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Ubuntu

ol am, because

since we ar e, t

In the African context, Ubuntu is the philosophy that
an individual only exist in relation to a community.
This philosophy is based on values of mutuality and
shared humanity.

Where there is Ubuntu there is social cohesion.
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Summary

Zambia has for many years experienced a generalised HIV epideargescale
antiretroviral programmes have been successfully introduced (Egger et al. 2005;
Stringer et al. 2006)Despite progress in controlling both new infections and
access to treatment, the scale angact of the epidemic remamajor concerns.
Persistent social inequalities and discrimination continues to create significant
barriers to access HIV/AIDS servicds.has been argued thabal cohesion,
understood asollectivenetworks ofsolidarity and trusin a societycouldredue
susceptibility and vulnerability to HIV (Me&y-Weitz, 2005; Loewenson2007)

andgeneratesocialaction(Kawachi et al., 1997).

This thesis aimed to investigate tlmfluence of social cohesionalong the
continuum of HIVcare in Zambia (uptake of testing; uptake of ART; adherence to
ART and retention in care).was particularly interested mssessing the effect of
specific combiations of social cohesiofcouple, household and neighbours),
economic andndividual factors onthe decision making related to accessHy

services.

To do so,a communitybasedcrosssectional survey methodology (N =080)

was implenented in foursitesin the Southern and Central provinces of Zambia

two rural (Namwala and Monze districtlp@ commercial centre (Mazabuka)d

one urban area (Lusaka). The rational e Dbe
comparative setting with varying health systesociceconomic and socio

cultural conditions (urban, periurban and rural). The study population consisted of



adults, women and men, over the age of 18, who were residents of one of the four
sites.

This survey was the quantitative part of a larger mixedhod research study
entitled Al mproving equity of access
the Swiss National Science Foundation (SNSF, project nr: 1Z 70Z8907). The
development of the questionnaire was informed byéisalts ofan ethnogaphic
researchcarried out within the overall projecind a systmatic review of
previously validated questionnairésat | personallycarried out In order to
investigate the potential associasobetweensocial, economicand individual
factors andacces to HIV/AIDS services, the dataas primarily analysedusing
multilevel and multinomiallogistic regression models adjusting for potential

confounders.

The main conclusions of this thesis are based on the results of four studies
conducted to explore tredfect of social cohesion along the HIV care continuum.
The box below presents an overview of what this thesis adds to the existing
evidence on the influence sbciostructural determinants @ccessd HIV/AIDS

services.

What is already known?

A Social cohesionplays a positive role in both reducing susceptibility to HIV
dealing with vulnerability to AIDS.

A Gender-based violenceand gender inequalities increasulnerability to HIV
infection and deter uptake of HIV testing in women.

A HIV/AIDS -related stigma is a major barrier to HIV prevention efforts hamper
uptake of HIV testing, adherent® ART and delaying general health seeking am
people with HIV.

A The existingguantitative studies othe link betweempoverty and HIV/AIDS present

conflicting evidence.
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What does this thesis add?

A In Zambia,social cohesion measured by networks of action, trust and reciprg
either at the level of the couple, the famalgdthe community- plays a significan
role in access to HIV/AIDS servicesven whenfactors such as stigma, soc
economic status, gender and other individual factors are taken into account.

A Not all levels of social cohesiotcouple, family and community) exert their effect
the same way along the continuum of HIV care.

A Not only enactedviolence but tolerance to gendefbased violence within
households hampers the uptake of HIV testing. Thidtén a reflection of prevailin
social norms with respect to gender and power relations in a commidigty levels
of tolerance to genddrasedviolencearemore commorin discohesive environment

A HIV/AIDS -related stigma strongly hindersuptake of testingand retention in care
High levels of stigma ammore common in discohesiemvironments

A Livelihoods insecurity deters uptake of treatment anadherenceespecially in
women However, increasing social ties can help balance this negative effect.

A Promoting soci al cohesi on among m
participation in community activities, could have harmful effects unless yig

gender norms of masculinityare mainstreamed in tliesign of the intervention

What do these findingslead to?

A Social discohesioand dsempoweringconditions (discriminatory gender norms, hi
levels of stigmaand livelihoodsnsecurity)are the recurrent obstacles of access a
the HIV continuum of care in Zambia. The strategy to scale up access to HIV
services in Zambia needs to prioritize interventions aimed at promoting
cohesion and reducing disempowering conditions wiaihespecially presenin
discohesive environments.

A Social cohesion primarily deals with creating environments that enable cg
families and/or communities to overcome (inevitable) social tensions and cor
These enabling environments can beiedadd through facility, community and
policy/institutional level interventionspromoting norviolence and gendexquitable
norms as well as mobilizing communities to enforce laws preventing discrimir

based on gender and/or HIV status.

The detaiédresults are presented in four scientific papers that have been included

as chapters in thikesis (Chapter 6 to Chapter 9).



Chapter 6 investigatesthrough a systematic reviewnd metaanalysis the
evidencebased orsocial and cultural barriers to @ssHIV/AIDS services The
results revealed that there is a tendency, in quantitative studies, to study the same
factors survey after survey. Furthermore, this trend vansthe economic level

of the country. In lonwincome countries, surveys tend taamine socieeconomic
factors and health education, whereas in {igiome countries more attention is
paid to clinical and psychosocial factors such as depresanxiety, sekefficacy

andbr sexual identity. The effect of family and social relationshipcluding
interpersonal violence, received, compaely, little attention in bothrich and

poor countries. These results were instrumental in focusing my research on the
influence of social cohesion in access to services for prevention and treatment o

HIV/AIDS.

Chapter 7 investigates the influence of social cohesion factors on uptake of HIV
testingthrough multilevel logistic regression analysi$is study shows that not
only enacted violence is a burden for HIV prevention but that tolerance to gender
based violence is strongly associated with-optake of HIV testing. It further
reports thatcohesive couples (those with less conflicts and mirst)t report
lower levels of tolerance tgenderviolence and are more likely to test. Promoting

couple cohesion may help to reduce power imbalances in the couple.

Chapter 8 investigatethe factors influencing uptake of ART and the gender
differences in these associatiofisough a case control analysis reports that
gender differences in the way men and women perceived their health and

anticipated the experience of taking ARVs whighimately determined their

Vi



decision to accept or not ART treatment. In Zamlaacisions about ARV
treatment for men may be influenced more significantly by social factors and
therefore may be more susceptible to external influences, while for womeis, this

a more personal (individualistic) decision provided they have the necessary

support to cover the material and social costs associated with the treatment.

Chapter 9 investigates which soatuctural factors play a role in adherence and
retention inHIV care through a multinomial logistic regression analysi$is
study shows that neadherence to treatment appears to be strongly affected by
external factors such as financial and livelihoods constraints while retention in
care is more affected by arhal factors such as gender, stigma andefétfacy.
Some factorswhich are largely established as barriers to adhereircethe
literature (e.g.side effects, lack of transport to go to the clinic, alcohol albuse
traditional medicine beliefsyere sigificant in bivariate analysebut not in the
adjusted ones. dod insecurity, stigma problems, marital conflicts and - self

efficacy issues outweighed their effectlis study

In conclusion this thesis shows that social cohesion influence access t
HIV/AIDS services in ZambiaPromoting greater social cohesion in local
communities in Zambi&as the potential to reduce social inequalities that deters
access to HIV/AIDS services. It may also facilitat#lective actionfor reducing
tolerance to violengereducing stigma and discrimination am®mpensating
economic burden. However, he mobili@tion of social cohesion in local

communities requires an awareness of the risk of risiaguality, especially for

men unless fAmasculined gender norms ar
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Zusammenfassung

Sambia erlebt seit vielen Jahren eine allgemeine-Eidemie. Umfangreiche
antiretrovirale Therapi®rogramme sind erfolgreich eingefiihrt worden (Egger et
al. 2005; Stringer et al. 2006). Ungeachtet der Fortschritte hinsichtlich der
Kontrolle von neuen liektionen und dem Zugang zu medizinischer Versorgung
sind sowohl das Ausmal’ als auch die Auswirkungen der Epidemie nach wie vor
von grofRer Relevanz. Anhaltende soziale Ungleichheiten und Diskriminierung
erschweren bzw. verhindern immer wieder den ZuganglI¥4AIDS -Diensten.

Es wurde behauptet, dass soziale Kohasioalso gemeinsame solidarische
Netzwerke und Vertrauen in die Gesellschaft die Anfalligkeit und
Verletzlichkeit beztiglich HIV reduziert (Mey&Weitz, 2005; Loewenson, 2007)

und ein soziales Haleln erzeugen kann (Kawachi et al., 1997).

Das Ziel dieser Dissertation war es, den Einfluss sozialer Kohésion auf die HIV
Versorgung in Sambia zu untersuchen (Durchfihrung von Tests; Durchfiihrung
von ART,; Einhaltung von ART und Verbleib in der Versangih Mein
besonderer Fokus lag in der Abschatzung des Effektes zwischen spezifischen
Kombinationen sozialen Zusammenhaltes (Partnerschaft, Haushalt und
Nachbarschaft), wirtschaftichen und individuellen Faktoren, die die

Entscheidungsfindung bezlglich dasgangs zu HIVDiensten beeinflussen.

Dazu wurde an vier Orten in den sudlichen und zentralen Provinzen Sambias eine
gemeindebasierte Querschnittsstudie (N = 3,000) durchgefihrt: zwei landliche
Orte (Namwalaund MonzeDistrikt), ein Handelszentrum (Makuka) und eine

stadtische Gegend (Lusaka). Die Orte wurden aufgrund vergleichbarer



Hintergrinde mit variierenden Gesundheitssystemen, soziobkonomischen und
soziokulturellen Bedingungen (urban, suburban, landlich) ausgewahit. Die
Studienpopulation umfassterwachsene Frauen und Manner, mindestens 18 Jahre

alt, die an einem der vier Orte ansassig waren.

Diese Datenerhebung war der quantitative Teil einer grol3eren, von der Swiss

National Science Foundation (SNSF, project nr: IZ 70i223907) finanzierten

Mixed-Met hoden Forschungsstudie mit dem Name

to care and treat ment in Zambi ao.

Der Fragebogen wurde mit Hilfe der Resultate einer ethnographischen
Untersuchung, die innerhalb des gesamten Projekts ausgefuhrt wurde, und eines
sydematischen Reviews von vorausgehend validierten Fragebdgen, die ich
personlich durchgefuhrt habe, entwickelt. Um die potenziellen Zusammenhénge
zwischen sozialen, wirtschaftlichen und personlichen Faktoren und dem Zugang
zu HIV/AIDS-Diensten zu ermitteln,wurden die Daten zunachst mittels
multilevel und multinomialer logistischen Regressionsmodellen analysiert, welche

hinsichtlich moéglicher Storfaktoren angepasst wurden.

Die wichtigsten Schlussfolgerungen dieser Arbeit basieren auf den Resultaten von
vier Studien zur Erforschung der Effekte sozialer Kohéasion auf die- HIV

Versorgung.

Die Ergebnisse werden ausfiuhrlich in vier wissenschatftlichen Artikeln dargestellt,
die jeweils als ein Kapitel in dieser Dissertation beinhaltet sind (Kapitel 6 bis

Kapitel 9.



In Kapitel 6 werden mittels eines systematischen Reviews und einer Meta
Analyse die sozialen und kulturellen eviddrasierten Hindernisse analysiert, die
den Zugang zu HIV/AIDSDiensten erschweren. Die Ergebnisse zeigen, dass in
quantitativen Studieeine Tendenz existiert, dieselben Faktoren zu untersuchen.
Des Weiteren variiert dieser Trend mit dem wirtschaftlichen Stand des jeweiligen
Landes. In einkommensschwachen Landern werden eher Umfragen zu
soziookonomischen Faktoren und gesundheitlicher Aufikly durchgefihrt,
wahrend in einkommensstarken Landern klinische und psychosoziale Faktoren
wie Depressionen, Angste, Selbstwirksamkeit und/oder sexuelle Identitat die
Schwerpunkte der Umfragen sind. Die Einflisse von familidren und sozialen
Beziehungenwas auch zwischenmenschliche Gewalt beinhaltet, fanden in den
armen wie auch in den reichen Landern vergleichsweise wenig Beachtung. Diese
Resultate spielten eine wichtige Rolle dabei, meine Forschungsarbeit auf die
soziale Kohasion bezlglich dem Zugang Qienstleistungen fur die Pravention

und die Behandlung von HIV/AIDS zu fokussieren.

Kapitel 7 untersucht den Einfluss von sozialer Kohasion auf die Durchfuhrung
von HIV-Tests mittels multilevel logistischer Regressionsanalyse. Diese Studie
zeigt, dass icht nur ausgefiihrte Gewalt eine Belastung fur #Nvention ist,
sondern dass auch die Toleranz beziglich geschlechtsspezifischer Gewalt stark
mit der NichtDurchfiihrung von HIVTests zusammenhéngt. Weiterhin wird
gezeigt, dass kohasive Paare (mit wenig@nflikten und mehr Vertrauen)
geschlechtsspezifischer Gewalt gegentber weniger Toleranz zeigen und eher

bereit sind, sich auf HIV testen zu lassen. Forderung von Zusammenhalt in einer

Xi



Partnerschaft kann helfen, Machtungleichgewichte zwischen Partnern zu

reduzieren.

Kapitel 8 untersucht die Faktoren, die die Durchfihrung der ART beeinflussen,

und die Geschlechtsunterschiede innerhalb dieser Zusammenhé&nge mittels einer
Fall-Kontroll-Analyse. Es wird festgestellt, dass die Geschlechter sich bei der
Gesundeitswahrnehmung und der Erwartung g
nehmen, unterscheiden, was sie schliel3lich veranlasst, dieB&Randlung zu

akzeptieren oder nicht zu akzeptieren. In Sambia koénnen Entscheidungen

bezlglich ARVBehandlung bei Manme erheblich von sozialen Faktoren

beeinflusst werden und sind deshalb wahrscheinlich empfanglicher fur externe

Einflusse, wahrend es fir Frauen eine personliche (individuelle) Entscheidung ist,
vorausgesetzt, dass sie die noétige Unterstitzung haben, emmidi der

Behandlung verbundenen materiellen und sozialen Kosten zu decken.

In Kapitel 9 wird anhand einer multinomialen logistischen Regressionsanalyse
untersucht, welche soziostrukturellen Faktoren eine Rolle hinsichtlich Einhaltung
und Verbleib der HIWersorgung spielen. Diese Studie zeigt, dass die
Nichteinhaltung der Behandlung stark von externen Faktoren wie finanziellen und
existentiellen NoOten betroffen zu sein scheint, wahrend der Verbleib eher von
internen Faktoren wie Geschlecht, Symptomenistigund Selbstwirksamkeit
betroffen sind. Manche Faktoren, die sich in der Literatur in hohem Masse als
Hindernisse fir die Einhaltung etabliert haben (z.B. Nebenwirkungen, fehlende
Transportmittel zur Klinik, Alkoholmissbrauch oder der Glaube an die

traditonelle Medizin), waren signifikant in den bivariaten Analysen, dies galt

Xii



jedoch nicht fur die angepassten. Ernahrungsgefahrdung, SHgvbieme,
Ehekonflikte und Selbstwirksamkeipsobleme Gberwogen ihren Effekt in dieser

Studie.

Zusammenfassend zeigliese Arbeit, dass soziale Koh&sion den Zugang zu
HIV/AIDS -Hilfe in Sambia beeinflusst. Die Fo6rderung von mehr sozialer
Kohasion in lokalen Gemeinschaften in Sambia hat das Potential, soziale
Ungleichheiten zu reduzieren, die vom Zugang zu HIV/AlBife abhalten. Sie

kann auch das kollektive Handeln erleichtern, was die Gevaddranz, Stigma

und Diskriminierung reduziert und wirtschaftliche Belastungen kompensiert. Wie
dem auch sei, die Mobilisierung der sozialen Kohéasion in den einheimischen

Gemeinschdaén erfordert ein Bewusstsein fiir die Risiken der zunehmenden

Ungl ei chheit, i nsbesondere fer M2 nner

Geschlechternormen werden verandert.
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Chapter 1 Introduction

Chapter 1 - Introduction

This thesis has beecarried outin the framework of the threeyear research
project Al mproving equity of fandedl®ys s
the Swiss National Science Foundation (SNSF, project nr: 1Z 70Z8907).The
overall researclproject has been implemented dollaboration with theSwiss
Institute of Tropical Medicine andPublic Health, the University of Zambia and
the Zambia AIDS Related Tuberculosis Proj@aBART). It aims at exploring
the factors that influenceaxccess to HINAIDS services andhealthseeking
behaviour inZambiabased on a med methods approacbr. Sonja Mertenrfly
main supervisgr and Dr. Jacob Malungo (eupervisor at the University of

Zambia)have beeithe principal investigators.

| becane amemberof this wider project in 2010 aa PhD studenin the Swiss
Tropical and Public Health Institute associated with Wiméversity of BaselMy
first task was to prepare my owWRhD) research proposal. To do,dcarried out
severalcomprehensive revieswof the literature, covering bothqualitative and
quantitdive studies. This allowedne to broaden myknowledge of theoes
explaining social cohesion and health behaviods. a health psychologist
working in public health programmes my interests to explore how the local
social conditios in Zambia shape accedo services (testinguptake ofART,
adherence and retention in carEirough the literature reviewidentified awide
array of individual, cognitive,social, cultural, and economfactors thathinder
access to HIV/AIDS serviceand lalso identifiedsomegaps inresearch

Most quantitativestudies used facilitpased samplethuslittle was known about

the distribution of the problemin the general population (compareal those

t
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Chapter 1 Introduction

accessing and adhering)loreover, themajority of studies assessed detamants

of access using individudgvel factors There was a need to investigate hibese
factors interact with otherpotential factors at the community and household
levels. Futhermore, little attention wapaid to the socierelational dynamics
within the family and communitigs although this was identifieds a main
influence on treatment seeking in a range of qualitative studies (V26#&0). If
HIV prevention progranmes are to reach more people, it is crucial to
comprehensively examine the factors that are constrai@iogess to the

HIV/AIDS services at all levels.

This thesis and the scientific publications that it provides, contributes to
progresmsg in the understanding of the soaelational processes thaiteract
with structural conditions, such as gender inequities and povany that
ultimately impact the ability of people to access HIV care. It also provides
evidence of which factors influence every step of the HIV continuum of care thus
advising onhow to prioritize efforts to eliminate barriers to testing and uptake of
treatment. The results areaelevant for policy and practice tamprove HIV

prevention strategies in Zambia.
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Chapter 2 - Global epidemiology of HIV

2.1 Status of the HIV epidemic

In the thirty years, since the first cases of AIDS were recognised, HIV/AIDS has

affected thdives of millions of people all over the world.

Globally, about 34.0| Table 1Global HV/AIDS Epidemic

Number of people living with HIV in 2009

million people were living

Total 33.3 million (31.4-35.3million)
with HIV at the end of| Adults 30.8 million (29.232.6 million)

Women 15.9 million (14.817.2million)
2011. The overall Children under 15 years 2.5 million (1.63.4 million)

. . People newlyinfected with HIV in 2009

prevalence of infection

Total 2.6 million (2.32.8 million)
among adults aged 4® Adults 2.2 million (2.02.4 million)

Children under 15 years 370,000 (230,00610,000)
years worldwide is 0.8% | o\ps deaths in 2009

Total 1.8 million (1.62.1 million)
Adults 1.6 million (1.41.8 million)

figure is misleading ag Children under 15 years 260,000 (150,00360,000)
SourceUNAIDS, 2010

prevalence of infection variegamaticallyacross the worldAccording to the last

However this overall

estimates (UNAIDS 2010) the burden of the epidemic continues to vary
considerably between countries and regions.

The proportion of ndividuals infected is highest in si8aharan Africa, with
nearly 1 in every 20 adults (4.9%) living with HIV and accounting for 69% of the
worl ddos HIV infected popul ati on.
Prevalence is highest in southern and eastern Africa, with one in four adults
infected in Swaziland, and a prevalence of over 15% among adults in six other
countries (Lesotho, Namibia, South Africa, Botswana, Zambia and Zimbabwe).

In West and Central Africahe HIV prevalence remains comparatively Jawith
prevalence among adults iesated at 2% in 12 countries (Benin, Burkina Faso,

Democratic Republic of the Congo, Gambia, Ghana, Guinea, Liberia, Mali,
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Mauritania, Niger, Senegal, and Sierra Leone). The highest prevalence of HIV has
been reported in Cameroon at 5.3%, Central AfricarpRu bl i ¢ 4. 7%, Clte ¢
3.4%, Gabon 5.2%, and Nigeria 3.6%. Programme data and research provide
strong evidence thatin most West African countries higlrates of male
circumcision, compared to other parts of SSdharan Africa, have helped to
containthe spread of HIV and other sexually transmitted infections (STIs). But
there is no evidence that male circumcision directly reduces transmission to
women, or among men who have sex with men. Another feature of HIV
epidemics in West Africa is the presenck the HIV-2 strain which is less
transmissible and shows lower progression to disease. However, in most
countries the relative importance of HAL has increased and is continuing to do

so (Jenkins & Robalin@003).

No other region has similar HIV preeace to those reported in s@aharan
Africa. However, prevalence are relatively high in some countries in Latin
America and the CaribbeaBghamas 3.1%, Belize 2.3%laiti 1.9%, Guyana
1.2%), some countries in Eastern Europe and Central Adkaaife 1.%6,
Russian Federation 1.0%) and in Seb#st Asia (Thailand 1.3%, Myanmar

0.6% Cambodia 0.5% (UNAIDS, 2010)

In contrast, HIV prevalence remains at less than 0.2% in many countries in North

Africa and the Middle East. Yeli| ow preval eneetdokseswnot slksg
(the World Bank 2003). UNAIDS estimates that 75,000 (61,88%)000) people

from the Middle East and North Africa were newly infected with HIV/AIDS in

2009 alone, more than double from 2001 (36,)0B8Qrthermore 24,000 (20,000
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27,000) aduk and children died from the disease in the same year which is more

than 3 times tham 2001 (8,300)(UNAIDS, 2010)

Figure 21  Adults and children estimated to be living with HIV (WHO 2011)

e Lt pe S el Ae
60 000 1.5 million
North America ) ojl Sedpipy-p

1.4 million East Asia
40 - 2.0 miliond 830 000
Middle East & North Africa A0N= 1.4
Caribbean . 330 000
230 000 S s South & South-East Asia
' 4.2 million
Latin America s"'i’f%"f{f".é:{ -
14 mllllon 24 7 mllvor gceania
¢ : 3000

Note: Adaptedirom Hankins (2013)

Current scientific knowledge about HIV/AIDS transmission shows that once

i nf ecti on arcerthirtiresieold,ahe girds spreads very fast, sometimes
increasing by as much as tenfold in five years as has been the case in several
southern African countriés th¢ World Bank 2005). This is technically described

by the concept of reproductive rate (Ro), which is the average number of persons
infected by a single disease soutdegovernments delay action, scholars believe
the trend witnessed in other regions will likely recur in the Middle East and North

Africa.

