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I. Executive Summary “

Oppositional rhetoric, frames of reference, andtipslhave long characterized religion and
HIV/AIDS at the policy and programmatic levels (Typ2009:248). However, a substantive
literature has emerged in recent years that desceahd theorizes the complexity of religious
responses to the epidemic, especially with redpegfrica. In addition, an increasing number of
studies has shown the potential effectiveness wfdabased care to help mitigate the impact of the
epidemic in multiple ways. In light of these twaearch streams, the objectives of the current
study were two-fold. First, it sought to investigale impact of a church run home-based care
organization on the perceived wellbeing of its Hidsitive clients (PLWH) in Swaziland, site of
the world’s highest HIV prevalence and where Claisty is a salient feature of social life.
Second, in examining the significance of caregivaffdiation to the Christian organization’s
HIV/AIDS care practices, it seeks to explain sorhthe mechanisms of that impact.
Conceptually, the project was designed to explorghat ways ‘home’ and ‘churchinay be vital
public health settings outside of, but integrala@ontinuum of care that advances national and
international HIV/AIDS and other public health otfjees.

In many parts of the world, ‘home’ is ground zefdébeing’ HIV positive. Home is where
stigma and/or support are manifest and where hegliibed decisions often are rendered. As a
result, any ‘intervention’ inside such a spacethaspotential to be transformative of the
individual who is afflicted and his or her kin. Gbh congregations, conceptualized in this report
as social collectivities led by religious leadelsovoften carry substantial moral and other forms of
authority, are, like ‘home,’ potent places in whiochexperience an HIV positive status. Yet, “very
little empirical evidence exists on how religionearsects with other processes to impact on the
dynamics of HIV/AID behavior (Toefy 2009:237). Nigrthere much research on the intersection
of religion and home-based HIV/AIDS care, desgitlbngstanding involvement of faith-based
entities in providing HIV/AIDS care (Agadjaniat al 2007). Thus, home and church intersected
in this study in the form of church run home-baksd/AIDS care. The ‘lived intersection’ was
the client-caregiver relationship.

Given the dearth of research on these dimensioR\GRAIDS, inductive qualitative inquiry
(Schatz 2003; Thorne 2000) provided the primaryhogdlogical approach in this study, since “an
inductive research design favours emergent resgaocesses, and is based on the premise that
the patterns and themes that emerge from thetliterand interviews will form the basis for
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further knowledge-building” (Clarkt al 2010:11). The study’s key concept, ‘PLWH experen
of church run home-based care,’ was operationalizéerms of the following variables: PLWH
critical needs, social networks for meeting thoseds, perceptions of caregiver practices,
HIV/AIDS communication with caregivers, family ré¢ams to the caregiver, personal religiosity,
and assessment of the significance of being a @hrito HIV/AIDS caregiving. A semi-
structured, face-to-face questionnaire was condusgtth 79 individuals in 11 communities served
by the case organizatidim Shiselweni, Swaziland. Purposive sampling detevere that
participants be a current client of the case omgditin and have been diagnosed with HIV.
Structured responses provided the descriptivestittithat helped sketch the basic outline of
participants’ experiences of church run home-basee. Constant comparative analysis of open-
ended responses generated the deeper thematioragahat helped to discern key patterns in
participant experiences.

Overall, findings suggested that caregivers’ impeas often life-saving and life-preserving
in ways that have been little examined in the dagigentific and public health literature. A major
finding was thatin estimate®3% of participants indicated that they would havedied, a few
from suicide, if the care supporters had never commto their lives. Were caregiver services to
be discontinued, about a quarter of participaritdHey had acquired sufficient self-care skills to
continue on their own, but a majority reported ihatould be “painful” to no longer have the
organization’s caregivers in their lives. For soiejas felt that discontinuance would pose a
serious challenge to their survival. Three categooff life-saving and life-preserving interventions
emerged from the analysis to help explain thisaaiitsignificance. Caregivers rendered the
scripted HIV/AIDS information of mass campaignstbattionable and personally relevant; they
provided essential material and custodial assistaad caregivers offered ongoing educational
and psychosocial support in various religious amatreligious forms that supported antiretroviral
treatment (ART) adherence. Importantly, 92% ofipgrants felt their health had improved
(‘better health’) as a result of caregiver invoharhin their lives.

Heeding the HEARD call for investigation of facttinst may impede ART uptake and
adherence, participant reports of the social presdiey faced to desist from their antiretroviral
regimen highlighted the importance of community leelnased caregivers to reduce barriers to
uptake and embolden individuals’ decisions to aglhetheir prescribed ARV regimeridearly
30% sought HIV testing and initiated ART after the caregiver intervention.Caregivers were
involved in the HIV disclosure decisions of approgiely 25% of participants. Caregivers’ roles
in assisting participants to adhere to antiretagi{ARVS) regimens were absolutely vital. ART
support was an arguably radical activity, given2fiés who reported that they had been
discouraged from taking ARV's by family members threos in their community.

Participants were often resolute in their convittibat a caregiver would ideally be a
Christian. This preference was less for ideologieakons than because a Christian caregiver was
constructed as someone who gives credible healthsed, protects confidentiality, and has the
“heart” to endure the ongoing tribulations PLWHdaboreover, because of the moral authority
that (good) Christians are endowed with, careghemspassionate treatment of participants
helped, in some cases, to transform family relationreducing stigma and encouraging a new
mode of HIV positive personhood. Among some, awankesense of legitimate personhood
facilitated ART adherence. The caregiver relatigms¥as, in effect, the intervention, one in which
all range of difficulties could be discussed, andgibly resolved, in real-time. This real-time
aspect of home-based care contrasted with epigodiequally vital) clinic visits that were
inadequate to the chronically acute stresses ¢itjpemts’ daily lives.

This client-caregiver relationship can be saidagehbeen successful in part because it
leveraged both tangible and intangible religiousltheassets (RHA) in ways that maximized

% The Shiselweni Reformed Church Home-based Carngpgeoa registered non-profit organization in Soéftica and
Swaziland.
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social, material, and clinical resources. TangRiA included the “material support and health
provision” caregivers offered, and intangible RHIAe “spiritual encouragement, knowledge
giving and moral formation” (African Religious H#alAssets Programme [ARHAP] 2006:3).
RHA seemed to be not only productive but indispblesto the lives of participants. In an
epidemiological setting of extremely high HIV anB Pprevalence, gender violence, and poverty,
religious dictates that, to an outsider, may apfarservative’ and therefore antithetical to
HIV/AIDS programming, became, in a sense, ‘proguesssince care supporters were often
viewed as fonts of material and psychosocial suppt¥/AIDS knowledge, and anti-HIV stigma
action.

While the categories ‘biomedical’ and ‘socio-redigs’ functioned in this study as productive
analytic constructs, participant reports of beiny idositive and of receiving church run home-
based care demonstrated the warp and weft of fauitifuences on wellbeing and survival.
Rather than the result of one intervention, ‘bdtialth’ emerged as an ongoing enterprise; an
enterprise at the heart of which was the dynamarpolation of clinical medicine with locale-
specific phenomena, including religion, kinshipnder relations, and economics, all of which
caregivers reportedly navigated to help enhandicgmmnts’ wellbeing. As a result, study findings
suggested potentially innovative modes of HIV preian, treatment, and stigma reduction that
have been little explored, most notably the distrecand substantive roles that Christianity often
appeared to play in the care relationship, thusctifig HIV health-seeking practices, household
and family relations, and a positive HIV positivergonhood, where before discrimination and
despair may have prevailed.

Findings suggested three interrelated domainsutoré research and programming.

At the individual client and caregiver level:

@ In order to maximize human and material resouraesthere core self-efficacy skills
that clients (PLWH) need and that that caregivergdhelp to cultivate, beyond
which the clients could manage their HIV statusheitt the caregiver?

@ How are individuals who become caregivers, by ahoicnecessity, to be supported
and/or compensated?

At the family/household level:

@ To what extent do the information and compassidareled by caregivers have a
ripple effect on families and households? For exapgaregivers in this study helped
some participants to disclose their HIV statusagde able to influence the HIV
testing decisions of at least three clients’ hudbaim addition:

0 Does caregiver involvement in clients’ lives soilclients’ children into
health-enabling HIV practices as well as encougaagitive attitudes
towards PLWH, for example, vis-a-vis HIV positiviildren at school?

@ To what extent are men currently involved in thar&ceconomy” and what home-
based care roles might they play?

At the community/national level:

@ In what ways might new religious-based organizatitas opposed to ‘legacy’
missionary health systems), such as the one padfiléhis report, be linked to
Swaziland's national plans to decentralize andgiratee health services?

@ Are there productive linkages to be forged withitifermal health sector (indigenous
healers, pharmacists (often Chinese), chemistbalists, prayer healers), as well?
Doing so could help to dispel the confusion andmfismation that fuels HIV
denialism and discourages ARV adherence.

Church run home-based HIV/AIDS care in Swaziland



The report concludes that the organization’s capparters are innovatively advancing
Swazi government and donor aims of improving PLWeléxpectancy and quality of life, thus
also addressing the challenges of the country'alatieg orphan and vulnerable children (OVC)
rate. At the same time, like so many grassrootti&ntespecially those that are volunteer based,
the organization faces material and human resairakenges. One challenge is the attrition of
some care supporters to better resourced foreiginéernational organizations that provide
monetary compensation for caregiver work and aebegf symbolic capital, or status, that
volunteer work does not always carry.

In the short term, two “low hanging fruit” that ti&#1BC might reach for include
strengthening linkages with nearby clinics and theegnters. Formalized resource sharing and
knowledge exchange between nurses (or other apat®ealth personnel) and care supporters
might serve to alert nurses to the real-time chghs patients face, whereas nurses could apprise
caregivers of changes, for example, in HIV testimethods or treatment protocols. Linkages with
national HIV/AIDS support organizations, such as 8waziland National Network for PLWHA
(SWANNEPHA) and Swaziland for Positive Living (SWAR), could also prove beneficial, as
these would allow for cross-fertilization of supporechanisms for individuals of diverse
religious and non-religious identification.

Church run home-based HIV/AIDS care in Swaziland



Il. Introduction

A. Swaziland: An ‘exceptional’ situation in need ofexceptional’ initiatives

Facing financial collapse, closure of its natiosetool system, and a shrinking inventory of
vital medications, including antiretroviral therapifor HIV/AIDS, on August 3, 2011 the
Kingdom of Swaziland [Appendix A] made plans toaiee an emergency loan of $368 million
from the South African government (Agence Frances®2011). However, as of early
September, no payments had been made (Reuters Zkigntly, economic poverty, poor
governance, and inadequate health infrastructueatdn to undermine the very foundations of
Swazi society: the family, the monarchy, and thionaWith a daily mortality rate that exceeds
threshold indicators used to categorize disasBwaziland represents what experts have called a
new form of emergency and humanitarian crisis (‘@#ideet al. 2007). HIV/AIDS is a key
factor in this crisis equation, and as such, ctnst an ‘exceptional disease’ (Piot 2005;
Montaner 2006). This exceptionalism is attributatmdé only to Swaziland’s high HIV infection
rates, but to the epidemic’s multisectoral driveemd impact, starkly unequal distribution, and
attendant loss of human life and capital (Smaitll. 2010). This is the ‘long wave’ impact of
HIV/AIDS that policies and programs must now addres

Of an estimated total population of 1,018,449 ira@and (UNAIDS 2010), approximately
20% (202,948) are projected to be HIV positive iy year 2012 (Tsekt al. 2007). The
epidemiology of the epidemic reflects the faulebrof economic inequality, where a majority
(69%) of the population endeavors to survive belesvnational poverty line, and gender
inequalities that likely exacerbate women'’s vultdites (Whitesideet al. 2006). Between the
ages of 15-19, HIV prevalence is considerably highéemales (31%) than in males (20%), and
women’s infection rates peak a decade earlier tham's, between ages 25-29 (49%) and ages
35-39 (45%), respectively (Central Statistical @#fR2008). Other alarming statistics, including
the 41% of children categorized as orphaned oreralie and a precipitous decline in life
expectancy since the 1990s to 47 years, in 2009(MAralth Organization [WHO] 2011), have
been circulated so widely in ‘health and developtmegtworks, and even some mainstream
publications, that the tragedy of HIV/AIDS has beeonearly synonymous with Swaziland itself.

In response to this worsening scenario, the Swazmgment introduced a National Strategic
Framework (NSF) in 2009 to reduce HIV incidenc@mote safer sex, improve PLWH quality of
life, and assist households to cope with the impétite epidemic (UNAIDS 2010:3). That same
year, Swaziland secured a Partnership Framewotkttit United States government through the
President’'s Emergency Plan for AIDS Relief (PEPFAR)mproving and decentralizing the
guality of treatment and care” is one of five pitipareas (PEPFAR November 2010:60). The
plan also aims to integrate a continuum of HIV &mw by “bringing together Swazi communities
and diverse health and social welfare servicesP@ER June 2009:3). On the multilateral front,
the World Health OrganizationGlobal Health Sector Strategy on HIV/AIDS 2011-2645
stated its goal to “catalyse” a continuum of HI\Aglhosis, treatment, care and support.
Community and home-based care is identified, hastbeen elsewhere, as an integral feature of
this continuum, “essential for the delivery of igtated, decentralized services, expanding
national HIV responses and improving health outcnjé¢/HO 2011:14).

However, in light of the cataclysmic and likely pement declines in government revenues
resulting from revisions in the Southern Africans@ums Union (SACU) revenue sharing
formula, it is unclear how the WHQ's catalytic aimgl be achieved without substantial foreign
donor support, governance reforms, and innovatiiotise organization and delivery of
comprehensive HIV/AIDS and TB services. One sudowation may come from the faith-based
sector (Vitillo 2009), which, elsewhere in sub-Saharamiéd, reportedly delivers more than 40%
of health care services for the rural poor (Lee® Miller and Rubin 2007:588). In Swaziland,

5 A faith-based organization has been defined agefeeral term used to refer to religious and religibased
organizations, places of religious worship or cagations, specialized religious institutions, amgistered and
unregistered non-profit institutions that havegielus character or missions.” (Woldehannagt&l. 2005:27).



with approximately one local congregation per I88viduals versus an estimated one HIV
testing and counseling center (HTC) per 6,180jrkttutional embeddedness of diverse
religious entities indicates the potential for yotad resources that may help to achieve selected
NSF and WHO policy objectives.

