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Provision of antiretroviral therapy (ART) is not an end in itself but a means to achieving improved wellness for
people living with HIV. Rehabilitation, broadly defined, is another key contributor to wellness within this context.
Understanding the potential for rehabilitation requires that one is able to consider HIV not only within a biomedical
model that focuses on body systems, diagnoses and symptoms, but also within a rehabilitation framework that
focuses on how these diagnoses and symptoms affect people’s lives more broadly. Furthermore, rehabilitation is
a human rights imperative, which deserves the energetic attention enjoyed by other aspects of HIV treatment and
care. In particular, the United Nations Convention on the Rights of Persons with Disabilities (UNCRPD) is shining
a long-overdue spotlight on the human rights imperatives associated with disability. For South Africa and other
countries, proactively and meaningfully engaging rehabilitation in the HIV response will require major shifts on
several fronts, including practice, education, policy and research. We argue that in settings where ART delivery
is now widespread, HIV should be understood not only as a medical issue, but as a rehabilitation and disability

concern. Whereas medicine adds years to life, it is rehabilitation that aims to add life to years.

THE LATE 1990s: THE BIRTH OF
REHABILITATION IN THE CONTEXT OF HIV IN
HIGH-INCOME COUNTRIES
Until 1995, an HIV diagnosis meant largely the same
thing regardless of where one lived globally: people
living with HIV typically experienced various HIV-related
diseases that progressed steadily until death. In 1996,
however, early forms of triple-combination antiretroviral
therapy (ART) became available and life with HIV
changed dramatically for people who could access and
tolerate these medications - the vast majority of whom

lived in high-income countries.

With the advent of ART, people with HIV began to
live longer, which was a cause for great celebration.’
However, the experience of living with HIV was not
without continuing challenges. Along with their existing
symptoms, many people living with HIV described
an unexpected experience of disablement related to
primary infection from HIV, HIV-related conditions, and
side-effects of ART.2® As their needs changed, so did the
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way that clinicians and advocates thought about HIV. In
Canada, a key response came from the rehabilitation
community.*

Rehabilitation as a field aims to help people address
the life-related consequences of medical conditions. As
such, an early response to the shift in experience brought
about by the advent of ART was to reconceptualise
HIV out of a biomedical model and into a rehabilitation
framework.® In contrast to an exclusive biomedical focus
on diagnoses, symptoms and medications, the World
Health Organization’s rehabilitation framework, the
International Classification of Disability, Functioning and
Health (ICF), served to refocus attention on the related
‘impairments’ (problems with body structure or function),
‘activity limitations’ (challenges at the level of the
whole body) and ‘participation restrictions’ (challenges
related to the person in her/his environment) associated
with HIV.® Rehabilitation is broadly defined as any
services, policies or other actions that respond to these
challenges.
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The reconceptualisation of HIV within a rehabilitation
framework enabled people living with HIV and their
advocates to articulate their experiences and needs
differently.” This in turn encouraged health care providers
to consider the rehabilitation care needs of their clients
more comprehensively.! This reframing offered HIV
researchers a strategy for measuring the prevalence of
disability among people living with HIV, which was found
to be strikingly high.?® It also led researchers to explore
novel dimensions of life with HIV in this new era, such
as ‘episodic disability’.'"" Finally, but not least, this
re-orientation prompted policy-makers to meaningfully
include rehabilitation and disability in their strategic
responses to HIV." Rehabilitation in the context of HIV is
now well entrenched in the HIV response in Canada.™

THE LATE 2000s: THE REBIRTH OF
REHABILITATION IN THE CONTEXT OF HIV IN
LOW- AND MIDDLE-INCOME COUNTRIES
Since the mid-2000s, after years of dynamic activism to
bridge profound inequities in treatment delivery, access
to ART has at last begun to improve in many resource-
poor countries with a high HIV prevalence.” ART is a
crucially important advance in contributing to the health
and well-being of people living with HIV. However, it
has been hypothesised that the widespread scale-up of
ART in sub-Saharan Africa will prompt experiences of
disablement related to HIV, its secondary conditions and
side-effects of medication, similar to those in Canada
in the mid-1990s.”"® Indeed, the first studies exploring
disablement among people living with HIV in southern
Africa support this hypothesis: Myezwa, Van As and
colleagues used the WHO-ICF framework to reveal a
high level of disablement among 80 people living with
HIV who were hospital inpatients,” as well as 45 clinic

outpatients in South Africa.?