1 In other words, this is the number of expected secondary infections resulting from a single current infection.
The threshold is exceeded when the reproductive rate exceeds one. This means that, if infected individuals, on
average, infect more than one diutial person in their lifetime, the disease will continue to spread within a
population and the epidemic will be sustained and grow. At base, the threshold is usually designated as, and
equal to, a 5 percent infection rate in most count(i¢sAIDS & WHO, 2003)
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2.2 Key drivers of the HIV/AIDS epidemic

An understanding of the factors influencing the prevalence of HIV in the
populaton is essential to control the epidemsfter nearly three decades of
AIDS, the heterogeneity of the epidemic is well known. There are many factors
that drive the epidemic and contribute not only to its regional variation but to
intra-national difference. Early studies of HIV/AIDS focused on individual
characteristics and behaviours in determining HIV risk, an approach that is known
a sbioredical individualism ( F Krizger&1993). Biomedical individualism

is the basis of risk factor epidemiology amocuses on risk manifested at
individual level (Poundstone004). Interventions based on this approach focus
on individual behaviour change to prevent HIV transmission and promote access
to clinical AIDS care.

While this approach has improved our undending of individuals with or at risk

of AIDS, public health interventions focusing narrowly on individual risk
behaviour has proved insufficient to address the n@rallengesof the HIV
epidemic. One of the main criticisms is that biomedical individuajigproaches
neglect the social context in which individuals are embedded which can put them
at risk by increasing their vulnerability to acquire or transmit HIV infection.

Social epidemiology emphasizes the social conditions as fundamental causes of
disease and focus explicitly on the factors and pathways by which societal
conditions (sociarelational, economic and political environmengdject health

(Link & Phelan 1995). Interventions based on this approach foster individual
agency to allow people ta c t i n their own and their con
(including taking up targeted behavioural and biomedical technologies), create

and support AIDSompetent communities (Camphe2009), and build health
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enabling environments. They seek to modify socailditions by addressing the
key drivers of HIV vulnerability(i.e. the ability of individuals to protect
themselves and others from acquiring or transmitting HIV infeLtion

Currently, there is enough scientific evidence showing that the determinants of
HIV/AIDS vulnerability must be conceptualized at multiple levels: individual,
social and structural levels. Individdalel factors include biologic, demographic
and behavioural risk factors that may influence the risk of HIV acquisition and
disease pragssion. Socialevel factors include critical pathways by which
community and network structures link persons to society. These factors are
central to understanding the diffusion and differential distribution of HIV/AIDS in
population subgroups. Structidavel factors are contextual conditions outside
the control of individuals which influence their perceptions, theiaviourand

their health. This broad view of structural factors may include features of the

social, cultural, economic, political andysical environment.
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Figure 2.2  Different levels of determinants the HIV/AIDS epidemic
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Note: The dotted lines separating the levels illustrate the porous nature of the distinctions made
between levels of analysis. In reality, there are extensive linkages betetgminantsat all

levels that give rise to observed epidemic patterns.

Source:Poundstone et al., 2004

2.2.1 Biomedical factors

Biological mediators of infectivity.The probability of HIV transmission is
influenced by the type of the virus involved, the part of the body it enters and the
integrity of the skin or mucosal barrier. For exd@ghe lower infectivity of HI\A

2 compared to HIV1 implies that fewer of those exposed to HAWill be
infected per exposure. Because of its relatively poor capacity for transmission,
HIV-2 is largely confined t&West Africa(Reeves & Doms2002). The estimated

risk of transmission of HIV per single sexual contact is 0.04% for wetoxamen

and 0.08% for meto-women (Holmes et al., 2008; Boily et al., 2009) The
integrity of the &in and mucous membranes of the body also influetice
susceptibility of infection. Ulcerations and lesions of the skin due {afeotion

with sexually transmitted infections (STIs) increase the risk of sexual HIV
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transmission(Mbopi et al., 1999Hook et al., 1992) A host of epidemiological
studies suggest th&TIls are cefactors for HIV acquisitions or transmission
(Gray et al., 2001)

Vaginal infections are also emerging as important risk factors for HIV (Buve
2002; Gregson et al., 200Brakesand abrasions of the mucous membranes of
the body can be caused by behavioural factors such as vaginal practices which
have been associated with an increased risk of infecfMartin-Hilber et al,
2007)

Male circumcisionis one of the most striking pieces of evidence that emerged in
recent years as a protective factor for HIV infection. HoweNgrprotection is
only partial Randomized control trials have shown to redindéection irmen but

no clear decrease in transsia from men to women and there is no information
on transmission between men who have sex with men. (Weiss et al., 2010)
Exposure to infected blood or blood products througfjection drug use and
blood transfusion are two mechanisms of HIV exposure to infected blood.
Because of the efficiency of HIV transmission through needle sharing, the
introduction of HIV into an urban network of injecting drugs users can quickly
raise the HIV prevalence in this population (Chaisson et al.,, 1989). The
probability of becoming infected through an Hédntaminated transfusion is
estimated at more than 90 (UNAIDS, 1997, and the amount of HIV in a single
contaminated blood transfusion is so large that individuals infected in this manner
may rapidly develop AIDS.

Perinatal HIV transmissionprovidesevidence of the significance of viral load
and transmission risk. In a ranmdzed clinical trial in Kenyamaternal viral loads

higher than 43,000 copies paillilitre increased four timegertical transmission
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(John et al., 2001 Transmission through breastiding is likely associated with
an elevated viral load in the breast milk, which in turn is associated with maternal

plasma viral load and CD4 T cell levels (Read 2003; Coutsoudis et al, 2001).

2.2.2 Behavioural factors

Thetypes of sexual contact@nd the pesence of certain e@actors in the setting

will determine the transmission risk per sexual contact. For examilas more

easily transmitted through anal than vaginal sex, possibly because anal mucous is
more susceptible than vaginal mucosa and itiigly acquired through oral sex

(Holmes et al., 2008).

(Un) Protected sexStudies with cohorts of discordant couples have shibah
consistent condomanreduce HIV transmission by 886% (Holmes et gl 2008).

Other studies show that condoms are lessed in poorer countries, a problem
which has been largely attributed to problems of access and service provision
(Wellings et al., 2006). The capacity of female barriers to halt the spread of HIV
is unclear (Myer et gl 2005). Some studies found an irased risk of acquiring

HIV, possibly due to irritation of the genital membranes providing an entry point
to the virus (Wilkinsoret al., 2002). Yeta recent trial found that a vaginal gel
reduced the risk of HIV (Abdool Karim et a22010).

Multiple sexual partnerdhave proved to increase the risk of STIs and HIV in both
men and women (Gouvef@liveria & Pedersen, 2009). Women risk is also
significantly increased if her partner has multiple partners (Canchichuaman et al.,

2010). Multiple partnershipsan occur serially (i.e. one begins after another has

10
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ended) or concurrently (i.e. people has other sexual partners while continuing
sexual activity with the original partner). Concurrent partnerships have been
widely believed to play a role in accelergtithe spread of HlVespecially in sub
Saharan Africa. Howeveemerging evidenceefutes this idea concluding that the
risk is not affected by whether those partnerships overlap in fiaesér et al.,
2011; Sawers et al., 201%awers & Stillwaggo2010.

Sexual networks and sexual mixing patteradso play an important role in the
transmission of HIV and in understanding disparities of HIV infection across
social groups. Sexual networks are structural and temporal representations of the
way in which imividuals are linked through sexual relationships, and provide
pathways through which infection can be transmitted (Day et al., 1998).
Partnership and network formation, and the chance of acquiring and transmitting
an infection sexually are not random; yhere determined by individual factors,
cultural values, geography, demography, economics, health service, and political
and legal structures (Doherty et al., 200% a result, there are individuals whose
sexual behaviour patterns, and social and heaaléking behaviours within
networks, contribute disproportionately to the transmission of infection. Sexual
mixing patterns are especially important in the transmission of HIV. Assortative
mixing refers to sexual partnerships among people with similafaersklV and
disassortative mixing occurs when partnerships form between higher and lower
risk people (Laumann & Youm, 1999; Aral et al., 1999). Usually, HIV spreads
into the wider population when disassortative sexual mixing occurs. For example,
a man maycquire HIV infection from a commercial sex worker (CSW) and then
transmit the infection to his regular partner. In many countries, sex workers have

been considered a core group for the transmission of HIV and other sexually

11
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transmitted diseases (STDs) daénigh infection rates and large number of sexual
partners (Plummer at al., 1991). In addition, men who have both commercial and
noncommercial sex partners play a major role in bringing HIV infection into the
gener al popul ati on.ns @rb ea@easingiybrecogized as popul a
much important as core groups in HIV prevention prognas (Morris at al.,
1996). The regular partners, or roommercial partners of sex workers, are
another important core group (Bloem et al., 1998). Several studieohsse/ed

a high prevalence of HIV infection and other STIs in African truck drivers, who
are highly mobile both within countries and across borders (Ramjeg 2002,
Lankoande et gl1998; Hudson, 1996). Partnerships between individuals who do
not u® illicit drugs and those who inject illicit drugs is another example of
disassortative mixing associated with HIV infection (Adimora et al., 2R86; et

al., 2006; Panda et al., 2QO0Ellerbrock et al., 2004). Furthermore, evidence
suggests that aguixing (age differences between partners) in sexual
relationships can be an important factor in explaining the spread of STIs and HIV
in a population (Hurt et al2010; LeclereMadlala, 2008Helleringer & Kohler,

2007 Doherty et al., 2005 Sexual relatioghips between older men and younger
women increase the risk of acquiring infection among fem&esi(et al., 2004

Kelly et al., 2003; Gregson et al., 2002;). When a young woman enters into a
sexual relationship with a man older than her, she is atn@higk of contracting

HIV than if she entered a relationship with a man of her own age (Ott et al, 2011).

12
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2.2.3 Social and structural factors

For the purpose of this thesis, sestouctural factors are contextual conditions
outside the control of individiewhich influence their perceptions, their behavior
and their health. This broad view sdciostructural factors may include features

of the social, cultural, economic, political and physical environment.

Gender power inequitiesHierarchical relation®of power between women and
men tend to put women in disadvantage preventing gender equality and increasing
the risk of infection in women. Women often experience the impact of HIV more
severely than men. About 40% of all adult women with HIV live in southe
Africa. In the Caribbean, as in sidaharan Africa, women and girls outnumber
men and boys among people living with HIV. In Asia, women account for a
growing proportion of HIV infections: from 21% in 1990 to 35% in 2009.
2009, women comprised abou6% of the people living with HIV in North
America and 29% of those in Western and Central Europe (UNAIDSO0).
Women are both biologically and socially more vulnerable to HIV infection. Most
prevention interventions have focused on sex workers or mdthechild
transmission (Carovano 199I1However,most women contract HIV from their
primary partnersExner et al., 1997Allen et al., 1992.)Thus to reduce HIV
infection in women it is essential to focus on reducing the spread of HIV among
men KondelLule et al., 1997Serwada et gl1995). Relationship power inequity
and intimate partner violence increases incidence of HIV infection in women

(Jewkes, 2010) and power inequities in decision making and fear of abandonment

13
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and vi ol ence dtdess tbeHiVdestwp(Mesheke®l3; Jirgensen

et al, 2012; Edin & Hurtig 2010; Theuring et 312009; Tolhurst et g§|2008).

Stigma and discriminationis considered one of the greatest obstacles to control
the HIV epidemic. It has been consisterdiysociated with rejection to uptake
HIV testing Jurgensen et al., 201Rye, Apondi & Lugada, 2011; Skovdal et al.,
2017, Larsson et al.2010; Simpson2010;Njozing, Edin & Hurtig 2010;Roura

et al., 2009. Despite the importance of stigma on the sprefthe epidemic,

there remains much controversy on how to define such construct. Stigma has
often been examined from an individual perspective in studies of perceptions and

interpersonal interactions (Link and Phelan, 2001). Some of the best known

concep ual i zati ons ar e: H the mdjudice,tdiscaunting, ( 1998 p

discrediting, and discrimination that are directed at people perceived to have

AIDS or HIV and at the individuals, groups, and communities with which these

individuals are associath ; Link & Phel avhen eldm2r@sOol p .

labelling, stereotyping, separation, status loss, and discriminatieoccar in a
power situation that allows the components of stigma to unfpld Par ker
Aggleton (2003, p.16) who call for a new concept | f r atoreframe dar i
understandings of stigmatization and discrimination to conceptualize them as
social processes that can only be understood in relation to broader notions of

power and dominatian .

Social capital (individual and collective)Several studies have examined social
capital in the context of HIV/AIDS. In South Africa, Campbell et al. (2002)

examined one dimension of social cohesion, civic participation, in order to assess

14
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community influences on HIV infection. They found that papttion in certain

types of organizations (e.g. churches, sports clubs, and youth groups) was
protective, while membership in other social groups (e.g. groups with high levels
of social drinking) increased HIV risk. Studies using a social network approach
have demonstrated that patterns in the structure of relationships (social network)
rather than differences in individual risk behaviours alexyglain observed HIV
patterns (Poundstone2004; Friedman et al., 2000). Specific network
characteristics that havbeen associated with HIV/AIDS include: (i) social
network size (Friedman et al., 1997), (ii) the centrality of #dsitive persons
within networks (Rothenberg et al., 1995), (iii) patterns of partner selection
(Zaric, 2002 Laumann et al.,, 1999). Networelated social and normative
influences have also been associated with individual HIV risks such as the use of
illicit drug (Lovell, 2002) and condom uskehaviour (Latkin et al., 2003;
Sherman & Latkin 2001). More recently it has been explored how
neighbourhood factors shape population HIV/ AIDS patterns. Length of survival
after an AIDS diagnosis, both before and after the introduction of ART has been
associated with neighbourhood measures of income (Wallace, 2003; McFarland et
al.,, 2003 Rapiti et al, 200Q. According to Poundstone (2004), other
neighbourhoods factors that may play a role in shaping HIV/AIDS patterns are
income inequality (Kawachi, 2000) and residential segregation by race/ethnicity

(AcevedoeGarcia, 2000).

Legal structuresrefer tolaws that, according to Burris et al. (2002), can affect
health in two ways: 1) influencing social determinants that affect health (direct

effect) such as legal restrictions on access to sterile injection equipment, which

15
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have been associated with high#liv incidence (Friedman et al., 20089nd 2)
shaping social conditions associated with health outcomes (indirect effect) such as
tax laws on income inequality, that may worsen social conditions and increase
HIV vulnerability. According to laws underlie mg key social determinants of
HIV/AIDS, including housing, poverty and income inequality, racism and

community social organizatiofP¢undstone et al. 2004azzarini et al., 2002).

Demographic changealso affects HIV/AIDS patterns through migration,
urbarnzation and the age and gender structures of subpopulations (Poundstone,
2004). It is now well accepted that HIV/AIDS greatly spread in environments of
social vulnerability and exclusion. Migrants and mobile populations often live in
such environmenisherce increasing their vulnerability to HIV. Some migrants

are most vulnerable at their destinatiorior example, men who work far from
home, such as mine workers, farm workers and military personnel who live in
menonly camps or barrackdOM, 2003 John Swow, 200). For others, the
greatest risk occurs in transit, when female informal traders or farm workers
might have to trade sex in order to survive or complete their journeys. (Legget

2001; IOM, 2003)
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2.3 Global action to control HIV

fiGetting to Zero is the new UNAIDS strategy Zero discrimination.

Zero new HIV infections.
for the period 20113-2015. It provides the Zero aidsrelated deaths
framework for theglobal response towards HIV whiclealls for a global
transformation.The strategyputs HIV preventia efforts at the forefront of the
most effective development practice by supporting a renewal of HIV prevention
in synergy with expanding treatment access, focus and rigour in programme
implementation and country ownership that enables HIV responsesthe getce
in creating resilient, equitable and inclusive societies.
The ultimate goal isto stop new infections, discrimination and AHD&8ated

deaths by achieving universal accesgftective HIV prevention, treatment, care

and support.

2.3.1 HIV/AIDS prevention strategies

The UNAIDS 2010report on the global AIDS epidemic confirmed the link
between declining new HIV infections and changesahaviourand social norms
together with increase knowledge of HIMowever, @spite the availability of a
number of pevention tools which have proven cestective (Bertozzi, 2006)
many existing national preventigirategiesare still made up of a collection of
disconnected interventions which lack clear objectivesiatedjrated approaches
(UNAIDS, 2009 Bertozzi etal., 2008. Too often prevention efforts focus on
reducing individual risk withfewer efforts to address structural factersocio
cultural, economic, political, legal and other contextual fadtotkat increase
vulnerability to HIV (Gupta et al., 2008Recent analytical studies have identified
a number of waknesses in existing preventiefforts (The Lancet Series on HIV

Prevention, 2008).
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To overcome these weaknesses, HIV research and programme experts, civil

society and policy makers began in recezdrg to unite behind the broad concept

of Acombinati on pr e vappmactbat evidéncdibsshoan i s not
that despite beingvidely endorsed inhie AIDS policy discourse, it was rarely

implemented i Co mb ir reavtein @ rnawARpashed forwardhs the best

approachfor generating significant, sustained reductions in HIV incidence in

diverse settingaind ensure that every countrymee | oser t o UNAI DSO6 g
vision i Zero new HIV infections, Zero discrimination and Zero HIV related

deaths (UNADS, 2010).

The goal officombination preventianstrategy is to reduce the transmission of
HIV by implementing a combination dfehavioural biological, and structural
interventions that are carefully selected to meet the needs of a population.
Combination prevention programmes operate on different levels (e.g., individual,
relationship, community, societal) to address the specific, but diverse needs of the

populations at risk afllV.
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Box 1 Definition of Combination Prevention (adagt&zom UNAIDS 2009

The UNAIDS Prevention Reference Group agreed in December, 2009 that comb
prevention programmes are:

. rightsbased, evidenemformed, and communiywned programmes that use a mix
biomedical, behavioural, and structural interventions, prioritized to meet the current
prevention needs of particular individuals and communities, so as to haveetitesj sustaine
impact on reducing new infections. Wed#isigned combination prevention programmes
carefully tailored to national and local needs and conditions; focus resources on the
programmatic and policy actions required to address botimédiate risks and underlyin
vulnerability; and they are thoughtfully planned and managed to operate synergisticall
consistently on multiple levels (e.g. individual, relationship, community, society) and o
adequate period of time. They mobilizemmunity, private sector, government and glo
resources in a collective undertaking; require and benefit from enhanced partnershi
coordination; and they incorporate mechanisms for learning, capacity building and flexibil

permit continual imppvement and adaptation to the changsmgn vi r onment é

Nearly 20yearsof evidence strongly suggedhat prevention strategiesre most

effective when they ar¢éailored to the nature and stage of the epidemic in a

specific country or communit{Bertozzi ¢ al., 2006).Thusthe starting point for

ficombinationp r e v e n tograsnmiag ispa timely, thorougand evdence

informed understanding of n £HV epidemic and the response. Tépproachs

often referred to ai Kn ow E/piudemi ¢/ Know YUDAIDS, Response

2007).
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2.3.2 HIV/AIDS treatment, care and support strategies
The main goal of the treatment, care and support strategghisvang universal

access to treatment for all eligible imduals.

Africa, especially the southern and eastern regions, has beerrearans
disproportionately affected by the HIV epidemic. Until quite recently, the
international response to HIV in Africa has focused upon prevention of sexual
transmission, with little emasis upon providing equitable access to effective
HIV prevention and care services. This emphasis on prevention of sexual risk

behaviours over equitable care has shifted in recent years.

In 2003, the World Health Organisation (WHO) proposed an ambiiiotietive

to deliver antiretroviral therapy to 3 million persons living with HIV infection in
resource poor areas by 2005 (the '3 by 5' initiative). This target was not achieved
although some progress was malte2006 the international community set up
another target that aimed for universal access to HIV prevention, treatment and
care by 2010. This target was neither achieved ian2011, the goal of universal
access was recommitted in the new 2@015 global health strategy (WHO
2011).

To achieveuniversal accesghere are two mairstraegies One focuss on
renovating approaches such as (i) developagjer more affordable and effective
treatment regimens; (ii) adoptingnovative service delivery models that reduce
costs and empower communitiass demand and deliver mouality equitable

care serviceand(iii) joining efforts betweehealth anccommunity services. The

other focuses in the strengthening of national and community systems to
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decentralise and integratgervices. As the majority otare and support is
provided by families and communitiestrengthening comnmity systems ighe

main focus. (Haregy 2003)

It is important to stress that HIV prevention and treatment are interdependent and

mutually reinforcing (UNAIDS, 2006b). There is increasing evidence showing

that treatment scalep play a vibrant role in HIV prevention (Granich et al., 2009;

Montaner et b, 2006; Wawer etal., 2005. Recently a study from Vietham has
provided evidence that the fAcombination p
testing and early antiretroviral therapy has the potential to virtually eliminate new

HIV transmissions in Vietam (Kato et al, 2013).

2.3.3 HIV/AIDS socialstructural strategies

AUni ver sal access means more than e
prevention services receive them. It implies an extra effort to reach those who ¢
marginalized, criminalized or disef r anchi sed. 0

SecretaryGeneral Ban Kimoon
ACombinati on Pr ev e ndnisarial and ptudturédotors thkat at t ent i
may increase HIV vulnerability or reduce the reach and impact of prevention
programmes. In addition to documenting trends aatlems in incident HIV
infections and identifying eterminantsi c o mbi nati on preventiono
the analysis of available research concerning the social, cultural, economic and
political forces and conditions thabntribute to HIV transmission (Boea &
Weir 2005).At the heart of social structural perspective is the recognition that

behaviour is more than merely a personal choice. Social structures, institutions
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and norms provide potential for and impose limitations on human agency and

action.

Structural interventions are activities designed to alter specific environmental
featuresi such as inequitable gender norms, or Hélated stigméa so as to
create a more enabling environment for HIV preventtogatment and care and
support. For reviewsfdhe extensive literature and perspectiveshenimportance

of environmentatonditions for HIV programmeseeAuerbach et al2009.

Structural interventions differ from many public health interventions in that they
locate the cause of public health problems in contextual or environmental factors
that influence risk behaviour and other determinants of infection or morbidity,
rather thann characteristics of individuals who engage in risk (Blankenship et al,
2006).Example of theseterventionanclude @mmunity mobilization to support
human rights, or policy dialog andtemn to increase food security whidenefit

the overallaccess @ HIV prevention, treatment, care and supgdw~P 2008,

Save the Children, 20p40ther means b ending the HIVrelated stigma and
discrimination and gender inequality are enforcing laws, policies and programs
against discriminationOther examples arereating legal access to free sterile
injecting equipment without fear of arrest, making contraception available free of
charge and ensurinpatthey can be accessed discretely to reduce fears of social
disapproval.To do so country capacities to createtpctive social and legal
environments, and to include gender issues in the design, delivery and monitoring

of health services need to be strengthened (Haregy 2003).
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2.4 Main challengesin HIV control

Advances toward universal access to treatment, care and support services have
reached significant success in 2009, especially given the considerable challenges
that accompanied the flattening of global funding for HIV programmes irafwv
middleincome caintries. By the end of 2011, temow- and middleincome

countried, including Zambiaachieved universal acce$sNAIDS 2012).

