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foreword

FOREWORD

Care providers have a key role to play in
the provision of care to people living with
HIV and AIDS in poor and marginalised
communities, filling in serious public
health delivery gaps in many SADC
countries. The value of unpaid care to
communities is beyond doubt, but it exacts
a high, often hidden cost, particularly to
women and girls who are expected to be
care providers. It is quite telling that
research indicates that about 80% of
care providers in the SADC region are
women.

Yet, despite the fact that women and girls are at the forefront of care
provision for people living with HIV and AIDS, there is very little of their
massive contribution that is recognised at policy-making level. Though
countries in the region have developed policies, guidelines and laws on
HIV and AIDS community care, there are no provisions on processes and
programmes that need to be put in place to alleviate the burden of HIV
and AIDS care on women and girls.

Granted, some progress has already been made in raising the visibility of
care work: in 2008, Namibia promulgated a stand-alone care work policy
while civil society actors in South Africa are in the process of drafting a
policy proposal to government. Furthermore, Botswana, Lesotho, and
Swaziland currently provide remuneration to support care providers. But
much more needs to be done in both acknowledging and addressing the
impact of HIV and AIDS care work on women and girls.

Having said that, there is increasing evidence that the current state of
C&HBC is unsustainable and promotes the marginalisation and
impoverishment of women and girls who have to shoulder the burden of
HIV and AIDS care provision. In light of this emerging evidence, a clear
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public health and policy making agenda is required to promote programmes,
services, and solutions for the problems faced by such care providers.
Furthermore, the protection of women and girls involved in care provision
for people living with HIV and AIDS is critical to the realisation of the
SADC Protocol on Gender and Development Article 27 (c) signed by
SADC Heads of States in 2008.

In an effort to put this critical issue on the public policy making agenda
in SADC, civil society organisations have in recent years collected evidence
to show that care work needs to be revamped in order to mitigate its impact
on care providers. To this end, GEMSA launched the “Making Care Work
Count” project in 2006 to bring issues of care work to the fore. In 2009,
GEMSA conducted an analysis of HIV and AIDS care work policy instruments
in twelve SADC Member States which revealed gaps in the gender provisions,
recognition and support of care providers. Also, VSO-RAISA in partnership
with WHO Africa conducted research in 2008/2009 in some countries in
the SADC region that shows that care work invariably falls on the shoulders
of women.

This Handbook, which is an outcome of a joint collaboration between
GEMSA and VSO-RAISA, with technical support from GL, is quite timely
in equipping Governments, civil society, and private sector actors with
tools to raise the profile of care work in public policy making processes.
With better support, there is no doubt that C&HBC can continue to play
its frontline role in the HIV and AIDS response without putting the lives
of care providers at risk or pushing women and girls further down into the
clutches of disempowerment.

i

Magdeline Mathiba-Madibela
SADC
Head Gender Unit
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background

Key Points

Care roviders . 4 ,
_provi * Across Southern Africa, unpaid, voluntary, informal
attending to client at

home © VSO-RAISA networks of care providers have emerged as a
critical vanguard in the provision of care to sick
people.

* Unpaid care work and its negative impact,
particularly on women and girls who are at the
forefront of the provision of care, is largely
unrecognised in many SADC country policy-
frameworks.

» Care providers, mainly women and girls, play
an important role in community awareness
raising, including support for HIV prevention,
HIV testing and treatment adherence.
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Introduction

The plight of care providers looking
after people living with HIV and
AIDS (PLWHA) has increasingly
gained prominence in recent years
but much work still needs to be
done to ensure that their concerns
are adequately addressed at policy
making and legal levels. Many care
providers are not only poor but they
operate in environments that are
often unsafe and unhealthy, and are
often excluded from decision
making processes. Care providers,
mainly women and girls, have to
forgo income generating activities
so that they can provide services to
clients. In spite of the fact that care
providers constitute the frontline of
care to PLWHA at community level,
they are largely invisible in the
global and national AIDS funding
and policy frameworks.

Why a policy for care providers in
Southern Africa?

In 2006, GEMSA launched the
Making Care Work Count project in
an effort to raise increased awareness
about the plight of care providers
which culminated in the provisions
for the “appropriate recognition” of
care work by SADC governments.
Article 27 (c) of the SADC Protocol

on Gender and Development by the
Heads of State in August 2008
stipulates:

“ State parties shall

by 2015: Develop and
implement policies and
programmes to ensure
appropriate recognition of the
work carried out by care-givers,
the majority of whom are
women, allocation of resources
and psychological support for
care-givers as well as promote
the involvement of men in the
care and support of People
Living with HIV

and AIDS. ”

In April 2009, GEMSA conducted a
“policy analysis” of care work in the
following twelve countries:
Botswana, Democratic Republic of
Congo (DRC), Lesotho, Malawi,
Mauritius, Mozambique, Namibia,
South Africa, Swaziland, Zambia
and Zimbabwe (refer to R1 on CD-
ROM for the complete report). The
study revealed that many gaps still
exist in country policies regarding
the issue of unpaid care work. Most
importantly, it revealed that the
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policies are largely blind to the plight
of women and girls who have to
shoulder the burden of care for
people living with HIV and AIDS in
poor and marginalised communities
in the region.

Further Reading:
Resource |:

GEMSA: Making Care Work
Count Regional Report, July 2009

Meanwhile, in 2008/2009, VSO-
RAISA and WHO Africa conducted
extensive consultations with key
actors in nine countries — Malawi,
Mozambique, Namibia, South
Africa, Zambia and Zimbabwe
(where VSO RAISA operates) and
Botswana, Lesotho and Namibia
on care work.

