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FOREWORD
Stephen O’Brien MP
Parliamentary Under-Secretary of State for International Development
In November 2010 when I addressed the Care and Support Conference I was
very pleased to see the wide range of delegates represented in the audience
from around the world. Engaging a wide audience and promoting broadbased coalitions is crucial to ensure an eﬀective response to HIV, particularly
during this global economic downturn; from young people to women’s organisations, international
organisations and the private sector, governments and NGOs, community-based and religious
organisations and most importantly people living with HIV and their carers.
For too long the care and support component of universal access has been neglected. I welcomed the
Conference’s call for a more comprehensive response to meet the challenges of ensuring that adults
and children living with and aﬀected by HIV get the quality care that they need, when and where they
need it, be it in the home, hospital, village or health centre.
The impact of the AIDS epidemic, especially in sub-Saharan Africa, is enormous and we must play
our part in supporting individuals, families and communities to cope with its consequences. Adults
and children living with and aﬀected by HIV need to access a comprehensive set of services which
includes: physical and psychosocial support, protection of social, economic and human rights, as
well as action on stigma and discrimination. The Conference especially highlighted the signiﬁcant
and often unrecognised burden of care that falls on care-givers, particularly on women and girls and
the need for economic support, equipment, training and mentorship for them to be able to provide
quality care.
The Conference was a successful collaborative eﬀort brought about by the work of the Care and
Support Working Group at the Consortium. It showed the value of listening to and learning from those
aﬀected by the epidemic and those engaged in the response in order to continue to scale-up HIV
prevention, treatment, care and support.
This document provides an important tool to strengthen the work of care and support networks,
encourage innovative ways of working and facilitate a programmatic shift towards placing care
and support at the heart of achieving Universal Access and MDGs 4, 5 and 6. It includes a clearer
understanding of the deﬁnition of care and support and draws together the evidence upon which
multilateral agencies, bilateral donors, UK and International NGOs, southern governments and civil
society can work together to support the role of care-givers and the linkages between prevention,
treatment, care and support services.
UK aid; changing lives delivering results, launched in March 2011, makes clear that the UK Government
will focus our support for the goal of HIV prevention, treatment, care and support on countries most
aﬀected by the epidemic and those people who are most at risk. We will work with partners and
pharmaceutical companies to ensure the availability of safe, aﬀordable and eﬀective drugs. Our
drive to improve women’s and girls’ sexual and reproductive health and to expand and integrate the
prevention of mother to child transmission into maternal and newborn care will also prevent new HIV
infections among women and newborns.
And we will continue to work through organisations like the Global Fund to Fight AIDS, TB and Malaria,
where they have a strong track record of delivering results and saving lives. Through our contribution
to the Global Fund we will provide 37,000 HIV-positive women with treatment which prevents
transmission of the virus to their babies and 268,000 people with treatment for HIV.
I would like to commend the UK Consortium on AIDS for their eﬀorts to bring greater attention to the
third pillar of Universal Access. This is a cause that we can all care about, join in and make a diﬀerence.
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ACRONYMS
Abbreviations
AIDS
ART
CBO
CSS
FBO
HIV
HSS
IPT
IDU
LGBTI
MARPs
MDG
M&E
MSM
NGO
OI
OVC
PLHIV
PMTCT
PPTCT
STI
TB
VCT

Acquired Immuno Deﬁciency Syndrome
Anti Retroviral Treatment
Community Based Organisation
Community System Strengthening
Faith Based Organisation
Human Immunodeﬁciency Virus
Health System Strengthening
Isoniazid Preventative Therapy
Intravenous Drug User
Lesbian Gay Bisexual Transgender Intersex
Most at Risk Populations
Millenium Development Goal
Monitoring and Evaluation
Men who have Sex with Men
Non Governmental Organisation
Opportunistic Infection
Orphans and Vulnerable Children
People Living With HIV
Prevention of Mother to Child Transmission
Prevention of Parent to Child Transmission
Sexually Transmitted Infection
Tuberculosis
Voluntary Counselling and Testing
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Introduction
In 2006 at the UN High Level Meeting on AIDS, the international community set Universal
Access as the framework for both the UN system and country level response to HIV. As part of
their commitment, countries promised to set national level targets to work towards the goal
of “universal access to comprehensive prevention programmes, treatment, care and support”.
The inclusion of care and support in the target was a major step forward in recognising the
holistic needs of people living with and aﬀected by HIV and positioned care and support as
one of three critical pillars of a comprehensive HIV response.
Almost ﬁve years on, care and support remains just as critical but has unfortunately not
received the attention its inclusion in the universal access target promised. Despite being the
third pillar of Universal Access, care and support is scarcely accounted for in formal, funded
national AIDS responses or policy-making and is not listed as a priority for many international
institutions, donors and regional bodies. Therefore the work of clinicians and particularly
community and family carers and home-based care organisations has remained largely
invisible and inadequately supported.
For the HIV response 2011 is a landmark year, marking 30 years of AIDS, 10 years since the
groundbreaking General Assembly Special Session on HIV and resultant Declaration of
Commitment on HIV/AIDS, and 5 years since our commitment to Universal Access. 2011
provides an opportunity to reﬂect on the progress made in responding to HIV, the changes
seen in the epidemic, and the challenges that still need to be addressed.
As we move forward to the next stage of the response, it is critical that care and support
is positioned ﬁrmly at the centre of that response, reﬂecting not only the role of care
and support in supporting prevention and treatment but also crucial recognition of its
importance in its own right. The individuals, communities and organisations delivering care
and support and anchoring the response to HIV, must be recognised and appropriately and
adequately supported in their role.
This document focuses on the provision of care and support in resource-poor countries. It
highlights where care and support is provided and who is involved, what the need is for care
and support and its eﬀect. It looks at the links between care and support and other elements
of the HIV response. Above all this document aims to clearly demonstrate why care and
support are fundamental to a successful response to HIV and in addressing broader health
and international targets such as the Millennium Development Goals (MDGs).
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The Roadmap to Universal Access to HIV Care and Support
by 2015
Complementary to this document, the ‘HIV Care and Support: A Roadmap to Universal Access by
2015’ includes an overarching goal and outlines objectives (reproduced below) and targets key to
achieving universal access to HIV care and support by 2015. It was developed through a consultative
process with participants1 at the conference in November 2010 “HIV Care and Support: A roadmap
to universal access.” The targets are separated into 4 key stakeholders – technical agencies, funders,
national governments and civil society. The document also includes a list of international and
regional commitments related to HIV care and support, and some key milestones and opportunities
for achieving the goals. It can be downloaded at: http://www.aidsconsortium.org.uk/Care&Support/
Care&SupportInitiative.htm
Goal for HIV care and support by 2015:
HIV care and support is recognised and included in HIV targets, policies and programmes as central
to achieving Universal Access as well as MDGs 4, 5 and 62 and other key goals in broader health and
development agendas. Public health, social protection and community systems are fully strengthened
and better co-ordinated to ensure increased access to appropriate and quality care and support
from the point of need for all people living with and aﬀected by HIV, speciﬁcally including the most
vulnerable.

