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ABSTRACT

Aim: The overall aim is to assess the appropriateness of Lay Health Worker (LHW)
programmes as a public health intervention in South Africa by considering the effectiveness
of LHW programmes across the world and the experience of LHW programme
implementation and policy making in South Africa.

Methods: This thesis comprises 4 papers that explore the issue of LHWSs: (I) A systematic
review of randomised controlled trials (RCTs) of LHW interventions in primary and
community health care for maternal and child health and the management of infectious
diseases; (Il) A study of the experiences of farm dwellers trained to be LHWs, as explored
through focus group discussions; (Ill) A study of three LHW supervisors who worked on an
intervention to support infant feeding mothers, as explored through individual interviews;
and (IV) A study of the process of LHW policy development from the perspective of 11 key
informants who were individually interviewed.

Findings: LHWs were found to be effective in promoting breastfeeding and in improving
pulmonary TB cure rates (I). There was also some indication that LHWs could be effective in
reducing child morbidity and child and neonatal mortality, and in increasing the likelihood of
caregivers seeking care for childhood illness (l). The experience of LHWs and LHW
supervisors suggests that LHW programmes need adequate support and supervision,
especially in protecting the LHWSs themselves (I, Ill). The care and protection of LHWs was
considered by policy makers (IV), but policy redevelopment processes did not link the need
to ensure that LHWs were not exploited to concerns about gender exploitation.

Conclusions: LHW interventions can be effective but implementing them in developing
countries such as South Africa needs to be approached with caution.

Key words: Lay health workers, Lay Health worker programmes, public health, primary
health care, gender, intervention effectiveness, intervention experience, policy making,
programme supervision.
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INTRODUCTION

I grew up in South Africa under apartheid. During the late 1980s and early 1990s | was a
student activist in the struggle against apartheid. My activism during those years has
indelibly shaped my view of the world and how | see my place in the world. Since then |
carry values such as social justice and equity very strongly. | also believe that the world as it
is, is our creation and that it is our responsibility to continuously work towards the creation
of a better world in which all people are able to enjoy freedom from poverty, hardship and

disease.

The transition from apartheid to democracy was quite amazing for those of us who lived
through it. Those of us who had been activists worked tirelessly to bring about the end of
apartheid. However, when the end came it caught us by surprise. While | had, with the
eternal optimism of youth, always hoped for a better South Africa, it never occurred to me
that a switch could come so quickly and in my lifetime. The dawning of democracy brought
wondrous hope founded in complete naiveté about what a new government might achieve.
| and many of my comrades mistakenly believed (despite warning from thinkers like George
Orwell) that the struggle was over. We were wrong; the struggle had only just begun. The
African National Congress (ANC) came into government in high spirits on a wave of
confidence not matched by actual experience. In the process they tried to reform all
aspects of governance and service delivery. In some aspects they have succeeded and in
other aspects there is still much work to be done. In the ensuing years since 1994, | have
lost my naiveté, but | have not lost my commitment to the creation of a better South Africa.
My site of struggle has moved from the streets to policy making and implementation. |
believe that we can create knowledge upon which better policies and programmes can be
developed through sound research. This PhD is a part of my commitment to transformation
in South Africa. Through this work | hope to offer evidence and reflections on Lay Health
Worker (LHW) interventions as a public health approach, in the hope of contributing to the

continued process of policy making and implementation.

Although | currently work as a public health researcher, | am trained as a historian and |
have an undergraduate major in English. As part of my training as a historian | was

introduced to qualitative research. In my first job after graduating | was employed as an
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intern on a qualitative study which explored caring in health care and hence began my
career in public health research. While | have had more experience with qualitative studies,
| have worked on quantitative epidemiological studies and | respect the place of both

perspectives in public health research.

This PhD started in the early 2000s when | was asked to assist with the process evaluation of
a LHW intervention in which farm dwellers were trained to deliver healthcare services to
fellow farm dwellers. My task was to research the experiences of the LHWs themselves -
Paper Il in this thesis is the culmination of that research. As a part of this process |
conducted focus group discussions (FGDs) with these LHWs and really listened and took
note of what they said. | knew | wanted to come back to this topic, but the time was not
right yet. | then did an MPH and in the process strengthened my understanding of public
health. My MPH thesis analysed the utilisation of research information (knowledge
translation), in policy making and guidelines for the use of magnesium sulphate in the
treatment of Eclampsia and Pre-Eclampsia in South Africa. When the opportunity arose to
do a PhD | was able to return to the topic of LHWSs. At the time | was involved in two pieces
of research involving LHWSs. The one was a systematic review of evidence of LHW
intervention effectiveness. The other was a process evaluation of a LHW intervention. This
research is included in the thesis in papers | and lll. While engaged in this work the lessons
from the research described in paper |, were still with me. What stood out for me was that
women were saying that while they enjoyed being LHWs, they found this work increased
their caring burden. | started reading other studies in which similar stories were told. Out
of this | decided that as a part of this thesis | needed to study how gender concerns were
translated into policy-making for LHWs. The outcome of this research is reported in

paper IV.

This thesis therefore presents a culmination of my research on LHWs to date. It presents
epidemiological evidence for the effectiveness of LHW interventions (l); reflections on the
experiences of LHWs and LHW supervisors (lI, Ill) and considerations around how policy

making for LHW interventions is developed in South Africa (IV).

Although LHWs interact with clients or patients at an interpersonal level, this thesis focuses

on LHW programmes and policies at the population level. Other on-going research focuses
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more directly on the interpersonal level, such as that by Sarah Dewing (1) which explores

the counselling relationship between LHWs and clients in antiretroviral adherence support.

THEORETICAL FRAMEWORK

Public Health

This PhD adopts a public health perspective. Although the practice of public health dates
back to at least the late 19" century (2), the definition scope and practice of public health
continues to evolve (3). Common to definitions of public health is that it involves some kind
of action taken to improve the health of whole populations (2-5). This action has been
described as the “process of mobilizing and engaging local, state, national, and international
resources to assure the conditions in which people can be healthy” (6, p.3). Public health
also encompasses health promotion which is the “process of enabling people to increase
control over, and to improve their health” (7). The Ottawa Charter calls for this process of
health promotion to be supported by building healthy public policy, creating supportive
environments for health, strengthening community action for health, developing personal
skills and re-orientating health services (7, 8). Central to these definitions of public health
and health promotion therefore is the role of governments in ensuring the health of their
citizens. This role is described by Beaglehole et al (3) as a “positive obligation by
governments and communities to protect and improve the health of all their communities”
(p.2084). It is suggested that individuals are constrained in decision making by
environmental and socioeconomic circumstances, thus necessitating government
intervention at a population level (3). In the actions they take governments are encouraged
to work collaboratively, to ensure that their decisions, policies and interventions are
evidence based and to aim towards the reduction of health inequity and inequality (2-5).
Action taken towards a reduction in health inequity is particularly important as there is an
established link between poor health outcomes and socioeconomic inequity (9). Asthe
commission on Social Determinants of Health has shown, people with the least access to
resources are also those with the worst health outcomes (9). Equity in health service
delivery is when all citizens are able to access the health services they need for the best
attainment of their health within the limitations of the resources of the State (10).

Attainment of public health equity by implication then would be when the State is able to



deliver a scientifically sound and fairly distributed service to all its citizens on the basis of

need (11).

Lay Health Workers (LHWs) as an international public health approach to increase health
service access

A lack of access to healthcare is an internationally recognised problem and many countries
in the world are not able to achieve equity in healthcare delivery (9). The World Health
Organization (WHO) suggests that “in many places access to healthcare is difficult and there
are not enough health workers, and so we need to look at other approaches outside the
clinic and hospital setting” (12). In response, one of the internationally (including South
Africa) adopted public health approaches to increasing healthcare access has been the
development and implementation of LHW programmes (13). LHWs are claimed to serve a
critical function in communities in which they work often providing a service to the most

marginalized poor communities (14) where none may otherwise have been available.

LHWs have been defined as any health worker carrying out functions related to healthcare
delivery; trained in some way in the context of the intervention; and having no formal
professional or paraprofessional certificated or degreed tertiary education (15). LHWs may
be engaged in a range of activities which include health promotion (such as breastfeeding
support) and disease prevention (such as tuberculosis (TB) treatment support) (8, 15). They
are known by many names including lay health workers, community health workers,
community care givers, treatment supporters/buddies, peer supporters and
home/community based carers. For ease of discussion, they will be referred to throughout
this thesis as LHWSs. Unlike formal health care which requires clients to seek out health
services for themselves, LHWs are often engaged in household visits (16), thus taking the
service to the doorstep of families. LHWs can be found in some form or other all across the

world, including in Nordic countries (e.g. see http://www.amningshjalpen.se/).

LHWs as part of a Primary Health Care approach to public health

The concept of LHWs has been around for at least 50 years (13). In particular they were
strongly promoted in the years following the International Conference on Primary Health

Care (PHC) at Alma-Ata (1978) (17, 18). The contribution of communities to their own



health and the role of LHWs in achieving PHC are both stated in the Declaration of the Alma-
Ata (19). In the period immediately following the conference, LHWs were seen as a means
to improving PHC in developing countries (18, 20, 21) and reaching the goal of Health for All
by the year 2000 (17). The 1980s thus saw the emergence of many such programmes (18,
20, 21), but subsequent failure to produce the expected outcomes led to a decline in

enthusiasm for national LHW programmes (18).

Recent years has seen a renewed energy around PHC, with calls for its reorientation and
revitalisation (22, 23). In particular support for PHC has come from the WHO itself. When
current Director General Margaret Chan took office in 2007 she called for “a return to
primary health care as an approach to strengthening health systems” (24). This call was
followed by a recommendation from the Commission on the Social Determinants of Health
that health systems built on PHC could contribute to the achievement of universal
healthcare (25). It was further taken up in the 2008 World Health Report which was
dedicated to PHC (22). The call came with recognition that the contemporary organisation
of health systems globally, both in poor and rich countries were failing to deliver effective
healthcare (22). Furthermore there has been a recognition that the goal of Health for All
has not been achieved and this is linked to a growing concern that the Millennium

Development Goals are also unlikely to be achieved by the year 2015 (26).

As part of the renewed focus on PHC the concept of community participation and the role of
LHWs as contributing to PHC have also come back into focus (26). The role of LHWSs and
community participation in PHC success has been highlighted (27). Arguments by Global
Health Watch however would suggest that the current push for LHWs is within a narrow
view of selective PHC in which LHWs are extension workers in vertical (single disease
focused) programmes (23). Their arguments further suggest that a more appropriate
approach would be comprehensive PHC which looks at both horizontal programmes (across
disease) and takes an intersectoral approach, where it is recognised that health is
determined by broader political and economic forces which also have to be addressed.
Within this approach LHWs would not only have the role of healthcare delivery, but would

also have a broader community mobilisation mandate (23, 28).



The contribution of LHWs to the reduction of the global burden of disease

The renewed focus on LHWs within public health and PHC (13) is partly born out of a need
to address key contributors to the global burden of disease such as HIV (18) and poor child
health (29-32). In child health for example, success has recently been shown in their
contribution to exclusive breastfeeding (33). This is an important contribution as poor
mothers face particular challenges (34, 35), but formal health workers may find that the
need to offer infant feeding counselling competes with the priority of clinical care. LHWs
have also been shown to be successful in increasing immunisation rates in their efforts to

promote immunisation and in giving the vaccinations themselves (36).

Although LHWs are conventionally thought of in relation to their contribution to infectious
disease care, they have been shown to be successful in chronic care such as mental health.
As with other areas of healthcare, a great scarcity and inequity exists within human
resources for mental health care within developing countries (37-39). The WHO has argued
that the limited resources have resulted in a more than 75% treatment gap for mental,
neurological and substance use disorders in low and middle income countries (39). Others
have suggested an even higher gap of 90% (37). In recognition of the need to close this gap
the WHO has been very strongly advocating for task shifting in mental health through its
Mental Health Gap Action Programme (39). This argument is supported in the literature
(37, 38, 40, 41). In discussing the Mental Health and Development Agenda in sub-Saharan
Africa, Jenkins and colleagues (40) argue against the presumption that mental health
services can only be delivered by specialists. This argument is supported by evidence for the
effectiveness of community based and community health worker interventions in
developing countries. These include the treatment of post war depression in Uganda (42),
schizophrenia in rural India (43), dementia in India (44), postnatal depression in Pakistan

(45), and schizophrenia in China (46).

LHWs as part of a public health response to an international human resources crisis

Developing countries face severe health worker shortages across all levels of healthcare
(47). The WHO has estimated that 57 countries face critical health worker shortages (48).

Thirty-six of these occur in sub-Saharan Africa (48). While health worker shortages are



exacerbated by increased demands placed on health services by infectious diseases (49-52),
they are also contributed to by migration, poor staff morale and incentives (50). The
problem is not limited to shortages, but also to inequitable healthcare staff distribution both
within countries and between countries thus skewed to the benefit of both wealthy

countries and wealthy urban areas within poor countries (37, 50, 53).

As a response to this human resources crisis the concept of task shifting in healthcare
services has been advocated, especially since the World Health Report of 2006 (48, 49, 54).
The concept of task shifting is not new as in 19 century France non-physician healthcare
workers were already commonly used (51). When task shifting occurs then medical and
health services tasks, which previously where performed by higher level cadres, are shifted
or delegated to lower level cadres (50, 54). While this delegation of tasks may be a
response to health worker shortages (52), in some instances it may be more efficient and
cost effective for lower level cadres to perform the tasks if they can produce the same
quality as higher level cadres (54). Proponents of task shifting would argue that this
approach should not just be seen as an emergency response since lower level cadres may be

as good as or better than those originally trained for the task (52, 55).

Part of the current international focus on LHWs is within this broader consideration of task
shifting and health worker shortages. Tasks assigned to LHWSs usually involve health
promotion or treatment support, but it has been shown that LHWs can successfully take on
more clinical tasks such as rapid diagnosis for malaria (52). Thus in many settings LHWs are
seen as making a key contribution to the human resource capacity needed for effective

healthcare delivery (26, 47).