According to the research’, the
feminisation of TB, HIV and AIDS
has resulted in women and girls
bearing the burden of infection,
care and support in the region. This
is compounded by the absence
of national volunteering frame-
works and policies across the
SADC region, as well as the lack
of standardised ongoing training
and support for care providers.

The evidence collected by GEMSA
and VSO-RAISA both points to
the need for policy and legal

[ MAKING CAREWORK COUNT *A POLICY DEVELOPMENT HANDBOOK

frameworks that concretely ensure
support to care providers, mainly
women and girls. While countries
in the region have policy instruments
on C&HBC, there is very little
consideration of the gendered
dynamics of care work that further
marginalises and impoverishes
women and girls in the SADC
region.

Policies and programmes that both
raise the visibility of the plight of
millions of women and girls in care
work as well provide much needed
financial and material support are
required to stem this anomaly.

Unless the disempowerment of
women and girls involved in care
work is addressed at a policy
making level, the ideals of Article
27 (c) in the SADC Protocol on
Gender and Development
Protocol will not be realised
(refer to R2 on CD-ROM for the
complete Protocol). In light of the
emerging evidence, there is a need
for socio-economic and legal
frameworks that will ensure the
protection of the lives and
livelihoods of care providers.

Further Reading:
Resource 2:

SADC Protocol on Gender and
Development




Box 1: Understanding key HIV and AIDS care work terms

Care: The full range of services provided to sick patients by family members in the
home and community or by secondary care providers from community home-
based care programmes; including prevention education, psychosocial support,
cooking, cleaning, feeding, helping with toilet needs, the administration of remedies
and treatments, and elements such as love and healing.

A care worker/care provider: This is someone who serves and assists people who
are sick. In Southern Africa, many care providers provide home-based care (HBC)
largely for people living with or who are affected by HIV and AIDS. Care providers
may act independently or as members of broader community organisations. They
may fall into one or other of the following categories:
e Primary care providers, who are typically family members (such as children,
spouses or grandparents). These care providers are not normally paid
e Secondary care providers, who are typically people associated with an organisation
that provides care work as a service and normally receive some incentives and
stipends.

Community home-based care (C&HBC): This refers to the care that sick patients
receive from community health workers, neighbours or volunteers and care providers
connected to programmes supported by government, NGOs, churches or other
civil society organisations. Home-based care (HBC) refers to the care that these
patients receive in their homes from relatives, friends and other members of the
household.

Universal Access: This refers to access for all people all over the world to education
and counselling, multi-sectoral care and support services, and health services,
including services that will: prevent the transmission of HIV; support persons living
with HIV, their families and those who care for them, in living longer with HIV
and slowing the onset of AIDS related illnesses; and help AlDS-affected families
in mitigating the effects of the illness and death on their own households and
communities.

|
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There is a need for policy-legal
means to create rights, capacities,
and/or opportunities for millions of
women and girls that are shouldering
care work. The purpose of this phase
of the “Making Care Work Count”
Campaign is to lobby for policy and
legal tools that fully recognise the
economic and social rights of care
providers and protect them from
poverty and marginalisation caused
by the provision of care to sick
people at community and familial
level.

State of care providers
in the SADC region

Across Southern Africa, unpaid,
voluntary, informal networks of care
providers - composed mostly of
women - have emerged as a critical
vanguard in the provision of care
to sick people (see Box 1:
Understanding key HIV and AIDS
care work terms). As public health
systems across the region face
numerous challenges including
undercapitalisation, competing
national priorities, an ongoing brain
drain of health care workers, and
an overwhelm from diseases such
as malaria, TB and HIV and AIDS;
care providers, albeit with minimal
support, are filling in a healthcare
gap left by governments. However,

MAKING CAREWORK COUNT ¢ A POLICY DEVELOPMENT HANDBOOK

unpaid care work, particularly its
impact on women and girls, is yet
to be adequately considered in
policy making processes.

In fact, unpaid care providers are
invisible in the regional and global
AIDS infrastructure. Furthermore,
because unpaid care work is usually
done silently within the home,
policy makers often assume that
there is a limitless supply and rarely
take the issue seriously in policy
and decision making processes.

The services undertaken by care
providers? are many and varied,
demanding a lot of time and
specialist skills. Table 1 presents a
list of services, although not
exhaustive, provided by care
providers in the region.




Table 1: Services undertaken by care providers

Prevention Treatment Care and Support

e Condom distribution | ¢ Adherence Support e Providing Psychosocial

* Family Planning * Refilling Prescriptions Support to clients and
Education * Treatment Follow-up their families

e Counselling for HIV | Treatment of Minor * Provision of transport
Testing Ailments to clients

* Infant Feeding * Training household * Physical Care
Guidance members in Treatment | ® Nursing Care

* Education on Literacy and * Training household
Infection Prevention Adherence members in Care and
and Control * Facilitating referrals of Support

* Education on ART clients to health * Assisting with

* Community centres / professionals household chores
Education on STls e Palliative Care * Nutrition Support

e Community * Referring clients and
Education on HIV their families to social
Testing services and other

* Home Testing agencies

* Palliative Care * Resource Mobilisation

Thus, while the adoption of the
SADC Protocol on Gender and
Development Article 27 (c) in
2008 was a laudable development,
the facts on the ground clearly
demonstrate the need to not
only develop policies but to
also cost, enforce and monitor
policy implementation aimed at
addressing the plight of care
providers. Specifically, governments
in the region have a responsibility
to create environments that recog-
nise and ensure the protection of
the lives and livelihoods of care
providers, particularly women and
girls, who are doing so much to
support public health systems with
very little support.