Key messages:
Expand coverage of and access to comprehensive care and support for people living with and
aﬀected by HIV.
Harmonise deﬁnitions and approaches to care and support around a holistic, comprehensive
deﬁnition that includes physical, psychosocial, social and economic, nutritional, legal and human
rights services and support to people living with and aﬀected by HIV and their carers.
Ensure that quality care and support and carers3 are fully recognised and reﬂected in the
international, regional and national policies and strategies on HIV and other relevant sectors.
Increase international and national funding to strengthen and expand community and public health
systems and social protection mechanisms in a continuum of care that directly supports quality care
and support and carers (the majority of whom are women and girls).
Recognise and invest in the role of community care and support in community mobilisation for
expanded delivery of social protection and health services e.g. Treatment 2.0. Build community
structures to support this through community systems strengthening.
Increase access of comprehensive care and support services to marginalised groups, including
people living with HIV, people with disabilities, MSM, sex workers and IDUs.
Identify the gaps in evidence and conduct research on the need for and impact of care and support
and draw together best practice on eﬀective comprehensive care and support services that realises
the rights of carers.
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Care and support and the MDGs
Care and support for people living with and aﬀected by HIV is central to the achievement of the
MDGs.
1. Eradicate extreme poverty and hunger
HIV increases food insecurity through reduced agricultural production and puts a heavy ﬁnancial
burden on households. HIV can result in household poverty as a result of increased health care costs
and the inability to work through ill health, the burden of caring and stigma and discrimination within
the work place. The ability to buy or produce food is aﬀected. Getting people healthy and able to
generate income and addressing food insecurity including through social protection schemes such as
cash transfers are core components of HIV care and support services.
2. Achieve universal primary education
HIV has a negative impact on the ability of children living with and aﬀected by HIV to access
education. This is for a number of reasons including ill health, household poverty, stigma and
discrimination or their demanding role as carers. Care and support services work to ensure that
children living with and aﬀected by HIV remain in education. This is done in a number of ways
including reducing the burden of care on child carers, providing ﬁnancial support to aﬀected
households to pay for schooling, addressing stigma and discrimination with education facilities and
ensuring children are healthy and able to attend school.
3. Promote gender equality and empower women
The burden of care for people living with and aﬀected by HIV lies largely on women and girls. HIV care
and support services recognise, support and recompense women carers, work to increase the role of
men as carers, ensure that girls have access to education and provide income generating activities for
women and girls living with and aﬀected by HIV.
4. Reduce child mortality
Care and support for people living with and aﬀected by HIV is vital for reaching the target of reducing
child mortality. In 2009, it is estimated that 290,000 children died of AIDS related illnesses and an
estimated 370,000 children contracted HIV during the perinatal and breastfeeding period4. Care and
support in the community, in the home and facilities is a fundamental access point for prevention and
treatment services for children with HIV and TB and in the prevention of mother to child transmission.
5. Improve maternal health
Comprehensive care and support services are key to improving maternal health. Trained health care
workers, community carers and links between community and health care systems are vital to ensure
that women are tested for HIV, treated and cared for. In addition, HIV care and support plays a vital role
in recognising, testing and treating TB, which is a major contributor to maternal mortality.
6. Combat HIV and AIDS, malaria and other diseases
HIV cannot be combated without quality comprehensive care and support services which support
a continuum of care across diﬀerent settings. These care and support services provided within the
community and home also support prevention, treatment and care of malaria, TB, neglected tropical
diseases and non-communicable conditions.
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1. What is HIV Care & Support?

