods of wellness 
and illness, see Figure 2 [20]. Dimensions of disability 
described by people living with HIV include any of 
the following:

1. physical symptoms and impairments;
2. cognitive symptoms and impairments;
3. mental or emotional symptoms and impairments;
4. difficulties with day-to-day activities;
5. challenges to social inclusion; and
6. uncertainty or worry about the future [20].

Similar to the ICF, the EDF highlights how environmental 
and personal factors including extrinsic factors (e.g. 
level of social support and stigma) and intrinsic factors 
(e.g. living strategies, age, and personal attributes) 
may exacerbate or alleviate each dimension of disability 
[35,36]. The EDF describes the health-related conse-
quences of HIV, adverse effects of treatments, and 
concurrent health conditions, which may fluctuate over 
time. The novel contributions of the EDF are identifying 
‘uncertainty’ or worrying about the future as a key 
dimension of disability, plus the episodic nature of 
disability over time.

Defining disability is complex, with a range of available 
definitions, frameworks and conceptualisations. Dis-
ability can however be broadly defined as any physical, 
cognitive, mental or emotional, and social health 
challenges that can be experienced as episodic in 
nature with periods of fluctuating health [20,37]. 
Understanding a history of disability allows us to 

Health condition
(disorder or disease)

Body functions
and structures Activities

Environmental
factors
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Figure 1: The International Classification of Functioning, Disability and Health (ICF). Reproduced from How to use the ICF: 
a practical manual for using the international classification of functioning, disability and health. Exposure draft for comment. 
Geneva: World Health Organization, October 2013, p5 [33].
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appreciate that disability has been defined as multi-
dimensional, episodic, and the outcome of a person’s 
body, environment, and society. It is distinct but related 
to other concepts such as health and quality of life 
(Box 1). Fundamentally, disability is a universal human 
experience, where everybody can be placed on a 
continuum of functioning from no disability (full func-
tioning) to complete disability, and, either currently 
experiencing, or vulnerable to experiencing, disability 
over the course of life [38].

E. Measuring disability
Measuring disability poses several challenges, as there 
are a wide range of definitions and tools that may be 
used. Measurement approaches may vary based on 
the purposes of data collection, including data about 
impairments, activity limitations, and participation 
restrictions of interest [25,44,45]. Impairments alone 
are not an adequate proxy for disability, since people 
with the same impairment can experience different 
types and degrees of restriction [44]. Measuring dis-
ability based broadly within the ICF, capturing multiple 
dimensions of disability, is crucial for appropriate 
service-planning and evidence-based advocacy [24]. 
The importance of this approach is magnified by the 
concept of functioning (and consequently decrements 
in functioning or disability) as the World Health 
Organization’s (WHO’s) third health indicator, along 
with morbidity and mortality, for monitoring perfor-
mance of health systems and strategies [46].

Tools have been developed to standardise disability 
measurement, based broadly within the ICF or EDF. 

Figure 2: The Episodic Disability Framework (EDF). Source O’Brien et al. Health Qual Life Outcomes 2008; 6: 76 [20]. 
Reproduced without adaptation by kind author permission under CC BY 2.0.

Box 1. Definitions of health, quality of life, functioning, disability and rehabilitation

Health A state of complete physical, mental, and social wellbeing, not merely the absence of disease or 
infirmity [39].

Quality of life An individual’s perception of their position in life in the context of the culture and value systems in 
which they live, and in relation to their goals, expectations, standards, and concerns [40].

Functioning The ability of a person to perform everyday activities such as thinking, seeing, hearing, communicating, 
moving around, having relationships, keeping a job, and participating in social and community roles 
[41,42].

Disability Any physical, cognitive, mental or emotional impairments, difficulty with day-to-day activities, 
challenges to social inclusion, or uncertainty that can be episodic in nature. Disability reflects the 
interaction between features of a person’s body, and the society in which they live [20,41].

Rehabilitation A fundamental health service that reduces disability and optimises functioning in individuals with health 
conditions, so as to enable them to better interact with their environment. Rehabilitation is about 
health and functioning in everyday life [42,43].