Lucia Arsenia (care worker) speaking
to her client, Perustela Manuel, Benfica,
Maputo, Mozambique © GEMSA
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Linkages with the HIV and
health sectors

It is now commonly recognised that
C&HBC is an essential part of a
health response, partly through
necessity because of the strain that
HIV and resource constraints place
on health services and also because
community care is recognised as a
positive alternative to health centres
or hospital based care.

Home-based care is the link
between care within the home and
the first point of contact with the
health service. Care providers play

Figure 1: The comprehensive
continuum of care, WHO 2003

Secondary
Health Care K

Voluntary
Counselling
Testing

Specialist L Peop]e with ¥ Palliative,

and Emotional, Physical

° Y Specialised Care HIV/A[DS and Spiritual Support
Facilities Self Care

Tertiary
Health Care

The Entry Point

District Hospitals

HIV Clinics
Social/Legal Support
Hospice

an important role in community
awareness raising, including
support for HIV prevention, HIV
testing and treatment adherence.
They can identify serious illnesses
early and often facilitate access
to the appropriate health care
at the right time. They can also
reduce stress and provide
comfort, enhancing quality of life.
However, this requires formal
recognition of the invaluable role
that care providers provide. A care
work policy that acknowledges the
gendered dynamics of HIV and AIDS
care work is key toward improving
the continuum of care.

Primary
Health Care

e Health Posts
e Dispensaries
e Traditional

£ e Orphan Care

i)
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Peer Support
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Volunteers

Home
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The continuum of care fits within a
broader global commitment to
coordinated development support
(demonstrated in the Paris Declaration
of Aid Effectiveness Principles) and
the commitment to the ‘Three Ones’
of HIV response. The principle of
‘Three Ones’ (one national strategic
plan, one coordinating body and
one monitoring and evaluation
framework) is to enhance a compre-
hensive and coordinated response
that addresses the holistic
requirements of the HIV situation in
a country. However, attention to
gender in the ‘Three Ones’ is still
weak and there are still negligible
technical and financial resources for
gender in national responses. This
has a profound impact on the way
that caring for people living with HIV
and AIDS is provided. The GEMSA
regional review argues that policies
governing the rights of care providers
should be incorporated within
the ‘“Three Ones’, aligning strategies
and resources with international,
regional and national gender-equality
commitments.

Community and home-based care is
also an essential element of health
system strengthening. A health system
is the whole set of laws and
frameworks, organisations, human
resources and actions that work
together to promote, restore, or

maintain health. There has been
growing attention to the need to fund
the whole system, not just particular
elements (such as hospitals) or
particular diseases (such as HIV) in
isolation. The health system strength-
ening approach recognises the need
for strong linkages between public,
private and civil society sectors.

Furthermore, there are various
initiatives that have begun to address
issues related to care work from a
gender perspective (see Table 2:
Global and African Commitments
that Support Care Provision). For
some countries, an important entry
point for resourcing of C&HBC is the
Global Fund on AIDS, TB and Malaria
(GFATM). In 2008, the new GFATM
guidelines provide a greater focus
on gender. Proposals are required to
address gender inequity. They
encourage proposals that explicitly
decrease the burden of disease for
those most at risk and mitigate the
impact of the disease. They argue for
scaled up services and interventions
that reduce gender-related risks and
vulnerabilities to infection and
address structural inequalities and
discrimination. The gender guidelines
— and requirements on countries to
demonstrate gendered analysis and
proposals — is a strong opportunity
to present the case for ‘making care
count’.
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Table 2: Global and African Commitments that Support Care Provision

Global and African Commitments that Support Care provision

2000 Millennium Development Goals included commitments to halving poverty,
including the need to achieve full and productive employment and decent
work for all, including women and young people (MDG 1), promote
gender inequality and empower women (MDG 3) and halt and begin to
reverse the spread of HIV (MDG 6).

2004 UN Secretary General’s Report on Women and Girls and HIV in Southern
Africa highlights the gender imbalances. One of the recommendations is
to address gender inequity in care provision.

2008 SADC Gender Protocol adopted by Heads of State in August 2008 stipulates:
“State parties shall by 2015: Develop and implement policies and
programmes to ensure appropriate recognition of the work carried out by
care-givers, the majority of whom are women, allocation of resources and
psychological support for care-givers as well as promote the involvement
of men in the care and support of People Living with HIV and AIDS.”
Article 27 (c)

2008 Ouagadougou Declaration on Primary Health Care and Health Systems
in Africa emphasises the importance of strengthening community-based
responses to health systems in Africa. It reaffirms the Alma Ata Declaration
of 1978 that declares that health is a fundamental human right and that
governments are responsible for the health of their people. The Declaration
tasks African Member States to promote inter-sectoral collaboration, take
action on economic, social, demographic, nutritional, cultural and
environmental determinants of health; commit to implementing human
resource strategies for health.

2009 Commission on the Status of Women (CSW) Fifty-third session focused
on the equal sharing of responsibilities between women and men, including
care provision in the context of HIV. The global community put forward
a number of recommendations to help influence and strengthen government
policies on care work.

Source: www.un.org/womenwatch/daw/csw/53sess.htm#agreed

|
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Why is care provision a
gender issue?