Deﬁnition of HIV care and support
UNAIDS deﬁned HIV care and support within its 2011-2015 strategy:
“HIV care and support demands a comprehensive set of services, including psychosocial,
physical, socio-economic, nutritional and legal care and support. These services are crucial to
the well-being and survival of people living with HIV and their care-givers as well as orphans
and vulnerable children. Care and support services are needed from the point of diagnosis
throughout the course of HIV-related illness regardless of ability to access ART.”5
It is also important to add that HIV care and support is vital pre-diagnosis and is an important
entry point for testing and counselling.
This deﬁnition incorporates all the key aspects of the comprehensive deﬁnition proposed in the
paper “What do we really mean by HIV care and support? Progress towards a comprehensive
deﬁnition”(2008)6. In addition the UNAIDS deﬁnition can be better understood and applied with
the addition of a set of core principles for care and support programming which are available in
‘HIV Care and Support: A Roadmap to Universal Access by 2015’ (2011)7.
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The need for HIV care and support
Comprehensive care and support for people living with and aﬀected by HIV is a vital part of
the continuum of care whether or not people are accessing ART.
Physical
The clinical and physical care needs of adults and children living with HIV are well
documented. Treatment for opportunistic infections is a major problem, with TB, Hepatitis B
and Hepatitis C being prevalent and potentially life-threatening conditions which are often
under-assessed and under-treated.8 Symptoms such as pain, peripheral neuropathy, fatigue
and insomnia are common. Failure to treat opportunistic infections and symptoms can lead
to issues with adherence, reduced immune function and increased viral load.9 Children are
in need of speciﬁc paediatric care. The prevalence of co-morbidities such as cancer also
highlights the need for clinical care. In addition, those on ART are found to be at elevated
risk compared to the general population of dementia, bone deterioration, non-AIDS related
cancers, and cardo-vascular diseases.
Psychosocial
Multiple studies have documented the high burden of mental health problems among
people living with HIV. A study found that 38%-63% of people living with HIV present with
symptoms of depression.10 In a UK study, 31% of a group living with HIV reported suicidal
thoughts in the previous seven days.11 Depression also aﬀects carers and a study in South
Africa found that 89% of AIDS related home-based carers were depressed or showed signs
of depression.12 Anxiety, stigma and bereavement are also prevalent. Children living with
and aﬀected by HIV experience serious psychosocial distress from having to take on care
responsibilities for sick parents and younger siblings or losing one or both parents.
Socio-economic
Loss of income and opportunity due to illness, the burden of caring and the increased costs
of transport and healthcare have a devastating impact on households aﬀected by HIV.
Orphans and vulnerable children, particularly girls, face a myriad of socio-economic issues
including reduced access to education and lack of basic materials such as clothes, shoes
and blankets. Carers often have little access to income and compensation and suﬀer serious
ﬁnancial diﬃculties.
Nutritional
It is estimated that more than 1 billion people are undernourished.13 The consequences
of under-nourishment for HIV are far-reaching and include hastened progression to AIDSrelated illnesses, issues with adherence and weakened response to ART.14 A number of
studies have also found that food insecurity can be associated with inconsistent condom
use with a non-primary partner15 and increased odds of selling sex for money or resources.
Many primary and secondary carers are also made poorer by their caring activities and have
reduced food security as a result.
Legal
Many people living with HIV experience stigma and discrimination aﬀecting their human
rights. People living with and aﬀected by HIV can suﬀer violence and be deprived of
inheritance, property, land, access to healthcare and employment opportunities due to their
positive status or because the disease has negatively aﬀected their circumstances.
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The HIV Care and Support Response
The care and support services needed by each community vary according to its diﬀerent
setting and the level of prevalence. These services are relevant to people living with HIV
but also to those directly aﬀected by HIV (the family and carers of people living with HIV).
Comprehensive HIV care and support services can be best delivered in an enabling legal,
policy and social environment, and consists of the following types of services:
Physical (clinical and nursing):
Includes testing; prevention of opportunistic infections, symptom control and pain
management; treatment of AIDS-related illnesses and opportunistic infections including
TB; paediatric care; treatment adherence support and information; nutrition; alternative
and traditional medicine.
Psychosocial:
Includes counseling services; treatment of mental health disorders such as depressions
and anxiety, emotional and spiritual support; reduction of stigma and discrimination;
positive health and dignity.
Socio-economic:
Includes ﬁnancial support; income generation and employment opportunities; workplace
policies and programmes; capacity building and advocacy support; clean water; transport;
positive prevention; education; orphan support; adoption services; help in the home and
child care.
Nutritional:
Includes food and nutrition assistance as a therapeutic adjunct to medical treatment;
targeted food and nutrition support on the basis of an assessment of vulnerability to food
insecurity; nutrition education and safe food guidance (proper storage and preparation);
and appropriate agricultural inputs and services.
Legal:
Includes access to legal aid, legal support and accessible legal information; human rights
legislation and implementation (including anti-violence and anti-discrimination; land,
inheritance and property rights; labour laws); succession planning, rights-based approach
and rights advocacy training.
Caring for the carers:
Includes psychosocial support (including support groups, bereavement support and
respite services), physical/clinical training and regular supervision, access to essential
equipment and safety supplies; socio-economic support, nutritional support and legal
care and support.
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Figure 1: Comprehensive HIV Care & Support
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The eﬀect of HIV care and support
Comprehensive HIV care and support programmes oﬀer a vital means of preventing and controlling
the spread and the impact of HIV and related infections such as TB and hepatitis in communities. Care
and support services address the health, psychosocial, legal and livelihoods wellbeing of people living
with HIV and of their extended families and other dependents. The social returns on this work are
immense yet they have previously not been well quantiﬁed or attributed. The services have impact
across all stages of the disease, in all situations and at all levels.
Before diagnosis, both primary and secondary carers play an important but unrecognised role in the
community and in families to:
• encourage people to test for HIV, leading to earlier diagnosis
• signpost and refer to earlier enrolment in other HIV services
During ART, care and support services:
• play a crucial role in ensuring ART adherence, thus ultimately the success of the treatment.
• ensure suﬃcient nutrition for eﬀective treatment
Before and during ART and where no ART is available, care and support services:
• prevent opportunistic infections such as TB and Hepatitis B and C
• address pain and other symptoms
• help manage co-morbidities such as cardio-vascular diseases, non-AIDS related cancers, bone
diseases and dementia
• relieve psychological stress, and mental health issues
• build positive health, dignity and prevention
• encourage behaviour to prevent transmission
• educate on sexual and reproductive health issues
• contribute to reduced patient expenditure and expenditure on facilities by promoting early
enrolment in care, better guided use of health services and therefore lower rates of hospitalisation.
• guide and support adults to increase their ability to earn and allow children better access to school
Towards the end of a patient’s life, care and support services:
• relieve pain through opioids
• relieve symptoms
• enhance physical and emotional wellbeing
• support families through bereavement
• make accessible legal information and services and enable succession planning
At personal, household and community levels quality HIV care and support services:
• reduce morbidity and mortality
• improve physical wellbeing and quality of life
• help build resilience to the shocks and disruptions that HIV brings.
• contribute to reduced patient and household health expenditure
• build economic and livelihood security
• reduce HIV stigma and discrimination at individual, family and community levels (many secondary
carers are positive and play an important role in demonstrating positive living in the community)
At system level, successive studies have demonstrated that a continuum of quality HIV care and
support services (particularly a combination of community home-based care and facility-based
services):
• relieves demand on public health systems, lowers rates of hospital admission and contributes to
reduced facility expenditures
• improves the eﬀectiveness and reach of other areas of the response such as treatment and
prevention
• has a huge impact at a relatively low cost and therefore represents good value for money16.
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KEY STATISTICS
90% of care for people living with HIV and AIDS is done in the home by family or community
carers (UNAIDS, 2004) 17

2009 Research with 1366 community carers across 6 African countries. (UNDP / Huairou Commission
2009 research Compensation for Contributions: Report on interviews with volunteer care-givers in six countries.)18
shows that:
• 81% of all the volunteer community carers are women
• One-third of community carers are doing the work without any special training related to
the volunteer work. Of the two-thirds that have received some training, more than half (52%)
received only once-oﬀ initial training before they started doing volunteer work
• Only 7% of all volunteers are given a general stipend (very small payment) to help cover the
time and money costs of the volunteer work.

Only 12% of households caring for orphaned children received external support.
(Source: UNICEF (2008)19, Children and AIDS Third Stocktaking Report - date of coverage 2005-2007)

40-60% of orphans & vulnerable children (OVC) in highly aﬀected countries in East and Southern
Africa are cared for by their grandmothers. (State of the Worlds Children, UNICEF report 2007)20

In Sub-Saharan Africa, the health care system must care for two out of three the people living
with HIV but have only 3% of the world’s health care providers. (UNAIDS 2010 Global Report)21

TB is the leading cause of death of people living with HIV. People living with HIV are 20-30 times
more likely to develop TB than those without.22 Yet, the percentage of people with TB who
received an HIV test in 2009 remained low, at 26%.23

1 million end stage HIV and AIDS patients live in countries with low or no access to controlled
medicines and have no or insuﬃcient access to treatment for moderate to severe pain.24

In the UNAIDS 2010 Global Report, only 44% of governments reported that most people in need
have access to home-based care services. 73% of governments responding agreed with the
statement that the majority of people in need have access to palliative care and treatment of
common HIV-related infections, only 57% of civil society respondents agreed that that statement
is true (UNAIDS010 Global Report). 25