B. The current study

This report describes findings from a case study dfiurch-run community home-based care
organization, Shiselweni Reformed Church Home-b&a@ (SHBC), in the southern district of
Shiselweni, Swaziland [Appendix B]. The objectivdshe study were two-fold. First, it sought
to investigate the impact of the organization angkrceived wellbeing of its HIV positive
clients. Second, in examining the significancearkgivers’ Christian affiliation to client
experiences of the organization’s HIV/AIDS careqpices, it seeks to explain some of the
mechanisms of that impact. Conceptually, the ptajes designed to explore in what ways
‘home’ and ‘churct may be vital public health settings outside ot integral to, formal health
services infrastructure. In doing so, it aims tdrads the dilemma that “very little empirical
evidence exists on how religion intersects witheotbrocesses to impact on the dynamics of
HIV/AID behavior” (Toefy 2009:237). The report thissintended to contribute to an expanding
literature on home-based HIV/AIDS care by incorpiagreligious health assets (RHA) into its
analysis. RHA is an emergent concept that helpisgorize the complex roles that religion plays
in mediating sickness and health, in part by idginiy the tangible and intangible assets that
religious entities bring to the public health eptése (African Religious Health Assets
Programme [ARHAP] 2006).

The report is informed by the principal investigatgublished research on the same
organization, which examined church run home-based from the perspectives of the
caregivers themselves (Root and Van Wyngaard 2@14lso builds upon the Health Economics
and HIV/AIDS Research Division’'s (HEARD) annotataifliography of HIV/AIDS care, which
highlighted as one of several key domains in néddrther research, the importance of better
understanding the impact of antiretroviral treatt@mthe “changing nature of care” (Gibdtsal
2010).

& For the purposes of this report, the term ‘chureférs to a social collectivity, akin but not eepient to local
congregation, that coheres by virtue of membelicais faith or affiliation. Such usage contrasfth that used by the
African Religious Health Assets Programme, wherthg term [church] has occasionally been useddcate Christian
denominational structures at a regional/nation@firational level” (ARHAP, Appreciating Assets, Z088-39).
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H l1l. Background |

A. Home-based HIV/AIDS care

In light of diminished HIV/AIDS funding in many piarof the world, identifying and
strengthening innovative mechanisms of treatmeppaed, and combining them with HIV
prevention, have never been more critical (Weddlal. 2006). Community home-based care
(CHBC) may be uniquely situated to provide a portid these services and is a core feature of the
World Bank’s Multi-Country HIV/AIDS Program (MAPXF Africa. Yet key questions concern
which services CHBC may be ideally suited to deliespecially in resource limited settings (WHO
2002). As a category of servideme-based cardHBC) varies depending on the “delivery
scheme, mix of services, staff and reach” (Mohametaa. 2005:2).Community home-based care
generally refers to integrated, informal, or singgevice models (Uys 2003:5). Within this
taxonomy,church-run community home-based care is often a form of siegleice, volunteer run
operation (Van Dyk 2005:262 summarized in Muleng@72111-112). One hallmark of such an
entity would, according to Mulenga, be caregiveisred scriptural ethos of empathic engagement
with PLWH's suffering (2007:17, 120-121).

The Gaborone Declaration on Community Home-based Qravides an operational definition
of CHBC as “care given to an individual in theirowatural environment by their families and
supported by skilled social welfare officers anthoaunities to meet spiritual, material and
psychosocial needs” (Health & Development Netw@®881:15). However, critiquing the vagueness
of the term ‘care’ as it is often used in policydgrogramming lexica, the International Center for
Research on Women (ICRW) has conceptualized ‘deoti more broadly and in greater detail.
Care “refer[s] to the full range of activities umtiden by family members in the home, including
psychosocial support (emotional and spiritual)tadisl care (cooking, cleaning, feeding, helping
with toilet needs, etc.), and the ministrationerhedies and treatments, and those more subtle
elements such as love and ‘healing” (Ogdeal. 2004:3). Rather than focus on the care provided by
family members, though, this study focuses on pasgided by care givers who, for the most part,
did not reside in the same household as the a&ftliperson.

However, despite the urgency for innovative strigegnd the potential of CHBC (Olenja 1999)
to deliver selected HIV services, little is knowintloe operational challenges and limitations such
groups face (Mohammaat al. 2005). Allied heath (nursing) studies are perithpsmost significant,
though not exclusive, source of scholarly insightGHBC. Published data suggest that CHBC may
substantially strengthen adherence and respongdg’Tan rural, resource limited settings,
especially where transportation to a health ceaten intractable obstacle to adherence (Waeitle
al. 2006). Studies have indicated the potential gffeness of integrating community home-based
care into a health services continuum to improgatiment adherence in remote rural areas (Shaibu
2006; Ncama 2007; Apondt al 2007). CHBC may also be effective in providindjiptive relief
from the physical pain of HIV-related cancers aiding to the psychosocial and spiritual
challenges patients and their families face (Seqmidet al. 2003); agony on a macro scale that,
fortunately, is no longer a paramount feature of/AIDS infection in better resourced countries.

Amidst hopes that home-based care might alleviatsiderable HIV-related suffering, a number
of scholars have expressed concerns, arguing tma¢based care and volunteerism are inadequate
substitutes for building effective health systemvegrt 2011). Also, because home-based care
involves tasks that are associated with culturadiystructed gender roles, HBC initiatives risk
exploiting an already vulnerable, overburdened, am@&munerated demographic: girls, women, and
the elderly (UNAIDS 2006; Akintola 2004; Lindseyal. 2003). The notion of a “care economy” as
the provision of “fundamental public goods” hasiufsed policy critiques on disturbing trends in
some international and national HIV/AIDS policibat divest governments and other actors of their
mandate to develop effective programs, where “girdplwnloading responsibility for care onto
women, families and communities can no longer bialle, appropriate or sustainable response”
(Ogdenet al.2006:333; George 2008). UNAIDS has reported canoger the compounding care
burden many women shoulder as a result of poomgeiwed development strategies:

Church run home-based HIV/AIDS care in Swaziland



[PJoverty reduction strategies and national AID&ngl seldom take women'’s caregiving into account. In
developing nations, poverty and the privatizatibpublic services have combined with AIDS to turn
women’s care burden into a crisis with far-reactsogial, health and economic consequences. (

)

Concerns, thus, are that policy reification of helmased care runs the risk of devolving substantive
HIV/AIDS care onto already distressed household=y(ranret al 2009; Ogdert al 2006; Avert
2011).

One of the challenges of navigating opportunities and concerns that home-based casemte
is the fact that homesteads, as extended familypoonds, are central to the social organization of
relatedness in many parts of Africa. They are floeeantegral to experiences of ‘being’ HIV
positive. This means that medication regimensdaitdat the clinic must be translated into
individuals’ daily practices upon return home nfdérventions are to have their desired impact. This
‘translation,” however, is often possible onlyriflividuals on the patient's homestead are willing
and able “to care” for the afflicted individual. &benefits of directly observed therapy (DOT) for
PLWH in sub-Saharan Africa have been reportederctimical literature:

Indeed, in settings with high HIV status disclostaes, community based DOT-ART with a patient
nominated treatmemiccompagnateuor supporter [cites] has been reported to be femaitd helps to
improve or maintain high levels of ART adherend#ill§ et al.2006:688)

In this light, ‘home’ becomes the primary physiaad social space where PLWH quality of life, and
quality of death (Sepulveda al. 2003), may be most empowered or imperiled. Levagagome-
based care in ways that support caregivers, whithee be family or community members, as
opposed to burdening them further, is thereforergd. A detailed analysis of the impact of
community care supporters on PLWH'’s perceived veillh, as this report aims to provide, may
offer some insight on how to assess and value CHiB{thus to achieve this goal.

B. Religion and HIV/AIDS

Incorporating faith-based entities into Global Fuadright AIDS, Tuberculosis, and Malaria
Coordinated Country Mechanisms has been identifged complex and much needed approach to
comprehensive HIV/AIDS programming (Leeal. 2002). A conspicuous shortcoming of religious
responses to HIV/AIDS has been that “[flor the muestt religious communities have focused on
sexual morality alone at the expense of other prgsssues” (Bongmbat al 2007:3). Religious
obstacles to condom promotion and the exacerbafibhlvV and sexuality-based stigma by religious
authorities, most recently in Uganda in 2011, tfierohave undermined HIV/AIDS programming in
many parts of the world. In Swaziland, socio-r@igs taboos regarding sexuality, especially
proscriptions against premarital sex for women,eifeund to influence beliefs and behaviors
regarding HIV/AIDS, in some cases inhibiting pretagive measures such as condom use (Tobias
2001:106). Yet, to limit scholarly investigation Gfristianity and HIV/AIDS to debates over
abstinence, fidelity and condom campaigns (Aéal 2004), eclipses the deeply felt and
institutionalized presence of multiple forms of Ghianity (Bediako 1995; Meyer 2004; Gifford
2008) that affect millions of PLWH and their farediin Africa on a daily basis (Agadjanienal
2008). It also overlooks the longstanding, compnshe, and intensely engaged involvement of
many faith-based organizations, such that, by 20@WHO estimated religious institutions and
FBOs to constitute 20% of the total number of HNDS agencies (2004:46). In South Africa
alone, a 2005 national survey of FBO responsed¥éDS showed a 50% and 32% growth in
faith-based projects in rural and urban areasgeasgly, since 2000 (Toefy 2009:242).

Over the past several years, a substantive schditeriature has emerged, traversing the
clinical, social scientific, and humanities fieldsat documents the diverse ways in which religion
articulates with HIV/AIDS in people’s local worldMuiioz-Laboyet al. 2011). Studies have
demonstrated the multifactorial significance ofgien to HIV/AIDS (Haddad 2011; Rohledet al.
2009; Beckeet al 2007; Cochrane 2006; Adogame 2007) that contvettisoperative assumptions
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in some policy and scholarly realms that religispéripheral or counterproductive to HIV/AIDS.
Conceptualized and operationalized differently asmdisciplines, religion has been associated with a
range of HIV-related health behaviors (Trinitapetlial 2006; Takyi 2003; Agadjanian 2005), HIV
disclosure practices (Zat al. 2009), and better health outcomes among HIV/AlREepts (e.qg.
Carricoet al. 2006), including survival (Ironsoet al.2002). In their review of the clinical literature
on religion and HIV/AIDS, Pargameat al. (2004) argue that religiosity and spiritualityesftare
salient and complex features of being HIV positiweong some individuals, and that empirical and
evidence-based evaluation of spiritually integratgerventions are warranted.

ARHAP,” an international network of scholars and praciiis, has introduced the concept of
religious health assets (RHA) to strengthen ingasion of the dynamics of religion and HIV/AIDS
(ARHAP 2006). An emergent concept, RHA have bearatponalized in terms of 1) tangible
religious health assets, including facilities, jpersel, and activities, and 2) intangible assetthe
volitional, motivational and mobilizing capacitisat are rooted in affective, symbolic and
relational dimensions of religious faith, beliegHavior and ties” (Cochrane 2006:64-65). Framing
the study of these dynamics from a more subjesibadd-political perspective, Dilget al. ask how
“the emergence of HIV has been co-productive ingiimergence of new religiosities (i.e., devotional
life) that inform individual and social identitiemnd which consequently have a bearing on policies
and political and economic realities” (2010:373-BFhith-based and religious organizations’
engagement with HIV/AIDS has been described atiderable length in the grey literature (Taylor
2006; Woldehannat al. 2005), but continues, with some exceptions (Agadjzet al. 2011,
Patterson 2010; Otolok-Tangaal.2007), to be an important, albeit broad and utideorized
dimension of these new ‘realities.’ Pfeifferral. (2007), for example, explicate the spread of diurc
movements in Mozambique as institutional respotsgobalizing inequalities that, in turn, may be
leveraged in the service of comprehensive HIV/AiDBatives:

The spread of both Pentecostalism and HIV has bastened by the same trends in economic disparity
and gender inequality exacerbated by SAPs [stralcadjustment programs], which dismantled the few
social protections the poor majority ever had. Wesmost dynamic actors in civil society now in the
bairros and shantytowns of southern Africa, therches may provide the partners so desperately deede
to mobilize communities around HIV testing, treahtyend prevention efforts as underfunded health
systems struggle to reach the poor. (Pfeiteal. 2007:698)

In a region of rural South Africa, Campbetlal observed that church networks are the “biggest an
best established social network in the area,” caimgd by a “shame and blame” attitude towards
HIV/AIDS, yet deeply affected in ways that potetiyi@ould be tapped in community wide
partnerships to support PLWH (2008:515-516).

Taken together, this rising tide in religion and/#AIDS research has both deepened and
broadened a scholarly understanding of an intdgedilire of the epidemic. However, parlaying this
knowledge into actionable HIV/AIDS programming reénga foremost challenge.

” The African Religious Health Assets Programmauisently transitioning its name and expanding resreagenda to
the International Religious Health Assets Programme
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IV. Research setting “

A. Swaziland: health systems and religious organit@ans

In late June 2011, the Swazi government’s Miniefédealth reported that the nation’s
hospitals, which provide free ARVS to more thar080, individuals, had a remaining inventory
of only two months (Kaiser Family Foundation 20IMNis distressing alert was deeply unsettling
for many reasons. In addition to HIV/AIDS, the Hbaystem is shouldering a high multidrug-
resistant tuberculosis (MDR-TB) and TB/HIV burdémaluchet al.2009:5). Health centers are
often situated at too great a distance, and atastly a transport fee, for the sick and poor to
access. Yet, relative to other ART rollouts in Sdharan Africa, Swaziland arguably had
achieved some success. By 2007, there were 22lsitegrovided free or low cost ART
(UNAIDS 2008). Moreover, though just 35.4% of indwals with advanced HIV infection were
estimated to be on treatment in 2007, more tharttivds of that group (64.5%) was still on
ART one year post initiation (NERCHA Jan 2008), destrating that ART adherence in
resource limited settings is possible.

In terms of religious organization, Swazi Christdenominations fall into seven loosely
bound categories: Zionist, Evangelical, Mainlinentecostal, Independent, Roman Catholic, and
‘other’ (PACANet 2008). From one-room wattle andildd@o expansive concrete structures,
churches are ubiquitous features of Swaziland'sighyand social landscape. An updated survey
is needed, however, in the early 1990s, an estih&(&6 of the Swazi population reported a
Christian affiliation, and13% that they attend aiu(PACANet 2008:7). Both Christian and non-
Christian Swazi practices infuse matters of goveceaas well as medicine, a dynamic
institutional and ideological saturation that makebgious health assets’ a productive concept in
this study’s investigation of PLWH experiences lofich run home-based care.