As public health systems have been
severely weakened in the region,
much of the HIV and AIDS care
burden has fallen on women and
girls. Most care at the home and
community levels is provided by
women, who perform care duties
with limited training or resources
and in very difficult conditions.
Traditionally, women and girls have
been responsible for care work while
men provided material support such
as money, food, shelter and water.
This trend has continued in the
current practice of care work. The
non-participation of men in the
actual provision of care to people
living with or affected by HIV and
AIDS has resulted in an increased
burden of care on women and girls.
The greater involvement of men and
boys in providing care has its
challenges as articulated below:

To make matters worse, the current
pattern of HIV infection is that
women, especially young women,
continue to be the most vulnerable
to infection, the least able to protect
themselves and the last to get
treatment and care. Women
account for half the people living
with HIV worldwide and nearly
60 per cent of those infected in
sub-Saharan Africa. Furthermore,
the impact of HIV continues to be
more severe on women.

Gender inequalities continue to
affect women’s decision-making
and risk-taking behaviour, and
vulnerability to HIV infection is
often beyond a woman’s individual
control. In many SADC countries,
there are more than twice as
many new infections in young
women as in young men. The former
Secretary General of the United
Nations, Koffi Annan emphasised
the gender issue as it relates to

“The involvement of men as care providers is particularly important
because of the traditional role of men as providers of their homes. If
their homes suffer because of them providing voluntary work as care
providers, it puts them in bad light and hence most would rather not
get involved in voluntary care work since it is seen as a detractor from
their engaging in economically productive work. ”

GEMSA Focus Group, Zomba, Malawi

|
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care work and impact of HIV and
AIDS highlighting:

“ ...today, as AIDS is eroding
the health of Africa’s women, it is

eroding the skills experience and
networks that keep families and
communities going. Even before
falling ill, a woman will often have
to care for a sick husband, thereby
reducing the time she can devote
to planting, harvesting and
marketing crops.When her husband
dies, she is often deprived of credit,
distribution networks or land rights.
When she dies the household will
risk collapsing completely, leaving
children to fend for themselves.The
older ones especially girls, will be
taken out of school to work in the
home or farm.These girls deprived
of educational opportunities will be
even less able to fend for themselves
against AIDS... If we want to save
Africa from two catastrophes
(HIVIAIDS and famine) we would
do well to focus on saving
Africa’s women.

Kofi Annan, former UN Secretary General

MAKING CARE WORK COUNT ¢ A POLICY DEVELOPMENT HANDBOOK

GEMSA’s analysis of care work-
related policies in the region also
identified that many of the policy
frameworks in the region did not take
into account the issue of gender
disparity in care work. This
observation is supported by findings
of the VSO-RAISA and WHO Africa
study? that revealed that in six SADC
countries (Malawi, Mozambique,
Namibia, South Africa, Zambia and
Zimbabwe); at least 72% of second-
ary care providers are females. This
could be explained largely by the
division of labour based on traditional
gender roles and the perception of
volunteering and non-economic
activities. First, the conventional
division of gender roles in societies
assigns the role of care providers to
women. Secondly and also related
to the first point, care provision is
often seen as an informal voluntary
work and not necessarily considered
as a formal economic activity. Despite
increasing interests in HBC work
among men, it is often noted that
men prefer paid work and get
involved when there is a financial
incentive.

So despite their relative success and
impressive outreach and coverage,
C&HBC programmes are faced with
many challenges. According to VSO-
RAISA and WHO Africa’s study (refer
to R3 on CD-ROM for the complete
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research report), these challenges
make the effective scaling up of HIV
prevention, treatment, care and
support; and the roll out of Primary
Health Care (PHC) services difficult.
This negatively impact on the rights
and safety of care providers, the
quality of care, and the safety
of people being cared for. Women'’s
rights to health, economic partici-
pation, non-discrimination and
access to fair labour practices are
seriously infringed upon as there is
no mention of the strategies and
programmes at a socio-structural
level to ensure the protection of lives
and livelihoods of female care
providers.

Further Reading:
Resource 3:
VSO-RAISA and WHO Africa,
2009. 'Scaling up HIV Prevention,

Treatment, Care and Support in
Community and Home-based
Care Programmes and Reducing
the Burden of HIV and AIDS Care
on Carers in SADC'

In order to create an enabling
environment for the delivery of PHC
services and scaling up HIV
prevention, treatment, care and
support; and to reduce the burden
of HIV and AIDS care on care
providers in the SADC region; VSO-
RAISA and WHO Africa’s research

calls for the following specific

actions* among others:

« Actively involve care providers
in the review and formulation of
C&HBC policies, standards and
guidelines.

« Allocate sufficient resources in
the national budgets to translate
policies and guidelines on
C&HBC into simpler languages;
and to distribute these policies
and guidelines extensively, in
order to allow communities and
implementers to understand and
easily access these important
documents.

« Enforce the implementation of
safety policies that protect and
support care providers who are
infected, injured or killed during
the course of providing PHC
services in C&HBC programmes.
This is largely because most care
providers are exposed to infection
as they do their work without the
needed tools for work such as
gloves and masks in the situation
of the chronically ill and TB.

e Provide technical assistance to
C&HBC implementers who
engage and utilise care providers
to deliver PHC services so that
they develop and implement
workplace policies that address
the needs and rights of care
providers; and ensure that  these
policies are applied appropriately.
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 Monitor all organisations
delivering PHC services through
C&HBC programmes to ensure
that they are complying with
national policies and take
appropriate action to strengthen
the capacities of C&HBC
Managers and implementers in
recording, reporting and utilising
data for improved management.

Who is this handbook for?

The handbook is targeted at GEMSA
and VSO-RAISA's country programme
officers who will be responsible for
the roll out of the programme in the
SADC region. Local facilitators who
can make use of this handbook come
from civil society organisations,
PLWHA, labour, lawyers, women’s
groups etc and individuals who may
be interested in promoting the
economic and social rights of care
providers.