2.4.1 Integrati ng prevention and treatment

The practicability ofrolling out successfulargescale treatment programmes
threaten by costelated problems health system constraintsgethical
considerations and social cultural barriers involMedreased treatment coverage

is not a substitute for other preventative measures that have been proven to work
in reducing new K/ infections (Van Damme, 2006)Prevention programmes

must be expanded alongside treatment programmes.

2.4.2 Financing HIV treatment

In 2010, WHO launchedevised treatment gualines (2) recommending earlier
initiation of antiretroviral therapy, at a CD4 guwf <350 cells/mm3These new
criteria increased the total number of people mdigiedigible for antiretroviral
therapyby roughly 5096 from 10 million to 15 million in 200QUNAIDS 2010).

In some loweiincome countries, governments decide whether tovoold
guidelines, which recommend starting treatment at 200 cells/mm3 (WHO 2009).
At the end of 2011, 88 of 93 countries reporting to WHO adopted the new

guidelines, including ZambiaTanzaniaZimbabwe Kenya Lesothq Malawi,

2 Botswana, Cambodia, Cuba, Dominican Republic, Guyana, Mexico, Namibia, Rwanda, Swaziland and
Zambia.
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China and some countrieskiastern Europsuch as Romania and Ukrai(&HO

2011).

Scaling upAiUni ver sal a c cipevitsbly tequires greatertimtialn t o
spending. Overall costs of providing HIV treatment will increase as countries
scale up treatment, adopt the new WHO guidelines on earlier initiation of
antiretroviral therapy, provide safer but more expensive regimens anchdespo

the growing need for secondnd thirdline treatment (WHO 2010). Additionally

the nondrug costs of delivering antiretroviral therapy remain high, accounting for
up to 60% of the overall costs of treatment (UNAIDS 20T0e main challenge

lies in increasing the availability of treatment in resotligeted countries which
usually have a weak infrastructure, limited human and financial resources, and
poor integration of HIVspecific interventions within broader maternal and child

health services.

Also of concernis the cost implicatiorof the longertreatment,although this
increase may in part be offset by the reduction in morbidity following initiation of
ART. However n resourcdimited countries many ART regimens still include
thymidine analogu®&RTI known as not too well toleraté&enaudThery, 2007;
Sunganuparph 2007Boyd 2007) Scientific evidence has shown that it is
difficult to maintain optimal adherence to drugs that cause unpleasant side effects
so some patients are likely to devel@sistance and require a change in their
regime. Recent studies in resourbmited settings suggest there will be an
ongoing need foexpanded ART options in thihe therapy. The proption of
patients on secorithe ART in resourcdimited settings isstimated between -1

5% (Renaud Thery 2007Egger 2009;PujadesRodriguez 2008). Estimates of
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failure on firstline NNRTI-basedregimens range between-38% (Ramadhani
2007; Keiser 2008

Bartlett 2009. Since many of the resource constrained settingsshwsually are

the most affected by the HIV epidemic, are not yet able to offer third line
regimens, outside the private sector, for some-adirerent patients this could
mean the exhaustion of all available therapeutic options and could have the effect

of accelerating mortality rather than delaying it

2.4.3 Improving Human rights and gender equality

Expansion of testing also has prompted debates within the bioethics and human
rights literature (Bayer &dington 2009; Obermeyer 2013). The main concerns
are related to threats of the fundamental rights to counseling, voluntary informed
consent and confidentialitQuestions raised arehather confidentiality would be
protected in overstretched health faigk, whether clinical settings would provide
adequate pogest counseling and linkages to treatment and whether benefits
would outweigh the risks of adverse consequences such as stigma, rejection and
spousal abussuch as domestic violend&ippax 2006;Monjok et al., 201p

Recent research and experience in programme implementation emphasizes the
importance of actively engaging men in addirggsegative male behaviour and
changing harmful gender norms such adyeamarriage, male domination of
decisionmaking, intergenerational sex and widow inheritanBengheim &
Jacobs, 2009; Barker, 200T) subSaharan Africa, 60% of the people living with

HIV are women and girls (Garci@alleja et al., 2006; UNAIDS 2008), but most
funding dedicated to women prols antiretroviral therapy to prevent vertical
transmission. It is essential to combine HBlated funding with other resources

to address the full range of womenos
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discordant couples, young women and female sexkeverand for changing

harmful gender norms and economic disempowerment.

Other hot topics discussed anew to balance HIWositive persons' right to
confidentiality with the need to prevent transmission to others and to diagnose
partners living with HIV(Obermeyer et al, 20)0and how to ensure equitable
access to testing and treatment for those who face barriers to testing and care in
subSaharan Africa, particularly most at risk groups (Mitchell et al., 2010).
Protective social and legal environments assenél to reach universal access to

HIV prevention, treatment, care and suppdfiowever, n 2008, too many
countries still didnot have laws prohibiting discrimination against gpeoliving

with HIV. Nearly two thirds of countries reported policies laws that inpede
access to HIV services lmertain populationssuch men who has sex with men,

injectiondrug users and sex workengluding minors UNAIDS 2010.

2.4.4 Linking persons to treatment

Before people can be treated they need to know theynfeeted Encouraging
more people taest for HIV before having symptoms has provedtremely
challenging.Recent data shows thatamy HIV-positive people wait too long to
seek treatment, usualyith CD4 countbelow 200 cells/mm3 (ARILINC 2010)

This limits the overall impact of HIV treatment programmes (UNAIDS 2010).
Furthermore adherenceand retention intreatment,remainsa big challenge in
many settingsA recent study from South Africa reported that among persons who
receive a HIV positiveesult, onethird to twothirds never return for follovup

care (Basset et al.,, 2008; Basset et al., 20B9)thermorea recent systematic
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review reported that many cliniescordhigh rates of loss to followp (LTFU) -

4% to 39% évenafter accountingor mortality following ART initiation) (Rosen

et al., 2007)These factors are increasingly recognized as central barriers to scale
up of ART programs in suBaharan Africa.

Some of the most important difficulties linking persons living with HIV to
testing and treatment and retaining them in @eerelated to quality of the health
system services and to organizational problems. The most commonly reported are
the lack of health services near to the population who need them, inadequate
organization anadnanagement of the health service, limited number of qualified
health staff, restricted budget, unreliable supplies of antiretroviral and other
materials, badly organized referral systems and wrong administrative procedures
such as record keeping that ist confidential. Other barriers mentioned are lack

of clear and transparent policies and limited involvement of the community in the
program planning process (for a global overview, see: UNAIDS 2003). Several
studies have found that the perceived qualitthe healthcare system play an
important role on the decision making to access HIV/AIDS serviktshgeni

2007 Gilson 2003. In Zambia, for example, a major issue is the failure of many
healthcare providers to guarantee confidentiality. Many people tacuess
HIV/AIDS services or travel long distances to other centres located in other
communities (making it difficult to maintain lortgrm adherence) because they
don't trust the health workers in their community clinic. Fear of involuntary
disclosure isa serious concern since it could raise marital conflicts and divorce
with all its implications for the material survival of an individual and his or her

family (Merten et al.,201Q Bond & Nyblade 2006
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Other widely reported barriers are more relat@ghysical factors. Long travel
distances to the clinics without adequate vehicles in terrains that may be difficult
to cross due to rainy season or hilly geography and/or unsafe journeys due to
warfare or criminal activities make difficult, sometimespossible, for the
population to physically access the HIV/AIDS services (UNAIDS 2003). In
Zambia, most of the clinics with adequate equipment to provide HIV testing and
ART are primarily found in the urban areas. This builds a clear barrier for those
living in remote rural areas who do not have an adequate vehicle and/or who
cannot easily afford the related transport cogtsafte 2007 Egger 2005).
Financial barriers also compromise accd3sople living with HIV/AIDS and

their families, especially thoséving in very poor conditions, very often face
difficult choices about the costs of treatment. For instance, they may have to
decide between paying for treatment and buying food or paying school fees for
children.On the one hand, research has shown thahese situations, treatment
seeking in general (not specific for HIV/AIDS) with the formal health sector is
often not the priority for people who make the decisions (Obrist, Iteba et al.
2007). Allegedly that could also be the case for HIV/AIDS servidesthe other
hand, differentials in socieconomic status have not shown yet a clear association
with HIV testing as opposed to the finding that poverty is generally associated
with a lower health status in the study area (Meetea., 2007).

Finally, sociecultural barriers also play an important role on access to
HIV/AIDS -related treatment. Individual decisions (such as going for HIV testing)
are not taken in isolation but influenced by the sacitbural context (family,
communities and braker society levels) where the individuals are embedded. At a

broader social level, the policy, legal and institutional context (schools,
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workplace, health care systems, HIV/AIDS programs and religious institutions)
can have a direct or indirect impact ¢ taccess to HIV/AlID3elated treatment
through laws, policies and administrative procedures. Some examples are policies
that promote compulsory testing or laws that protect the rights of people living
with HIV/AIDS (PLHA) (UNAIDS 2003). At community levelthe local healing
traditions and the local cultural beliefs about HIV/AIDS and its cause may also
influence the way that communities and families respond to HIV/AIDS and
manifest HIV/AIDS related stigma and discrimination (S&D). For instance, in
communites where HIV/AIDS is associated to being the result of "immoral” or
"improper" behaviours, HIV/AIDS reinforces pexisting stigma of those whose
behaviour is considered to be "deviant® (Warwick et al. 1998). In the same
direction, Merten and Haller (Mem & Haller, 2007) have shown that, in the
Zambian context, being suspected of an HIV infection may signify for an
individual being associated with an already marginalized group, such as
prostitutes, influencing the decision making related to HIV: "maiiigi a good
reputation in order to be retained within a social support network was more
I mportant than protecting oneds own healt
security nor medical insurances, the social network of an individual provides the
mateial support in times of crises (Chileshe 20@%ndaBeckmann& Kirsch

1999 and therefore becomes essential for his survival. Several studies on
HIV/AIDS -related S&D have confirmed these findings in other settings
(Scambler 2008Campbell et al. 2007Crawford et al. 2006 Gender roles and
power relationships at family level can also have an important effect on individual
treatment decision making. Several studies have showedy¢nater roles and

power imbalances within the family determine how ititea-household resources
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are allocated and that this influences the decision of treatment se€kihgrét,
Amekudzi et al. 2008Merten et al.2006 Hausmann Muela et al. 200Banner

& Vlassoff 1998). In addition, the way that family members functiopagly
determined by socially prescribed roles. These roles may change when a family
member becomes infected with HIV/AIDS. For example, women who usually
have the role of "caregivers" may need to adopt a socially prescribed male role as
"breadwinner"” inorder to financially sustain the family when the husband is sick.
Similarly, children may need to adopt the role of caregiver when they have to
attend their sick parents. This type of shift or disruption of family functioning has
been found to lead to emonal distress (Thompso& Bolger 1999; Larsor&
Almeida 1999; Larson& Gillman 1999) in individuals suffering from other
chronic diseases (Compas et, 41991 Forehand et al.1986. High levels of
emotional distress have also been documented as otfee okasons for nen
adherence to ARTSarna et al. 200800k at al. 2004; Kagee et al. 20@atz
2000;Kalichman et al. 199%ullivan 1995). HIV positive people with relatively
high levels of depression and low sense of social support were less bkely t
follow medication and health advice and to keep appointments than people with a

high sense of social support (Garcia & Cote 2003).
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Chapter 3 - Zambia at a glance

3.1 Country Background
Zambia is a landlocked country in southern Africa, bordering with the Democratic
Republic of Congo, Angola, Namibia, Botswana, Zimbabwe, Mozambique,

Malawi and Tanzania.

Zambia, formerly known ablorthern Rhodesjavas a territoryadministered by

the South Africa Company from 1891 untile takeover by the UK in 1923.
During the 1920s rad 1930s, advances in mining spurred development and
immigration. The name was changed to Zambia upon independence in 1964 (CIA

- the World Factbook2013.

Zambia became a republic immediately upon attaining independence in October
1964. Its legal syste is based on English common law and customary law with
judicial review of legislative acts in an ad hoc constitutional council. The country
became a muHlparty democracy in the early 1990s after 27 years of one party
rule.

The country is divided into ne provinces and 72 districts each administered by
an appointed deputy minister. Each province is subdivided into several districts
with a grand total of 72 districts. Within the districts, the administrative units were
Chiefdoms and Constituencies. Constncies were made up of Wards. The
political system is openly democratic with miparty elections for the
Presidency, Constituencies and Wards held simultaneously every five years.

(NAC/MOH 2011) The last of these elections were in 2011. Chiefs are selected
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through clan and family lineages within the ethnic groups. Zambia's current

president is H.E. Michael C. Sata.

Figure 3.1  Administrative Mg of Zambia
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The population of Zambia has rapidly grown from about 3 million people in 1964,

to approximately 3.3, whereof just over .2 million live in Lusaka, the capital.

With about 390 living in urban areas (CSO 20 Zambia is one of the most

urbanized countries in suBaharan AfricaOverall, the population of Zambia is

young with 66.3% under the age of 25. The annual population grosvth.8%

.The average life expectancy at birth has also increased from 40s5ryd&98 to

51.3 years in 200dWHO 2008). This rapid population growth places an
increasing burden on the national economy

keep pace with the health needsigfpidly increasing population
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The official language is English, but there are abtRiethnic groups in Zambia
(Posthumus 1997) and about 20 distinct languages, many with several dialects.
The distribution of the languages roughly coincides with the distribution of the
ethnic groups. Main groups and languages include Bemba (north atrd)cen

Tongaand lla(south), Nyanja (east) and Lozi (wegBlIse 2002)

As a result of the activities of the first missionaries who arrived in the 19th
century, most people in Zambia are Christ{&0-75%) Officially Zambia is a
Christian nation (1996 ZambiaConstitutior). A wide variety of Christian
denominations exist: Roman Catholic, Anglican, Pentecostal, New Apostolic
Church, Lutheran, Jehovah's Witnesses, SewdayhAdventist, The Church of
Jesus Christ of Lattetay Saints, and a variety &vangelical denominations.
They spread from the original missionary settlements (Portuguese and
Catholicism in the east from Mozambique) and Anglicanism (British influences)
from the south. Pentecostal congregations expanded considerablirafetent
Chiluba(a Pentecostal Christiamjas electedn 1991 (Steel, 2005ambiahas

one of the largespercentage®f Seventhday Adventistper head in the world,
about 1 in 18 ZambianZé&mbia Union Conference, 2012).

There are also small congegpns of Muslims and Hindus the cities(24-49%),

most of who are of Asan origin. At the same rtie, however, Zambians still

adhere to indigenousfrican beliefs (%). (CIA - theWorld Factbook, 2012)

Estimates of adult literacy ratésge 15 and over who can read and write English)

in the countryis about 80.6% with almo3t% of womenand 87% of men.
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Zambia is the largest copper producer in Africa, which makes the economy highly
vulnerable to fluctuations in world market prices of copper. Since 2004, the
increase in global demand for copper and related foreign investnieas,
enabled significant annual economic growth of aroufitl i the past five years
(NAC/MOH 2011). In addition, the 2010 Zambia had a bumper crop of corn,
which helped the country avoid large extent the effects of the global economic
crisis. However,despite this recent economic growth, poverty rates in Zambia
have remained virtually unchanged, with about¥6®f the population living

below the poverty line (WB2012).

3.2 Zambia Health Sector

In Zambia healt services are provided by th@@@rnment, NGOs and the private
sector which includesthe Churches Health Association of Zambia (CHAZ),
mining companies private clinics and hospitals and traditional healdiise
governmentsupplies essential public health services through five types of
standard servicesiealth post, healtbhentre and the first, second and third level

referral HospitalgNHSP 2009.

A number of factors have limited the provision of high quality healthcare in
Zambia, in particular, the concentration of health infrastme in urban areas, the
lack of fundingfor medicines and meditaupplies such as laboratory equipment,
weak supply systems amdor working conditions that have resulted in exodus of
much needed human resources from the sect8A[D 2009. In Zambia the
staffto-population ratios are 1:17,589 and 1:8,064 for doctors and nurses,

respectively (WHO recommend 1:5,000 and 1:7005AID 2008 With more
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than 250,000 people eligible for treatment, there is a great need for increasing

human resources and inoping infrastructure in the health sector.

To improve equitable access to quality hea#hvges the government launched,

in 2006 a reform plan of services focused on the decentralization of health
services and the provision in the 72 districts of Zamnbhis reform placed
specialemphasis on preventipmot only curative care. As a first step toward
health reform, the government launched a package of essential teatland
encourage@ommunity participation in health sector planning. The main objective
is to support and strengthen delivery of primary care serviussther focus was

to strengthen the referral system and improve control emerging priority diseases,
swch as norcommunicale diseases (PHR, 2009). Internationabpmerating
partners continue to support the government's efforts through a sectoral approach
(SWAP) in health, after a temporasyspensiorof support in response to the

mismanagement of the resources inhlbalthsector(UNFPA, 2012).

3.3 Overview of HIV/AIDS epidemicsin Zambia

The first case of HIV/AIDS in Zambia was reported in 1984, followed by a rapid
rise in HIV prevalence. By the early 1990s, the HIV prevalence was already one
of the highest in SuBaharan Aifca but it has remained quite stable for many
years.

In 2007 14.3% of the Zambian population (aged4% years) was infected with

HIV (DHS 2007).The MDG 6 target for Zambia, which is to keep prevalence

below 15.6%, has been mé&he challenge imsowto reduce new HIV infections.
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The primary modes oHIV transmission are heterosexuakex and motheto

child transmission during pregnancy, at birth and through breastfeddthgr
drivers of the epidemic include multiple sexual partnerships, low andsrstent
condom use, low rates of male circumcision, mobility and labour migrations,
social vulnerability and marginalisation (NAC/MoH 2010)he majority of new

adult infections occur in people whose partner has casual sex (37 percent),
followed by persos reporting casual heterosexual sex (34 percent)risbw
individuals, ie. monogamy mutual (21 percent), and clients of sex workers (4
percent)(NHSP 2009).The last report indicated that onbne percent of new

infections are estimated to ocamong men who have sex with men.

With regardsmotherto-child transmission, laout 10 percent of babies born to
HIV infected motherdecame infected with HIV (NHSP 2009). Other means of
infection contributed less than 0.5 per cent to the transmission\bfakhong
adults and children.Otherless prevalenforms of transmissiorinclude medical
injections (0.2 per cen) and contaminated blood transfusions (estimated at 0.02
percent).

The population size of injecting drug use (IDU) in Zambia is not knowntheo

frequency of injecting drugsr sharing injecting equipment.

The HIV epidemic is characterized by a wigkeographic variation with higher
prevalence rate in urban areas than rural (23.1 and 10.8 respectively). The highest
rates is found in the moskensely populated urban area, Lusaka (20.8 per cent)
and the lowest in one of the least urbanized province, Northern Province (6.8 per

cent). (NAC/MoH 2012).The reason for the lower level of HIV in the Northern
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Province has been attributed to aspectshefratrilineal culture that dominates
this area. Matrilineal culture differs from the patrilineal line, predominant in other
provinces translating in a less dominant male society in which men and women
seem to be less likely to engage in extrarital sex.Gender inequalities with
male domination and other forms of inequality have been identified as a structural
factor driving the HIV epidemic in Zambi@gimuna et al., 2005; Fenton 2004;

Gillespie et al., 2007).

The agesex distribution of the epidemic réécts gender inequalitieBespite an
declinein the overall prevalence rate sin2802 this reduction is not equitable
between women and men. Zambian women have a higher prevalence rate of
16.1% compared to men at 12.3% SO 2009)Young women are espetia
vulnerable.They are taught from a young age to never refuse their husband sex
regardless of the extra sexual partners he may have or higiliagness to use
condoms (NHASF, 2006). This perpetual dominance of male interests puts both
women and merat greater risk for HIV infectionAge-mixing patterns are
characterized by older men having sex with younger women and are reported by
4.5 per cent of women aged-19 years (with a nemarital, noncohabiting man

who wasmore than 10 years her seni¢@50 2009).

Young peoplecomprise over 50% of Zambia's population and it is estimated that
those aged 124 years account for 17.5% of HIV positive population between
ages 1%9. In the young population, HIV infection increases among young men
in urban aras but appears to be declining in young women. The latest data also

indicate a reduction among young pregnant women agetb 1&nd 224 in
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urban areas, yet in women of-30 years there is an increase in both urban and

rural areasiNAC/MoH 2012). Among children aged 14 years, the estimated

number of new infections has dropped dramatically to 5,520 (est. 2009)
(compared with its highest peak of 27,978 in 2000). This is a combined effect of

the decrease in womends incidemgaa. and t he
The estimated numbeof new infections in infants and childrer4lyears are

9726 and 2946, respectively, in 2QWAC/MoH 2012).

3.4 National Response against the HIV Epidemic

In 2003, the Government launched its national policy to provide free and
universal access to antiretroviral therapy, which was expanded in 2005 to include
all related services. Since then, the Government of Zambiaptwagd very
committed to control the HIV/AIDS epidemic The national policy rightly
recognizes that the HIV epidemic is deeply influenced by the social, economic
and political environments and put in place measures to address some of the
sociastructural factors that feed the epidenfic present the national response to

the epidemic is guided by the 202015 National AIDS Strategic Framework
(NASF 2011:-2015)that recognizes HIV/AIDS and gender as the two main €ross
cutting themeghat should be integrateh all social, economic and political

programmes.

The NASF 20142015 vision is "a nation free from the threat of HIV and AIDS."
This plan was developed through a consultative process that included civil
society, people living with HIV, government institutions, development

institutions, theprivate sector and development partners. Consultation with groups
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such as sex workers, traditional leaders and others became through representative
organizations.

(NAC/MoH 2012).

The NASF establish four priorities: (i) to reduce annual rate of new iiofsct
through preventing sexual transmission of HIV and STIs, preventing rrother
child transmission; improving counselling and testing and integrating HIV
prevention services in the primary health care; (ii) to accelerate provision of
universal access;iifi to mitigate socieeconomic impacts of HIV, especially
among the most vulnerable and (iv) to strengthen a fsedtiorial response to

control HIV.

3.5 Access to HIV/AIDS servicesfuture challenges

The starting point in improving access was to integrate HIV and AIDS services in
the comprehensive health care package that is provided, consummate with the
level of the health care facility. In this regard, the number of health facilities that
were providng HIV and AIDS services to various degrees was increased between
2008 and 2010 by 8.1 per cent. At the end of 2010, there were 1,690 health
facilities providing HIV and AIDS services of which 1,471 were public and 240

were private. The total increasedlt@69 in 2011.