In approximately half the countries of the world, there is no identiﬁed palliative care service.
(International Observatory on End of Life Care, 2006)26
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Where is care and support being provided?
To ensure comprehensive and quality care and support it is vital that the
support is provided in a range of diﬀerent settings to best meet the needs of
people living with HIV and their carers. The key to ensuring comprehensive
and quality care and support services from pre-diagnosis until the end of life is
strong links and referral systems between the diﬀerent settings.
Over the last three decades the overburdening of already inadequate health
systems has seen a shift in provision of the majority of HIV-related care
services away from formal health systems (hospitals and health centres) and
into community-based and home-based initiatives. This has engendered a
range of innovative community-based initiatives and welcome ﬂexibility in
and diversity of eﬀective models of care.
The three locations where care and support is provided can be broadly
categorised as the home, the community and the health facilities. There can
be and should be considerable overlap between these three to ensure a
continuum of care.
Home
The majority of care and support is provided in the home. It is provided by
family members, particularly women and girls, or by secondary carers from a
community facility.
Community facility
A community facility provides non-specialised care in a community setting. It
might be in a roadside clinic, a school, a faith institution or a health and social
care community site. Care at these sites is provided by health and social careworkers and volunteers.
Health facility
Health facilities are often where the more clinical and specialised services
are provided. Facilities can be categorised as tertiary, secondary and district
hospitals, other health centres (including hospices), and health posts or
dispensaries. These may be managed by the government, non-government
organisations or the private sector.
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Who is providing care: primary carers, secondary
carers, and the role of faith
In the context of HIV, a carer (or care-giver/care-provider)27 is to be understood as anyone
who provides care and support for adults or children living with or aﬀected by HIV. While
this category includes specialised carers such as doctors, the majority of carers in resourcelimited settings are community or family carers. Most carers are women28 but there are
growing numbers of adult male carers thanks to innovative programmes addressing gender
norms and stereotypes. Many carers are themselves also living with HIV. Carers can be split
into two broad groups: primary carers and secondary carers.
Primary Carers: The burden of care provision falls disproportionately on women and girls
The ﬁrst group consists of adults or children who care for other family members in their
homes and are often referred to as ‘primary carers’. The majority of primary carers is women,
often older women looking after their adult children and grandchildren. There is also a
signiﬁcant number of child carers, often girls, who are looking after ailing parents and
younger siblings. The challenges faced by both these groups are covered in more detail in
the section on Age.
Secondary Carers: Community carers are key guides to supportive services
The second group is often referred to as ’secondary carers‘ – they are community carers and
other health workers such as doctors, nurses and clinical oﬃcers, etc. Secondary carers work
either as individuals, as staﬀ (paid or volunteer) of clinics or NGOs, or are organised through
self-help groups or community-based organisations. Secondary carers are the vital actors for
reaching and caring for adults and children aﬀected by HIV, usually in their own home. They
provide a vital bridge between community members and formal health systems. Without
their input, the ability of formal health services to improve the health of people living with
HIV would be severely compromised. Yet the contribution of community carers is seldom
recognised.
Faith communities and FBOs
Faith based groups are not the only organisations and communities providing HIV care
and support, but their role within this area has been notable. They have often been at the
forefront of providing health, education and community development services in resourcepoor countries to marginalised communities who often would not otherwise be reached.
A WHO study indicated that Christian hospitals and health centres provide around 40%
of HIV-related health care in Lesotho and almost a third of HIV-related care and treatment
services in Zambia – much of which has become community-based over time. It is estimated
that the Catholic Church alone provides around 25% of all the care and treatment services to
people with HIV worldwide. Faith often motivates institutions and community organisations
to provide quality health services and mobilises thousands of volunteers to care for the
sick, disadvantaged or marginalised members of their communities. FBOs are drawn from
within communities, understand the local context and usually enjoy high levels of trust from
the wider community. As such they are key to ensuring provision of good quality care and
support services and as advocates for those living with and aﬀected by HIV whose voices
may otherwise not be heard.
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Economic support for carers
The majority of primary and secondary carers receive very little or no ﬁnancial support
or remuneration for the work they do. The cost of care and their loss of opportunity
to pursue another livelihood has created an unsustainable cycle of deprivation and
exploitation that has continued for decades. Only now some governments and donors
have ﬁnally started to respond to this problem29.
Most primary carers would not consider their care for family members as payable work.
However, caring for a family member relieves the government of care responsibility
and has a signiﬁcantly negative economic impact on the family. Therefore their caring
should be supported economically through social protection mechanisms such as cash
transfers, care grants or allowances, loans and microcredit schemes; old age pensions, as
well as in-kind support such as food parcels and caring equipment.
Secondary carers are all doing payable work but only a tiny minority of community
carers receives remuneration. Most have to buy their own equipment, cover their own
transport to visit patients, provide ﬁnancial support to patients and work long hours
that prevent them pursuing their own income-generating activities. Most unpaid
secondary carers are called ‘volunteers’. However, the majority of secondary carers are
called ‘volunteers’ only because they currently work without pay. It does not follow that
they do not want or do not have the right to be paid, or that they are happy to be made
poorer for the work they do. Most secondary carers are currently denied the right to
choose whether to be a volunteer or a paid worker. For those who choose to volunteer30
they must be properly supported with suﬃcient training, counselling and ﬁnancial
support to cover their volunteer costs.
Once their right to a living wage for their work is understood, a clear path must be
identiﬁed to enable secondary carers to be properly remunerated for the work they do.
There are several key ways that this can be achieved over time.
In the immediate term:
• Limit the time unpaid secondary carers can work to a maximum 20 hours per week to
ensure they have time for their own livelihood activities
• Provide income-generation training and activities, and savings, loans and microcredit
schemes
• Provide regular training, supervision, replacement care equipment, a uniform, and
(where necessary) a bike
In the medium to long term (through government, donor and NGO co-ordination):
• Ensure a minimum stipend that meets all their care costs and is standardised nationally
among NGOs, governments and donors, e.g. through public service programmes
• Create a career path for carers with opportunities for nationally recognised training
and accreditation that will bring a salary as a recognised community health worker
• Foster a change in understanding gender roles and the value of care-work by getting
more men involved as carers. Tackle gender inequality within care by supporting
women to take leadership roles within care and support services
• Recognise secondary carers as community health workers and as part of the broader
health system. WHO Taskshifting Guidelines and deﬁnitions of community health
workers should recognise and include secondary carers as key to sustainable health
systems31.
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2. Care and Support and Other HIV Services
Relationship between prevention, treatment, care and
support
The interconnected needs of people living with and aﬀected by HIV mean that the artiﬁcial boundaries
between prevention, treatment and care and support are blurred and diﬃcult to draw, especially in
developing and transitional societies. The diagram below oﬀers a basic representation of how the core
parts of comprehensive care and support also include aspects that are sometimes also considered
to be part of ART or prevention. Above all it demonstrates how a holistic, integrated multi-sector
approach is critical.
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Speech given at The UK Consortium on AIDS and International
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Development conference “HIV Care and Support: A Roadmap to
Universal Access by 2015”, November 2010:

”Care and support, it seems to me, must now occupy the centre of the response, whether you are moving from the
psycho-social to the legal, whether you are moving from nutrition to housing, care and support involves the entire
gamut, the entire panoply of the response to the virus.”
“My ﬁrst visit to Africa was ﬁfty one years ago. I went to Ghana, and I love that country, it had a
tremendous inﬂuence on my life, and I have spent the intervening ﬁfty-one years going back and
forth from Africa. I always understood this astonishing sophistication and intelligence and generosity
of spirit that lies at the grassroots, at the community level in Africa, the tremendous strength and
resilience that is everywhere in evidence, so that the continuum of care and support in all its facets
has its greatest application at the community level, there is just no question about that. And if the HIV
pandemic is one day to be defeated, if it is to be subdued, confronted, overcome, it will be overcome
because of the remarkable community capacities.
When I was in Johannesburg recently I had the incredible privilege of moderating a discussion
amongst all the Medecins Sans Frontieres programme people from the Southern African Countries.
And they had got together to discuss ‘test and treat’, or, using UNAIDS formulation, ‘treatment as
prevention’, and it becomes clear that if this takes oﬀ, and treatment as prevention has now become
the new mantra of the response to the pandemic on the prevention side, very large numbers of
people are going to come into treatment. What it means for care and support is that there may
be astonishing numbers of people who are going to require in particular a lot of emotional and
psychological reinforcement, the kind of therapeutic dimension of psycho-social interventions is
going to become terribly important given the numbers, because even if their CD4 counts are very
high the mere fact of being HIV positive, the mere fact of having to cope with it for a lifetime will
inevitably require levels of care & support which exceed even that which is now available so I ask you
to keep that in mind.
Care & support seems to me must now occupy the centre of the response, whether you are moving
from the psychosocial to the legal, whether you are moving from nutrition to housing, care &
support involves the entire gamut, the entire panoply of the response to the virus. Treatment has had
tremendous attention and has very very powerful advocates. Prevention now has male circumcision,
and this thrilling discovery of a microbicide which may work, and the ‘test and treat’, ‘treatment as
prevention’, and behaviour change, this whole apparatus of prevention which has recently emerged.
But where we haven’t given enough focus is to care & support and I want to suggest that it rise to
the level of a social movement. It’s extraordinary, no one has the range of knowledge of the care &
support teams on the ground, no one, and now, if you come together in this very strong coalition,
those voices can have an appreciable impact with a pandemic that is increasingly in peril as the donor
community begins to recede in its interest and its commitment. There is a tremendous battle yet to be
fought and your domain should be at the centre of that battle.”