The handbook is written in such a way
that it facilitates different countries to
develop policies that are informed by
local realities, political and cultural
sensitivities but at the same adhering
to key principles that will facilitate the
lobbying for policy and legal frame-
works to ensure that care providers
receive material and financial support
required to effectively do their work. Care workers out working © GEMSA
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The Handbook is intended to:

e Actas an easy reference guide that
will enable GEMSA and VSO-
RAISA country offices to initiate,
advocate and lobby for care
provider policies;

e Provide good examples of policy
to inform this work; and

* |dentify appropriate methods for
evaluating policies and their
implementation.

Structure of the handbook

The Handbook lays out key steps
that need to be taken to develop a
policy. The steps should be
considered ‘iterative” and will be
determined by country realities.
Advocacy and lobbying for policy
development is a spiral rather than
linear process. This Handbook is
therefore not a guide that must be
strictly followed as it may happen
that you may skip some steps and
then return to other steps more than
once as you develop your policy.
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How to use this Handbook

This Handbook takes readers
through the key steps in advo-
cating for the development,
adoption, implementation and
enforcement of a care providers’

policy.

The components in this process
include (see Figure 2: Making Care
Work Count Policy Development
Process):

* Country Mapping and
Stakeholder Analysis which
provides guidance on how to
identify priority advocacy
issues and potential stake-
holders to participate in the
process;

* Building a Coalition where
steps to better understand
comparative advantages of
each partner are provided
and which will help define
clear roles and responsibilities
as well as developing a common
advocacy agenda;

* Influencing Policy Uptake
and Implementation examines
the research and analysis that
is needed on existent care
work-related policies;

* Developing an Advocacy and
Lobbying Plan provides
guidance on how to implement
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and advocacy strategy, inclu-
ding advice on advocacy,
lobbying, campaigning, resource
mobilisation and media work;
and

* Monitoring and Evaluation
explains the steps that are
required to monitor and
evaluate the effectiveness
of advocacy and policy
implementation.

At the end of the Handbook are a
number of core source materials
and contacts and a reference
section for further reading. Users
of the Hand-book are encouraged
to document experiences as the
policy is developed. This will be
useful for learning and sharing
with others who are undertaking
advocacy and lobbying for care
providers.

Each step includes the following

elements:

* Purpose of the step and what
you should have in place when
the step is finalised;

* Key activities needed to
complete the step;

* Source materials for undertaking
the activities;
and

* Additional materials that may
be useful, for handouts and as
background information.




i

Framing

Figure 2: “Making Care Work Count”
Policy Development Process

a Care Work

Policy

Monitoring
and
Evaluation

Developing
an Advocacy
and Lobbying

Plan

Country
Mapping and
Stakeholder

Analysis

Building
a
Coalition

Influencing
Policy Uptake

and

Implementation

VSO-RAISA and WHO Africa, 2009. 'Scaling up HIV
Prevention, Treatment, Care and Support in Community
and Home-based Care Programmes and Reducing the
Burden of HIV and AIDS Care on Carers in SADC'
VSO-RAISA and WHO Africa, 2009. 'Scaling up HIV
Prevention, Treatment, Care and Support in Community
and Home-based Care Programmes and Reducing the
Burden of HIV and AIDS Care on Carers in SADC'

VSO-RAISA and WHO Africa, 2009.'Scaling up HIV
Prevention, Treatment, Care and Support in Community
and Home-based Care Programmes and Reducing the
Burden of HIV and AIDS Care on Carers in SADC'
VSO-RAISA and WHO Africa, 2009.'Scaling up HIV
Prevention, Treatment, Care and Support in Community
and Home-based Care Programmes and Reducing the
Burden of HIV and AIDS Care on Carers in SADC'

MAKING CAREWORK COUNT ¢ A POLICY DEVELOPMENT HANDBOOK



framing a

care work
policy

FRAMING A CARE WORK POLICY
AN N

Key Points

A care worker helps to wash

her client clothes © GEMSA * In developing policies on care providers, it is advisable to

draw lessons from other countries with similar experiences
but must be located in a country’s specific realities.

* Itis import to ensure that care providers and PLHWA
are involved at every level of developing the policy.

* There is a need for government to develop an integrated
policy framework that addresses the issue of care
providers.

* While this handbook advocates for certain key principles
to be incorporated into the development of stand-alone
care work policies; this does not suggest that there may
be other key principles that are considered important
for inclusion in such a policy neither does it not prevent
inputs into existing policies dealing with care work issues.
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Introduction

Given the gravity of the challenges
facing care providers, SADC
governments have to develop stand-
alone policies that will influence
HIV and AIDS programming and
ensure the protection of the social,
economic and legal rights women
and girls involved in care work.
Existing laws, policies and guidelines
need to be updated in light of
emerging evidence on the situation
of care providers.

This Chapter provides a framework
to determine the key conceptual
issues that should be considered in
drafting a care work policy. The
purpose of presenting this framework
is to provide civil society actors
with a starting point to develop text
for care work policies that are both
integrated and comprehensive and
address the existent gendered
dynamics of HIV and AIDS care
work. Proposed policies must be
informed by country realities,
cultural and social sensitivities as
well as a strong evidence base.

Framing Care Work Policy
Attention to framing, that is, how

policy problems are defined, how
the solutions are constructed, and

who has a voice in that process is
important in efforts to influence
government policy-making
processes in the SADC region.
Building a frame about care work-
related issues is a complex inter-
subjective process that must involve
many different actors.

