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Abstract

HIV activists are at the vanguard of a critical point of expansion in the use of human rights
discourse in advocacy, marking a site of civil society innovation. Drawing frequently and
emphatically on rights in place of more traditional frames of development or public health,
civil society groups working on HIV provide valuable insight into how and why the language
of rights is being adopted in new fora. This dissertation examines why civil society groups
conducting advocacy on HIV in sub-Saharan Africa, the region of the world hardest hit by

the pandemic, choose to (or choose not to) employ the language of rights in their advocacy.

Using a comparative case-study approach, this study examines nine civil society
organisations conducting advocacy on HIV. Organisations were selected from countries
(Ghana, Uganda, Botswana, South Africa) in the three regions of sub-Saharan Africa (West
Africa, East Africa, Southern Africa). Within these countries, civil society groups were
identified with variation in regards to their use or non-use of the rights frame. A total of 145
semi-structured interviews were conducted within these organisations, as well as with other
organisations in the HIV sector, international organisations, and government officials. Data
from interviews was triangulated with information from naturalistic observation, analysis of

organisational materials, and laws and press accounts.

These case studies highlight the roles and beliefs of individuals, as leaders, advocates and
recipients. Organisational adoption of rights is heavily influenced by leadership, and by
secretariat-based organisational structures which allow for a high level of interaction with
leaders. Within these groups, a strong personal belief in the rights frame is common. The

chief motivation for rights use in advocacy within these organisations is rooted in a belief

i



that the rights frame has a profound impact on the identity and behaviour of the group’s
constituents. Proponents understand rights as an empowering force enabling their target
group to better seek and access health care services and to do so from a position of strength
and entitlement. In contrast, in groups with limited or no rights use, need-based claims

highlighting vulnerability were dominant.
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Chapter 1: Introduction

HIV/AIDS is usually, and accurately, depicted as a virus of devastation, leaving children without
parents and robbing countries of workers in their prime. In the midst of this devastation,
however, the virus is leaving another, very different legacy. In the face of the pandemic, civil
society has rallied in new and unexpected ways, identifying resilience and illustrating its
response to the pandemic as a site of innovation. Where health activists have traditionally
grounded their claims in the language of development or public health, HIV activists often frame
their claims in the language of human rights. Groups working on HIV are the early innovators of
the expansion of rights-based advocacy into health, a linguistic transition that continues to occur
and spread into other health topics, particularly those related to women and reproductive health.
While this shift in language is easily observed, it is little understood. Why is it that groups have
chosen to use the frame of human rights for issues that could more easily be conceived of in
other frames, including those of development, human security and human capabilities? What are

the factors driving this choice?

Rights-based health advocates are relatively new actors who have not historically been
understood as human rights activists and who are mobilising on topics that have not traditionally
been addressed as human rights. These actors are muddying the waters between civil and
political rights and economic, social and cultural rights as well as between the concepts of active
and passive rights violations. As such, these rights-based health advocates hold the potential to
increase our knowledge about how and why frames are adopted into new topic areas, how rights-
based health advocacy may differ from activism on civil and political rights, and what the impact

of rights-based advocacy on health is for people on the ground. Rights-based health advocacy is



located at the juncture of several important fields of inquiry including the study of human rights,

public health and health promotion, civil society, and trans-national advocacy.

1.1 Health and Human Rights: The Puzzle of Frame Choice

The HIV pandemic heralded the birth of the contemporary field of health and human rights, two
concepts which continue to have a complex interaction. Both are essential components of human
existence, with the first often understood as a professional, scientific, systematised endeavour
with a broad consensus on the value of its objectives, whether it is understood at an individual or
population level. Although definitions and understandings of health vary, the value of health is
usually a goal that government and civil society agree upon. Arguments based on health call
upon the shared basic physical needs of human beings to survive and thrive, allowing health to
sometimes be used as a trump card over political, military, security or trade issues. Examples of
the humanitarian side of this dynamic are visible in activities such as humanitarian ceasefires for
vaccinations, while the field of international public health emerged from the restrictive side of
the same coin in the form of quarantine regulations. The health frame is not one which depends
on a structure of blame. It can, much like a natural disaster, be framed as a harming of innocents
— where there is no violator, no responsible party. These characteristics make health an enviable
frame for those swimming in more contested waters. And yet, while a diverse grouping of
advocates on environmental, security, political, humanitarian and military issues are, in some
respects, clamouring to use the health discourse for such reasons, there is also increasing traffic
in the other direction. Those who are securely grounded in health issues are simultaneously
making their way towards the politics and polemics of the rights frame. Why they might do so,
particularly when others see the health frame as advantageous, is the central puzzle of this

research.



In contrast with health, human rights are understood as overtly political. The rights frame is one
that requires and is constructed around blame. Human rights are conceived of as violations with
victims on the one side and violators on the other. It is a divisive and politicising discourse that is
both a rallying call, and a pointing of the finger. With rights claims, this accusatory finger is, in
most instances, directed squarely at the state as it is identified as the primary duty-bearer.' Yet
despite the risks of political division, and calls of cultural imperialism or local inappropriateness,
the rights frame is increasing in popularity among civil society groups campaigning on health
issues. Health and human rights have been linked together in advocacy in two distinct ways. The
first, often using the phrase ‘right to health,” has emphasised population or collective health and
has targeted structural factors inhibiting the construction of functional health systems. The
second, sometimes described as ‘health and human rights,” has grown from experiences of
inequity and rights violations at local and global levels. Campaigns in this second category,
health and human rights, have occurred in circumstances that might be described as a
combination of most and least likely cases. They are examples of the most expected courses of
action because the earliest calls have been to one of the most basic, and universally documented,
human rights — that of non-discrimination. Initial campaigns have centred on discrepancies in
access to treatment and impact on lifespan, or variation in medical care or cultural practices in
different parts on the world, and the resulting health impacts. What is perhaps less expected is
that the cases where the rights frame has been employed most emphatically are areas relating to
stigmatised and taboo groups and practices. The frame has been applied to issues that are already

significantly politicised, and divide or stand to divide societies. The rights frame has most often

' There are some exceptions, in the health sector pharmaceutical companies and the international community are also identified as duty-bearers in
some instances.



been used in cases where there is some societal perception of blame, unease, disgust or taboo
with respect to either the person, the mode of transmission or the practice being campaigned on.
These are cases where one might expect a trend towards attempted de-escalation or de-

politicisation rather than the reverse.

HIV is the vanguard case of extensive global health campaigning using the rights frame,
primarily for access to treatment and non-discrimination. Overt public discussion of sex is taboo
in most cultures, and, in addition, in some societies the disease has disproportionately targeted
groups that are further stigmatised including men who have sex with men, sex workers, injection
drug users, people who live on the street, and prisoners. In other societies HIV is a generalised’
epidemic that has created stigmatised groups: i.e., those living with, or living openly with the
virus, those having children while known to be positive, etc. Those campaigning against female
genital cutting and for women’s reproductive health rights have also adopted the rights frame,

although these campaigns are less widespread and less systematic in their use of rights language.

What has spurred this wave of boundary crossing? On a global scale observers have theorised
that the initial manner in which HIV emerged and was addressed in Europe and North America
may have laid the groundwork for the utilisation of human rights in this context. Early outbreaks
in these settings were linked to marginalised groups, such as Haitian refugees and gay men, and

to behaviours considered to be taboo or disreputable such as sex between men, promiscuity and

? A generalised epidemic exists where prevalence rates are higher than 5% and are not concentrated among a specific population group (for
example, if an epidemic is concentrated among sex workers but there are very low rates in the broader population it would be considered a
concentrated rather than a generalised epidemic). Areas with rates higher than 15% are sometimes additionally classified as hyperendemic. For
further information on epidemic classification, see: UNAIDS HIV Prevention Toolkit, “What are the Different Epidemiological Scenarios.”
http://hivpreventiontoolkit.unaids.org/support_pages/faq_diff epi_scenarios.aspx (Accessed 27 September 2012).



sex work (Mann 1999, 217-218). Initial public health responses featured scare tactics directly
equating the virus and those infected with it with death. Indeed, far from using rights to support
those infected, initially it was argued that, in the face of such a horrific public health emergency,
rights could, indeed should, be compromised (for a discussion of this argument see: Mann 1999,
216-226; Mann and Tarantola 1998, 5-8). These strong statements provoked a counter-response

emphasising rights in the face of discrimination and stigma.

After the discovery and introduction of anti-retroviral drugs (ARVs), the conversation around
HIV and rights took on new dimensions. In at least some cases, ARVs allowed for HIV to be
transformed from an imminent death sentence to a manageable chronic condition. ARVs,
however, were neither uniformly available nor equally affordable across countries or
populations. The inequity in access to medication and the resulting impact on lifespan were
highlighted by activists as abuses of human rights, whereby those who could access drugs lived,
and those who could not died. Finally, Davies argues that rights also became a popular language
of mobilisation and funding and one through which it was easier to attain buy-in from key

stakeholders (Davies 2010).

These broad stroke explanations, however, have tended to be based at the macro-scale,
identifying possible contributing factors to an emerging discourse based in the global north and
west during the 1990s. Decisions, however, are not made in broad settings, but by individuals in
particular times and circumstances, and not all activists have adopted a turn to rights. This study
aims to understand the choice to use rights at an organisational level examining civil society

groups working on HIV advocacy on a continent where the virus has predominantly been a



generalised rather than concentrated epidemic, and where rights are not usually a common

approach.

1.2 HIV in Sub-Saharan Africa

Sub-Saharan Africa’s HIV pandemic provides an ideal and challenging context for an
exploration of the use of rights advocacy. Nowhere has the pandemic hit as hard as it has in Sub-
Saharan Africa. While the region has a mere ten percent of the world population it accounts for
68% of the world’s people living with HIV, and 75% of the deaths (UNAIDS 2010). More than
22 million people in Sub-Saharan Africa are living with the virus (UNAIDS 2010). It has
reversed development progress, in some cases reducing life expectancy by up to 20 years in

heavily affected countries (for example Botswana and Swaziland).

If an ‘easy case’ through which to examine the research question is a region with common
cultural and linguistic traits, where there is the economic ability to provide care through a public
health system and where the concept of human rights has a long history, then Sub- Saharan
Africa is zero for three. Home to more than 900 million people, in more than 50 countries, Sub-
Saharan Africa is a region with enormous variation in language, religion (including Islam and
Christianity as well as countless local belief systems), politics, geography and population
density. The region’s 24.3 million square kilometres is the world’s poorest, and the only region
to have seen an increase in absolute poverty between 1981 and 2001 (BBC 2004). Efforts to
alter this trajectory, such as overseas development assistance and the Millenium Development
Goals have been challenged among other things, by the economic impact of malaria and HIV
and, most recently, by the consequences of the global economic crisis which is estimated to

result in a 60 percent decline in projected GDP growth (World Bank 2008). Hard hit by



structural adjustment programs, out-migration, and the HIV pandemic, health services have

disproportionately felt the economic crunch in many countries.

While human rights have long-standing roots in Europe and North America, their identification
and importance is still uncertain and contested in Africa. Some argue that they are imported ideas
inconsistent with communal “African values,” while others contend that they reflect local
concepts of a reciprocal recognition of human-ness (see: Cobbah 1987, 309-331). The African
Union (AU) reflects a mix of these ideas, codifying human rights standards while highlighting
certain local features, including an emphasis on collective rights (ie the African Charter on
Human and People’s Rights), the mention of “duties” unlike other regional and UN documents,
and calls for the discontinuation of harmful cultural practices (Organisation of African Unity
1986). The idea of confrontationally being held to a standard originating from outside of the
state is also controversial within Africa. This is reflected in everything from Robert Mugabe’s
persistent denunciation of what he perceives as colonial meddling in Zimbabwe by the UK, to
Botswana’s outrage at the involvement of the NGO Survival International in what they saw as
the domestic matter of the relocation of indigenous peoples, to Thabo Mbeki’s long reluctance to
acknowledge a link between HIV and AIDS in South Africa. A non-confrontational approach,
an approach that is dominant in the African context, is reflected in the AU’s unique peer review
enforcement mechanism and a series of processes that emphasise carrots over sticks, and
engagement and relationship building over punishment and isolation. In summary, this project
aims to investigate the framing of an unprecedented health pandemic as a rights issue, in a

context where that frame would not be expected to emerge or succeed.