Antiretroviral therapy (ART) was introduced to the general public in 2004 on the
provincial level. Treatments were not for free at that time. Clients had to pay
US$10 per month towards the cost of HIV treatment, in addition to the dosts o

clinical baseline investigations. Only in 2005 free ART was introduced and scaled
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up to include more healttentres which could provide ART natiewide. In 2007

332 healtlcentresprovided ART in the countryln addition, the number of health
facilities providing HIV testing and counselling services had been increased to
1,563 in 2008 from the 1,083 in September 2007. Health facilities providing

PMTCT services reached 936 at the end of 2008C/MoH 2012

Nonethelessjn 2009 still only a fraction of e adult Zambiansknew their
serostatusLast estimates point that as much as 60% and 78% of women and men
respectively have never tested for HRSO 2009) About 60% of people newly
infected through heterosexual transmission are infectédimwmarriage or
cohabitationcompared with more thamalf (50% 65%) in Swaziland, 35%62%

in Lesotho and an estimated 44% in Kenya. (UNAIDS 201@®revention
strategies, however, often do not adequately address the patterns of HIV
transmission. Couples testing and otlpeevention services for serodiscordant

couples receive inadequate suppgdNAIDS 2010)

Thanks to an increased national political commitment and international funding
the number of people on treatment had also dramatically incrédsaa 30,103

at the end of 2005 to 344,407 at the end of 20fHpresenting 68% of those in
need of treatment (NAC/MoH 201LZor those included in antiretroviral therapy
programsstill too many had difficulties to consequently adhere to the therapeutic
scheme (91). Treatment adherence continues to be a significant challenge in
both wurban and rur al Zambi a. Studi es
southern province throughout a period of 283 days (a median followp of 275

days) and 62.9% of patients in Lksaover the first 12 months (a median follow
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up of 15.7 months from 12 months onwards) were adherent to (&%aki et al.

2012; Chi et al. 2009, Birbeck et al. 2009arlucci et al. 2008; Krebs et al. 2008)

Furthermore recent studies have showed tladtout one third of patients who

were lost to follow up and who fully stop the ART program were still alive. Some
participants gave a wrong address or a Wwr ¢
found. This O0deli berated aounlpbfabt to f o
persons in an ARTrpgram (Chi et al., 2007 Little information is available on

this group of people who are not found in loss to follow up studies. A similar

situation has been described for otheutBern African countries (Weisser &t

2003Ferradini & Jeannin 200®/ills & Nachega 200% This group creates an

additional challenge for the control of the HIV epidemic since in addition to the

possible ineffectiveness of only partial adherence to treatment for the individual,

the risk d antiretroviral resistance in general increas€3yugi & Byakika

Tusiime 2007; Bangsberg 2008

This relatively low uptake of HIV testing as well as the issues of adherence and
retention in ART care are also evident in many other Southern African @suntri
(Namakhoma et al. 2009; Visser et al. 20Dankle et al, 2008Ferradini et al.
2006;Weiser et al. 2003

While recognising progress made in addressing HIV, Zambia still a long way to
go to control its HIV epidemicThesefigures suggest that othehan health
system barriergontinue prevening people fromaccessingHIV/AIDS services.

Deep social inequalitiesbased on gender andge contributesto increase

vulnerability to HIV.
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Chapter 4 - Aims and objectives

Aim

This thesis aimed to investigate thafluence of social cohesion along the
continuum of HIV Care in Zambia (uptake of testing; uptake of ART; adherence
to ART and retentio in care) and to assetfe effect ofspecific combinations of

social cohesion, economic and individual factors on idda decision making

relaed to access HIV/AIDS services.

Objective 1

To systematically review previous quantitative studies examining -sottaral
barriers to access and adherence to HIV/AIDS services and treatment in

developed and developing coursj and to conduct a medaalysis

It was hypothesizedhat:

In prior research, the soetultural barriers to HIV testing and compliance with
HIV related services identified in levand highincome countries were different.

Objectives2

To investigate e influence of social cohesiom:
A theuptake of HIV testing,
A the uptake of ART,
A theadherencéo ART programs
in the general population and in a highly HIV vulnerable population in Zambia.

Social cohesion was measured on the level of the couplgy famad neighbours.

It was hypothesized that:

43



Chapter 4 Aims and objectives

Low levels of social cohesion make people less likely to test for HIV

Low levels ofsocialcohesion makegeople less likely tstartART

Low levels of social cohesion make people less likely to adhere to ART
Objectives 3

To examne whether the influence gbcial cohesion varies by gender, especially
in the context of livelihood insecurity

It was hypothesized that:

The influence of social cohesion, in the context of livelihood insecurity, is

stronger in womethan in men
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Chapter 5 - Conceptual framework

5.1 Health seeking behaviour and access to healthcare

Over the yearsa wide variety of theoretical approaches have been developed to
investigate health seeking behaviour and access to healthbarce. major
frameworks havenowever emerged. hE first emphasizes the utilisation of the
formal system describing the steps of the health seeking process from recognition
of symptoms to the use of a particular health facility. The second emphasizes the
determinants associated wittetbhoice of different kinds of health services (for a
complete overview, see MacKig2z004andHausmansMuela 2003).

Most commonly used models are the behavimgnted health belief model
(Sheeran1996) and/or the Penchansky access models (Penchassky which
addresses the so called "four A": availability, affordability, accessibility and
acceptability of healthcare. These models have been employed in numerous
epidemiological studies as a framework to study the barriers to healthcare from a
user orhealth service perspective. One of the major critiqpfethese studiess

the strong focushey haveon cognitive aspectand the fact that they rely on the
assumptiorthat individual behaviour is built upon rational decision making based
on knowledgewithout reflecting that individuals are embedded in social contexts
that affect the way they process and act on information.

During the last decade, the focus of the research in health seeking behaviour has
started to move from the individual into theality of interaction in the social
world. One way in which researchers have attempted to do so is through the lens
of livelihoods. Several studies have shown,timalow income countriegesource
constraints in an insecure so@oonomic contextMerten, 2008; Obrist, 2007;

Merten, 2006; Hausmann Muela, 2000) have a negative effect on access to
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healthcare. Lack of trust in the health sector can also hamper access to HIV/AIDS
related treatment (Mohseni, 2007; Gilson, 2003). A widespread interest has arisen
in using social capital theories (which central idea is that social networks are a
valuable asset) to understand the social processes behind health inequalities
(Szreter 2004). This trend has begun to enter the health seeking behaviour
literature (Adam2000; Campbell2001). Where there is no formal social security
and/or healthcare insurance, social networks may become crucial in order to
obtain support during illness and other crises. Several studies examining the role
of social support and trustinglagionships found that these relationships have a
positive effect on health outcomelignsyur 2008 Chandola2007). However,
these effectsare different between countries, pointing at the need to addres

contextual factors (Poorting#06).

5.2 What is socid cohesion?

One of the great challenges of conducting a literature review on social cohesion is
the vast amount of publications on the topic and the lack of consensus on a
definition and appropriate measure. The conceptual debate among social scientists
is still on-going. The notion of social cohesion has been developed alongside with
social capital. In the literature, it is difficult to separate the two concepts as social
capital is often used as an indicator of social cohesion (Chidester29Q8). In
general, it is understood that high levels of social capital is a characteristic of

cohesive societies (Fukuyani®99).

It is important to note that this chapter of my thesis does noatomnducing a

comprehensive review of the literature on sociahesion, buit ratheraims at
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summarsing some of the most important theories that attempt to define the
concept as well as the mechanisms to explain how social cohesion affects health.
For a complete review of theorieson social capital, | recommeneading the

thesis of Malin Eriksson (2010) whichhaverelied uponfor this summary.

5.2.1 Difference between sociatapital and social ©®hesion

The first sociological study on this subject was made by Emile Durkiadim

studied the association betwesaocial integration and suicide. One conaas

from this study was that peopless integrated in society were more likely to

commit suicide compared to those who were more socially integrated (Durkheim,

1951). He postulated that social integrationacdasi buf f er 06 agai nst st
two of the most influential authors in the area of social cagitPierreBourdieu

and Robert Putnam whose work was initially one of the most used in the field of

public health. Both proposed a different approach toetstdndsocial capital.

Bourdieu(1986)postulates social cépl as an individual asset. This is known as
the social network approachPutnam (1993)proposessocial capitalas a
collective attribute of social networks which ksiown as thesocial cohesin
approach Whether social capital is an individual or collective feature is still in
debate. In the field of public healtit is often studied from both perspectives and

each requires different considerations and meth&atksson 2010)

The social néwork approach
The individual approachunderstandsocial capitalasthe resources available to

individuals through involvement in social networkslhis approachs, mainly,
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grounded on the work dPierre Bourdieu (1986), James Coleman (1988) and

AlejandroPortes (1998; 2000)

Bour di eu def i ne ghe aggregata bf the agiual toa potentias i
resources which are linked to possessions of durable network of more or less
institutionalized relationships of mutual acquaintance and recogtmmin

other words, to membership in a gr@ugvhich provides each of its members with

the backing of the collectivigwned capital, a credential which entitles them to

credit, in the va(@Boudiauslo&epp.24849). of t he wor dc

According to Bourdia, each person who is a member of a network accumulates
resources such as information, knowledge, material goods and social contacts.
These resources are available to all members afieheork However, inclusion

in social networks is not a natural progdsut a consequence of "investment
strategies'(Eriksson, 2010)Without investing resoureegit is difficult to establish
meaningful relationships with others (Rest 2000). In Bourdieu's visionapital

(in all forms) is equivalent to power ant$ distibution determineghe social
structure. The dominant groups in a society have more power to decide which
networks are valuable ang include or exclude people from these networks

(Bourdiey 1986)

Coleman (1988) sees social capital as a resource for aSomml capital isa
public good in the sense that its benafasreachpeople who are not members of
the social network.Coleman defines social capitaldasa v ari ety of entit

two elemets in common: They all consist of some aspects of social structures,
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and they facilitate certain action of actors whether persons or corporate actors
within the structure. Like other forms of capital, social capital isdpctive,
making possible thachievement of certain ends that in its absence would not be
p 0 s s (Coléneaid, 1988, p. S98).

From his perspective, social capital is a resource embedddh people
themselves and withithe structure of relations between pko(social network).

Thus social capital is bothcollective and individual. Furthermore theithor
identifies three forms of social capital: 1) obligations, expectations and confidence
in social structure, 2) information channels, and 3) norms and effective sanctions.
According to him, these thredorms of social capitahre the basis of human
actions. Doing things for otdosomsthingst abl i s
back. These obligationact as debtsto be paid when neede€onsequently
members of the network thatrggrate more obligations have more social capital
(Eriksson 2010). The information embedded in social relatians valuable form

of social capitalbecause information is essential for action. Belonging to the
social network facilitates access to inforroatthat otherwise would be difficult

to obtain.Prevailing norms also influenaan the actiongshrough expectation of
rewards (such aeputation)if peopleadheres to the rules or sanctionsc(s as

social exclusion) if thego not follow the ruleg¢Eriksson, 2010).

Portes (1998) addsn important perspectiie the individual approach of social
capital, as he distinguishes between dhases (sourceshd the effects of social
capital.In his view,socialcapital is theesources people can access tasetheir

social ties. These resources are not inherent to the individual (intrapersonal) but

embedded withirthe structure of theocialnetwork Portes defines social capital
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a sthefability of actors to secure benefits by virtue of membership in social
networks and other social structutes ( Por t e s ,Thelefor®,80 accpss 6 ) .

capital, a prson must be related to others (Eriksson, 2010).

This author argues that social capitaéoriesoften do not distinguish between its
causes (sourcesnd effects resultingh a circular argument as #ocial capital
(information, trust and norms) wecaused by its own effects. Heends to bring
clarity by identifyingthe characteristics of the networks themselveth@sauses
(source} of capital. leaning on classisociologicaltheoriesby Marx, Simmel

and Durkheim (Eriksson, 2010portespostulateghat people may be willing to
contribute with theiravailable resources due to: (i) internalized norms to behave
in an appropriate manner, (ii) solidgrwith whom peopleidentify, (iii) norms of
reciprocity, due to expectations of payment, either directly from the receiver or
from the whole community througbocial status or reputation. For Portes (1998)
the information, support and opportunities dne effects generated by capital

sources.

Another contribution ofPortes (1998) is the potential negative effects of social
capital. According to the authothe same strong ties thare beneficialfor some
network members can also generate restrictaon exclusiorfor others.Strong
support networks can result in an overload of demands for some members of the
group, especially if thejpave more resources availabfd asparticipation in

the group necessarily requires a certain level of conforitnyay generate strong

social control and restrictisrof individual freedom (Eriksson, 2010).
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The social cohesion approach

The social cohesiorapproachunderstands social capitas a collective attribute
that characterizestructures of social relations, such asmmunities. The
theoretical approacks groundedon thework of Robert Putnam whadescibes
social capital asi Wher eas physi cal capital refers t
capital refers to properties of individls, social capital refers to connections
among peopl@ social networks and the norms of reciprocity dndtworthiness

t hat ar i s ¢Puthamo2000,tphl8Rutham suggests that social capital
has both individual and group characteristics. Besifiéing a "private good" is
also a "collective good" (Putnam, 2000, p. 20). Tlesial capital can be
beneficial even for people with few social connectibasause of the benefits of

living in highly cohesive communitig®utnam, 2000Eriksson 2010.

Putnam (1993, 200®eparatethree essential forms of social capitaétworks of
civic engagement, norms of reciprocity and social trdstese three elements
influence and reinforce each oth&eciprocityis generated by the obligations
derived from bang a member of a social netwofRutnam, 2000)How these
obligations arise or remain is uncldaut they may be associated wianction
capacity of networkgexcluding peoplevho do not follow the rulgs(Eriksson,
2010) The norns implied inreciprocity, personal and generalized, generate trust.
For example, gneralized reciprocity occurs whan individual dosomething for
someone without expecting this person to do somethauk but the network
(Eriksson, 201Q) This, according to Putnanbuilds trust between people. The
more people trust each other the greater the possibility of mutual interest to

collaborate. This reasoning has beeriticized by Portes (2000)for being
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i c i r ashke saysdhabeing part of the network generatesst which in turn

facilitates collaborationEriksson 2010.

According to Putnam (1993, 200@phesive communities aharacterized by

the existence ofssociationdetweencitizenswho activelyparticipate in public
affairs and are capable of putting thebpc goodbeforeprivate good.This type

of communitiesgrants the same rights and obligations for all and horizontal
relations of reciprocity and cooperation are comn(ériksson, 201Q)Finally,
levels of interpersonand generalizettustare high, wich encouragepeople to
cooperate on the basis of expected reciprocity. According to Putnam, a
community with these characteristics is more efficient than others in segard

democracy, economiasperity, health and happiness (Eriksson, 2010).

Michael Woolcock is another author who theorizes about social cohebien

defines social capital a8 nor ms and networ ks that facil i
(Woolcock, 2001, p. 13). As Portes (1998), Woolcock (2001) stresses the
importance of the separation between theses gource} and effectsof social

capital. In the view of this author trust is a consequence of capital, not a part of it

(Eriksson, 2010)Szreter and Woolcock (2004) identify the requisites for trust to

develop: (i) an understanding between the members of a social network; (ii)

shared objectives and purpogesrk together towards a common godh turn

this requires a shailesense of juge and respect (Eriksson, 2010).

The author alsaecognizesnot only the importance of social ties within and

between community members, but also betweemmunity membersnd the
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different political institutions in aociety. Withthis it emphasize the role of

statesociety relations for publibealth outcomes (Eriksson, 2010).

5.2.2 Individual social capital: linking health and social networks

The links between individual social capital and health has been widely
documented in studies with adulfs.recentsystematic review (Kim et al., 2008)
showsthat the strongest associations are found between the cogmithy@nent

of social capitaland health For example, trusting the neighbours (access to
personal trugtis a orm of cognitive social capitathich is associated witlbetter

selfrated healtl{Erikson 2010).

Summarizing, \ithin the individual approach, tHank between social capital and
health issaid to happen through: (arious forms of social support that act as
fibuffering factors for stress(Bartley 2004 and can provide access to resources
and servicegEriksson 201Q) (ii) social influence Kerzel & D'Afflitti, 2003;

(i) social participation either through direct activation of cognitive systems, or
indirectly, giving a sense of coherenand belonging to the communi§grkman

& Glass 2000. Recently a new via has been debated related to status in the social
hierarchy of tle social networkAccording to Marmot (Marm@t2005) having
more opportunities than others within the same enment gives fistatus
syndrom® which could influence health through positive emotions generated due
to the privileged status as well as may a life less daily tensions (Eriksson

2010).
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5.2.3 Socialcohesion:linking health and socialinequalities

Studies investigating the relationship between social cohesion (collective social
capital) and health are less numerous and the results are rather inconclusive (Islam
et al., 2006)As for the individual approachhére are severalathsthroughwhich

socil cohesiorcan affecthealth.

Wilkinson (1996) has theorised on the relationship between social cohesion,
income inequality and health. According to his wosqcial cohesionis a
mediator in theassociation between income inequality and heé&lthfound that
populations with low levels of incomeequality have better health and tlegual
societies are more cohesive than less equal soc{&tigsson 2010) Therefore,

the author concluded th#tte equitable diribution of income leads to cohesive

social environmeist which ultimately enable better hea(iilkinson, 1996).

Kawachi and Berkman (2000) argue tlsatcial cohesion influences health by
influencing healtkrelated behaviours, access to health services, and psychosocial
processesAs Eriksson (2010) points out this reasoningigriori confusing since

the effect of social cohesion, is expected to occur on a collective level (as it is a
collective attribute) and not on the individual level (health behaviBu).in her
thesis Eriksorargues that Woolcock (2001) and Grootaerv&n Bastelaer (2002)
provide the theoretical basis to solvastitonflict by identifying ficollective
actiorp as the mechanism througthich social cohesion exerts its effe¢hus,

while individual social capital gainfluence health througtihe supportobtained

by participatingin social networkssocial cohesion mainfluence health through
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collective action.Similar effect but different mechanismof action (Eriksson

2010).

Collective action idroadly defined aany actiontaken by a group (either directly

or on its behalf through an organization) in pursuit of members' perceived shared
interests (Marshall1998).1t occurs when individuals voluntarily cooperate as a
group to coordinate their baviour to solve shared problemA&ccording to
Kawachi (1999high levels of ecial cohesion in a communitgharacterized by

trust between citizens, norms of reciprocity, and group membership, facilitates
collective action.Kawachi, Kennedy and Glass (X)9found that cohesive
communities are more successful to come together and get to influence local
political decisions to improve their neighbourhoods. Communiwél high
social cohesion malyave a greater ability to influence local governmegisions

for example on availabiltof health services in their communities.

Another route by whichsocial cohesion exerts its influence facilitating the

process of community empowerménthat enableshealth behaviour change

(Campbell & Jovchelwitch, 2000. Communi ty empowethene nt ref
process of enabling communities to increase control over theirolipd4H0

2009)In this definition communitymeans that groups of people who may or may

not be spatially connected, but share common interests, cormerdsntities.

AEmpowermend' refers to the process by which people gain control over the

factors and dcisions that shape their lives (WH@009) It is the process by

which they increase their assets and attributes to build capacity to access partners,

networks and / or speak with one voice in order to gain corfir@d.nab |l i ng o
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implies thatfipeople cannot be empowered by others; they can only empowe
themselves by acquiring more of power's different forhsverack, 2008).
Environments characterized by trust, papation and mutual supporti.€.
cohesive environmentsre more effective to bring change and to support health

enhancing behaviour@Campbell& Jovchel@itch, 2000)

Finally, social cohesion may facilitate the processlifffision (Rogers1995 that
postulates the possibility to influence health by creating healthy social norms that
promote desifale behaviours and limit othdess desable in the community
(Kawachi et al., 1999). Social cohesion could boost the rapid and widespread
dissemination of (health) information and knowledge (Kim et al., 2008). In
cohesive community neighbours trust eatcheo and have more interactions,

disseninating information more effectively.

5.3 Suggested analytical framework

In order to investigate the factors influencing the decisnaking process related

to access HIV/AIDSelated treatment in specific situations, a comparative study

setting with varyig health systems, soeexonomic and socioultural conditions

(urban/rural) have been chosen for the studys study is based on the premise

that individuals do not take decisions in isolation &influenced by the whole

sociccultural context wheréhey are embedded. In this regard, the study needs a

framework that accommodates tilkse element©®st r omdéds I nstitutiona
and Devebpment framework (Ostrom2005) conceptualizes that perceived

options on actions (e.g. HIV testing) are moduldigch variety of externale(g.

health system) and internal factors.q. community, family) as well as by
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norms/values (underlying factottsatcould be institutional, political, economic or
cultural) and implicit or explicit expectations about outconaesl{uation criteria),

that, ultimately,influence decision making The difference tousual treatment
seeking frameworks is the consideration of shared rules, norms and values for
decision making and their possible modification by external factdngsh ma

alter legitimacy Merten & Malunge 2008). Another advantage of this framework

is the introduction of evaluation criteria (implicit or explicit) of expected
outcomes based on prior experiences as influencing decision making. In addition,
it accommodates power relations that might influetiee bargaining power of
individuals in decision making process. Figird shows an adaptation of this

framework.

Figure 5.1  Factors influencing access to HIV/AIDS services
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Framework adapted from Ostro®2®05 and Merten 20009.
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Chapter 6 - Methods

6.1 Systematic review of the literature

6.1.1 Search strategyfor identification of literature

| usal a key word approach inalling terms describing HIV/AIDS, social

cohesionand health seeking behaviouihe scope of the review wanarrowed

down by wusing Boolean operators " AND" anc
searches to those published from 1995. Literature older than 20 years was deemed

as no longer relevant, and time constraints dictate that only the most recent

materials ca be reviewed. More details of this method are described in Paper 1 of

this thesis.

The specific search terms (key words) have been built around the following

t hemes: "soci al net wor ks", Asoci al cohesi
Asoci ali ndat eD, "heal t h sateeé kaaling "sobie havi our '
economic status", "poverty", AHI V/ Al DSo,

Saharan Africa" and "Zambia". The terms of social capital, social cohesion, and
social support, although relatecearot the same but were included in the search
in order to have a wider coverage of the literature related to the influence of the
social context on health and access to health services.

The search strategy included a review of seven electronic datdldaskise,
Embase, CINAHL, JSTOR, CSA databases, including Sociological Abstracts and

ERIC.

59



Chapter 6 Methods

6.1.2 Exclusion/inclusion criteria

Literature was included in the review in accord with inclusion and exclusion
criteria.

Inclusion criteria included:

Design: The revievincluded quantitative studies using a survey methodology.
Population and settingfhe review included studies focusing @eneral adult
population (over 18 years old), who wémeneed of HIV/AIDS care and treatment
andliving in high and low income counés.

Outcome measures: The studies investigated determinants associatétl\Mvith
tesing, initiation of ART,adherence to AR@nd retention in ART programmes
Exclusion criteria included:

Studies focusing on children and/or adolescents; studies investigating
determinantsassociated with other naelated HIV continuum of care outcomes

and qualitative studies.