Stephen Lewis is the board chair of the Stephen Lewis Foundation in Canada; co-founder and co-director of AIDS-Free World in
the United States; a Distinguished Visiting Professor at Ryerson University in Toronto; a member of the Board of Directors of the
Clinton Health Access Initiative and the International AIDS Vaccine Initiative; and a Commissioner on the newly formed Global
Commission on HIV and the Law, created by the United Nations Development Programme (UNDP) with the support of the Joint
United Nations Programme of HIV/AIDS (UNAIDS).
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Care and support and treatment access
The rollout of ART over the last ﬁve years has made huge strides forward, with 5.2 million
people now receiving ART. PMTCT has also made good progress with the percentage
of mothers provided with treatment to prevent transmission of the virus to their child
increased from 35% in 2007 to 53% in 2009.32
For those that now have access to ART and PMTCT, care and support services are critical
to make these treatments eﬀective over the long run. There is now a strong body of
evidence to show that treatment adherence is aﬀected by a number of key factors,
including stigma reduction, food and livelihood security, support from family members,
community education, peer/buddy accompaniment and psychosocial support.33 Primary
and secondary carers provide many of these services.
It was also previously envisaged that ART rollout would eventually remove the need for
physical and psychosocial care. However, studies clearly demonstrate that physical and
psychosocial symptoms34 are prevalent across all stages of the disease, even while on
ART35, and that physical and psychosocial care and support services signiﬁcantly support
adherence, reduce morbidity and mortality and enhance physical and mental wellbeing.
Care and support services also play an important role in linking patients to testing
and treatment for TB but much work still needs to be done to integrate clinic and care
services available.
The reality remains sadly that still only 36% of people in need of treatment globally have
access to it.36 This means that there are over 9 million people in the world who need
treatment but have no access to it. For these people there are two imperatives – to reach
them with ART as quickly as possible and to provide them with quality care and support
to relieve their symptoms in the meantime. Care and support services are critical for
achieving both of these, particularly those in the community with access to vulnerable
and marginalised groups.
Treatment 2.0, the UNAIDS treatment platform, seeks to simplify the way HIV treatment
is currently provided and scale up access to treatment. Of the 5 pillars to this platform,
pillars 4 and 5 identify the key role of community-based care services and community
mobilisation in increasing HIV testing rates, increased use of HIV prevention and
treatment services as well as improved treatment adherence and prevention practices
and a reduction in stigma. It also identiﬁes local community–based organisations led by
people living with HIV as best placed to reach populations that are at higher risk of HIV
and otherwise hard to reach.37
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Care and support and prevention
Secondary carers often play a very important role in HIV prevention, providing
prevention information and services both for people living with HIV and other
diseases, as well as for those as yet not infected in their families and the broader
community.
Positive health, dignity and prevention
Prevention information, education and services for people living with HIV are a
common and important part of care and support services. Prevention services
provided by secondary carers include prevention for HIV-positives, behavioural
counselling, referrals for prevention of vertical transmission (from parent to child),
infant feeding guidance for women living with HIV; education on infection prevention
and control; and education on ART. As such these services play an important role for
people living with HIV (and their families) on how to prevent infection or illness and
thereby reduce the risk of infecting others or re-infecting themselves. They also have
a strong role in preventing people living with HIV from getting TB - through advice
on their home environment, nutrition, health education, or even access to Isoniazid
Preventative Therapy (IPT) if appropriate/available.
Community outreach
Care and support services, particularly in the community, play a critical primary
healthcare education and outreach role supporting the whole community. In many
communities, secondary carers run community education sessions in public areas
including market places, schools, and community meetings. They inform people
about how illnesses prevalent in their area are transmitted and can be prevented,
discuss family planning and sex education, encourage HIV testing and counselling,
demonstrate and distribute condoms, and dispel misunderstandings and stigma
related to HIV. They also play a strong role in addressing gender inequalities
– challenging gender stereotypes and norms in caring; raising awareness to prevent
gender-based violence; building stronger women’s participation in community
decision-making and developing women’s economic empowerment activities.
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“We need to invest in organising, supporting
caregivers to organise around care and support.
This means organising themselves, organising their
communities.”
- Violet Shivutse, secondary carer
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“The kind of care and support oﬀered by grassroots women is psychological support, washing the bedridden people, preparing food – this includes even looking for ﬁrewood, so you don’t just prepare food,
you have to go and start looking for the resources including ﬁrewood, even the food itself, and then
you prepare the food. It also involves taking the people to hospital or going to pick up the home-based
care kits and basic treatment items from the hospital. It is also about fetching water, it is about caring
for the children whose parents are ill, even providing for the children with basic items. It is also about
caring for the orphans, including following up for aspects of their school support like bursaries, tracing
where bursaries are, following up with people who can support these children to continue with school,
following their school progress - just as a parent would do. It is also about resourcing care and support
work, which when I talk about resources I mean using your money to buy food in the households to
support these people, and to help them reach health facilities. It is also about travelling to their homes,
travelling to the health facilities; this is resourcing the care work. In the situation of anti-retroviral drugs
(ARV), caregivers also follow up on ARV adherence to ensure that there is adherence to treatment, also
to TB drugs, and we monitor how the people are taking drugs in their homes.
The caregivers also provide information, including prevention information, and even distribute items
like condoms in the community so as not only to provide care but also to ensure that there is now
prevention, prevention with positives, prevention of new infections. We also do safeguarding the
rights of the women. Most of them are widows and with our care giving work we realise that this is
an aspect that is not taken care of - where widows are disinherited after they lose their spouses, often
they lose their property - we do that support as part of our care-giving work.
I want to show the gaps and the solutions that exist in care giving work for care-givers. One of the
biggest gaps is resourcing the care and support work and also supporting the grassroots care-givers.
Care-givers usually have to struggle to resource their care-giving work at the community level. We
have another gap on the lack of recognition of care-givers. We are recognised at service delivery level,
but when it comes to decision making at the health facility, decision making and planning about
HIV/AIDS in constituency committees, sometimes there is a gap. So for us to be able to bridge this gap,
we have formed the Home Based Care Alliance, which enhances our voices as care-givers. Through the
Home Based Care Alliance we are able to lobby and be part of decision making, to show that we are
not only service providers but are also participating in the development of our communities, in the
development of our nations.
My recommendations – it’s very important, the ﬁrst one is organising. I will repeat it. We need to invest
in organising, supporting care-givers to organise around care and support. This means organising
themselves, organising their communities. We need to develop structures and mechanisms that
are formal, for care-givers, in decision-making at the local and national government level. Someone
thinks, ok, care-givers need to be in this committee, but this has got to be formal at all levels, that caregivers sit and be part of the decision-making. We need to be recognised and the opportunities, the
existing interventions that we speak about, should be supported. Usually when programmes come to
communities, they come as a blueprint, they come very diﬀerent, they have been prepared elsewhere,
they are trickled down to this community and they do not complement existing programmes. I think
we should be part of planning and new programmes should come to support the already existing
programmes around care and support in our communities.”
Violet Shivutse has been a volunteer community health worker providing comprehensive care and support for people living
with HIV and orphans for 9 years in Shibuye location in Kenya; she is a coordinator and leader of the Shibuye Community Health
Workers community organisation (part of GROOTS Kenya movement); a member of a regional Watch Dog Group which actively
enforces the land and inheritance rights of women and orphans; a leader and founder of the Kakamega District Home-Based Care
Alliance; and a strong leader in the global grassroots women’s networks of GROOTS International and the Huairou Commission.
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3. Care and Support and Broader Issues
The relationship between care and support and
broader sectors: Social protection, community systems
strengthening and health system strengthening
Figure 3. Care and support at the centre of synergies between health, community and social
protection systems strengthening.
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(Taken from UNAIDS, Expanded Business Case: Enhanced Social Protection, 2010, p.25)38
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Care and support and social protection
Social protection has been increasingly recognised as a key intervention for poverty
alleviation by international agencies and donors.39 UNAIDS identiﬁed social protection as
one priority area of its Outcome Framework 2009-11. They identiﬁed four pillars of social
protection: 1) Policies, legislation and regulation 2) Financial protection, including social
transfers 3) Access to aﬀordable quality services and 4) Systems strengthening – social
welfare and community systems strengthening. This concept of social protection is both
inclusive and supportive of community systems and responses, including the socioeconomic and legal aspects - though not the psychosocial and physical aspects - of care
and support services.
Home-based care and community care and support is understood as a core mechanism
for the delivery of social protection at community level. Care and support services provide
socio-economic and legal support to their clients as well as signpost/facilitate clients to
access government social protection mechanisms: “Community-based organisations and
faith-based organisations are key providers of prevention, treatment, care and support
and can address the social, political, legal and ﬁnancial environment needed to scale up
responses, especially for those people who are hard to reach.” 40
Social protection is also recognised as “critical for carers and households, the majority
of which presently receive little or no external support, to be able to provide adequate
and comprehensive care and support”41. For primary carers, especially those unable to
make a living due to their care responsibilities or their age, social protection is the only
support they will receive. This ranges from cash transfers or food and equipment support
to pensions and free legal aid. Many of the same types of support are critical for secondary
carers who often do not get paid for their work, although this should ideally be a temporary
state of aﬀairs until they can be remunerated properly for their hard work.
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Care and support and health and community system
strengthening
The much-needed focus on the strengthening of health systems and increased human resources for
health must also emphasise the strengthening of community systems and create a clear continuum of
care that eﬀectively links the individual to all the services they need from the hospital to the home.
Clinical/physical and psychosocial care and support and specialist palliative care services can often
be found in the public health system in hospitals and clinics and in the community in hospices. These
services are also delivered, although often in a less specialised way, at community level in clinics,
community health centres, and through home-based care from NGOs and CBOs. These community
structures and systems also expand care and support services to provide broader social, economic,
nutritional and legal services. They provide this broad range of services to aﬀected communities,
are able to react quickly to changing needs and are able to reach marginalised groups and key
populations often much more eﬀectively than government services can. However, so far, community
care and support has largely been missed out of conceptions of and discussions about health systems.
Community systems strengthening (CSS)
The concept of community systems strengthening42 and the growing recognition of the value of the
community response to HIV43 have both broadened the opportunities for recognising and properly
supporting HIV care and support services, particularly those delivered in the community. CSS is
therefore an approach that promotes the development and sustainability of community organisations
and actors (such as home-based care organisations and secondary carers), and enables them to
contribute to the long-term sustainability of HIV, health and other interventions at community
level. The Global Fund writes that the goal of CSS is “to develop the role of key populations and
communities, and community organisations, networks and other actors, in the design, delivery,
monitoring and evaluation of services and activities aimed at improving health outcomes.”44
Integration
People living with HIV and those providing care and support to them are often also dealing with other
health issues, particularly TB, but also need access to other services including sexual and reproductive
health and maternal and child health. A joined-up approach to addressing wider health needs of
people living with HIV will help to support more eﬀective health systems for the people they aim
to beneﬁt, and potentially greater cost eﬀectiveness for governments running them. With a health
worker shortage in many countries with a high burden of TB and HIV, for example, resources are better
used through an integrated approach.
Human resources for health
There needs to be a dramatic scale up of the numbers of health professionals such as doctors and
nurses trained to provide comprehensive care and support. The debates on how to tackle the human
resources for health crisis also need to take a holistic view that fully takes into account the important
role and huge potential of community health workers and carers to scale up access to health services
to the hardest to reach.
Alma Ata: the role of communities and governments in delivering care and support
The Alma Ata Declaration establishes the importance of community ownership over primary health
care, particularly participation in decision-making and delivery of services. This means that community
responses to providing care and support to people living with or aﬀected by HIV, TB and malaria are
critical. However, the principle of community ownership in no way lets governments oﬀ the hook from
resourcing, supporting and co-ordinating these responses, and ensuring the quality and reliability of
care and support services. It is the responsibility of national governments to deliver care and support
as part of an integrated health approach and a comprehensive care continuum, in which National
AIDS Plans co-ordinate close working and clear systems of referral between the public health system,
community home-based care programmes and care-providers in the home.
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People living with HIV and those providing care and
support to them are often also dealing with other
health issues, particularly TB, but also need access to
other services including sexual and reproductive health
and maternal and child health.
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“I don’t see how the much talked about universal access
will be achieved without giving support to home-based
care and primary caregivers whose involvement can show
the success or failure of such a programme.”
- Kuﬁkisa Laugery, primary carer
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A Primary Carer Speaks: Kuﬁkisa Laugery
Speech given at The UK Consortium on AIDS and International
Development conference “HIV Care and Support: A Roadmap to
Universal Access by 2015”, November 2010:
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“As a primary caregiver, you are on call 24 hours a day, 7 days a week. This means you have little time
to (earn) any regular income. Many people have sold their assets in order to meet the rising costs of
care-giving. As a result, most of our care-givers, regardless of their previous status, ﬁnd themselves in
the same boat of poverty, where food security is a problem, where shelters fall into various states of
disrepair. Ordinary household necessities, things that most people take for granted, become luxuries.
Transport and feeding costs still remain a big problem. ART is free, but one needs transport to get to
a medical centre. When I take my 14-year-old grandson for his drugs, we get on two buses and a taxi.
When I don’t have enough money, he goes alone and he will only take the two buses and then he
will walk – being young he feels that he can do it. But this is not desirable, there are questions that
the nursing staﬀ want to ask me, such as how he is getting on and so forth, but it can’t be helped
sometimes.
When a care-giver falls ill the drugs are not free. Medical treatment is supposed to be free in my
country for those who are aged 60 and above, but there are usually no drugs at our medical centres
and even when the doctor gives you a prescription to take to the pharmacy, he knows very well that
there are no drugs and you will be required to take that prescription to a private pharmacy and buy
the drugs. Expensive services like X-rays, scanning and echo-soundings are not free.
Looking after one’s own orphaned grand-children or any other member of the family is usually taken
on with calm resignation, whether or not one is able to do it, to carry out the work or not. Most of my
peers believe that it is perfectly all right for them to go without decent shelter, health care, nutritious
food, educational support for their children and so forth just because they cannot aﬀord to pay for
these services. It does not occur to my peers to even think that anyone else is supposed to help them.
However, you and I know that care and support are not a privilege but a human right. Governments
should take responsibility for all their people, not just the healthy who pay taxes and help (put) money
in government coiﬀeurs.
Why can’t (there be) some kind of recognition and support for the work done by someone who is on
24 hour call, as compared to someone who does a six to eight hour shift (referring to professional,
salaried nurses and carers). I don’t see how the much talked about universal access will be achieved
without giving support to home-based care and primary care-givers whose involvement can show
the success or failure of such a programme. Carers should therefore be trained in proper care-giving
skills – we have to learn how to handle the people in our care, especially the children. Cash transfer
programmes should be scaled-up, shelter and sanitation improvement should be ongoing, carers
must also be considered for food supplement programmes and adequate health policy for older
persons should be implemented and educational support for these children who are in our care
should be scaled up. I am 68 years old and I had a household of six children and six adults. This
number varies from time to time because I live on a farm, and members of my family feel that it is all
right to bring extra people to my place. What is believed is that because you live on a farm, you cannot
go hungry – that is a fallacy. Even a farm needs to be worked and worked by someone who has the
means to do so. Now ﬁve of these people are HIV positive and two are already on ART, so what I have
been saying here is not just about other people, it applies to me as well.” 45