1.3 Explaining the Puzzle of the Rights Frame

When choosing whether and when to frame their claims as rights civil society organisations
conducting HIV advocacy in sub-Saharan Africa face three areas of possible influence. First,
their choice of frame may be influenced by internal organisational factors including history,
structure, personnel and perspective of human rights. Second, such groups may be influenced by
external factors of context and connection, including whether and how other civil society groups
employ rights, what frame government employs, what frames donors prefer and, what local,
national and regional coalitions and networks organisations belong to. Finally, advocacy groups
formulate their message with the hope of creating change and making an impact. Therefore,
organisations may choose their frames based on evidence or expectation of success in
influencing government to change law or policy, in mobilising groups of people to act

collectively, or in influencing individual behaviour.

Although rights use in health advocacy is a new and relatively unexplored area, literature in
related fields such as framing propose several possible explanations within the areas of influence
outlined above. The literature suggests that frame choice may be based on personal belief
(Hopgood 2006), influenced by resonance with domestic norms and values (Sundstrom 2006)
and supported through international linkages (Bob 2007). Frame choice could also be shaped by
donor preferences (see, for example Kindornay, Ron and Carpenter 2012), or by instrumental or
strategic expectations of impact. In short, we might expect to see rights-based groups led by
people who believe in rights, located in rights-based settings, supported by rights-favouring
donors. These groups likely explain their use of this frame based on the expectation that it will

lead to changes in law, government policy or behaviour (Forman 2008, Gloppen 2008).



To preview my argument briefly, I argue that organisations choose rights due to a combination of
principled and structural factors. The ideal set of conditions for organisations to choose rights as
a dominant frame includes components relating to leadership, organisational structure and
expected impact. Organisations employing rights as a primary frame have strong leaders with a
clear rights orientation whose ability to develop a rights-based organisational culture is mediated
by organisational structure. These leaders choose rights based on a strong principled belief in
rights spurred by personal experience, study, and, in some cases, witnessing of the frame’s
impact. In settings where rights are not a dominant domestic discourse a centralised secretariat-
based structure allows for regular interaction with leadership and the development of a strong
internal and external identity as a rights oriented group in a setting of relative isolation from a
broader rights-based discourse. Where rights are a common local language of advocacy, the use
of rights language can be supported by domestic discourse and more decentralised membership-
based structures. Perceptions of impact are the primary motivating factor for organisations to
select rights. They choose rights as a dominant frame primarily because they expect that it will
alter how individuals interact with health care providers enabling them to claim services from a

position of entitlement and strength.

This argument differs from the existing literature in several important ways. First, resonance of
the rights frame at an individual level appears to be central, rather than resonance with domestic
discourse. Second, rights dominant groups can and do exist in domestic settings where rights are
not a common language of advocacy. Third, although funding is very important, rights-oriented

donors do not appear as critical influences in the decision of organisations to adopt or maintain a



rights dominant frame as a political economy explanation would expect. Fourth, the most
important impact of rights is understood as individual, rather than linked to legal accountability,

policy change, government response or public mobilisation.

1.4 Overview of Structure

This dissertation unfolds in three parts. The first third, which includes chapters 2 and 3
introduces the theoretical and methodological structure of the argument. Chapter 2 serves to
situate the research with reference to key concepts and to identify possible hypotheses in the
literature to be explored in the empirical chapters. Chapter 3 outlines the methodological
framework and its operationalisation. The second third, which consists of chapters 4, 5 and 6
presents the empirical data from the nine organisations studied. Chapter 4 examines three
organisations which hold a rights dominant approach. Chapter 5 analyses three groups which use
a rights approach in concert with other frames. Chapter 6 examines three organisations which
make limited, peripheral or no use of rights in their advocacy. The final third, which consists of
chapters 7 and 8 examines and discusses the findings from the empirical chapters. Chapter 7
conducts a comparative analysis of the nine cases studied while Chapter 8 distills the overall

findings and suggests areas for future research.
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Chapter 2: Theoretical Framework

The use of rights-based advocacy by civil society groups working on HIV in sub-Saharan Africa
is a complex phenomenon drawing together personal belief, human rights in local and
international contexts, multiple dimensions of health and civil society, and the concept of
framing. It is a process that can be intensely personal and locally grounded, but also one that
maps a journey of ideas between and across sectors and continents, tracing routes of infection,
flows of funding, and networks of collaboration. African HIV activists draw upon these beliefs,

experiences and interactions to create an unexpected form of advocacy.

This chapter aims to situate the research question - “Why do civil society organisations
conducting advocacy on HIV in sub-Saharan Africa choose to express their claims in the
language of rights” - in relation to the literature. This is done with two objectives addressed in
sequence. First, this study seeks to contribute to understanding a real world phenomenon of
disciplinary boundary crossing. It examines human rights being pulled into the sphere of HIV
and health by civil society actors through the process of framing. As such, this chapter begins by
locating the research question in relation to these four key topics: human rights, health, civil
society and framing. An exploration of these factors also serves to highlight the puzzle of rights
choosing in the HIV sector in sub-Saharan Africa, indicating why such a development is new and
unanticipated. Second, this chapter identifies possible answers to the research question by
identifying hypotheses from relevant areas of literature as well as those that emerged from the
field. The final section of this chapter previews the structure of the comparative analysis of the

case studies.
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This dissertation puts forward an explanation that organisations choose to frame their claims as
rights primarily due to a firm belief in the individual-level impact of rights, which is transmitted
through strong leadership and facilitated or constrained by organisational structure. Where rights
are not locally dominant, centralised secretariat-based organisational structures serve as
incubators for a rights-oriented organisational culture. Where rights are locally prominent, a
rights orientation can be reinforced by domestic factors and organisations may have a more
membership-based decentralised structure. This explanation is significant both for what it
includes and what it does not. These findings are surprising in that they do not indicate that
donor orientation is critical in the selection of the rights frame. Neither do they show high-profile
outcomes such as legal accountability, policy change, government response, or public
mobilisation as key motivating factors in frame selection. While some of these factors may
provide answers to a more general question (why do organisations choose the frames they do?)
several features of rights and rights-choosing are unique, and specific to this frame. The central
role of belief and the perception of strong individual-level impact are features of the choice and
use of the rights frame that do not appear to have straightforward parallels among other frames

such as health or development.

2.1 Key Concepts: Human Rights, Health, Civil Society and Framing

Health advocacy has traditionally been understood and communicated using frames of
development and public health. Departing from this tradition, many HIV activists have adopted a
rights-based frame in advocacy. This frame is being employed internationally even in settings
where rights are unfamiliar, where advocacy norms favour consensus, and where civil society

may have closer links to and more direct interaction with the state. The reasons for the use of
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rights in these settings are a puzzle, as are the ways in which rights are understood, wielded and

perceived to act.

This project is premised on the idea that the use of rights language, understood as direct
references to rights, is a choice rather than an inevitability. This project assumes that reference to
rights is not a necessity and that other linguistic frames exist that could likely alone or in concert
be utilised for similar objectives. The question being examined here is why groups that have a
variety of discourses at their disposal choose to refer to rights in their campaigns, acknowledging
that arguments based on development, public health, human security, poverty or stigma are also
possible. Thus the question is not how a rights-based discourse is inherently different from other

frames, but why and how groups choose to use rights.

Rights-based advocacy on HIV is a phenomenon that exists at the intersection of several
practical sectors and fields of research. It is a practice that emerges from civil society using
framing to draw on human rights in the context of HIV. As such, this research question
necessarily explores the spaces between fields and examines points of convergence and overlap
among them. As Nelson and Dorsey argue:
We have become convinced that conventional approaches to human rights, non-
governmental organisations, and development — their visions shaped by disciplinary and
professional boundaries — are missing important changes that are most evident at the
disciplinary boundaries and the organisational interstices (Nelson and Dorsey 2008, 6).
This research question draws on literature and engages with debates in four existing areas of
study: human rights, health, civil society and framing. Consequently it is necessary to situate the

research question in relation to each of these fields. This section explores these fields of research

briefly with emphasis on the evolving boundaries within and between them.
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While human rights, health and civil society have each had a recent heyday’ including a high
level of attention among academics and practitioners, the interaction and overlap between all
three topics, while extensive on the ground, has been limited in the literature. Each of these key
words- human rights, health, and civil society - can be understood in multiple ways. They can be
viewed as ideas, concepts or frames, and as measurable realities in the form of actors (i.e.,
number of registered NGOs) or outcomes (changes in law or decreased disease prevalence).
Human rights are seen as a rhetorical frame, a legal instrument, a state record of good treatment
of its citizens, the existence of legal recourse, an aspirational ideal, or a philosophical construct.
Health can and is conceived of as the absence of illness, the existence of a health care system, an
approach or frame, the preconditions for good health, or positive health outcomes. Civil society
can be understood as an outcome or cause of a democratic and/or rights-respective system, as an
arena or an actor. This theoretical overview, in line with the research question, examines these
concepts in a particular context. In examining why civil society groups employ rights in HIV
advocacy, I view human rights as a tool, utilised in the arena of health by civil society actors.”

Framing is the manner in which civil society employs this tool.

2.1.1 Human Rights
The question of why civil society groups working on HIV in sub-Saharan Africa use human

rights in their advocacy is one that contrasts with several common practices and divisions in

* The modern conception of human rights has become a central concept in the post war period, with recent peaks of prominence in the late 1990s
and current day. Public health has been a relative constant, with spikes in global presence as an area of attention relating primarily to emerging
infectious diseases, including HIV/AIDS, but also more recently to Severe Acute Respiratory Syndrome (SARS), HIN1 and Avian Flu. Civil
society surged to the forefront in the 1990s and continues to hold significant importance in discourse and in the practice of international
development and relations.

* Separating concepts that are linked and interpreted in multiple ways is always a bit dangerous and involves a slight fiction. This is particularly
the case with reference to health and human rights, as many actors see one concept as a subset of the other. Thus whether advocacy on rights that
relate to health is the use of human rights in the sphere of health, or the use of rights in the sphere of rights, is debated with some seeing health as
the larger whole encompassing rights, and other seeing rights as the larger whole encompassing health.
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human rights research, codification and use. First, human rights are usually understood as a legal
tool with emphasis placed on codification in domestic and international law and state
compliance. Second, as a general term, human rights has at least in the global north been
predominantly associated with civil and political rather than economic, social and cultural rights.
In the field this has been reflected in a division between the human rights sector which
emphasises civil and political rights and the development sector which addresses economic,
social and cultural rights including health. Third, the geographic universality of rights is

frequently questioned with rights depicted as a western or northern construct.

2.1.1.1 Human Rights as a State-Oriented Legal Tool

The current vision of human rights is intimately connected with the United Nations systems and
its mechanisms of codification. The 1948 Universal Declaration of Human Rights (UDHR),
recognised that “all human being are born free and equal in dignity and rights” (Article 1) noting
that “recognition of the inherent dignity and of the equal and inalienable rights of all members of
the human family is the foundation of freedom, justice and peace in the world” (preamble).
Despite, or perhaps because of their now extensive codification, rights are understood in diverse
ways. Viewed as simultaneously essential and aspirational, the “chameleon-like term” can refer
to an entitlement, an immunity, a privilege, a power (Shestack 1998, 203), access, a desire, as
well as a rectitude (“the right thing to do””) (Donnelly 2003, 7). As Donnelly argues, the meaning
of rectitude and entitlement both “link ‘right’ and obligation” with the former highlighting a
standard of conduct, and the latter emphasising the right-holder’s claim on a right in relation to

the duty bearer (Donnelly 2003, 7).

15



The broad objectives of human rights are codified in more detail in a series of legally-binding
human rights treaties, most notably the International Covenant on Civil and Political Rights
(ICCPR) and the International Covenant on Economic, Social and Cultural Rights (ICESCR).
These documents present rights in particular ways. Rights are affirmed and defined through their
inclusion in these covenants with the process of drafting being an elite process and the outcome a
legalistic rather than popular document. Although not exclusively defined as such, the human
rights legal system has been primarily conceived of as mediating a relationship between the
individual and the state within which that individual resides, with the former the rights-holder,
and the latter the duty-bearer. As such, covenants are directed at states and signed and ratified by
them. Covenants are also relatively static, remaining as initially written, with only the possibility
of reinterpretation by the relevant committees, by the addition of general comments or by the
development of additional documents such as related additional protocols. Monitoring is a
formal process of accountability wherein the state reports on its performance to the relevant

committee, with some allowance for input by civil society groups in the form of a shadow report.