Framing its health services and religious orgaimatSwaziland's political-economic
environment is marked by domestic and exogenousriathat have undermined equitable socio-
economic development (World Bank 2011). The coumiriassification as a lower middle
income nation, moreover, has compromised its adogeseign government aid (with the
exception of the International Bank for Reconsiarcand Developmefjtas well as NGO
assistance (Phakathi 2011). The inflated rankinmpipart, an artifact of economic growth that
occurred between the 1970s and early 1990s (WaitkR011). It also belies the country’s
starkly unequal income distribution, measured &ijrd index score of 50.7 (Human
Development Report 2009), whereby 10% of the pdjmuiaontrols 60% of the country’s wealth
(Phakathi 2011)Swaziland, reports the World Bank, is “facingoaial disaster of colossal
dimensions” (World Bank 2011).

B. Case study and collaborating organization

A registered non-governmental organization in ®traziland and South Africa, the
Shiselweni Reformed Church Home-based Care (SHB&)pgbegan informally in January 2006.
At that time, Dr. Arnau van Wyngaard, a South Adricheologian and founding director of the
case organization with two decades of pastoring@espce in Swaziland, called for volunteers
from his Swazi congregation to assist the many lfamin their community afflicted with sickness
and poverty. Thirty-two individuals volunteered. éfsJanuary 2011, the SHBC had grown
exponentially to 750 caregivers, serving 2,500ntién 27 communities across 100 kilometers of
southern Swaziland.

Originating in the Swaziland Reformed Church missibe SHBC organization asserts a
Christian religious identity; is multi-denominatirin composition, including at least one Muslim

8 “|BRD borrowers are generally considered to bedigidncome countries, roughly defined by the IBRxauntries
with a per capita income between US$936 to US$EL;4Bank Information Center (BIC) 2011, availalilem:
http://www.bicusa.org/en/Institution.Lending.5.apx
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caregiver; and non-binding in religious participatilts ethos, inscribed on care supporters’ T-
shirts, is “To become the hands and feet of Ciwite community.” The organization is
characteristic of many care groups that have negllthroughout Africa — relatively small scale
(though rapidly expanding), volunteer run, and cosgal primarily of women. Caregiver training
takes place over the course of about one weeknihrpis provided by two care coordinators, each
of who has been educated by a South African narbasic knowledge of HIV/AIDS primary
prevention, HIV testing, confidentiality protecticantiretroviral treatment regimens, treatment
adherence, and positive (secondary) preventionnifigaalso includes a religious component,
which is deemed relevant given the high percentd@wazis who identify as Christian.

According to the organization’s founding director:

Generally [home-based care] clients appreciatdnémthe caregivers pray for them, and the
majority of clients give permission that a portioom the Bible may be read to them. In both of
these instances, the caregivers are encouraged taite it for granted that the client would wam t
caregiver to read and/or pray for them. As the €iam faith is built upon the reconciliation betwee
God and man through the death and resurrectioasefsIChrist, permission may be given, after a
bond of trust has been built between the caregindrthe client, that the caregiver may share with
his/her client how to start this relationship witsus Christ. This is done with great sensitivity,
ensuring that nobody is forced into a decisionGhrist. (Van Wyngaard, correspondence, October
9, 2011)

Caregivers travel in pairs and record each honig after which weekly reports are submitted to
the community coordinator. These culminate in miynthports detailing, per community, the
number and gender of caregivers; the number andiegerf clients; total number of home visits;
number of new clients, and those who have moved, dire terminal, or who have chronic
ailments.
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V. Study Methodology’ |

A case study methodology has been described abé$temethod of investigation” to
examine small rural congregations in Africa (Heksl2004:233). It was thus an optimal
approach to begin exploring whether the churchcammunity home-based care organization
described here was advantageously situated toedeiitically needed HIV/AIDS services. There
were two parts to the case study. The first wasaditative (grounded theory) analysis of
caregivers’ experience®f providing church run home-based care to PLWHdfet al 2011;
see also Akintola 2010). The second was an indeicti)alitative analysis aflient experiences
of church run home-based care. The latter is thesfof this report. Both phases aimed to
identify and elucidate the interpolation of biomediand socio-religious aspects of being HIV
positive and church run home-based care in orden(thform HIV policy and programming
initiatives with insights on innovative, contextegjific interventions that otherwise may be
eclipsed by conventional clinical and public healtbdels of outreach and wellbeing; and (2) to
contribute to an emergent theory of religious Healsets.

Research instrumenbesign of the semi-structured questionnaire [Aquide C] was informed by

the academic and grey literature on home-basedacar¢l1\V/AIDS in Africa and on religion and
HIV/AIDS in Africa. The author’s published reseamh HIV stigma in Swaziland (Root 2010),

the significance of religious participation to PLWkh Swaziland (Root 2009), and home-based
caregivers’ experiences of the case organizatioof& al 2011) was also instructive in
formulating the research question and questionn@gexplore PLWH experiences of church run
home-based care, thesearch question was operationalizeth terms of the following variables:
clients’ critical needs; social networks for megtthose needs; perceptions of caregiver practices;
HIV/AIDS communication with caregivers; family rd@ms to the caregiver; personal religiosity;
and the significance of caregivers’ Christian &ffibn.

Sample Eleven out of the total 27 communities in whibk SHBC provided care services were
purposively sampled as sites of investigation basethe following criteria: (1) duration of
operations, including some of the earliest (20@fsus more recently established (2009) care
groups, as well as (2) general performance, refgto communities with low monthly client

visits despite a high number of care supporterseadisas those with high caregiver attrition rafes
[Table 1]. Across these 11 sites, semi-structuiamk-to-face questionnaires were conducted with
79 individuals between January 17-28, 2011. Puvpasampling criteria were that the individual
have been diagnosed with HIV and a current cliéthe@ SHBC case organization. Participants
were notified of the study in advance by their carpporters and informed consent secured when
the questionnaire was conducted in person. Thadughtmber of participants per community is
small, in its entirety the study sample was suffitito discern patterns in HBC experiences.

® Research protocol were reviewed and approved $fitutional Review Board of Baruch College, theyGiniversity
of New York.
10 These indicators did not factor into this report.
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Table 1: SHBC sample communities (N=11) and numbeaf participants (N=79), by community*
Community Year started NUila @ G Number of clients Numbv_ar_ orsLey
supporters participants
Matsenjeni 2007 32 65 10
Mbangweni 2007 28 135 13
Jerusalem 2007 17 38 5
Ezikhoteni 2007 35 77 8
Somtongo 2007 27 116 7
Nsalitje 2008 19 76 7
Mabhlalini 2008 29 164 10
Mantambe 2008 41 99 8
Etjeni 2008 20 81 3
Madulini 2009 43 97 4
Mbilaneni 2009 37 172 4
Total 2007-2009 328 1,120 79

* As of January 2011

ImplementationHard copies of an English language version ofgtirestionnaire were printed

and brought to the research site. It was subselguesmslated into siSwati by a leader in the case
organization and then back-translated for confiromatAfter informed consent was secured and
with the assistance of translators from the cagarozation, interviewers conducted the face-to-
face questionnaire (N=74)reporting and summarizing participant responsegriting on the
guestionnaire form. Many sessions were also awdiorded, with permission from the

participant, which facilitated subsequent checlanglaboration of written responses, as needed
during analysis. The bulk of the questionnaires e@mwucted by one of the study’s principal
investigators (N=48) and a Fulbright Scholar dagtoandidate (N=27) from the United States,
whose area of expertise is the rise of the mortbhasjness in Swaziland and associated changes
in religious ritual practices. A South African womaho had been assisting the case organization
in its development conducted four questionnairbe questionnaire took on average
approximately 30 minutes per participant to adntémisQuestionnaires were conducted in
community settings: inside churches, when serwiea® not being held; in churchyards,
outdoors; and at a chief’s residenaemphakatgi an orphan care poirgg¢go center)and a

chiefly administrativdinkhundla)center. One participant, too unwell to travel, Wwasrviewed

in his home. The questionnaire data subsequently imput to Qualtrics survey software.

Data analysisStructured responses provided the descriptivestts that helped sketch the basic
outline of participants’ experiences of church hame-based care. Constant comparative
analysis of open-ended responses generated therdbematic categories that helped to organize
and articulate key patterns of participant expegsreported below. This ‘lived articulation’ is
especially important in light of the silence th#terwise surrounds HIV/AIDS on the ground and
the all too often reductive debates over the rélelagion in HIV/AIDS policy and programming

at the macro level. The guestionnaire was, to ddurdegree, flexible and responsive to client
reports. When it became evident early on in tha daliection that a question was eliciting
redundant or not eliciting noteworthy responses,dhestion was discontinu&By the same

token, if early reports indicated an experience wath tracking across the remainder of the

1 Denominators vary minimally from baseline N of F&rticipants, with the exception of a question aliote site
regarding changes in family attitudes towards drgigipant as a result of caregiver involvemenofNpproximately
51 responses).

12 This was the case, for example, with the structareestion of whether participants had sufficiemtd, since many
respondents were already reporting lack of foadhénearlier open-ended question, “What kinds afghido you need
someone to assist you with?”
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cohort, questions were add€dConcurrency of data collection and analysis, wheteew

analytic steps [inform] the process of additionatiadcollection and new data [inform] the analytic
processes,” is characteristic of much qualitategearch (Thorne 2000:68). Allowing for a more a
focused and nuanced probe of participants’ expegigrthese on-site iterative adjustments to the
instrument resulted in a different denominator {df)some responses.

13 For example, “Has your family learned to take éretiare of you as a result of the care supponisis?” was added
to the questionnaire.
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H VI. Results and discussion

Socio-demographic®\pproximately two-thirds (64.6%) of the study gaenwere women and the
remainder (35.4%) men [Table 2]. The average ageaparoximately 44 years, and ranged from
17 to 75. About half (50.7%) of the study particimawere between the ages of 25-44 years, which
would typically encompass an individual’s most proiive and reproductive life phases. Nearly
one in four participants (22.8%) was age 55 ormldesizeable proportion (21.5%) of the sample
reported that they had received no schooling. Thuea&tional attainment of more than half

(54.4%) was limited to some primary schooling. Nke&aB% attended secondary levels and 5%
high school. Forty-four percent of respondents regiothat they were single/never married,

though many cohabitated with a sexual partner. é&xiprately one in five indicated that they were

married, and nearly a third said that they wereowield.

Table 2: Study participants — key demographics

Sex % (N)
Male 35.4 (28)
Female 64.6 (51)
Total 100 (79)
Age Years
Average 44 .4
Range 17-75
Age range distribution % (N)
17-24 5.1(4)
25-35 20.3 (16)
36-44 30.4 (24)
45-54 21.5(17)
55-75 22.8 (18)
Total 100.1 (79)
Schooling % (N)
No schooling 21.5 (17)
Primary 54.4 (43)
Secondary 17.7 (14)
High school 5.1 (4)
Other (Sebenta, adult education) 1.3(1)
Total 100 (79)
Marital status % (N)
Single, unmarried (includes some co-habitation) (38)
Married (Christian and/or Swazi custom) 22 (18)
Widowed 30 (24)
Divorced/separated 3(2)
Total 100 (79)

It is important to note that conventional demogiegategories such as ‘marital status’ can
mask the complex marital, familial, and sexualitiesl beneath these rubrics that impact
individuals’ experiences of HIV/AIDS and thus catgporters’ strategies for supporting client
health. One participant, a 57-year old woman, lsed between describing herself as
‘single/unmarried’ or ‘separated.” The multi-phasedrriage process in Swaziland that results in
a woman'’s patrilocal move to the groom’s homestestinot been completed. The interviewer
therefore indexed her liminal marital status ondhestionnaire as single/unmarried A second
example of the dissonance between demographicargtagd individual reality was a male
participant who had had three wives. One had dieltlae other two divorced him. He was
categorized as widowed, though such a profile se8ghe social fact that two wives had left him.
To have labeled him ‘divorced’ would have overlodlkat a spouse had died.
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These examples intimate some of the socio-cultacalinomic, and sexual dynamics that
participants and their care supporters often na@éya pursuit of a state of wellbeing, or
survival, including HIV testing, ART uptake/adhetenstigma reduction, disclosure negotiation,
and condom promotion.

A. “That’'s when life changed’ The significance of church run home-based care gporters

In contrast to the reductive oppositional formg tledigion and scientific medicine and have
sometimes taken in HIV/AIDS scholarship and polieging, participants’ reports of being HIV
positive and of receiving church run home-based damonstrated the warp and weft of multiple
influences on wellbeing and survival. Though ‘seatgious’ and ‘biomedical’ are bracketed
here as discrete variables for purposes of datatirg, analysis of participants’ experiences
suggested that the impact of the case organizegmrited from the dynamic interpolation of
clinical medicine with locale-specific phenomenmluding religion, kinship, gender relations,
and economics. The substance and significancasoiinipact was best captured through two
open-ended questions: (1) ‘What do you feel wdade happened if the care supporter had
never come to your home?’ (2) ‘What do you feel lddwappen if the care supporter were no
longer able to visit you?’ Responses to these typmthetical scenarios are analyzed below.

(1) What do you feel would have happened if theeaupporter had never come to your home?
Approximately 53% of participants felt that theywa have died, a few from suicide, if the care
supporters had never come into their lives. Askeeldborate, responses indicatiedte

categories of caregivers’ life saving interventiofiTable 3].

Critical to all three interventions was that thieiwt-caregiver relationship transpire in real-
time. In other words, by entering into the rhythofigarticipants’ daily lives, care supporters
were present as problems and questions arose, lmest case scenarios, were able to address
challenges preventatively. “When | fell sick frohetside effects of ARVSs,” said one participant,
“the care supporter was the first to come and cloacine. She encouraged me | must go to speak
to the clinic.” This real-time quality contraststivthe episodic (and equally vital) nature of dini
visits, indicating the potential synergies to bd fram potential care continuums.

Thefirst category of life saving interventionrendered conventional HIV information
actionable. The care supporter provided informagibout HIV testing and treatment, especially
ARV adherence, that the participant either didheote before, had not adequately understood, or
had difficulties implementing. “I could have diedgported a 65-year old woman, “because the
care supporter is the one who just came and toldlhadout the ARVs and TB tablets.”
According to some participants, the care supporterg the only people to come explain health-
related issues and, furthermore, to assist themnacting that information by devising and
maintaining medication routines.

Thesecond life saving interventionwas material and physical, often in the form of
providing food or money for clinic transport. Apghmately 95% of participants reported that
they did not have sufficient funds to travel to thieic. In an extreme case, the care supporter of
39-year old widow came to her home with a wheethaytifted the participant into it, and, with
the woman'’s children, carried her to the clinic.c®there, the woman was diagnosed with HIV
and put on ARVs. Other participants described iglesrof living alone, or only with small
children, and being too sick to move, languishimdpiors without food or water, beyond the
purview of the formal health and social welfaretegs A care supporter’s unsolicited arrival in
such instances could be life saving.