LHW Motivation

While most research on LHWs has focused on their impact and benefits to public health
(56), it is also important to consider what benefits incumbents themselves may derive from
becoming LHWs, in other words what motivates them. In a review of the issue
Bhattacharyya et al (57) point to monetary (e.g. material incentives), non-monetary (e.g.
gaining respect, achieving status, personal growth) and community level (e.g. being selected

by the community) factors as acting as incentives and motivators to LHWs. The authors



point out however that these motivators are very context specific. The contextual nature of
motivators is supported by other illustrations in the literature. As an example, a study in
Nepal found that LHW volunteers were perceived as motivated by a sense of morality,
while payment for their services was perceived as being potentially demotivating (187). In
contrast, a study in South Africa found that people were motivated to volunteer as LHWs
for multiple reasons, including avoiding idleness while unemployed, career opportunities
and altruism (58). Research on LHW motivation and LHW attrition are both necessary (56)

and on-going (59).

LHW programme critiques

Despite all of this enthusiasm however, over the past 30 years LHWs interventions have also
faced critique and failure (18). The oldest explanations for the failure of LHW interventions
throughout the world have been the inadequacy of the supervision given to LHWs and the
lack of support given to them by formal healthcare staff (17, 21, 60). The lack of support has
sometimes been linked to health workers feeling threatened, but this is also premised on
guestions of scope of practice, and questions raised around who within the health system
should be allowed to perform which tasks (55). Effective supervision is

however crucial (17, 61).

LHWs as care workers

More recently LHW programmes have also been critiqued by feminist researchers® (62-64).
These critiques recognise the benefits of LHW programmes, but raise questions around the
extent to which these programmes add to the burden of caring for women who

become LHWs.

Fisher and Tronto (65, p.103) define care as including:

“everything that we do to maintain, continue and repair our ‘world’ so that we can

live in it as well as possible. That world includes our bodies, our selves, and our

environment, all of which we seek to interweave in a complex, life-sustaining web.”
Within this definition the work that LHWs do, whether it be in promoting health (such as in

breastfeeding counselling), supporting treatment (such as encouraging TB patients to

! These critiques are within a broader critique of professionalised and non-professionalised care, which has
also been contributed to by sociologist and social work theorists.
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complete their course of medication) or palliative care (such as is needed in home based

care for very ill AIDS patients), can be described as caring or care work.

Care is increasingly being viewed as an economic activity (66-68). Razavi (64, 67) discusses
care as an aspect of social reproduction and a public good. Her arguments suggest that care
is a public good because we need care to produce and reproduce labour, i.e. healthy adults
and children are the product of adequate care. Despite this importance, some would
suggest that care work has remained undervalued and invisible and feminized (66, 67, 69,
70). Itis argued that much of the work of care is conducted by women within the context of
the home and is unpaid (67, 71). Doyal (72) has suggested that work that takes place in the
home, the work of caring and sustaining people is hazardous and demanding. It is also
argued that the cost of caring by overburdened poor women is carried by their families (14).
Home-based workers also often lack social protection (72). When caring work is required
outside of the home, the literature suggests that there is an assumption that women who
do the caring work in their families will continue to do the unpaid caring work in their
communities (72, 73). Even when caring is taken out of the home it is still more often done
by women and continues to be regarded as being of low value:

“Caring seems to be widely devalued, no matter where it takes place and who
performs it, the low pay often justified by constructing such work as ‘low-skilled’
and/or as work which carries its own rewards.”(67, p.887)

In an attempt to highlight the value of care one feminist researcher has attempted to

measure the contribution of unpaid caring to the gross domestic product (GDP) of both
industrialised and developing countries (68). In South Africa she found that this

contribution is equivalent to between 11% and 30% of the GDP (68).

The problem of caring work in general being hazardous, gendered and undervalued has not
escaped LHW programmes. A gendered analysis has been conducted of human resources
internationally, including LHW programmes (62, 63). This review showed how female LHWs
throughout the world were burdened by their responsibilities (62, 63). These burdens
included challenges to the legitimacy of their work, threats to their personal security and
having to take on physically and emotionally demanding tasks. In settings that were poorly

serviced this challenge was increased, e.g. having to collect water in buckets for cooking,



cleaning and bathing the sick person. Despite these burdens female LHWs could gain

recognition and respect through supportive supervision and management (62).

Care and care work however need not only be burdensome (64). Governments can play a
role in creating enabling environments for care and in protecting care workers (64). Tronto
(66) points to four phases of care: caring about, giving care, receiving care, and taking care.
Caring about refers to the acknowledgement that care is needed, receiving care is what the
person being cared for does, giving care refers to the work of caring, and taking care refers
to taking on the responsibility for caring. Within this construction governments have the
responsibility of taking care by providing resources, policies and environments in which care
can be enabled. Part of enabling care would require of governments to take care of those
who do the work of caring. Well-resourced countries, such as the Nordic countries are
viewed as being caring countries because their strong social welfare policies enable care
(64). However research has shown that less well-resourced countries have also been

developing and implementing social welfare policies which support caring (64).

Recognising how female LHWSs can become burdened by care, and recognising that this
situation can be challenged, this PhD is situated within an approach to research which takes
a stand not only to understand gender relations, but to challenge gender oppression (74-
78). As aresearcher | am challenged to consider how care work and women’s work as LHWs
can be better valued, and whether or not LHW programmes can be considered as effective
health care and social reproductive care. Furthermore the emphasis on collective
responsibility for caring, including governments’ responsibility for taking care suggests that
there may be a link between caring and the public health imperative of collective

responsibility for ensuring good health care.

THE SOUTH AFRICAN HEALTHCARE SETTING

South Africa at a glance

South Africa is a middle income country at the southernmost point of Africa. Since 1994
South Africa has been a constitutional democracy (79). The country is culturally diverse as

attested to by its eleven official languages. The Gini coefficient (including salaries, wages
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and social grants) of 0.73 as measured in 2006, indicated huge economic disparities within
the country. The country’s key indicators are presented in Table 1 below. Issues related to

health and health service delivery are described the proceeding paragraphs.

Table 1: South Africa’s key indicators (80)

Indicator Values
Real GDP (2007) R1,750 billion $248 billion
Real GDP per capita (2007) R36,461 $5,168
Population Total 49,320,500
Male 23,868,700
Female 25,451,800
0-14 years 15,500,700
15-34 years 18,447,000
Government Constitutional multiparty, three spheres (local, provincial,
national) democracy
Official languages English, isiZulu, isiXhosa, isiNdebele, Afrikaans,
siSwati,Sepedi, Sesotho, Setswana, Tshivenda, Xitsonga
Key economic sectors Mining services, transport, energy, manufacturing,
tourism, agriculture
Adult literacy rate Male — 87.2 Female — 86.9
Percentage living below 42.2 (1.44) [2000] 34.8 (1.60) [2006]
poverty line of $2.50
(purchasing power parity)

Map of South Africa in relation to Africa and Europe

SOUTH ’
AFRICA

Figure 1
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Public Health reform in South Africa

South Africa’s health system has been impacted upon by its apartheid past during which the
health of black South Africans and rural dwellers were particularly neglected and
underfunded (53, 81). Since the first democratic elections in 1994, there have been
attempts at public health reform aimed at creating a more equitable health system (53, 79,
82-84). This starts at the highest level with a new constitution that now enshrines rights to
healthcare and dignity (85). Encompassed in the process of healthcare reform therefore has
been the development and implementation of several new healthcare policies (86). The
foundation for several of these policies was laid in the African National Congress (ANC)
Health Plan and the Reconstruction and Development Programme (87, 88). These
documents lay emphasis on public and primary health care approaches (87, 88). This
transformation process achieved some success including the provision of free PHC for all,
the adoption and implementation of the Choice on Termination of Pregnancy Act, the
adoption of anti-tobacco legislation and even better malaria control (84). Despite these
successes, major inequities continue to exist in the health status and the health service

access of the country’s citizens (84, 89).

Access to healthcare in South Africa

South Africa has a health care system which includes both public and private care (53). The
general perception is that private care is of a higher quality than public care which is offered
by the State, but private care is very expensive (53). Given the huge socioeconomic inequity
in the country 64% of the population are entirely dependent on State provided public
healthcare services (53). Despite some success in government’s attempts at reforming the
post-apartheid healthcare system access to care, whether public or private, is still a source
of major health inequity within South Africa (84, 89). Poor people use doctors less often
than would be expected given their vulnerability to illness (90). Despite a steady process
since 1994 of the removal of user fees at State services, particularly for the lowest income
groups, service utilization by lower income groups is still constrained (90). Compared to
2007/09 the average utilisation of State funded primary health care services in South Africa
in 20008/09 increased from 2.2 to 2.4 visits per person (91). This however is still well below

the national target of 3.5 visits per person annually (91). Barriers to utilization include cost
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(such as transport costs), socioeconomic status, race, urban-rural location and healthcare
insurance status (90, 92). These barriers have been found to be burdensome to poor
households (93). Thus despite South Africa placing equity at the heart of its healthcare

policies, utilisation and access to public health care remains inequitable (90).

The continued burden of disease

A recent South Africa Series by the Lancet reports that South Africa is on track with only one
of the 6 Millennium Development Goals (the promotion of gender equality and
empowerment of women) (83). Instead of progressing towards the rest of these goals,
some indicators have worsened (89). The series reports that the country has seen an
increase in mortality of children under the age 5 and a reversal in the progress of
eradicating extreme poverty and hunger (83). There has been no progress in improving
maternal health and achieving universal primary education, and combating infectious
diseases has been insufficient (83). Contributing to this is a steep escalation in the HIV/AIDS
epidemic and difficulties in reducing TB incidence and prevalence (94). South Africa,
constituting only 0.7% of the world’s population, accounted for 17 % of the global burden of
HIV in 2007 (95). South Africa also has one of the most serious TB epidemics in the world
(95) with health professionals increasingly having to deal with cases of extreme drug
resistant infections (96). Furthermore co-morbidity for HIV and TB is an increasing

problem (97).

Human resource limitations

Part of the difficulty in meeting the challenge of this disease burden is an inadequacy in
human resource capacity and planning (53). On the face of it South Africa is not short of key
healthcare staff with a density of 4.9 physicians, nurses and midwives to 1,000 population
(98) [WHO critical threshold is 2.3 =1,000 (48)]. These health professionals are however
distributed in favour of private healthcare, well resourced (urban) provinces and hospital
care (53). The result is that the number of health professionals in public care fall well below
the WHO threshold (84). This shortfall is linked to a combination of factors such as
inadequate numbers of professionals being trained, staff demoralisation and staff exodus
(99). Even where there are staff, these health workers have historically been ill prepared in

their training to provide for primary health care services (53). These poor skills have
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compromised the delivery of key programmes including HIV, TB, child health, mental health

and maternal health (53).

LHWs as part of public health reform in South Africa

Part of the process of public health reform has included reform of human resources policy
and structures. Within this process there has also been continued development of LHW
policy and programmes. Although LHW programmes in South Africa have a history dating
back to the 1940s, these programmes have almost always remained outside of government
(100). Despite support for the concept of PHC, contrary to expectation, LHWs were not
incorporated into the health system during the early post-apartheid period (18). However
in the wake of HIV, human resources shortages and high unemployment, government is
increasingly considering the inclusion of LHWSs within the formal health system. As an
indication of this LHWs have appeared in government human resource and strategy policies
over the past decade, and since 2003 specific LHW policies have been tabled (101). The first
two of these policies were the National Community Health Workers Policy Framework, 2003
and The Expanded Public Works Programme Social Sector Plan 2004/5 — 2008/9. Further
development, finalisation and implementation of LHW policies were also mentioned in the
National Human Resource for Health Planning Framework (2006) and in the National
Department of Health’s 2009/10- 2011/12 Strategic Plan. In November 2009 a third LHW
policy, the Community Care Worker Management Policy Framework (Draft Version 6.0,
October 2009), was released for comment. Common to all these documents is recognition

of the need for LHWs as part of the national human resources for health capacity.

Historically LHW programmes in South Africa were run by non-Governmental organisations
(NGOs) and community based organisations outsides of government control and
government funding. Since the 2003 policies were tabled, government has been funding
the payment of stipends of some LHWSs through NGOs (55, 102). Thus while the State funds
the stipends of LHW programmes it does not employ LHWs. Instead the funding is directed
through the provinces to NGOs who then employ the LHWs. This has however raised some
confusion as to whom these LHWs are accountable, and who is responsible for supervising
them —the NGOs who pay them or the clinical health staff based in government health

facilities in the communities in which LHWSs operate (101). This ambiguous position is
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reflected on in the commentaries and studies of LHW programmes and policies since 2003

(18, 101, 103). The issue remains unresolved.

A mapping exercise has counted 1636 NGOs employing 38 500 LHWs across the nine
provinces of South Africa (55). The authors point out that this should be regarded as a
minimum estimate suggesting that the national LHW terrain is overwhelmingly large. Clarke
et al (103) raise questions around the sustainability of this model, while Schneider et al (18)
point to the fact that this employment arrangement leaves LHWs in an ambiguous position
with a lack of employment rights. Part of this ambiguity and confusion around employment
rights is linked to the fact that LHWs are seen as organised volunteers, and thus the stipend
they receive is regarded as an acknowledgement or reward for volunteerism and not a
salary (18, 101). Both Lehmann et al and Schneider et al point out that becoming a LHW is
seen by many incumbents as a stepping stone to further employment (18, 101). All of these
recent studies have found that LHWs are overwhelmingly female (18, 55, 101, 102). Clarke
et al (103) raise questions around the stipulation in the policies that LHWSs have to be
generalists and not specialists, suggesting that the evidence supporting generalists is not
sufficient. Evidence from field studies however suggest that in practice LHWSs operate as

both specialists and generalists (18, 101).

In August 2011 the Department of Health released an updated human resources policy for
comment: Human Resources for Health in South Africa 2030, Draft HR Strategy for the
Health Sector 2012/13 — 2016/17. This document makes a shift from previous policies in
that it requires that LHWSs be incorporated into the formal health system- i.e. become civil
servants rather than remain in the employ of NGOs. According to the authors this
document is formulated within a broader “re-engineering of the Primary Health Care

System” (p.8).