This legal emphasis is not without critique. As Freeman notes:

Worldwide the understanding and practice of human rights are strongly dominated by
legal thinking, practices and institutions. However, in recent years there has been a
growing recognition that this dominance has been excessive, and has inhibited both our
knowledge of what human rights are and how they can most effectively be realised
(Freeman 2012, 13).

Hastrup is also critical of the idea of a rights culture emerging from legal creations, describing it

as “a peculiar culture in the sense that it is declared rather than lived” (Hastrup 2003, 16-17).
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Pulling the concept of human rights from law into lived experience, a number of scholars
examine the role of non-state actors such as civil society groups on the enforcement and
enjoyment of human rights (Nelson and Dorsey 2008, Keck and Sikkink 1998, Risse, Ropp and
Sikkink 1999, Risse Ropp and Sikkink 2013, Simmons 2009, Wong 2012). Risse, Ropp and
Sikkink, for example, posit a ‘spiral model’ of interaction between international and domestic
civil society and government in pursuit of the domestication of civil and political international
human rights norms (Risse, Ropp and Sikkink 1999, see also Risse, Ropp and Sikkink 2013). In
this model, the main stumbling block to the domestic recognition of rights is legal legitimacy and
domestic civil society links to international groups in order to shame and presume the
government to adopt the language and practice of human rights. Keck and Sikkink similarly
examine the process of mobilisation and influence advocating a “boomerang effect” whereby
domestic civil society groups encountering repression or indifference liaise with international
civil society allies who, in turn, lobby their own governments to put pressure on the target state
(Keck and Sikkink 1998). Simmons describes the importance of the vigilance and pressure of
domestic civil society in pushing for ratification, and in linking ratification to compliance
(Simmons 2009). While these models open the sphere to include non-state actors using rights as
a language of advocacy, they remain state-centred in that the objective is to influence
government behaviour with the goal of changing laws and enforcing them. The idea that rights
may be used with the end goal of influencing behaviour by an actor other than the state is little

explored.’

*Alison Brysk’s chapter “Changing Hearts and Minds: Sexual Politics and Human Rights” in: The Persistent Power of Human Rights: From
Commitment to Compliance is one recent example of an exception to this rule (see: Brysk, Alison. 2013. “Changing Hearts and Minds: Sexual
Politics and Human Rights.” The Persistent Power of Human Rights: From Commitment to Compliance, eds Thomas Risse, Stephen C. Ropp and
Kathryn Sikkink. Cambridge: Cambridge University Press, 259-274. , eds Thomas Risse, Stephen C. Ropp and Kathryn Sikkink. Cambridge:
Cambridge University Press, 259-274.).
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2.1.1.2 Generational Divides

HIV activism traverses well-defined boundaries between first (civil and political) and second
(economic, social and cultural) generation rights employing rights on issues ranging from
workplace discrimination to provision of health care. The International Covenant on Civil and
Political Rights (ICCPR) and the International Covenant on Economic, Social and Cultural
Rights illustrate a divide between first and second generation rights with clear differences in
wording, perception and application. Sometimes characterised as ‘positive’ and ‘negative’ rights,
a perception exists that ‘positive’ rights (requiring action to be undertaken) are more likely to
entail substantial state infrastructure investment than ‘negative’ civil and political rights which
require the state to refrain from committing violations (ie the absence of a violating action).
Gostin and Lazzarini reflect this perspective in their writing, noting that the “emphasis on
incremental achievement” in the ICESCR “acknowledges that many of these rights require an
ample investment of human and material resources and recognises that states occupy disparate
levels of economic, social, educational and infrastructure development” (Gostin and Lazzarini
1997, 7). They state that, in the postwar era when these documents were created, “even the most
rudimentary state-supported health institutions and programs were often unavailable outside of
major cities” in the developing world (Gostin and Lazzarini 1997, 7). Consequently, they
conclude that to have expected such countries to fulfill ICESCR rights “quickly would have been

b

unrealistic,” commenting that “[e]ven now, some countries might never achieve these steps

without international assistance” (Gostin and Lazzarini 1997, 7).
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The positive/negative distinction, however, is not accepted in all quarters (Shue 1996, Hurrell
1999, 280, Ashford 2009, 92-112). A stark dichotomisation is, at least in part, inaccurate. As
former Special Rapporteur on the Right to Health Paul Hunt noted, “an effective health system is
a core social institution, no less than a court system or political system” (Hunt 2006, 1-22) and
rights such as a fair trial require initiatives involving financial outlay such as the development of
a legal system and related infrastructure. Questioning this dichotomisation, Holmes and Sunstein
argue that “all rights are positive” noting rights rely on remedies which involve cost for their
enjoyment, and that “rights are costly because remedies are costly” (Holmes and Sunstein 1999,
43). Instead of attempting to locate all rights as “positive,” Landman disaggregates each right,
locating “positive and negative dimensions” within each one defined as the “provision of
resources and outcomes of policies” (positive) and “practices that deliberately violate” (negative)
respectively (Landman 2006, 10-11). The right to health, for example, consists of state
investment in infrastructure and services, and non-discrimination in access with respect to

“ethnic, racial, gender or linguistic” factors (Landman 2006, 11).

Reflecting the 1993 Vienna Declaration, which, in response to many of the critiques noted
earlier, trumpeted that “[a]ll human rights are universal, indivisible and interdependent and
interrelated” there are those who challenge the idea of classifying rights into ‘generations’ at all
arguing that such a division is “crude and easily (mis) read to suggest that the two categories are
antithetical” (Donnelly 2003, 27-28). Arguments in this vein posit that “it is impossible to talk
about certain sets of human rights in isolation, since the protection of one right may be highly
contingent on the protection of other rights,” noting that the right to vote is “largely
meaningless” without “adequate health, education, and social welfare provision” (Landman

2006, 10). Mirroring the positive/negative split, Donnelly argues that the generational divide has
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roots, primarily through the earlier work of Maurice Cranston, in the valuing and legitimating of

civil and political rights over social and economic rights (Donnelly 2003, 28-29).

2.1.1.3 Universality

Despite the claims of the Vienna Declaration, the universality of human rights and human rights
goals are often called into question for both cultural and strategic reasons. Although not as
prominent as the Asian values debate which came to a head in the mid 1990s, in the African
context rights are sometimes seen as a northern or western import inappropriate to local norms,
beliefs and circumstances. One of the chief arguments held up to indicate the foreignness of
rights in Africa, is that rights emphasise the individual, whereas African cultures highlight
community. While some have used this argument to indicate the unsuitability of rights discourse
in Africa, others have examined how a sociocentric perspective contributes to African
conceptions of human rights. As Cobbah argues, the point of departure is the question “what is
the basic unit of society?” noting that “an African philosopher may answer that it is the extended
family” (Cobbah 1987, 318-319). Cobbah argues that in the African context a “more solid
foundation for modern human rights can be built on a conception of man in society rather than
the Lockeian abstraction of natural rights” (Cobbah 1987, 318). He notes that, “[a]s a people,
Africans emphasise groupness, sameness, and commonality” (Cobbah 1987, 320). In an African
context “freedom was belonging rather than autonomy” (Englund 2004, 17) with “African
thought stress[ing] ... the right of the individual to become part of the group” (Howard 1980,
731). While some posit that arguments emphasising communality call upon an idealised (and no
longer existent past) (Howard 1986), others see these concepts as “remarkabl[y] resilient” to
more individualized conceptions of human rights (Nyamjoh 2004, 36). At the highest level, there
are arguments over whether it is possible to have regional or culturally-located conceptions of
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human rights, or if such variation more accurately reflects differing perceptions of human dignity
(Donnelly 1982, 303-316, Howard 1986, Donnelly 1984, 400-419, Cerna 1994, 740-757). In the
African context this debate, as Hawkins argues includes both “Afropessimism” where “African
values [are seen] as inimical to the realisation of ... rights” by international definitions and
“Afrocentric critiques that deny the relevance of human rights by dismissing them as but another

instrument of neo-imperialism” (Hawkins 2007, 394-395).

Rights as depicted here, as a legal state-oriented tool cleaved by generational divides and with
contested universality, highlight the unexpected nature of HIV advocacy. African HIV activists
frequently use rights outside of the legal realm, mix the two generations of rights and employ
rights in a region where rights are sometimes contested as foreign impositions. In contrast with
the three features explored, the research question also illuminates important gaps in research and
thinking about the use and purpose of rights as an advocacy tool. In particular it suggests the
need for greater understanding of non-state directed human rights advocacy and exploration of

the nature of rights-based advocacy in the African context.

In addition to culturally-based conceptual objections, universality is also questioned as a
strategic choice. Hafner-Burton argues that in pursuing improved human rights globally it is
important to move away from universal goals with global application (Hafner-Burton 2013).
Instead, she argues, more attention needs to be paid to the specific and unique roles of specific
states, the setting of priorities, and the identification of realistic outcomes in particular settings

(Hafner-Burton 2013).
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2.1.2 Health

As discussed above, rights-based HIV advocates engage with human rights in unconventional
ways in an unexpected setting. So too do these activists interact with health in unique ways that
present a departure from past health advocacy. By choosing to frame their claims as rights rather
than development or public health goals, HIV activists are breaking new ground. This section
explores the sources and origins of this linguistic innovation by tracing contemporary linkages
between health and human rights. This is examined in three parts: first, exploring the emergence
of human rights discourse on HIV internationally, second analysing the growing health and
human rights field, and third exploring the related public health construct of social determinants
of health. While this background provides useful context and indicates the possible intellectual
heritage of rights-based advocacy on HIV, it is not a discourse that originates from, responds to
or directly engages with the African context. It is also not a conversation that places civil society
at the centre. Thus, the question of why sub-Saharan civil society groups working on HIV
employ rights attempts to understand the phenomenon of rights-choosing in a specific context

and by a specific set of actors aiming to trace linkages between the local and international.

2.1.2.1 HIV

Contemporary health and human rights discourse is intimately linked with the HIV pandemic
(Gruskin, Mills, and Tarantola 2007, 449-459). This linkage was facilitated by the manner in
which the virus was initially addressed in prevention campaigns, the emphasis on social context
and groups as vectors or vulnerable (or both), and the global disparity in access to medicine once

anti-retrovirals became available.

Globally, most early prevention campaigns focused on scare tactics, “emphasis[ing] ‘danger’”
(Mann and Tarantola 1998, 5) and “s[eeking] to inform and often, explicitly, frighten” (Mann
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1999, 216-226). The messages often included images of skulls and the grim reaper, equating the
virus with death (Morlet, Diefenthaler, and Gold 1988, 282-286, and Australian Broadcasting
Corporation 2007). While understandable in a context of fear and in the absence of treatment,
these prevention-oriented campaigns fueled stigma and discrimination against those already
living with the virus (U.S. Centers for Disease Control 2002). Dividing early responses to HIV
into three periods, Mann notes that following the period described above (1981-1984), there was
a focus on individual risk reduction, which included recognition by the WHO of non-
discrimination against those living with HIV as a key component of effective public health
(1985-88), and from 1988 a more socially-oriented approach to HIV, after which Mann proposed
(and foresaw) a subsequent emphasis on human rights (Mann 1999, 217-218). The human rights
approach emerged from a non-discrimination perspective and included arguments around access
to care, but also an emphasis on confidentiality regarding medical records, and, in particular HIV
test results. HIV continues to have one of the most developed and elaborate protocols in this
area, emphasising confidentiality and informed consent. This approach is heralded by some for
protecting patient rights, and critiqued by others for contributing to HIV stigma by treating the

virus differently than other health conditions (Macklin 2005, 27 - 30; De Cock 2005, 31-32).