Thethird intervention is generally termed in the academic and policydiigre as
psychosocial support. In the study setting, psyotias support included helping clients to
manage the fear, stigma, and shame that was dfterdant being HIV positive in Swaziland
(Shamoset al. 2009). Under such conditions, care supporters wetital emotional safety valve,
creating safe spaces to express grief about béhggalsed and a source of insight and
information about how to build a new life arounttightening and isolating diagnosis. For some
participants, caregivers ‘normalized’ an HIV diagi® thus reducing the intensity of shame they
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might feel and staving off a depression that canddife threatening. Asked how she was feeling
at the start of the questionnaire, a 37-year oftigi@ant, with a baby in her lap, said she was
feeling “so happy today.” However, “if the caregiwkidn’t come to my house [that first time], |
was ready to commit suicide because | know theadis¢hat | have is incurable.” The caregiver
reassured her “everyone is living with HIV. Peoate living, and they are going to live.”
Reinforcing the life saving impact of care suppostpsychosocial roles, a 53-old woman said
she had been unable to share her problems witmargrmund her, but when the care supporter
arrived, “That's when life changed.” Life changexiveell for a 48-year old widow who lived
alone. Demonstrating the link between psychosatipport and enhanced ARV adherence, the
participant felt she would have died without theecsupporter’s intervention, “because | was
alone with nobody.” The care supporter made aiffee, she said, “because she shared the word
of God with me, giving hope, encouraging me to gavith my medications.” The caregiver had
also spoken with the woman’s natal family, counsgethem to give the participant “more love,”
as she was without a husband, her in-laws hadtegjémr, and she was HIV positive. As a result,
the participant said, her parents were now takoapgcare of her.

Table 3: Care supporters’ lifesaving interventions:real-time relationships

Intervention type Implementation

Actionable HIV/AIDS Caregivers rendered conventional HIV/AIDS informatintelligible and
education actionable in real time, e.g., ARV adherence.

Material and custodial | When possible, caregivers provided food and mdiieslinic transport.
support They also performed essential custodial tasks, aadbod preparation @
helping in the fields.

=

Caregivers enhanced participants’ self-efficacyiskirough ongoing
Psychosocial support | encouragement; reduced stigma and restored a skleggtimate
personhood, preventing potential suicides; incréaseticipants’ self-
confidence in their ability to manage being HIV jies by reducing
social isolation and helping to develop ARV adhegeroutines.

Among participants who did not speculate diredtigttthey would have died, many
nonetheless felt their lives would have been camraldly more difficult, either from lack of
actionable HIV knowledge about managing their dagimor inadequate material and emotional
support. A few participants reported that they tfiedty had been sufficiently educated by the
clinic, and supported by their family, prior to tbaregiver’ arrival, though caregiver support
generally was still welcome.

(2) What do you feel would happen if the care suppowere no longer able to visit you?
Participants were asked to assess what they felkdWppen if their care supporters could no
longer visit them. The question was intended taggawo aspects of client home-based care
experiences. First, to what extent are the SHBE sarvices a conventional ‘intervention’ in the
sense of being time limited, with a beginning andgadpoint that produces self-sufficient
PLWH? Second, is church run home-based HIV/AID® @arny way substantively different
from such interventions, and if so, did this difflece matter to the lives of HIV positive
individuals? Responses ranged from very few repbesthe participant would be all right
because he or she already had support systemada tal, at the other extreme, one woman who
said, “If there are no more care supporters, | @ust commit suicide.” In between, about a
guarter of participants felt that as a result ef taregiver relationship, they had achieved the
knowledge and self-efficacy skills needed to marthge HIV positivity on their own. In this
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regard, the caregiver had ‘intervened’ at a kegfure in the individual's sickness and as a result
of the relationship, the participant was reasonabhfident in his or her ability to live being HIV
positive. “Life could still go on,” said a 62-yeald man who at first feared the caregivers had
come to laugh at him, “because now I've got thevldledge [of how to live] from the care
supporter and the clinic.” As a result of their em@agement to adhere, he said he was able to
hold the hoe when plowing and that he was stroogigim to weed. A 32-year old woman felt
similarly equipped: “Even if they stop coming, hcgo on, because they have taught me how to
go on with my life.” Another said that not only wdwshe be able to manage on her own, but she
could share what the care supporter had taughwitieiothers. A 56-year old woman exclaimed
that she would survive because, “When the caregivame, | couldn’t do anything, but now | can
do anything. I'm plowing!”

However, the majority of participants reported thaionger having the SHBC caregivers in
their lives would be “painful.” For some, discontance would pose a substantial challenge to the
participant’s survival. Reasons for this ‘pain’legted the importance of the material support
(e.g., food and money for clinic transport) thatecsupporters were sometimes able to provide,
participants’ ongoing need/desire to be remindetlearcouraged to take ARVs, and the vital and
otherwise unavailable psychological support camgivffered, which assuaged fear of death,
social isolation, and daily struggles for survival62-year old woman who described her
husband as “aggressive,” and whom she had noblgkbt her HIV status (they maintained
separate bedrooms and engaged in no sexual actiesyonded to the interviewer’'s question
with her own: “To whom would | send my childrendome wake me up?” should a dreaded day
come when she does not awaken. For some, thewgapersers were the only readily accessible
resource they had. If his care supporter no lomgited, “who would help me if | have a
problem?” answered a 49-year old man. A 43-yedmaman whose natal family, she said,
discriminated against her, felt she would die if t&regiver stopped coming. She provides food,
assistance in her fields, and encouragement. “Slieei[a] mother. | have no secrets with her.”
The only alternative, she continued, would be taagtine police station and to prison, as she
would have no other means of being looked after.

A 44-year old woman sought HIV testing after shineésed her husband’'s second wife fall
very ill, presumably with HIV/AIDS. Her husbandlktefused to test or to use a condom, she
said, so she abstains from sex with him. She destiiow painful it would be if there were no
SHBC caregivers. “There is a full hope within oeahts” that caregivers bequeath to their clients
and which they seemed uniquely positioned to pev&he differentiated clinic from home-based
care, explaining that while the health center hadided her with “full counseling,” the “care
supporters are nearer to us each and everyday.arbeyjose to us. And we are open to speak to
the care supporter about things that we are afftesgpeak to the nurses about.” The synergies of
clinic with church run home-based care were moistent in responses that referenced both the
biomedical and the socio-religious aspects of drdiealth.’ If the caregivers stopped visiting, “I
would continue going to the clinic,” said a 42-ye&d woman, “but | wouldn’t keep myself well.
The caregiver helps and encourages me in ChristiaRior some, the caregiver relationship
alleviated the rigors of daily life and demandsahedication regimen in critical ways. A 63-year
old woman testified, “The caregivers motivate medatinue with life and to take food with the
ARVs.” A participant who felt she needed the cangporter in her life for many reasons, from
food assistance to dealing with abuse, sparkedghlavhen she answered the question of what
would happen if her care supporter no longer \dsitd my care supporter stopped coming, I'd
go and find her!”

The report turns, now, to an analysis of the ‘livedlity’ between the two hypothetical
scenarios described above — if the caregivers rearae or stopped coming — to better understand
the concrete mechanisms, the care discourses aanticps, that rendered the client-caregiver
relationship a distinctive and vital one in sudhigh vulnerability setting.
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B. PLWH needs and networks

Most participants experienced HIV positivity amidstreme material scarcity and, often,
HIV-related stigma (for an excellent discussiorgehdered as well as ‘felt’ and ‘enacted’ HIV
stigma in Swaziland, see Shamos et al. 2009) thaiisd attempts to achieve a state of
wellbeing. Reports of dire food shortage and lachonies for clinic transport revealed the
insuperable threats that rural poverty, and itsroy@conomic drivers, posed to individual and
household survival. To assess the role of indiv&lscial networks in buffering the impact of
chronic deprivation, participants were asked if/thelicited assistance to meet their most urgent
needs [Figure 1]. Nearly 75% of participants repdihat they did not, thus rendering the
outreach of the SHBC group all the more signific@ftthe 26% who did make their needs
known, neighbors, for example, were entreated¥eneshort term employment, such as weeding
a neighbor’s garden or tailoring clothes, remurienadf which might cover the cost of a trip to
the clinic.

Figure 1: Do you ask someone to assist you with yoneeds?

Alternatively, a 31-year old man prevailed upon¢bepassion of his pastor and congregation
for transport funds. Often, requests for help waet only episodically and unreliably. One
participant said the Red Cross provided relief na occasion. Another had sought assistance at
the local rural development office, yet this patbyed fruitless when the person in charge died.

The question of whether participants sought hedmfothers did not preclude seeking
assistance from family members; however, partidpamrere also asked to comment directly on
whether they felt comfortable doing so [Figureje aim of this question was to identify
different forms of social relatedness that may lweaexperiences of HIV/AIDS, and as a
consequence what might be needed of their SHBCstamgorters. Only about one third of
participants (34%) said they felt comfortable agkimmily members for help, leaving nearly two
out of three to experience dire needs, mostly fared money for transport, without recourse to
kin.

Figure 2: Do you feel comfortable , - %
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Reasons for not seeking family support fell int@ mon-mutually exclusive categories:
material and psycho-social. In the first, electing to call upon family members was often a
function of generalized poverty. “They are pooelikie and can’t helfy’ reported a 42-year old
woman. If a participant did seek assistance, thighhhtlo so only once and never again: “I'm
scared if | ask once, then | ask again, | fear thilysay | am a burden to them.” Psycho-social
constraints on help seeking manifested in feat$l'gfstigma and the dissolution of family
networks. HIV stigma is a complex conceptual categoat bears significantly on HIV/AIDS in
multiple ways (Holzemeet al. 2007; Parkeet al. 2003). Stigma is often defined, following
sociologist Erving Goffman, as a social processpailing an individual’'s identity (1963). In a
study of felt and enacted HIV stigma in SwazilaBdamos et al. (2009) quote one Swazi
participant who defined stigma as, “Basically, #ans being identified by a feature in your body
that you are not proud of” (2009:1679).

Often, the complex processes — sociosomatic, inbgstive, moral — that produce the
experience of HIV stigma (Yargt al. 2007) can be difficult to discern empirically agaen more
challenging to theorize. For example, a 56-yeamadhan said that it was due to stigma from
family members that she did not seek their helgkeflsvhat kinds of stigma would stop her from
asking for the food she desperately needed, sHaiegd that seeking assistance on one occasion
was acceptable, but with repeated requests, théyfamittitude became one of annoyance, that,
in their eyes, presumably because of her HIV pasiiatus, she felt entitled to receive food from
them. Reflecting the same devaluing dynamic, a€sk gpld man said he told himself if he got
HIV, he couldn’t ask others for help, and that heswgcared to do so. Exacerbating participants’
paucity of social capital was the dissolution af kietworks, whether through sickness and death
or migration, that in the past would have functibmas a safety net. Reports that “all the family
members have died,” “the parents are dead,” orfimily had moved too far away to be of
assistance traced a ‘local world’ in which socsallation and material deprivation were the
desperate backdrop to the SHBC care supportergabon participants’ doorstep.

C. First impressions: Care supporters enter the homstead

When introducing themselves to potential cliengsgegivers in at least one SHBC community
often endeavored to identify some form of clarglirdlan marriage, or other relational connection
on which to begin building a trusting boffdAsked to recall their impressions when the care
supporter first introduced themselves, the majaftgarticipants described not just relief at the
possibility of material assistance but of a redtoraof wellbeing, hope, and legitimate
personhood. A 34-year old man described the sianifie of the SHBC caregivers to his physical
and psychological survival: “l was so scared, tingK would die, because my friends had
neglected me.” A 60-year old man who had two wivbs had died said the first time he met the
care supporters, “l thought they came to laughatTo my greatest surprise, they came to help
me.” Fear of being laughed at was not uncommothdight she would laugh at me because |
was taking ARVSs,” recollected a 39-year old femétstead, because hunger was impairing the
woman’s ability to tolerate the ARVSs, the suppotiesught her thin porridge for breakfast and
reminded her to take her medications. That caregisemetimes brought a bit of food, soap, pain
killers, and occasional funds for clinic transpoktant a great deal to participants. So, too, did
their knowledge of HIV/AIDS. “l was happy [when tbaregivers arrived],” said a 56-year old
woman, “because | admire that they have come tdhtabout healthy living, and happy that there
are people who are teaching us about HIV/AIDS.&sBed about the significance of this function
given that media and health centers already prddid#AIDS information, she explained that
having care supporters come to the home was dritladon’t have money to go everyday to the
clinic to attend courses there. Instead | get nadren they come to my house.”

1 participants’ open-ended statements were paraghrirsdoing so, every effort was made to pres#reentegrity
of the intended meanings.

15| am indebted to Casey Golomski for this insigftaned from his field research with caregiversnfrane of the
communities (Madulini) in which the SHBC operates.
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Another participant was pleased, “because [befoeectiregiver came] no one cared for me.
The caregivers arrived, inspected [the home], chéck me. They washed clothes and dishes for
me, and accompanied me to the hospital.” A 48-gichwidow who lived alone and whose
dilapidated home was toppling in on her was relieteediscover, when the caregivers arrived,
that people cared for her: “I am also a human béihgo consequences of pervasive HIV stigma
are denial that HIV and AIDS exists as a diseasityeand denial that one is, or may be, HIV
positive. For some participants, the sickness dagubat follow from denial of one’s HIV status
would have worsened without caregiver interventitvihen the caregivers came to me, | was so
happy. They counseled me. | was doubting mysethésdays | denied | was HIV positive; some
days | accept it. When | was with other peopleaswafraid to eat or talk with them. But when the
caregivers came, it became simple to mix with offemple.” In a sense, caregivers helped
participants to consolidate a new personhood, frdmeh new routines and social relations felt
possible. In a high stigma environment, some ppeits had to overcome initial suspicions of
care supporters’ intentions. At first, one partigip a 62-year old male, didn’t trust them, as he
feared they would gossip. But then he realized ttea/come to care for him, and that everyone is
sick, “so why should | not tell these care suppsrieam HIV positive]?” When a care supporter
appeared at the home of another participant, theamowvanted to know how the caregiver knew
she was sick. The care supporter explained thatwerchildren attend the same school as the
participant’s. One day, the care supporter’s chitdold her that the child was no longer at school
and had to remain home tending to the sick mofftes. participant said she was very happy,
then, thinking even if she dies, her children wdmtdooked after by the care supporter. It was as
a result of the caregiver’s instruction and encgenaent that the woman sought testing and found
she was HIV positive and started ARVSs. In a settitigre 41% of children are deemed orphaned
or vulnerable, such unsolicited outreach openeditioe to reducing this woman'’s isolation,
enabled the exchange of vital health informatiom may have made it possible for her child to
return to school.