Time out activity 2

Defining disability
With reference to the Episodic Disability Framework (EDF), 
write down the six dimensions of disability.
Think about a patient and write down the disability they 
may have experienced across any of the six dimensions 
of disability.
Then write down what contextual factors may exacerbate 
or alleviate the disability experienced.
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These include the Washington Group on Disability 
Statistics [47], UK Equality Act disability definition [48], 
World Health Organization Disability Assessment 
Schedule 2.0 (WHODAS) [49], Model Disability Survey 
[38], and HIV Disability Questionnaire (HDQ) [50].

The Washington Group on Disability Statistics devel-
oped a short and extended set of questions [47,51] 
suitable for censuses and national surveys (questions 
available at: www.washingtongroup-disability.com), to 
provide basic necessary information on disability that 
is comparable throughout the world. The Washington 
Group short set of questions are recommended by 
the United Nations to measure disability, enabling 
disaggregation of the Sustainable Development 
Goals by disability status [52]. They are not to be 
used in isolation and should be included in larger 
surveys alongside other measures, such as employment 
status and educational attainment. The brevity of the 
tools mean they can be rapidly and easily deployed 
in a variety of settings to screen for disability, and 
measure prevalence of disability in a population. The 
Washington Group short set is the most commonly used 
version, comprising six core domains of functioning: 
seeing, hearing, walking, concentrating, self-care, and 
communicating.

In the UK, national census data on disability is measured 
on the presence of long-lasting health conditions and 
illness, plus activity restrictions as classified within the 
UK Equality Act disability definition (UK Equality Act 
definition questions can be accessed at: gss.civilservice.
gov.uk/policy-store/measuring-disability-for-the-
equality-act-2010/) [48,53]. Two questions designed 
to harmonise collection of data across UK censuses 
and surveys ensure UK statistics about disability are 
comparable:

■ Do you have any physical or mental health conditions 
or illnesses lasting or expected to last 12 months 
or more?

■ Does your condition or illness/do any of your condi-
tions or illnesses reduce your ability to carry out 
day-to-day activities?

Answering ‘Yes’ to both questions classifies a person 
as ‘disabled’. This approach is brief and can be 
deployed to screen for disability and measure preva-
lence. Using the Equality Act disability definition, 
prevalence of disability among the UK general popula-
tion and people living with HIV in London UK, is 
estimated to be 21% [54] and 40% [55] respectively. 
The Equality Act disability definition and Washington 
Group questions are both based on similar concepts 
of disability. Comparison of the different approaches 
identifies substantially different, although overlapping, 
groups as disabled and a range of different estimates 
of disability prevalence [56]. Neither approach is inher-
ently better than the other, however the Equality Act 
disability definition remains essential to meet the needs 
of government policy and equalities monitoring, 
therefore is a priority for Great Britain official statistics 
[56]. For the purpose of international comparison, it 
might be possible to estimate Washington Group 

questions’ disability prevalence from the Equality Act 
disability definition, however further testing is needed 
[56]. Cross-European comparisons are already possible 
with the corresponding global activity limitation indica-
tor (GALI) question in European surveys [56].

The WHO produced the World Health Organization 
Disability Assessment Schedule 2.0 (WHODAS) as a 
generic instrument to measure and assess disability 
and health status, on a continuum or scale from ‘no 
disability’ to ‘full disability’ [49] (available at: www.
who.int/classifications/icf/whodasii/en/). It can be used 
across all diseases including physical and mental health 
conditions, and challenges with alcohol or drug use. It 
is applicable across cultures in adult populations, and 
directly linked to the ICF framework. It measures six dis-
ability dimensions (cognition, mobility, self-care, getting 
along, life activities and participation), is available in 
long (36-item) and short (12-item) forms, and can be 
self-, proxy- or interviewer-administered. Administration 
is short, simple and easy, taking 5 to 20 minutes. The 
WHODAS provides ‘simple’ and ‘complex’ sum scores. 
In ‘simple’ scoring, the scores assigned to each item 
are summed. In ‘complex’ scoring, multiple levels of 
difficulty are factored for each item, providing a score 
ranging 0–100; where 0 means ‘no disability’ and 100 
means ‘full disability’. The WHODAS long and short-
forms have been used among people living with HIV 
in high- [55, 57–59], low-, and middle-income countries 
[57,60–62]. Continuums of disability can be partitioned 
by a threshold identified as fit for purpose, including, 
for example, advocacy for policy change [38]. For the 
purpose of disability statistics, categorisation thresholds 
have been developed based on WHODAS scores, to 
identify people living with HIV experiencing ‘disability’ 
(score ≥2, representing at least two mild/moderate or 
one moderate/severe limitation) [55,61,63], and any 
level of ‘functional limitation’ (score ≥1, representing 
at least one mild/moderate limitation) [57]. These 
thresholds permit reporting of ‘disability’ and ‘functional 
limitation’ prevalence rates among people living with 
HIV in South Africa [57,61,63], US [57] and UK [55].