As outlined earlier in Chapter 1,
care providers face numerous
challenges that need to be
addressed in a comprehensive
and holistic manner. A stand-alone
policy can help to increase the
visibility of care providers as
well as direct the flow of resources
to the community level. The aim of
the policy will be to support the
real needs of the care provider
workforce and improve the quality
of care provided to people living
with HIV and AIDS.

Framing the issues that need to
be included in a stand-alone care
work policy will require the
involvement of different stakeholders,
including labour unions, women'’s
groups, faith  based institutions,
children’s organisations, PLWHA,
care providers, lawyers, health
professions, donors, policy makers
among others.

Policy processes ideally involve
different stages, from agenda
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setting to formulation, costing
to implementation. Because
influencing government policies
is a non-linear process, it is
important to have several tools at
hand that can help to facilitate
the process. One way of doing this
is to have a strong evidence base in
determining what needs to be
included in a policy.

Evidence based policy advocacy
seeks to achieve an appropriate
balance between ideals and
relevant empirical evidence in
order to influence decision-making

that can potentially have an
impact of people’s lives. Policy
decisions need to be better
informed by available evidence and
should include rational analysis.
Policy based on systemic evidence
can produce better outcomes
(see Box 2: Using evidence to
influence policy making).

This Handbook advocates for
civil society in the SADC region to
lobby governments to develop
care work policies that address
the plight of care providers in a
comprehensive manner.

b )

Box 2: Using evidence to influence policy making

GEMSA, in partnership with several civil society organisations that make up the
Southern African Gender Protocol Alliance undertook an advocacy campaign that
resulted in the adoption of the SADC Protocol on Gender and Development by
the Heads of State in August 2008.

The success of influencing the SADC Heads of State to adopt Article 27 (c) of the
Protocol involved evidence based policy advocacy: including conducting a
situation analysis of existent policies, research into the issues affecting care
providers, lobbying, campaigning, negotiation, identifying opportunities and
putting concerns into a language acceptable to policy-makers without compromising

the real needs of care providers.
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Care work practices in the
SADC region

The current state of care work in
many parts of Southern Africa is
unsustainable and promotes
poverty and inequality. This is
largely because many governments
in the region address the issue of
care work in different pieces of
policy instruments and guidelines.
Furthermore, there is a general
lack of adequate evidence on the
cost of care work or numbers of
care providers in the SADC region.

Thus, proper positioning of the
need for a care work policy is
critical in the advocacy process
where such policies should have
mechanisms to protect women
and girls who are at the forefront
of care provision. Ideally,
governments must develop stand-
alone policies that address the
issue of care work.

The study by VSO RAISA and
WHO?> highlighted that

strengthening TB, HIV and AIDS
C&HBC programmes entails

Male care provider helps feed a child © GEMSA
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reducing the burden of care on
care providers; most of whom are
women, girls and older persons
who work voluntarily and play a
significant role in these
programmes. Unfortunately, these
care providers are largely
unrecognised, not compensated
and hardly supported; and their
rights are not respected. Many are
extremely burdened by this care
work; which manifests itself in a
number of ways that include
physical, mental/emotional and
economic stress. This burden
results in poorer quality of care
provided, and compromises the
health and rights of the care
providers and their clients. This
is compounded by the absence of
care providers’ participation in
the formulation or review of
C&HBC policies in many SADC
countries.

GEMSA conducted an audit of
policies in 12 countries in the
SADC region (see Table 3:
Summary of findings of GEMSA’s
review of C&HBC Policy and
Guidelines in 12 SADC
Countries®). The audit was a follow
up to an advocacy campaign that
resulted in provisions for the
“appropriate recognition” of care
work by the SADC governments.
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According to GEMSA’s policy
analysis’, though governments in
the region have signed onto the
SADC Protocol on Gender and
Development, there is a need to
scale up the implementation of
policies, especially in the arena
of care work. In addition, women’s
enormous involvement in care
work needs to be adequately
acknowledged in the SADC
region.

Care providers delivering
food parcels © VSO-RAISA




Table 3: Summary of findings of GEMSA’s review of C&HBC

Country Remuneration Logistic and Material
Support

Namibia New CBHC policy calls for | Under the new policy, all care-givers
a monthly incentive of will require an identity card, t-shirt,
N$250-N$500 (roughly shoes, umbrella, a home-based care
USD 31-62). kit, some form of transport,

communication funds and a monthly,
monetary incentive.

Botswana At present only donor Government provides C&HBC
organisations provide volunteers with transportation
financial incentives for allowances of P151 (roughly USD
C&HBC volunteers 22) per month and clinical supplies.
working at NGOs. The
government feels that by
remunerating care-givers,
the spirit of volunteerism
would be compromised.

Tanzania No policy Tanzania Commission for AIDS gives

funds to registered C&HBC
organisations to sustain their projects
and C&HBC kits.

|
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Policy and Guidelines practices

Training/Professional
Recognition

Under the new policy, the
government will re-train all care-
givers using a standardised
manual. Government will
accredit those who pass the
training through the Namibia
Qualifications Authority.

Psychosocial Support

The new policy attempts to address
the psychological needs of care-
givers. In the draft guidelines, the
Ministry of Health and Social
Services requests that all C&HBC
organisations promote stress
management techniques, help care-
givers adjust to the pace and
approach to work, provide peer
counselling, & establish a support
network.

Gender Equality

The new policy
acknowledges the
gender disparity in care
work and encourages
the involvement of
men.

Government currently has no
mandated, minimum level of
training. Nurses train C&HBC
volunteers at the clinics on issues
of tuberculosis, adherence, diet
and how to care for patients.
Normally the training lasts about
a week. As new issues arise, the
clinic provides care-givers
refresher courses.

Many care-givers working for
NGOs receive training from
either clinics or other civil society
organisations.