Thus while the place of LHWSs within public health is increasingly accepted, policy making

and implementation remain continuously evolving processes.
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Gendered issues around LHWSs in South Africa

Several studies conducted in South Africa have pointed to the majority of LHWs being
women (18, 55, 71, 104, 105). Furthermore it is suggested that it is also women who are
mostly in need of care (106). When men are involved then they are engaged in physical
tasks with women assigned to nurturing tasks (71). Local studies repeatedly point to the
difficult and poorly regulated working conditions faced by these female LHWs (105-109).
Female LHWs have also been shown to be challenged by physical, emotional, social and
economic stress (16, 71, 104, 107). As an example, Akintola (71) explains how from a socio-
cultural perspective gender inequalities become entrenched in care work. She argues that
due to traditional roles women and young girls are usually chosen as caregivers. However
socio-cultural norms make it improper for the caregiver to complain for fear of being seen

as insensitive to the plight of the sick.
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PROBLEMS AND AIMS

Support for LHW interventions and programmes as a public health approach, particularly in
resource constrained settings is increasing internationally, but there are also critical voices
raised against such programmes. It has been pointed out that LHW interventions can
increase the burden of care for female LHWSs in particular. Therefore it is important to make
clear how the LHWs are organised. Policy makers need to consider how they might
implement such interventions without causing harm to the LHWs themselves. In order that
policy makers might make such decisions they need to consider the effectiveness of LHW
interventions, and they need to consider the experiences of those who have been working
on the ground, implementing LHW interventions. While there is a growing literature on
LHWs there are no studies which bring together considerations of effectiveness,
implementation experience and policy making experience. All of these perspectives are
needed for effective policy decision making (110). While there is a growing literature on
how female LHWs are burdened, there are to date no studies which consider how the issue

of gender might be taken up in the process of LHW policy development.

The South African health care setting provides an ideal opportunity from which to generate
research evidence and knowledge that may feed into such considerations. Firstly, South
Africa has a long history of LHW interventions and thus there is much knowledge and
experience here of how such interventions work. Secondly, the government is in the
process of public health and PHC reform. Part of this reform is the restructuring of human
resources for health and within that the incorporation of LHW services into the healthcare
delivery efforts. This process allows for the opportunity to study health care reform and it

opens up the opportunity to feed into this reform with strong evidence.

General aim

The overall aim is to assess the appropriateness of LHW programmes as a public health
intervention in South Africa by considering the effectiveness of LHW programmes across the
world and the experience of LHW programme implementation and policy making in South

Africa.
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General questions

In order to meet this general aim this PhD attempts to answer the following research

questions:

How effective have LHW interventions been in programmes across the world (high,
middle and low income countries)? (1)

What has been the experience of LHWs and LHW supervisors in two separate South
African projects? (ll, Il1)

What lessons can be taken from the experience of contemporary LHW policy
development in South Africa to inform future attempts at policy development?
What can we learn about the way in which gender was considered in this process?

(V)

Specific aims I-IV

To assess the effects of LHW interventions in primary and community health care on
maternal and child health and the management of infectious diseases in high, middle
and low income countries.

To explore and describe the self-reported experiences of actively functioning farm
LHWSs who participated in an intervention to reduce TB on farms in the Western

Cape province of South Africa.

lll. To explore and describe the accounts field supervisors who supported LHWs

employed in an infant feeding intervention. In particular to describe by the
supervisors own account how they viewed their tasks, including the facilitators and

challenges they faced in carrying out these tasks.

IV. To explore the contemporary development of LHW policy in South Africa and to

explain if and how gender was considered in this process.

The structure of this thesis is guided by the research questions.

18



METHODS

This thesis includes four papers from four independently conducted research projects

carried out between 2002 and 2010 (Table 2).

Table 2: Overview of the papers and the methods applied

Paper | Approach Data Collection Participants
I Quantitative systematic review | Database search 82 selected studies
Il Qualitative exploratory study Focus Group 50 LHWs
of intervention experience. Discussions 48 women
Thematic content analysis 2 men
1} Qualitative exploratory study Individual interviews 3 LHW supervisors
of intervention experience. All women
Thematic content analysis
v Qualitative exploratory study Policy documents 5 policy makers /
of policy development. Individual interviews government officials
Thematic content analysis (3 men, 2 women)
6 policy commentators
(5 women, 1 man)

PhD student’s contribution to each of the included papers:

Paper (I

KD joined the review team around September 2006 and was involved in all aspects of the
review except the statistical analysis and the initial design. KD’s first task was to be engaged
in reviewing articles for inclusion and exclusion, then she was engaged in the reviewing and
data extraction from the included articles. After this an initial report was written by the two
first authors. The review then continued and KD was once again engaged first in abstract
and title selection, then in inclusion and exclusion of the articles, and then in data
extraction. Once the data extraction and statistical analysis was complete, the first two
authors wrote the final manuscript with contributions from each of the authors. The order
of the authors reflects the order of contribution. KD’s contribution amounted to several
months of work which took place between September 2006 and early 2010 when the review
was finally published. During this time KD reviewed approximately 2000 titles and abstracts,

70 full text articles for inclusion and exclusion and 35 full text articles for data extraction, of
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which she extracted data for twelve. KD has subsequently been leading a separate paper

based on the breastfeeding studies included in the review.

Paper (Il
KD led all aspects of paper Il, first under the supervision of Judy Dick and later Eva

Johansson. KD designed the instrument, conducted the interviews and analysis and wrote
all drafts of the paper. During the analysis KD worked closely with Hendrien van Zyl, but KD
still led the analysis. KD and Hendrien van Zyl then shared the analysis with Marina Clarke
and Judy Dick for verification. KD wrote the first draft of the paper, sharing this at first with
Hendrien van Zyl and later with Marina Clarke and Judy Dick. Finally KD spent two weeks
with Eva Johansson who helped with the very final draft before submission.

This paper is also included in the thesis of Marina Clarke, “Towards cost-effective
tuberculosis control in the Western Cape of South Africa: intervention study involving lay
health workers on agricultural farms, Karolinska Institute, Stockholm, 2005”. The aim of
Marina Clarke’s thesis was to evaluate the effectiveness of an LHW intervention within a
primary health care framework, aimed at improving TB case finding and case holding among
permanent farm dwellers, to explore the perceptions of the different stakeholders, and do a

cost-effectiveness analysis, in order to contribute to TB control in South Africa.

Paper (1l
KD led all aspects of this paper. KD was asked by the PROMISE-EBF team to assist with the

qualitative evaluation of the project. Paper lll is the outcome of her involvement. Guided
by the requirements of the team KD designed the instrument, conducted the interviews, led
the analysis and wrote all drafts of the paper. In the analysis stage KD worked closely with
Barni Nor, but KD still took the lead as the analysis was her responsibility. The contribution
of Barni Nor was primarily around verification and bringing an alternate perspective. KD led
the writing, with the rest of the authors contributing through their comments on all of the
drafts.

This paper is also included in the thesis of Barni Nor, “Promotion of Exclusive Infant Feeding
in South Africa: Community-Based Peer Counselling in high HIV Prevalent Area, Uppsala
University, Uppsala, 2010”. The aim of Barni Nor’s thesis was to identify and describe

contextual factors important for the effectiveness of community-based peer counsellors,
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with a special focus on the promotion of exclusive breast and formula feeding in areas

where HIV is highly prevalent.

Paper (1V)

Paper IV is the work of KD, Marina Clarke and Karin Ringsberg exclusively. KD conceived of
the idea for the research. She was assisted in the design of the study and the research
instruments by Marina Clarke and Karin Ringsberg. KD conducted the interviews and led the
analysis and writing under the guidance of Marina Clarke and Karin Ringsberg. This paper is

not included in any other thesis.

Overall Study Design

All the papers in this thesis focus on an aspect of LHW interventions and policy.

- Paper | reports on a systematic review of randomised controlled trials (RCTs)
conducted in high, middle and low income countries. The included RCTs all
evaluated the effectiveness of LHWs in primary and community health care for
maternal and child health and the management of infectious diseases.

- Paper Il was conducted as part of a broader research evaluation of an intervention
which trained farm dwellers to be LHWs (111, 112). These LHWs carried out a range
of primary care tasks including TB treatment support. Paper Il focuses on the LHWs’
experience of the delivery of care and the training they received.

- Paper lll was conducted as part of a broader research evaluation of an intervention
which trained women as LHW:s to deliver infant feeding peer support to mothers in
the communities in which they lived (33). This broader evaluation was based in
three sub-Saharan countries. Paper Il explores the experience of the three women
employed to supervise the LHWs in the South African intervention settings. The
participants were each responsible for supervising ordinary working class and rural
woman who had been trained as LHWSs. The LHWs they supervised offered peer
counselling and support on infant feeding to new mothers. This was done in the
context of HIV where incorrect feeding could increase the possibility of mother to
child transmission (113).

- Paper IV reports on a qualitative study which explores the development of LHW
policy in South Africa and the place of gender in the discussions which informed
policy development. This study emerged out of the questions raised in relation to
gender both in the literature and in papers Il and lll. Using individual key informant
interviews the paper explores accounts of the policy making process from the
perspective of policy makers, policy developers and policy commentators.
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Qualitative and Quantitative Approaches

Each individual paper uses either qualitative or quantitative methods exclusively, but these
methods complement each other at the level of the thesis (114). Thus the thesis as a
programme of inquiry uses a mixed methods approach (114). Mixed methods research is
well established within health research (115). It has been defined as integrating qualitative
and quantitative research in a single study or programme of inquiry (114), drawing
inferences from both approaches (116). Mixed methods approaches promote
comprehensiveness (117). Itis argued that in using such an approach, researchers may
reach a more complete analysis of the situation as neither qualitative nor quantitative
approaches are sufficient on their own (114). This PhD reports on the quantitative and
qualitative methods and findings separately, but focuses on their collective meaning in the
discussion (114). The quantitative evidence is generated from a systematic review of 82
RCTs of the effectiveness of LHWSs in primary and community health care. The qualitative
evidence is drawn from the perspectives of people engaged in LHW programme
implementation and policy making. These perspectives include the views of LHWs, LHW
programme supervisors, policy developers and policy commentators. Through providing
different types of evidence and a range of perspectives the thesis comes closer to answering
the whole question than if the individual papers were used on their own. Through

combining these methods a more holistic picture can be gained.

Systematic review (I)
A systematic review brings together all of the empirical evidence (quantitative, qualitative,

or both) related to a specific research question (118-120). While there have been reviews
which bring together both qualitative and quantitative studies (such as in a realist review)
(121) it is more common to find reviews which focus only on one or the other. Systematic
reviews are characterised by the explicitness of their research question, their search
strategy and the eligibility criteria with which studies are included and excluded (118, 122).
Once the material has been collected, reviewers assess the quality and validity of the
evidence before synthesising, interpreting and presenting it (118, 122). Quantitative
reviews tend to look at issues of effectiveness while qualitative reviews tend to explore why
and how certain options or interventions work or not (120, 122). Systematic reviews, as

compared to single studies, are argued as being of particular benefit to decision makers and
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policy makers (120, 122). These benefits include efficiency (because the evidence has
already been collated) and confidence (because of the transparent and systematic

processes) (120, 122).

This thesis includes a quantitative systematic review (I). This review assesses the
effectiveness of interventions as tested through RCTs. It was conducted by a team
comprised of 12 review authors with a range of public health research experience. The
review contributes to the thesis by presenting a collation and synthesis of the best available
evidence for LHW interventions in primary care internationally. The review presents

guantitative evidence of effectiveness.

FGDs and Individual Interviews (lI, 111, IV)
Quialitative research is used in public health research to understand the meaning, processes

and context surrounding the experience of health and healthcare (123). Malterud (124,
p.398) argues that “the aim of such [qualitative] research is to investigate the meaning of
social phenomena as experienced by the people themselves”. In other words, qualitative
research attempts to put people’s experience and accounts at the heart of the investigation.
These studies therefore aim to understand what happens as well as how and why it happens
from the perspective of the people experiencing the health issue or process (125). In order
to reach such and understanding qualitative researchers may use a range of data collection
techniques including oral, visual and written data sources (125). In this thesis individual
qualitative interviewing and FGDs were used, as well as some reflection on

policy documents.

Quialitative interviewing allows researchers to explore actors’ own accounts of their
experiences. It allows the researcher to clarify and understand in the moment of a thought
being expressed through the interview, what the participants really meant (126). Karlberg
et al. (123) suggest that data is socially constructed in qualitative interviewing in the
interaction between the researcher and the participant. This kind of interaction and its
associated potential for depth is simply not possible using any other research tool (e.g. a

non-interactive survey).
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Both individual interviews and FGDs are techniques used by qualitative researchers in
collecting information about people’s perceptions, beliefs and experiences by their own
account. Individual interviews are used to explore individual experience (125). In contrast
FGDs are mostly used to explore group norms by providing an opportunity for interaction
between a number of individuals with a common interest (127). This interaction may lead
to spontaneity thus encouraging more discussion between the group members. FGDs do
not however allow for much attention to specific individual experience. Individual
interviews allow researchers to understand in depth the experiences of the individual and
the motivations of individuals. It does not necessarily tell us much about what is happening
at a community level, yet the individual’s experience can be very different from the
collective understanding, experience or perspective. In this regard exploring group norms
through FGDs is important because it gives an indication as to what behaviour is expected at
community level, but it does not tell us much about how individuals themselves respond to
these norms. A danger with FGDs is that if an individual feels that their experience is very
different to the norm they may not easily share it in the group because of the compromised
confidentiality in a group setting (127). A further danger of FGDs is that they can present
community level beliefs as if these beliefs are held by each individual member of the
community, which is likely not true. Thus there is a place for both FGDs and individual

interviews depending on what the qualitative researcher is hoping to establish.

Participants

Systematic Review (I)

The participants in the systematic review were LHWs in interventions intended to improve
maternal or child health or the management of infectious diseases and their healthcare
provision recipients. For the purposes of inclusion in this review LHWs were defined as any
health worker who performed functions related to healthcare delivery, was trained in some
way in the context of the intervention, but had received no formal professional or
paraprofessional certificate or tertiary education degree. LHWs could be paid or voluntary
community health workers, village health workers, birth attendants, peer counsellors,
nutrition workers and home visitors. As there were no restrictions on the types of patients

or recipients, this group varied widely (e.g. breastfeeding mothers, TB treatment patients).
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FGDs and Individual Interviews (1, 111, 1V)
The qualitative papers each focus on a different set of participants. Each group is described
below.