Social context was foregrounded early on in the pandemic linking the virus, sometimes
incorrectly, with specific, usually marginalised groups, initially gay men and Haitians in the
United States (Farmer 2006) and later including stigmatised behaviours such as sex work
(PANOS Institute 1990), promiscuity and injection drug use. These linkages exacerbated
discrimination in a context of ignorance and fear about the virus (Davies 2010; Maluwa,
Aggleton, and Parker 2002, 1-18). A feedback loop developed, whereby, in addition to these

existing societal biases, those who were HIV positive also became a marginalised group due to
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their sero-status (Maluwa, Aggleton, and Parker 2002, 5). The strength of this response was so
unprecedented that Mann referred to the “social, cultural and political reaction” as the “third
epidemic,” following the hidden, and subsequently visible viral epidemics, viewing the reaction
as being “as central to the global challenge as AIDS itself” (Mann as cited in: PANOS Institute
1990, vi). He later noted that “social marginalisation, discrimination and stigmatisation, in other
words a lack of respect for human rights and dignity is itself a root cause of the epidemic” (Mann
as interviewed in: O'Connor 1995). Because of the devastating consequences of this
discrimination, including refusal of care (Davies 2010), a consequent emphasis on human rights,

and non-discrimination arose (Mann 1999, 216-226) even in areas with a generalised epidemic.

Once effective anti-retroviral medications were identified, their high cost and inequitable
distribution (being particularly out of reach in high prevalence parts of the world) brought in a
new human rights dimensions — equal access to medication, and its direct impact on lifespan
across the north-south and rich-poor divides. Health and human rights have continued to be very
linked to HIV, with the current UN Special Rapporteur on the Right to Health coming from a
background working on HIV. A a review of literature over the past decade indicates that while
the discourse of health and human rights has expanded, HIV remains the largest area of focus

(Mpinga et al. 2011, 1-28).

2.1.2.2 Health and Human Rights: Chronology of the Field

As the close connections to the HIV pandemic indicate, the contemporary health and human
rights discourse is a relatively recent invention. More commonly understood within frames of
public health or development, as recently as 1999, Mann et al commented that there were “no

books focusing on this new field” (Mann et al. 1999, 1). Yet, some interplay between the
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concepts of ‘health’ and ‘human rights’ has existed in various contexts for more than a century,
including early quarantine restrictions (Center for Disease Control 2007) and later protections for
participants in medical research emerging from the post World War II Nuremberg doctors’ trials.
With the birth of the UN Human Rights system, the right to health was codified in the UDHR,
and further enshrined in several binding human rights conventions including the ICESCR
(entered into force 1976). The 1978 International Conference on Primary Health Care, unified
the concepts in a more pointed and focused way in the Declaration of Alma-Ata which “strongly
reaffirms that health ... is a fundamental human right” (Article 1). While this declaration had an
important impact on the form of subsequent health strategies,’ it remained largely ignored by the

human rights sector.’

Despite this history and evidence of codification, it was only with the advent of the HIV/AIDS
epidemic in the 1980s that health and human rights merged from “evol[ution] along parallel but
distinctly separate tracks” (Gruskin and Tarantola 2005, 3). Crediting HIV and reproductive and
sexual health issues for “clarifying the ways in which health and human rights connect”
observers have noted that under the leadership of Jonathan Mann in the late 1980s, the World
Health Organisation’s (WHO) Global Program on AIDS developed the “first worldwide public-
health strategy to explicitly engage with human rights” (Gruskin, Mills, and Tarantola 2007,

449). Interestingly, this strategy emerged primarily for pragmatic reasons, as new evidence

% Its emphasis on equity and primary health care have had a significant impact on the WHO, see for example: Chan 2007.

" This was followed up by the 1986 Ottawa Charter for Health Promotion (First International Conference on Health Promotion 1986) which also
emphasised equity but made no explicit mention of rights, and the 1997 Jakarta Declaration on Health Promotion into the 21* Century which
openly stated “[h]ealth is a basic human rights and essential for social and economic development’ (Fourth International Conference on Health
Promotion 1997).

25



demonstrated that stigma and discrimination were having a negative impact on the accessing of

services (Gruskin, Mills, and Tarantola 2007, 449).

Starting at the outset of the next decade, the UN began hosting a series of international
conferences “further solidif[ying] the dual obligations of governments to the health and human
rights of their people” (Gruskin, Mills, and Tarantola 2007, 450). Of these, the International
Conference on Population and Development (1994) and the Fourth World Conference on
Women (1995) proved particularly important. Freedman views the first as “mark[ing] the formal
acceptance at the international level of a new paradigm in which health is intimately tied to
rights” (Freedman 2005, 532), while the second elucidated these linkages for the first time in
“international consensus documents and help[ed] focus attention to the dual obligations of
governments regarding both health and human rights” (Gruskin and Tarantola 2005, 4). The
1996 World AIDS Conference held in Vancouver also brought together critical constituencies of
scientists and activists, which, in the context of unequal access to new life prolonging anti-
retroviral drug cocktails, spurred a human rights perspective on the epidemic among activist
communities. In 1997 UN Secretary General Kofi Annan launched the Program for Reform,
which gave primacy to human rights as a core UN function, an act that Gruskin, Mills and
Tarantola view as an “important step in moving issues of health and human rights from rhetoric,
to implementation, action and accountability” (Gruskin, Mills, and Tarantola 2007, 450). By
2001, the United Nations convened a General Assembly Special Session (UNGASS) on
HIV/AIDS, resulting in a Declaration of Commitment which clearly linked the pandemic to a
human rights frame. The following year the first United Nations Special Rapporteur on the

Right to Health was appointed.
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The increased linking of health and human rights in various sectors has, however, not been a
linear story of progress, nor has it been uncontested. Indeed, Gruskin, Grodin, Annas and Marks
note that, “a backlash has developed in high-level policymaking and amongst some public health
officials against the integration of rights into health work™ (Gruskin et al. 2005, xvii). This is
evidenced by the absence of the phrase “human rights” in the Ottawa Charter for Health
Promotion (1986), and the reluctance of a number of governments to support a human-rights
approach to HIV/AIDS at UNGASS (Gruskin et al. 2005, xvii). This opposition points to the
ongoing divide between first generation rights, seen as negative rights, and the perception of
second generation rights as positive rights requiring a higher level of government investment.
Furthermore, since September llth, and in the context of SARS, avian flu, HIN1 and other
emerging pandemics and biosecurity risks, the old cleavage between public health and human
rights has been resurrected, with some “argu[ing] that in times of war and epidemics it is

necessary to trade the protection of human rights for health security” (Gruskin et al. 2005, xviii).

Despite these challenges, by 2005, an anthology on health and human rights noted that:
[i]n the last few years human rights have increasingly been at the centre of analysis and
action in regard to health and development issues. The level of institutional and state
political commitment to health and human rights has, in fact, never been higher (Gruskin
and Tarantola 2005, 3).
This historically high level of attention, which includes human rights mainstreaming across UN
agencies, articles and special additions addressing human rights and health in health journals
(Gruskin and Tarantola 2005, 3) is more an exposition of past gaps than a cause of celebration.

The field remains a group of small and disparate niches, an academic diaspora of sorts,

acknowledged by experts as being in “its infancy” (Farmer and Gastineau 2005, 77) and full of
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calls for additional research.® The field is also one of uneven trespassing across disciplinary
boundaries. While linkages between law, public health and medicine are increasing, there is
greater movement of public health experts into the social sciences than there is movement of

social science scholars in the opposite direction.

2.1.2.3 Social Determinants of Health

Within public health, social determinants of health is a common approach which, like rights-
based approaches, emphasises the impact of inequity on health. Contextual in nature, social
determinants of health identify the impact of social and economic factors on health outcomes,
including gender (Farmer 1999), poverty, power (Farmer and Gastineau 2005, 73-94) and social
class (Marmot, Kogenivas, and Elston 1987, 111-135; Lynch and Kaplan 2000, 13-35). This
area has gained increasing attention in recent years, with the World Health Organisation (WHO)
establishing the Commission on Social Determinants of Health (CSDH) in 2005. In 2008 the
Commission published Closing the Gap in a Generation: Health Equity Through Action on the
Social Determinants of Health (Closing the Gap) which noted that “[p]utting right [...] inequities

... 1s a matter of social justice” (Commission on Social Determinants of Health 2008, 1-2).

Despite the many obvious linkages and overlaps between social determinants of health and rights
oriented approaches to health, there has been little dialogue between the two (see: Chapman
2010, 17-30; Hunt 2009, 36-41). As Chapman and Former Special Rapporteur on the Right to

Health, Paul Hunt note, comprehensive reports like Closing the Gap make limited connections

8 Farmer and Gastineau, for example state, “[w]e need to make room in the academy for serious scholarly work on the multiple dynamics of
health and human rights...” (Farmer and Gastineau 2005, 77).
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between the two (see: Chapman 2010, 17-30; Hunt 2009, 36-41). Hunt comments that “[d]espite
the multiple, dense connections between social determinants and human rights the report’s
human rights content is disappointingly muted” (Hunt 2009, 36). Situating this disjuncture in a
broader context, Chapman states that “work on the social determinants of health has rarely
acknowledged the potential contributions of a human rights approach” while rights-based
approaches have similarly failed to “engag[e] in a meaningful way” with social determinants

(Chapman 2010, 17).

The three areas discussed above identify some of the possible sources of rights-based discourse
on health more generally, and HIV specifically. These sources are predominantly high level,
engaging the state, UN agencies, and drawing on specific disciplinary expertise including
medicine, public health and law. But how do such global conversations trickle into locally
situated civil society advocacy? How and why does a discourse emerging from specific
circumstances of the western HIV pandemic filter into the very different epidemiological and

social context of the African pandemic?

2.1.3 Linking Concepts with Action
One of the ongoing challenges with discourses of human rights and health, is the disjuncture
between concept and practice. Theorists and practitioners have tended to occupy different spaces
both theoretically and physically. This disconnect has led to challenges in theory and application.
As Freeman notes:
[tlhe concept of human rights presents a challenge... It can seem remote from the
experiences of human beings. The analysis of the concept of human rights, therefore,

must be combined with a sympathetic understanding of the human experience to which
the concept refers (Freeman 2011, 3).
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Similarly, Anand Grover, current U.N. Special Rapporteur on the Right to Health has

commented, with reference to health, that we need to focus on experiential components, stating:
[w]e need to pay more attention to the content of the right to health as it is experienced by
communities. The right is not only an abstraction to be argued about by academics or
clever lawyers. It’s a vital part, a living part of people who enforce it themselves (Grover
2009, 1-3).

Finally, Mark Heywood, a South African lawyer and activist long involved with the AIDS Law

Project and Treatment Action Campaign has urged for an acknowledgement of the critical role

that activists can play in the meaningful achievement of these goals, and in translating theory

into practice. He states:
[w]e need to see the level of activism by civil society as a key social determinant of
health. The fight for health should be a central pillar of all movements for social justice
and equality, not in the abstract, but for the specific goods, institutions, demands and
resources that will realise the right to health (Heywood 2011, 1).

Focusing on “people who enforce it themselves” in the form of activists often themselves

profoundly affected by HIV, this study endeavours to understand civil society as actors who

choose to employ rights as a technique or strategy in relation to HIV.

2.1.4 Civil Society

As an actor, civil society’s function in relation to the state is conceived of as a counterbalance, a
bulwark against the state (Gellner 1994), a support for the state, and sometimes a component of
the state. Its component parts can be understood as explicitly delineated and fixed, or fluctuating
to balance against varying threats (Kaldor 2003, 47-48). It is, as Keane suggests intimately tied
up with both who we are and who we hope to be, noting in a commentary on Gellner, “we are the

fruit of what we must desire and endorse” (Keane 2004, 44).
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While much has been written on civil society, the vast majority of this literature is European or
North American in origin, leading to questions on the utility of this concept in a broader context,
with some arguing that the “current vogue [is] predicated on fundamental ethnocentricity” (Hann
and Dunn 1996, i). This study takes the existence of African civil society as given, and, rather
than intending to provide an overall assessment of the nature of African civil society, seeks to
examine the actions of a particular segment of this sector. I seek a conception of civil society that
is concrete and operationalisable, a reality rather than an “ideal” (Seligman 1992) and both, as
Lewis puts it “useful to think with” and “useful to act with” (Lewis 2002, 570). As Opoku-
Mensah argues, earlier debates about African civil society have “now given way to a general
acceptance of civil society as an integral part of the conceptual, policy and, and institutional
landscape of [Sub-Saharan African] countries” (Opoku-Mensah 2008, 77). He notes that “the
lack of contestation” in the four countries he studied (Ghana, Sierra Leone, Uganda, Togo)
around civil society parameters indicates “not only an acceptance of the concept, but a similarity
in the historical trajectory and evolution of civil society” in the region (Opoku-Mensah 2008,
77). This project draws on these familiar parameters, referenced above and affirmed by the
Civicus civil society index, locating civil society as “the area outside of the family, the state, and

the market where people associate to advance common interests” (Civicus n.d.).