Kufekisa Laugery is a subsistence farmer and has been a widow for 16 years. She is head of household of six children and six
adults, ﬁve of these are HIV positive and two are already on ART. She is chair of the Senior Citizens’ Association of Zambia (SCAZ).
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Older people provide the majority of care to their family
members living with HIV and orphaned and vulnerable
children. Providing care has a major impact on older
people’s lives, on their economic security, their health
status and emotional wellbeing.
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Intersecting issues - Age
People of every age are aﬀected by HIV. The epidemic aﬀects people of diﬀerent ages in diﬀerent
ways and has diﬀerent implications for the types of care and support people need. HIV services and
interventions must address not only the speciﬁc impacts of the epidemic, but also the contributions
that people of diﬀerent ages make, and the challenges they face.
Care and support and older people
Older people provide the majority of care to their family members living with HIV and orphaned and
vulnerable children. Providing care has a major impact on older people’s lives, on their economic
security, their health status and emotional wellbeing. In Africa, poverty rates for households with an
older person are found to be higher than those for the general population46 and providing care takes
an additional toll. Older carers need to be reached with economic support through appropriate social
protection mechanisms. They also need adequate health care to face health challenges that are often
exacerbated by the demands of care-giving. Older carers often need psychosocial support to cope
with caring for children and grandchildren living with HIV and coming to terms with the death of
family members. In addition, literacy rates are consistently lower among older people than the general
population47, resulting in older carers needing more support in accessing rights and entitlements for
those in their care and understanding how best to support treatment regimes.
Older people living with HIV also need care and support. As access to ART increases and people live
longer with HIV, the epidemic will age and there will be a need to understand and respond to the
interactions of health conditions related to HIV and ageing, and ART and drugs for other conditions. In
the developed world where ART has been accessible for longer, there are more people who have lived
to older age with HIV, and they have almost double the number of other long-term health conditions
than older people who are HIV negative48. Older people living with HIV in the developing world likely
face similar challenges and need appropriate care and support.
Care and support and children
Children in need of HIV care and support include those children living with HIV and those living in
households aﬀected by HIV, especially those in poor households and who have lost one or both
parents. Despite a slowing down of the HIV pandemic on a global level, HIV prevention and care needs
for children are increasing, due to the delayed impact of orphaning. Children orphaned or made
vulnerable by AIDS can experience a wide array of problems including severe psychosocial distress,
and lack of food, shelter, clothing, or health care. They may be abandoned and left to grow up in state
institutions and children’s homes, in child-headed households, or on the street. They may be forced
to drop out of school or be required to care for younger siblings or chronically ill adults. They may
face discrimination, abuse or exploitation. Deprived of parental guidance and protection, they may
themselves become vulnerable to HIV infection.
In some of the most vulnerable households aﬀected by AIDS it is often children who act as the
primary carers. Children care for their sick parents, frail grandparents or siblings49. Child carers carry
out signiﬁcant nursing duties and may also be responsible for the upkeep and income generation
of the household. Care-giving can aﬀect school attendance and performance and contribute to
psychological distress as children worry about their future and often face stigma from others.50
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Intersecting issues - Gender
Access to care and support services
Little data exists to demonstrate the gendered aspects of access to care and support services.
However, qualitative research across 13 countries has demonstrated that women face considerable
barriers to access care and support services51. The rising numbers of HIV infections among women and
girls and the challenges they face accessing services are directly related to their unequal social, legal
and economic status. Gender norms and stereotypes mean that while men are usually cared for by
female family members, women are seldom cared for by the men in their family.
Delivering care and support services
As public health systems in resource-poor countries buckled under the weight of need for HIV services,
the responsibility for HIV care and support has been pushed onto households and the community,
particularly women and girls. There is now overwhelming evidence that women disproportionately
carry the burden of care for adults and children living with and aﬀected by HIV at home and in the
community. A recent study across 6 African countries showed that 81% of all volunteer secondary
carers are women52 and, in Thailand, two thirds of people living with HIV and AIDS are nursed at home
by their parents, usually their mother53.
Nowhere is the contribution of women and girls to the AIDS response more clear than as carers. Yet,
largely because it is considered ‘women’s work’, carers (primary and secondary) receive very little if
any recognition, psychological or ﬁnancial support, equipment or training. Older women are often
left looking after their adult children and grandchildren without access to adequate income or
emotional support. Many young girl carers miss out on school to care for their parents. There are few
greater opportunities to promote the economic empowerment of women and girls than to recognise,
recompense and properly support carers through social protection, livelihood opportunities and
government ﬁnancial support in the form of stipends/pay for community carers.
Carers also face risk of disease infection in the course of their work. For example, TB poses a greater
risk to women caring for family members in the early stages of infection. Women living with HIV often
ﬁnd themselves having to care for members of their families who are also ill, and they are aﬀected by
diﬃculties both in accessing proper treatment, care and support for themselves, and for ﬁnding the
necessary resources to care eﬀectively for others. Any approach to HIV care and support must address
gender-based stereotypes and discrimination, both to ensure that women and girls have proper
access to services and that the work the carers do is properly recognised, remunerated and supported.
Men must also be encouraged to take greater involvement in caring in the home and community
while also ensuring that women are supported to become community leaders and decision-makers.