6.1.3 Review methods

Titles, abstracts and full texts found in the seavehereviewed and assesstut
eligibility against inclusion criteriaTo reduce selection bias, each step of the
search and the reviewere done in duplicate by two independent reviewers.
Disagreements were discussed to reach consdnsilisext papersvereretrieved

for the studiesthat meet all the inclusion criterieference lists of all studies
which meet the inclusion criteria were hand searched to confirm that all relevant
studies were included in the revieWhe selected articlesvere carefully read to
assess methodologicahd content quality using a critical appraisal framework.
Reported effects, settings, study population, sample size and other background

variableswere extracted onto a data extraction form. A list of finally included
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studieswas created. Adescriptionof this comparative evidenaogas prepared to
inform the onstruction of the survey tool. The results are repanéthapter 6of

this thesis.

6.2 Cross sectional community based survey

6.2.1 Study design

A survey methodologias beempplied in order to document distribution patterns

of treatment seeking behaviours related to HIV/AIDS and to measure the
association between access to HIV/AHated treatment (access to VCT,
initiation to ART and adherence to ART) asdcicstructuralfactors. Results
from previous qualitative research, conducted in the framework of the same
overall study, guided the choice of the themes to ilbeestigatedin the
guestionnaire. These themes weresocicdemographic and soci&conomic
factors, livelihoods and social (if)security (socialkcohesion at the level of that
couple, family and neighboujs health literacy and culturallghaped believes
about HIV/AIDS, stigma and discrimination and treatment related factors such as

side effects, quality of care addstance to clinics.

A review d previous quantitative studies provided the basis for developing the
qguestions and identifying relevant indicators to accommodate the themes
adequately.

When needed existingcales, especially if they hdmben validatedn a resource

poor settingvere adapted to the Zambian context to be usedt questionnaire.

The questionnairevas pilot tested with a small purposive sample. was

translated into Nyanja, Tonga and lla which are the main local languages of the
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study sites (Lusaka, Mazabuka, Chivuna and Mbeza). The intervisa®
conducted by experienced local interviewers tiratecontracted for each site and
trained during three weeks on the use of the questionnaire and on the ethical
principles that should be tialg into account during and after the interviews. The
interviewersspokeat least one of the required local languages since all interviews

wereconducted in the mother tongue of the respondents.

6.2.2 Study site and study population
The survey study was condadtin two rural (Namwala and Monze district), one
commercial centre (Mazabuka), and one urban area (Lusaka) from the Southern
and Central provinces of Zambi a. The
have a comparative setting with varying healtheyssocieeconomic and socio
cultural conditions (urban, periurban and rural). The study population consisted of
adults, women and men, who were residents of one of the four sites.
Inclusion Criteria

1 residents of the study site;

T aged O 18 vyears;

71 tested fo HIV (HIV positive and HIV negative);

1 living with HIV (both on treatment and not on treatment);

1 never tested for HIV (and do not know their HIV status).
Exclusion Criteria

1 Nonresidents of study site;

1 Age below 18 years old.
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6.2.3 Sampling strategy

A randomcommunitybasedsamplewas combined with a clinic based sample of
people on ART, or whowere lost to follow up. In order to comare the
characteristics of people with HIV who were raaicessingservices with those

who were accessing HIV related programseweeéd to randomly sample 540
persons per site (Lusaka, Mazabuka, Chivuna, Mbeza) and 210 persons per site in
the clinics (N=3)00). An additional purposive sample was necessary to recruit a
sufficient number of people at higisk of HIV. Therefore thetotal samplefor

this studywas derivedising three different sampling methods:

a. Random householdsample

We used 3stage sampling design (Primary sampling units (P$lds)seholds

I ndi vidual s) to derive our s gamefdoms First,
or municipalities) in the four study areas from a list of enumeration areas obtained
from the last census conducted in Zambia in 2010. We calculated the number of
households using a probability proportional to size (PPS) sampling strategy.
Housénolds were randomly selected from household lists with the exception of
Lusaka where a random walk scheme was used. In each household our
interviewers selected one permanent resident >18 years using the Kish within
household respondent selection methodsiKil949). With this method we
ensured equiprobability of selection among individuals who fall within the scope
of the survey (thus every eligible individual in the houseliold our case, all
those aged 18 and overad the same chance of being selgctédhe selected
individual was not present, an appointment was made. Only if this appointment

was missed, a new household was selected. In Lusaka we additionally applied a
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weighted sampling strategy to build a representative sample of the population

living in high, medium and low density areas.

b. Facility -basedsample

This sample waderived from all health facilities located within the boundaries of
each PSU selected for the household survey as well as the health facilities in the
next outer ring othe PSU. Interviews in health facilities were conducted over a
defined period of days, where all clients consulting ART services or TB corners
were approached. An additional oxsampling (N=60) was necessary to identify
individuals who were not retaineadh icare. We asked the health staff of the
facilities' sampled to identify pi@nts, from their listswho were losto-follow-up
(LTFU) and to ask them for participation in our study. Upon agreement of these
patients, our research assistants contacted ttterachedule a time for the
interview either at an office in the facility and/or in their homes. They were

administered the same questionnaire.

c. Purposive sample(hardto-reachpopulatior)

To derive this sampleve approached community traditional heslémerbalists

and STI clinics and asked them to collaborate with us by contacting people who
were HIV positive but not on ART and informed them about the opportunity to

participate in the study.
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Figure 6.1  Sampling strategy
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6.2.4 Measures and @ta collection

6.2.4.1 Measures and questionnaire development

The questionnaire has two pa(fppendk 2). The first part contained questions
about sociedemographic, socieconomic and social relationship factors, stigma
and discrimination, health related knowledge and beliefs and health seeking
behaviour.These questions weesked to all study participant§he second part
contained specific questions about HIV testing, uptake of ART and adherence to

antiretroviral programmes.

The selection of the themes for the questionnaire was guided by the results of an
ethnographic study on health seeking behaviowt perceived barriers to HIV
treatment conducted in the same areas over the previous year. Additionally a
literature revew, that | personally conductetdefore the development of the

guestionnaire helped to identify questionnaires and scales that wdrbyusther
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studies to measure similar themes. A panel of national and international experts
reviewed these instruments and scales and selected pertinent questions and
indicators to measure each theme. All questions and indicators were amapted
the Zambia context. he questionnairevas checked translated from the original
language (English) into the languages of the target ptpual [Tonga, Illa and
Nyanja]. Two translators fluent in the languages of the target population with a
good understanding of theriginal language produced the initial translations
independently. The translated versions were synthesized into one version by a
third independent translator. Thereafter the synthesized version was back
translated independently by two different transktdrhe backranslators were

fluent in the original language and had a good understanding of the languages in
the target population. The translated version and the-tbacklated version were
reviewed by the expert committee to asses if a word or sewerds reflect the

same ideas or subjects in both the original and adapted versions of the
guestionnaire. The experts committee also assessed the operational validity of the
final questionnaires checking that the format, instructions, mode and
administratim and measurement methods were appropriate to the Zambian
context. Once consensus was reached the instrument was pilot tested twice before
final validation. In each pilot study 60 respondents were probed for their
understanding, acceptability and emotiomapact of the items in order to detect

confusing or misleading items.

6.2.4.2 Data collection

A team of 30 experienced Zambian surveyors were trained in survey techniques
and the use of the questionnaire for a period of 4 days. They worked in teams of

10 in the bur sites and conducted the interviews in the respondents’ mother
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tongue which were Tonga and lla (in Namwala, Monze and Mazabuka) and
Nyanja (in Lusaka).

Interviews took place between September 2010 and February 2011. They obtained
signed informed cons&n from (Appendix 1) the participants prior to start the
interview (further details in the next sectibiethical considerations). Participants
who requested it were offered psychosocial counselling by qualified professionals
and obtained referral informanh for local HIV/AIDS voluntary counselling and
testing (VCT) services.

The interviews took place in safe, quiet and private surroundings of the
respondents’ households where interview and interviewee were left alone and
participants felt comfortable talk and could not be overheard. In order to reduce
interviewerinterviewee bias the interviewers were selected to match the
characteristics of the respondents in terms of ethnic group and gender. Female
respondents were interviewed by women and when nese v be interviewed

they were given the choice of a male or female interviewer. Additionally all the
interviewers were trained in interviewing skills (i.e. appropriate questioning skills,
including an ability to use nejudgemental language and tone d@adgenerally
present a nojudgemental manner and attitude) and in communication skills (i.e.
listening skills, coupled with appropriate reerbal (facial expressions, body
language) and verbal responses). We also made sure that all interviewers were
familiar with, and abide by, the ethical and safety recommendations included in
the WHO guide: Putting women first: Ethical and safety recommendations for
research on domestic violence against women (WHO 2003), when carrying out
survey research. To reduce sdaiesirability bias we used indirect questioning

methods which have proved to provide a better estimate than direct questioning of
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the respondent 6s t ssengtivefsebgdt (Fishes& Roloert a
1993). For example the interviewee askedrégpondent to specify their level of
agreement to this statement by indicating a position along a continuous line
between two engboints using a visual analogue scale (VAS): In my household if

a wife comes home late without the permission of the husliemaidl be beaten
(instead of direct questioning the wife: "In my household if | come home late
without the permission of my husband | will be beaten). There is evidence
showing that visual analogue scales have superior metrical characteristics than
discrete scales (Reips & Funke 2008). In practice, the computEysed VAS
responses were measured using discrete values (1 to 5 Liker scale) due to the

discrete nature of the computer displays.

6.3 Data management and analysis

| have personally entered the @ah Stata 12.1 and clean it. For the processing of
the data | used Teleform® Software. Before the data collection, | prepared the
questionnaire template using the programme Designer of Teleform software. This
questionnaire was printed out in paper fornzeid distributed per site for
collecting the data. In each site, a supervisor from the core study team supervised
the fieldwork. As described before, the data collection took place between
September 2010 and February 2011. After the data was collectedefoué b
processing and entering the data, two quality-datcks were performed by two
independent research assistants. The first quality check was conducted in the field.
The team supervisors reviewed the questionnaires administered at the end of each
day so that we were able to address inconsistencies and data missing while the

team was still in the stuesite. Once the questionnaire was approved by the
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supervisor, it was scanned and converted into a PDF. The hard copies were
classified and stored in théfice of one of the main researchers in the University
of Zambia. The PDFs were sent to Switzerland where | personally conducted a
second qualitycheck using the program Verifier of the Teleform software. Once
the data was verified, it was electronicallyad using Teleform Reader and
automatically imported into a Stata database. Both hard and soft copies of the
questionnaires had codes to protect the identity of the participants. In addition,
access to the electronic questionnaires (PDFs) is paspnatadted to guarantee
confidentiality.
The core quantitative dataas analysed using STATA. Scalegere validated
using appropriate psychometric analyses. Descriptive statistrse used to
calculate the distribution of thbarriers to access HIV/AIDS serviggactors
above mentioned)jn the general population and inghly HIV vulnerable
population. | alscompard the accessing and adhering popula(i@eility-based
samples) with the general population (community based samples).
Multilevel and multinomial logistic regression analyses, adjusting for
confounding,have beerused to measure the associatibe$wveen the outcomes
and the explanatory variables. Odds rados Relative Risk Ratio)RRR) have
been calculated as the measure of the strength of soeiasons. Paper 1 to
Paper 4 of this thesis describes in detail the statistical analyses conducted and the
results obtained.
Three outcomes:

A access to HIV testing (yes/no)

A uptake of ARTyes/no)

A adhering to ART (yes/n@ndretention in care (yes/no)
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Explanatory variables:

A individuaklevel factors suchas: demographic characteristics, perceived
health, perceived camystem quality and medical trukgalth literacy and
culturally shaped beliege

A socb-structural factors such associal cohesion (couplefamily and
neighbours); social network siz&ommunity stigma,livelihood (in)

security.

6.4 Ethical considerations

6.4.1 Ethical review of the research protocol

This PhD research proposal is nested within the main research proposal
“improving equity of access tware and treatment in Zambia" and focuses on one
particular aspect (the quantitative part) of the overall proposal. The main research
proposal was submitted and approved by the EKBB Ethical CommiEiék-(
Kommission beider Bagein Switzerland and byhe Humanities and Social
Sciences Research Ethics Committee of the University of Zambia in 2009.
Clearance has been obtained from the Zambian Ministry of Health. The research
Ethics Committees in Zambia will be notified of any fundamental changes to the

research protocol or instruments.

6.4.2 Informed consent and confidentiality

The right for informed consent was observed, giving to the respondents
information about the purpose and outcomes of the research. Signed informed
consent was obtained from each resegpelticipant prior to the interview
(Appendk 1). In the case the research participant was illiterate an impartial

witness was asked to be present during the entire informed consent discussion.
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Both the respondent and the witness signed the consent ftestirag that the

information in the consent form was accurately explained to and understood by

the participant and that the participant freely agreed to participate. Participants

could voluntarily withdraw from the interviews for any reason at any timguc¢h

instances and depending on their wishes, any data held about them was deleted.

All participant information and records that contain names or other personal

identifiers, such as informed consent forms, were stored securely in areas with

access limitednly to the main researchers. Identity codes were used to protect
participantsd real identity. Data from t he

personal clinical data.

6.4.3 Risks to research participants

Special efforts have been madedentify and minimize any potential emotional

or physical risks on individuals as a result of the research. First, some participants
felt uncomfortable or even experience emotional breakdown while talking about
their experience of being found HIV positive and living whk HIV virus. Under
such circumstances, the researchermdghe interview depending on the wishes

of the research participant. Depending upon their wishes, HIV positive
participants or participants at high risk of being HIV positivere referred
(through provision of information) to appropriate HBérvice organisations and
support groups for eward psychesocial support. We also acknowledgext
disclosure in the context of HIWas a sensitive issue within families and
communities given the stigmatising nature of HIV infection. Therefore, research
participantswere interviewed either within their households or outside their
households, depending on their preferences and desire feacyr and

confidentiality.
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Incentives for Research Participants
No incentiveshave beemrovided to the respondents. However, when participants
moved to convenient distant places to be interviewttky receivel transport

reimbursements.
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Chapter 7 Sociocultural determinants of access to HIV/AIDS care

Access to HIV/AIDS care: a systematic review of socicultural

determinants in lowand high income countries

7.1 Abstract

Background: The role of socieultural factors in influencing access to
HIV/AIDS treatment, care and support is increasingly recognized by researchers,
international donors and policy makers. Although many of them haem b
identified through qualitative studies, the evidence gathered by quantitative
studies has not been systematically analysed. To fill this knowledge gap, we did a
systematic review of quantitative studies comparing surveys done in high and low
income couatries to assess the extent to which satilbural determinants of
access, identified through qualitative studies, have been addressed in
epidemiological survey studies.

Methods: Ten electronic databases were searched (Cinahl, EMBASE, ISI Web of
Science, IBSS, JSTOR, MedLine, Psyinfo, Psyindex and Cochrane). Two
independent reviewers selected eligible publications based on the
inclusion/exclusion criteria. Metanalysis was used to synthesize data comparing
studies between low and high income countries.

Results: Thirty-four studies were included in the final review, 21 (62%) done in
high income countries and 13 (38%) in low income countries. In low income
settings, epidemiological research on access to HIV/AIDS services focused on
sociceconomic and hedltsystem factors while in high income countries the
focus was on medical and psychosocial factors. These differences depict the
perceived different barriers in the two regions. Common factors between the two

regions were also found to affect HIV testing¢luding stigma, high risk sexual
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behaviours such as multiple sexual partners and not using condoms, and alcohol
abuse. On the other hand, having experienced previous illness or other health
conditions and good family communication was associated withreite to

ART uptake. Due to insufficient consistent data, a rae@ysis was only
possible on adherence to treatment.

Conclusions: This review offers evidence of the current challenges for
interdisciplinary work in epidemiology and public health. Quatitie studies did

not systematically address in their surveys important factors identified in
qualitative studies as playing a critical role on the access to HIV/AIDS services.
The evidences suggest that the problem lies in the exclusion of the qualitative
information during the questionnaire design. With the changing face of the
epidemic, we need a new and improved research strategy that integrates the results
of qualitative studies into quantitative surveys.

Keywords: Sociccultural barriers; Access; Adrence; HIV/AIDS; Antiretroviral

therapy; survey study; Systematic review.
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7.2 Background

Sociocultural diversity needs to be considered during the design of HIV/AIDS
policies and programmeSocial attitudes and prejudices towards people living
with HIV/AIDS, sexual taboos and gender inequality are some of the most
important challenges for prevention and treatment of HIV/AID8][IDespite an
improved performance of health and community s&wj people living with
HIV/AIDS continue to face persistent, deeply rooted, social and cultural barriers.
International donors, public health experts, programme planners and policy
makers need to begin to recognize the need to take into account thisidagial
diversity in program planning. Hence it is essential to gather the scientific
evidence generated so far on this topic. Much of this evidence has been generated
from qualitative studies. The most important and frequently reported -socio
cultural karriers in both low income and high income countries include fear of
disclosure, anticipation of stigma, limited social support, interpersonal violence
and alcohol abuse {2]. To better understand the distribution, frequency, and
potential impact that tlse factors may have on the population, quantitative
epidemiological surveys should ideally incorporate similar questions. It is
currently unclear to what extent so@oltural determinants of access, identified

by qualitative studies, are addressed in surstudies. To our knowledge there is

no systematic review of epidemiological literature available to clarify this
question. Therefore, this article seeks to answer three questions: What socio
cultural factors have been measured in epidemiologic studiassess access to
HIV/AIDS services? What are the differences between factors measured in low
and high income countries? And what are the associations and effect sizes of these

factors?
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7.3 Methods

A systematic search of quantitative studies addressing fatiatsinfluence
access to HIV testing, uptake of antiretroviral therapy (ART) and adherence to
antiretroviral (ARV) regimens was performed. In order to determine the
differences between the factors studied in low and high income and test whether
these diféerences were consistent with the findings of qualitative studies for each
context we scrutinized studies from low and {owddle income countries and
from uppermiddle and higkincome countries as defined by the World Bank
Classification [8].

To facilitate the comparative analysis and the description of the results the
countries belonging to these four income groups were reclassified into two
broader categories: low and high income countries. The categorindmme
countries included low income countriggddowmiddle income countries and the

high-income category included upperddle and higkincome countries.

Search Strategy

The search was restricted to studies with sample population over 18 years old and

in English, French, German, Spanish, Portugaeskltalian. No other limitations

were applied. The systematic search lasted one day with dA@d@@ber 2011.

The search terms were: 6HI V. OR AI DS6, ov
OHAART OR antiretroviral?®*o, ocompl i ance
determinant * OR barriersdé6 and Omotivat? C
Cinahl, EMBASE, CSA databases, IBSS, ISI Web of Science, JSTOR, MedLine,

Psyinfo and Psyindex and the Cochrane Database of Systematic Reviews

Conference abstracts from the Interoa&l AIDS Society conferences web site
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were also searched. We complemented the search by reviewing the bibliographies

of key papers. The detailed search strategy is available upon request.

Inclusion and Exclusion Criteria

To be eligible, articles needéd: report an original research study; measure one
of these three outcomes: HIV testing, initiation of ART and adherence to
antiretroviral therapy; study associations (of one of the three outcomes) with
sociccultural factors; target adult participants o8 years old; apply a survey
methodology for data collection; estimate risk effects as an outcome; and control
for confounding in the analysis. Studies that reported stemsographic or socio
economic factors but not any of the other categories of swndioral variables

were excluded.

Study Selection and quality appraisal

The study selection followed a featep process: title review; abstract review; full

text review and quality appraisal. First, two of the authors independently reviewed
all identified study titles. Duplicates and titles that did not meet the inclusion
criteria were removed. The same authors then independently assessed the
abstracts, and then the full papers of those abstracts that met the eligibility criteria.
Finally, a quality apraisal was done on all full texts using consolidated criteria of
the STROBE guidelines [9]. STROBE is a checklist of 22 items that must be
addressed in the report of observational studies. This list is not really a tool to
assess the quality of observatb research but provides valuable guidance on the

guality of reporting the studies.
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In addition, a modified version of the Newcas@tawa Scale (NOS) for
observational studies (e.g. cresectional and cohort studies) was used to assess
the methodologial quality [10]. NOS is a tool to assess the quality of non
randomized studies to be used in a systematic review. Each study is judged with a
'star system' on three points: the selection of the study groups, the comparability
of the groups, and the ascantaent of the exposure or outcome. In our review,
only studies in which five of nine items on the NOS were deemed satisfactory and
in which appropriate statistical analysis (e.g. multivariate controlling for
confounders) was conducted were considered tf hegh methodological quality
(maximum score of 9). At each stage of the quality assessment the reviewers
discussed together until a consensus on which studies to include was reached.
Finally, the reviewers manually searched the reference lists of thedea

articles for further key studies that could potentially be included in the analysis.

Data Extraction and classification

The following data was extracted and summarized in evidence tables: citation;
year of publication; country; study design ananpling; characteristics of the
study population; community versus facility based; sample; outcomes (HIV
testing, uptake of ART, adherence and dropout); and factors that facilitated and/or
hindered access to HIV care such as: sdeimographic; socioeconoQ)i
medical; health system; knowledge and beliefs; risky health behaviours;
psychosocial; stigma and discrimination; family and interpersonal violence;
communication about HIV/AIDS; community prevalence. An overview of data

extraction is provided iifable7.1 and7.2.
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Table 7.1 Characteristics of the study

Source Year Country Design Population Setting N Outcome
Aloisis 2002  ltaly Longitudinal ~ HIV + adults Clinic 366 Adherence
Bardford 2005 Denmark Crosssectional HIV + adults Clinic 887 Adherence
Boyer 2011 Cameroon Cross sectional HIV + adults Clinic 2,381 Adherence
Carlucci 2008 Zambia Cross sectional HIV + adults clinic 424 Adherence
Charurat 2010 Nigeria Longitudinal ~ HIV + adults Clinic 4,529 Adherence
Cunningham 1999 USA Longitudinal ~ HIV + adults Clinic 2,864 Initiation
de Castilho 2006 Brazil Longitudinal ~ HIV + adults Clinic 498 Adherence
Franke 2011 Peru Longitudinal ~ HIV + adults Clinic 132 Adherence
Gebo 2003 USA Cross sectional HIV + adults Clinic 196 Adherence
Giday 2010 Ethiopia Cross sectional HIV + adults Clinic 510 Adherence
Grierson 2011  Australia Cross sectional HIV + adults Clinic 1,106 Adherence
Holmes 2007 USA Longitudinal ~ HIV + adults Clinic 116 Adherence
Karcher 2007 Kenya Longitudinal ~ HIV + adults Clinic 159 Initiation
Koku 2011 Ghana Cross sectional Female 149 Community 3,766 HIV testing
Kranzer 2010  South Africa Longitudinal ~ HIV + adults Clinic 1,154 Defaulting
Kranzer_b 2008  Malawi Cross sectional People 1869 Community 2,047 HIV testing
Li 2010  Thailand Cross sectional HIV + adults Clinic 386 Adherence
MacPhail 2009  South Africa Cross sectional People 1824 Community 7,655 HIV testing
Martinez 2008 Uganda Cross sectional HIV + adults Clinic 421 Initiation
Mugavero 2006 USA Cross sectional HIV + adults Clinic 611 Adherence
Nam 2010 Vietnam Cross sectional HIV + adults Clinic 353 Initiation
Okonsy 2011 USA Cross sectional HIV + adults Clinic 558 Adherence
Peltzer 2011  South Africa Cross sectional HIV + adults Clinic 735 Adherence
Pettifor 2010  South Africa Cross sectional People over 15 years oldCommunity 198 HIV testing
Pinheiro 2002 Brazil Cross sectional HIV + adults Clinic 195 Adherence
Remien 2007  Brazil Cross sectional HIV + adults Clinic 200 Adherence
Rintamaki 2006 USA Cross sectional HIV + adults Clinic 204 Adherence
Sambisa 2010 Zimbabwe  Cross sectional People over 15 years oldCommunity 12,254  HIV testing
Sarna 2008 India Cross sectional HIV + adults Clinic 310 Adherence
Sayles 2006 USA Longitudinal ~ HIV + adults Clinic 1,910 Adherence
Sayles 2009 USA Cross sectional HIV + adults Clinic 202 Adherence
\Van Servellen 2005 USA Cross sectional HIV + adults Clinic 85 Adherence
\Wang 2007 China Cross sectional HIV + adults Clinic 181 Adherence
\Watt 2009 Tanzania Cross sectional HIV + adults Clinic 340 Adherence

The data was extracted and reviewed in duplicate from identified studies.
Common indicators were grouped into bigger categories (factors) in duplicate by
independent reviewers. Disagreements in the categorization of the factors were
discussed until consems was reached. Countries of the study were classified as
high or low income countries as defined by the World Bank [8]. Odds ratio (OR)

or similar estimates (e.g. relative risk, hazard ratio) and their respective

confidence intervals for every unique risktimate involving a specific indicator
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and the uptake of testing, initiating ART and adhering to ART were extracted

when available.