While civil society itself can be amorphous and include spontaneous events such as uprisings and
protests and disorganised groups of people, this project focuses on the formalised civil society
groups known as non-governmental organisations. These named organisations with specified
mandates, objectives and activities are comparable across cases and more likely to explicitly
adopt advocacy strategies and frames. Less formalised groups are often more issue-specific and

issue-driven, and thus are less likely to reflect changes over time or resonance of frames with
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institutional identity. Such groups are also more diverse, and have a more fluid membership. In
contrast, NGOs usually have an office, some combination of paid staff and volunteers or
members, and have a clearer sense (while still not absolute) of where organisational boundaries
begin and end. The NGOs studied here are all African-based rather than branches of
international organisations, but do predominantly, as is the case in many parts of the developing
world, receive their funding from outside of the country. This project takes the perspective that
acknowledging and examining this reality is preferable to viewing it as grounds for exclusion.
These organisations are significant players and are too seldom examined as legitimate local
actors drawing on international connections (rather than outside actors drawing on local

connections).

As with civil society in general, for African civil society the relationship between the state and
civil society is a key area of discussion. In the African context, civil society rose to prominence
in the 1980s when it became an important concept in the discourse around development (Opoku-
Mensah 2008, 75). In contrast with dominant European and North American conceptions of civil
society, however, in this instance civil society was not viewed primarily as a bulwark against the
state, but actually part of the state building process (Bratton 1989). The line between the state
and civil society may also be unclear, where “lower state salariat, teachers, junior civil servants,
even junior military officers — double as state functionaries and popular intellectuals and
articulate popular aspirations” and (Hutchful 1995, 65) “many organisations and interests
normally associated with civil society and the private sphere fall into the state and parastatal
sector” (Hutchful 1995, 65, 69). While the relations between state and civil society in Africa are

often “blurr[ed]” and contested, and may be understood as nation building, as oppositional, or as
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operating in different spheres of society, these models all hold a “basic false assumption of the
existence of a vertical state/society opposition” as “[pJower in Africa has long been exercised by
entities other than the state (Lewis 2002 579, 577). In my view both depictions are accurate,
though their exact fit varies significantly by country. The line between civil society and state is
often somewhere permeable, particularly in smaller states with a smaller pool of activists,
intellectuals and agitators to draw from. Movement between these sectors is facilitated in some
cases by an internal solidarity forged in the anti-colonial struggle during which activists became
government officials. But these permeable borders do not reflect state omnipresence or
necessarily strength or capacity and, as Lewis notes, the power-wielding entities are varied,
meaning that civil society advocacy may have a variety of targets both within and outside of the
state. In some ways highlighting this phenomenon, in the contemporary period, there has been
an “NGO-ization of civil society, where donor support resulted in the unprecedented growth of
NGOs in response to the African development crisis” (Opoku-Mensah 2008, 78). This led
“outside policy-makers” to understand African civil society as “a set of development NGOs”
predominantly funded from outside of the state and in some cases “effectively taking over some

of the state’s functions in health and education” (Lewis 2002, 577-578).

Literature on civil society in Africa focuses predominantly on determining its nature, evaluating
its relationship with the state and examining international connections, influences and donors.
These important considerations focus more on what civil society is than what it does as a specific
actor on particular topics. This leaves gaps in terms of understanding how civil society groups
interact with the societies in which they are located, how they might seek and succeed at

influencing state and non-state actors, and how they function as organisations.
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2.1.5 Framing

Framing offers some insight into the internal world of civil society groups, as well as how they
might seek to contextualise their objectives in line with social, political and cultural discourse.
Framing as a concept has experienced a surge in popularity since the 1980s (Benford and Snow
2000, 611, Zald 1995, 261), with “fram[ing] issues” now described as the “job of nonstate
actors” such as civil society (Wong 2012, 8) and seen as “a central dynamic in understanding the
character and course of social movements” (Benford and Snow 2000, 611). Zald contends that
in relation to social movements framing is “a substantial break with past conceptions of ideas in
movements which tended to emphasise their embeddedness in community” and a move which
“has served to reemphasise the central importance of ideas and cultural elements” (Zald 1995,
261).

Benford and Snow argue that framing is an “active, processual phenomenon that implies agency
and contention at the level of reality construction,” noting that frames can be diagnostic,
prognostic or motivational (Benford and Snow 2000, 614, 616). Framing consists of “conscious
strategic efforts by groups to fashion shared understandings of the world and of themselves that
legitimate and motivate collective action” (Snow as cited in McAdam, McCarthy and Zald 1995,

6).

In their overview of the field McAdam, McCarthy and Zald include “framing processes” as one
of three areas of consistent emphasis across geographic and ideological divides among social
movement theorists (McAdam, McCarthy and Zald 1995, 2). Framing is an ongoing rather than
one time process with frames ‘“continuously being constituted, contested, reproduced,
transformed, and/or replaced” (Benford and Snow 2000, 628). Analysis of frame emergence and

selection includes a focus on both motivations for and contexts of frame selection including

34



drawing on “culture as a toolkit” (Swidler 1986, 277) and utilising the “cultural stock for images

of what is an injustice, for what is a violation of what ought to be” (Zald 1996, 266).

Benford and Snow identify three factors as critical in “affect[ing] framing processes and the
character and continuity of the resulting frame [...]: political opportunity structure, cultural
opportunities and constraints, and the targeted audiences” (Benford and Snow 2000, 628). Zald
highlights six features: (1) cultural construction, (2) the “construction of cultural contradictions
and historical events,” (3)“framing as a strategic activity,” (4) the competitive process of frame
selection, (5) the role of the media in dispersing and legitimating frames, and finally, (6) the
interaction between political opportunity and mobilisation and their impact on frames’
effectiveness (Zald 1995, 261). Diani examines Zald’s final contention focussing on the impact
of external factors on frame success through a typology categorizing the interaction between two
variables: “opportunities for autonomous action within the polity” and “opportunities created by
the crisis of dominant cleavages” (Diani 1996, 1057). Building on what he terms a
“reformulation” of Tarrow’s definition of opportunity structures (Tarrow 1995, 41-61), Diani
posits that “one can expect mobilisation methods to be more or less successful in different
political settings, depending on their congruence with the master frames dominant in a given

political phase” (Diani 1996, 1057).

Framing literature offers significant exploration of the nature of frames, the function of frames
and the processes of framing. However, it provides less insight into the “why” of frame selection,
despite presenting several possible frame sources in the form of social context, political
opportunity and “progenitor movements” (Zald 1996, 269). This is a particularly significant

omission in the context of HIV advocacy where rights may not be a common culturally-located
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frame, nor one associated with political opportunity and resonance. While the framing literature
does explore internal organisational dynamics, it does not address personal relationships with or
belief in frames. Frames are typically aimed at groups of people, seeking to spur mass or
collective action rather than individual response. Similarly, strategic or impact-oriented framing
processes tend to be oriented at influencing government offices and at public mobilisation rather

than individual behaviour.

2.2 Literature and Hypotheses

Having situated the research puzzle and defined and discussed key concepts, the chapter now
shifts to examining possible explanations. This is a theory-building project entered into due to a
fascination with the unexpected and significant use of rights in HIV advocacy in contrast with
the reliance of most health advocates on frames of public health and development. This research
explores a new and unexplored area of study spanning several fields as discussed above and, as
such, is not structured as a direct response to or critique of existing theory but as a project of
theory construction. While theory testing is structured around a statement expressing an
explanation and involves examining the general validity and accuracy of that statement, theory
building aims to explain a phenomenon by observing actors and events based on an initial list of
potential propositions, and with a goal of developing hypotheses for testing across other cases
and issue areas (George and Bennett 2005). Consequently, this project began with a question,
(why do civil society organisations choose to frame their claims as rights?), and with several

possible explanations emerging from the literature.
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2.2.1 Explanations from the Literature

Literature in the areas of human rights, social movements, and framing suggests a number of
possible explanations for the puzzling use of rights by African HIV activists. Drawing on this
literature, and on several years’ experience working on human rights and HIV in this sector, I
began this research with some possible explanatory factors in mind which shaped the questions
that I asked in interviews and the type of information I sought. During the progress of my
research, my semi-structured interviews uncovered additional possible explanatory factors which
contributed to my exploration of the topic. In an iterative process the two sets of explanatory
factors listed above were developed into hypotheses putting forward possible answers to the
research question. These hypotheses cluster around three broad areas: intra-organisational
factors, external contextual factors, and factors relating to perceptions or expectations of impact.
In short, these hypotheses indicate that organisations may choose rights because of who they are,

where they are, or because of what they believe rights do.

2.2.1.1 Intra-Organisational Factors

2.2.1.1.1 Personal Belief

Within organisations, the beliefs of personnel may hold a strong influence on the selection and
use of the rights frame. Personnel who are ‘true believers’ hold a strong affinity to the intrinsic
value of human rights, and as a result are more likely to be consistent in their use of rights across
topic areas. Rights appear qualitatively different than many other frames with respect to the
level of personal allegiance they can generate (see, for example, Hopgood 2006). They hold
strong “normative power” with the ability to construct “what is considered as right and wrong

conduct” (Forman 2008, 39-40, 41). Commenting on the common linguistic roots, and idiomatic
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interplay between the words “rights” and “right,” one author aptly captures that for many, rights

are tied not only to what is just, but also to what is accurate or true (Forman 2008, 41).

Although not typically depicted as such, rights are sometimes described as a strong belief system
that holds some similarity to religious belief (Hopgood 2006; Reader 2003, 41-51). Peter
Benenson, founder of Amnesty International stated, for example, that the group existed “to give
him who feels cut off from God a sense of belonging to something greater than himself, of being
a small part of the entire human race” (as cited in: Buchanan 2002, 593-594). Such expressions
suggest that a belief in rights may provide an important linkage to others and reflect a particular
understanding of their connection to and responsibility toward others. In exploring belief as a
motivator for frame choice, it is important also, however, to recognise the possibility of ‘strategic
belief” or ‘belief of convenience’ where an articulated passion for rights may be viewed as useful
in some way, or may follow experience of this frame as a successful strategic tool. This
distinction is useful in clarifying whether the impetus for rights choosing is an internal belief, or
whether rights use is actually fueled by strategic considerations such as donor preference or

government rhetoric.

2.2.1.2 Extra-Organisational Factors

2.2.1.2.1 Rights Context

Advocacy groups exist in and respond to the contexts in which they are located. Consequently,
national, regional and continental human rights norms, perspectives and practices are an
important factor to explore when examining why groups choose to employ rights in their
advocacy. In the African context, there is evidence of strong legal affiliation with rights and local

grounding of the concept, as well as contestation of the term as foreign and inapplicable.
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Despite tremendous diversity on the continent, there are indications of African human rights
norms particularly in the legal sphere. These are implied through treaty ratification and
codification through the United Nations and African Union, topical clusters of dialogue that
suggest key issues in relation to African human rights, and commonly cited indigenous
philosophies, particularly that of botho/ubuntu. African states have a high level of participation
in global human rights instruments (Heyns and Viljoen 2004, 132-133), despite exclusion from
initial international-level development and codification of human rights due to colonialism. As
noted earlier, African Union (AU) codification of human rights includes a strong reflection of

international standards alongside specific regional emphases on collective rights.