By many accounts, care supporters elevated patitsphealth by restoring clients’
personhood and enhancing their perceived selfaaffica concept explored by Campbell in her
study of the shortcomings of conventional HIV/AlPS8licies and recommendations for
innovative HIV/AIDS programming in South Africa (@8:156). For Campbell, peer education
and relationships were central to achieving sdiéaty in the face of HIV/AIDS. With the SHBC
care supporters, sometimes the relationship waglesr-based than parental or pastoral.
Nonetheless, the same empowerment objectives wetaya “The first thing that came to mind,”
recalled a 26-year old woman, “was wondering if¢chee supporter would be a part of my life,
helping me with being HIV positive.” What it meatasbe “helped with being HIV positive,” or
even the meanings of “being HIV positive” are a pdwl and underexplored aspect of HIV
positivity, especially its significance in remoteraral areas. Care supporters’ ability, and
authority, to normalize an HIV status appearedeidnstrumental to some clients. “I was happy,”
explained a 65-year old man, “when the care suppoeme to me because she advised me, and
told me I will continue with my life because almaditthe people are now HIV positive.” A 43-
year old man said that they tell him “the worlduB of people like me, and they answer
questions.” In doing so, care supporters effectivehdered the epidemiology of HIV/AIDS in
Swaziland a felt reality among their communitiesviays that conventional public health
awareness campaigns often have not.

Notably, among some patrticipants, this ‘new’ rgadiéemed to reduce physical and social
isolation and to foster hope and optimism aboldit fersonal futuresA 58-year old woman,
many of whose family members were in Mozambiqué, iecome fearful of meeting with other
people, concerned that she would infect someondjussing the same dish and dreading the
possibility that she would be stigmatized for hd¥ ldtatus. In addition to collecting firewood,
helping to prepare food, and reminding the pardiotgo take her ARVs, the care supporter had
enabled her to once again attend church and contyraeketings. Asked how the care supporter
helped her to overcome these fears, she said thgicar had educated her and read a verse from
the Bible which stated that in the ‘last days, réheill be many diseases, that HIV is one of those
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diseases, so anyone could be infected. While sulistaurse may be unfamiliar, even
uncomfortable, to many HIV/AIDS scholars, policyreak and activists, it is important that this
mode of normalizing an HIV status be understoodials this knowledge, the participant said, in
tandem with a clearer understanding of HIV infeityivthat helped her to feel better and less
afraid, and for these reasons, she felt her hbalthimproved.

A few clients expressed frustration with care sufgg’ limitations. One man was perplexed.
“What do they give us, as we are their clients?yT$&y they have nothing.” Regardless, he said
he still he lets them visit, because “they do dareus. | want them to give me food.” The first
phase in building a client-caregiver relationstopld also be rocky. A 29-year old man,
bedridden when the care supporter first arrivechlted feeling angry. Very ill, he didn’'t want to
go to the health center because it was a “disgmfiad that you are HIV positive.” The care
supporter spoon fed the young man until he hadmedaa modicum of physical strength and
advised him to go to the clinic. Asked how the carpporter convinced him to go test, he said
she explained that he mustn’t think that many peepll know his status, or that they will “spill
out” that he is HIV positive. He agreed to test amed put on ARVs. The ongoing dialogue
between the client and his caregiver, in his hdmad, effectively dissolved the self-stigma that
was preventing him from going to the clinic at rifideath. Such communication — and
subsequent change in health practices — likely dvaaler have occurred in the formal health
system, because the participant might not haveehtts sphere in the first place.

D. The family: home-based care and household dynaosd

The family dynamics into which care supporters iitesbthemselves were an important
variable in the client’s experience of HIV and heb@sed care. While much more research on
family experiences of home-based care is neediedstildy asked clients to report their
perceptions of family reactions to caregiver inggions. In the vast majority of cases, families
were happy that the participant had a care supptorissist them. One participant’s husband was
very pleased about the caregiver’s presence inlities, as the caregiver acted as a conflict
mediator, negotiating the wife (client’s) concenattbecause there was no food in the home, she
needed to work, and the husband’s dictate thahshél' he children of a 48-year old participant
were happy because they were acquiring importavtAIDS care knowledge, including the
importance of wearing gloves when caring for hat @minding her to take her ARVs.

However, at times, family reactions were mixed.Ay¢ar old woman, who lived with her
two children and granddaughter, explained: “Soram[ly members] are happy. Some are not.”
Her own family, she said, discriminates her, andenhey said they supported her decision to go
on ARVs, once she did so, they seemed to wantmptii do with her. She felt closest to her care
supporter, whom she had had for approximately years. “They [relatives] blame me for
gossiping to my caregiver about them, because sme®she and | discuss issues until 7 pm,
when she goes back to her house.” A few particpeeytorted that family members became
“jealous,” either because a care supporter wasidimmya bit of money to the sick participant or
because, in the case of a 65-year old woman, dseladth improved, she regained her ability to
work. As a consequence, her female in-laws werddppy because | do my handicraft to make
some money, [so] they are jealous.” Another saadl tier in-laws were not happy with the
caregiver assistance she received, because “atbptepdon’t what to see you being helped by
others.” These negative instances aside, a majufrppgrticipants felt their families were pleased
and relieved that the participant was receivingtaathl support, materially, physically, and
emotionally.

For many participants, care supporter interventisege instrumental in improving the
participant’s experience of HIV in his or her owontie. Given the arduous lengths to which
participants often went to acquire their ARVs, dailipport — as opposed to rejection, hostility,
and withholding of food — was essential. Such suppowever, could be taxing on families’
economic, emotional, and physical resources. Agnyrmetric of family responses to caregiver
interventions was whether the participant feltitifemilies had been influenced by the caregivers.
Two interrelated questions were added approximatehird of the way into the data collection.
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“Has your family learned to take better care of3band “Has your family accepted you more?”
The first question was intended to elicit data othlihe physical and psychosocial aspects of
caring for a sick person, from medication suppomutrition to moral support, and the latter
specifically to household stigma reduction. Howevtercare’ and ‘to accept’ were often
simultaneous and twinned processes. In other wtgdsjing the importance of nutrition might
also include — and entail — expressing positiveteams towards the HIV positive family member
that helped them feel more accepted. Many partitipgesponded that their families were both
caring and accepting, sometimes prior but morencdtea result of caregivers’ teaching and
modeling of care practices. “They learned to givemore love,” said a 43-year old man, “not to
discriminate me from themselves. They do everytbiggther with me. They are there for me.”
One woman said her family had already been caongrid accepting of her, but the caregiver
taught them to show her even “more love.” Accordim@nother participant, many things might
have gone wrong if the care supporter had nevezapd. “At times,” she said, one’s family
“looks down on you when you are sick, but whendaeegiver comes, then they think they
should also join in [caring for the sick persor]éarning to take ‘better care’ for another woman
meant that her husband learned from the caredietihie must get tested, which he did, and
found that he was HIV positive.

Asked what it meant for their families to take bettare of them, participants reported a
combination of more material assistance, espedialiiye form of food, and show of greater
concern and empathy. “My family takes better cdmme — they [no longer] discriminate, because
now they give me a full diet. Before, they didnftdw anything about the condition.” A 63-year
old participant whose adult daughter was also Hb¥itve felt her daughter began bringing her
mother water, money, shoes, and food, as well @aa@ganying her on clinic visits, as a result of
her caregiver’'s involvement. (This situation, hoeedoes raise the ‘care for caregiver’ question
of who is caring for the HIV positive daughter.)dame cases, caregiving produced concrete
changes in family relations that significantly imaped participants’ quality of life and wellbeing.
A 65-year old woman was pleased that as a restiteofaregiver’s involvement, her husband
“gives me love,” and that her children accept heranevidenced by the fact that “even if | am
out in the fields, if | am late, [my children] wilend someone to fetch me to come back and take
my food and tablets [ARVs].”

Despite caregiver involvement in participants’ iyaousehold stigma in various forms
persisted in a few cases. The family of one wonmnticued to believe that she had killed her
husband, so they treated her poorly. Overall, hewnegarticipants described a shifting landscape
of household experiences of being HIV positive. @adicipant was extremely pleased when her
neighbors, who had been worrying about her straggione, began checking on her regularly, a
routine that commenced after the caregiver spokie tlivem about the client’s situation. Prior to
that, said the 54-year old woman, “no one was dhgakver me.” Being checked on by a
neighbor, having family members remind you to tager medications, being offered food — all
of these constituted reassurance that the indilidaa still a part of the social body and that thei
needs mattered, even if they could not always ke dreler extremely vulnerable conditions, an
otherwise routine question, “How do you feel todagduld feel radical. Thus, where silence,
denial, and discrimination may have marked a pgpgit’s experience of their family or
surrounding community prior to the caregiver’'s\alj the enhanced care and compassion
modeled by the care supporter’s visitation wasstone, transformative of their HIV experience.

E. Brokering HIV disclosure

A family’s handling of a family member with confied HIV often hinged on whether they
were aware of the individual's HIV positive statégw studies have explored the rationales,
emotions, and patterns of HIV disclosure in Afrieapecially to non-sexual partners (Miléral
2007:589). This caesura in HIV/AIDS research, afraiing disclosure in different relational
contexts — to one’s young and adult children, rfataily members, and in-laws, as well as
neighbors and others in one’s community — warrdagper investigation especially, argue Miller
and Rubin, with respect to the roles of churchebrafigious leadership:
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African social networks, as opposed to U.S. sosigtems, provide a different set of
organizations and opinion leaders to whom indiviglia crisis can turn for advice and
assistance, among the most influential which are Christian churches and pastors.
(Hastings, 1995; Lonsdale, 2002, cited in Mik¢ral. 2007:588)

In this study, many participants described haviegrbcounseled about self disclosure by clinic
staff and rendering the decision to self-disclasselected others on their own. But approximately
one in four (23%) [Figure 3] reported that theirBEcare supporter had helped them to disclose
to family members, either by encouraging them tealodiscussing strategies for how to do so, at
times joining the participant in disclosing to taenily, or even, with the participant’s permission,
telling the spouse on behalf of the participant.

Figure 3: Has the caregiver helped you tell some fisily members that you were diagnosed with HIV?

Decisions to disclose can be complicated by thetfet families were not uniform entities.
Members might respond differently to the afflicgetson and to the subject of HIV/AIDS. After
telling her adult children, ages 36 and 21, thatwhs HIV positive, a 58-year old participant said
they were “shocked and stigmatized her and diduvaott to share food with her.” But after the
care supporter counseled them, the younger one waaneept her mother’s HIV positive status a
bit more. This acceptance had more than psychdsmriaequences. The participant felt that if
the care supporter had never intervened, her ehilsistigma would have killed her — or that she
would have killed herself.

One man was instructed at the hospital not taatglbne except his caregiver. However, he
decided to tell his sister-in-law as well, who,daéd, accepted him and encouraged him to adhere
to the medications. Moreover, whereas the clinig pravide counseling regarding disclosure to
a sexual partner, back home it may fall to the sapporter to encourage the client’s spouse to
seek testing. Asked what would have happened it&ne supporter had never arrived, a 32-year
old participant described the wall of silence harecsupporter — and thus, public health
campaigns more broadly — had to break through: ‘déayy husband would never have gone and
tested or gotten on treatment. My mother-in-lawntlidrant us to test, and she doesn't want me to
talk to other young wives about HIV or to encouréigem to test. Even my father-in-law is HIV
positive, but still my mother-in-law wants to hesthing about HIV.”

In general, care supporters felt it was importantt least one family member to be cognizant
of the client’s HIV positive status. This was trese with a 34-year old man who, having been
advised by his care supporter, disclosed to hislyaifhough they were saddened to learn, he
recalled, that he was HIV positive, they acceptied A 39-year old mother was likewise advised
by her care supporter to tell her five childrenpwhnged in age from seven to 26 years, in order
that they could remind her to take her ARVs. Thenaa felt her “mind was not in good
condition” and that these reminders were espediahortant since they had seen their father,
who refused to take ARVSs, die. A third participhad dreaded telling her family she had HIV,
but having done so, she found that they were griatiedit she had.
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HIV disclosure emerged from participant reporta@®mplex psychosocial process,
punctuated by instances of telling different pealdifferent times that elicited a range of
reactions. Such processes could be fraught byntedacutor’'s own fear of sickness and death
and of the stigma and shame of having HIV. A 60-y#d man was motivated to disclose in
order to save his sick brother, hoping that byislyanis own HIV status and invoking his
improved health as evidence of ARV effectivendsat his brother would seek testing and
treatment. He advised his brother, “Look here, HiW positive, and I've started these ARVS. |
was just like you, so now you go and have the Hist tind get these tablets.” The brother reacted
by threatening the participant with violence andyileg that he might have HIV: “He wanted to
kill me, because | tried to explain everything tmtabout the CD4 count. He said, ‘Eh, there’s
nothing like that.” Eventually, the brother capéted. On ARVs now, “[my brother] is ‘sharp’
[and] thanked me. Now he preaches the gospetftiiig and treatment] to other people; that
they must go for the HIV test or else they will amgvery sick.”

But self disclosure, even when mediated by a agpparter, ran the risk of further
complicating what others believed about HIV/AIDSIakRVs, especially if an HIV positive
person appeared well as a result of ARVs. Thistivagsase with a 32-old year woman who, like
the man above, disclosed to her sibling in an eftosave her:

Participant [P]: The care supporter helped meltortg family, because my sister was also sick. kwa
afraid to tell her, because | thought she wouldtkay | am laughing at her or bluffing. So the care
supporter advised me to make an example with rey Btit my sister couldn't accept the [HIV] positive
life, so she passed on [died]. My family did nolidee | was being helped by the ARVs to get weliey
said | was just telling stories. Since my sisteddithough], they try to believe me...To my husband'
family, | decided on my own to tell them | am ligipositively. Even they don't believe | have HIV
[because participant appeared well]. My motheraw-teminds me when to take the ARVs, but doesn't
believe | have HIV.

Interviewer: How does that make [you] feel thatytden't believe [you]?

P: It hurts me a lot, because they're busy dyiftgated right. Because they do not believe what | am
saying. So, | pray one day that they may acceptl thia HIV positive.

Thus, for others to accept that the participant M#&spositive required, at the same time, that
they believe in the potential effectiveness of ARMafortunately, to believe in ARVs was to
concede the harsh and frightening reality of H\DBSI, which some individuals reportedly were
unwilling to do.

F. Biomedical aspects of church run home-based HIYMDS care

Given the diverse roles care supporters played¥sHucators and spiritual counselors, and
their church run home-based care affiliation, ptints were asked whether they perceived their
care supporters to be religious people, healthplggbor both [Figure 4]. A large majority (86%)
reported that they viewed care supporters as both.
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Figure 4: Would you say the care supporters are raious people, health people, or both?

