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FOREWORD

This report presents a synthesis of the results of a four-country research project undertaken in Ethiopia,
Malawi, South Africa and Zambia. It was commissioned by the Caregivers Action Network (CAN) to
review community and home-based care (CHBC), especially in regards to HIV prevention, treatment,
care and support.

CAN wishes to acknowledge the invaluable support provided by many actors involved in this multi-
country research both nationally and internationally.

This research would not have been possible without the information and insight provided by informants
at the community and national level: the clients and their caregivers as well as key resource persons
and representatives from the government and non-governmental organisations, including those
implementing CHBC programmes. CAN is grateful for these contributions.

CAN also thanks the research coordinators from ETC Crystal and Athena Institute - VU University
Amsterdam as well as the country-based researchers and members of research advisory boards in
each country. The information collected has provided greater insight into the significant roles and
responsibilities of community caregivers in the four case study countries with regard to the provision
of accessible care and support and the need to continue investing in community care and support
programmes.

In addition, CAN thanks the IAC Research Group members who started the dialogue around care and
support research priorities and provided critical input and feedback in relation to the set-up of the
research, its implementation and the preliminary findings.

Gratitude is also due to the CAN co-facilitators (Cordaid, HelpAge International, Hope Development
Initiative, the International HIV/AIDS Alliance and VSO International) as well as the Joint United Nations
Programme on HIV/AIDS (UNAIDS) for providing guidance and input at all stages of the project process.

Finally, CAN thanks Cordaid and UNAIDS for funding this important research.
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EXECUTIVE SUMMARY

This report presents a synthesis of the results of a four-country research project undertaken in Ethiopia,
Malawi, South Africa and Zambia on the development of community and home-based care (CHBC) in
the context of HIV. The research was commissioned by the Caregivers Action Network (CAN) in 2011 to
inform its advocacy agenda with regard to highlighting the importance of community care and support
programmes.

Four research objectives guided the process and are reflected in this report. They were to:

« explore the adaptations and changes in caregiving at the community level since the rapid scale-up
of antiretroviral therapy (ART), with a particular focus on the tasks of caregivers and the needs of
their clients;

« assess how and to what extent caregiving by informal caregivers at community level has been
integrated in the health system and is being recognized as part of primary health care (PHC)
structures and policies;

« investigate the contributions of, potential role of and benefits for caregivers in the expansion of
HIV prevention and treatment and PHC programmes; and

e assess the potential means for formal and informal community caregiver programmes to
complement each other in the context of decentralisation of HIV treatment programmes, taking
into account current initiatives and arrangements.

The field research was conducted from September 2011 to August 2012 and was carried out by local
research teams. These teams conducted research on CHBC programmes and conducted interviews and
focus group discussions with, among others, government officials at national, provincial and lower levels;
community caregivers and their clients; and representatives from CHBC-providing organisations—most
of which are non-governmental organisations (NGOs) in the countries studied.

Some of the key findings and observations from the multi-country research are summarized below.

History and evolution of CHBC programmes

The research shows that prior to but, notably, since the introduction of ART, CHBC programmes have
positioned themselves to provide a wide range of HIV-related care and support services. People living
with HIV were the predominant client population among the CHBC organisations surveyed, although
many also provide services to HIV-negative clients with other chronic conditions (such as hypertension,
diabetes and cancer), tuberculosis (TB) and sexually transmitted infections.

The introduction of ART has been a major factor influencing the development of community care and
support in all four research countries, as it has generally contributed to an improved health status and
productivity of those receiving HIV treatment. People living with HIV are now less likely to be bedridden
and in need of end-of-life care, and far more likely to need a wide range of services such as support in
adhering to ART, psychosocial support, assistance in identifying income-generating opportunities, and—
critically—food security.

CHBC programmes have adjusted to the changing needs of their clients and as a result, caregivers’ roles
and the types of care and support services provided have changed. A wide and comprehensive set
of CHBC services are provided by primary and secondary caregivers in communities. Caregivers’ roles
include the provision of care and support services such as basic nursing care, psychosocial support,
socioeconomic support, care for OVC, counselling and testing support, adherence support, providing
assistance in triaging, registration support, record-keeping, facilitating client flow in clinics, counting pills
and tracking clients in communities and encouraging them back into care when necessary. They also
play an important role in addressing the stigmatisation and discrimination of people living with HIV and
in mobilising people for HIV testing. The focus is on providing a continuum of care and comprehensive
care and support.
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Another significant development identified in relation to the tasks and responsibilities of community
caregivers and CHBC-providing organisations was the growing demand for CHBC and PHC programmes
to accommodate a broader range of health care conditions. These demands are linked to the expansion
of HIV treatment services. As ART services in particular have expanded, so has the knowledge of the
scale and presence of other (non-communicable) diseases such as diabetes, hypertension and mental
and physical disabilities.

The form and content of CHBC have also changed as a result of international agency and national
government interventions to revitalise PHC services and elaborate social services to support those
in need in communities. The research recorded changes in policy environments relating to care and
support in all four countries. While the general trend is towards incorporating CHBC into government
PHC structures and programmes, there are marked differences among the countries according to the
extent to which they have adopted the World Health Organization (WHO) decentralisation model and,
critically, whether health policies are aligned to national economic development policies and structures.
Country differences can be observed with regards to the extent to which governments recognise and
accept community caregivers and CHBC programmes as integral components of national health systems,
the management of community caregivers, remuneration of community caregivers, and community
participation and mobilisation.

According to the research findings, CHBC programmes have managed to persist because the
organisations running them have developed sound mechanisms to mobilise communities to support
members in need, ensure participation of members as community caregivers in their programmes, and
adapt to the changing needs of their clients and local and national health care systems. Yet their ability
to provide adequate and comprehensive services is threatened by funding cutbacks and uncertainty
over their future roles and responsibilities as countries seek to expand government-run PHC structures
and systems that rely on salaried personnel employed directly by the state. The general trend is to
create professional/paid community caregivers to i) be the intermediaries between government medical
personnel and CHBC programmes and their voluntary/unpaid community caregivers and ii) deliver PHC
services. While most respondents welcome governments taking increased responsibility to meet the
health care needs of citizens, some expressed concern that important community-level linkages and
attention offered through CHBC programmes will be lost.

Health system integration

The research detected large variations in the extent to which governments view community caregivers
and CHBC programmes as integral components of national health systems. In Ethiopia, CHBC programmes
are acknowledged as a component of the health system but with responsibility for the ‘non-clinical’,
social welfare aspects of health care; as such, they are not considered formally part of health services.
Collaboration between government agencies and NGOs is accepted and encouraged but there is no
intention to integrate CHBC programmes into health services or to place them within the remit of
PHC. Zambia and Malawi recognise that community caregivers and CHBC programmes are essential
components of their health systems and integral to their ART and PHC strategies. Although the Zambian
Ministry of Health seeks to ‘formalise’ community caregiving, via the establishment of a new cadre of
‘community health assistants’ (CHAs), this is likely to be only in the sense of emulating Malawi’s existing
use of ‘health surveillance assistants’ (HSAs) to create firm links among health facilities, community
caregivers and CHBC programmes. In both countries, coordination rather than integration of CHBC
and PHC programmes is the practical agenda. In South Africa, the past lack of formal mechanisms for
coordination of the Ministry of Health services and CHBC programmes and the multiplicity of different
categories of community caregivers are driving a policy to restructure community caregiving and
integrating it into PHC services.

Overall it is agreed that CHBC programmes and community caregivers are vital to national efforts to
improve the uptake of HIV treatment services as well as retention of clients on ART. All four countries
have made important strides in expanding access to treatment services for people living with HIV. HIV
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treatment services have generally expanded to health centre levels. Not all health centres are equipped
to provide ART, however, mainly due to restrictions allowing only specially trained health professions
to prescribe and manage ART. With the exception of Zambia, where mobile sites provide access at
community level, and current pilots in South Africa that experiment with dispensing drugs outside
health facilities, there does not seem to be much impetus for further decentralisation of HIV treatment
to lower-level health or non-health facilities in the near future.