Beyond the law, African perspectives on human rights place greater emphasis on collective
rights and group-oriented approaches to rights. London argues that rights must be understood as
a vehicle to achieve collective equity and, as such, “locate[d] ... in a group context, rather than in
a consumerist mode, in which the individual is the active agent and rights holder” (London 2003,
46, see also London 2007, London 2008). In addition to greater attention paid to collective over
individual rights, socio-economic rights have greater prominence in African human rights
discourse than they do in the global north. Human rights is often paired with concepts such as
development (Tlaluka 2004, 109-119, Osinbajo 2004, 120-128, Veney 2004, 173-190), political
economy, and ‘belly politics,” with some arguing that poverty, and its alleviation should be at the
centre of any discussion of human rights in Africa (Tlaluka 2004, 119). In the South African
context these challenges increasingly involve the “poor majority” drawing on activism and the
law to “challenge non-delivery of services and public policies” (Johnson and Jacobs 2004, 100),

an approach that emphasises the infrastructure that is vital for enjoyment of second generation
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rights. The two groups of rights, however, are not discretely compartmentalised, nor, as was the
case in the Asian Values debate (Wiessala 2006, Sen 1997) is there a dominant argument that
socioeconomic rights must precede civil and political rights. Indeed, the recent “ascent” of rights
language dates to the 1990s (Halsteen 2004, 103) in the context of dramatic political
transformation on the continent, including the end of apartheid and widespread democratisation

(Zeleza 2004, 1).

In the formal contexts of academia in Africa, human rights are overwhelmingly dealt with from a
legal perspective and in colonial languages. In activism circles the concept has a much more
varied existence, in both conceptualisation and language. As Zeleza notes, a “linguistic
conundrum” is “at the heart of the drive for human rights in Africa” due to the “continued
supremacy of European languages and the relative marginality of local languages in official
human rights discourse” (Zeleza 2007, 494). One concept that is sometimes understood as an
equivalent, proximal, indigenous or alternative conception of human rights is that of
botho/ubuntu,’ which is translated as, “personhood” (Mmualethe 2007, 1), “humanhood”
(Mmolai 2007, xi) or “humanbeinghood” (Gaie 2007, 30). While the concept exists in many
parts of Africa, and is claimed by some as pan-African (Kamwangamalu 1999, 24-41), it is most
prominent in southern Africa and particularly in South Africa. The 1997 South African
Government White Paper defines the concept as:

Each individual’s humanity is ideally expressed through his or her relationship with

others and their in turn through a recognition of the individual’s humanity. Ubuntu means

that people are people through other people. It also acknowledges both the rights and

responsibilities of every citizen in promoting individual and social well-being (as cited in:
Louw 2006, 161).

° Botho is the Setswana term, ubuntu is the Xhosa and Zulu term.
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Ubuntu shares some common components of human rights, in that it potentially applies to all and
involves treating others with dignity. Indeed, some argue it is simply a local version of universal
conceptions of virtue, dignity and proper behaviour (Gaie 2007, 34) while others describe it as a
“distinctly African rationale for the ways of relating to others” (Louw 2006, 171, see also:
Kamwangamalu 1999, 24-41). Viewing the individual as socially defined and embedded, the
concept is sometimes contrasted with a more autonomous and individually-oriented conception

of human rights (Cobbah 1987, 309-331).

Levitt and Merry identify a tension between local and international frames as important and
necessary (Levitt and Merry 2009, 457). They argue that rights need to be seen as international in
order to be “politically powerful” but must also “resonate with existing ideologies” in a local
context in order to be adopted and useful (Levitt and Merry 2009, 457). As an advocacy issue,
they similarly identify a dilemma whereby groups that use rights frames that mesh more easily
with pre-existing approaches “are more readily accepted but represent less of a challenge to the
status quo” (Levitt and Merry 2009, 457-458). In examining the interaction between international
norms and local politics, Checkel notes that insights from both liberals and constructivists are
correct, with “norms sometimes constrain[ing]” by affecting incentive structures and “sometimes
constitut[ing]” the “identities and interests” of actors (Checkel 1997, 474, 473) in the domestic

context.

As this study examines organisations working at the local, national or regional level the focus of
comparison with respect to context is along these lines (primarily national/regional). An
emphasis on the geographic context suggests that this factor is important in two key ways. First,

the existence of a strong rights discourse in the national or regional setting allows for regular
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exposure to the language of rights, increasing the odds of adoption. Second, where rights are a
common discourse, groups may choose it because it is understood by and resonates with those

whom they hope to influence.

2.2.1.2.2 International linkages

Beyond national borders, international linkages also allow for exposure to new ideas and norms,
and provide opportunities for networking, collaboration and joint campaigns that may offer
reasons for the use of common language. Over the past twenty years there has been a dramatic
increase in the number of human rights organisations (Tsutsui and Wotipka 2004), as well as in
the scope of issues addressed using the human rights frame. Beginning with a call to mainstream
human rights in all UN programming as part of the 1997 Program for UN Reform, the UN
adopted a ‘rights-based approach to development’ which both propelled and reflected this
linguistic change, serving to erode the distinction between first and second generation rights
discussed earlier. In the HIV sector, as noted earlier, globally rights also became a prominent
discourse. As a result, even in contexts where rights may not have been a dominant discourse
locally or regionally, groups encountered rights language through networks and international

connections.

Transnational lines of transmission include interaction and exposure to other groups in the
international community who have begun using particular languages, espousing particular
ideologies or value frames, or abiding by particular practices (Hance 1973, 2-4; Magumbane
1982, 8-10). This can include transmission through “transnational linkages” (Johnston 1996, 35)
including formalised international organisations (Checkel 2007), transnational advocacy

networks, or “epistemic communities” (Haas 1992, 1-35) where ideas are exchanged via repeated
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interactions among experts or practitioners in specific fields. Non-governmental organisations
have multiple opportunities for many types of interaction and exposure to new ideas including
regional and international meetings and conferences, coalitions, international aid workers, and

interaction with donors.

The process of adopting new ideas and norms of behaviour can occur through mechanisms such
as “socialisation,” whereby repeated interaction with particular ideas results in their adoption
(Checkel 2007). This can include learning, through which “a shift along the dimensions of the
central paradigm [occurs] as new information leads decision-makers” to alter their strategic
preferences and behaviour (Johnston 1996, 33-35, see also Checkel 2005). It can also occur
through non-rational mimicry, where specific practices are observed and imitated, shaping
organisations in the process. Boli, Thomas and others describe actors as “constructed and
motivated” by particular frames, where “nature, purposes, behaviours” are “subject to
redefinition and change as the frames themselves change” (Boli and George 1999, 13). In this
context, actors “enact[..] cultural models that are lodged at the global level and linked in complex
ways to other levels of organisation, with increasing penetration of even the most peripheral
social spaces” (Boli and Thomas 1999, 5). Bob argues in his study of the role of international
norms in attempts to change the caste system in India that “rhetorical changes played a key role,
as Dalits moved from their long-standing focus on caste-based discrimination to a broader
framing within the more internationally acceptable terminology of discrimination based on
“work and descent” (Bob 2007, 167). This change in frame enabled mobilisation by linking
domestic struggles in India to the United Nations human rights system, changing interpretations
and applications of critical components of the Convention on the Elimination of All Forms of

Racial Discrimination, and linking internationally to other groups facing similar struggles (Bob
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2007). The rights frame moved a particular situation relating to South Asian and Hindu cultural
and religious practices, to an international human rights violation with parallels in places as
varied as Japan and West Africa (Bob 2007, 167-193). Exposure to international ideas, however,
does not necessarily result in their adoption and, alternatively, can reinforce or provoke locally-
grounded counter arguments or arguments of foreign imposition. The most striking example of a
rejection of an international norm in the HIV sector is the lengthy period of denialism in South
Africa where government leaders argued that anti-retroviral treatment in use elsewhere was
counterproductive and harmful (Kravstov 2009). In such situations domestic groups may want to
align themselves with local or government approaches, or to distinguish themselves from

questioned international norms and practices.

2.2.1.2.3 Organisational Niche
Organisations may also choose their frame based on the nature of the civil society sector, and
their position within it. Carpenter argues that the selection of topics for campaigns by civil
society groups is both under-examined and complex, noting that “conditions for issue adoption
are constituted by dynamics across, rather than primarily within, issue networks” (Carpenter
2007a, 643). She finds that attributes, graftability and visibility are important but insufficient
factors in explaining the uptake of issues by activist groups (Carpenter 2007a, 663). Instead, she
highlights factors relating primarily to network dynamics as pivotal. She argues that
organisations examine:

whether or not the issue fits their ideational “turf” relative to other networks;

how it will affect their existing efforts and those of their allies in adjacent issue networks;

and how much consensus can be forged with those allies on a suitable advocacy frame
(Carpenter 2007a, 663).
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Bob addresses some similar ground, noting that the coherence of ideational constructs relative to
international bodies and potential domestic and international allies can be critical in how and

why groups address particular issues (Bob 2007).

2.2.1.2.4 Donors

Donor support is integral to the survival of non-governmental organisations, in most cases
providing the bulk of their budget. Although in the African context, as in much of the
developing world, the majority of funding comes from international donors, this factor is both a
domestic and international one as it also includes government support and regional donors. All
donors support civil society for a reason, often holding an over-arching goal of changing or
contributing to the country in which these groups operate. Supporting non-governmental
organisations is understood as a project of poverty reduction or development (Collier and Dollar,
2002), democracy assistance (Carothers 1999, Sundstrom 2006, Diamond 1994), investment in
social capital (Putnam 1993), or as a way to improve human rights outcomes (SIDA 2011).
Where donors are branches of foreign governments, they usually form part of development
assistance and fit with specific foreign policy objectives. Where donors are northern NGOs,
such groups often receive much of their own funding from their own governments and have a
mandate to promote specific objectives (see Agg 2006) in what has been termed the “financial
aid chain” (Oller 2006). Simply put, donors give money with the expectation of an outcome
which they define in their own terms. They may aim to change the society through support of
non-governmental organisations or to influence the organisations themselves. Even where
changing an organisation may not be a goal, donors may hold influence on the topics on which
these groups work through funding incentives (Sundstrom 2006, 170), may influence the ways in
which they work through length of funding cycles and reporting expectations and procedures
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(Oller 2006, 35, Bornstein 2006, 54), may influence the networks groups have access to (for
example hosting fora for recipient groups) and the approaches that they use. Therefore, it is
logical to expect that over time groups receiving donor funding may become more like their

donors, adopting common terminology and advocacy language.

Rights have becoming an increasing popular frame in the donor community since the 1990s (see
Nelson and Dorsey 2008, 3, Kindornay, Ron and Carpenter 2012, 472) with a multiple of donors
espousing a “rights-based approach to development” (Kindornay, Ron and Carpenter 2012).
Reflecting on this reality, Kindornay, Ron and Carpenter put forward the hypothesis, that
“[r]ights-based donors seek like-minded NGOs, meaning that NGOs that do not transition to the
rights-based paradigm will face funding cuts” while those who do will receive more funding, and
those emerging into the sector will “seek rights-based funds” (Kindornay, Ron and Carpenter
2012, 488). Examining funding of two rights-based movements in Russia, Sundstrom notes that
while donors have “without a doubt ... dramatically shaped the kinds of activities” (Sundstrom
2006, 170) that NGOs engage in through their funding, donors’ ability to wield influence is
constrained by local factors which include whether political structures are supportive as well as
the extent to which donor messaging meshes with local values (Sundstrom 2006, xv). She notes
that while “foreign donors have influenced the capabilities, activities, and language of Russian
NGO activists,” this influence is variable “depending on the local political environment that
NGOs encounter, and across issue areas, depending on how compatible transnationally promoted
principles and norms are with widely accepted Russian norms” (Sundstrom 2006,169).
Examining aid in a broader context, Carothers finds that funding can “do little to change the

fundamental social, economic, and political structures and conditions that shape political life in
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other countries” (Carothers 1999, 351) and that such investment must be understood as a “long —

term, uncertain venture” (Carothers 199, 351).

Additionally, several structural features stand to mediate the power of donors. First, there has
been a trend towards project-based rather than operational funding (Birdsall and Kelly 2007,
Kelly and Birdsall 2010). This means that recipient groups tend to have numerous funders, often
with differing areas of focus, which may serve to dilute the influence of any one particular donor
over organisational frame. Second, recipient groups with strong clear mandates may be selective
and set their own limits when choosing when to work with particular donors (Bornstein 2006,
57). Finally, groups may also engage in a shallow way with donor expectations. The “acquisition
of transnationalised language does not always lead to actual use of the techniques or belief in the
methods” (Sundstrom 2006, 171). Organisations may exaggerate claims (Bornstein 2006, 54-56)
in order to retain funding, or use one frame when interacting directly with donors and another

with communities (see Sundstrom 2006, 171).