The significance of caregivers’ dual identities iaythe synergies that each domain, marked by
their respective biomedical and socio-religiousdisses and practices, had on participants’
lives. These synergies contrast with the unprodedgnsions that have long strained religious
and biomedical approaches to HIV/AIDS. | turn n@nah analysis of the biomedical and socio-
religious content of participants’ experiences éttdr understand whether and in what ways these
synergies were discernible, actionable, and patiytieplicable in places with similar
epidemiological, sociocultural, and economic peil

1. Elevating health: the power of ‘talk’

It is important to distinguish between HIV/AIDS Itaand HIV/AIDS education. Much of the
impact that care supporters appeared to have t¢icipants’ wellbeing was the result of ongoing
conversations between the care supporter anditdre,avherein different aspects of being HIV
positive were talked about. The regular, ongoimgl, @eal time nature of care supporter
involvement in clients’ lives contrasts with (vit&pisodic encounters clients had with clinic
staff. Participants often described how a care siippchanged their health practices and sense of
self over time, making them more willing to testseek out clinic advice, to involve families in
their care, and to accept and care for themselitheut shame.

At its most impactful, a care supporter helpedigigdnts to cultivate self-care skills that help
to support wellbeing. A 30-year old man explain&dhe caregivers teach me how to care for
myself with this condition [HIV] and to live my k" Developing self-care skills required, first,
that clients and care supporters talk about HIV/8l&nd being HIV positive. Nearly every
participant reported that they waremfortable speaking about HIV/AIDS with their care
supporter [Table 4]. The only individual who didtieel comfortable was a 52-year old woman
who said she was shy, so she didn't want to tatkuaiy anyway.

Table 4:Caregiver-client communication

Is it comfortable speaking with care supporters abot HIV/AIDS? %
Yes 99
No 1

An overwhelming majority (92%) of participants real that they felt their health had improved
since a care supporter began visiting them at hamery significant indicator of care supporters’
‘impact’ on participants’ perceived wellbeing. Themainder reported that their health remained
unchanged. None indicated that their health hacevad.

Figure 5: Would you say your health has changed sie the care supporter started visiting?
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Asked to explain whabetter health’” meant to them individually, participants descriled
state of elevated wellbeing that reflected therdgpendence of the physical, material,
psychosocial, and socio-religious factors in tldgiity attempts at managing sickness. For a 37-
year old man, ‘better health’ meant that “I founebuld live with HIV. | wouldn't kill myself. |
know to check and test again.” Explained one pagitt, “| don’'t understand things about the
sickness. At times, | may think I'm not HIV posighand may want to stop the ARVs, but [the
care supporters] answer my questions.”

Reports also helped to concretize the otherwisnafebulous notion of ‘care.’ Given the
multiple ways in which participants described careg’ support, participants were asked to
specify theémost important’ aspect of care supporters’ involvement in theidi Recalled a 29-
year old man, “when | was bedridden, the caregipeon fed me, bathed me, and took me to the
health center.” At times, care supporters managegdure funds for clinic transport and often
provided food, mostly pap, which facilitated takithg ARVs. They provided oral rehydration
salts and pain killers when they had these itemisao, as well nappies, latex gloves, soap, and
cooking oil. Sometimes care supporters helpedvait#ia field and straighten up yards. They
cleaned the home, did laundry, and fetched watgfieewood until participants recovered
sufficient energy to resume such tasks, if theyevadale.

Often, ‘better health’ was the direct result ofecaupporters’ efforts to have their clients,
especially those who were very sick, tested for ldiM, if necessary, put on ARVs. More than
one in four participants (27.9%) soudgfil testing after a care supporter began visiting them
[Table 5].

Table 5: HIV testing
When did you get tested for HIV?

Before care supporter intervened 72.2
After the care supporter intervened 27.9

%

Care supporters often encouraged that client§deatvariety of diseases (Root 2011),
couching HIV in one of many less stigmatizing caiadis, in part to normalize HIV testing and
render the decision less threatening. Combined ngdlesurance and encouragement that
proactive steps could be taken if the test wagipesa number of clients felt that without this
gentle ‘push,’ they might not be alive. At timeay& supporters even accompanied participants to
the clinic or provided the funds to get there. Besiserving as the informational, logistical, and
emotional bridge for many participants to accesschealth services, clients described other
aspects of essential HIV-related care talk. Thak*tmight include the health of participants’
children and husbands’ HIV status. In at leastdtua@ses, the care supporter was instrumental in
persuading participants’ husbands to get testetbatalinitiate ARVs. For example, though one
woman had already tested positive and discloséedtdusband, he did not believe her. Yet after
the care supporter took him aside and counseleddget tested, he did so immediately. Much
of the talk around HIV testing concerned the casa#IV health practices that begins upon
diagnosis. These included encouraging the partitifmahave children tested, condom use during
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sexual intercourse, and retesting, presumablyfasraof monitoring clients’ CD4 counts in
order to maintain an optimum ARV regimen. Care sufgrs emerged as pivotal players
particularly when clients experienced apparent oaitin side effects or developed other
sicknesses, encouraging them to find a way tometuthe clinic for follow up.

A majority of participants discussed HIV testingla®RVs with their care supporter, if only to
alert the care supporter that they had alreadgdemtd started medications. Importantly, nearly
one in three patrticipants (31%) commenced ARV adted largely as a consequence of, their
care supporter intervention [Table 6]. In an envinent of entrenched stigma and gaping voids of
silence around HIV/AIDS, this ‘talk, for some, was extraordinary process. They described the
synergies derived from care supporters’ adviceghhbed and supplemented counsel they had
been given at the clinic. Ongoing instruction reljag ARV adherence (“they helped me to take
the pills: eat first, wait, then take pills — | ds® vomit”) and encouragement (“life continues
even when one is HIV positive”) were frequentleditas key factors in why a care supporter
relationship was felt to have improved their health

Table 6: ART uptake

When did you initiate ART? %
Before care supporter intervened 69.2
After the care supporter intervened 30.8

* One participant had not commenced ARV treatment.

Most ARV-related conversations between participants their caregivers entailed vital
reminders about the importance of adherence amdingeadherence routines. They also included
counsel to visit the health center if adherencéleros arose, for example, if side effects became
unbearable. Lacking transport funds and adequatt Bind in some instances suffering stigma
and shame, participants often conveyed the impogtahcaregivers’ moral support, encouraging
clients to do their utmost to stick to the presetilbegimen despite the manifold deprivations they
faced. Some participants said their care suppdrtgtsred about the specific ARVs they were
taking. If the participant did not know, she onisgs advised to find out and to tell a family
member, so that in case of complications or ardactiwhereby the participant ended up in the
hospital, that they or family member could tell tiws what had been prescribed.

Caregivers’ targeted support of ARV adherence vii@n@mbedded in the social process of
relationship building, one in which caregivers intesal themselves in the daily tragedies and
tribulations their clients faced — and which, impotly, caregivers themselves often suffered. A
43-year old participant said she was “so happy”mihe care supporter first came to her home,
as she had longed for that person to become hientfi’ The participant had witnessed the
woman to have a “good heart.” Unwell, she had goreenumber of clinics but with no
improvement. The care supporter encouraged heqgieest an HIV test, which she did. HIV
positive, she had her CD4 count checked, and rettm her care supporter to discuss next steps.
The caregiver asked the participant her thougbtahich the participant replied, “There is no
alternative. | accept it. | am going to take the\ARso | started.” Discriminated against by her
family, in part because of their negative views\&Vs, the caregiver continued to play an
indispensable role in the woman'’s survival, acisgoth “mother” and “pastor” to ease her pain.
When her 25-year old daughter died, recalled tiécgzant, neither family members, fellow
church parishioners, nor even her pastor atterfueéuneral, but her care supporter, flanked by
other care supporters, did.

2. “The care supporter is always thereARV adherence and social change

In a meta-analysis comparing ARV adherence amoMJAIDS patients in sub-Saharan
Africa (SSA) with those in North Africa, the autilsdound that PLWH in SSA may practice
better regimen adherence than PLWH in North Amg(fitiéls et al. 2006). In this study, a
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commitment to ARV adherence was a salient featlipaudicipants’ reports, as was the
importance of care supporters’ encouragement modtSometimes there are side effects,” said a
60-year old man, “and the care supporter is alvtlage for me, telling me, ‘go straight to the
doctor and tell him.”” The vast majority of parfieints lacked sufficient funds to get to the clinic,
whether for check ups or medication refills. Thisant that regardless of their state of ill health,
participants walked as much as four hours, or awmman reported “hitchhiking three cars,” to
reach a clinic. Caregivers often struggled to pteviood and money for clinic transport, and
helped to devise strategies of disclosure to aljamémber, whereby the client could take the
ARVs freely, without fear of stigma.

Alongside the economic constraints that undermamfterence, approximately 27% reported
that they hadelt or been discouraged from taking their hard eaned ARV medications
[Figure 6]. Millset al. have pointed up the importance of “understandintucally specific
barriers to adherence” as these “will be imporiamteveloping evidence-based interventions
targeted at the individuals with poor ART adherér{2606:688). Participants reported
caregivers’ ongoing ARV encouragement, their couttsavoid traditional herbs, and their
readiness to respond to HIV-related questionso(oefier them to clinic) as among the ‘most
important’ roles they played in improving their Hbaln doing so, care supporters strengthened a
broader social process of mitigating peer presagainst using ARVs, a subject (discouragement,
resistance) in need of much more research, thattezly came from friends, family members,
colleagues, and other members of the community.

Figure 6: Has anyone ever discouraged you from takg ARVs?

The question of whether participants had ever bBeésaouraged” from taking ARVs initially
was designed to explore the ‘local world’ of healéeking practices, in particular social pressures
to utilize traditional healing modalities for appat HIV infection. Participant responses,
however, pointed up a myriad of non-mutually exiglesvays that ARV discouragement was
perpetrated and the ways that PLWH resisted sugdspres in order to maintain adherence. Care
supporters played an integral role in such resigtahnhree such discouragement processes are
described here:

a. ARV discouragement as part of a generalizedadlefiHIV/AIDS

Demonstrating the broader influence that care suppoappeared to be having at the
community level, a 32-year old woman said the mfemeo community discouraged her from
taking ARVSs, insisting that there is no such thasgHIV and AIDS. “You are being influenced
by these caregivers,” they told her, “so you mtgp $aking the tablets.” She said she stands firm
against these men’s disapprobation: “No, | worstcdntinue. | will continue [taking the ARVS].”
Prior to her care supporter’s intervention, thigipgpant had feared joining others at meals and
on some days even denied her HIV positive statos.sdid she believed in ARVs, “because | saw
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that | was almost dead.” With the care supportensouragement, she rejoined her social world
and accepted her HIV status. With her personhostmed, she responded to her detractors, “No,
| will not discontinue. | will continue [taking mmedications].”

b. “It's my life”: ARV discouragement and the aswdion with being HIV positive

In many instances of ARV discouragement, the sdié@lon was less with ARV as a
treatment modality than its association with thet tf a person’s being HIV positive. If a person
is on ARVSs, it is known that that person is HIV jie®. Thus, asking about ‘discouragement’
elicited accounts of the role that ARVs play in stitating an HIV positive identity. A 48-year
old woman said her neighbors discouraged her fekimg the ARVs, because it would cue
others to her HIV diagnosis. She responded thatvsldd not stop taking her ARVs, because
“it's my life,” a discourse of self-ownership eclibky other participants and which care
supporters helped to strengthen through ongoingatiun and encouragement. A 42-year old
widow whose husband had been supportive of hewbatsadly had passed away, said her in-
laws protested her use of ARVs, refusing to enteouse or to eat any food that she prepared,
because “you are eating ARVs.” They “hated” tha slas on ARVs. With the translator’s
assistance, it became clear that the questionisifodragement from using ARVS’ was
understood not just as pressure not to take ARVYsa Iparticipant'feelingof ‘discouragement’
since if one takes ARVSs, it is because one is Hi¥ifive, which constitutes grounds for social
denigration and rejection. Thus, it appeared thafparticipant’s in-laws might have entered her
home if she stopped the ARVSs, as this would ettaséact that she is HIV positive, and thereby
restore to her an acceptable personhood. ARV diagement of this kind constituted a social
process that overlapped with HIV stigma and ongditiy/AIDS denial’ described below.

Focusing on an individual's ARV regimen seemedrtvigle an additional means of
diminishing an individual for being HIV positiverqgducing a feeling of discouragement. One
participant recalled how the rural health motivgd®HM) in her community, a person who is
tasked by the government to provide basic heaftrimation and outreach, would be dismissive
of the participant. If they bickered, the RHM woulintain that the participant was being
difficult because she was taking ARVs. Others indenmunity disparaged and discouraged this
participant from taking ARVs as well. She wouldontt “Even if | take the ARVs, | am very
fortunate because | know my [HIV] status. What @haw? It's highly possible that you have
only five CD4 count.” That she invoked self-knowdedof her CD4 count as a sign not of
inferiority but as a source of defiant pride reffenot just a heightened degree of HIV/AIDS
literacy but the seed of a new mode of HIV podiivi

Negative associations between ARVs and ‘being Hi¥itive’ fueled feelings of
discouragement in other ways as well. One partitipaid there were people who felt it was a
disgrace to carry ARVs, for example, to a funenddich might last all night, and to take them in
front of people — a form of poor etiquette. Howe\athering to a regimen schedule might require
such discipline. A second participant described h@icolleagues at work (as a taxi driver)
called him stupid for taking the ARVs, saying tiahey themselves were HIV positive, they
would have no need to rely on the tablets as he.d®éey think they are clever,” said the
participant. “They are stupid.” Asked how he reaet®n they say such things, he said, “I just
keep quiet because | know what I'm doing for mg.lif

c. Challenging ARV efficacy and pressures to usehiomedical modalities

A final means of discouraging an individual frorkitey ARVs was to call into question the
effectiveness of the medications and to challehggturticipant’s confidence in their clinical
efficacy. At least two participants had been tojckers that taking ARVs would make them
very sick and that they would die, as a result. @as a participant who described a family
dispute in which her father-in-law insisted theg shust not take the ARVs, but rather ingest
herbal medicines, as ARVs will cause her to dikefishow she responded to such pressure, the
participant said she insisted, “No, you are thewhe is going to die!” These were some of the
family dynamics that care supporters might haveaiggate in an effort to support their clients.
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Besides pressures to use traditional healing, tpasd certain churches were reportedly
propagating prayer for treatment of HIV/AIDS andhimgt ARVS. In this setting, the fact that the
organization’s care supporters were perceivdab#isreligious and health ‘people’ was extremely
significant. As agents of Christianity and HIV/AlGSslucators, they were well-positioned to
authoritatively discourage non-biomedical modadifier HIV/AIDS and to promote the use of
ARVs. A 48-year old participant described a prodiadted Forever Living that was gaining
popularity, so much so, that even at a cost ofradd a bottle, people were switching from their
ARVs to use it. She felt that many in her commuhityl died as a result. The same product was
mentioned by another participant, a 58-year old omvho said people had discouraged her
from taking ARVs, pressuring her to use Foreveirgvinstead. One participant who, though
diagnosed HIV positive in 1999, had yet to need ARShe said she had a CD4 count of 500),
described how friends tell her she must not takenttShe said she pushes back, telling them, “I
won't [discontinue], because | was taught how te éar myself. They teach me that if | am
supposed to take ARVs, | must take them my whae”li

Taken together, these reports paint a scene invatiieady vulnerable individuals found
themselves defending their medical decisions tdlfamembers, community members,
neighbors, and others. Conventional HIV/AIDS praogsehave yet to address these serious
obstacles to ARV uptake and adherence, and to g@asHIV stigma plays out through multiple
religious and non-biomedical discourses to comf@i¢HV health seeking practices and to
compromise a healthy HIV positive identity. Undecls conditions, caregiver support for ARV
adherence was uniquely positioned both to faatlitat adherence regimen, and to serve as a
significant source of PLWH empowerment as it reddateadherence, as well.