Caregivers’ potential

The research noted the important contribution of community caregivers in HIV prevention and
treatment across the four research countries. They play a central role in mobilisation for HIV prevention
campaigns and contribute to the drive for universal counselling and testing, with some even trained
to conduct HIV tests directly. Their potential in promotion of health-seeking behaviour in general and
uptake of HIV-related services, including prevention of mother-to-child transmission (PMTCT), by linking
people to health facilities, is widely recognised and deployed in the countries studied. In relation to HIV
treatment, community caregivers fulfil a vital role in tracing defaulters, improving the uptake of services
and supporting clients to adhere to treatment. The research showed that ART programmes depend on
the involvement of non-state employed community caregivers and that many would underperform, or
possibly collapse, without their contribution. Mixed opinions were expressed in relation to the potential
of caregivers to become actively involved in the administration of ART. Some research informants—
in particular those representing CHBC-providing organisations—favoured that approach, as long as
community caregivers receive adequate training and support. Others were opposed to the idea, however,
stating for example that CHBC providers do not have the requisite skills set and equipment needed
to monitor clients closely. Other potential areas for further involvement in treatment programmes, as
suggested by research informants, included the detection of new clients, combined DOTS approach? for
HIV/TB, increased involvement in pre-ART care and support for clients, and support to issues that affect
adherence such as lack of nutritious food by creating vegetable gardens.

The research uncovered only limited evidence calling on community caregivers to contribute to the
expansion of PHC programmes in the four countries, despite the fact that their tasks already extend into
the domain of PHC services. The current trend is for governments to use their own cadres of ‘community
health workers’ to deliver PHC services. However, there is a clear potential for caregivers to be more
involved to supporting policy makers’ plans and visions for PHC in the future.

Theresearch shows that thereis potential for further decentralisation of services using existing structures.
For instance, scope exists for expanding links among health ministries, other government departments
and CHBC programmes. The need to capitalise further on community-level resources in contexts of
limited human and financial resources within governments and to meet the objectives of initiatives
such as Treatment 2.0% could provide drivers for this to happen. In the immediate future, expansion and
increased linkages will likely remain a challenge because of the retraction of CHBC programme services
due to external funding cuts to NGOs and the inevitable, subsequent limitation of the ability of health
ministries to sustain community participation in their ‘outreach’ projects.

Complementarity between formal and informal community caregivers

The necessity of CHBC programmes and community caregivers is fully acknowledged in the four research
countries, yet variations can be observed with regard to the role of CHBC programmes in national HIV
programmes and in the definition, role and conditions of service of community caregivers.

The research shows that the organisation of care and support services in all four research countries
is complex and involves numerous ministries, departments, committees and organisations. A general

1 DOTS refers to ‘directly observed treatment, short course’, a TB treatment and monitoring strategy recommended by the
World Health Organization.

2 The Treatment 2.0 initiative, launched by the Joint United Nations Programme on HIV/AIDS (UNAIDS) and the World Health
Organization (WHO) in 2010, aims to guide the next phase of HIV treatment scale-up.
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trend observed is to emphasise the need for coordination of government health services and CHBC
programmes with professional/paid community caregivers as the hinge. Research findings underscore
the need for NGO-run CHBC programmes to move beyond the notion of community and home-based
care—and, as importantly, for government health ministries to move beyond bio-medical constructs of
PHC—to establish and sustain ‘community-oriented’ health care systems. The changes to the form and
content of CHBC programmes and PHC services indicate that this is happening but in different ways in
the four countries. The general direction is towards PHC and CHBC programmes complementing each
other but, inevitably, there are tensions and challenges. Tensions are expected to arise as governments
move to ‘formalising’ community caregivers on the basis of wage employment contracts but in contexts
where extensive use of volunteer community caregivers is still, and will continue to be, necessary in
order to stay abreast of the changing demands on the public health services. Moreover, foreseeable
developments such as a greater involvement of CHBC programmes in the elimination of mother-to-
child transmission and paediatric HIV programmes will inevitably foster demands for further devolution
of health care into communities. A key structural challenge is sustaining the generally effective means
developed by NGOs, including FBOs, to mobilise communities and to ensure their participation in CHBC
activities. This and other challenges pale, however, compared with the threat posed by the financial
cutbacks to CHBC programmes, most of which result from the global financial crisis. The cutbacks have
forced curtailment of many CHBC programmes activities which, in turn, has reduced the capacity of both
NGOs and health ministries to continue expanding and elaborating community-oriented treatment, care
and support services.

Existing conceptions of CHBC need to change in view of the evidence that community-level health
services are in transition. The lack of clarity and consistency in terminology used to describe people
and structures involved in the provision of care and support often leads to confusion. Such confusion
and lack of specificity—due to the use of multiple terms for community caregiver and often blurred
distinction between the different categories of caregivers in terms of roles and responsibilities—present
challenges, in particular in terms of policy making and implementation in relation to community care
and support. Likewise, the notions of ‘formal’ and ‘informal’ caregivers/caregiving, which are often used
to distinguish civil society-led CHBC programmes and government health services, do not adequately
reflect the sophisticated structures and mechanisms for delivery of community-oriented health care and
the mechanisms-in-the-making for coordination of different health agencies’ activities.

Conclusion

This research shows that a successful transition of health care service delivery at the community level
requires investments in CHBC programmes and true recognition by national governments and other
stakeholders of the expertise of CHBC programmes and those already providing care and support in their
communities. Caregivers and CHBC-providing organisations can and in many cases already play a critical
role in delivering a wide set of HIV, health and broader development services. Their engagement is crucial
in terms of expanding access to ART and HIV prevention services, increasing and sustaining adherence to
ART and other medicines, providing comprehensive care and support, and achieving broader PHC for all.
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1 INTRODUCTION

This is a synthesis report of a four-country research project on the evolution of community and home-
based care (CHBC) in the context of HIV. The focus countries are Ethiopia, Malawi, South Africa and Zambia.
The research examined the evolution of CHBC, the extent to which CHBC programmes are integrated
into national health systems, and their current and potential roles in expanded national HIV and primary
health care (PHC) systems and structures. Additionally, the research aimed to obtain greater insight into
what the opportunities and challenges associated with CHBC and the expansion of national HIV and PHC
systems and structures might mean in relation to the implementation of the ‘Treatment 2.0’ agenda.?
Fieldwork for the research project was conducted between September 2011 and August 2012.

As a synthesis document, this report summarises results from the country studies and focuses on what
the research reveals with regard to the project’s overall objectives. Readers are directed to the four
individual country reports for more extensive details and discussion of the findings in each country.

The Caregivers Action Network (CAN) commissioned the project in recognition of the need for a
strengthened evidence base to inform an international strategy and advocacy agenda the network is
leading on the role of caregivers and the importance of care and support. CAN is a network open to
organisations and individuals committed to realising a global health agenda that recognises, integrates
and supports caregivers and community-based care and support as a fully resourced part of the health
care system. The different parts of this research highlight priority developments, trends and factors that
may be useful for policy making as well as strategy and advocacy decision-making.

This CAN publication is based on the findings and analysis highlighted in the four country research reports
and a research synthesis report prepared in 2012 by Carolien Aantjes (ETC Crystal) and Tim Quinlan
(Athena Institute - VU University Amsterdam). The publication is structured as follows. Section 1 provides
a description of the background to the research, including objectives, scope, methodology, limitations
and explanations on terminologies used. Section 2 discusses the research findings according to the main
research objectives. Section 3 summarizes challenges and concerns observed in and highlighted by the
research. Section 4 presents a discussion of the research findings, and Section 5 contains a conclusion.

1.1 BACKGROUND TO THE RESEARCH

In 1978, countries attending the International Conference on Primary Health Care signed the Alma-Ata
Declaration, which established an international agenda to develop comprehensive PHC services with an
empbhasis on delivery of outpatient health care within communities at clinics.* Another priority emphasis
was on interventions by a wide range of government agencies (i.e., in addition to health ministries) to
improve social and economic conditions in communities.

One facet of the PHC agenda proposed at the 1978 conference was to improve the identification, referral
and treatment of illnesses at ‘local-level’ health facilities. This was to happen through the training and
deployment of ‘community health workers’ (CHWs), a term used to cover a variety of individuals involved
in improving health care within communities. The following is a widely accepted definition of such
individuals:

[They] should be members of the community where they work, should be selected by the
communities, should be answerable to the communities for their activities, should be supported
by the health system but not necessarily part of its organisation, and have shorter training than
professional workers.

—World Health Organization (WHO), 1989

3 Launched by the Joint United Nations Programme on HIV/AIDS (UNAIDS) and the World Health Organization (WHO) in 2010,
the Treatment 2.0 initiative aims to guide the next phase of HIV treatment scale-up. More information on this initiative is
available at www.who.int/hiv/topics/treatment2/en/index.html.