More recently, WHO produced the Model Disability 
Survey as a general population survey that provides 
detailed and nuanced information about how people 
with and without disabilities conduct their lives and 
the difficulties they may encounter, regardless of any 
underlying health condition or impairment [64] (avail-
able at: www.who.int/disabilities/data/mds/en/. The 
development of this tool is grounded in the choice to 
evolve beyond data collection defining a population 
of individuals who are labelled as ‘disabled’. This tool 
asks people what they do, or do not do, in their daily 
lives, therefore is concerned with how people function 
in multiple dimensions given the environmental barriers 
and facilitators that constitute their real life situations. 
The Model Disability Survey collects data on all dimen-
sions of disability: impairments, activity limitations, 
participation restrictions, and the environmental factors 
that facilitate or hinder full participation [64].

The HIV Disability Questionnaire (HDQ) is the sole 
HIV-specific patient reported outcome measure of 

http://www.washingtongroup-disability.com
http://gss.civilservice.gov.uk/policy-store/measuring-disability-for-the-equality-act-2010/
http://gss.civilservice.gov.uk/policy-store/measuring-disability-for-the-equality-act-2010/
http://gss.civilservice.gov.uk/policy-store/measuring-disability-for-the-equality-act-2010/
http://www.who.int/classifications/icf/whodasii/en/
http://www.who.int/classifications/icf/whodasii/en/
http://www.who.int/disabilities/data/mds/en/
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disability (questions available at: research.mcmaster.
ca/industry-and-investors/hiv-disability-questionnaire-
hdq/) [65]. The 69-item self-administered version (10.5, 
2017) is derived from the EDF and developed through 
a community–academic partnership [50]. The HDQ 
measures and describes the presence, severity and 
episodic nature of disability experienced by people 
living with HIV, on a continuum or scale. It comprises 
all six disability dimensions within the EDF, as outlined 
in section D, and also one ‘good or bad day’ health 
classification item. Participants are asked to rate the 
level of presence and severity of each health chal-
lenge on a given day ranging from 0 (not at all) to 
4 (extreme). HDQ scores range on scale from 0 to 
100, with higher scores indicating a greater presence, 
severity and episodic nature of disability. The HDQ 
has demonstrated sensibility, validity, internal consist-
ency reliability, test-retest reliability, and precision of 
measurement among people living with HIV in Canada, 
Ireland, US, and UK [59,66–69]. A short form HDQ is 
currently under development to facilitate use in clini-
cal and community-based practice. The HDQ should 
not be used in isolation. It should be administered in 
combination with other health status instruments that 
capture extrinsic contextual factors (e.g. social support, 
stigma) and intrinsic contextual factors (e.g. concur-
rent health conditions) that can influence disability, 
to provide a better understanding of the context in 
which disability is experienced by people living with 
HIV [50,69]. The disability dimension of ‘uncertainty’ 
is reported as the most present and severe domain 
of disability experienced by people living with HIV in 
Canada, Ireland, US and UK [59,67–69].

Every clinician should appreciate that their patients 
will experience health in terms of how it impacts on 
their daily life, in the context of the environment and 
society in which they live [38]. The diagnosis of signs 
and symptoms are essential tools, but what often 
matters most to patients is what they can, or cannot 
do, in their daily life [38]. This is all the more relevant 
when people living with HIV are increasingly living 
with other health conditions, which are likely to be 
chronic and long lasting. If disability is a universal 
human experience, where everybody can be positioned 
onto the continuum of functioning and either currently 
experiencing or vulnerable to experiencing disability, 
then disability is about all of us [38]. Measuring disability 
is indispensable to all of us and must be included in 
the care of people living with HIV.