G. “We smoke one pige Socio-religious dimensions of home-based care

Though approximately 15% of participants indicateat they did not identify themselves as
Christian, nearly every participant felt it was ionfant that a care supporter be a Christian. | turn
now to an analysis of participant reports on whyi€ttanity mattered as a feature of the home-
based care that they received, in part so thatdligcs of religion and HIV/AIDS at the policy
and programming levels may be better informed keylithed experience of religion and
HIV/AIDS on the ground [Table 7].

Table 7: Significance of a Christian caregiver

Christians were believed to gieeedible health counselnd toprotect clients’
confidentiality, presumably better than non-Christians would;

Christians havéthe heart” of giving andcompassionthat is needed to tend to the extreme and
ongoing needs of PLWH in their communities;

Christian caregivers were attributed witmaral authority that served two purposes with
respect to being HIV positive: 1) their compasstersitatements on being HIV positive helped to
trump the malicious moralizing that fueled much Hitgma and; 2) the disciplinary elements of
caregivers’ moral authority, for example with resip® sexual activity, helped some participants
to make what they felt were HIV healthy decisions.

a. Credible counsel and confidentiality

Care supporters’ counsel and regular presenceréactignificantly into many participants’
daily lives. The most important aspect of her cangporter relationship, said a 39-year old
woman, is that she “can talk about anything to ftheegivers], even frictions within the family.”
The care supporters felt like parents to her, simirued, and “to your Mom you say
everything.” Christian care supporters were frediyeronstructed as guardians of
confidentiality, able to create safe spaces fant$i to speak about all manner of concerns. The
importance of confidentiality was found to be caliin a project by the United States Centers
for Disease Control with the Ministry of Health ®$fvaziland, which found that once individuals
were assured that confidentiality of test resulis wrotected, home-based TB and HIV testing
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and counseling services were well received andititeid disclosure (University Research Co.,
LLC 2010). Like the study data presented in thporg the project demonstrated the centrality
of confidentiality and its particular importancedomestic household spaces to successful
outreach as a means of bringing patients intodhmdl health system fold. While Christianity
was not identified as discrete variable, a bettefenstanding of its significance to certain
populations, as this study aimed to provide, magroeuctive in designing and implementing
future home-based HTC initiatives.

b. Christians have “the heart” to care

The notion that a Christian will not abandon a siekson was a recurrent theme in
explanations for why it is important that a caregitee Christian. In this light, care supporters
were attributed with almost supernatural patiedc€hristian, explained a 34-year old man,
doesn't get tired of comforting and advising, butcam-Christian says, “Eh! Now, I'm sick and
tired of this person,’ and leaves just like th&.60-year old participant felt that if his care
supporter were not a Christian, he would be dea#led why, he said he felt it was due to
Christianity that “the care supporter is takingecaf me in the first place.” Being a Christian is
important, answered a 31-year old male, becausec#re supporter is a Christian, with the love
of God, that person transfers the love of Goddk people [...] Some people do not like to
spend most of the time with sick people, so | tketare supporters must be Christians [...] If
you are a Christian, you get the power to do alségood] things from God. If you're not a
Christian, you have a hard hearted heart.” Havi@dastian ‘heart’ thus emerged from
guestionnaires as a special competency that enastedsupporters to tend to clients’ needs
indefinitely, as best they could, and to engagenigoing communicating about HIV/AIDS that
was clear, compassionate, and non-judgmental.

The compassion shown by caregivers was often atéibto a Christian personhood, a
correlation which suggests a distinctly differgmtogressive) interpretation of Christianity than
one might glean from public health debates overfhpopriate role of religion in HIV/AIDS
initiatives, with the exception of faith-based oaplcare. “A Christian accepts you with the
disease — the person will understand my sufferiagplained a 46-year old woman. Moreover,
the actual tasks care supporters performed wertofedflect and constitute an ideal Christian.
“She cares for me,” said one participant. “She wamtknow, did | get food. She reminds me of
the days of going to the hospital to get some ARMsjs my date.” The sentiments of 53-year
old male suggested a progressive relationship eetv@ristianity and HIV/AIDS that was both
immanent and self-evident in caregiver practices:

Participant: It's important that a caregiver betai§tian, because we are all God’s creatures.
Interviewer: Why is that important with caregiving?

P: We need to love God. We are getting help thrabgtcare supporters because of God’s love.
If God's love was not there, we would not have ¢heare supporters. We are getting help
through these care supporters who are helped byt&dd the work.

I: So, non-Christians would not have that?

P: Yes [that’s right].

Finally, a Christian caregiver was able to provédsential spiritual support that a non-Christian
caregiver would likely not be equipped to do. Thaud8-year old woman said she felt it was “so
important” that the care supporters be Christiamrder that they can “help me in all ways,
spiritually and physically. If these caregivers gant Christian, | think | would be dead.” It is
important, said a 62-year old man, “because staigggo help me if | am depressed. She lifts
me up...When she speaks to me, | hear the words sipeeaking to me, and these words are
healing. These words are from a Christian.”

c. Moral authority: reducing HIV stigma and HIV Hémapractices
The belief that Christian care supporters’ wordstauthful and trustworthy, with respect
both to explanations of HIV and God’s love, wasrnfdational to the client-caregiver
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relationship. A 53-year old woman felt it was imiaatt for a caregiver to be Christian, “because
we smoke one pipe.” Although a non-Christian cagpsrter could provide assistance with
household tasks, at times one needs spiritual syghe explained, to sit down and discuss
issues that a non-Christian could not. This shgtedity — “the caregiver is a Christian and | am
also a Christian; she understands me very wellipeared to deepen the trust, and therefore the
relationship, that a client and caregiver couldedey. Having a Christian care supporter was
important to a 55-year old man, because “a Christiast not be a choosey [judgmental] person,
saying who is a good person and who is a bad peosavho is deserving of health.” Virtually
every participant reported that there weazlggious aspectgo care supporter home visits. These
included praying and Bible reading. Care supporersetimes encouraged their clients to
attend church and to repent. To many ‘outsideis¢alirses that redound upon conservative
Christianity as a source of HIV stigma reductionyraaem quixotic. Yet, with 85% of
participants claiming a Christian affiliation, ain@d% reporting that thetreligious feelings had
changedsince a care supporter began visiting them [Figlirehe majority of these feeling an
intensified religiosity, Christian discourses ameqtices were a salient and, on the whole,
welcome feature of the home-based care experience.
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For some clients, the care supporters’ modeling admpassionate as well as morally
disciplined personhood seemed to inspire opporagifor personal growth and development.
According to one 30-year old woman, “a care sugudrelps you become a Christian, because
you see what they are doing for you. You wish tcooee a Christian.” Given that they are not
positioned — nor is it their mandate — to inseeniselves into the rhythms of patients’ everyday
lives, clinic personnel may lack the necessaryghsi about an individual's life to prevent
suicide or suicidal ideation on an ongoing basiseal-time. For a 56-year old woman, a care
supporter would ideally be Christian. At times, shél, people who are HIV positive “feel they
are discriminated against” to the point where thiay wish to end their lives. But a care
supporter who is Christian will explain that itriet right in front of God to kill yourself. ‘Just
repent...God is there.” The despair that caregidissipated was profound. A 42-year old
woman felt it was important that a care supporeealChristian, because “l want to raise my
kids, and the caregiver encourages me to refram filling myself as other HIV positive
people do.”

Given the HIV stigma and the potential loss of rhpexsonhood suffered by many HIV
positive persons, the Christian dimension of tlganization’s home-based care offered
participants who desired it a restoration, or mation, of a new form of moral personhood, not
despite the religious care component but becauige“tifyou have the disease, the word of God
encourages you, because God still loves you,” éxgdiba 47-year old woman. To still be
“loved” could be life saving, yet “love” is not artm commonly found in conventional
biomedical HIV/AIDS parlance. “The care supportec@urages me to read the Bible,” said one
woman, “and quotes verses of Jesus preaching atidhdp@ woman, and the story of Job. That
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encourages me, because even if my children stigemate, God still loves me.” Another woman
felt her caregiver relationship had intensified raigiosity because of the solace the religious
care practices brought her. “When | feel disapgainand | don’t know what'’s wrong, the
caregiver comes and reads verses, and | feel nietivaAsked to name her favorite verse, she
identified Psalm 103. The passage reads, in faraise the LORD, my soul...who forgives all
your sins and heals all your diseases...The LORD svighteousness and justice for all the
oppressed” (Biblica 2011). In light of the socwblation many participants experienced, its
emphasis on love and compassion, and self elevatiooonveyed through a relationship with a
care supporter underscored the importance of bbttsianity and the caregiver relationship.

Care supporters were often attributed with creitjbiin health issues and thus imbued with a
moral authority to intervene, when appropriateaimily and sexual dynamics in ways that
conventional public health programs generally cafmotwo reasons. First, these interpersonal,
dynamics often transpire too far afield of the fattealth services for clinic staff to intervene at
the scale needed. Second, the religious moraliatrstime participants felt was important is
arguably negated by the implicit secularism of keégiinal HIV/AIDS discourses. Fearlessness,
truth, HIV, sex, and Christianity were interminglaadd essential to the home-based care
experiences of one woman:

Participant: A [Christian] care supporter is naid to tell the truth.

Interviewer: Truth about what?

P: She encourages me not to leave my home, forgeato go find another husband, and not to
return to my family’'s homestead, abandoning mydrieih. The care supporter will even be able to
tell my husband, you should use a condom when wve Bex. The care supporter won't be afraid
to tell my husband what he must do, and that | ratast.

In fact, the participant felt her husband begangisondoms as a result of the care
supporter’s intervention. A correlation among tru@hristianity, and HIV in participant
experiences of church run home-based care wasifikemiced by a 56-year old man, who
claimed “a care supporter can speak the truthtlaatruth is with God.” A non-Christian,
explained another participant, could lead a peestray into traditional healing or even bring
evil spirits that could harm one’s children.

In addition to being knowledgeable about HIV/AICESChristian care supporter could also
serve as a source of disciplinary intervention.8Ayéar old woman whose husband and son
were dead felt the religious moralizing componertié an important part of her home-based
care. As a Christian, the care supporter “will hkp when I'm going astray,” intimating that she
might otherwise seek out traditional healing omhpgis a sexual partner. A Christian care
supporter will intervene and guide her, telling,Hso, a child of God doesn’t do this.” A 42-
year old woman explained changes in her own rilsked behavior, that she had become more
religious since her care supporter entered her'ifi the things | was doing wrong, I've
changed, like sleeping with many men.” The veryglaage that has arguably fueled religious
moralizing and marginalized PLWH in more seculdtiisgs might be experienced as
trustworthy counsel about personal risk manageinesmother. A 42-year old woman said that
she and her care supporter talked about adoptiwdoebaviors and an HIV positive personhood
that prioritized self-preservation. Asked what léraf behaviors she was referring to, she
explained, “A person on ARVs must be a Christiad anust not roam around because you are
HIV positive. You must change your behavior becaBed likes people who respect
themselves.” In this way, Christian discourses prraattices were inextricably bound up in HIV
health practices that affected participants’ wetigepractices which conventional HIV/AIDS
interventions seek, often with limited successnfluence.

Thus, to assess the impact of caregivers’ evargglpractices outside of participants’ local
context, and outside of the care relationshipfitseduld be to miss the deeper significance of
Christianity to cultivating a proactive HIV positiself. For example, the prayers of a 57-year
old woman emboldened her in the face of the rigbemn ARV regimen in order to successfully
adhere: “God, since you know that | am now HIV gesi help me to be perfect in taking my
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medications.” Feeling “more religious” after a catgporter entered her life, a 32-year old
woman said, “| see now I've raised myself a lofelwill be there. | am encouraged because
God helps me to not stop taking pills.” Knowingtttteeir care supporters prayed for their health
and provided spiritual counseling were among theshimportant” practices they performed. A
56-year old woman described how these practicds dxstisted and uplifted her in essential
ways: “The caregivers do things that show theyGirgstian. Like, if we are sick, they clean for
us. They teach us that HIV is not a death sente@ael is there, and he still loves you.™
Enacted in front of a family that may fear or distnate against their HIV positive family
member, these religious and biomedical care pestiaf love/religious faith inextricably tied to
ARV adherence, had the potential to be transforreaif participants’ — and household —
experiences of HIV/AIDS. The experience of religiouoralistic dictates must therefore be
understood within an epidemiological setting ofrestely high HIV and TB prevalence, gender
violence, and poverty; a social setting where tHBS care supporters were viewed by many as
fonts of unconditional love, critical HIV/AID edutian, and anti-HIV stigma sentiments.
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H VI. Conclusion and recommendations H

This report describes findings from a study ofithpact of a church run home-based care
organization on perceived wellbeing among its HBsiive clients in southern Swaziland.
Overall, findings suggested that caregivers’ impgeas often life-saving and life-preserving in
ways that have been little examined in the sodcigntific and public health literatures. Given
recent decreases in donor government funding foVAIDS (Kateset al 2011) and the
politics that have long surrounded religion and HNDS, the study aimed to contribute to a
deeper understanding of both home-based care endtérplay between religion and
biomedicine in the lives of PLWH and their familid$ough focused on a faith-based entity, it
also is meant to contribute to a programmatic @#ein mobilizing “local networks” to create
“health enabling community contexts” (Campbetilal 2008:508).