The government provides
psychosocial support through
supervisors at the clinic or through
the social welfare office. Moreover,
as part of Ministry of Health’s
monitoring of C&HBC, government
representatives often visit volunteers
to discuss their challenges. C&KHBC
organisations often facilitate
discussions for volunteers to share
challenges and frustrations.

Not specified

The Ministry of Health and Social
Welfare (MoHSW) last trained
care providers in 2005 and
training continues to be the same
despite the changes in the area
of care work. Care Work is not
recognised as a profession in
Tanzania.

There is no policy document that
exists on psychosocial support for
care-givers. The evaluation report
on C&HBC has looked into support
for care-givers. MOHSW requests
that all C&HBC organisations
promote stress management
techniques, help care-givers adjust
to the pace and approach to work,
provide peer counselling, and
establish a support network.

No policy

|
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calls for a monthly
incentive of E200 (roughly
USD 25) for Registered
Health Monitors (RHMs).
However,

Baphalali Red Cross
Society care-givers are
remunerated E100-E110
monthly, and are paid in
kind or through donations.

Country Remuneration Logistic and Material
Support

Zimbabwe No policy. Government | The new C&HBC guidelines
recommends communities | recommends incentives to include
mobilise funds for care- uniforms, bicycles, food packs,
giver costs. The monetary allowances, free medical
government feels that by | treatment, support for income
remunerating care-givers, | generating projects, raincoats,
the spirit of volunteerism | umbrellas, part time employment in
would be compromised. | hospitals, and funeral assistance.

Swaziland The current C&HBC policy | All RHMs and care-givers receive

C&HBC kits and uniforms as a
requirement for easy identification
within the community, an identity
card, t-shirt, shoes, umbrella, a home-
based care kit, and a monthly,
monetary incentive as above.

South Africa

There is a policy
framework document that
exists however, the extent
of implementation in this
area is not known.

The Department of Social
Development (DSD) gives food
supplements and parcels.

Zambia

No policy

No policy

|
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.

Training/Professional

Psychosocial Support

Gender Equality

Welfare (MOH&SW) last trained
care providers in 2005 and
training continues to be the same
despite the changes in the area
of care work. Care work is not
recognised as a profession in
Swaziland.

Recognition

The new C&HBC guidelines The new C&HBC guidelines No policy.
espouse for training on basic care | recognise that care-givers need

using adult learning techniques | appropriate psychosocial support

and utilising a standardised to prevent stress and burn out.

training procedure. Also noted

is the need for prevention

education in terms of accidental

exposure such as pricking and

TB/HIV infection.

The Ministry of Health and Social | There is no policy document that | No policy.

exists on psychosocial support for
care workers. The evaluation report
on C&HBC has looked into support

for care-givers MOH&SW requests
that all C&HBC organisations
promote stress management

techniques, help care-givers adjust

to the pace and approach to work,
provide peer counselling, and
establish a support network.

DSD and Department of Health
(DOH) need to make this training
and professional recognition

There is a document within the

policy framework though the extent

of implementation is unclear.

Gender inequality is
noted within the policy
framework documents

givers as professionals except the
third line of care- givers
(professionals like nurses, clinical
officers etc).

Care providers are trained by
qualified trainers from the
Ministry of Health (MoH) and
other entities.

Care-givers receive a certificate

criteria clear as it seems for C&HBC.
ambiguous at present.
No policy that recognises care- | No policy No policy

|
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Prime Minister has ordered
that a monthly stipend of
300 Maloti (roughly USD
37) be paid to all
Community Health
Workers (CHWs).

Country Remuneration Logistic and Material
Support

Malawi No policy Limited support for C&HBC from
government.

Lesotho No policy, however, the Registered CHW's get access to

resources such as health kits.

Mozambique

The operational manual

suggests that care workers
should receive an amount
calculated as 60% of the
minimum national salary.

The operational manual mentions
the volunteer kit and allocation of
some basic materials. In practice
though neither the Ministry of Health
(MoH) nor the donors provide this
material for care workers.

Mauritius No specific policy for HIV/AIDS National Strategic
HIV/AIDS. Framework (NSF) makes provision
Policy exists for for improving training, equipment
government officials who | and staffing capacity of government
work with elderly. structures.

DRC No policy No policy

|
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Training/Professional
Recognition

of attendance after training.
C&HBCs are registered under
the Registrar of Societies. C&HBC
organisations are also required
to register with the DHMT in
their area of operation.

Psychosocial Support

Gender Equality

Existing training and standardised
training manual.

Commitment demonstrated on
paper for C&HBC by government.

No policy.

Government is planning to train
all CHW's including care- givers
in order to professionalise the

cadre and afford it recognition.

The National Guidelines on
C&HBC recognises the challenge
of emotional, physical strain and
stress experienced by care-givers;
the lack of resources and care-
givers’ inability to diagnose

The National Gender
and Development
Policy advocates for
the improvement and
expansion of gender-
sensitive home-based

symptoms. The guideline calls for | health care.
income generating activities which
can support C&HBC.
The operational manual No policy. No policy
mentions training and capacity
building however little is known
of implementation.
* No policy. NSF makes No policy No policy
provision for training of
government officials involved in
HIV/AIDS.
No policy No policy No policy

|
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The current scenario in many
countries in the SADC region with
the exception of Namibia is that
there are several policy instruments
that seek to address the situation
of care providers (see Table 4.) At
the time of writing the handbook,
HIV and AIDS civil society
organisations in South Africa were
in the process of drafting a stand-
alone care work policy titled,

“Community Care Worker
Management Policy Framework”.
The aim of the draft policy is to
provide an effective and efficient
occupational workforce to support
a comprehensive multidisciplinary
C&HBC services. However, both
the Namibian and the South African
draft policies do not adequately
address the issue of women’s
involvement in care work.