Paper Il

In fhis study there were 50 participants, two men and 48 women. They participated as
LHWs in an intervention which delivered TB treatment and support to farm dwellers in the
Winelands area of the Western Cape. The intervention was delivered as part of a research
project, but it also received some support from the local municipal health service. Each of
the LHWs were farm dwellers themselves, living on farms and within the communities they
served voluntarily. They were supported by supervisors employed within the research
intervention. The LHWs who participated had different lengths of exposure to the
intervention - some had been LHWs for over seven years, while others were with the
intervention for just over a year. It was hoped that the research would capture both the
experience of those familiar with the intervention and those who had just started out. The
participants were sampled by convenience by the research team. In this rural setting it was
difficult to bring participants from widely spread farms together and thus the data collection
had to fit in with pre-arranged intervention training times. The FGDs were therefore
conducted with LHWs who were already gathered together for training purposes, rather
than to try and reconvene them outside of their set schedule. The fact that there were only
two male participants was reflective of the general gender bias amongst those farm

dwellers who became LHWs.

Paper Il
Three persons participated. They were LHW supervisors who were responsible for

supporting infant feeding peer counsellors in the three study sites of the Promise Exclusive
Breast Feeding RCT in South Africa. The intervention took place in three diverse (rural,
urban, peri-urban) settings in South Africa. Since there were only three LHW supervisors,
each of them was included as a participant in an attempt to capture their range of
perceptions and experiences in the intervention. The participants were similar to the LHWs
in terms of ethnic and geographical background (they were all African women residing in
proximity to the study area), but not in terms of socio-economic background. One of them
had a nursing and research background, another had an administrative background and the

third had a counselling background.
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Paper IV
Eleven persons participated. They were purposefully selected by the study authors. These

participants were regarded as key informants because of their knowledge and experience in
LHW interventions, policy making and research in South Africa. Several of the participants
also had an interest in LHW issues outside of South Africa. The group comprised of health
managers, government officials (including policy developers), researchers, policy activists
and commentators. All of the participants were professionally qualified and tertiary

educated. Due to confidentiality no further specific details are given.

Data Collection

Systematic Review (l)

The review was done within The Cochrane Collaboration and as such adhered to the
methods, including data collection methods, for Cochrane Reviews described in the
Cochrane Handbook of Systematic Reviews of Interventions (118). The material collected in
the review was RCTs of LHW effectiveness in primary and community health care for

maternal and child health and the management of infectious diseases.

Search strategy
Data collection started with a search conducted on multiple electronic databases for

primary studies published from 1950 to February 2009 (see Box 1). The search was
conducted by a librarian in consultation with the primary investigator and other key review
authors. The search strategy incorporated the methodological component of the Cochrane
Effective Practice and Organisation of Care Group (EPOC) (128) combined with selected
index terms and free text terms relating to LHWs (for example, community health aides,
home health aides, or voluntary workers). Reviewer authors also searched the reference
lists of included papers and relevant reviews and contacted authors of relevant papers
regarding any additional published or unpublished work. As the review progressed the
search strategies were revised to reflect the reviewers improved knowledge of terms used
in the literature to describe LHW interventions. The full list of search terms used can be

found in paper I.
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Selection of primary studies and extraction of data
All reviewer authors were involved in the process of selection of studies to be included in

the review. Using strictly defined inclusion and exclusion criteria (see paper | for more
detail) 9705 titles and abstracts identified from the electronic searches was independently
assessed for potential relevance. Thereafter full text copies of the 526 articles identified as
potentially relevant were retrieved, read and evaluated against criteria which were
predetermined by the review authors. Where appropriate, study authors were contacted
for further information and clarification. Out of this process 82 primary studies were
selected for inclusion in the review. Using a pre-specified data extraction sheet, data for the
following aspects were extracted from each of the 82 selected studies: study design, setting,

participants, intervention, control group, and outcome results.

Databases and other resources searched for paper |
Electronic databases searched for primary studies:

e Cochrane Central Register of Controlled Trials (CENTRAL) which includes citations
uploaded from the EPOC and Cochrane Consumers and Communication Group Trial
Registers (The Cochrane Library 2009, Issue 1) (searched 18 February 2009); MEDLINE,
Ovid (1950 to February Week 1 2009, except August 2001 to December 2003 (searched
17 February 2009);

¢ MEDLINE In-Process & Other Non-Indexed Citations, Ovid (February 13 2009)
(searched 17 February 2009);

¢ EMBASE, Ovid (1980 to 2009 Week 05, except August 2001 to December 2003
(searched 18 February 2009);

e AMED, Ovid (1985 to February 2009) (searched 19 February 2009);

e British Nursing Index and Archive, Ovid (1985 to February 2009) (searched 17 February
2009);

e CINAHL, Ebsco (1982 to present) (searched 07 February 2010);

e POPLINE (searched 25 February 2009);

¢ WHOLIS (searched 16 April 2009).

Other resources used:

o we searched the reference lists of all included papers and relevant reviews identified;

e we contacted authors of relevant papers regarding any further published or
unpublished work;

e we searched the Science Citation Index and Social Sciences Citation Index (ISI Web of
Science) from 1975 (searched 10 August 2006 for 55 studies and 10 February 2010 for
16 studies) for papers which cited the studies included in the review.

Box 1

Focus Group Discussions (I1)
Three FGDs were conducted with LHWs by KD along with the assistance of a research intern.

The FGD approach was chosen because the researchers wanted to know how the LHWs as a

group conceptualised their role and experience in the intervention. It was also hoped that
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in the group setting they would be encouraged to share their experiences by reflecting on

the experiences of their peers.

Although the groups were large, consisting of 17, 12 and 21 participants, there was an
endeavour to create an atmosphere in which participants would feel encouraged to express
themselves and share their experiences despite the unfamiliarity of the research process.
The focus groups were held at the training venue and amongst peers, creating a sense of
familiarity and breaking any distinction of hierarchy between the researchers and the
participants. The FGDs were conducted in the first language of the participants (Afrikaans).
For each FGD the chairs were placed in a circle, so as to encourage the group members to

speak to each other rather than to address their comments to the researchers.

The FGDS were conversational and informal in style and lasted approximately 1 hour each.
Each FGD started with an explanation to participants about the data collection process (e.g.
that a tape recorder would be used). Participants were reassured of the anonymity of their
responses, and in particular that their names would not be recorded and thus comments
would not be linked to individuals after the FGDs. They were also reassured of the value of
their opinions and that there would be no right or wrong answers. Guiding questions
ensured that each FGD covered these key areas: experience of being trained as LHWs, the
impact of what they were taught and what they practiced (at a personal and community
level), their perceptions of the health impact specifically, their perceptions of how their

communities received them as LHWSs, and general reflections on their individual experience.

Individual interviews (111, 1V)
Individual interviews were chosen (llI, IV) so as to explore the depth of each individuals

experience and opinions. KD conducted all of the interviews in English, an accepted
business language in South Africa. Language did not appear to be a barrier in any of the
interviews despite this not being a first language for any of the LHW supervisors (lll) and

some of the policy actors (IV).

Paper Ill
Individual interviews were chosen so as to reflect on the depth of each LHW supervisor’s

experience of the intervention implementation process. Each of them was contacted in

advance of the interview via telephone and email, so as to explain the nature of the
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research and why their opinion in particular would make a valuable contribution. They all
agreed immediately to the interview without question, but this agreement may be related
to them feeling that they had to grant the interview as it was part of the process evaluation
of the intervention in which they were employed. Two of the interviews were conducted at
the participants’ offices. At the third participant’s request her interview was conducted at a
restaurant nearby her office as she felt that it offered more privacy than she had at her
office. All of the interviews were audio recorded and lasted between 45 minutes and an

hour.

The interviews were kept informal and conversational. At the start KD ensured that each
participant had understood why the interview was being conducted (i.e. not to judge them,
but to learn more about the project) and that the conversation would audio-recorded. The
interviews did not follow a strict set of questions. Instead KD sought to clarify through the
interview what the background of each participant was, and how they experienced being
LHW supervisors. As issues arose in the interview KD sought to further clarify what the
participants meant in an attempt to gain as much depth in the description of each
individual’s experience. Participants were encouraged to describe their experiences as fully

as possible, including the good, the bad, the challenging and the rewarding aspects.

Paper IV
Individual interviews were chosen because each of the participants was a key informant

with a depth and range of individual experience and knowledge about the LHW policy
process in South Africa. The sampling process strove to be as representative as possible and
to reach all key informants, but some may have been missed. Participants were contacted
in advance of the interview via telephone and email, so as to explain the nature of the
research and why their opinion in particular would make a valuable contribution. Some
participants were initially hesitant about granting an interview. This may be related to the
contentious nature of LHW policy making in South Africa and to the time constraints of
participants as many of them held senior positions in their organisations. Once participants
agreed to be interviewed, KD travelled across South Africa so that each of them could be
interviewed face to face at their preferred professional setting. All of the interviews were

audio recorded and lasted between 30 and 105 minutes.
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Reflecting the professional status of the participants, the interviews were less informal than
the FGDs (Il) and the supervisor interviews (l11), but the conversational style was maintained.
The interviews were a balance of structure and openness. They were structured in advance
around the specific key informant (e.g. policy developers were asked about their policy
development experience, while policy commentators were asked about the experience of
trying to engage with government to make comments). But they were also sufficiently open
so as to allow participants to speak freely and share their insights on LHWs, LHW policy
development and the issue of gender in implementation, in policy and in policy
development. The outcome was that the interviews were very different from each other,
but they all focused on the issue of LHWs, policy development and gender from the

perspective of the participants experience and insights.

Data Analysis

Paper |

The aim of the analysis process was to compare and pool data for studies that evaluated
broadly similar types of interventions. This analysis was conducted by a statistician in
consultation with the review authors. Data from 74 studies were pooled for the following
outcomes:

e Immunisation uptake
e Reduction in mortality and morbidity in children under five
e Success at breastfeeding promotion
e Success at support to mothers of sick children
e Reduction and prevention of child abuse
e Success at parent child interaction or health promotion
e Reduction in poor pregnancy outcomes
e |mprovement in TB treatment and prophylaxis.
The remaining eight studies were too diverse to be usefully grouped.

The analysis process also included an investigation of heterogeneity between the studies; an
assessment of the risk of bias in included studies using the Cochrane Collaboration Risk of
Bias tool (118); and an assessment of the quality of the evidence using the GRADE approach

(118, 129). For further details of the statistical tests conducted in the process of analysis see

Paper .
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Figure 2 below is an example of an analysis of the pooled data. This example shows how the
statistician pooled all the data from the studies of interventions that promoted the initiation
of breastfeeding. The outcome of the analysis is represented both numerically

and graphically.

Forest plot of comparison: LHW interventions to promote initiation of breastfeeding
compared with usual care, adjusted for clustering (15)

Risk Ratio Risk Ratio
Study or Subgroup log[Risk Ratio] SE Weight IV, Random, 95% CI IV, Random, 95% CI
Anderson 2005 0.05826891 0.11722764  9.0% 1.06 [0.84, 1.33] T
Baqui 2008 0.29266961 0.09068465  9.6% 1.34[1.12, 1.60] -
Caulfield 1998 0.85441533 0.41781729  3.2% 2.35[1.04, 5.33] -
Chapman 2004 0.28517894 0.10500484  9.3% 1.33[1.08, 1.63] -
Dennis 2002 0 0.17320473  7.6% 1.00[0.71, 1.40] -1
Graffy 2004 -0.01005034 0.02062553 10.6% 0.99[0.95, 1.03] 1
Haider 2000 1.39624469 0.20468334  6.8% 4.04[2.70, 6.03] -
Kumar 2008 1.49632305 0.19803104  7.0% 4.47 [3.03, 6.58] -
MacArthur 2009 0 0.05298028 10.3% 1.00[0.90, 1.11] T
Morrow 1999 -0.08338161 0.15285169  8.1% 0.920.68, 1.24] T
Muirhead 2006 0.0295588 0.12263984  8.9% 1.03[0.81, 1.31] T
Sloan 2008 0.23111172 0.10242111 9.4% 1.26 [1.03, 1.54] I
Total (95% CI) 100.0% 1.36 [1.14, 1.61] ’

| ) ) ) ) )
T T

Heterogeneity: Tau? = 0.07; Chiz = 125.66, df = 11 (P < 0.00001); 1> =91% !

T T 1
Test f Il effect: Z = 3.41 (P = 0.0006 0102 05 1 2 5 10
estfor overall effect: 2= 3.41 (P =0. ) Favours control  Favours Lay Health Wor

Figure 2

Papers II-IV

KD had the main responsibility for the analysis, but there was a continuous discussion
between all the authors in order to validate the findings. Thematic content analysis was
used in all the papers (125, 130). Each verbatim transcript of the FGDs and individual
interviews were regarded as a unit of analysis (131). All of the analyses began with the
authors reading the verbatim transcripts in order to get a grasp of the whole. This was
followed by an annotation of the texts noting all the authors’ thoughts about the material in
relation to the different study aims and research questions. Annotation was followed by
categorisation into themes and sub-themes or categories. The data were continuously

compared in order to triangulate and validate the results (132).

In paper Il the categorised quotes or sections of text were physically cut from hard copies of
the transcripts, and pasted onto newsprint paper along with other quotes fitting in the same

theme or category. These quotes were then read within their groups, reorganised where
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necessary, and finally a narrative account of the grouped quotes was written up as a

reflection of the categories and themes.

In paper Il the analysis started with data emersion (reading and annotating) in the
individual transcripts. Thereafter an overall framework describing the transcripts
collectively was developed. This framework was then used to categorise all the transcripts,
adapting the categories where necessary. Using a word processor, quotes from each
individual interview was grouped with quotes from the other interviews according to the
selected categories from the framework. The framework also shaped how the narrative

account of the findings was written.