Table 7.2 Outline of the factors identified per study
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3 5 5 3 3| 2| 3 |¢g o ©
Country s 3 3 | = S |3s| @ o | & 7 a E
ource c S S = > @ < < < = =y
group = 2 o x c = = 3] [~ 0 =
O £ S S | © S | > 'S 2
[a) o [0} 3} o o)
T T |o (]
" Boyer X X X X X X
3 .
= Carlucci X
5 Charurat X X X X
<]
3 Franke X X X X X X
g Giday X X X X
(&)
< Karcher X
)
g Koku ) : : : X ) X X : X X
= Martinez X X X
% Nam X X . : X X . ) X X
g Sarna X . . ) ) X . X ) X
© Watt . . . . . X . X
=
) zer_b
5 Kranzer_| ) . X ) ) . . ) ) X
Sambisa ) . . ) X . X ) ) X X
Aloisis X
Bardford X X X . X X
Cunningham . . . . . . . X . X
De Castilho X X
2 Gebo X X X X
‘E Grierson X X X X X X
§ Holmes X X
[0} Kranzer X
IS .
g Li X X X X X X X
c
© Mugavero . . . . X . . X . X
=
3 Okonsy X X
€ Peltzer X X X X X X
E
§ Pettifor X X X X X
=] Pinheiro X X
=] .
% Remien X X
_;—_2, Rintamaki X X
T Sayles _a ) . . ) ) . . X : : X
Sayles b X X X X X
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Wang X X
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Statistical analysis

Descriptive statistics were used to examine patterns across countries with respect
to: proportion (%) of factors studied in relation to access to HIV/AIDS care,
estimated effect sizes (adjusted odd ratios) identified (protegsiviek) for each
factor aml the precision around the estimates (95% confidence intervals).
Additionally metaanalysis was done for nine specific secidtural factors
identified by the studies as statistically significantly associated with adherence to
antiretroviral therapy. Degip the expected heterogeneity within the review (great
variability of the measures used to study samitiural factors) we assessed the
comparability of the results from individual studies using thestatistic for
quantifying inconsistency. An overall® testvalue greater than 60% was
considered as indicative of a high level of heterogeneity for which statistical
pooling was not appropriate. Further analyses included sensitivity analysis
performed by removing the studies that contributed to the heteedyin the
metaanalysisand subgroup analyses to compare higlome countries with low
income countries. A palue of less than 0.05 was considered statistically

significant. Anayses were performed in STATA 12.1

7.4 Results

Study selection

The primarysearch strategy identified 1,671 potentially relevant citations. After
searching for duplicates 715 citations were discarded. Initial title and abstract
screening excluded 815 manuscripts based on the incluggalusion criteria.

The remaining 141 werdghen retrieved for full text review. A further 86
manuscripts were excluded as not meeting the inclusion criteria. The remaining 55

manuscripts were quality appraised and 21 were excluded as they did not deal
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with confounding in their analysis. Thirfgur articles were included in our

analysis. Figur@.1 displays the flow chart of the selection process.

Figure 7.1  Flow chart describing the process for the systematic review

P otential relevant citations id entified
through search strategy
N=05E Exchxled: 315
(Exciuding duplicste citations) - after first screen of titles and
ghstracts due to wwong design (o
.| duartitave  survey),  weong  study
population (children or adolescents),
le of wiong outcome (o HEY-continuum
Adtices retrisved for full text ofcare)
soreening
E xcluded: 86
M=141
- after full =screen due to wwong
design (o guantitave  survey),
populstion (children or adolescents),
= | wrong  explanatory  wvariakles (o
Y socio-cultural  wariables other than
Atides included in the quality 00 0-cemographic ar SOCi0-
appraizal economic), wong outcomes (o
effects estimates)
M=55
Exchuxled: 21
- analysiz did not deal  with
X confound ers

Articles incuded in the review

r=34

Study characteristics

All 34 included studies employed a quantitative methodology (surveys) and used
structured questionnaires to determine potential factors. 13 studies (38%) were
conducted in low income countries [2B] and 21 (62%) in high income
countries [2444]. The studies calucted in low income countries included one
from Cameroon [11], Zambia [12], Nigeria [1Bleru[14], Ethiopia [15], Kenya

[16], Ghana [17], Ugandd418], Vietnam [19], India [20], Tanzania[21],
Zimbabwe[22] and Malawi[23]. From high income countriesine studies were

from USA[26, 28, 30, 334, 3942], four from South Africa [31, 386, 44], three
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from Brazil [27, 3738] and one each from Ita[g4], Denmark [25], Australia
[29], Thailand [32] and China[43].

29 studies (85%) were clinic based {16, 18-21, 2435, 3740, 42] and five
(15%) were situated at community level [17;22 36, 44]. Twentfour studies
(70%) focused on adherence to ART {118, 2021, 2425, 2730, 2629, 3239,
41-43], five studies (15%) focused on uptake of voluntary and swmilimg testing
(VCT) [17, 2223, 36, 44], four (11%) on ART initiation [16, 118, 26] and one

(3%) on attrition [31]. Tabl&.1 displays the characteristics of the studies.

Factors measured by quantitative surveys to study access to HIV/AID&re

in high- and low-income countries

12 factors were identified as measured by the studies to assess access to HIV care:
(i) sociocdemographic, (ii) socioeconomic, (iii) medical, (iv) health system, (v)
knowledge and beliefs, (vi) risky health behaviours, (vii)chsgocial, (viii)
stigma and discrimination, (ix) family (x) interpersonal violence, (xi)
communication about HIV/AIDS and (xii) community prevalence. Tab
shows an outline of the factors identified per study.

Comparative analysis showed importantelgences across countries. Surveys in
low income countries tended to focus on the study of sbemographic, socio
economic and health system factors in relation to access to HIV/AIDS services
[24-25, 27, 29, 3132, 3440, 4244] while in high income cauries the emphasis

was on medical and psychosocial conditions-225 29, 3233, 35, 38, 4812].

Figure 7.2 graphically displays the distribution of factors by country. Socio
demographic, economic, clinical and sexual behavioural factors were considerably

measured in all surveys conducted in low and high income countries while
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interpersonal relationships, communication and interpersonal violence factors

remained highly understudied in both low and high economic countries.

Figure 7.2  Proportion of factors (%) in studies carried out in high vs. low

income countries
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Table 7.3 displays the ranking of factors by the proportion of studies where they

were included.
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Table 7.3 Ranking of proportion (%) of factors studied in low and high

income countries

Low income countries High income countries

Rank % Rank %

1 Socicdemographic factors 92% 1 Clinical factors 76%
2 Clinical factors 69% 2 Sociodemographic factors 52%
3 Socioeconomic factors 69% 3 Psychosocial factors 52%
4 Health behavior factors 54% 4 Health behavior factors 48%
5 Health system factors 46% 5 Socioeconomic factors 38%
6 Psychosocial factors 38% 6 Stigma andliscrimination 33%
7 Stigma and discrimination 38% 7 Health system factors 29%
8 Social and family support 31% 8 Social and family support 29%
9 Knowledge and beliefs 15% 9 Knowledge and beliefs 24%
10 Communication and disclosure 15% 10 Communicatiorand disclosure 14%
11 Community characteristics 8% 11 Domestic Violence 5%
12 Domestic Violence 0% 12 Community characteristics 0%

Reported risk factors significantly associated with access to HIV/AIDS
services across countries

Non-uptake of HIV testingin high income countries was associated with socio
demographic constructs such as being black [44], being between 25 to 34 years
old, and living in a community with high HIV testing refusal rates [23]. Other
barriers included high risk sexual belwwrs [36]such as multiple sexual partners
and not using condoms and enacted stigma [39]. In low income countries, the
barriers associated to HIV testing included belonging to the age group from 25 to
over 45 [17, 22], having unprotected sex and havingvaéh a nonspousal or
noncohabiting partner [17] and anticipated stigma [17, 22].

Non-uptake of ART in high income countries was only statistically significantly
associated with having other competing subsistence needs [26]. In low income

countries, tk barriers to initiate ART included indirect costs of health care, not
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having a known HIVpositive family member, nedisclosure of HIV status and
having additional pregnancies [11,-20].

In high income countriedpw adherence to ARTwas associated with being
black [41, 44], being between B8 years old [27, 41] and having less than
primary education [27]. Other barriers were clinical and treatment factors such as
protease inhibitor ART regimens [34], frequent doses of ART [29,eXpErience

of side effects [34, 38], feeling unhappy with the treatment [25], initiating the
treatment with a CD4 count over 200 Cells/mL3 [31]. Alcohol and/or substance
abuse [24, 2229, 33] and anticipated and internalized stigma were associated with
low levels of adherence [29, 33, 35, 39].

In low income countries, age groups associated with low adherence to ART were
19-30 years and over 50 years [21]. The latter deviate from the risk age reported
from high income countries where being over 50 was faionte protective.
Other risk factors included having a main couplg not living togethefl11],

being Muslim [13], being female [14], food insufficiency [14] and household
financial problems [11, 15]. Alcohol abuse and experienced discrimination were
as®ciated with low adherence also in low income countries [11]. With respect to
clinical and treatment factors in low income countries initiation of ART with CD4
over 200 cells/mlI3, being on ART less than 15 months [13, 15] and having
switched ART regimefill] were associated with low adherence. Health system
barriers included ARV stock outs, inadequate communication with health staff
[11, 13, 21] and health care indirect costs [11,209 One study reported an
inverse association between free cost of AR adherence [20]. Concerning

interpersonal and psychosocial factors, perceived lack of family sypphrnot
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having disclosed to the family membgi®] and feeling depressd@0] were

negatively associated with adherence.

Reported protective factorssignificantly associated with access to HIV/AIDS
services across countries

In high income countries, protective factors diptake of HIV testing were being

female [36, 44], having a history of previous illnesses [31, 34, 41, 44], having
disclosed and/or dving conversations about HIV/AIDS with parents [44] and
believe that most people do not want to get tested for HIV or do it only if they are
sick [36, 44]. In low income countries, being educated beyond primary school
[17], single [22], affiliated to nonChristian religions[17], living in a high
prevalence communitj22], knowing someone infected with HIV/AIDR?2],
practicing safer sexual behaviours such as using condoms and being exposed to

medig[17, 22] were positively associated with uptake of tgstin

In low income countries, belonging to the age group 30 to 40 years of age and
having greater than a primary school education facilitati¢éidtion of ART [18].
Not drinking alcohol in the past year was also a protective fd2&jr No

protective effets were reported from high income countries.

In high income countries, being older than 50 years of[2gfand on ART
treatment for more than two years were positively associatedaditbrence to
ART [35]. Previous illnesses or having other healtimdittons were positively
associated with good adherence [31, 34, 41, 44]-g&etfeption of good health

status [35, 38] and no consumption of alcohol in the past [@8hrwere also
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protective. Good family communication [32, 42], higher levels of treatmen
information [35] and believing in the benefits of ARVs [28] were facilitators of
adherence. In low income countries, good social support aneéfSetfcy were

positively associated with adherence as well as having disclosed to at least one
family membera b o u't oneods p 0 s i14]i Bxgerientingvothert at us
health conditions was also associated with a protective effect on adherence [31,

35, 41, 44].

No studies reported significant risk effects for defaulting.

Combined effect sizes associated witdherence.

The pool estimates of the 34 studies which included sodiaral factors are
shown for a) general soectemographic factors, and b) specific secidtural
factors. Due to an insufficient number of studies for other outcomes, only
adherenceauld be included in the model.

The metaanalysis showed that being male was associated with optimal adherence
in low income countries (OR= 0.16, 95%CIl= 0:046) while the association

with being female was not statistically significant. Conversely, gh hhcome
countries low adherence was associated with females (OR= 1.29, 95%CI: 1.06
1.58) while the association with male was not statistically significant. Being
single (OR= 2.72, 95%CI= 1.5869), and younger than 30 (OR= 1.04, 95%ClI=
1.02:1.07) was gnificantly associated with lower adherence in low income
countries. Being older than 50 years of age was associated with optimal adherence
(OR= 0.80, 95%CI= 0.59.07) and was statistically significant in both settings;
having no education was significgntassociated with suboptimal adherence

(OR=1.76, 95%CI= 1.22.60) in both settings.
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Table 7.4 Metaestimates: effect of socidemographic factors on adherence
to ART

Sociodemographic Pool ES Cl 95% p value* Pool studies 12

Male 0.77 0.481.24 0.28 7 61.3%
High income countries 0.94 0.571.55 0.81 4 54.6%
Low income countries 0.16 0.040.66 0.01 3 0.0%
Female 1.05 0.971.13 0.27 7 49.1%
High income countries 1.29 1.061.58 0.01 4 34.6%
Low incomecountries 0.99 0.91-1.08 0.85 3 0.0%
Married 1.10 0.851.42 0.46 2 0.0%
High income countries 1.10 0.841.45 0.49 1 -
Low income countries 1.10 0.562.16 0.78 1 -
Single 2.49 1.514.12 0.000 3 0.0%
High income countries 1.53 0.425.56 0.52 1 -
Low income countries 2.72 1.584.69 0.00 2 -
Separated/divorced - - - - -
High income countries - - - - -
Low income countries 1.07 0.422.73 0.89 2 0.0%
Age less than 20 1.14 0.961.37 0.14 2 60.1%
High income countries 0.47 0.961.37 0.13 1 -
Low income countries 1.18 0.981.42 0.08 1 -
Age less than 30 1.04 1.01-1.07 0.01 2 0.0%
High income countries - - - - -
Low income countries 1.04 1.013-1.07 0.01 2 0.0%
Age 2030 1.38 1.21-1.58 - 5 60.2%
High income countries 1.30 0.861.94 0.21 3 20.2%
Low income countries 1.39 1.21-1.60 - 2 74.0%
Age 30650 1.08 0.97-1.19 0.16 6 0.0%
High income countries 1.06 0.77-1.46 0.72 4 0.2%
Low income countries 1.08 0.971.20 0.17 2 0.0%
Age over 50 years 0.80 0.591.08 0.14 5 59.4%
High income countries 0.55 0.41-0.75 0.00 4 0.0%
Low income countries 6.68 3.1514.15 0.00 1 -
No education 1.76 1.192.60 0.01 3 0.0%
High income countries 1.69 0.823.48 0.16 1 -
Low income countries 1.78 1.12-2.85 0.02 2 0.0%
Primary education 0.98 0.851.13 0.80 4 9.3%
High income countries 0.99 0.861.15 0.91 3 0.0%
Low income countries 0.30 0.061.49 0.14 1 -
Secondary education 1.04 0.951.14 0.43 10 60.4%
High income countries 1.03 0.951.28 0.75 6 73.7%
Low income countries 1.04 0.941.15 0.47 4 19.8%
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Tertiary education 0.85 0.581.24 0.39 3 60.9%
High income countries 0.69 0.451.07 0.10 2 44.8%
Low income countries 1.56 0.733.34 0.25 1 -
Sociccultural Pool ES C195% p value* Pool studies 12
Low selfefficacy 1.025 0.57-1.85 0.94 3 63.1%
High income countries 2.13 1.034.41 0.01 2 0.0%
Low income countries 1.75 1.911.31 0.04 1 -
Lack of social support 0.02 2 0.0%
High income countries 1.04 1.01:1.08 0.02 2 0.0%

Low income countries - - - - -

No depression 0.89 0.830.96 0.00 2 0.0%
High income countries 0.92 0.821.04 0.17 1 -
Low income countries 0.88 0.800.96 0.01 1 -
Stigma 217 1.523.09 0.00 2 62.1%
High income countries 3.70 1.927.42 0.00 1 -
Low income countries 1.74 1.142.65 0.01 1 -
Abuse of alcohol 1.75 1.41-2.18 0.00 6 59.8%
High income countries 1.43 1.091.86 0.01 4 24.0%
Low income countries 2,72 1.841.69 0.00 2 32.7%
Abuse of drugs 1.86 1.482.33 0.01 9 1.1%
High income countries 1.89 1.492.41 0.00 6 23.2%
Low income countries 1.58 0.783.22 0.21 3 0.0%

Sociccultural factors associated with lower adherence included perceived lack of
social support although sufficient data were available only in high income
countries (OR= 1.04, 95%CI: 1.4107). Perceived social stigma had an overall
risk factor (OR=2.17, 95%CI= 1.5:8.09) in both settings. High risk health
behaviours such as alcohol abuse (OR= 1.75, 95%CI=21148) and abuse drugs
(OR= 1.86, 95%ClI= 1.42.33) were also significant in both settings, while low
levels of selfefficacy were negativelgssociated with adherence in both settings.
This effect was stronger in high income countries (OR=2.13 95%CI<1413

than in low income countries (OR= 1.75 95%CI=11931). Absence of
symptoms of depression was positively associated with optimal autieeire both
settings (OR= 0.89, 95%CI= 0.&8B96). Tables’4 and7.5 summarize the meta

estimates of the sociwemographic and socitultural factors respectively.
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Table 7.5 Meta-estimates: effect ofociocultural factors on adherence to
ART

Sociocultural Pool ES Cl 95% p value* Et?J(()ilies 12

Low self-efficacy 1.025 0.571.85 0.94 3 63.1%
High income countries 2.13 1.034.41 0.01 2 0.0%
Low income countries 1.75 191131 0.04 1 -
Lack of social support 0.02 2 0.0%
High income countries 1.04 1.01-1.08 0.02 2 0.0%
Low income countries - - - - -
No depression 0.89 0.830.96 0.00 2 0.0%
High income countries 0.92 0.821.04 0.17 1 -
Low income countries 0.88 0.800.96 0.01 1 -
Stigma 2.17 1.523.09 0.00 2 62.1%
High income countries 3.70 1.927.42 0.00 1 -
Low income countries 1.74 1.142.65 0.01 1 -
Abuse of alcohol 1.75 1.41-2.18 0.00 6 59.8%
High income countries 1.43 1.091.86 0.01 4 24.0%
Low income countries 2,72 1.841.69 0.00 2 32.7%
Abuse of drugs 1.86 1.482.33 0.01 9 1.1%
High income countries 1.89 149241 0.00 6 23.2%
Low income countries 1.58 0.783.22 0.21 3 0.0%

7.5 Discussion

This review revealed a trend in quantitative survey studies to explore the same
kinds of factors in relation to access to HIV/AIDS services. Overall the most
studied factors in all regions, including Africa, Asia, Latin America and some
groups and commumés in North America, were soegconomic, medical and
health risk behaviour. In louncome countries the research focus was on socio
economic and health system factors while in higftome more attention was
given to clinical and psychosocial factors suaf depression, anxiety, self
efficacy and/or sexual identity. Soetnltural factors including social and family
support, interpersonal violence, and disclosure about HIV/AIDS received, in

comparison, very little attention in both rich and poor countries.
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These results should call the attention of survey researchers and systematic
reviewers. The aforementioned sccudtural factors have been widely published

in qualitative studies [B] as critical factors that influence access to HIV/AIDS
services, bothin high and in low income countries. However most of the
quantitative studies included in our review, from both high and low income
countries, omitted them in their surveys or explored them very superficially. This
is not justified as these factors areykissues for survey research. Our results
suggest that the problem lied in the exclusion of qualitative information in the
guestionnaire design. Of the 34 studies included in this review, 278,2D,22
24,2728,3036,3844] used validated measures frome\pous quantitative studies

to derive their questionnaires and only seven studies, three, in low income
countries [11,19,21] and four in high income countries3d839,37], conducted

an informative phase, using qualitative methods, to inform the queatien
development.

The exclusion of qualitative information during the questionnaire design in the
rest of the studies could have led to egeiphasis in the research of the same
kind of easily measured variables.

This compromises the interpretation ageheralization of the evidence and its
application to inform health policies and programs. Indeed, this review showed
that according to the quantitative evidence the factors studied to assess the barriers
to access HIV/AIDS services inexplicably differ Wween richer and poorer
countries contrary to the ewdce from qualitative studies.

Additionally, due to an insufficient number of consistent studies for other
outcomes, only adherence outcomes could be-arelysed. The metanalysis

of the other outcoms proved untenable as the wide range of instruments and
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indicators used to assess secittural variables such as social support, stigma,
depression, and sedffficacy, introduced too much heterogeneity in the studies
and impeded the pooling and syntisesif the results. Tabl&.6 shows the
variability of the instruments used to assess the same indicator. Risk factors of
low-adherence, in both rich and poor countries, were stigma and discrimination,
alcohol and drug abuse, depression and lowesBtfacy. Social support was the

only factor that showed a protective effect. Yet, it is unclear whether this effect
occurred equally in rich and poor countries as enough data were available only
from high income countriesThe comparative approach between higd &ow
income countries of this systematic review and raet@ysis has several
advantages over pooling all countries included in the review. This comparative
nature yielded valuable information about the differences and similarities of social
and cultural processes that affect access to treatment in each coiftest.
comparison also reveals a potential bias in the factors studied in the different
regions that may be motivated by cultural stereotypeshasdlso facilitated the
detection of trends and thdeintification of gaps in the surveys conducted which
otherwise would have remained in the shadows. Thus this comparative approach
has helped to produce a more detailed description of these gaps which can be

beneficial for the preparation of future survayshis field.