In many parts of the world, ‘home’ is ground zefébeing’ HIV positive. ‘Home’ is where
stigma and/or support are manifest and where heglitited decisions often are rendered. As a
result, any ‘intervention’ inside such a spacethaspotential to be transformative of the
individual who is afflicted and his or her kin. Gbbes, conceptualized in this report as social
collectivities led by religious leaders who oftearny substantial moral and other forms of
authority, are, like ‘home,’ potent places in whichexperience an HIV positive status. Situated
outside the formal health sector but profoundlgetihg many individuals’ health, ‘home’ and
‘church’ intersected in this study in the form diucch run home-based HIV/AIDS care. That
‘lived intersection’ was the client-caregiver rétatship, through which ‘care’ exercised its
impact on participants’ perceived wellbeing. Knoage of the mechanisms by which that
impact was achieved could well inform governmertt danor efforts to decentralize and
integrate health and social welfare services.

The concept of religious health assets (RHA) wasumental to framing the research
question and interpreting study results. Just a8 Ri¢ conceptually divisible into tangible and
intangible domains, client needs and caregiver anpare analytically separable into tangible
(e.g., food, money for transport) and intangiblg.(ereatment support, both logistical and
attitudinal, and stigma reduction) categories. Haveparticipant reports illustrated how
deprivation or assistance in each category exatsstlms reinforced the other to dramatically
impact wellbeing. If assets “are not used, thery teenain at rest, but always available for use
through some agentive act” (Bongndtaal. 2007:3). The ‘agentive act’ — the leveraged asset
in this study was case organization, through caeggi material, educational, psychosocial
support to PLWH, the value of which was often augtad by their Christian affiliation and
practices.

Categorizing biomedical and socio-religious aspetfsarticipants’ HIV/AIDS care
experiences was of heuristic value in designingiilrestionnaire and reporting study results.
Analysis showed, though, that the lived reality?d¥LH was a dynamic interpolation of
biomedical and socio-religious practices that autisive dyadic representation can only
approximate. In many instances, the radical shifbdividuals’ willingness to test for HIV and
to adhere to ARV regimens as a result of caredintarventions’ (relationships) was
inextricably tied to the attributes participantsigaed to Christian caregivers — attributes that a
‘hard hearted person’ reportedly does not have.tiénghrough caregivers’ direct reminders to
take medications or shared rituals of prayer, n@ieynts felt better able to achieve ART
adherence as a result of that relationship. Thisamence of religion to biomedicine, and of
biomedicine to religion, shows up some of the latiins of western, secular behavior change
interventions that fail to appeal to, or to helaé broken and exhausted hearts and bodies on
meaningful and actionable terms.

“That’'s when my life changed,” said one participatgscribing the significance of the
caregiver entering her life. Cultivating relatioimhbetween HIV positive individuals and
caregivers constituted, in public health parlamacetal ‘intervention.” A new form of social
relation, client-caregiver relationships felt extepally ‘safe’ to many participants, even to
those who did not identify as Christian, in pareda caregivers’ Christian affiliation. The
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particular significance of Christianity to partiaits, as a sign of reliable knowledge, solace,
and well kept secrets, was profound. Many partitipavere resolute in their conviction that it
was important that a caregiver be a Christian, fiesileological purposes than for the traits
attributed to them. For some, seemingly ‘conseveatChristian discourses provided ready
language, relevance, and opportunities for ‘pragives self-acceptance and re-integration.
Religious moralism thus tended to be experienceslds judgmental dictates than a shared
wisdom that helped inform participants’ health pices and, as needed, to restore a sense of
legitimate personhood.

Speaking against collective misinformation and Kt\gma, these real time ongoing
conversations — talk — emerged as powerful instnisnef individual wellbeing and,
potentially, household and community health as .\weihong the newly diagnosed or very ill,
‘talk’ could be life saving. In some instances,ecaupporters played salient suicide or suicidal
ideation prevention roles. ‘Talk’ between clientlararegiver was often reported as the
requisite trigger for constructive HIV-related acti(testing, disclosure, ARV uptake and
adherence). To a certain extent, neither clinicsmass health campaigns are designed or
capable of facilitating HIV/AIDS ‘talk’ at the sabr intensity that is needed to reduce
household and community stigma and embolden indalithlVV health practices, such as
treatment adherence. Multiplying the number of sad@structive, and progressive
conversations around HIV/AIDS appeared to be ortb@brganization’s key impact
mechanisms.

Heeding the HEARD call for investigation of factdihst may impede ART uptake and
adherence, participant reports of the social pressihey faced to desist from their ARV
regimen highlighted the importance of community kepased caregivers to reduce barriers to
uptake and embolden individuals’ decisions to agletheir prescribed ARV regimens. High
ART adherence in resource limited settings in Afti@ve been reported (Milesal 2007). In
fact, a meta-analysis of ART adherence in sub-@ahafrica and North America concluded
that “[t]he expectation of poor adherence in Afrisaot an evidence-based rationale for
delaying the expansion of ART programs in resoyn@er settings [...] [T]he focus (or priority)
must now be to maintain these ART adherence raté@scheasing access to affordable ART”
(Mills et al. 2006:688). The authors also found that “the mmugtdirtant and prevalent factors
that have been reported to negatively affect adicera sub-Saharan Africa are cost, not
disclosing HIV status to a loved one or fear ohigestigmatized, alcohol abuse, and difficulty
in following complex drug regimens” (Millst al. 2006:687), internal citations excluded).
Similarly, participants in this study describedittsrenuous attempts to adhere, a primary
obstacle being lack of funds for clinic transpertacerbated by a lack of sufficient food. On the
subject of regimens, participants made clear thesd for, and appreciation of, reinforcement
of clinic guidelines once they returned home, celing regarding side effects, and ongoing
encouragement to keep persevering under the dofesdly life. Care supporters in the study
area appeared to be unique in that they had betbrtfanizational structure and ethos to help
clients manage that duress in real-time. Esetadl. have likewise highlighted the social aspect
of adherence support in a study of a community-dhasieerculosis DOTS Programme in
Swaziland, writing that “the role of the treatmesnpporter is wider than being just a DOT
provider—more than just observation of treatmeR005:1707). Adherence thus emerged as
more than just a regimen, but rather as a sociattige embedded in complex social relations,
which the client and caregiver often navigated toge

Finally, to many ‘outsiders,’ a study of the sigeéince of Christianity to home-based
HIV/AIDS care evades the issues of structural iraditjgs that ultimately undermine
participants’ wellbeing. In Swaziland, for decadmsysistence agriculture has been rendered
untenable by environmental vagaries, unproductat®nal economic strategies, entrenched
monarchial entitlements, and global commoditiesketsrthat have wrought havoc on land use
and food prices. British writer and activist Geolenbiot writes of Swaziland:
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It doesn’t get madder than this. Swaziland is edhp of a famine and receiving
emergency food aid. Forty per cent of its peopéefacing acute food shortages. So
what has the government decided to export? Bighazle from one of its staple
crops, cassava [...] It would surely be quicker armlerhumane to refine the Swazi
people and put them in our tanks [...] This is onenahy examples of a trade
described last month by Jean Ziegler, the UN'sispeapporteur, as “a crime
against humanity.” [2006, internal citations exadtl

Amidst such ongoing ‘crimes against humanity’ amel ‘new’ forms of humanitarian crisis
described at the start of this report, church romé+-based care constituted a new mode of
community engagement in the study area, precipitagecalamitous conditions, that drew upon
an already extant church network. Over time andsscgeography, the organization’s networks
have expanded, in many cases transforming the mgahibeing HIV positive, encouraging HIV
healthy practices, and, according to participapores, preventing suicide. While prayer and
Bible reading may sound, to many researchersrditeerituals, ineffectual in the face of macro-
economic processes, to the extent that churcheoorekbased care may help strengthen
individuals’ overall health and household relatidhsnay also provide a foundation for more
broad-based, and in ‘western’ secular terms, pssiye social mobilization around PLWH rights
to health resources and dignity.

Study findings suggested three interrelated donfaingarticipatory research on religion, home-
based care, and HIV/AIDS:

Findings suggested three interrelated domainautaré research and programming.

At the individual client and caregiver level:

@ In order to maximize human and material resour@esthere core self-efficacy skills
that clients (PLWH) need and that that caregiverdcthelp to cultivate, beyond
which the clients could manage their HIV statusheitt the caregiver?

@ How are individuals who become caregivers, by ahoicnecessity, to be supported
and/or compensated?

At the family/household level:

@ To what extent do the information and compassidareded by caregivers have a
ripple effect on families and households? For exapgaregivers in this study helped
some participants to disclose their HIV statuswaace able to influence the HIV
testing decisions of at least three clients’ hudbaim addition:

0 Does caregiver involvement in clients’ lives soizi@lclients’ children into
health-enabling HIV practices as well as encougaagitive attitudes
towards PLWH, for example, vis-a-vis HIV positiviildren at school?

@ To what extent are men currently involved in thar&ceconomy” and what home-
based care roles might they play?

At the community/national level:

@ In what ways might new religious-based organizati@s opposed to ‘legacy’
missionary health systems), such as the one pildfil¢his report, be linked to
Swaziland’s national plans to decentralize andgiratie health services?

@ Are there productive linkages to be forged withitifermal health sector (indigenous
healers, pharmacists (often Chinese), chemistbahists, prayer healers), as well?
Doing so could help to dispel the confusion andmfismation that fuels HIV
denialism and discourages ARV adherence.
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In conclusion, the SHBC appears to be innovatieelyancing Swazi government and donor
aims of improving PLWH life expectancy and quabifylife, thus also addressing the challenges
of the country’s escalating OVC rate. At the samme} like so many grassroots entities,
especially those that are volunteer based, thenaat@on faces material and human resource
challenges, including attrition of care supporterbetter resourced northern and international
organizations.

In the short term, two “low hanging fruit” that tis1BC might reach for include
strengthening linkages with nearby clinics and theegnters. Formalized resource sharing and
knowledge exchange between nurses and care suppmitght serve to alert nurses to the real-
time challenges patients face, whereas nurses eppldse caregivers of changes, for example,
in HIV testing methods or treatment protocols. lagks with national HIV/AIDS support
organizations, such as the Swaziland National Netfar PLWHA (SWANNEPHA) and
Swaziland for Positive Living (SWAPOL), could alpmove beneficial, as these would allow for
cross-fertilization of support mechanisms for indials of diverse religious and non-religious
identification. Continued research on the SHBC prasi it expands geographically will shed
further light on the roles that church run homedtlsare might play as a potentially
‘exceptional’ asset in an ‘exceptionally’ challengisetting.
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Map of Swaziland and Geographic Distribution of HIV Prevalence
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Shiselweni Home-Based Care: Communities Served
Southern Swaziland
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Appendix C

Semi-structured questionnaire (face-to-face)

Client experiences of church run home-based careamy PLWH in Swaziland®

Q1. Community Background

Community Name

Year SHBC group started

Number of caregivers

Number of clients

Permission to participate was yes from all participnts. Permission to audio record?

Q2. Client Demographics

Gender

Age

Schooling

Q3. Client marital status

single, never married widow/er (spouse died)

married, monogamous separated, divorced

married, polygamous Click to write Choice 6

Q4.How are you feeling today?

Q5. Do you know what sicknesses are ailing you [Intereiwer: If the person does not say HIV, see
if it can be delicately determined in questions 2@nd 21 below]?

Yes Sometimes No, why not?

Q6. So, what kinds of things do you need someone to es$sou with?

Q7.Do you ask someone to help you with these things?

No

Yes, whom do you ask (may be more than one)?

Q8. Do you feel comfortable asking family members for élp?

Q9.Do you have a SHBC care supporter?

Yes No

Q10.How long have you had one?

Q11.What did you think when the care supporter first cane and introduced themselves to you?
Q12.What's the MOST important thing they do for you?

Q13.Would you say your health has changed since the @asupporter started visiting?

Yes, better About the same No, worse

Q14.If better, how so? If worse, how so?

Q15.What are your family's feelings about having a caresupporter come help? [Interviewer
probe: Are some members happy and others not so hpp about it?]

Q77.Does your family take better care of you as a resubf the care supporters' visits? Do they
accept you more? [question added on site]

Q16.1n your view, would you say the care supporters areeligious people, or health people, or
both?

Religious people Health people Both

Q17.1s it comfortable talking about HIV/AIDS with the c are supporters?

Yes No NA

Q18.Has HIV/AIDS come up in conversation between you ahyour care supporter?

Yes No NA

Q19.(If yes) may | ask what kinds of things come up isuch conversations?

Q20.Have you ever discussed HIV testing?

16 On-site adjustments were made to better captusegant knowledge on client experiences. Concurrehciata
collection and analysis, whereby “new analytic stgpform] the process of additional data collestand new data
[inform] the analytic processes,” is characterisfienuch qualitative research (Thorne 2000:68).
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Yes No NA

Q21.(If yes) can you describe the conversation for mgProbe: Did the conversation make you
more willing to go get tested?]

Q22.Have the care supporter and you ever talked about RVs?

Yes No

Q23.(If yes) can you describe the conversation for mgProbe: Did the conversation make you
more willing to start ARVs? Does the care supportehelp you to stay on ARVs?]

Q26.Have you been able to tell any family or friends atut your situation of HIV?

Yes No

Some of them. Who?

Q27.Has the care supporter helped you to tell some falgimembers that you were diagnosed with
HIV?

Yes No

Q28.1f yes, can you describe for me what happened whemu first told that person/those people
about your HIV situation?

Q29.Are there religious aspects to the support the cagiver provides? [Probe: If yes, what are the
religious aspects?]

Q30.Can you tell me, is it important to you that a caresupporter be a Christian, or does it not
matter? [Probe: If yes, it is important, why?]

Q31.Do you consider yourself a Christian?

Yes No

Q32.Have your own religious feelings changed since tloare supporter started visiting?

Yes No

Q33.If yes, do you feel more or less religious?

Q34.Do you consider yourself to have repented, or to baorn again? If yes, which one?
Q35.Was the repenting (or born again) experience beforer after your HIV diagnosis? If after,
why?

Q36.Do you feel life for your family is easier becausef the care supporter visits? [deleted]
Yes No

Q37.(If yes, life for the family is easier), how so? [eleted]

Q38.What do you feel would happen if the SHBC had nevezome to your home, or stopped
coming to visit?

Q80.What do you feel would happen if the care supportecould no longer visit you?

Q39.May I ask, how is your family's food and money sitation? [some sub-questions deleted on
site]

Do you have sufficient food?

Did you work before you got sick?

If yes, doing what?

Are you able to work now? If yes,

doing what?

What is the family's main source of

income?

Are you able to afford medications?

Do you have enough money to go

to the health center when you need

to?

Q40.Just one last question, has anyone ever discouraggaou from taking ARVs? [Probe: If so,
what did they say? how did you respond?]

Yes No/Notes

Q79.Miscellaneous notes from this interview
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