4 The text of the declaration is available online at www.who.int/publications/almaata_declaration_en.pdf (accessed 1 July 2013).
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In many countries, ‘community health worker’ programmes were implemented in hasty, poorly
planned and top-down manners. Their implementation ran parallel to donor-led structural adjustment
programmes, which among other things forced countries to introduce user fees for health care—to the
detriment of people’s access to PHC (Weissman, 1990; Loewenson, 1993; Walt & Gilson, 1994). Instead of
transforming health care services, CHW programmes ended up being under-resourced and undervalued,
thereby leading to an overall decline in enthusiasm for them (Walt, 1990; Abbatt, 2005).

The HIV pandemic led to the revival of ‘community health worker’ programmes in the mid-1980s
(WHO, 2006). The rationale was largely one of necessity in many developing countries that experienced
burgeoning HIV epidemics. The burden of HIV-related illnesses in national populations was, and
continues to be in many places, beyond the capacity of the public health services, particularly in sub-
Saharan Africa. One recourse was to rely more on the contribution of ‘community health workers’, many
of whom were volunteers and not paid for their work. Most were recruited and deployed through CHBC
programmes that were organised largely by faith-based organisations (FBOs) and other non-government
organisations (NGOs) (Rohde et al., 2008).

Before antiretroviral therapy (ART) became available for people living with HIV, community caregivers
operating though these programmes focused on providing care and support to those who were bedridden.
By taking much of the care burden from public health facilities, these programmes and their community
caregivers supported the delivery of PHC services. Prior to but, notably, since the introduction of ART,
CHBC programmes have positioned themselves to provide a range of HIV-related care and support
services (Lindsey, 2002). In particular, the advent of national ART programmes (generally in the mid-
2000s in sub-Saharan Africa) led CHBC programmes to expand their activities beyond basic nursing and
end-of-life care.

As CHBC programmes expanded in scope and scale, there was widespread recognition of the need for
community caregivers. Yet challenges also arose in regard to defining their place within national health
systems, creating appropriate policies and legislation in some countries, and establishing effective
supervision and training (Hermann et al., 2009; Schneider et al., 2008; Walt, 1988; WHO, 2007b).
Additional challenges in some countries have stemmed from rigid bureaucratic structures within health
ministries and the resistance of health professionals’ councils (Zachariah et al., 2009). Thus, although
community caregivers fulfilled (and still fulfil) an essential role in delivery of HIV services, they often
receive limited recognition and compensation (Akintola, 2008b; Heymann et al., 2007; Hosegood et al.,
2007; Kipp et al., 2006; Orner, 2006; Robson et al., 2006; Ogden et al., 2006; Akintola, 2011).

In 2008, many African countries declared a renewed commitment to the principles of Alma-Ata (WHO,
2009). The aims included achieving the health-related Millennium Development Goals (MDGs), using the
PHC approach to strengthen health systems and to scale up universal access to health services (WHO,
2009). As discussed in this report, the formal revival of PHC has provided a foundation for strategic
interventions by governments to align CHBC programmes with public health services and practical
efforts to integrate community caregivers into PHC operations. Challenges remain, however, particularly
in relation to concerns about how primary health care can and should deliver both preventive and
therapeutic services (Rohde et al., 2008) and how it sustains community participation and intersectoral
collaboration (Lawn et al., 2008). Several scholars have pointed out that CHBC programmes may currently
face challenges similar to PHC in the 1980s and 1990s and have called for more empirical evidence on
their contribution to the development of health systems and the challenges those systems face (EI-Sadr
et al., 2007; Schneider et al., 2008; South African Health Review, 2008; UNAIDS, 2011; Wringe et al.,
2010; Yu et al., 2008).

1.2 RESEARCH INITIATION

The overview in Section 1.1 provides the context in which CAN commissioned further research on
community care and support. This sub-section details how the research was initiated and developed.
Discussions with like-minded organisations at the 18th International AIDS Conference in Vienna in July
2010, as well as at the Conference on Universal Access to Care and Support in London later the same
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year®, led to a consensus to gather evidence on the impact of community care and support programmes
to present at the 19th International AIDS Conference, held in Washington, DC in July 2012.

On behalf of CAN, Cordaid invited interested networks and organisations present in Vienna and London
to come together in an IAC Research Group to start a dialogue around care and support research
priorities. After the establishment of the research group, Cordaid commissioned the development of a
working document that identified five key thematic areas with insufficient evidence and data on care and
support. This document served as the basis for discussions in the IAC Research Group, with members
asked to identify their priority areas. The two main areas identified were the linkages with the public
health system and community health care and the changing context of caregiving in the ART era. It was
agreed that the selected themes would be further elaborated in a research proposal.

ETC Crystal and the Athena Institute at VU University in Amsterdam prepared a research proposal for
discussion by the IAC Research Group members, who also provided feedback and support in developing
research methods.

Country selection criteria included the presence of a generalised HIV epidemic, presence of firmly
established care and support programmes at community level (for at least 10 to 15 years), and evidence
of government commitment to revitalisation of PHC. On the basis of these criteria, Ethiopia and Malawi
were selected to be included in the research. South Africa and Zambia were later added when increased
funding was secured. The research was funded by Cordaid and UNAIDS, with the former being the
contract holder on behalf of CAN. The combination of a focus on community care and support and the
Treatment 2.0 agenda developed by UNAIDS and WHO resulted in objectives that focus on the role of
caregivers in relation to health ministries and health services.

In each country, local research teams were identified through a tender process. Research advisory
boards consisting of representatives of CHBC organisations, health/HIV programmes and caregivers
were established in each country to provide advice to the research teams, to act as a sounding board
to the research coordination group, to provide input to the research documents, and to support the
dissemination of the research findings. ETC Crystal was contracted to coordinate the research project.
The Athena Institute provided technical support to the research and ensured scientific rigour. During
the implementation of the research, IAC Research Group members were kept up to date through
communication briefs.

1.3 SCOPE OF THE RESEARCH

Four objectives were agreed for the research:

» explore the adaptations and changes in caregiving at the community level since the rapid scale-up
of antiretroviral therapy (ART), with a particular focus on the tasks of caregivers and the needs of
their clients;

» assess how and to what extent caregiving by informal caregivers at community level has been
integrated in the health system and is being recognized as part of PHC structures and policies;

« investigate the contributions of, potential role of and benefits for caregivers in the expansion of
HIV prevention and treatment and PHC programmes; and

» assess the potential means for formal and informal community caregiver programmes® to
complement each other in the context of decentralisation of HIV treatment programmes, taking
into account current initiatives and arrangements.

5 The London conference took place in November 2010 and was organised by the UK Consortium Care and Support Initiative.
Two notable publications from the conference are available at http://aidsconsortium.org.uk/wp-content/uploads/2011/11
CareSupportAdvocacyDoc2011Compressed.pdf and http://aidsconsortium.org.uk/wp-content/uploads/2011/12/
CareSupportRoadmapDoc20111.pdf.

6 As noted in Section 1.6, CAN gives preference to the use of the term ‘community caregivers’ over ‘community health
workers.” This explains why the term ‘community health worker programmes’, which was the term specified in the original
research objectives, has been replaced in the report by ‘community caregiver programmes.’
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1.4 RESEARCH METHODOLOGY

The project was designed to be a qualitative descriptive research, using four country studies to enable
comparative analysis. In essence, the research was a situational assessment of CHBC programmes.

The research consisted of eight phases (phases 0-7) in which document/literature study, semi-structured
interviews, community mapping, focus group discussions and questionnaires featured as the main
research methods. The phases are outlined below:

Phase 0: Defining of key issues

Phase 1: Exploration and preparation

Phase 2: In-depth study of selected cases

Phase 3: Analysis and integration of data of previous phases
Phase 4: Validation and consolidation

Phase 5: Analysis and comparison of all country data

Phase 6: Discussion on preliminary research findings

Phase 7: Publication of research findings

Phase 0 involved the dissemination by CAN of an online questionnaire among a sample of international
experts in HIV and primary health care. The questionnaire sought to obtain the views of experts on
the proposed research and their recommendations in regards to questions that would be pertinent
to explore at country level. The results of this first step were combined into a brief ‘Phase 0’ report
containing the findings and recommendations for issues that should be addressed in subsequent phases
of the research. The findings were also used to inform the design of the research tools. Furthermore,
the regional coordinator of the Athena Institute visited all four countries to provide further elaboration
on the scope of the research and assisted in the contextualisation of the tools with the country research
teams. Prior to Phase 1, the research teams submitted the research protocol to the appropriate ethical
review boards in their respective countries.