Table 7.6 Overview of measurement tools used to evaluate same-socio

cultural constructs in different studies

Source | Year | Country | Outcome Measurement instrument
Family support

Boyer 2011 LIC Adherence Selfreported

Bardford 2005 HIC Non adherence | Self-reported

Li 2010 HIC Adherence Adapted from FAD
Social support

Vanservellen | 2005 | HIC | Adherence | MOS scale
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Li 2010 HIC Adherence Adapted from MOS Scale

Franke 2011 LIC Adherence Duke-UNC Functional Social Support Questionnair
Peltzer 2010 HIC Adherence Adapted Social Support Questionnaire
Okonsy 2011 HIC Adherence Rates social support 1 to 10

Giday 2010 LIC Adherence Own questions

Self-efficacy

Franke 2011 LIC Adherence ACTG

Remien 2007 HIC Adherence ACTG

Vanservellen 2005 HIC Adherence ACTG

Watt 2009 LIC Adherence 10 item scale adapted

Depression

Martinez 2008 LIC Initiation ART Hopkins Symptoms Checklist

Franke 2011 LIC Adherence Hopkins Symptom€&hecklist

Peltzer 2010 HIC Adherence CESD

Vanservellen 2005 HIC Adherence CESD

Mugavero 2006 HIC Adherence BSI

Sarna 2008 LIC Adherence BDI

Bardford 2005 HIC Non adherence | ACTG

Li 2010 HIC Adherence Thai Department of Mental Health
Patient-provider relationship

Bardford 2005 HIC Non adherence | Self-reported

Vanservellen 2005 HIC Adherence Satisfaction survey

Watt 2009 LIC Adherence 9 item scale adapted from Panpanich 2004
Quality of life

Franke 2011 LIC Adherence MedicalOutcomes Study HIV Health Survey
Peltzer 2010 HIC Adherence WHOQOL-HIVBREF

Stigma

Rintamaki 2006 HIC Adherence 3 items from PMAQ

Franke 2011 LIC Adherence Berger Scale

Carlucci 2011 LIC Adherence Own scale

Pettifor 2004 HIC HIV testing Genberg scale

Li 2010 HIC Adherence Adapted from Herek and Capitanio
Sayles _a 2009 HIC Adherence Own scale

Koku 2011 LIC HIV testing 2003GDHS

Dicrimination

Boyer 2011 LIC Adherence Self reported

Grierson 2011 HIC Adherence Self reported

Peltzer 2010 HIC Adherence Own 7it scale_ yes/no

Pettifor 2004 HIC HIV testing Genberg scale

There are several limitations to our study. Publication bias may be limiting our
systematic review of quantitative studies. Another limitation is the difference
between the timing of the preparation of the surveys and the one of the
publications of qualitéve studies. We would not expect a survey published in the

early 90s to be aware of the problems identified in qualitative studies published
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later. But our analysis indicates that in general the quantitative studies have not
systematically addressed impaomt issues identified in qualitative studies that

were published at least two years before the implementation of their surveys.

7.6 Conclusions

This review has highlighted a number of issues requiring further research and
demonstrated the need to improve tksearch strategy in epidemiological survey
studies. Improvement of this strategy requires better integration of the findings of
qualitative studies in quantitative surveys and more consistency between survey
studies. This review also offered evidencetloé lack of consistency in the
measurement of socitultural factors which hinde comparisons between
studies.

We recommend that, prior to developing a questionnaire, literature reviews should
be systematically carried out including qualitative studigss would help to
identify appropriate themes for the context avoiding the tendency to focus on the

same topics.

We further recommend using validated instruments giving priority to cultural
adaptations over the development of new measures. We alsofocakh
generalization of some variables without limiting the specificity of the various
contexts. For example, it would be useful to report the effects of different types of
stigma, as defined by subscales of validated tools, rather than global scores which
cannot be disentangled and are less informative. Another example is the social
support measure which could also be broken down by gebtymaterial,

emotional, etc.
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Further quantitative research is needed on soditural determinants of HIV
testing, initiation of antiretroviral therapy and defaulting in both lcand high
income countries. More consistency between qualitative and quantitative research
and between quantitative measures of soaitural factors will help to increase

the quality of thedata collected, to enhance comparability which is a prerequisite
for metaanalyses, to avoid duplication and in general to produce better scientific

evidence to inform managers and poliogkers working on HIV/AIDS.
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Chapter 8 HIV testing and tolerance to gender based violence

HIV testing and tolerance to gender based violence: a cress

sectional study in Zambia

8.1 Abstract

This paper explores the effect of social relations and gevatard conflicts on the
uptake of HIV testing in the South and Central provinces of Zambia. We
conducted a communilyased crossectional study of 1716 randomly selected
individuals. Associatioswere examined using mixedfect multivariable logistic
regression. A total of 264 men (64%) and 268 women (56%) had never tested for
HIV. The strongest determinants for not being tested were disruptive couple
relationships (OR= 2.48 95% CI=18019); blerance to genddyased violence
(OR= 2.10 95% CI=1.08.32) and fear of social rejection (ORE48 95%
Cl=1.2371 1.80. In the Zambian context, unequal power relationships within the
couple and the community seem to play a pivotal role in the decistesttahich

until now have been largely underestimated. Policies, programs and interventions
to rapidly increase HIV testing need to urgently address ggraleer inequity in
relationships and prevent gendsxsed violence to reduce the negative impact on

the lives of couples and families.

Keywords: Counsellingand voluntary HIV testing; Family relationships; Gender

based violence; Community gossip; Zambia.
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8.2 Introduction

Gender inequity is intimately linked to HIV/AIDS. Without addressing gender
inequity AIDS will remain a substantial problem. There is evidence showing that
genderpower inequity in relationships and gentbased violence (GBV)
increases vulnerability to HIV infection ). In Zambia, the HIV prevalence
among young women aged-28 is morethan twice that of men in the same age
category (56). A number of factors resulting from gender inequity contribute to
this higher prevalence. In Zambia, women have practically no ability to refuse sex
or to demand the use of condom, a demonstratioreafltmited agency in sexual
relationships. Agamixing sexual patterns between young girls and older men also
play an important role on their gteasusceptibility to HIV. (7)

Recent strategies to improve testing rates in Zambia have included the
strenghening of provideinitiated HIV testing andcounselling(9), and home
based HIVcounsellingand testing (HBCT) (10, 11). These strategies however
have not yet achieved a sufficient increase in the uptake of testing (12). In 2009
only 23% of the Zambian palation voluntarily requested an HIV test and this
percentage was slightly higher among women (25%) than men (21%) (12).
Although this figure indicate remarkable progress (7% in 2005), the overall
testing rate remains low. Common barriers to HIV testng low levels of
education (13L6), accessibility issues (13, 14 -19), concerns about
confidentiality and privacy (9, 10, 10, 21), discrimination from health workers and
stigmatizing attitudes towardbsllV/AIDS in the community (224). Recent
studeshae shown that fear of being rejected
partner is an important reason why people delay or refuse HIV testing (25). There

is evidence showing that a positive HIV diagnosis can lead to a variety of negative
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effects such as gendbased violence and loss of social and family support (26,

27).

While most studies on gender inequity and AIDS have focused on examining the
relationship between vulnerability to HIV and gentlased violence (27, 28), few
have considered the effect on access to HIV care. Some recent studies from
Zambia show that womewho have suffered gendbeased violence often are
more likely to choose not to receive treatment because they are afraid of violent
behaviourand abandonment by family (29, 30). These studies are based on
clinical practice and focused on women who weretivis of gendebased
violence. There is no published research of large community based studies that
examine the relationship between social relationships, tolerance of desbet
violence and HIV testing. We hypothesized that the relational dynammshoé 6 s
social relationships; the level of tolerance of geruesed violence and the fear of
such abuses determine decisions about HIV testing. This study tested this
hypothesis using social cohesion indicators measured at three different socio

relational evels: the couple, the family and theighbourhood

8.3 Methods

We conducted a community based crssstional study of 1716 randomly

selected individuals in South and central provinces of Zambia (Chivuna, Mbeza,

Mazabuka and Lusaka). We used thstgge sanmipg design (Primary sampling

units (PSUsHouseholddndividuals) to derive our sample. First, we randomly
selected PSUOGs (chiefdoms or municiopaliti:
enumeration areas obtained from the last census conducted aZemm2010.

We calculated the number of households using a probability proportional to size
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(PPS) sampling strategy. Households were randomly selected from household lists
with the exception of Lusaka where a random walk scheme was used. In each
householdour interviewers selected one permanent resident >18 years using the
Kish within-household respondent selection method (31). With this method we
ensured equiprobability of selection among individuals who fall within the scope
of the survey (thus every gible individual in the household in our case, all

those aged 18 and overhad the same chance of being selected). If the selected
individual was not present, an appointment was made. Only if this appointment
was missed, a new household was selectetlusaka we additionally applied a
weighted sampling strategy to build a representative sample of the population
living in high, medium and low density areas. A team of 30 experienced Zambian
surveyors, who were trained in survey techniques and sexualepnobluctive
health (SRH) issues, conducted the interviews in the respondents’ mother tongue.
They obtained signed informed consents from the participants prior to start the
interview. Interviews were done between September 2010 and February 2011.
Participants who requested it were offered psychosocial counseling by qualified
professionals and obtained referral information for local HIV/AIDS voluntary

counseling and testing (VCT) services.

The questionnaire included questions on demographic and sociogconom
characteristics, food insecurity, health ridgehaviours social cohesion,
anticipated stigma and fear of social rejection and HIV/AlBted beliefs. The
selection of these themes was guided by the results of an ethnographic study of
barriers to HIVtreatment conducted in the same areas over the previous year.

Additionally we systematically reviewed the literature to identify instruments and
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scales used by other studies to measure similar themes. A panel of national and
international experts reviewedese instruments and scales and selected pertinent
questions and items to measure each theme. When necessary we reformulated and
adapted questions and items to the Zambian context. We originally created the
questionnaire in English and translated it iNyanja, lla and Tonga. It was pilot

tested twice before final validation. To ensure the confidentiality of the
participantso6 i nformation we anonymised

codes.

Ethical statement

This study was approved by the EKBB Ethi€ammittee (EthikKkommission
beider Basel) and by the Humanities and Social Sciences Research Ethics
Committee of the University of Zambia. Clearance was obtained from the

Zambian Ministry of Health.

Measures
Sociocdemographic questionsvere adapted fromhe Zambian Sexual Behavior

Survey (32).
Cohesion of social relationshipsvas assessed at three levels. We adapted

partner and family relationships items from the Family Assessment Device (FAD)
(33). We asked the respondents to score their agreement lunseagements
(tems) using a five point visual scale that we previously piloted on 50
respondents with similar characteristics. Participants with higher scores were
considered to have more social (eishesion and vice versa. To evaluate whether

the eigh items formed a ondimensional homogenous scale we performed
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Mokken Scale analysis for polytomous items (34), using the STATA 12.1
command MSP (35). Mokken models belong to the class of statistical models
called nomparametric item response theory (NIRT)he crucial aspect of the
Mokken scale analysis is its ability to establish hierarchies of items ordered by
'difficulty’ (facility) such that any individual who endorses a particular item
should endorse one with a lower difficulty. Mokken scales recphiree basic
assumptions: (1) unidimensionality (one latent variable summarizes the variation
in the item score in the questionnaire), (2) local independence (item score are
statistically independent conditional on the value of the latent trait), and (3)
monotonicity (for all items the probability of a positive response increases
monotonically with increasing values of the latent trait). Scale homogeneity is
based on Loevingerds I ndex of homogenei't
Loevinger 6s c oiedicdtas paorescatability preperties, ®r00.30 <

H < 0.40 the scale is weak; for 0.40 < H < 0.50 the scale is medium, and for H >
0.50 the scale is strong. The reliability of Mokken scales is estimated using Rho
which is a testetest reliability coeffient with Rho > 0.7 considered to indicate a
reliable scale (37). The items that satisfied the three assumptions of the Mokken
analysis can be added up and individual scores are then computed as the rank of
the highest endorsed item in this hierarchy, it.és a simple total score (sum of
positive responses). This total score is used as an estimate of the level of the latent
construct, in our case relationships' cohesion in each subject. Of the initial eight
statements Mokken analysis generated threkesc@he first one contained four
items measuring couple (disphesion:In times of crises | cannot turn to my
spouse for support; my partner and | do not get along well; | do not trust my

partner; | do not feel supported by my spouse/parmén H= 0.43 Reliability as
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measured by Rho = 0.96. A second scale with two items measuring famity (dis)
cohesionpeople in this household only help you if they can get something out of
it; people in this household do not get along wath H= 0-43 and Rho = 0.9&

third scale was also created with also two items measuring individual perception
to the use of domestic violence in their househdldsomeone in the household
misuses money it is acceptable to beat him/her; In my household if a wife comes
home late wthout the permission of the husband she will be beatdnH=0.40

and Rho =0.73. Thus, a family and a couple {d&#)esion as well as a perceived
tolerance to violence scale score were computed as the averaged sum of valid
answers 1 to 5Neighbourhood(dis)}-cohesion was assessed with two items
adapted from the work of Sampson et al. (38hefghbourhooaohesion scaled
score with two items was built using the same methBdople in this
neighbourhoodion't get along well with each other; People around here are not

willing to help theimeighboursvith H=0.40 and Rho =0.73.

Perception and beliefs about antiretrovirals (ARVs) and

traditional medicine items were adapted from previous validated

questionaires used in similar contexts (39, 40). Three separated scales were
defined using MSP. The first included five items on knowledge about ARVSs:
ARVs can make me sick; ARVs are not good for children; ARVs can make me
impotent; ARVs can kijH= 0.36, Rho=0.9), the second contained four items
about traditional medicineg:M can cure HIV/AIDS; TM are easier to take; TM

are easier to accesH= 0.53, Rho=0.98); And the third contained two items
measuring conspiracy belieldiV/AIDS was released to eradicateethlack race;

People who take ARVs are guinea pigs for the government and other
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organizationgH=0.59 and Rho=0.97). Three scaled scores were computed as the

averaged sum of valid answers 1 to 5.
Health risk behaviours were measured with two items assegsilcohol use

and sexual risbehaviour Both items were included as individual variables in the

regression models.
Stigma and discrimination were conceptualized according to the

instrumentaisymbolic framework (4142). Respondents' experiences of in&tr

and enacted stigma were investigated. Internal stigma integrated indicators of
anticipated (expected) and setigma (internalized). For this paper only
anticipated stigma indicators have begralysed Selfstigma and enacted stigma

are necessarilyriked to a positive test result thus they are outside of the scope of
this work. Anticipated stigma was measured using 4 items collected from previous
validated scale#43, 44) and adapted to the Zambian contB®eople with HIV

fully participate in the saal events in this community; People infected with HIV
loose respect in this community; HIV positive children are bullied by other
children in this community; People here believe that children should not play with
infected children Response categoriesnged from 1 (strongly disagree) to 5
(strongly agree). Using MSP command a scale with the three last items was
defined (H=0.41 and Rho=0.97). A scaled score was computed as the averaged

sum of valid answers, 1 to 5.
Fear of social rejectionitems were adaeted from previously validated

questionnaires used in similar contexts (39, 40). Two scales were defined using
the same method. One included five items expressing fear of social rejection:
Fear of divorce; Fear of losing friends; Fear of damaging the famaputation;

Fear of not being able to get married; Fear of being rejected by sexual partners
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(H= 0.74, Rho=0.99). The second scale included three items aboceffesaty:
Fear of having to take medication forever; Fear of side effects; Fear of n@ bein
able to handle a life as an HIV positive pergét¥ 0.71, Rho=0.98). Two scaled

scores were computed as the averaged sum of valid answers, 1 to 5.

Fear of community gossipwas assesseslith a 5 point Likert scale (1: very
afraid of community gossip; Brot afraid of community gossip).

Household food insecuritywas assessed with a shortened version of the 10

item Radimer/Cornell hunger scale (45). A scaled score with four items was
created with MSP: | worry whetheny food will run out before get moneyhkoy

more; | eat less than | think | should because | don't have enough money for food;
| know my child(ren) is/are hungry sometimes, but just can't afford more food; |

can't feed my child(ren) with a balanced meal becdusan't afford it (H=0.65

and Rhe0.97).

Data analysis

We used Stata 12.1 software to perform the statistical analysis. First we ran
univariable logistic regressiomodels to assess associations between uptake of
HIV testing and each individual item related to couple, family, aeghbour
relationships and anticipated stigma. We repeated this analysis using the scored
scales. Other associations assessed included health risk behaviors, beliefs related
to ARVs and traditional medicines (individual items and score), socio
demographi@and socieeconomic variables. We also tested interactions with sex.
Our initial multivariable mixed model included all variables with p<0.2 and
interaction terms with p<0.1 in the univariable analysisthis paper we wanted

to focus on individual factsrinfluencing the decision of undergoing Hi&sting.
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Therefore we chose to model influences at the primary sampling unit level by
random effectsThe initial multivariable model was then reduced using backward
selection. We dropped the least significaatiables, as long as they were not
significant according to our chosen critical level. In our case p <0.2 for variables
and p <0.1 for interactions.We continued by successiveffittireg reduced
models and applying the same rule until all remaining viasalvere statistically
significant.

We also carried out sensitivity checks through subgroup analyses that excluded
HIV positive respondents who disclosed their status and respondents who reported

a change in the relationship with the partner after bestgde

8.4 Results

The surveyors visited a total of 1750 households in which eligible individuals
were randomly identified. A total of 1716 participants (98.6%) responded to the
interview questions. IMable 8.1& 8.2, we summarize the characteristics and

proportions of persons ever tested for HIV.
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Table 8.1 Descriptive characteristics of respondents by gender and testing

status
Men Women

ooed  toged P T oy lemes P Tow

444(35.8) 264(64.2) 708 740 (45.1) 268 (54.9) 1008
Age (years)
1824 60(8.5) 67(9.5) * 127 (17.9) 149 (14.8) 63(6.3) * 212 (21.0)
25i 34 125 (17.7) 77(10.9) * 202 (28.5) 250 (24.8) 57 (5.7) * 307 (30.5)
3544 150 (21.2) 55(7.8) * 205(29.0) 184(18.3) 56(5.6) * 240 (23.8)
45i 54 60(85) 25(35) * 85(12.0) 82(81) 36(3.6) * 118 (11.7)
>55 46 (6.5) 36(5.1) * 82(116) 69(6.8) 55(55) * 124 (12.3)
Education
None 15 (2.1) 15(2.1) * 30(4.2) 49 (4.9) 20(2.0) 69 (6.8)
Primary 210(29.7) 90(12.7) * 300 (42.4) 374 (37.1) 109 (10.8) 483 (47.9)
Secondary 172 (24.3) 117 (16.5) * 289 (40.8) 254 (25.2) 109 (10.8) 363 (36.0)
Tertiary 36(5.1) 34(48) *  70(9.9) 56 (5.6) 21 (2.1) 77 (7.6)
Marital status
Widowed 10(14) 1217 * 22(3.1) 78(7.7) 44 (4.4) * 122 (12.1)
Married 327 (46.2) 138(19.5) * 465 (65.7) 474 (47.0) 103 (10.2) * 577 (57.2)
Polygamy 87 (12.3) 27(3.8) 114 (16.1) 114 (11.3) 13 (1.3) * 127 (12.6)
Monogamy 239 (33.8) 109 (15.4) 348 (49.2) 347 (34.4) 88(8.7) * 435 (43.2)
Single 85(12.0) 96(13.6) * 181(25.6) 134(13.3) 93(9.2) * 227 (22.5)
Separated/ divorced 12 (1.7) 10 (1.4) * 22 (3.1) 38(3.8) 23(223) * 61 (6.1)
SES
Self-perception of wealthPoor 297(41.9) 177 (25.0) 474 (66.9) 504 (50.0) 176 (17.5) 680 (67.5)
Self-perception of wealthRich 132 (18.6) 76 (10.7) 208 (29.4) 197 (19.5) 74 (7.3) 271 (26.9)
Employed 119 (16.8) 73(10.3) 192 (27.1) 126 (12.5) 65(6.4) * 191 (18.9)
Uran/Rural
Urbani low/medium density 82 (11.6) 71 (10.0) * 153 (21.6) 173 (17.2) 84(8.3) * 257 (25.5)
Urban- high density 68(9.6) 80(11.3) *  148(20.9) 153(15.2) 91(9.0) * 244 (24.2)
Rural 293 (41.4) 113(16) * 406 (57.3) 413 (41.0) 93(9.2) * 506 (50.2)
* p<0.05

A total of 532 (31%) respondents had never been tested. Of those 264 (49.6%)
were men and 268 (50.5%) women. Most people tested did it only once (27%) or
twice (23%). Half of them (52%) were tested less than 6 months before the
survey. Surprisingly, moregpple living in cities (39%) reported to not have been

tested as compared to rural areas (27%). Unmarried people and those who
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perceived their households poorer than other households in the community were

also less likely to be tested.

Table 8.2 Testing characteristics of respondents by gender and testing status

Men Women
Number of HIV tests
One 142 (32.0) 172 (23.2)
Two 105 (23.6) 168 (22.7)
Three 52 (11.7) 119 (16.1)
Four or more 66 (14.9) 126(17.0)
Time since last test
Less than 6 months 236 (53.2) 372 (50.3)
6 to 12 months 109 (24.5) 156 (21.1)
1-2 years 26 (5.9) 63 (8.5)
2-3 years 24 (5.4) 51 (6.9)
More than 3 years 15(3.4) 33(4.5)

In Table8.3 we displayed the top 10 reasons for not testing. The reasons most

often reported were: "Fear that ©people go
rejected by sexuadneawd wnled smar(r3y %nhe 0 AND5 %
t hat my f amil yléds breepdidmdge®do wod2 %) . Ot he
related to perceptions of seff f i cacy: Al would not be abl

positive persono (29%) and Al ' m afraid to
reasons related to social support were "I'm afi@icoeing abandoned by my
partner" (26%) and "I'm afraid to lose my friends" (25%). Only one reason was

directly related to treatment with ARVs: T
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Table 8.3 Top 10 reasos for nonuptake of HIV testing among ndested

participants

N %
Fear of gossip and finger point in the community 199/532 37%
Fear of being rejected by sexual partners to have sexual intercourse 194/532 36%
Fear of being rejected by potentirtners to get married 188/532 35%
Fear of damaging the family reputation 168/532 32%
Fear of not being able to handle a life as an HIV positive person 153/532 29%
Fear of taking medication forever 153/532 29%
Fear of losing the main partner 140/532 26%
Fear of losing friends 135/532 25%
Fear of ARVS' side effects 103/532 19%
Fear of not being able to have children 100/532 19%

In Tables8.4-8.6 we show the crude odds ratios associated withupbake of
HIV testing. Living in urban areas (OR= 2.40 95% Cl= 12996), and being
educated (OR= 1.12 95% CIl= 1-Q321) increased the odds of not being tested
while being female (OR= 0.61 95% CI= 0-8(0r5), married (OR= 0.40 95% Cl=
0.320.49), very religious (OR= 0.83 95% ClI= 0-034) and involved in
community activities (OR= 0.55 95% Cl= 0-0568) were positively associated
with testing. Limited knowledge of ARVs (OR= 1.62 95% CI=1291) and
reliance on traditional medicines (OR=1.29 95% CI=11191) increased the odds
of not being tested. Being unemployed (OR= 1.34 95% CI=-1.06), not
owning household assets (OR= 1.74 95% Cl=-244), having no power to
decide over household resourcéB8RE 1.31 95% Cl= 1.123.52) and food
insecurity (OR= 1.17 95% CI= 1.6R33) increased the risk of naptake of

testing.
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Table 8.4 Crude odds ratios for soectemographic and soceconomic

factors
N (%) OR P value 95% ClI

Sociodemographic factors
Age* 1.01 0.060 1.00 1.01
Urban* 782 (45.6) 2.40 0.000 194 296
Women* 1008 (58.7) 0.61 0.000 0.50 0.75
Education level
Nonevs any education 99 (5.8) 1.25 0.299 0.82 192
Primary education 783 (45.6) 0.62 0.036 0.40 0.97
Secondary education* 652 (38.0) 0.97 0.893 0.62 151
Tertiary education* 147 (8.6) 1.09 0.004 0.64 1.85
Religious feeling (the more)* 1395 (81.3) 0.83 0.004 0.73 0.94
Do not attend religious services* 394 (23.0) 1.25 0.000 110 141
Participates in community activities* 864 (50.3) 0.55 0.000 0.45 0.68
Married* 1042 (60.7) 0.40 0.000 0.32 049
Widow or divorce 227 (13.2) 1.53 0.004 1.15 2.04
Sociceconomic factors 383 (22.3)
Employment (any)* 741 (43.2) 1.34 0.016 106 171
Does not own any household assets* 201 (11.7) 1.74 0.000 141 214
Cannot decide on household resources* 309 (18.0) 1.31 0.000 113 152
Often ate less than wanted due to lack of money to buy food* 782 (45.6) 1.17 0.020 102 1.33

*statistical sigificance p<0.05

Being unaware of where to go for testing was the greatest risk factor (OR= 39.11
95% CI=14.14108.20) for not testing but only about 4% of the respondents said

they did not know where to go.