Paper IV also followed the thematic content analysis approach of a descriptive presentation
(130) of the data at a manifest level (131). The transcripts were read and reread to obtain a
sense of the whole. Each interview was regarded as a unit of analysis. Meaning units were
identified in each interview. Thereafter meaning units from all interviews with similar
content were combined into themes. Themes were then grouped into categories where

after the themes were given a name.

Quality of the research process

Research is the pursuit of knowledge and research, whether qualitative or quantitative,
attempts to reach some level of probable truth in this pursuit. Kvale argues that reaching
such truth depends on the quality of the craftsmanship of the research (133). Different
research traditions have used varied terms and concepts to describe and define the process
and techniques through which such quality is ensured (131, 133, 134). These concepts
include validity, reliability, trustworthiness, dependability and confirmability (131, 133).
They are used in assessing the research process as a whole including the development of the
research question, the appropriateness of the research design, the methodological conduct
of the research process and the reporting of the research findings (131, 133, 134). How
researchers view validity is largely related to how they view the construction of what truth
is. Some researchers may believe that there is one truth and that research therefore might
be used in the pursuit of this objectifiable truth. Others might believe that there are

multiple and relative truths. These debates go back to ancient philosophies, but they
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impact on how current researchers pursue the science of their inquiry (135). 1 am
influenced by the belief that there are multiple truths and thus in my pursuit of validity | am
drawn to theorists such as Kvale who argues that validity of research knowledge is socially
constructed (133). Larsson suggests that validity might be viewed as a conversation about
the world or reality, raising the question of what the research adds to discussion of the topic
(136). If one follows this line of argument then the dialogical aspect in the construction of
validity will require a dialogue both within the programme of inquiry and a dialogue with

peers about the programme of inquiry.

In the course of their external dialogue researchers need to show through debate that the
knowledge they construct can be verified and is defensible (133). Research authors need to
therefore be explicit in their explanations about all of their research processes and findings
in order that others may assess the quality of their research. In public health these issues
are particularly important because the findings of research may be used to make decisions

about the delivery of healthcare at a population level.

As a part of the external dialogue on this thesis | present below examples of the measures
used here to ensure the quality and rigour of the research:

e Using accepted research standards: The systematic review (I) adheres strictly to the
methods for Cochrane Reviews described in the Cochrane Handbook of Systematic
Reviews of Interventions (118). In particular it makes explicit its search strategy
allowing readers and policy makers the opportunity to evaluate the breadth and
appropriateness of the search.

e Inter-researcher reliability: In the systematic review (l) each title, abstract and article
was assessed for inclusion or exclusion by at least two reviewer authors.

e Use of experts: The review authors () included experts in their field, who took
responsibility for aspects of the process such as statistical synthesis.

e Peer review: Papers Il and Il were part of two separate large studies. These papers
relied on the larger team for peer review of the research process throughout. Paper
IV had a small team, but knowledgeable colleagues outside of this team were
consulted throughout the research process. Within the team there was continuous
discussion throughout the whole research process. All of the findings (I-IV) have
been discussed at lectures and seminars or presented at conferences.

e Selection of participants: Careful attention was paid to the selection of appropriate
participants in papers lI-IV. This meant ensuring that participants were selected on
the basis of their experience in relation to the research question and phenomena
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being investigated. Furthermore attention was also paid to ensuring that varied
voices on the question of LHW interventions and policies were represented in the
research process and findings.

e Training and experience of the researchers: Kvale (133) emphasises the person of the
researcher as impacting on the quality and validity of the research. KD has many
years of experience in qualitative interviewing with participants across a range of
age, race, class and professional backgrounds. This contributed to the rigour of the
data collection process. She was also supported in the research process by the
experience of her supervisors (KCR and MC).

e Reliability of data collection: All interviews and FGDs (lI-1V) were audio recorded,
initially using a tape recorder and later using digital recorders. The recordings were
transcribed and checked before being used for data analysis.

e Rigorous qualitative data analysis: The qualitative analyses (lI-1V) were led by KD in
continuous collaboration and discussion with co-authors on each paper. In reporting
on the analysis, select quotes from the interviews and FGDs are offered for further
validation by the reader.

Internal to this thesis the dialogue of validity was pursued through exploring the
appropriateness of LHW programmes through multiple perspectives. The use of more than
one method or perspective in research is an aspect of validity or the validation process, and
is sometimes called triangulation (135). Some theorist, such as Yin argue that real
triangulation is when the researcher verifies the same fact from multiple viewpoints within
the same study (132). Yin’s argument therefore follows that different sub-studies within the
same programme of inquiry results in a non-convergence of multiple sources of evidence.
Given my belief in multiple truths, | am more influenced by theorists who view triangulation
as a means of combining multiple perspectives in understanding the same phenomena
(135). 1 do not believe that triangulation can result in a single verifiable fact; instead | feel
that triangulation assists researchers to uncover multiple truths and in the process a bigger
picture of the whole phenomena is reached. Richardson goes even further in suggesting
that triangulation in itself may be a limiting term as it only offers the possibility of three
perspectives and thus as an alternative she offers the term crystallization as an even more
multidimensional approach (137). The multidimensional approach attempted in this thesis

is illustrated in figure 3 below.
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Figure 3

In an effort to meet its aim, this thesis attempted to reach for truth by creating a dialogue
between the four papers (I-1V) and also within the study of each paper. Although in its
pursuit of validity this thesis could not attempt triangulation in its strictest sense (the four
papers each look at their own questions rather than a single unifying question shared
between them), it is influenced by the concept of triangulation as bringing together multiple
perspectives. Denzin proposes that there are four types of triangulation (138): “(a) data
triangulation (i.e., use of a variety of sources in a study), (b) investigator triangulation (i.e.,
use of several different researchers), (c) theory triangulation (i.e., use of multiple
perspectives and theories to interpret the results of a study), and (d) methodological
triangulation (i.e., use of multiple methods to study a research problem)” (135, p.114). Thus
using Denzin’s proposed four types of triangulation as a framework, the manner in which
the multiple perspectives were utilized in this thesis and within the included papers is
elucidated below.

e Methodological triangulation: In this thesis a quantitative systematic review is
combined with qualitative studies. Thus the thesis contributes both findings on the
effectiveness of LHW interventions and provides findings on the kinds of settings in
which LHW interventions take place (139, 140).

e Data triangulation: Paper | is a review of 82 different studies, synthesised to find a
higher level of answer than just one study would have rendered. Papers I, Il and IV
draw on participants from different backgrounds and with different experiences of
LHW interventions and policies. Together these perspectives provide a broader
understanding of LHW programmes and policies in South Africa, than just one group
of participants might have done.
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e |nvestigator triangulation: Each paper has multiple authors, from different
professional, academic and geographical backgrounds. The debate and discussion
between authors on each paper enhanced the rigour of the process.

e Theory triangulation: Although not in the individual papers, an attempt has been
made at the level of the thesis to look at the findings from a public health
perspective and to consider certain aspects from a gender perspective.

ETHICS

Paper | is a systematic review and as secondary research it has not required ethical approval
(141). The broader study in which paper Il was included received approval from the
Research Ethics Committee of the Faculty of Applied Sciences of the Cape Technikon, Cape
Town, South Africa and by the Karolinska Institute in Stockholm, Sweden (#03-405). The
broader study in which paper Ill was included was approved by the Ethics Committee of the
University of the Western Cape (#0607/4). The qualitative study on which paper IV is based
was approved by the Ethics Committee of the South African Medical Research Council

(HECO7-007). The ethical issues and dilemmas relating to each study are described below.

The lack of requirement and the fact that there is no accepted standard for assessing of
ethical issues in systematic reviews (141) does not mean that systematic reviews are above
ethical concern (142). Vergnes and colleagues (142) point to several potential ethical
dilemmas in systematic reviews such as the original studies not being ethically sound and
the use of original individual data without further informed consent from the individual.
They suggest that systematic review authors need to include ethical assessment of the
included studies as part of their methods and that they can then offer a brief discursive
report of this in the findings (142). This was not done for the study of paper I. Although the
Cochrane Handbook of Systematic reviews does not have a stated requirement for reviews
to be ethically assessed, it does point to at least two areas in which reviewers are required
and recommended to act ethically (118). Firstly, reviewers are required to explicitly declare
any conflict of interest. All review authors adhered to this by signing a detailed declaration
of interest, including for example whether or not they were authors on included studies.
Secondly, the handbook raises the question of health equity as a matter of ethical concern
in public health and health promotion interventions (Section 21.5) (118). The authors of the

Handbook point out that overall positive intervention outcomes may not necessarily be
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equitable. They argue that an overall positive outcome for the whole population may not
be positive for all sub-sections of that population. For example, outcomes which favour
wealthier people may not favour poorer people equally. Thus the authors suggest that the
reviewers as far as possible assess and report on outcomes from the original studies in
relation to their impact on disadvantaged communities and populations. In doing so they
suggest that the reviewers may contribute to more equitable healthcare. While the review
did not explicitly include such an assessment, it does implicitly include a number of
comparisons that are of interest to low- and middle-income countries (LMICs) such as an
assessment of LHW interventions in TB and HIV care. Furthermore 33% (n = 27) of the
included studies were conducted in LMICs, and most others were directed at low income or

vulnerable groups in high income countries.

Paper Il is based on a set of FGDs with farm workers who were trained as LHWs. The
interviews took place in the context of their training sessions. Although all of the
participants agreed to partake in the discussions it is possible that some of them may not
have felt that they had the choice of declining from participation. They were already at the
venue and may not have felt comfortable with getting up and walking out, especially in a big
group where they would have drawn attention to themselves. Furthermore farm workers
have traditionally been some of the most marginalised members of South African society.
They hold persons of authority such as nurses in high esteem. Given that the training was
being offered through the health services they may not have felt that they had the authority
or power to decline the request of the nurse trainer. To overcome this, the research
question and process was explained to participants before the start of the FGD. During this
explanation participants were assured that they could leave at any time, and that whatever
was said in the discussion would remain anonymous (no names were recorded). Despite
these reassurances though, the power imbalance may have influenced participants to be
more positive or silent in their responses than they would have been if they had just been
discussing the intervention amongst themselves without the presence of the researchers or
other professionals. However when presenting the findings from this paper at a large
meeting which included some of the participants, many of them vigorously agreed to the

presentation of both the positive and negative aspects of their experience.

37



Paper Il is based on three individual interviews and it presented a similar ethical dilemma as
paper Il in terms of the power imbalance between the researcher and the participants. A
request to do the interview along with information about the nature of the interview was
sent to each participant in advance. While each of them agreed to be interviewed and
signed the informed consent forms before the interview, it is likely that none of them felt
that they had the choice to refuse to be interviewed, given that the research was being
conducted by their current employers. Furthermore their absolute anonymity in the
reporting process could not be guaranteed especially since they were the only three
supervisors in the intervention. A concern before the interviews therefore was that the
participants would feel compelled to present a positive view of their experiences and thus
that the interviews may be biased. However, despite the lack of anonymity each of the
supervisors offered very frank observations of their experiences, describing both positive

and negative experiences.

Ethical approval was required for the study of paper IV for the aspects of the research that
dealt with human subjects (i.e. the individual interviews), but not for the analysis of the
policies which are public documents. The key ethical consideration in this paper was in
relation to the identity of the participants who are likely to be well known within public
health circles nationally and even internationally. Thus their opinions may be easily
recognisable in reporting even if this is done anonymously. Despite some participants being
public officials and others being published researchers, they were being interviewed in their
individual capacity, in the hope that they would not only relay the “official position” but also
their own opinion. Therefore they were informed as part of the process of obtaining
informed consent of the possibility that they may be recognised in the reporting. This
information was communicated to them both verbally and in writing. They were given the
option of withdrawing and the option of deciding how anecdotes from their interviews will
be reported on. At the point of consenting, two participants asked to see the final draft

before publication. Both were shown the final draft and neither requested any changes.
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FINDINGS

The findings presented here are a summary of the main findings in papers I-1V and follows

the research questions outlined in the beginning of the thesis.

The effectiveness of LHWs interventions internationally (I)

LHWs were shown through the systematic review (l) to be effective in some areas of
primary and community health care and not in others. The meta-analysis showed evidence
of moderate quality [as assessed using the GRADE approach (118, 129)] that LHWSs can be
effective in health promotion in the following areas: childhood immunisation, breastfeeding
initiation, any breastfeeding, and exclusive breastfeeding. While LHWs were effective in
improving pulmonary TB cure rates, their support had little or no effect on preventative
treatment completion for TB. Although LHWs were shown to be effective in reducing child
morbidity and child and infant mortality, and increasing the likelihood of seeking care for
childhood illness, the quality of the evidence was low. There were also some studies such as
that of LHW interventions around child abuse and parent-child interaction which were
inconclusive. Studies of interventions with pregnant mothers at risk of poor perinatal
outcomes were also grouped. Analysis of these studies showed that while LHWs were not
able to reduce the frequency of low birth weight babies, they may impact on children’s
development if they are implemented in the early postnatal period. Several studies were
too diverse to be included in the meta-analysis. These included studies with interventions
around dental carries, substance abuse, health insurance, child safety and injury reduction,

and nutrition.