Phase 1 consisted of a desk review of the available literature and semi-structured interviews conducted
by the research teams. The desk review sought to retrieve all available literature from the specific
countries related to CHBC and the research objectives. This involved scientific literature as well as grey
literature, including national documents and reports from organisations involved in CHBC provision. The
review was followed by semi-structured interviews with 8-10 key informants involved in community care
and support policy and ART strategies at national level and 6-8 key informants working for medium-size
to large care and support implementing organisations with offices operating at national level. The semi-
structured interviews explored the in-country structures of caregiving; evolution in national policies,
strategies, caregiving practices, in-country structures, linkages and networks; governments’ policies
regarding support for community (health) care delivery; involvement of lay workers; and the different
implementation models for community care and support.

The second phase consisted of an in-depth study of three selected community programme cases. Firstly,
the research teams conducted a document review on-site to retrieve relevant factual data from the
organisations, such as number of clients enrolled and policies. Secondly, semi-structured interviews were
arranged with 4-5 key informants and 2—3 external stakeholders per selected programme (such as district
health officers and district AIDS taskforce coordinators). In addition, a number of trained caregivers
compiled a community map of the structures and actors involved in care and support activities in their
communities and the links among them. Within each selected programme, a minimum of three focus
group discussions took place: one with a selection of programme staff, one with secondary caregivers
and one with community representatives. The focus group discussion with programme staff included
an exercise whereby important historical events (i.e., evolution) of the organisation were discussed and
put in a timeline. Individual interviews, guided by a specific questionnaire, were conducted with some
30 clients and their primary caregivers. The questionnaire for clients covered questions on their needs
and the type of comprehensive care and support they are receiving, while the questionnaire for their
caregivers focused on their roles and responsibilities in caregiving and how they evolved over time. Lastly,
service observations were conducted by means of a standardised checklist to acquire additional insight
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into structures, forms of comprehensive care and support, organisation and practice at community level.
The checklists focused on a minimum of two forms of comprehensive care and support provided by
the selected programmes. The country research teams developed interim reports for each of the two
phases, and these reports in turn provided the foundation for a formal country research report in which
findings would be triangulated.

Phase 3 included the processing and content analysis of country data as well as a comparative analysis
across cases and countries. The same analysis process was used for all countries to allow comparisons
among countries. A structured coding model was developed with the input of the country research
teams based on the objectives of this research and recurrent themes in the literature. The final coding
guide (associated with the Atlas.ti software programme) was distributed to the teams and was used for
the coding of all data. All interviews and focus group discussions were fully transcribed. The codes used
for the content analysis served as a basis for country research and research synthesis reports.

A preliminary synthesis report of the country data was developed between Phases 3 and 4, as delays
in the timeframe of the field research meant that all data collection phases were not completed prior
to the July 2012 International AIDS Conference. This draft report was presented and discussed at an
internal review meeting in Geneva in June 2012. The meeting was also used for planning activities
at the Washington conference. IAC Research Group members (including UNAIDS, Cordaid and CAN
representatives) were present at this meeting as well as the lead researchers and representatives from
the in-country research teams and advisory boards. The discussions provided valuable input for revisions
to the draft synthesis report.

Phase 4 sought to validate the country findings in a second round of interviews with key informants at
national level and through the distribution of questionnaires among a sample of 59 care and support
organisations across the four countries. The design of the questionnaire was based on key findings from
the country analyses and sought to validate those findings with a wider range of community programmes/
projects in each of the countries. The response rate was 78 percent. The findings were processed in SPSS
software with results adjusted for missing data.

The output from Phase 5, analysis and triangulation of all country data, is contained in this report. Due to
challenges with the timing of the research, the planned phases 6 (stakeholder meeting to discuss research
findings) and 7 (development of a two-page brief on the research for dissemination at the 2012 International
AIDS Conference) were brought forward and conducted in relation to the preliminary findings. The other
component of Phase 7 is the write-up of a scientific publication to be submitted to a peer-reviewed journal.
As of April 2013, a manuscript for submission was expected to be ready by mid-2013.

Country research teams and respective research advisory boards have facilitated national briefing
meetings to exchange overall research findings and country findings with relevant stakeholders at policy
and programme level in their respective countries.” These meetings are viewed as an important platform
to advocate for recognition of the contribution of community caregivers to the country’s health system
and discuss ways to strengthen community systems.

1.5 RESEARCH LIMITATIONS

At the time of its conception, the project had an ambitious timeframe with the aim to present findings
at the 2012 International AIDS Conference. This deadline allowed for one year to complete the research.
Initially, only two countries were to take part in the research, Ethiopia and Malawi. With additional
funding becoming available, South Africa and Zambia were added—but only in November 2011, which
left their researchers limited time to conduct field research. Despite being one of the first selected
countries, the Malawi research team encountered a long delay in commencing its field research as a
result of a slow ethical approval process. The team was only able to start its field research in February
2012. Soon thereafter, the president of Malawi died, causing additional delays and limiting the research
team’s ability to finalise the Phase 1 interviews with government officials and to proceed with Phase 2.

7 Such meetings had been held in Ethiopia, Malawi and South Africa as of May 2013. Zambia had yet to organise such a
meeting pending approval of the country research document from the Ministry of Health.
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Delays occurred in South Africa and Zambia as well, with research teams having to go through additional
formalities (apart from ethical approval) to enable them to interview government officials. Moreover,
Phase 2 of the field research encompassed an extensive range of data collection methods and informants
that demanded sizable time investments from the research teams in terms of translation, transcription
and coding of the data. Consequently, preliminary findings of the research were shared at the June 2012
Geneva meeting while data collection was still in progress.

Where feasible, the researchers brought in quantitative data to substantiate some of the findings.
However, this was limited as data sets were either difficult to access or incomplete. While there is a clear
need for research on costing CHBC activities, this research design did not include such a component,
mostly for reasons of time limitations and restrictions in the available budget for the research. The
research only touched lightly upon the roles of caregivers in, and the domain of, social welfare and ‘non-
health’ sector services. This limitation has been acknowledged and results from how the project was
conceptualised; as such, the findings may not do sufficient justice to the broad scope of caregiving and
community participation in non-health domains.

1.6 NOTE ON TERMINOLOGY USED

HIV care and support: This report uses the definition of HIV care and support endorsed by UNAIDS
in its 2011-2015 Strategy (UNAIDS, 2010b):

HIV care and support demands a comprehensive set of services, including psychosocial, physical,
socioeconomic, nutritional and legal care and support. These services are crucial to the well-
being and survival of people living with HIV and their caregivers 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.

Community and home-based care (CHBC): This term is used to refer to the range of community-
based services provided for people living with and affected by HIV in their homes. CHBC has largely been
delivered by NGOs, including FBOs, using cadres of individuals working at the community level (usually
referred to as secondary caregivers, as noted below) who support primary caregivers providing care and
support to family members in their own homes. CHBC is also delivered by public health professionals such
as government community health workers, nurses and doctors, particularly in better resourced areas.

Community caregivers: This term (also referred to in this document as ‘caregivers’) refers to
individuals who provide care and support. The term includes both of the two main categories of
individuals involved in caregiving at the community level: primary and secondary caregivers. ‘Primary
caregivers’ can be defined as family and friends who provide immediate care to family members and/
or loved ones. ‘Secondary caregivers’ are caregivers who work on an individual basis or as staff on a
paid/ unpaid/ voluntary basis at clinics, for NGOs or for the government. As such, the term ‘secondary
caregivers’ refers to both employees of health ministries and of NGOs, including FBOs, while ‘community
caregivers’ refers to primary and secondary caregivers together.

Research indicates that no one term can easily and clearly cover the range of caregiving functions,
responsibilities and employment situations across the four focus countries and that justifications can
be given for giving preference to the use of different terminology with regards to community care and
support. In general, this report follows CAN’s preference for the use of ‘community caregiver’ over
‘community health worker’; this preference is based on the recognition that the latter term is often
automatically, though not necessarily correctly, associated with paid work that is largely focused on the
physical aspects of care and support and less on other services (e.g., socioeconomic support, nutrition,
etc.). Country-specific terms used for specific groups of community caregivers are maintained in this
report if direct reference is made to departments and agencies, policies and policy statements as well
as information obtained from official documents. The country-specific terms have been placed within
single quotation marks.

While the term ‘community caregiver’ refers to both primary and secondary caregivers, it is important
to note that it has not been possible to adequately address primary caregivers’ role in this research.
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Therefore, in this report, discussion of community caregivers is not meant to include primary caregivers
unless explicitly stated. CAN recognises that primary caregivers are a critical part of the delivery of care
and support, and that there is a need for additional research focusing on their contribution to the HIV
response.