F. Rehabilitation
Rehabilitation is a fundamental health service for people 
with a wide range of health conditions, throughout all 
stages of life, and during any phase of acute, sub-acute 
and long-term care [70]. It is the care needed when 
a person is experiencing, or likely to experience, limita-
tions in everyday functioning or disability [43]. Reha-
bilitation addresses the impact of health conditions 
on a person’s life by improving functioning and reducing 
the experience of disability. Rehabilitation focuses on 
an individual’s functioning and not the disease. It does 
this through a strong emphasis on educating and 
empowering people to manage their health conditions, 
adapt to their situations and remain as independent 
as possible. By doing this, rehabilitation enables greater 
participation in education, employment and community 
life, with far-reaching health, social and economic 
benefits [70].

Rehabilitation is a WHO global health priority and key 
health strategy for the 21st century [71–73], however 
the need for rehabilitation greatly exceeds its availability 
[74]. Access to rehabilitation services is critical for 
people with chronic health conditions, to maintain or 
enhance independence, participate in communities, 
improve economic productivity, and enhance quality 
of life.

With access to ART, people living longer with HIV, 
prevalent multimorbidity and people living with HIV 
experiencing disability, it is critical for clinicians, 
researchers and policy makers to better address dis-
ability and incorporate rehabilitation [37,75,76]. Fur-
thermore, rehabilitation is well positioned to address 
the fourth ‘90’ [37] of UNAIDS global target ‘90-90-
90-90’ whereby: 90% of people are aware of their HIV 
status, 90% of those aware have initiated treatment, 
90% of those on treatment achieve viral suppression, 
and 90% of those undetectable have good mental 
wellbeing [77–79]. Rehabilitation is well positioned as 
it is a dynamic process involving prevention, treatment 
and services that address symptoms, functional limita-
tions and social participation restrictions [75,37].

Traditionally, rehabilitation is delivered by physiotherapy, 
occupational therapy, speech and language therapy, 
prosthetics and orthotics, psychology, social work, plus 
physical and rehabilitation medicine [44]. A multidis-
ciplinary workforce ensures a range of rehabilitation 
needs, for different domains of functioning and dimen-
sions of disability, can be met [72]. Multidisciplinary 
rehabilitation may not always be necessary, but it has 
been shown to be effective in management of chronic, 
complex or severe health conditions [72]. Nursing adds 
value to rehabilitation [80] employing education and 
supportive strategies based on rehabilitation philoso-
phy, goals and concepts to optimise functioning [81]. 
In the context of HIV, the role of nursing in complex 
care and care coordination [82] is ideally positioned 
to measure and address the multidimensional and 
episodic nature of disability experienced by people 
living with HIV. Adopting a rehabilitation lens to HIV 
care, through measuring and addressing functional 

Time out activity 3

Measuring disability
Thinking about your clinical practice environment, what 
measurement tool could you use to screen for disability? 
What is the purpose of this tool and why would this tool 
be suitable for the environment in which you practice?
If you identify a patient living with HIV experiencing disabil-
ity, what measurement tool could you use to measure 
disability on a continuum or scale? What is the purpose 
of this tool and why would this tool be suitable for the 
environment in which you practice?

http://research.mcmaster.ca/industry-and-investors/hiv-disability-questionnaire-hdq/
http://research.mcmaster.ca/industry-and-investors/hiv-disability-questionnaire-hdq/
http://research.mcmaster.ca/industry-and-investors/hiv-disability-questionnaire-hdq/
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limitations or disability, incorporates person-centred 
and goal-oriented approaches to health promotion 
and disability prevention [83]. Annual health reviews 
for people living with HIV are inclusive of physical, 
cognitive, mental or emotional and social health-related 
challenges [84]. The annual health review could include 
measurement of functioning and disability, to identify 
need, address disability, optimise functioning and 
facilitate onward referral to rehabilitation services. This 
approach might prove essential considering the level 
of unmet need among people living with HIV in the 
UK [85].