“Policy makers refuse to recognise the need to prioritise
access to care and support services for the LGBTI community
[in Uganda]; if they were to do so within the current state
of criminalisation, they would be arrested for the promotion
of homosexuality. So this leaves LGBTI people with no rights
and no access to care and support!”
- David Kato
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Intersecting issues - Human rights
One of the biggest challenges facing the scale-up of the HIV response is that of delivering equitable
quality HIV services to those most at risk of HIV infection or most aﬀected by HIV who are marginalised
or discriminated against by society. Failure by governments and communities to protect the rights of
marginalised groups to access HIV services means continued HIV infections, HIV related illnesses and
deaths.
Putting human rights at the centre of HIV programming and delivery of quality care and support means
ensuring that there are functioning protective social and legal environments in place to ensure the
care and support needs of marginalised groups, including for example: males who have sex with males,
people living with disabilities, sex workers, injecting drug users, refugees and prisoners. The stigma,
discrimination and criminalisation these groups face represent a serious obstacle to achieving universal
access to care and support. Although they are highly vulnerable populations with high rates of infection,
fear of discrimination can stop individuals from accessing care and support and related health services.
In countries where they and their activities are criminalised, many marginalised groups, in particular
MSM, sex workers and IDUs, are more seriously impeded from accessing services. Excluded from human
rights laws and HIV programmes, they have little chance of receiving the treatment, care and support
they need. Where marginalised groups do have limited access to services, service providers may lack
knowledge about their speciﬁc needs, or have misinformed or stigmatising attitudes towards them.
The inspirational gay human rights activist, David Kato, spoke powerfully at the care and support
conference in November 2010:
“The state-sponsored invisibility of the LGBTI community in Uganda, forced by the criminalisation of
same-sex sexual activity, the selling & soliciting of sex and so forth, means that HIV/AIDS policies do not
and cannot recognise the more subtle needs of MSM and related minority groups. Policy makers refuse
to recognise the need to prioritise access to care and support services for the LGBTI community; if they
were to do so within the current state of criminalisation, they would be arrested for the promotion of
homosexuality. So this leaves LGBTI people with no rights and no access to care and support!”
David was tragically murdered in January 2011 while standing up for his universal human right to
dignity and privacy.
In order to ensure that marginalised groups have access to vital services, a human rights-based
approach to scaling up care and support is essential. Their speciﬁc care and support needs and the
challenges in meeting them need to be better documented, and NGOs and multilateral organisations
need to work with governments and communities to create enabling legal, policy and social
environments that facilitate the uptake and provision of HIV care and support to marginalised groups.
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What care and support means: Naledi’s Story
Naledi (St Nicholas’ Hospice, South Africa)
Naledi means “shining star’ in South Sotho
Naledi was admitted into the St Nicholas Children’s Hospice home care and day care
programmes in 1995 when she was 4 years old. She was HIV positive and an orphan,
cared for by her maternal grandparents and her mother’s siblings. Naledi was a bright
and happy little girl, but because this was before anti-retroviral therapy was available
in South Africa, her care consisted of health promotion, early treatment of infections
and activities to promote normal childhood development.
Naledi was fortunate in that she was brought up by caring grandparents and her
family who worked together with the hospice to provide her with all she required.
Despite all their care, Naledi contracted numerous infections and her condition
deteriorated. When she was 8 the family combined resources to buy ARVs privately,
which meant she could attend school and enjoy a fairly normal childhood.
Throughout this time the hospice continued to support Naledi and her family,
sharing special occasions such as birthdays, and helping the family to access the best
possible health care.
Once ARVs were available in South Africa, Naledi attended the primary health care
clinic in her neighbourhood. She appeared to be progressing well, and was looking
forward to graduating from school, when she was diagnosed with renal failure as a
reaction to one of her ARVs.
Naledi had a long period of hospitalization, supported by her family and the hospice
staﬀ, and was put onto dialysis. She enjoyed sessions with the occupational therapists
and developed a real talent for craft work. At present Naledi is at home, cared for by
her grandmother and the hospice nurse, who has been with her since she was ﬁrst
admitted to the hospice programme. The hospice driver takes her for dialysis three
times each week and she continues to do her crafts, enjoying visitors and her time at
the renal clinic. She often expresses her love of the hospice staﬀ and appreciation for
the care and support she has received. Her grandmother sees the care and support
from the hospice as an essential part of Naledi and the family’s ability to cope with
her condition.
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