In addition to formal evidence, rehabilitation providers
on the ground are witnessing the disabling effects of
HIV and the medications used to treat it. For example,
Handicap International, an international NGO that
supports the development of rehabilitation services in
13 African countries, reports that their rehabilitation
programmes in Kenya, Ethiopia and Mozambique are
increasingly witnessing the arrival of people living with
HIV seeking rehabilitation services. Similarly, the South
African Disability Alliance in co-operation with the South
African National AIDS Council identified that people
living with HIV are at increased risk for developing
disability." Furthermore, a recent research meeting in
KwaZulu-Natal identified the disabling effects of HIV as
a priority.?2 We argue that this is the beginning of a trend
that will see rehabilitation become a key component
of HIV care. For South Africa and other countries,
proactively engaging rehabilitation in the HIV response
will require major shifts on several fronts.

ADVANCING OUR PRACTICE AND EDUCATION
Provision of ART is not an end in itself, but rather a
means to achieve improved wellness for people living
with HIV. Rehabilitation, broadly defined, is another key
contributor to wellness within this context. Understanding
and engaging rehabilitation requires that one is able to

JUNE 2011

consider HIV not only within a biomedical model that
focuses on body systems, diagnoses and symptoms,
but also within a rehabilitation framework that refocuses
on how physical and mental health diagnoses and
symptoms affect people’s lives. The World Health
Organization’s ICF contributed importantly to a paradigm
shift in Canada. The ICF is also a leading rehabilitation
framework in the global South that has much to offer
HIV. Reconceptualising HIV through a rehabilitation lens
highlights opportunities for enhanced HIV practice and
education relevant for at least three broad populations.

First, people and organisations who provide HIV
health services should come to understand the role
of rehabilitation within the continuum of care. This
is particularly true for HIV care providers who, as
the point of contact with people living with HIV, are
uniquely situated to provide referrals to rehabilitation
services. HIV providers must be trained to understand
the impairments, activity limitations and participation
restrictions that can arise from HIV-related conditions,
and the options available within the world of rehabilitation
to address these concerns.

Second, we call on the rehabilitation and disability
communities to recognise their role in responding to the
needs of people living with HIV and their communities,
including physiotherapists, occupational therapists,
speech-language therapists, audiologists, prosthetics
and orthotics specialists and the wide range of other
rehabilitation providers for people living with HIV.
However, education on the role of rehabilitation for people
living with HIV also needs to reach community-based
workers, health volunteers and community leaders, as
these front-line workers are frequently the information
links for people in need of rehabilitation. Shortages
of all forms of health human resources demand a
different approach to rehabilitation delivery to that in
the North. However, existing models of community-
based rehabilitation have been driving service delivery
for decades and have a range of similarities with HIV
home-based care. Overburdened health systems require
that, like all aspects of the HIV response, we must seek
synergies for providing rehabilitation within the broader
health system, rather than implementing services within
a purely vertical response.

Third, and arguably most importantly, is for people living
with HIV and their advocacy partners to recognise the
robust role that rehabilitation can play in the future
of the HIV response and to include calls for action
from stakeholders. Historically, it has been people
living with HIV who were most effective at prompting
change. Rehabilitation in the context of HIV needs to be
recognised as a new target for advocacy and lobbying,
which points to change at the policy level.