Palliative care: The term ‘palliative care’ and its definition have changed over time, in particular in
resource-poor settings. Prior to the introduction of ART, the term referred to the physical and psychosocial
end-of-life care that was provided for people dying of HIV-related illness. This narrow definition has only
been slightly expanded beyond end-of-life care in the current general WHO definition:

Palliative care is an approach that improves the quality of life of patients and their families facing
the problems associated with life-threatening illness, through the prevention and relief of suffering
by means of early identification and impeccable assessment and treatment of pain and other
problems, physical, psychosocial and spiritual.

However, following the introduction of ART, the definition of ‘palliative care’, particularly in resource-poor
settings, gradually broadened to reflect the expansion of the range of client needs and the interventions
delivered. The broader definition promoted by the Worldwide Palliative Care Alliance (WPCA) states
that palliative care should not be seen only as end-of-life care. It asserts that palliative care should begin
earlier rather than later for individuals facing life-threatening illnesses; should include social as well
as medical interventions (e.g., “provision of social and legal support that will also assist with poverty
alleviation, food security”); and be a “comprehensive” intervention to improve individuals’ “quality
of life” (WPCA, 2011). This broader definition is also now often reflected in national government and
international health agency policies and strategies.

This report refers to the expanded definition of the term palliative care throughout the document.
However, for the purposes of distinction between the older and newer definition, the report refers to
the older, more restrictive definition as ‘end-of-life care’.

Continuum of care and comprehensive care and support: The wide range of care and
support interventions required by people living with HIV, their families, caregivers and communities are
commonly referred to as comprehensive care and support. The term reflects the need for people living
with HIV at any one and different points in time to receive a wide variety of services that are commonly
summarised in terms of treatment, care and support. Continuum of care and support refers to the
need for people living with HIV to receive a variety of different services over a long period of time—
e.g., from HIV diagnosis to initiation of ART to adherence support—from a range of different sources.
A continuum of care and support effectively links the individual to all the services he or she needs from
health facilities to home.

Formal and informal care: When this research project was conceptualized and initiated, the term
‘formal’ care was used to refer to the activities of health professionals and public health services, while
‘informal’ care was used in reference to the activities of unpaid caregivers and CHBC programmes run by
NGOs, including FBOs. The research results, however, show that distinctions on this basis misrepresent
the role and place of CHBC programmes within the national health and social welfare systems of the
countries where the research was conducted. CHBC programmes are integral features of national health
systems, as government health services often rely on these programmes to assist with the management
and operation of clinics and on unpaid caregivers for the delivery of services. Therefore the terms formal
and informal and the distinctions among the different ways in which care and support are provided are
not used in the research unless clear distinctions can be made in specific situations.

8 Additional information about the WHO definition may be found at www.who.int/cancer/palliative/definition/en/.
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2 RESEARCH FINDINGS

This section presents the key findings of the research and associated analysis. It is structured around
the four research objectives outlined in Section 1, thereby following the same format as the individual
country research reports. The complexity of the caregiver context means that some findings, information
and observations may be presented in multiple sub-sections of this report.

2.1 HISTORY AND EVOLUTION OF COMMUNITY CARE AND SUPPORT

Research objective: Explore the adaptations and changes in caregiving at the community level since the
rapid scale-up of antiretroviral therapy (ART), with a particular focus on the tasks of caregivers and the
needs of their clients.

2.1.1 Rapid scale-up of ART

The research shows that the introduction of ART has been a major factor influencing the development of
community care and support in all four research countries, as it has generally contributed to improved
health status and productivity of those receiving HIV treatment. ART was introduced in the four countries
in and around 2004-2005. Since then, remarkable strides have been made in rapidly scaling up the
provision of ART, as can be observed in Table 1 as well as Figure 1. Despite these achievements, large
numbers of people living with HIV and in need of ART still do not have access: in 2011, more than
200,000 in Ethiopia; more than 150,000 in Malawi; more than 850,000 in South Africa; and more than
85,000 in Zambia (WHO/UNAIDS 2011 estimates).

Table 1. ART access in research countries, 2003-2011

2003 2004 2005 2006 2007 2008 2009 2010 2011
(all ages) | (all ages) | (all ages) | (all ages)| (all ages) | (all ages) | (all ages)| (all ages)| (all ages)

Total number on ART

Ethiopia 50 11,000 20,477 53,720 90,212 132,379 | 176.632 222,723 265,174

Malawi 3,100 13,183 29,087 59,980 | 100,649 147,497 | 198.846 250,987 322,209

South Africa 25,000 55,000 206,718 324,754 | 458,951 730,183 | 971.556| 1,389,865 | 1,702,060

Zambia 1,121 20,000 48,585 82,030 | 151,199 219,576 | 283.863 344,407 415,685

Total number eligible for ART*

Ethiopia 318,604 | 331,907 339,680 342,628 | 354,319 353,476 | 485.380 476,709 469,355

Malawi 205,295 | 216,531 226,512 235,715| 258,829 273,499 | 420.895 461,158 478,904

South Africa | 771,393 | 904,667 | 1,025,542 | 1,136,034 | 1,270,786 | 1,373,207 | 2.295.159 | 2,448,096 | 2,568,974

Zambia 222,964 | 227,747 234,940 245,721 | 272,468 289,519 | 431.488 479,138 502,432

Share of all eligible who are receiving ART

Ethiopia 0% 3% 6% 16% 25% 37% 36% 47% 56%
Malawi 2% 6% 13% 25% 39% 54% 47% 54% 67%
South Africa 3% 6% 20% 29% 36% 53% 42% 57% 66%
Zambia 1% 9% 21% 33% 55% 76% 66% 72% 83%

*  Data relating to the total number eligible for ART prior to 2009 were based on eligibility criteria for a CD4 count of less than
200. Meanwhile, the data presented from 2009 onwards were based on eligibility criteria for a CD4 count of less than 350,
as recommended by WHO in its most recent ART guidelines.

Source: WHO/UNAIDS 2011 estimates
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Figure 1. ART coverage in research countries, 2003-2011*
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*  The percentages in this figure refer to the share of all people clinically eligible for ART who were receiving it. That baseline
is the reason a significant drop in ART coverage can be seen in all four countries in 2009. The data used prior to 2009 were
based on eligibility criteria for a CD4 count of less than 200 while the data presented from 2009 onwards were based on
eligibility criteria for a CD4 count of less than 350, as recommended by WHO in its most recent ART guidelines.

Source: WHO/UNAIDS 2011 estimates

Regarding these data, it is important to note the significant increases in all four countries in the number
of people eligible for ART. These increases are due to changing international standards in the latter part
of the decade, culminating in the 2010 release by WHO of new guidelines recommending earlier ART
initiation for adults and adolescents. The new criteria are based on growing evidence indicating that
earlier initiation greatly reduces morbidity and mortality among people living with HIV and tuberculosis
(a common co-infection especially in sub-Saharan Africa) and reduces HIV and TB transmission. The new
ART guidelines recommend starting ART at a CD4 count of less than 350 rather than less than 200 as
recommended before.

2.1.2 Needs of people living with HIV

The research shows that the needs of people living with HIV are changing, primarily due to increased
ART access. Whereas the main needs of people living with HIV in the pre-ART era were basic nursing
care, end-of-life care and psychological support, their present needs predominantly relate to care and
support services that enable those on ART to recover from HIV-related illnesses and maintain their phys-
ical and mental health, as well as be engaged in productive/ income-generating activities. Nevertheless,
a significant share of people living with HIV still require basic nursing care, end-of-life care and other
forms of care and support within the home environment.

The examples below from the four research countries show not only how the needs of people living
with HIV have changed over time but also reflect the breadth of care and support needs identified. Such
needs range from physical care and support to psychosocial, socioeconomic, nutritional and legal care
and support.®

In Ethiopia before the introduction of ART in 2005, people living with HIV fully depended on the
goodwill of their communities and NGOs to support them during their illnesses and in mitigating

9 The research investigated clients’ needs as part of a questionnaire (which was generally administered by a researcher,
sometimes with help of an interpreter) among people living with HIV and their primary caregivers for each of the three case
study CHBC programmes that were studied in each country. Client needs were assessed in terms of both particular services
or support required as well as those that were lacking or insufficient. Additional input regarding clients’ needs was obtained
during focus group discussions and interviews with respondents from government and other sectors.
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as much pain and discomfort as possible as they died. The involvement of the government in HIV
service provision has increased over the past several years as growing numbers of people living
with HIV have obtained access to free ART and/or have enrolled into government-managed income-
generating and food support programmes. The increased access to ART has resulted in a clear shift
in the needs of people living with HIV from basic nursing care in the home to livelihood support,
including the need for adequate and nutritional food, other material support, and means of income
generation in the long run.