2.2.1.3 Impact

Finally, there is the proposition emerging from the literature that civil society organisations
choosing rights as a dominant frame do so because they believe that rights result in some form of
impact. This impact can occur at a number of different levels. Here I examine two different

forms of impact: public mobilisation and government responsiveness.

2.2.1.3.1 Public Mobilisation
As a mobilisation tool, rights are an attractive concept and linguistic device for a number of

reasons. Because of their universal applicability, they call upon ideas of unity and solidarity and,
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as such, are useful as an inspiring, enraging, empowering and unifying rallying call. Levitt and
Merry argue that rights when viewed as a mobilising tool is “fundamentally different” than
viewing rights as law (Levitt and Merry 2009, 460), noting that for activists a benefit of the term
is that “the meaning of human rights is fluid and open to grass roots activism” where it can have
legal, non-legal, international and local meanings and activists can “seize these ideas and wrestle
with them ... mak[ing] them something new” (Levitt and Merry 2009, 459). Because of how
integral process is to the use of rights, the process of adopting rights may also require a level of
collaboration and mobilisation. Yamin posits that process is an integral part of accountability,
noting, for example, that this “requires fostering coalitions to mobilise consciousness and

effective social action, in conjunction with or independent of legal strategies” (Yamin 2008, 13).

2.2.1.3.2 Government Responsiveness
Finally, civil society organisations may choose to use rights in advocacy because of the link
between rights and accountability at the level of government. Yamin contrasts this with other
approaches, particularly those based in charity, noting:
Compassion is undoubtedly a great virtue. But it is also notoriously unstable and,
historically, reliance on it has ill-served the interests of the oppressed. ... [U]nfortunately,
failures of beneficence and “compassion fatigue” do not trigger accountability; human
rights violations do (Yamin 2008, 1).
Yet there remains disagreement about what accountability means and, even where definitional
agreement exists, “it is not always clear how ... ‘accountability’ might be ensured in practice,”
particularly with reference to second generation rights and differential standards based on ability
(Yamin 2008, 1). While Yamin suggests that human rights strategies are not limited to litigation,

her focus is overwhelmingly legal. She discusses the interaction, stating that “[f]Jor good — and

for ill- our current notion of rights ... is, to a large extent, the product of courts’ actions and the
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rise of constitutionalism as a principal form of social transformation in the second half of the
20th century” (Yamin 2008, 5). She notes that from the early 1990s onwards “courts throughout
the world have increasingly enforced access to health goods and services” but that this

significant change has received little attention from the field of public health (Yamin 2008, 6).

Unlike other frames, including those based in development, charity or religious conviction,
human rights approaches do often provide for at least a theoretical, and sometimes a very
practical connection to legal recourse (see for example: Gloppen 2008). In some cases the
victory may be purely symbolic, but in others it has practical tangible consequences. Simmons
chronicles changes in Japanese laws around gender as a result of the ratification of the CEDAW
treaty, for example (Simmons 2009) and Yamin cites Costa Rican reports that an 80% drop in
HIV-related deaths was linked to a decision of the country’s constitutional court on anti-
retroviral drug provision (Yamin 2008, 6). Forman argues that accountability, through judicial
remedies, is a key operational facet of the human rights frame with reference to trade rules and
the pricing of HIV-related drugs (Forman 2008, 45-46). She states that, “rights-based advocacy,
litigation, and discourse have significantly shifted government policies, corporate pricing, and
even trade rules related to AIDS medicines” (Forman 2008, 37). Forman uses campaigns for
HIV-related drugs as an “iconic rights experience” making parallels to the American civil rights
movement, arguing that these forerunners may both foreshadow and pave the way for rights-

based campaigns and litigation on drug access more generally (Forman 2008, 43).

While rights advocates emphasise the value that the approach puts on process and accountability,
many of the same individuals comment with concern that there is often significant difficulty in

operationalising rights claims (Gruskin and Daniels 2008, 1577; Yamin 2008). This is
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particularly the case with respect to the less clearly justiciable economic, social and cultural
rights as discussed earlier due to weaker language of obligation and weaker structures of

enforcement.

The quest for enforceable rights claims with respect to health is not helped by the argument that,
with its lauded emphasis on process, a human rights approach may be less clearly goal-oriented.
A human rights approach sets out a process but does not determine a preordained result.
It requires analysing which rights and which populations would be positively or
negatively affected by each intervention. Specific attention must be paid to who would
benefit most, and in what ways, from each intervention, and who would be left out
(Gruskin and Daniels 2008, 1575).
This lack of focus on outputs, is tied to the most challenging critique of all: that a human rights
approach is unadvisable because it simply does not work. Hafner-Burton and Ron maintain that
while the human rights movement has been effective at “persuading ... global elites,” its impact
on the actual enjoyment of human rights is at best unclear, pointing to a disconnect between
“gloomy” findings of quantitative researchers and more optimistic ones by those undertaking a
qualitative approach (Hafner-Burton and Ron 2009, 388), a point contested by Risse, Ropp and
Sikkink (Risse, Ropp and Sikkink 2013). Hafner-Burton and Ron argue that, while not entirely
without value, the “human rights discourse may be thriving, at least in part, for reasons unrelated
to impact” (Hafner-Burton and Ron 2009, 360). Examinations of the effect of formal, legalised
human rights approaches in the form of the ratification of international human rights treaties
have similarly come up with findings ranging from optimistic to inconsistent, inconsequential,
and outright discouraging. Simmons’ positive correlation between treaty ratification and respect

for human rights (Simmons 2009) stands in marked contrast to Hathaway’s 2002 determination

that “not a single treaty” showed consistent association between ratification and improved human
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rights standards (and several where ratification appears to be correlated with deterioration)

(Hathaway 2002, 1940). In the health sector Hathway’s findings have been confirmed in part by

a 2009 study examining health outcomes and relevant human rights treaty ratification which

found “no significant association” between the two (Palmer et al. 2009, 1987). Not all

researchers

2.2.1.4 Hypotheses from the Literature

The literature discussed above suggests a number of possible explanatory hypotheses:

Y

2)

3)

4)

5)

6)

7)

Organisations that choose rights as a primary frame do so because personnel (particularly
leaders) hold a strong personal belief in human rights.

Organisations choosing rights as a dominant frame do so because they exist in
environments where rights discourse is prominent domestically, and adopt it through a
process of socialisation. Employing rights enables them to speak a common local
language of advocacy that is readily understood.

Organisations choosing rights as a dominant frame do so because they are closely and
regularly linked to international groups that employ rights, and through repeated
interaction adopt rights language through a process of socialisation. Employing rights
enables them to speak a common language with their international allies.

Organisations that choose rights as a primary frame do so because it allows them a
unique niche relative to other organisations.

Organisations who choose rights as a dominant frame do so because they have persuasive
donors who prefer, promote and encourage this frame by providing funding for activities
that are congruent with it. Groups choose this frame in order to secure and maintain
funding.

Organisations using rights as a dominant frame do so because they believe that the
approach will be successful in mobilising supporters and they anticipate that such

mobilisation will effect policy change.

Organisations choosing rights as a dominant frame do so because they anticipate
government will respond to rights-based claims.
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2.2.2 Emerging Explanations

As noted earlier, this theory-building project is an iterative process. I began the project with a
perception that rights-choosing was primarily influenced by factors outside of the organisation
(context and connections) and perceptions of impact. I expected to see impact in the area of
public mobilisation and policy change as particularly important motivators for the use of rights in
advocacy. As I delved further into the research, it became clear that, in addition to the theories
from the literature which I continued to explore, additional possible explanations emerged
inductively during field research that I subsequently examined for plausibility and weighed
against the evidence. These emerging factors included perceptions of the scope of rights, the role
of leadership and organisational structure, and the expectation of individual-level impact. With
respect to impact, my initial speculation that some form of individual behaviour change (perhaps
resulting in lowered risk behaviours and lower rates of infection) might motivate rights-choosing
became a broader concept of individual-level empowerment as a foreseen outcome and impetus

for rights in advocacy.

While conducting research it became apparent that there was significant variation in how rights
were understood and, particularly in whether rights were conceived of as a broad inclusive frame
or as a specific topic or legal concept. I hypothesised that organisations staffed by personnel
viewing rights as a flexible mega frame are more likely to use rights as a dominant advocacy

frame. Such groups see many topics as falling within the rights frame.

Other factors within organisations that may influence their adoption and retention of the rights
frame include their initial mandate, leadership and their organisational structure. Frame choice

may also be affected by organisational history, particularly the group’s founding mandate. Initial
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mandates may place organisations on a trajectory of path dependence where the initial decision
becomes reinforced over time by habitual practice, hiring decisions, organisational niche and
organisational networks. Bureaucratic and structural characteristics within organisations can
influence the selection of new areas of work. Centralised organisational structures allow for
more regular interaction with leadership, and for greater consistency in messaging and practice.
Where this is centred around a rights oriented leader, this may increase the likelihood of using

the rights frame relative to more decentralised structures.

Finally, with respect to language, field research suggested that the targeted impact of advocacy
might be at the individual level. Language holds power, and the language of rights in particular
may be chosen because it is understood as holding the ability to affect those who engage with it.
Engagement with human rights could change how individuals behave, including how they might
access health care services. The rights frame may enable target groups to seek healthcare from a

position of entitlement and strength.

Reflecting back on the literature, there is a small body of work related to the three areas
addressed above. The perspective of rights as a broad, inclusive frame is in line with Levitt and
Merry’s contention that rights hold “fluid[ity] and open[ness]” (Levitt and Merry 2009, 457-459)
that allow it to be applied to most or all of the topics on which the organisation conducts
advocacy. Wong has highlighted the importance of organisational structure, particularly the
balance between centralisation and decentralisation (Wong 2012, 57). She notes that substance
and structure are intimately linked, arguing “the issues that are selected and framed are mediated
through organisational structure” (Wong 2012, 62). Examining the internal dynamics of frame

emergence, McAdam, McCarthy and Zald note that within contexts of strong organisation these
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processes “are held to be more likely and of far greater consequence” (McAdam, McCarthy and
Zald 1995, 9) indicating that bureaucratic and organisational structure intersect with the decision

and consequences of framing in a number of complex ways.

Barnett and Finnemore highlight bureaucracy in their work on international organisations,

arguing that this emphasis, including an understanding of an organisation’s “internal logic” and

“behavioural proclivities” (Barnett and Finnemore 2004, 3) provide a useful explanatory window

into how an organisation changes. Barnett and Finnemore suggest that an organisation’s initial

mandate may not result in path dependence. They state:
Organisations that start out with one mission routinely acquire others. Organisations
adapt to changing circumstances in unanticipated ways and adopt new routines and
functions....IOs evidence all these familiar traits. They exhibit mission creep. They
wander far from their original mandate and into new terrains and territories. They
develop new rules and routine in response to new problems that they identify (Barnett
and Finnemore 2004, 3).

This analysis raises additional questions for exploration in future research. Do some types of

mission experience more creep than others? Do rights function in the same or different ways than

other advocacy frames when it comes to organisational change?

Finally, while frame choice is usually explained with reference to organisational or contextual
fit, Yamin in her work on rights has explored the idea of “subversive potential” (Yamin 2008,
13). Yamin argues that rights have the ability to greatly influence not only violators, but also
those affected by these violations (Yamin 2008, 13). She states, “the accountability that human
rights brings to bear converts passive recipients of health goods and services into active claims-
holders, and challenges systems in which people are beholden to those wielding power over them

with all too much discretion” (Yamin 2008, 13). In contrast with development approaches,
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human rights approaches place “emphasis on changing relationships of power” as opposed to
being solely concerned with material outcomes (Yamin 2008, 12). As a result, processes are
significantly more important in rights approaches — with evidence of meaningful, empowering
participation from impacted communities considered critical components of accountability

(Yamin 2008, 12).

These emerging explanations and related literature suggest some additional hypotheses:

1) Organisations that choose rights as a primary frame do so because personnel (particularly
leaders) have an expansive understanding of human rights as a mega-frame that includes
most or all of the topics on which the organisation conducts advocacy.

2) Organisations that choose rights as a primary frame do so because they have a centralised
structure (secretariat — based) which allows for regular interaction with rights-oriented
leadership and the development of a rights-based organisational culture.

3) Organisations that choose rights as a primary frame do so because they were established
with a rights oriented mandate establishing a trajectory of path dependence.