ADVANCING OUR POLICIES
Rehabilitation is a human rights imperative and therefore
deserves the kind of energetic attention enjoyed by other
aspects of HIV treatment and care. One major advantage
for the rehabilitation response in this new era of ART
scale-up is the recent passing of the United Nations
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Convention on the Rights of Persons with Disabilities
(UNCRPD), which is shining a long-overdue spotlight
on issues of disability. The Convention requires states
to recognise that where people living with HIV have
impairments which, in interaction with the environment,
result in stigma, discrimination or other barriers to
their participation, they fall under the protection of the
Convention.?

The South African government is an instructive example
insofar as it is bound by the human rights imperative
to rehabilitate under international and national law.
South Africa has ratified the UNCRPD, which recognises
people’s right to habilitation and rehabilitation. This
requires the state to take steps to allow people with
disabilities to achieve maximum independence, full
physical, mental, social and vocational ability, and full
inclusion and participation in all aspects of life, including
through comprehensive habilitation and rehabilitation
services and programmes, particularly in the areas
of health (article 26). This duty is reinforced in the
prohibition of unfair discrimination on the grounds of
disability in the South African Constitution (section 9.3),
and within related protections contained in subsidiary
legislation and policy, including the Social Assistance
Act of 2004, the Employment Equity Act of 1998, and the
Integrated National Disability Strategy of 1997.

Assuch,weneedtoensurethatrecognitionofrehabilitation
and disability are reflected in national strategic plans for
HIV and other health policy instruments.?* Importantly,
South Africa’s 2007 - 2011 National Strategic Plan (NSP)
introduced a disability sector plan in 2009.2 Under
the goal of mitigating the impact of HIV and AIDS, the
NSP describes the need to improve treatment, care
and support for people with disabilities. However, little
guidance is given for addressing the disabling effects of
HIV. Furthermore, roles for rehabilitation are not explicitly
described, although dimensions of rehabilitation are
considered, such as goal 6, which focuses on enabling
people living with HIV to lead healthy and productive
lives.28%

Rehabilitation, therefore, is vital in terms of human
rights, health outcomes and quality of life and needs
to be integrated into HIV plans. Ushering in change
will require ‘double mainstreaming’ insofar as national
and provincial HIV offices will need to be aware of
the rehabilitation needs of people living with HIV, and
rehabilitation/disability-related authorities need to be
made aware of their role in supporting people living with
HIV.

ADVANCING OUR RESEARCH
Like all dimensions of the health response to HIV,
evidence is required to inform effectiveness, efficiency
and acceptability of potential interventions. The same is
true of rehabilitation and its role as part of the HIV care
continuum. This is an untapped research landscape;
several examples can illustrate the potential within this
field. First, good research drives not only practice but
policy development and the wise distribution of scarce

resources. We need to engage in research on the African
continent that explores rehabilitative care as a cost-
effective means of improving autonomy and quality of
life for all people living with disability, including people
living with HIV. Second, it is not known how the concept
of episodic disability, which has been a cornerstone of
the response in Canada, might play out in the context
of hyper-epidemics in sub-Saharan Africa. Third, the
ICF concept of participation squarely engages issues of
stigma and discrimination, providing a bridge between
rehabilitation researchers and those working in other
anti-stigma paradigms. One final illustrative example
involves forecasting models of human resource needs in
rehabilitation based on increased access to ART, given
the expected rise in demand.

CONCLUSION

Provision of treatment has necessarily been the central
focus of HIV care in recent years. However, many
countries including South Africa are now at the point of
identifying and grappling with new questions related to
HIV care, treatment and support in this new era of ART —a
scenario that is reminiscent of the experience in Canada
and other resource-rich countries in the late 1990s. While
we must pay close attention to the differences between
the two scenarios and the contexts in which they are
based, we must also seek reciprocal lessons based on
similarities. Importantly, we must understand HIV not
only as a medical issue, but also as a rehabilitation and
disability concern in settings where ART delivery is now
widespread. Indeed, whereas medicine adds years to
life, it is rehabilitation that aims to add life to years.
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