The needs of people living with HIV in Malawi have also changed with the advent of ART, evolving
away from a primary focus on basic nursing care and treatment to psychosocial support, livelihood
support and nutritional support. A range of socioeconomic and material needs (money, clothes,
food supplies, blankets) currently form the core of client needs, in part due to the pervasive poverty
conditions in the country and the increased vulnerabilities people face as a result of their HIV status.
The research found that the efforts by CHBC programmes to date have been commendable as many
needs of those infected with and/or affected by HIV are addressed. However, given the extensive
needs of clients many are still not met. Increased support is needed if gaps in service provision are
to be overcome.

The scale-up of ART in South Africa, which began in 2004, has meant a gradual shift in the needs
of most people living with HIV from basic nursing care when bedridden to ensuring that those who
need treatment have access; that their use of antiretroviral drugs is monitored; and that the possible
side effects are monitored and managed. Moreover, clients surveyed expressed the need for central
and accessible distribution points for ART, appropriate information about drug regimens and side
effects, good care and treatment related to side effects, and (especially) the need to receive drugs
reliably. Clients also frequently expressed dire socioeconomic needs, such as for food, adequate
shelter and access to social security grants.

Likewise, the needs of people living with HIV in Zambia have changed over time with the advent of
ART. They have evolved from basic nursing care and end-of-life care to more wide-ranging care and
support needs, including nutritional and economic needs. People living with HIV stated that their
biggest need at present is ensuring access to sufficient food and maintaining a healthy diet. Other
challenges highlighted related to difficulties faced in accessing ART or other health services, in rural
areas in particular. Similar developments were observed in the other research countries.

Common needs expressed in the four research countries were food security, income-generating
opportunities and psychosocial support as well as specific needs related to ART. Each of these priority
areas is discussed in more detail below.

Food security

The need for food security derives from the fact that most individuals on ART require sufficient amounts
of nutritious food to physically cope with antiretroviral medicines and benefit consistently from ART.1°
This observation was supported, for example, by the Zambia research. Respondents in that country
raised the concern that if clients do not receive adequate support to meet their socioeconomic and
nutritional needs, they may face difficulties in adhering to their treatment and their health may decline.

People living with HIV often rely on relatives and friends for support in meeting their nutritional needs.
In addition, various programmes and activities have been developed by governments and NGOs to
address this need, such as ‘food by prescription’ programmes at ART clinics, community-driven food
support programmes, and programmes that aim to support people living with HIV to start farming and
business ventures that enable them to generate income and therefore to purchase nutritious food more
reliably. However, the research shows that many of these programmes and activities are under pressure

10 Research focused on availability of and access to “adequate nutrition”, which was defined narrowly to refer to type of food.
The term is associated with a broader term, “food security”, which is used in the country reports to convey the wider and
more comprehensive needs and concerns related to food access and availability.

11 As is the case in Ethiopia.
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due to financial constraints or far greater demand than can currently be met. For example in the case of
Ethiopia, food support programmes implemented by CHBC-providing organisations have either come to
a complete stop or have been severely restricted due to financial cutbacks. Moreover, questions were
raised by clients with regard to the accessibility of the ‘food by prescription’ services provided at ART
clinics because the body mass index (BMI) is the only criterion used for selection of beneficiaries. As
a result, some people in need of food support may be ineligible simply because they do not meet the
requirements of this one benchmark.

These research findings underline the fact that adequate nutrition and nutrition-oriented services should
be a distinct and key consideration for the design and operation of ART programmes and HIV clinical
health services. Key issues that should be addressed in this regard include adequately trained health
dieticians to institute appropriate education campaigns and interventions, assessments of individual
client needs for diet supplements and provision of supplement packages. Equally, the need for adequate
nutrition points to the importance of CHBC programmes including interventions to enable and enhance
clients’ access to food via agricultural and horticultural projects.

Income-generating opportunities

Respondents, including clients, caregivers and representatives of CHBC-providing organisations,
expressed a need for creating opportunities for people living with HIV and their caregivers to be
financially independent.

Psychosocial support

Findings show that the need for psychosocial support runs throughout the history of the HIV epidemic
in the research countries. It was identified as a necessary aspect of care and support provided within
the home environment in the days when end-of-life care was really the only form of care that could be
provided and levels of stigma and discrimination against those infected with HIV were even higher than
they are today. The need has remained but in different forms as the HIV epidemic has progressed.

South African informants, for example, referred to the need for ‘appropriate’ counselling in the
sense of counselling that serves clients’ concerns and interests in relation to ART. Supervisors of
HIV counsellors expressed a concern that the psychosocial needs of clients at times exceeded the
capacity of counsellors, both in terms of their training and in terms of balancing the increasing
burden of medically oriented tasks with the needs of clients for practical and emotional support.
In the case of Zambia, the need for psychosocial support was voiced in relation to stigma and
discrimination. The essence of the explanations was that although HIV-related societal prejudice
had lessened, a development reflected in higher rates of voluntary testing, a major unmet need
remains for counselling that supports and maintains growing popular confidence and knowledge
of HIV and understanding of the benefits of ART and the importance of adhering to treatment
regimens. This points to the importance of comprehensive ‘pre-ART’ counselling and services that
break down myths about ART and HIV more broadly, and thereby prepare individuals for successful
treatment uptake.

Needs related to ART

Care and support needs for those on ART were generally expressed in terms of treatment for opportunistic
ilinesses and side effects of treatment, as well as the development of diabetes, hypertension and
different types of cancer that may be associated with long-term ART use.'? The need for easier access
to antiretroviral medication was also highlighted. Ongoing challenges in this regard relate to costs in
time and money (e.g., for transport) to collect ART medicines every month, with inefficiencies at health
facilities often cited as a regular barrier.

12 This research only touched the surface of these issues. More information is becoming available on the impact of taking ART
for life and how the negative effects might be recognized and addressed.
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2.1.3 Caregivers’ roles and the management of community caregivers

Much of the research focused on what caregivers do and how their roles and responsibilities have
changed over time as well as the management of community caregivers and community mobilisation
processes.

Caregivers’ roles

The research shows that there has been a clear shift with regard to the roles of caregivers. Prior to the
introduction of ART, CHBC predominantly focused on the provision of basic nursing care and psychosocial
support to people who were dying from HIV-related illnesses. Following the introduction of ART, the
range of services provided has expanded as the needs of people infected with and affected by HIV
have changed (as highlighted in Section 2.1.2). Currently, caregivers generally provide a wide range of
care and support services that are required to make ART programmes effective and able to adequately
respond to the changing needs of people living with HIV. Caregivers’ roles in helping achieve these
broad goals include the provision of basic nursing care, psychosocial support, socioeconomic support,
care for OVC, counselling and testing support, adherence support, providing assistance in triaging,
registration support, record-keeping, facilitating client flow in clinics, counting pills and tracking clients
and encouraging them to return to care when necessary. They also play important roles in addressing
the stigmatisation and discrimination of people living with HIV and in mobilising people for HIV testing.

The examples below from the research illustrate the diversity in roles and responsibilities of community
caregivers and the changes that have occurred over time in relation to their roles.

The provision of care and support at community level in Ethiopia is predominantly carried out by
civil society organisations that work with volunteers selected from communities, while government
‘health extension workers’ (HEWSs) are responsible for the identification of people in need of
clinical care and support and for referring them to the appropriate facilities. Community caregivers
recruited by the civil society organisations include ‘home-based care volunteers’, ‘ART adherence
volunteers’, ‘counselling volunteers’ and ‘prevention of mother-to-child transmission (PMTCT)
volunteers’. The roles of community caregivers changed remarkably with the scale-up of ART
services. Following the significant reduction in the number of bedridden people living with HIV, the
predominant focus shifted from basic nursing care and end-of-life care to, among other activities,
the provision of support in enhancing adherence to treatment, provision of information on clients’
medical history at health facilities, provision of support in terms of food preparation and personal
hygiene, information and knowledge sharing on HIV and AIDS, teaching of primary caregivers and
providing support in the preparation of funerals. Caregivers now also play a significant role, while
conducting house visits, in convincing individual clients to be more open about their HIV status,
especially if they have not disclosed to relevant health care providers, and to get enrolled in care
and support programmes. The role of caregivers in voluntary counselling and testing (VCT), PMTCT
and ART service uptake was noted to be significant as well.