4) Organisations using rights as a dominant frame do so because they believe that rights
have a distinct and empowering impact on the target groups with whom they interact,

enabling them to better claim health care services and transforming the nature of their
relationship with the state from one of a passive recipient to one of an active citizen.

2.2.3 Structure of Analysis

As is evident from the discussion above, as a theory building project this research involves
generating far more hypotheses than is usual in theory testing, with a goal of exploring and
assessing the universe of possibilities in order to construct a theory with explanatory power. The
hypotheses put forward are also relatively simple single-step propositions that were expected to

serve as argumentative building blocks in the construction of a more complex explanation.

The hypotheses identified both deductively and inductively were grouped into three categories

(intra-organisational, extra-organisational and impact), and provide the structure for the
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comparison carried out in the empirical chapters. In one instance, two hypotheses were merged

into one (belief and scope of rights) as they appeared to be closely connected.

Table 1: Hypotheses

Intra-Organisational

Extra-Organisational

Impact

Organisations that choose rights as a
primary frame do so because personnel
(particularly leaders) hold a strong
personal belief in human rights and have
an expansive understanding of human
rights as a mega-frame that includes
most or all of the topics on which the
organisation conducts advocacy.

Organisations that choose rights as a
primary frame do so because they have a
centralised structure (secretariat — based)
which allows for regular interaction with
rights-oriented leadership and the
development of a rights-based
organisational culture.

Organisations choosing rights as a
dominant frame do so because they exist
in environments where rights discourse
is prominent domestically, and adopt it
through a process of socialisation.
Employing rights enables them to speak
a common local language of advocacy
that is readily understood.

Organisations choosing rights as a
dominant frame do so because they are
closely and regularly linked to
international groups that employ rights,
and through repeated interaction adopt
rights language through a process of
socialisation. Employing rights enables
them to speak a common language with
their international allies.

Organisations using rights as a dominant
frame do so because they believe that
rights have a distinct and empowering
impact on the target groups with whom
they interact, enabling them to better
claim health care services and
transforming the nature of their
relationship with the state from one of a
passive recipient to one of an active
citizen.

Organisations using rights as a dominant
frame do so because they believe that the
approach will be successful in
mobilising supporters and they anticipate
that such mobilisation will effect policy
change.

Table 1: Hypotheses (continued)

Intra-Organisational

Extra-Organisational

Impact

Organisations that choose rights as a
primary frame do so because they were
established with a rights oriented
mandate establishing a trajectory of path
dependence.

Organisations that choose rights as a
primary frame do so because it allows
them a unique niche relative to other
organisations.

Organisations who choose rights as a
dominant frame do so because they have
persuasive donors who prefer, promote
and encourage this frame by providing
funding for activities that are congruent
with it. Groups choose this frame in
order to secure and maintain funding.

Organisations choosing rights as a
dominant frame do so because they
anticipate government will respond to
rights-based claims.

It is important to emphasise that this project attempts to answer a single positive question (why

do groups choose rights) rather than a double-barrelled question examining both positive and

negative outcomes (why do groups choose or not choose rights). This distinction is important

because the act of not choosing rights is not a simple mirror image of choosing rights. In fact, not
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choosing rights involves three questions: 1) why do groups choose not to use rights?, 2) what
frame(s) do groups that do not choose rights use instead?, 3) why do they choose the frame(s)
they do? This research is focused on explaining the positive choice (why do groups choose
rights?) and is structured to theorise an explanation for this positive question. In doing so, it does
explore elements of non-rights choosing but does so with the objective of contributing to and
strengthening an explanation of rights-choosing, rather than with the goal of developing an

explanation of non-rights choosing in parallel.

As I conducted research it became clear that some hypotheses were far more central than others
in explaining the puzzle of rights choosing in the HIV sector. To preview the argument briefly,
among intra-organisational factors, belief in the rights frame, leadership and organisational
structure proved particularly important. Organisations that choose rights as a dominant frame
tend to have strong leaders with a firm belief in rights who are able to develop a rights-based
organisational culture. Their ability to do so is mediated by organisational structure and the
domestic prominence of rights discourse in advocacy. Where rights are not a common national
discourse, a centralised organisational structure facilitates the development of a rights oriented
organisational culture by allowing for frequent interaction between personnel and leadership.
This set up allows such groups to serve as incubators of rights-based advocacy even where they
have little outside support for or reinforcement of this frame. In contrast, in settings where rights
is a common local language of advocacy, more dispersed membership-based structures can and
do support rights-based HIV organisations. The expected impact of rights also emerged as a
critical motivator for the use of rights as an advocacy frame, with a strong emphasis on
individual-level influence. Groups using rights as a primary frame predominantly explained this

choice due to the anticipated impact of the frame on individual behaviour. Such organisations
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expected the rights frame to change individual behaviour, empowering people to claim health
services from a position of strength. This empowering impact was cited as the primary rationale
for the use of the rights frame and its main distinguishing feature in comparison with other
possible frames. Other factors examined including donor frame preference, and expectations of
government response or public mobilisation, while not unimportant, did not appear to be primary

motivators for the choice to employ the rights frame.

The following chapter lays out a research design to examine these hypotheses, using them as
tools to contribute to the further construction of theory. The empirical chapters mirror the
structure outlined here, conducting a systematic comparison of intra-organisational factors, extra-

organisational factors, and perceptions of impact.
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Chapter 3: Methodology

Research Question: Why do civil society organisations conducting advocacy on HIV in
Sub-Saharan Africa choose to express their claims in the language of human rights?

Investigating the use and non-use of human rights language within HIV advocacy organisations
in sub-Saharan Africa is, as noted earlier, a project of theory building. It is attempting to break
new ground and to piece together explanatory themes within these groups which could
subsequently be tested across a larger number of cases, among new health issues, or in different
geographic contexts. The question of why, how, and to what end groups choose to employ
human rights language in their HIV advocacy is also inherently a qualitative one. It is an
investigation of opinions, intentions and beliefs about language, rights and impact. As such, a
qualitative and interview-heavy method is a logical approach in order to uncover the way in

which respondents understand their advocacy options and the meaning of these choices.

This chapter aims to situate the selected methodological techniques with reference to the
methods literature, to justify the selected methods, and to explain how these methods were
applied in practice. The chapter unfolds in four parts. First, I conduct a targeted review of
relevant methodological literature. Second, I describe the process of case selection. Third, I
outline the process of data collection and analysis. Finally, I indicate limitations, scope

conditions and generalisability.

3.1 Methodological Literature

Like theory testing, theory building strives to be systematic, however, unlike the narrow focus of
testing, theory building also requires a methodological structure that is open enough to allow for
the discovery of new ideas and unexpected explanations. While theory testing is structured
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around a known hypothesis, theory building involves an attempt to construct a theory from both
known and unknown parts. In this instance this involves a combination of deductive and
inductive techniques. As outlined in Chapter 2, this project involved the identification of
hypotheses from related literature and field experience. It also entailed the generation of

hypotheses through the process of field research employing some techniques of grounded theory.

Deductive and inductive reasoning address the same key steps and concepts but with opposing
points of departure. Deductive reasoning begins with theory, and subsequently seeks to examine
how and whether that theory is reflected in data. Brady and Collier define the process of
deductive analysis as “the use of theories and hypotheses to make empirical predictions” (Brady
and Collier 2004, 284). As such, the deductive process is often described as theory testing, with
the goal of proving or disproving a theory or narrowing, enlarging or modifying its scope. The
deductive process usually takes place in a particular sequence, following the research question
with a hypothesised answer (theory) which is drawn from the literature and then tested against
data (see King, Keohane and Verba 1994, 12-28). From this perspective, familiarity with
literature at the outset is critical and allows for the identification of a research question and
theory. Deductive theory is often associated with a positivist perspective seeking to identify laws
with broad generalisability. Its value is measured through an “outside test” (Roth and Mehta

2002, 134) that is, the extent to which it is replicable, testable, and falsifiable.

In contrast with deductive reasoning, inductive reasoning takes data as its starting point.
Inductive analysis is “[a] method that employs data about specific cases to reach more general
conclusions” (Brady and Collier 2004, 291). Inductive logic uses observation to build a theory

recognising human’s abilities at “seeing and recognising or matching patterns” (Arthur 1994,
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406). Inductive reasoning is often associated with a more interpretivist perspective, where
specificity may be favoured over generalisability and meaning or conceptualisation valued over

scientific laws (Roth and Mehta 2002, 134).

Grounded theory is one form of research that relies heavily on inductive reasoning. A method of
“discover[ing] theory from data systematically obtained from social research” (Glaser and
Strauss 1967, 2) grounded theory is a response to what Glaser and Strauss considered a
“slight[ing]” of theory development in comparison with theory verification (Glaser and Strauss
1967, 10). This data-driven and derived method is premised on specific, detailed and deep
knowledge of cases and aims for fit, relevance, workability and modifiability (Glaser and Strauss
1967). Unlike this project which employs a mix of deductive and inductive methods, some forms
of grounded theory seek to avoid exposure to literature prior to research in order to begin
research with a clean slate and open mind (see Glaser 1992). Grounded theory is non-linear,
taking place as an “iterative process [...] moving back and forth between empirical data and
emerging analysis mak[ing] the collected data progressively more focused and the analysis

successfully more theoretical” (Charmaz 2006, 8).

Grounded theory’s strengths include strong attention to context and the specificity of cases,
through techniques such as observation, field notes, interviews and “thick description” (Geertz
1973). Data is observed and gathered, and then sorted and grouped through processes of coding,
conceptualisation, categorisation and finally the development of theory (Glaser 1992). This
bottom-up method lends itself to rich data that can “help to forestall the opportunistic use of
theories that have dubious fit and working capacity” (Glaser and Strauss 1967, 4). However,

because of the subjectivity of these methods, it has also been critiqued as “less like discovery and
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more akin to invention” (Thomas and James 2006, 767). In contrast with deductive methods,
grounded theory and related techniques are validated through an “inside test” involving the
collection of additional detail and data from inside the case rather than through additional cases

or broader generalisability (Roth and Mehta, 2002, 134).

Theory development takes place through a variety of methods, including “deductive methods
[that can] usefully develop entirely new theories or fill the gaps in existing theories,” “case
studies [that] can test deductive theories and suggest new variables that need to be incorporated”
(George and Bennett 2005, 111) and the use of thick and detailed description in an “interpretive

. search of meaning” (Geertz 1973, 5). The earliest stage of theory development - the
identification of a research question - is the most critical, but is also “less formalised” (King,
Keohane and Verba 1994, 14) than other stages of the process and often the least transparent.
The impetus for research in a particular area or from a particular standpoint may have “personal
and idiosyncratic origin” (King, Keohane and Verba, 1994, 14) but this origin is often “cloaked
by the ‘rhetoric of impersonality’ that obscures the people who actually do the research” (Snyder
2007, 1)."° The origin of ideas can be unpredictable and mysterious. As Popper notes, “there is
no such thing as a logical method of having new ideas, or a logical reconstruction of this

process” arguing that “[d]iscovery” inherently “contains an ‘irrational element’” (Popper 2002,

8).

In this instance, the research question has clear roots in personal experience. I came to this

project with an academic background in human rights, but also having worked with rights-

' Snyder borrows the term “rhetoric of impersonality” from Berger (1990, xix).
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oriented civil society organisations. I spent two years as a Human Rights Researcher with the
Botswana Network on Ethics, Law and HIV/AIDS, an experience which sparked my interest in
the use of rights in HIV advocacy and also provided me with background in the topic. From a
methods perspective, this early exposure to the subject and context could be considered an
informal inductive process where I arrived with little background and few expectations and
gradually based on experience and observation developed a preliminary explanatory narrative.
This background allowed me to begin my formal examination of this topic with hypotheses
derived from personal experience and from the literature, introducing a deductive element. As
noted in Chapter 2, hypothesis development then became an iterative process, with additional
reflection, refinement, addition and deletion of hypotheses and components of hypotheses
throughout the research process. Consequently, this project is a case of a hybrid of inductive and
deductive methods. It does not employ pure grounded theory, but does clearly draw on inductive
data-driven techniques such as naturalistic observation and semi-structured interviews.
Deductive theory-driven elements including systematically seeking information to confirm or
refute hypot