Evidence-informed recommendations for rehabilitation 
among people living and ageing with HIV include [76]: 
(1) address comorbidities that may result in physical, 
cognitive, mental and social health challenges; (2) adopt 
individualised and interprofessional practice sensitive 
to the unique needs of people living with HIV, consider-
ing intersections between personal and social deter-
minants of health; (3) multidisciplinary rehabilitation, 
including physiotherapy, occupational therapy plus 
speech and language therapy, strongly recommended 
to address multidimensional and episodic disability; 
(4) consider extrinsic contextual factors e.g. stigma or 
ageism; (5) consider intrinsic contextual factors e.g. 
self-management and spirituality; (6) aerobic and 
resistive exercises are recommended, tailored to 
individual goals and capacity; (7) cognitive rehabilitation 
interventions may be recommended; and (8) refer to 
existing clinical practice guidelines and evidence 
specific to comorbidities associated with people living 
with HIV. Exercise as a rehabilitation intervention has 
strong evidence [86,87], and all nurses in HIV care 
have an opportunity to help people living with HIV 
increase their physical activity [88]. Evidence-informed 
practical recommendations for increasing physical 
activity among people living with HIV [89] are available 
to support clinicians to identify barriers, support 
behaviour change, and support identification of who 
would most benefit from rehabilitation services. The 
invaluable role of nursing in identifying need and 
signposting, to enable people living with HIV to access 
rehabilitation services, is essential in delivering these 
rehabilitation recommendations.

Rehabilitation such as physiotherapy can address the 
complex, episodic nature of disability associated with 
living with HIV and multimorbidity [75,76], utilising 
multidimensional and person-centred frameworks [90]. 
The UK is among the leaders in the field of HIV rehabili-
tation with more established HIV rehabilitation service 
delivery across the continuum of care [91,92], plus 
‘exemplar’ service delivery models such as the Kobler 
Rehabilitation Class (www.chelwest.nhs.uk/services/
therapy-services/hiv-rehabilitation/kobler-rehabilitation-
class) [83,92]. This model provides multidisciplinary 
rehabilitation including exercise and education to 
address the multidimensional and episodic nature of 
disability. The educational self-management programme 
is delivered by a multidisciplinary workforce including 
physiotherapists, occupational therapists, psycholo-
gists, nurses, dieticians, medical practitioners, health 

advisors and community services. It is uniquely open 
access, meaning people living with HIV can attend, 
return or restart depending on episodes of wellness, 
illness or disability. However, HIV rehabilitation services 
designed to meet the needs of people living with 
HIV are not universal, and few people living with HIV 
access formal rehabilitation services [93]. It is vital that 
people living with HIV experiencing disability access 
the right rehabilitation service at the right time, such 
as musculoskeletal physiotherapy, pulmonary rehabilita-
tion, cardiac rehabilitation, falls prevention services, 
pain management programmes, neuro-rehabilitation, 
community or home-based rehabilitation and HIV reha-
bilitation. Knowledge about availability of and access 
to local rehabilitation services ensures the rehabilitation 
needs of people living with HIV are inclusive within all 
HIV services. In the absence of local HIV rehabilitation 
services, knowledge of available local rehabilitation 
services advances disability inclusive HIV care.

G. Disability inclusion
Providing disability inclusive health care, ensures better 
health for people with disability. Globally, it is estimated 
that >1 billion people (15% of the world’s population) 
have a disability [44]. Disability is a global health issue 
because people with disability, throughout the life 
course, face widespread barriers in accessing health 
and related services, such as rehabilitation, and have 
worse health outcomes than people without disability 
[94]. People with disability face widespread barriers 
in accessing services, such as health care (including 
medical care, therapy and assistive technologies), 
education, employment, and social services (including 
housing and transport) [94]. The Sustainable Develop-
ment Goals feature a strong will to ‘leave no one 
behind’ including people with disability [95]. The United 
Nations Convention on the Rights of Persons with 
Disabilities calls on state parties to ensure the rights 
of people with disability to participate and be included 
in all spheres of life, including health and rehabilitation 
services [96]. However, people with disability have 
been excluded and neglected in all of the sectors 
responding to HIV [97]. Disability inclusion was finally 
integrated into the political Declaration of HIV and 
AIDS in 2016 [98]. To reach the ‘90-90-90-90’ target 
requires zero discrimination, person-centred responses, 
equal access to health programmes and services, 
including sexual and reproductive health and rights, 
and integration of rehabilitation into HIV care to 
enhance quality of life [97,99]. Without improving 
access to prevention, treatment and chronic care, the 
obligations of the ambitious UNIAIDS Fast-Track 
Strategy (‘90-90-90-90’ target) will not reach people 
with or at risk of disability [99]. Box 2 shows disability-
inclusive approaches to HIV care.