In Malawi, the CHBC policy has defined the roles of caregivers in relation to CHBC service delivery
around the ’five “r”s’: readiness, retention, responsibility, referral and reporting. The policy
regards CHBC primarily as a clinical health intervention and distinguishes among the roles of
health professionals, government-employed ‘health surveillance assistants’ (HSAs), support groups
and community care workers. HSAs provide basic nursing care, support to treatment adherence
for clients on ART and psychosocial support as well as maintaining records on clients under their
care and on other CHBC activities in their catchment areas. HSAs are responsible for supervising
volunteer care workers whose roles include identifying and recruiting clients requiring CHBC as per
prescribed criteria; providing basic nursing care; managing common ailments such as coughs, fever,
and diarrhoea; providing psychosocial support and nutritional counselling to clients; referring clients
to health and other support services; keeping clients’ records on care given; providing monthly
reports to their supervisors; monitoring side effects of ART and adherence/compliance of clients to
treatment (including TB regimes); conducting follow-up visits to clients to retain them in pre-ART and
ART care; coaching and mentoring family members of clients; providing IEC (information, education
and communication) to clients and family members on prevention of HIV, TB and malaria and the
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importance of HIV testing; monitoring clients’ responses to treatment and care; and facilitating
mobilisation of community transport for referral of clients to health facilities.

In South Africa, caregivers’ roles have shifted from general to specialised activities. Before the
advent of HIV, caregivers’ roles tended broadly to target health conditions related to poverty,
social inequality and migrant lifestyles; however, these roles shifted to focus on basic nursing care
and other support required by clients and their families within the home environment as the HIV
epidemic worsened. Once ART became available, diversification and specialisation of roles occurred
in the areas of testing, counselling and monitoring adherence to medication, in addition to care
for OVC and the psychosocial and socioeconomic support for those living with and affected by HIV
already being provided. Current policy moves are towards a more generalist ‘community health
worker’ who will primarily play a surveillance and health promotion role in communities, map
health conditions at a population level and advise and refer at-risk individuals and households to
appropriate care, support and treatment.

Caregivers in Zambia noted that their roles in the past focused on bathing and cleaning clients and
performing household chores. Most said that CHBC in the traditional sense of caring for bedridden
clients continues but relatively to a lesser degree. More recently, new responsibilities have included
tracking clients living with HIV and on treatment, encouraging defaulters to resume treatment, and
educating family members on how to support their relatives to adhere to ART. Some caregivers
work in health facilities where they assist professional nursing staff with triaging, registration,
record-keeping and facilitating client flow in the clinics. Others provide health education talks, assist
with the distribution of family planning products, provide counselling for community members, test
individuals for HIV, and link clients to treatment centres. According to community representatives,
caregivers have over the years increased their responsibility by offering advice on medication,
collecting antiretroviral drugs on behalf of clients and escorting clients to health facilities when the
need arises.

Among governmental and non-governmental CHBC providers there has been a tendency to create
different categories of community caregivers depending on the type of care and support services
provided, as reflected in the examples below for South Africa and Zambia.

In South Africa, many terms exist for those who work in communities, carry out one or more
functions related to health care delivery and broader care and support, but usually have no formal,
professional health care qualifications. Terms used include, among others, community caregiver,
community care worker, community (based) health worker, home-based carer, lay counsellor, lay
health worker, adherence counsellor, peer educator and DOTS supporter.® The common generic
term used is ‘community care worker’ (CCW). A national audit estimated that there are some 72,000
CCWs active in South Africa and no fewer than nine categories in this line of work (Department of
Health, 2011).%* The agenda presently being promoted by the government is to deploy a cadre of
‘community health workers’ as part of primary health care outreach teams directed by the local,
relevant health facilities and paid standard wages by the government. In the case of Zambia, terms
used for community caregivers include, among others, treatment supporters, adherence support
workers, lay counsellors, health promoters, community health advisors, outreach educators,
community health representatives, peer health promoters, and peer health educators.

Although the caregivers’ titles generally reflect their main tasks, caregivers are often involved in a
wider range of activities. That is because their roles and responsibilities are defined not only by the
scope of work of CHBC-providing organisations but also the needs that exist at health facilities and
national policies developed in relation to CHBC. As a result, overlap often exists among the roles and
responsibilities of different categories of caregivers.

13 DOTS refers to ‘directly observed treatment, short course’, a TB treatment and monitoring strategy recommended by the
World Health Organization.

14 The audit did not include child protection workers or OVC workers of the Department of Social Development. In some cases
there is overlap and an OVC worker may also be paid as a CCW by the Department of Health. In that case they would have
been counted in this particular audit.
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This research supports the need for clarification and greater consistency of the terminology used to
describe the different people and structures involved in the provision of care and support. The use of
multiple terms for community caregivers and existence of many categories of community caregivers
leads to confusion and presents challenges, in particular in terms of policy making and implementation
with regard to CHBC. The blurred distinctions among the different categories of caregivers, both in the
country’s policy documents and the minds of key actors, clearly came out in Zambia during interviews
with national-level officials. It is yet to be seen what lessons can be drawn in this regard from South
Africa, with the government’s new plans for organising community-based care and support through the
deployment of ‘community health workers’ as part of PHC outreach teams.

Management structures

Changesinthe roles of caregivers have led to different strategies for managing and organising community
care and support provision. NGO-managed CHBC programmes generally have administrative structures
with salaried, professional health staff coordinating and supervising voluntary community caregivers
(in the case of Malawi this is obligatory, as mandated by the government). With the exception of South
Africa, these community caregivers are selected through established community structures.

In Ethiopia, community caregivers generally receive training for about 10-12 days before being
deployed by NGOs to provide care and support. One caregiver is allowed to work under a single
caregiving organisation only. The caregivers are usually supervised by staff of the NGO that hires them.
Supervisors generally receive monthly reports from every caregiver under their control. Reports are
compiled and sent to the headquarters or regional branches, in the case of larger organisations, on
a quarterly basis. Consolidated reports are ultimately received by funding organisations, the federal
Ministry of Health and other governmental agencies. Moreover, the district health offices of the
Ministry of Finance and Economic Development and the Ministry of Women'’s, Children’s and Youth
Affairs provide on-site supervisions to projects within their jurisdiction.

The management of community caregivers in Malawi is carried out through established community
structures and support groups. All selected caregivers are trained and provided with the necessary
equipment to do their work, while care and support organisations are required to have trained health
professionals among their staff for support and management. At the district level, the Ministry of
Gender, Children and Community Development bears the responsibility for managing and ensuring
proper functioning of community-based organisations (CBOs) to which community caregivers are
attached. The Ministry of Health, through district health officers, takes the lead with regard to ensuring
that community caregivers are providing the CHBC services to a minimum acceptable standard.
Structured periodic home visits by representatives from health units help both primary and secondary
caregivers to acquire on-the-job skills through participation and observation as trained health workers
perform home visits according to set protocols. Individual volunteers working on specific projects are
identified via the local leadership and work under CBOs in support groups.

Management structures vary in the case of South Africa due to considerable differences across
provinces in the interpretation of national and provincial policies and guidelines. This diversity is
exacerbated by the origin (and hence specific requirements) of funding for NGOs, which may come
from the Department of Health, the government’s NGO coordination unit, or donors such as the U.S.
President’s Emergency Plan for AIDS Relief (PEPFAR), the Global Fund to Fight AIDS, Tuberculosis and
Malaria, and the European Union. At the time the research was conducted, community caregivers
were still to a large extent recruited, selected, supervised and paid by NGOs, which in turn had
reporting obligations towards the Department of Health at district level. The Department of Health
at provincial level has to assure services are indeed being rendered by NGOs in the districts and that
stipends are paid out accordingly. The larger and better resourced NGOs appoint coordinators (e.g.,
professional nurses) to supervise their caregivers. In smaller NGOs, management structures tend to

15 The term ‘NGO’ in the South African context deserves special attention. A different term for the same type of entity, ‘non-
profit organisation’ (and its associated acronym, NPO) are more commonly used in South Africa and are in fact used in
the country case study. For the sake of consistency and to avoid confusion, however, only one term—NGO—is used in this
synthesis document, including when referring to South Africa. Of note as well is that NGO is the term used throughout the
other three country research reports.
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be non-hierarchical and there is little formal supervision of community caregivers. However, these
structures co-existed with management structures evolving to accommodate the implementation
of PHC outreach teams in pilot districts. A further complication is that the Department of Social
Development has its own cadre of community caregivers with different funding and management
structures, which also involves delegating the selection and management of caregivers to NGOs.