Although the search was comprehensive and the review authors sought to include studies
from high, middle and low income countries, the majority (n = 55) of studies which met the
inclusion criteria were from high income countries. Further details of the contexts in which
these studies took place are given below:

e Immunisation (children and adults): Eight studies evaluated LHW interventions to
promote immunisation uptake. Although these were conducted in high and middle
income countries, they were tested among populations of low socioeconomic status.
Seven of the studies which met the inclusion criteria were directed at children under
the age of 5 and only one was directed at adults (not included in meta-analysis). The
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LHWSs were mostly volunteers recruited from the communities in which the
intervention was tested.

e Child morbidity and child and infant mortality, and care seeking for ill children: Ten of
the eleven studies included were conducted in low income countries. As with the
studies for immunisation, they were targeted at families of low socioeconomic
status. There was no uniformity in where the LHWs were selected from as they
came from a diverse and unrelated range of backgrounds. For example some were
nominated from their communities, while others were in government employ.

e Breastfeeding (any, initiation, exclusive): Eighteen studies evaluated the promotion
of breastfeeding. Ten of these were from high income countries, five from middle
income countries and three were conducted in low income countries. Most of the
studies were set in rural areas and most of the interventions (thirteen) were
delivered to women from low income communities. The LHWs were mostly
volunteers, selected as peers from the same community as the mothers to whom the
intervention was delivered.

e TB(cure and completion): Eight studies evaluated the delivery of care by LHWs to
adults with pulmonary TB. Half of the studies were set in low and middle income
countries and most were in urban settings. Seven of the studies were conducted in
low income settings. The LHWSs were generally peers of the people they treated.
Some had recently successfully completed treatment while others were individuals
drawn from the districts in which they lived.

e Child abuse: Eight studies were conducted in urban areas in the USA with families at
risk of child abuse (e.g. mothers below the age of 20 or with substance addiction
problems). Only five of the studies provided any information on the LHWs, who
were said to be familiar with the areas in which they worked.

e Parent-child interaction: Five studies were conducted in high income settings with
young, single or first time mothers from low socioeconomic backgrounds. The LHWs
were drawn from the same communities.

e Risk of poor perinatal outcomes: In ten studies LHWs, delivered interventions to
pregnant women and women in the early postpartum period. Nine of these studies
were set in high income countries, and the tenth was set in Jamaica. All except one
study in the USA were set in urban populations. The LHWs were mostly mothers
themselves.

In summary LHWSs have been shown to be effective in certain areas of health care
delivery, but the extent to which this has been shown in developing country settings is

limited.
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The experience of LHWs and LHW supervisors (11, Ill)

To elucidate the experiences of frontline workers, LHWs themselves (Il) and LHW
supervisors (l11), a qualitative approach was chosen. The findings offer insight into the
values, desires, aspirations, fears and concerns of everyday frontline LHW intervention

workers.

The findings (Il & Ill) emphasise the need for technical soundness in the delivery of
healthcare by LHWs. LHWs (Il) saw their competency in dealing with the health needs of
their communities as important and they reflected on how much this was valued by the
communities and the health services. The supervisors (Ill) emphasised their role in ensuring
that LHWs were technically proficient. For them this meant that they had to be hands on in
supervising LHWs in the field:

Telephone call support it’s not effective at all for myself because the peer supporter
only tells you what she thinks you need to know but you haven’t seen what she did
and that’s the difference. But when you’re there you are able really to give the
support that she needs because you’ve seen what she was doing and you see what
she needed to do and you also see where she can improve what she could have done.
Participants (Il & 1l1) reflected that this technical healthcare competency was enhanced and

strengthened through continuous training in the intervention. For the LHWs the skills they
gained were also of personal value:
On this course | gained knowledge, | gained something that no one can take away
from you.
They also emphasised that success in the delivery of the intervention went well beyond
healthcare delivery and efficiency. For example, the LHWs spoke of the qualities which
enabled them to work within their communities such as interpersonal effectiveness, being
available and being trustworthy. They also brought attention to their role as advocates for
the communities’ broader well-being:

We all come together in the hall, and then we talk about it. And then we go together
to the farm owner, and then we tell him that this is wrong or this is right.
In the process of the intervention LHWs suggested that communities were becoming

independent in managing their healthcare.

Similarly the LHW supervisors described their tasks as far broader than just ensuring that

LHWs delivered the correct infant feeding messages. The supervisors had to manage the
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LHWSs within very challenging contexts. They emphasised that the LHWs came face to face
with the communities they were dealing with and as such the community context impacted
upon them. They had to support LHWs in dealing with emotionally difficult client
interactions, violence in the community and HIV. Supporting the LHWSs through HIV went
beyond the challenges of this disease in the client provider interaction, to supervisors
having to support LHWs who themselves were also HIV positive. Having to give this kind of
support was challenging to the supervisors themselves:

| sometimes also feel that | need some counselling of some sort, myself, because I sit
at home sometimes and think ‘Good heavens, she is ill again, what does one do?’
Overall the interviews with the supervisors showed that their role was that of containing the

experience of delivery of the intervention for the LHWs, and as such they had to be
prepared to deal with all issues that arose including job satisfaction. Analysis of their
accounts showed that their prior experience before becoming supervisors shaped how they

approached this task.

While LHWs and LHW supervisors expressed a sense of fulfilment from their work, the
findings also revealed that incumbents experienced pressure from being at the frontline.
LHWSs revealed that this pressure was linked to an added burden or responsibility for caring,
which LHWs experienced as a result of living in the same communities as the people they
served. As the quote below reveals caring for the health of the community came on top of
having to take care of one’s own family:

It is difficult work to be a lay health worker. And but, you want to, like | said, you
want to uplift your community. You are after all there to help, hey. Look at for
example, now you get some men again...you must surely... you are a full-time
employee. You clock-in at 8 o’clock or 7 o’clock this morning, till tonight, 5:30, 6
o’clock, hey. You are away from your home all day. Tomorrow morning you clock in
again, come home only at night. You left your home just like that. You have your
household responsibilities, you have your children, you must take care of your home,
you must, all your... Now so and so comes to you, now he still comes to knock on your
door. You go there (to where the problem is), ‘the child is chesty or the child’s
tummy is working, can’t you quickly go there’. Look he actually has put his trust in
you, hey. | am now there to help in his need or if illness comes. Automatically you
leave the thing that you were busy with.

In summary the delivery of LHW interventions can be regarded as a very human task in
which the LHWs and their supervisors are at the coal face or forefront in dealing with

community needs. The LHWSs and the LHW supervisors in the present studies, expressed
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that competence in the field went beyond technical skills related to health care delivery.
Full competency thus required being able to deal with the community context in which the
interventions took place. This context could be emotionally difficult. LHWs in particular
also pointed to the extra responsibility for caring which female LHWs carried. Together the
findings show training and support as crucial for both LHWs and LHW supervisors in dealing

with the responsibility for caring in the communities in which they worked.

Lessons from policy development (1V)

Initially paper IV was designed to explore the place of gender in an example of
contemporary LHW policy development. The findings from the research however gave
insight into both the overall process of LHW policy development and the specific place of

gender within this process.

The data revealed the complexity of LHW policy development. Although LHWs are a
healthcare issue, the data showed that neither healthcare concerns nor the Department of
Health were always the main drivers of the policy. Although LHW policy had been
implemented since 2003, the present study focused on the redevelopment of LHW policy as
was contemporary at the time of data collection (2009-2010). The data showed that this
policy redevelopment was driven by issues which arose out of the implementation of the
earlier policies. The key issue, as pointed to by participants, was the need to resolve
problems around the working conditions of LHWs which were described as appalling,
chaotic, corrupt, mismanaged, unstable and exploitative. Although all of the participants
agreed that most of the LHWs in South Africa were women, there was no suggestion that
the policy redevelopment was driven by concerns around gender. In other words, the fact
that the persons experiencing these difficult working conditions were women was not linked

in the policy redevelopment considerations.

The data also revealed that there were many actors in this process of policy redevelopment,
and this related to the nature of the policy and the nature of the policy problem. Because
the policy problem was seen as the need to resolve LHW working conditions, it was seen as
appropriate within the Department of Health that the Human Resources Directorate be

responsible for redevelopment of the policy:
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this has come about mainly because of the HR working conditions of [LHWs] on the
ground; now the reason why HR is involved it’s because they are more to do with HR
issues ...that’s why it is not located here [in a health programme], it is located there
under Strategic Health Programs where HR and working conditions is their core
competency.

In turn because the policy involved issues of employment, the Department of Labour was

drawn in. Then, because this employment of LHWs required decision making around
budgets and resource allocation, participants suggested that higher level politicians had a
say in the policy development. Because NGOs would ultimately be responsible for
implementing the policy and employing LHWs through government funding, civil society
also had a voice in the process. The only voice which did not seem to be represented was

that of LHWs themselves.

The data suggested the existence of an expectation that these various actors would be
engaged and consulted in the policy development process, and that this required some level
of coordination:

Yes they’ve been having many workshops that [the policy writer] has been
coordinating and [a public health researcher] has been part of that process.
Not all actors were happy with this process. Some found it frustrating while others felt that

some of the feedback and expectations were creating a paralysis in the development
process. Furthermore analysis of the data suggested that some actors had more power in
the process than others. Participants suggested that some actors, such as smaller NGOs had

a very limited voice in the process.

The findings also showed that within this process of negotiation and lobbying there were
three key areas of debate. The first area was around where the responsibility for caring
should be placed. Some participants felt that it was appropriate that communities take
some responsibility for their own caring through LHW programmes. Others were concerned
that this shifted the responsibility for essential health services away from government.
Another area of debate was around the model of LHW care. The debate centred on
whether LHWs should be specialist (dealing with single disease areas) or generalist (dealing
with a range of general healthcare problems). Participants felt that while research evidence
supported specialists, experience on the ground suggested that LHWSs operated as
generalists. This debate remained unresolved. The third and largest debate was around

whether or not LHWs should be incorporated into the civil services or whether they should
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continue to be employed outside of the State by NGOs. At the time of the interviews this
debate was polarised into government favouring externalised employment, and civil society
favouring LHW incorporation, but even within this polarisation there were variations of

opinion.

The place of gender considerations within policy development

In all of the debates and negotiations that fed into the LHW policy development process, the
issue of gender was given very little focus. This was despite some participants seeing a link
between the issue of working conditions (which drove policy redevelopment) and gender.
One participant suggested that this was because the debates centred on exploitation and
not gender:

Look the debates are not always formulated around the notion of the genderised
nature of people. It’s formulated around the exploitation. It’s not the gendered
aspect is not always put into it. So in fact it’s up to us people who are researchers to
actually start to note that this is also related to the gendered notion of it.

The findings suggested that there was no pressure on the Department of Health and policy
makers within it, to consider the issue of the gendered impact of LHW on its incumbents.
The two quotes below reveal the difference in pressure exerted by the Department of
Labour as compared to the office of the gender desk within the Department of Health:

Department of Labour has specified that if you employing people regardless of who's
employing them, if they are employed to do a piece of work for you for X number of
hours the minimum conditions of service apply... uniforms in some instances, leave
days, maternity leave... You see and that’s where it becomes a big problem for us.
When you add up all of these things you get a bill that you then can’t afford.

Every department by law needs to have a general gender focal point. Which is an
office, and in some departments they report to the Minister and others the Director
General. In our instance they report to the Director General, their role is to go
through all policies and see if they are fair, gender neutral, if that’s appropriate
etcetera, but in truth the capacities of these officers are not strong. So you know
whether they have the real capacity to go through every policy to look at them, is an
issue. But we have an office.

These quotes suggest that the gender desk was limited in its capacity to influence this policy

as compared to the Department of Labour.

In summary paper IV showed that, although there was some awareness of LHWs in South

Africa being in the majority women, transforming the policy to be more gender sensitive
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was not considered. The redevelopment process addressed the issue of LHW working
conditions but did not link this to working conditions of LHWs as women. Although there
were many actors who were engaged in the policy process, LHWs themselves were not
engaged. Even though the policy debates raised issues that would impact on female LHWs,
such as where the responsibility for caring should lie, the debates seemed to be gender
blind. The findings suggest that the absence of gender from the redevelopment process
may be related to the issue of exploitation not being linked to gender, and a lack of pressure

on the policy developers to consider issues of gender.

46



DISCUSSION

In South Africa, the process of public health and primary health care reform is continuously
evolving. Currently there is a particular emphasis on reforming policies around human
resources for health. It has been argued that such policy reform can be strengthened by
reflection and inclusion of evidence from research studies (143-146). The contribution of
such evidence to policy making, it is argued, can be both cost saving and life saving (147).
However, policy making has been pointed to as a complex human activity which requires
consideration of context and experience, thus more than just findings from quantitative
epidemiological studies (110, 139, 140, 148, 149). This thesis focuses on LHWs as one
aspect of human resources for health. It hopes to contribute to the evolving process of
health care reform internationally and in South Africa specifically. It therefore attempts to
add to the body of knowledge available to policy makers by building the evidence base for
LHW effectiveness internationally, reflecting on the experience of small localised LHW
programmes in South Africa, and considering the experience of developing a national LHW

policy for South Africa.

How effective have LHWs been in programmes across the world and how does this apply
to South Africa?

LHW interventions continue to be promoted internationally (26) and implemented within
countries as local or national level programmes (150). In particular the renewed focus (13)
on LHWs has come in the wake of the increasing burden of HIV (18), and the need to find
solutions to the human resource problems facing developing countries (47, 49). Countries
on the African continent are particularly plagued by such human resource shortages (49).
Of the 57 countries identified by the WHO as facing critical health worker shortages, 63%
(n=36) occur in Sub-Saharan Africa (48, 98). These continental burdens have not escaped
South Africa, a country burdened by HIV (89) and an inequitable spread of its health

workforce (53).

The findings from the systematic review (I) show promise for countries such as South Africa,
but these findings need to be approached with caution. Although LHW interventions were
shown to be effective, this effectiveness was only shown in a limited range of areas in

relation to South Africa’s health care needs (80, 89). It is estimated that South Africa is
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unlikely to meet its targets in relation to improving the national under-five mortality rate,
the infant mortality rate and reducing the incidence, prevalence and death rates for TB (80,
89). In this regard the findings from the systematic review (I) can be viewed positively as it
shows LHWs as effective in all of these areas. Importantly though, while LHWs are being
increasingly utilised in HIV care (18), there were no studies of LHWSs in HIV care that were

found to be eligible for inclusion in the statistical meta-analysis (1).

LHWs were also shown to be effective in all areas of breastfeeding promotion, including
promoting exclusive breastfeeding (I). While breastfeeding is generally regarded as
important to an infant’s optimal nutrition (34), exclusive breastfeeding until six months,
along with antiretroviral treatment, has been recommended for feeding HIV positive infants
(113). In cases where the mother is HIV positive (but not the infant), exclusive
breastfeeding until six months is still shown to be more protective for the infant than
formula feeding (113). Exclusive breastfeeding until six months has also been shown to be
protective against gastrointestinal and respiratory infections (151), in particular diarrhoea
and pneumonia (152). Thus the positive results for the effectiveness of LHWs in
breastfeeding promotion and in particular exclusive breastfeeding promotion is important
to South Africa and potentially other countries burdened by high rates of vertical HIV
transmission (153). Caution however needs to be exercised when considering that most (10
out of 18) of the studies on breastfeeding included in the review (I) were conducted in high
income countries. This is not to say that the evidence cannot be applied to low and middle
income countries, but rather that policy makers need to consider how the tested

interventions can be adapted for their settings (139).