H. Conclusion
People living and ageing with HIV can experience 
multidimensional and episodic disability. There are a 
range of screening and measurement tools available 

http://www.chelwest.nhs.uk/services/therapy-services/hiv-rehabilitation/kobler-rehabilitation-class
http://www.chelwest.nhs.uk/services/therapy-services/hiv-rehabilitation/kobler-rehabilitation-class
http://www.chelwest.nhs.uk/services/therapy-services/hiv-rehabilitation/kobler-rehabilitation-class
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Box 2. Disability-inclusive approaches to HIV care

1. Awareness of disability. Being able to define disability, 
acquire knowledge on measuring disability, and aware-
ness of rehabilitation approaches to address disability 
experienced by people living with HIV, can be the first 
principle to demonstrate inclusion of people with dis-
ability in HIV care. This requires knowledge translation 
and exchange, education and skills development plus 
awareness of resources. This can be achieved through 
formal education, peer learning, and self-directed study. 
The evidence-informed e-module for HIV rehabilitation 
provides a valuable learning resource, and can be 
accessed on the following link: www.realizecanada.org/
en/resources/e-module/.

2. Comprehensive accessibility. People with disability are 
often at higher risk of exposure to HIV, and often do 
not have equal access to HIV information, education and 
prevention services [97,100]. Across the continuum of HIV 
prevention and long-term care, sexual health and HIV, 
services must be accessible for people with disability, 
through addressing physical, communication, policy and 
attitudinal barriers [100]. For example, physical acces-
sibility adjustments for mobility impairments, accessible 
information resources for people with visual and hearing 
impairments, or environmental considerations for people 
who are neuro diverse. The rapid implementation of 
telehealth owing to the recent COVID-19 pandemic may 
be beneficial for people with disability in accessing the 
resources required to participate [101,102]. But our efforts 
and innovations should not inadvertently increase health 
inequalities. Simplified tools such as a disability audit 
of services can help to identify and address issues of 
accessibility [97,103].

3. Integrate disability screening and measurement into 
routine care. Disability screening and measurement is not 
included in routine HIV care or best practice guidelines 

[104]. The identification of disability is the first step to 
linking people to the right care at the right time, plus data 
on disability within HIV services will be crucial to inform 
disability-inclusive programming [97]. The measurement 
tools discussed in this article, can be implemented into 
routine HIV care across a range of clinical practice settings 
through active engagement from health care, research, 
policy and political leadership.

4. Find the gaps and generate evidence. ‘If you are not 
counted, you don’t count’ [105]. The need to improve 
routine data collection and focused research on dis-
ability among people living with HIV is widely reported 
[99]. National HIV surveys are rarely disability inclusive. 
National data on HIV need to include disability indicators 
that can be disaggregated [97].

5. Amplify and include the voices of people living with 
HIV experiencing disability in decision making, policies 
and programmes. This includes employing people with 
disability within HIV programmes and services [97,100].

6. Integration of rehabilitation into HIV care plus delivery 
of differentiated services that address the unique needs 
of people living and ageing with HIV experiencing dis-
ability. This requires the strengthening and extension of 
HIV rehabilitation, through advocacy, data collection, 
commissioning of services and research [97].

7. Advocate for disability inclusion. Disability is a cross-
cutting issue, and everybody holds responsibilities 
and opportunities to enhance the participation and 
representation of people with disabilities in all spheres 
of life, including programmatic areas relating to HIV, 
access to health, education and social protection [98]. 
Our combined efforts can enhance participation of 
people with disability in key priority areas, including the 
obligatory inclusion of disability in funding allocations  
[99].

to identify the nature and extent of disability among 
people living with HIV. These tools can be implemented 
into routine HIV care, included within national HIV 
survey data collection and support specific research 
evaluating functioning and disability among people 
living with HIV. Disability inclusion will advance our 
approaches to delivering person-centred health care 
and rehabilitation services.
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