While state-employed community caregivers tend to receive salaries, the majority of those employed by
CHBC-providing organisations (most of whom are women, many living with HIV) do not. They generally
do receive non-monetary incentives such as training certificates, bicycles, t-shirts, farm inputs and
shoes. Some also receive small financial incentives, such as per diems for attending training programmes
and meetings or small stipends to pay for meals and transportation costs while working. Examples of
remuneration and incentives provided are highlighted below.

In the case of Ethiopia, community caregivers receive incentives from their organisations in the form
of financial and material support as well as capacity-building support through training programmes.
Caregivers often receive small amounts of money to pay for transportation and food while working,
with some also receiving per diems during trainings and meetings. The amounts vary from site
to site, from time to time and from organisation to organisation. Training is another incentive
provided to community caregivers. Most receive training on first aid, nutrition, basic nursing care,
ART adherence, data collection and handling, and reporting and counselling. Caregivers also report
receiving materials such as umbrellas, caps, shoes, notebooks, t-shirts and home-based care kits
including gloves, soap, gowns and uniforms. Some organisations organise annual events to publicly
voice appreciation for the work done by community caregivers. In general, it is understood that
caregivers should not work longer than 18 months to two years on a voluntary basis in order to
avoid burnout. After that period of time, depending on the organisations’ operations, they should
receive further training, a certificate and financial assistance to start up a business.

Different remuneration levels were also observed among state-funded caregivers in the case of
South Africa. While some caregivers have already been incorporated into facility-based PHC outreach
teams, the Department of Health also still funds a multitude of NGOs, which provide stipends for
the community caregivers deployed from these organisations. An exception is in KwaZulu-Natal,
where the provincial government has paid community caregivers directly since 2011. The national
government provides the policy guidelines and structures through which caregivers are managed
by NGOs, but provincial governments are responsible for the actual management of the operations
of NGOs. The Department of Social Development has its own cadre of community caregivers
with different funding and management structures, although it also delegates the selection and
management of caregivers to NGOs. Community caregivers deployed by NGOs linked to the
Department of Social Development focus on offering basic care and support, with priority on social
support for OVC in the community, at drop-in centres and in children’s homes. The stipends of
community caregivers funded by the Department of Social Development are usually smaller than
those provided by the Department of Health.

In Zambia, different incentive arrangements exist for voluntary community caregivers, depending
on the organisation for which they work. NGOs often have their own policies for training, recruiting
and remunerating community caregivers. Some organisations provide payments to community
caregivers who are placed at health facilities while others provide small allowances for community
outreach activities or the necessary means to carry out their work, such as bicycles, CHBC Kkits,
shoes, bags and t-shirts. Other forms of incentives are appreciation and recognition at community
gatherings and certificates on completion of various training courses. There are also NGOs that
conduct training courses lasting from two to eleven weeks, assist caregivers with farming inputs and/
or provide spiritual/pastoral care to prevent burnout. Generally speaking, the principle in Zambia
has been to not pay community caregivers. This principle stems from the early and influential CHBC
programming designs of the Salvation Army and the Catholic Church. These stakeholders encouraged,
and continue to encourage, an ethos of ‘self-help’ using resources within the communities backed
by the material resources and organisational capacity that they can deploy.
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The differences noted above in regards to remuneration underscore the finding that there is some
ambiguity about the ‘voluntary’ nature of the work of community caregivers. Many NGOs prioritize and
operate as per the principle of voluntarism. This is understood, as noted above in regards to Zambia
in general, as meaning that community care work is undertaken by community residents and for no
financial reward—although in practice (as noted above) most organisations provide incentives. Moreover,
there is much debate about the relative merits of paid and volunteer caregivers. As one informant from
a Malawian care and support programme observed, there are significant concerns for the welfare of
volunteers:

The volunteers give so much. It seems we are only interested in what they are able to give and not
what they can get out of the system. There should be some consideration.

The established systems to sustain flows of volunteer community caregivers are now complemented
by the introduction of state-paid community caregivers. Tensions are already apparent, and will likely
increase, as governments move to ‘formalise’ community caregivers on the basis of wage employment
contracts in contexts where extensive use of volunteer community caregivers is still, and will continue to
be, necessary in order to stay abreast of the changing demands on public health services. The basis for
such tensions is that incentives provided by both government-owned facilities and implementing partner
organisations tend to vary considerably, both in terms of the type of incentives provided and their value.
The absence of a regulatory framework for incentives given to community caregivers therefore poses
an enormous challenge, including within communities as caregivers gravitate towards programmes that
offer higher value incentives.

Community participation and mobilisation

The research shows that CHBC programmes have managed to persist because the organisations running
them have developed sound mechanisms to mobilise communities to support members in need and to
ensure participation of members as community caregivers in their programmes.

With the possible exception of South Africa, well-established means were identified to enable and ensure
community participation in the research countries. These means are based on existing community
structures and, importantly, they are designed to cultivate a ‘community’. An important feature
illustrating this situation is that CHBC programmes in Ethiopia, Malawi and Zambia align health care
with local economic development so that CHBC initiatives incorporate an ethos and means to mobilise
communities. In South Africa, however, CHBC programmes struggle to ensure the type and scope of
community mobilisation that is so essential for sustaining CHBC programmes. One likely reason for this
difference is that many ‘communities’ are congregations of displaced persons—this is due to the legacy
of apartheid and, particularly in urban areas, is a consequence of rapid and uncontrolled growth of
slums as people moved to places where there were employment opportunities. Put differently, CHBC
programmes in South Africa developed similar ways to enable community participation as those in
other countries, but they have struggled to ensure community mobilisation, which is so essential for
sustaining CHBC programmes. An implication of the research findings is that CHBC needs to be grounded
within communities and to support community-level development as much as individual and family-
level health care. The findings below from the research countries show different strategies in community
participation and mobilisation.

In Ethiopia, community conversations are the maintool used for mobilising community members. Idirs
(local community-based organisations) and kebeles (municipalities) often use ‘coffee ceremonies’ as
an entry point. This means of engaging communities is used to encourage participants to voluntarily
test for HIV and to urge them to also encourage others. Community caregivers are selected within
communities by a committee made up of the kebele administrator, idir members, representatives
of caregiving organisations and people living with HIV based on criteria set by the committee. CHBC
programmes are largely locally based initiatives involving local government administrators and
NGOs, including FBOs and community organisations. Recent interventions by the Ministry of Health
to engage more with CHBC programmes do not imply that there will be significant changes to the
existing NGO-led system for promoting community participation and mobilisation.
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In Malawi, community participation is dictated by the requirement that NGOs, including FBOs, must
work through and with local government structures. There is a three-tier hierarchy that includes
the district administration, traditional authorities and village-level government. NGOs are directed
into communities through district, area (traditional authority) and village development committees
and HIV and AIDS management structures—district AIDS coordinating committees and village AIDS
committees. Community participation is organised according to how a CHBC programme or project is
designed and planned in consultation with the relevant committees. ‘Health surveillance assistants’
(HSAs), who are trained and coordinated by the Ministry of Health, are responsible for supervising
community caregivers on client care and facilitating community mobilisation for CHBC programmes
(e.g., recruitment of volunteers, the involvement of people living with HIV, and training according
to Ministry of Health standards).

Volunteer-based CHBC programmes were the norm in the 1990s in South Africa, but substantial
criticism led to the introduction of stipends for volunteers. The main mechanism for promoting CHBC
programmes became funding-focused partnerships that the government, largely via the Department
of Health and Department of Social Development, arranged with NGOs. The foundations were i) the
government’s Expanded Public Works Programme, which supports financial payments for caregivers
attached to CHBC programmes, and ii) a policy of using partnerships with NGOs, including FBOs,
whereby the government provides financial grants to establish and run CHBC programmes, with
participating NGOs recruiting local residents as community caregivers.. According to a 2011 audit,
the bulk of the CHBC programmes (run by some 2,800 NGOs) included payments to some 72,000
community caregivers funded by the Department of Health, PEPFAR and the European Union.®

There is a strong heritage of community participation in the delivery of health services in Zambia.
This system, which is threatened by the current financial cutbacks forced upon community care
programmes, for many years has involved and continues to require ongoing mobilisation of
community members to participate in these structures and mechanisms. The extensive scale of
this process is reflected in the use of some 23,500 community caregivers, the majority of whom are
volunteers involved in a wide range of comprehensive care and support activi