What can we learn from the experience of LHWs and LHW supervisors?

When it comes to deciding on policy and intervention implementation options, policy
makers need to know not only whether or not an intervention was effective, but also how
the delivery of the intervention was experienced (110). Qualitative research studies of

implementation such as Il and 1l can shed light on such experiences (140).

The overwhelming finding reported in papers Il and lll is that while participants felt

rewarded and fulfilled in their tasks as LHWs and LHW supervisors, the contexts in which
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they worked and the challenges they faced required that they be adequately supported.
While the review () showed that LHWs in wealthier countries such as the USA may be able
to deliver their interventions without direct contact with their client base (such as over the
telephone), in developing countries LHWs tend to offer their services by physically visiting
households and living in the communities which they serve (16, 150). This was the case in
both interventions explored as part of this thesis (ll, Ill). A qualitative study, not included in
this thesis, but linked to the intervention explored in paper Ill, showed that LHWs were
required to go out every day and visit mothers at their homes (16). These visits required
the LHW to be skilled at constant negotiation not only with the mother, but with her
extended family so as to gain entry into the home for each visit. Both paper Il and IlI
showed that such constant interaction with their communities was experienced as
demanding for LHWs and for those who supported them through supervision. In
considering whether or not to implement LHW interventions, be it on a small scale or a
national scale, policy makers and health care managers therefore need to carefully consider
whether or not they are able to offer such support. LHW interventions have however been
plagued by the problem of supervision and support for a long time, with a lack of such
support being blamed for the failure of LHW interventions in the 1980s (154). At the time
questions were raised about the extent to which nurses could offer such support and
supervision (155), and recent studies in South Africa point to the issue remaining unresolved
(18, 101). A recent review of LHW programmes internationally focuses specifically on how
such support and supervision might be built into the scale up of LHW interventions to
national programmes (150). The capacity of a national health system to enable such
support does however require that the system in itself is strong (103, 111). The national
Department of Health in South Africa is in the process of scaling up LHW interventions to be
a part of its reengineered PHC system. Whether or not this health system will be able to
offer LHW interventions the necessary support is questionable given that the system has

historically been plagued by issues of poor leadership and stewardship (53, 156).

Despite the seeming vulnerability of LHWs, their power should not be underestimated.
LHWs have previously been described as street level bureaucrats (101, 157). Lipsky (158)
first introduced the concept of street-level bureaucracy to explain the role of frontline

workers as policy implementers in government agencies (159). Since then the role and
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experience of frontline workers as street-level bureaucrats in implementation has been
explored in a range of settings, including African settings (157, 160-162). These street-level
bureaucrats give life to policy in the way they implement it. It is argued that “the decisions
and actions of street-level bureaucrats, actually ‘become’, or represent the policies of
government agencies they work for.... because a citizen most often and directly experiences
policy as the decision that the street-level bureaucrat makes about their particular
case”(159, p.1). Thus even though street-level bureaucrats are at the bottom end of
bureaucracies the discretion they exercise when implementing policies is regarded as being
very powerful, because this will ultimately determine what is delivered to the client or the
patient. The way that LHWs exercise their discretionary power has been explored in studies
in Kenya and South Africa (101, 157). In a programme in Kenya it was found that LHWs
were providing more care and service than what they were directed to do (157). Amongst
other factors identified, the authors suggest one reason for this was that these LHWs were
given prestige and respect as women in a context in which there were very limited
opportunities for poor rural women (157). In contrast a study in South Africa found that
when older female LHWs felt that changes in policy excluded them, they responded by
withdrawing their voluntary services which they had been providing to their communities
for years (101). An argument is therefore made that policy makers and higher level
bureaucrats need to take into account the values and realities of street-level bureaucrats
such as LHWs (160). | would argue on the basis of the findings from papers Il and Ill, that if
policy makers in South Africa and elsewhere want LHWs to exercise their discretionary
power in favour of the overall health system goals, then ensuring that these LHWs are

adequately supported is imperative.

Gender and the development of LHW policy in South Africa

The findings from paper Il and Il of this thesis point together with several previous studies
to the gendered nature of LHW implementation in South Africa (71, 105, 106, 109, 163).
These studies have in particular pointed out that LHWSs in South Africa are mostly women
who are made vulnerable because of ambiguous employment contracts and arrangements,
and because of their role as frontline workers in difficult contexts. The extent to which

these gender concerns were taken up in contemporary LHW policy development was
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explored in paper IV. The findings (IV) show that the issue of gender did not enter the

content or debate around the LHW policy being developed.

South Africa is one of the countries in the world that does, on paper, seem to take the issue
of gender seriously (80, 164, 165). Gender rights are protected in the Constitution (85),
there is a national gender policy (165), a gender policy specifically for the Department of
Health (166), and a national gender machinery responsible for oversight of gender issues
throughout government policies and processes (164). However, findings from paper IV
would suggest that these processes have not impacted on this specific policy development
process. A previous study focusing on land reform in South Africa shows that this problem is
not only limited to this particular policy process (167). The study showed that there was a
disjuncture between high-level commitments to gender equity and the lack of gender equity
in practice in South Africa’s land reform process (167). As a consequence the land reform
programme was blunted in its ability to target poor, rural women. While the author points
to political, organisational and social factors as contributing to this problem, she also
repeatedly points to the lack of an organised women’s voice. She claims that “the low
political priority accorded gender policy is itself a reflection of weak levels of organization
among rural women” (167, p.115). Similarly she says that the limitations of the policy are
partly due to “the absence of a strong women’s movement to raise the political stakes

around gender policy” (167, p.140).

The findings from paper IV along with this study on land reform raise questions as to the
extent to which we as South Africans are really sensitized around the issue of gender, and
what it means to take a gender perspective or even to practice gender mainstreaming
within government. In the interviews (IV) it was clear that participants from within the
Department of Health were genuinely interested in transforming LHW policy so as to better
care for LHWs, yet this interest was never expressed in relation to gender. When the
activities undertaken by the Department in relation to gender were described, this was
limited to events such as Women’s Month or the annual 16 Days of Activism for No Violence
against Women and Children. If there are at least 38 500 LHWs in South Africa and most of
these are presumed to be women (55), then why do questions of gender and gender

relations not come naturally? When the issue of gender is taken up in public health
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research in South Africa, the extent to which it is explored seems limited. One such example
is a study of men as caregivers in HIV care (168). Rather than challenging the gender
relations which result in more women doing caring work than men, this study seemed to be
encouraging a shift in attitude towards men being more sensitive (64, 67, 169). Other
gender related studies seem to mostly focus on issues of sexual behaviour and violence
which are notable problems (53), but not the extent of what could be explored. South
Africa is said to show progress towards the promotion of gender equality and the
empowerment of women as part of its Millennium Development Goals (80). Yet this
assessment is limited to a measure of educational enrolment and completion, and to the
number of women in parliament. Thus there seems to be a persistent recognition of gender

issues, but a blindness around gendered transformation.

The arguments of gender theorists, particularly proponents of the concept of a gender order
or a gender social order, would suggest that the gender blindness of this approach to policy
development is not simply due to ignorance and a lack of awareness, but that it is socially
and politically constructed (169-172). Gender order is defined as “the way society is
organized around the roles, responsibilities, activities and contributions of women and men,
in other words, what is expected, allowed and encouraged in relation to what women and
men do in different contexts” (171, p.1). This ordering it is suggested, is part of a system of
power which privileges some groups while disadvantaging others and which works with
other systems of power such as racial categories and social class (170). The arguments
presented by Connell (172) suggest that it is not only at the interpersonal and family levels
that gender orders are constructed, but also at the level of the State, in other words the
State (whom Connell argues is predominately male) through its actions (such as policies) can
reproduce or transform gender orders. The transformation or non-transformation is
particularly evident around policy choices made in relation to care (169). As an example, a
State wanting to transform the national gender order may through policy interventions
encourage equal responsibility for childcare between parents. Such an attempt at
transformation has not yet been evidenced in South Africa. Instead, it could be suggested
that in the process of reform around care policies the State has acted to support but
maintain the notion of women as best suited to caring (173). A study exploring the reform

of social welfare policy in South Africa found that the policy discourse was dominated by
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familialist notions thus reinforcing the burden of care on women rather than transforming it
(173). Inthe LHW policy development explored in paper IV, policy actors did not appear to
obviously want to burden women with caring, but the issue of gender transformation did
not come onto the policy making agenda either. Buse et al (174) argue that the non-
decision making that results in issues not reaching the policy making agenda (i.e. what
issues will be considered for inclusion and change in the policy or not) is a power in itself, in
the same way that making a decision to change is an expression of power. Taking into
consideration the above arguments then, the LHW policy in its current form (IV) is not
simply gender blind — it is created within a national and global system which promotes and
maintains women as carers. Within this broader system no decision was taken to use the

development of this LHW policy to promote gender transformation.

The findings from paper IV also point to the absence of the voice of LHWs whether men or
women in policy development. Health policy reform is a process which involves many
actors and interest groups (175, 176) who exercise different degrees of power in influencing
change or preventing change in the health policy reform process (175-178). This power is
particularly exercised in championing what issues will reach the policy agenda (179-181).
Unlike in developed countries, public participation in agenda-setting in developing countries
has been limited (180). One might therefore ask if LHWs, women and men, rural and urban,
educated or not, were to have their voices heard in the process, what power might these
voices exercise and what changes to policy choices would it bring? Including such voices is
particularly important in ensuring that LHWs are not treated as a homogenous group.
Although it is true that most LHWs in South Africa are women and most of them are black,
previous studies and experience from the ground have shown distinct differences between
these women. A study of LHWs in the Eastern Cape showed clear distinction between the
needs and values of older women (altruism, community respect) and the needs and values
of younger women (career opportunity, furthering skills and education) (101). Thus further
policy development would have to consider not just that LHWSs are mostly women, but how
the various backgrounds of these women intersects and interacts with their experience of

being carers and being LHWs (169, 170, 182).
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Government has a responsibility to care for its citizens and to care for LHWs as female
carers. Literature on a political economy of care (64, 66, 67) emphasises the collective
responsibility for caring, including government’s responsibility for taking care. This
resonates with the public health imperative of collective responsibility for ensuring good
health care (3, 4). Thus taking care of care workers may be seen as part of government’s

public health responsibility.

Methodological discussion

A strength of this thesis is that it has looked upon the topic of LHWs from multiple
perspectives. Each of the four papers in this thesis has its own limitations, but in drawing
them together in one thesis they complement each other in a way that strengthens

the whole.

The systematic review (l) followed a very prescribed set of criteria about what kinds of
studies the review authors may include. The strength is in the rigour of the reviewing
process and the transparency with which this process is reported on. Part of the rigour of
the systematic review is to ensure that every study conducted across the world, no matter
the language, that meets the inclusion criteria will be found, considered and reviewed. It
does however need to be acknowledged that the process of starting from 9705 titles and
abstracts to the selection of 82 studies for inclusion is completely human and thus open to
human error. For example, reviewing a couple of thousand extracts can be extremely tiring
and one can miss something and make mistakes. None the less, the possibility of such
mistakes was reduced by a large review team who agreed on the same set of criteria and
who independently cross checked each other’s selections. The outcome of this process is
that rather than being able to assess the effectiveness, and therefore also areas of
ineffectiveness, of LHW interventions from only one or two studies, the review authors are
able to make this assessment on the basis of several studies, (82 in the case of the present
review), conducted in a wide range of settings, with a wide range of patients, for a wide
range of conditions, throughout the world. The limitation of the paper is that it only
includes RCTs. Some who regard RCTs as the gold standard of epidemiological research
would regard this as strength though, arguing that it provides a synthesis of the best

available evidence (147). The counter argument is that a range of studies, such as cross
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sectional studies or observational studies, which may have been reliably conducted are not
included because they are not RCTs (183). A further argument may be made that
systematic reviews such as these provide a very limited and decontextualised answer to the

question of effectiveness (139, 140).

As a counterbalance to the systematic review, the findings from papers Il and Il attempt to
provide a thick description (110) of the experience of implementing LHW interventions in
South Africa. The strength is that it attempts to give voice to the experience of LHWs and
LHW supervisors through their own accounts and as relayed in discussion not only with the
researchers but with each other. These accounts are made visible through translated,
verbatim quotes included in the text of the articles. Such voices provide an important
insight into the day to day experience of interventions. As the findings from paper IV shows
the voice of people on the ground has been underrepresented, if represented at all, in the
LHW policy development process. The limitation of both paper Il and Ill is that they only
explore the experience of single interventions. Furthermore, although these papers have
been reported on side by side in the thesis, the participants come from two completely
unrelated interventions and so there are limits to which the findings from each paper can be
used to complement each other. It may have been more useful if the thick description could
have been based on accounts from LHWs and LHW supervisors who had worked on the
same intervention. However this was not possible for practical reasons. None the less, the
fact that similar issues (such as the need for support and the intervention being emotionally
taxing) were reported by these two different participant groups, strengthens the external
validity (184) of each paper and suggests that the findings may be close to reaching

“the truth”(133).

Paper Il is based on FGDs. Traditionally FGDs do not involve more than about eight
participants (185). This allows enough participants to create group interaction without
having so many participants that the voice of certain participants would be drowned out.
Larger groups are also thought to be harder to control. The FGDs in paper Il were however
very large, with a range of 12 to 21 participants. Because of the limited access we had to
the LHWs in the intervention, the researchers had no choice but to work with groups of this

size. It is possible and probably likely that some voices were lost as a consequence of having
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such large groups. But it is also possible and likely that in such a large group of people with
whom they were familiar, that participants felt less awkward with the strangeness of the
research process. KD and the research assistant, while being of the same race as the
participants, were very different to them in many other ways — as middle class educated
urbanites who spoke a very different Afrikaans to participants and came as guests of the
intervention leaders. Given this difference between the interviewers and participants, the
FGDs may have allowed for the participants to feel more safe given that they were in the
majority. KD subsequently tried interviewing a different group of LHWs using individual
interviews (not included in this thesis), but the distance between the researcher and the
researched proved very large. Consequently, those individual interviews lasted no longer
than 20 minutes on average and yielded very little data of any use. In the future it may be
better to consider working with a small group of LHWs over a longer period of time. This

may help to establish trust and subsequently enable more depth in data collection.