Table 4: Care Work policy in the SADC Region

SADC Member State

Angola
Botswana
Democratic Republic of
Congo (DRC)
Lesotho
Madagascar
Malawi
Mauritius
Mozambique
Namibia
Seychelles
South Africa
Swaziland
Tanzania
Zambia
Zimbabwe

Stand-alone Care Work Policy as at 1 July 2010

Yes Draft stage No

X
X
X
X
X
X

X
X

X

X

X
X
X

X

X
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SADC governments have
significantly made progress in
developing policies and guidelines
that address the issue of C&HBC.
From the analysis, it emerged that
the issue of care workers’
recognition, training, psycho-social
and financial support is high on the
agenda of policy makers. With the
exception of DRC, most of the
countries have policies and
guidelines on the management of
care providers. However, as per
GEMSA’s policy analysis,
government commitment to the
drafting and implementation of
C&HBC policy must be backed by
action as well as resources and
political will. Furthermore, there is
a need for greater recognition of the
contribution of women and girls to
HIV and AIDS care work in policy
frameworks.

A Case for Stand-Alone
Care Work Policy

The proposed stand-alone care
provider policies must be informed
by country realities and the voices
of care providers. They must call
upon decision makers to take urgent
and practical action to ensure that
the social, economic and legal rights
of care providers involved in HIV
and AIDS programmes are
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Clients waiting for their turn
with care provider © GEMSA

recognised as an essential
foundation in achieving universal
access to HIV and AIDS prevention,
treatment, care and support in the
Southern Africa region.




Rising to the challenge: The Namibian example

To date, Namibia has emerged as a leading country rising to the challenge of
meeting the requirements of the SADC Protocol 27 (c). In 2008, the government
of Namibia approved the National Policy on Community Based Heath Care
(CBHC), a stand-alone policy developed by its Ministry of Health and Social
Services. The goal of the Policy is “to empower and motivate communities to
initiate, strengthen and own community actions and household practices that
will promote health, prevent illnesses and provide palliative care in order to
reduce morbidity and mortality and improve the quality of life of all Namibians.”

The key principles that are considered important for implementing the Policy
include gender equality, availability and accessibility, affordability, community
involvement, sustainability, justice, inter-sectoral collaboration and quality of
care. The key strategies to implement the Policy includes providing support for
care providers (accredited training through the Namibian Qualifications Authority,
resource materials, supervision, recognition and reimbursement for costs incurred
doing care work); strengthening human resources (development of CBHC
guidelines, access to initial and on-going training, resource mobilisation for
incentives) and integrated management of CBHB services (stakeholder involvement,
monitoring and evaluation, maintaining health information).

At an institutional level, the Policy articulates the roles and responsibilities of
key ministries, namely, Ministries of Health and Social Services; Education;
Agriculture, Water and Forestry; Regional and Local Government, Housing and
Rural Development; Gender Equality and Child Welfare; Defence; Information
and Communication Technology as well as the National Planning Commission.
The Policy also articulates the roles and responsibilities of local authorities and
Village Development and Village/Community/Clinic Committees;
NGOs/FBOs/CBOs; higher education institutions and development partners.

At a resource level, the Policy requires that all qualified care providers have
access to training, tools and information, education and communication material

|
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that will enable them to provide quality care. In addition, the Policy stipulates
that care providers should have the necessary equipment, supplies and home-
based care kits to provide care. The Policy also articulates that: care providers
have an agreed description of duties and expectations. Furthermore, care providers
must be recognised and be rewarded by CBHC organisations, government and
community leaders. The Policy further requires that qualified care providers
should have identification cards as well as T-shirt, hat and umbrella. Finally, care
providers should receive remuneration for services provided and be partially
reimbursed for costs incurred in carrying out their duties.

Monitoring and evaluation of the implementation of the policy largely encourages
the CBHC programmes to develop appropriate indicators to monitor progress
and measure impact of the policy on achieving the Policy’s goal. In addition, the
Policy makes special reference to the need to develop indicators to monitor the
guiding principles of community involvement, gender equality and key partner
collaboration.

Source: Republic of Namibia Ministry of Health and Social Services, National Policy on Community Based Health Care, March 2008

It is important to state that best
practice at the policy making level
does not automatically translate
to best practice at the implemen-
tation level. In Namibia, many
challenges still exist regarding the
implementation of the policy,
including a full acknowledgement
of the role played by women and
girls in care work. But, since policy
making is a key step in ensuring
government responsibility,
identifying good policy principles
is critical. Stand-alone policies need
to take sustain carers in their role
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as the primary providers of
healthcare at the community level.

What are the key principles that
need to inform care work policies?

Strengthening support for care
providers is both cost-effective and
compassionate public policy, and
a clear requirement in Southern
Africa. From the GEMSA audit
and the VSO-RAISA study, the
following emerged as the key
principles that need to inform care
work policies:
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1. Remuneration:

People doing the work of
government have a right to be
financially rewarded. On a
practical level, programmes are
likely to fail and standards of
care to drop if care providers
leave to earn income to support
their own families. In addition,
it is argued that if there was
remuneration more men would
enter care work which would
ease the burden on care
provision on women and girls
and increase gender equality.

. Logistic and Material Support:

Community home-based care
(C&HBC) kits are crucial for
service delivery. In many
countries, there is no policy to
provide kits and care providers
often lack a regular supply. Other
support that would improve the