Table 85 Crude odds ratios beliefs about HIV and ARVs

N (%) OR P value 95% ClI
Does not know any place to go for testing* 65 (3.8) 39.11 0.000 14.14 108.20
ARVs can make sick* 246 (14.3) 1.34 0.050 1.00 1.80
ARVs are not good fochildren* 276 (16.1) 1.39 0.023 1.05 1.84
Health literacy (ARVs) score* 131 (7.6) 1.62 0.017 1.09 241
Traditional medicine (TM) can cure HIV/AIDS# 36 (2.1) 0.97 0.698 0.83 1.14
TM are easier to take 81 (4.7) 1.09 0.195 0.96 1.23
TM are easier taccess 89 (5.2) 1.09 0.169 0.96 1.23
TM belief score3 108 (6.3) 1.29 0.002 1.10 1.51

*statistical significance p<0.05
1score included:ARVs can make sick; ARVs are not good for children; ARVs can make impotent; ARVs can kill
2score included: TM can cure HIV/AIDS; TM are easier to take; TM are easier to access
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With regard to social cohesion/discohesion, feeling supported within the
household (OR= 0.79 95% CI=0-0089), which was the case for only 7% of the
respondents, increasehe likelihood of being tested. Conversely, not getting
along well with the spouse (OR=1.19 95% CI=11085), not feeling supported

by the spouse (OR=1.14 95% CI=1-D27) and fear of being abandoned by the
spouse (OR=1.13 95% CI=1521) increasedht odds of not being tested. Not
getting along well with th@eighbourdOR=1.18 95% CI=1.04..32), high levels

of perceived stigma in the community (OR=1.21 95% CI=1L.3%) and fear of
community gossip (OR= 1.12 95% CI=1-0519) also increased the risk not

being tested. In stratified analysis by location and gender, the fear of community
gossip was positively associated with uptake of testing in women living in rural
areas (OR=0.56 95% CI=0.8299) while for men it remained a nstatistically
significant risk (OR=1.41 95% CI=0.82.22). In urban areas the fear of
community gossip was a risk factor for both women (OR=1.52 95% CI=1.02
2.27) and men (OR=2.00 95% CI=1-226). Being afraid of social rejection
(OR= 1.25 95% CI=1.14.35) also increasethe odds of not being tested. The
odd ratios reported in this section referred to a one unit increase in the respective

5-level score (score-3).
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Table 8.6 Crude odds ratios of social support factors

N (%) OR Pvalue 95% ClI

Social support

Lack of household support* 113(6.59) 0.79 0.000 0.70 0.89
Lack of support from partner* 1027 (59.8) 1.14 0.019 1.02 1.27
Does not get along well with partner/spouses* 1065 (62.1) 1.19 0.005 1.06 1.35
Tolerance of interpersonal violence 1346 (78.4) 0.95 0.318 0.86 1.05
Tolerance of gender based violence 208 (12.1) 0.98 0.626 0.89 1.08
Domestic violence score 554 (32.3) 0.92 0.146 0.83 1.03
People in this neighbourhood don't get along well with edicér 255 (14.9) 0.98 0.699 0.89 1.08
People around here are not willing to help their neighbours* 275 (16.0) 1.28 0.000 1.17 1.40
Community cohesion scores 242 (14.1) 1.18 0.002 1.06 1.32
Fear of divorce* 428 (24.9) 1.13 0.001 1.05 1.21
Fear oflosing friends* 375 (21.9) 1.13 0.001 1.05 1.21
Fear of damaging the family reputation* 412 (24.0) 1.23 0.000 114 131
Fear of not being able to get married* 467 (27.2) 1.23 0.000 115 131
Fear of being rejected by sexual partners* 496 (28.9) 1.22 0.000 114 131
Fear of social rejection score¥ 454 (26.5) 1.25 0.000 116 1.35
Fear of having to take medication forever* 467 (27.2) 1.08 0.023 1.01 1.16
Fear of side effects 342 (19.9) 1.03 0.467 095 111
Fear of not being able to handle a lifeaasHIV positive person 478 (27.9) 1.06 0.082 099 114
Self-efficacy score, 394 (23.0) 1.06 0.148 098 1.16
People with HIV loose respect in this community* 405 (23.6) 1.18 0.002 1.06 131

HIV positive children are bullied by other children in th@mmunity 182 (10.6) 1.02 0.777 091 1.13
People here believe that children should not play with children infec 154 (9.0) 1.09 0.099 098 1.22
Stigma score% 550 (32.1) 1.21 0.001 1.09 1.35
Fear of community gossip (social controf) 259 (15.1) 1.12 0.001 1.05 1.19

*statistical significance p<0.05

1 score included: If someone in the household misuses money it is acceptable to beat him/her; In my household if a wife
comes home late without the permission of the husband she will be beaten

2 scoreincluded: People in this neighbourhood don't get along well with each other; People around here are not willing to
help their neighbours

sscore included: Fear of divorce; Fear of losing friends; Fear of damaging the family reputation; Fear of notido&ing ab

get married; Fear of being rejected by sexual partners

4score included: Fear of having to take medication forever; Fear of side effects; Fear of not being able to handla a life as a
HIV positive person

s score included: People infected with HIV &@respect in this community; HIV positive children are bullied by other
children in this community; People here believe that children should not play with children infected

In Table8.7 we display the results of the multivariable logistic regression model
controlling for the random effect of location (PSUs). On the individual level being
male, older (every five year increase in age), living in urban areas and having no

education were hlassociated with neoptake of testing. People married (OR=
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0.57 95% CI=0.30.88) had a lower risk of refusing the HIV test yet those who

perceived a high tolerance of gentbased violence in their households (OR=

2.10 95% CI=1.081.32) and did not gedlong well with the spouse (OR= 2.48

95% CI=1.006.19) were twice more likely of not being tested. These effects were

consistent with the unadjusted analysis and did not change when we conducted

sensitivity analysis excluding from the analysis HIV positpaaticipants who

disclosed their status to a family member and who reported a change in the

relationship in their couple after being tested. About 29% of married individuals

reported conflicts within the couple of whom less than half (43.5%) were tested

for HI V.

Among coupl es

wh o

di dnot

have

was about 74.1%. Similarly 20.2% of all married participants perceived a high

tolerance to genddyased violence in their households. Furthermore being afraid

of social rejectia (OR= 1.48 95% CI=1.23.80) also increased the odds of not

being tested and this effect was strongly modified by the level of fear of

community gossip.

Table 8.7 Adjusted odds ratios associated with agrtake of HIV testing

Risks determinants for not testing AOR P 95% ClI

Urban* 231 0.000 1.45-3.69
Men* 1.64 0.000 1.347 2.02
Age* 1.12 0.001 1.05-1.19
No education* 2.00 0.041 1.03-3.88
Community participation 0.72 0.073 0.50-1.03
Married* 0.57 0.012 0.37-0.88
Respondent does not get along well with spouse/pattner 2.48 0.045 1.00- 6.19
Tolerance of gender based violence in the housghold 2.10 0.041 1.05-4.32
Alcohol abuse 1.12 0.093 0.98-1.27
Fear of social rejection score* 1.48 0.000 1.23-1.80
Fear of community gossip*(social control) 0.81 0.014 0.68- 0.96
Randomeffect: District/Village 0.43 0.186 0.18-1.01

*statistical significance p<0.05
sreported per five unit increase

;1 score included: Fear of divorce; Fealdading friends; Fear of damaging the family reputation; Fear of not being able to

get married; Fear of being rejected by sexual partners
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We tested the interaction between these two variables but it was not statistically
significant. Further analysis sugged that community gossip would rather be a
mediator of the association between fear of social rejection and uptake of HIV
testing. To test this mediating effect, we ran a multinomial regression analysis
using first the following categorical outcome: mefiece category (being tested),
category 1 (being not tested but have no fear of community gossip) and category 2
(being not tested but have fear of community gossip). We computed the relative
risk ratios (RRR) of each predictor associated with each outsaatgory and

then computed the RRR of the contrast between outcome's category 2 and 1 using
the command LINCOM in Stata 12 (which works like changing the outcome's
reference category and running again the multinomial regression). The results of
this andysis offered evidence ifavour of our mediating effect hypothesis as the

risk for not testing due to fear of social rejection (RRR=3.44; 95%CI|=-2715)

tripled when respondents were afraid of community gossip as compared to those
who had no fear ofgossip. This analysis also showed how gossip in the
community can mediate access to HIV testing in men. A high level of community
gossip doubled the risk that men were never tested. Alcohol abuse was also a risk
factor for HIV testing, especially in the sdnce of community gossip, probably to
avoid the stigma associated with a positive result and be blamed for having
acquired the virus because of the drinking behavior. These results are presented in

Table8.8 in an online supplement.
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Table 8.8 Multinomial regression: community gossip as a mediator of the

association between social rejection &H¥l testing

Category 1 Category 2 Category 1against

Not tested & No fear of gossip Not tested & Fear Gossip Category 2 9

againstbeing tested againstbeing tested gory

RRR P>z 95% ClI RRR P>z 95% ClI RRR P>z 95% ClI
Urban 212 0.006 1.24-3.64 325 0.000 1.81-585 154 0240 0.753.14
Men 173 0.009 0.38-2.60 4.65 0000 257-841 269 0.002 1.46-4.97
Age 1.02 0.000 1.01-1.04 1.01 0.460 0.99-1.03 0.99 0.249 0.961.01
No education 241 0.011 1.22-4.77 045 0.468 0.05-3.83 0.19 0.104 0.251.41
Community 080 0260 053-1.18 051 0018 029-0.89 064 0217 0.321.29
participation
Married 0.55 0.027 0.32-093 066 0195 035-1.24 120 0.673 0.51-2.81

Alcohol abuse 1.19 0.012 1.04-1.36 0.95 0.624 0.79-1.15 0.80 0.035 0.650.98
Couple's confligt  1.84 0.290 0.591 5.37 3.05 0.098 0.81-11.50 1.69 0.530 0.32-8.38

Domestic

Violence* 2.19 0.019 1161 416 1.76 0.284 0.62-5.00 0.82 0.733 0.252.59

Fear of social
rejection scoref

* statistical significance p<0.05

seffect reported per five unit increase

1scoreincluded: Fear of divorce; Fear of losing friend ; Fear of damaging the family reputation; Fear of not being ab
married; Fear of being rejected by sexual partners

0.77 0.006 0.63-0.93 2.77 0.000 2.29-335 344 0.000 2.78-4.25

8.5 Discussion

Our findings show that marital conflicts, individual percepsiaf high tolerance

to gendetbased violence within the household and the fear of social ostracism put
people at greater risk of not being tested. In addition fear of social rejection was a
strong risk for not getting tested but only if people were alsmdaof gossip in

the community. All these fears and conflicts are a likely result of prevailing social
norms in the community. Acceptance of these norms especially those related to
marriage rules may promote gender power inequality which can lead émagol

and social abuses. There is significant evidence that gender inequity and gender
based violence increase vulnerability to HIV infection (27, 28) and that gender
based violence and sexual risk may be linked through alcohol consumption (46).
Our study &pands on this evidence by showing that not only enacted gender

based violence adds to the burden of HIV, but tolerance of géaded violence
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within families per se jeopardizes uptake of HIV care. The provision of couple
counselling within the intervenbn package for VCT programs offer an
opportunity to address these problems but those that do not test will nevertheless

not benefit from such efforts.

Fear of gossip (about oneself) in the community was the most reported reason to
have not been testedrfHIV. Sociological and psychological evidence has long
established that gossip is not simply trivial chat but an efficient means of social
control and moral instruction (494). A recent study from South Africa showed
that in communities with high HIV pwralence gossip is used to spread
information considered relevant to the preventiotdtbf/AIDS at the local level

and also to instruct people about socially -juacceptablebehavioursin the
community. In the words of the author "Gosspout AIDS does at only
describe, but is prescriptive. It creates moral readingsatfaviour linking AIDS

to discourses of tradition, gender, and generational relationsh{p5s)

The problem of gossip further shows that community based strategies are urgently
neededin complement to individual and familyased interventions. Interventions
research on how to influence social norms and mobilize community support and
how to enforce the statutory family and criminal law are needed in order to
mitigate the negative effectd marital conflicts on women in Zambia. The last
report on Human Rights in Zambia (2007) concluded that the lack of enforcement
and the culture of impunity for perpetrators of violence against women were key
challenges for the country. This report arguleat although the government had

established special units to respond to violence against women, discriminatory
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attitudes within the system (police and judiciary) prevented women from reporting
violence and that women were often pressured by law enfonteofiecials to
withdraw the allegations of violence or for reconciliation with abusive husbands.

(56)

Other than individual and marriageentered approaches such as couples
counsellingwe suggest studying the potential value (capacity and authority) tha
traditional authorities of the clan / kinship systés#) or of the various churches
could have for mobilizing the community and influencing negotiation within
family networks on how marital conflicts and violence can be mitigated. The
potentially effedve leadership role of traditional leaders in Zambia for changing
marital norms, such as to abolish informal marriage rules like levirate marriage
(marriage with a brother's widow or inheritance of the brother's wife), has been
previously highlighted (58put less is known about the influence of religious

leadership.

To our knowledge this is the first study providing quantitative evidence on the
association between unequal power relations within couples, tolerance of-gender
based violence within familieand HIV care seekindehaviourin Southern
Africa. It is consistent with recent findings from Zambia, Zimbabwe and Kenya
showing that a low tolerance for domestic violence is positively associated with
greater acceptance of HIV testing among women althdaghis study, the effect

was statistically significant only in Kenya (59). Our results also confirm those of
other studies conducted in the United States (60), China (61) and recently in

Zambia (62) reporting that family and couple relationships ateumental in the
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prevention and treatment of HIV/AIDS, that gentlased abuses increases the
risk of not getting tested (63) and that social and family capital have the potential

to influence vulnerability to HIV in SuBaharan Africa (64, 65).

We are ware that the interpretation of our results is limited by the esestonal
design of the study which does not allow establishing a causal relationship
between couple conflicts, tolerance to gender based violence, fear of social
rejection and uptake of IM testing. However, the fact that we found similar
associations in persons having disclosed their-pidgitivity or having reported a
change in their relationship argues against inverse causality. We cannot rule out
the possibility of hidden confoundin@gdtors that could explain these effects.
However, in our models we consider a large set of variables that were selected
based both on our previous knowledge of the topic and the context and on a
comprehensive literature search. We further assessed whbthessociation
between couple discohesion and KBséting was modified by age, sex and
perceived stigma in the community but found no evidence of such interactions.
Nonetheless longitudinal research is needed to clarify these potential causal
relationshig. Another limitation is that our analysis was based onrsptirted
prevalence of HIV testing. Yet, our results were similar to those of another study,
which actually tested the respondents, (66) andomaductedn the same areas

and during the sameegod. Thus we are confident that our data reflects the reality
of the communities we studied. Finally, although our study had a limited
geographical scope the sample in Lusaka was representative of a large urban
environment in Zambia and, as the countag la high degree of urbanization, we

assume that our results are nationally relevant. Likewise both rural areas and the
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periturban town that we surveyed offered three different rural environments
increasing the likelihood that the study is generalizabkag¢oSouthern Zambian

rural context as well.

8.6 Conclusion

In Zambia, as in other parts of S8aharan Africa, programmes to increase
access to HIV care services have strongly relied on stigma reduction campaigns
and the promotion of couple VCT. Althoughese interventions were correctly
targeted and contributed to improve upt§&@69) they did not aim to reduce
power imbalances between men and women. Ceegleng may be most
beneficial to couples with a mutually supportive relationship but it ikelglthat

it adequately accommodates couples in conflict especially because, as our study

shows, these couples have a higher risk of not being tested.

Even if services are enhanced and stigma is reduced prevailing gender inequality
and tolerance of gendéased violence will continue to pose a significant barrier

to uptake of testing unless there is real commitment to engage in social processes
to reduce gender inequality. Not being able to freely decide whether to get tested
due to fear of violence or sl exclusion is a moral and human rights violation

that can and must be urgently addressed. Programs to prevent AIDS and increase
access to HIV care must be planned and designed using frames to protect and
promote equal rights thus improving the partitipn of those who are most
vulnerable. Addressing gender issues is not just a matter of including a focus on

women and girls as a crosscutting issue in HIV/AIDS programming. Ending
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gender inequality requires political will and a comprehensive Fighted

approach tdHIV/AIDS.
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Sex differentials in the uptake of antiretroviral treatment in Zambia

9.1 Abstract

This study explores soctructural factors that influence uptake of antiretroviral treatment (ART)

in Zambia and assess differences between men and women. We conductedamtcalksstudy
nested in a communityand health facilitypased survey, beten September 2010 and February
2011. Cases were defined as HIV positive individuals who, while eligible, never started ART and
controls were HIV positive individuals who were on ART. Cases and controls were matched by
place of residence. We performed anditional logistic regression analysis using a discrete
logistic model stratified by sex. Overall a significantly larger proportion of men (32.7%) than
women (25.6%) did not uptake ART (Pearson chi2 = 5.9135; p = 0.015). In the crude analysis,
poor healthstatus and low sekfficacy were common factors associated with-optake in both
sexes. After adjusting for covariates men were more likely than women to refuse ART even
t hough nreantéesd shedafl t h was | ower t hanlysswsuggesh 6 s .
t hat HI'V status disclosure affects wuptake i
hampered by povertselated factors while for men, side effects and social prespurbably
associated withmasculinity, are more important barser Al armingly menods
deteriorate until they start treatment, in contrast to women. Understanding gender differences in
uptake and attitudes to ART is a crucial component to providing effective and appropriate health
care to both men and woméving with HIV/AIDS in Zambia.

Keywords: HIV/AIDS; Antiretroviral therapy; Gender; Masculinity; Social cohesion

9.2 Background

Early uptake of antiretroviral treatment (ART) is critical to control the HIV epidemic (Granich et
al., 2009; UNAIDS, 2012). In many Southern Africa countries, uptake of treatment remains below

estimated needs (WHO, 2011). Contrary to expectations, AR@rage is higher among women
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than men. In Zambia, 42% of ART patients are men compared to 57% women (Zambia NAC,
2012). A WHO report (2007) suggests that women are-mmesented in ART programmes
because they are better linked to community networks larglltave more information about the
availability of services and how to access them (WHO 2007). Other studies suggest that men
might be less likely to access ART due to norms circumscribing male behavior by stigmatising
weakness and discouraging treatmesaeking (Braitsen et al., 2007; Hawkes & Buse, 2013;
Msellati et al., 2003; Natrass, 20(hisana et al., 2005).

In this paper, we explore factors associated with uptake of ART in Zambia and assess differences
in uptake between men and women. We assinaiehtealthseeking behaviour is not necessarily
based on logicalational decisiormaking but rather comprises a set of social acts and practices
that simultaneously demonstrate and construct gender and the associated normative behaviours
(HausmanrMuela ¢ al., 2003; MacKian & Bedri, 2004). Through this study, we contribute to
understanding the challenges and implications of scalndgdlV treatment and overcoming

gender barriers in HIV/AIDS programmes in Zambia.

9.3 Methods

Study design, participants andsetting

We conducted a casmntrol study nested in a communitgnd health facilitypased survey,
between September 2010 and February 2011, in the central and southern provinces of Zambia.
The study included urban (Lusaka, Mazabuka) and rural sites (@hiwibeza). Persons living

with HIV infection (PLWHA), over 18 years old and living in the study area were included.
PLWHA on ART and not yet on ART were selected from the random community and health
facility samples. An additional purposive sample of éhtmstto-follow-up from local clinics was
obtained to identify a sufficient number of PLWHA not yet on ART. Health professionals from

ART, TB, and STI clinics, community health workers, and commtivgtsed traditional healers
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were invited to contact PLWHAot on ART and inform them about the opportunity to participate

in the study. Upon agreement of these individuals, they were informed about the nature of the
study, guaranteed confidentiality and informed about their voluntary participation. Informed
conent was obtained prior to the interviews. All participants were further informed about the
services offered by health centres and offered professional counselling if requested. The Ethical
Committee of the University of Basel (EKBB), and the UniversityZainbia review boards

approved the consent and recruitment procedures.
Measure

Participants were administered a-ested and structured questionnaire which was translated into
the local languages (Nyanja, lla and Tonga). It gathered information ondsroiegraphic and
economic characteristics; conspiracy beliefs; trust in traditional medicines; ART knowledge;
social support; social cohesion; HBfigma and selperceived health status. This instrument has
been described in a previous publication (Gaale2013). Data was cleaned and analysed using
STATA 12.1 statistical software.

Analysis

The casecontrol study compared PLWHA on ART (controls) and PLWHA who, though currently
eligible, reported to have never taken ART (cases). We also assessedaiffdretween men and
women, using a conditional logistic regression analysis with a discreet logistic model stratified by

sex. Each case identified was matched to one control on place of residence.

9.4 Results

Of the 1209 PLWHA identified, a total of 1140 (9%) responded to the questionnaire. Among
those, 401 reported to have never been on ART and 112 reported a CD4 count above 350 and were
thus not eligible for ART in Zambia at the time of the interview. A total of 1024 participants were

ultimately includedin the analysis. Among them 735 were on ART while 289 were not despite
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