Papers lll and IV both utilised individual interviews. As with paper II, KDs identity interacted
with the research process. In the case of paper lll, KD was slightly more professionally
senior than the three participants. One of them was however much older than KD and had
many more years of professional work experience. Thus in the research interaction the
participant probably regarded herself as senior to KD. Through her demeanour in the
interviews, KD tried to convey trustworthiness. By being sincere, she hoped that it would
show that she could be trusted in holding the participants’ confidences and in her ability to
represent the stories they were telling her. In paper IV this power balance swung to the
other side as KD was in a junior position to all of the participants. All of them were senior
professionals, several held PhDs, some were professors, some medical doctors and they all
had years of experience in their professions. The challenge in these interviews was to not
be intimidated by the seniority of the participants and to still conduct an interview in which
the participants felt that KD was competent enough to trust with the stories they had to tell.
Furthermore, the fact that KD works in the same professional circles as all of the
participants was both a door opener for some interviews, and delayed her access to
conducting others. Some of the participants may have trusted KD because they already
knew her or if not then she was introduced to them through her professional networks,

others may have delayed granting her an interview for exactly the same reason. Trust is an
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important issue in all research. In qualitative research where so much relies on the person
of the researcher since it is the researcher who is the research tool in data collection, this
becomes highlighted even more. Throughout the process KD tried to be as trustworthy as

possible in her interactions, analysis and reporting, accepting also her own limitations.

Although there have been several studies up till now which have looked at gendered issues
related to LHWs, there have as far as we know not been any which have looked at how this
is addressed in the policy development process. The strength of paper IV is that it does not
only look at the content of the policy being developed, but also at the process of
development (176). Through the use of individual key informant interviews it attempts to
understand how this content was conceptualised during the process of policy development.
It does so by taking into account the perspectives of those people who were directly
engaged with the process and those people who were close enough to the process to be

critically reflective.

Generalisability

In any research study, the question of generalisability is important (184). For public health
in developing country settings this is particularly important as policy makers may not have
the luxury of having had studies conducted in their settings related to their questions of
interest (120, 122, 147). Such generalisability is strengthened in both qualitative and
quantitative studies by reliability, representativeness and credibility (184). In qualitative
research such generalisability is enhanced when the research process and data extracts are
made explicit so that the reader can consider the extent to which the reported findings are
applicable to their settings. Furthermore it is not only the actual findings, but the concepts
explored (concept or theoretical generalisability) that may be relevant beyond the study

(184).

The author of this thesis attempted to be as explicit as possible in the reporting of the
methods and in the reporting of the findings so as to enhance generalisability. Findings
from papers (I-1V) included in this thesis are confirmed by other studies, they add to the
knowledge base on studies of LHWs (13) and they add to studies of gendered policy making
(167). The findings presented in this thesis may be useful to public health practitioners and

policy makers both in South Africa and in contexts similar to South Africa.
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CONCLUSIONS AND IMPLICATIONS

This thesis supports a cautionary attitude towards the implementation of LHW programmes
as public health interventions. It has shown that although LHWs can be effective, that the
evidence for their effectiveness in developing countries is limited. Furthermore this thesis
has also shown that LHW intervention experience points to the need for strong support and
supervision from the health system. Despite the majority of LHWs in South Africa being
women and the availability of research which points to gendered concerns around LHW
interventions, the issue of gender was not included in LHW policy development in this
country. This may possibly be related to a broader issue of not knowing how to address

gender in practice, rather than simply the problem of this policy development process.

Findings from this thesis would suggest that governments hoping to implement new or
continued LHWs programmes and policies, need to do so with consideration not only for the
health care of its citizens, but also with consideration for the protection of the LHWs
themselves. As has been shown elsewhere (71, 102), LHWs in this thesis were in the
majority women. While government attempted to address the exploitation of these women
as LHWs, they did not consider this from a gendered perspective. This thesis suggests
therefore that more work needs to be done to convince policy makers to consider not just
how LHWs are exploited, but also to consider how they as women specifically are even more
open to exploitation, and to consider how through policy interventions the lives of these
women and the people they serve could be improved. The gender blindness observed in
paper IV is not reserved for LHW programmes and policies alone, but part of a larger gender
order which favours gender blindness and with hidden assumptions about the place of

women as carers (186).

One of the discoveries made through conducting this thesis is that there has been a
considerable amount of research on the issue of LHWs in South Africa. Itis therefore
recommended that before any further future research be conducted that this body of locally
generated knowledge be collated and reviewed. This, along with continued international
studies will provide a useful resource from which continued policy making for LHWs

can be revised.
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Implications for practice

e Implementation of LHW interventions should be approached with caution.

e |HW interventions need strong support and supervision within strong health
systems.

e The protection of LHWs should be considered with as much weight as the desire to
improve the health of citizens through LHW programmes.

e The link between LHW interventions and gendered exploitation has been made in

research. This still needs to be made in policy and practice.

Implication for future research

e Future research should increase the knowledge base on the effectiveness of LHW
interventions in developing country settings.

e Future research could explore how to deliver better support and supervision to LHWs.

e The existing body of locally generated research knowledge on the issue of LHWSs in South
Africa needs to be collated and reviewed.

e The breadth of public health research on gender needs to be expanded so as to better
inform policy and implementation decisions.

e Future research could explore how to effectively include the voices of ordinary women,
such as LHWs, in policy making for health and other areas.

e Toincrease the depth of our understanding of LHW experience in future it may be useful
to follow individual LHWs over a period of time during which a stronger rapport can be
built than is possible in an individual interview.

e Future studies could explore family and community responses to these and other issues.
There is to date no known study which considers how the families and communities of
recipients of LHW interventions receive these interventions. We know anecdotally that
LHWs visiting a particular home regularly may raise suspicion about illness in the home
and that this may lead to stigma in the community for the family and the LHW.

e Questions have also been raised in the public arena about LHWs as providing second
class care.

e The response of LHW programme implementers (NGO staff and health services staff) is
also important. The extent of research amongst such persons and what gaps there may
be in this body of knowledge needs to be explored with a view of strengthening this
knowledge base.

e Future research may explore more of the mechanisms involved in the interpersonal

interactions between LHWs and clients.
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Experienced quality of the intimate relationship in first-time parents —
qualitative and quantitative studies. Tone Ahlborg. DrPH-avhandling.
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2005

Karlek och Halsa — Par-behandling i ett folkhalsoperspektiv.
Ann-Marie Lundblad. DrPH-avhandling.

1990 - 2000:A Decade of Health Sector Reform in Developing Countries-
Why, and What Did we Learn?
Erik Blas. DrPH-avhandling

Socio-economic Status and Health in Women - Population-based studies
with emphasis on lifestyle and cardiovascular disease
Claudia Cabrera. DrPH-avhandling

2006

“Saker Vard -patientskador, rapportering och prevention”
Synnéve Odegard. DrPH-avhandling

Interprofessional Collaboration in Residential Childcare
Elisabeth Willumsen. DrPH-avhandling

Innkomst-CTG: En vurdering av testens prediktive verdier, reliabilitet og
effekt. Betydning for jordmgdre i deres daglige arbeide
Ellen Blix. DrPH-avhandling

2007

Health reforms in Estonia - acceptability, satisfaction and impact
Kaja Pélluste. DrPH-avhandling

Creating Integrated Health Care
Bengt Ahgren. DrPH-avhandling

Alkoholbruk i tilknyting til arbeid — Ein kvalitativ studie i eit
folkehelsevitskapeleg perspektiv
Hildegunn Sagvaag. DrPH-avhandling

Public Health Aspects of Pharmaceutical Prescription Patterns —
Exemplified by Treatments for Prevention of Cardiovascular Disease
Louise Silwer. DrPH-avhandling

A fremme den eldre sykehuspasientens helse | lys av et folkehelse og
holistisk-eksistensiellt sykepleieperspektiv
Geir V Berg. DrPH-avhandling

2008

Diabetes in children and adolescents from non-western immigrant
families — health education, support and collaboration
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Lene Povlsen. DrPH-avhandling

Love that turns into terror: Intimate partner violence in Aland — nurses’
encounters with battered women in the context of a government-
initiated policy programme

Anette Haggblom. DrPH-avhandling

Oral hélsa hos personer med kognitiva och/eller fysiska
funktionsnedsattningar — ett dolt folkhdlsoproblem? Ulrika Hallberg,
Gunilla Klingberg

School health nursing — Perceiving, recording and improving
schoolchildren’s health
Eva K Clausson. DrPH-avhandling

Helbredsrelateret livskvalitet efter apopleksi. Validering og anvendelse
af SSQOL-DK, et diagnosespecifikt instrument til maling af
helbredsrelateret livskvalitet blandt danske apopleksipatienter

Ingrid Muus. DrPH-avhandling

Social integration for people with mental health problems: experiences,
perspectives and practical changes
Arild Granerud. DrPH-avhandling

Between death as escape and the dream of life. Psychosocial dimensions
of health in young men living with substance abuse and suicidal
behaviour

Stian Biong. DrPH-avhandling

2009

Ut ur ensamheten. Hélsa och liv fér kvinnor som varit utsatta for sexuella
overgrepp i barndomen och som deltagit i sjalvhjalpsgrupp
GullBritt Rahm. DrPH-avhandling

Development of Interorganisational Integration — A Vocational
Rehabilitation Project
Ulla Wihlman. DrPH-avhandling

Halso- och sjukvardens roll som informationskalla for halsolaget i
befolkningen och uppféljning av dess folkhalsoinriktade insatser
Sirkka Elo. DrPH-avhandling

Folkesundhed i bgrnehgjde - indikatorer for bgrns sundhed og
velbefindende i Grgnland
Birgit Niclasen. DrPH-avhandling

Folkhalsoforskning i fem nordiska lander - kartldggning och analys
Stefan Thorpenberg
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Ledarskap och medarbetarskap vid strukturella forandringar i halso- och
sjukvarden. Nyckelaktérers och medarbetares upplevelser
Agneta Kullén Engstrém. DrPH-avhandling

Perspective of risk in childbirth, women’s expressed wishes for mode of
delivery and how they actually give birth
Tone Kringeland. DrPH-avhandling

Living with Juvenile Idiopathic Arthritis from childhood to adult life - An
18 year follow-up study from the perspective of young adults
Ingrid Landgraff @stlie. DrPH-avhandling

Aldrande, hilsa, minoritet - dldre finlandssvenskar i Finland och Sverige,
Gunilla Kulla. DrPH-avhandling

2010

Att vardera vardbehov - ett kliniskt dilemma. En studie av nyttjandet av
ambulanssjukvard i olika geografiska omraden
Lena Marie Beillon. DrPH-avhandling

Utvardering av samverkansprojekt med remissgrupper och
samverkansteam i Norra Dalsland

Uviardering av verksamheten vid Enheten fér Asyl- och flyktingfragor,
Vastra Gotalandsregionen

Utvardering av forsoksverksamhet med samverkansgrupper och coacher
i Vanersborg och Mellerud

Utvardering av projekt GEVALIS — Unga vuxna
Utvardering av Program Sexuell hélsa, Vastra Gotalandsregionen

Perceptions of public health nursing practice - On borders and
boundaries, visibility and voice
Anne Clancy. DrPH-avhandling

Living with head and neck cancer: a health promotion perspective — A
Qualitative Study
Margereth Bjorklund. DrPH-avhandling

Barnhalsoindex for stadsdelarna i norddstra Géteborg, Ett forslag till
uppfoéljining av barns halsa och vdlbefinnande, Lennart Kéhler. NHV i
samarbete med Vastra Gotalandsregionen, Angereds narsjukhus

Utvardering med larande ansats av pandemiplanering inklusive
vaccinationsprogram i Vdstra Gotalandsregionen
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Lars Edgren, Stefan Thorpenberg, Bengt Ahgren

Psykiatrisk registerforskning i Norden. En beskrivelse af
forskningsmuligheder i psykiatrirelevante registre i Danmark, Sverige
og Finland

Thomas Munk Larsen, Merete Nordentoft, Mika Gissler, Jeanette
Westman, Kristian Wahlbeck

Fysisk aktivitet pa recept i Norden — erfarenheter och
rekommendationer.

Lena V Kallings, pa uppdrag av Nordisk nettverk for fysisk aktivitet,
mat og sunnhet

2011

Arbeidsledighet og psykisk helse blant unge i Norden
En kunnskapsoversikt
Anne Reneflot og Miriam Evensen

Psychotropic drugs among the elderly — Population-based studies on
indicators of inappropriate utilisation in relation to socioeconomic
determinants and mental disorders

Eva Lesén. DrPH-avhandling

Intensivpasientens gatefulle kunnskap —om erfart kunnskap og
kunnskapsformidling i en intensivkontekst
Sven-Tore Dreyer Fredriksen. DrPH-avhandling

Fran reformintention till praxis - hur reformer inom psykiatri och
socialtjanst oversatts till konkret stod i Norden

Rafael Lindqvist, Steen Bengtsson, Lars Fredén, Frode Larsen, David
Rosenberg, Torleif Ruud, Kristian Wahlbeck

Kartldggning av studier om nordiska ungdomars psykiska hélsa
Hanna Augustsson och Curt Hagquist

Health-Promoting Leadership: A Study of the Concept and Critical
Conditions for Implementation and Evaluation
Andrea Eriksson. DrPH-avhandling

2012

Nordic and Infertile. — A study of options and decisions.
Helga S6l Olafsdéttir. Dr.PH- avhandling

Lay Health Worker Programmes as a Public Health Approach
in South Africa.
Karen Daniels. Dr.PH- avhandling
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