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Abstract

This research is about the experiences of peopiegliwith HIV (PLHIV) in Nepal,
especially with regard to the processes of recaashyg their identities. The processes
of identity reconstruction include migration, coalieg and disclosing HIV status,
movement towards economic independence, gainingvledge on Human Immuno-
deficiency Virus (HIV) and Acquired Immuno-deficenSyndrome (AIDS), practising
HIV treatment, receiving support of organizatioasd practising spirituality. Despite
the availability of some studies on HIV and AIDS Nepal, most have focused on
epidemiological facts. There is a dearth of NepmaledV and AIDS literature on

identity reconstruction of PLHIV.

This study investigated the lived experiences oPBBIIV related to their HIV stigma,
discrimination and identity issues in Kathmandu &ukhara valleys in Nepal, using
semi-structured, face-to—face, in-depth intervieWse field data were analysed using a
thematic, meaning-making approachhis research contributes to HIV literature by
showing that the economic stigma and discriminatioa to HIV experienced within a
family are often stronger than social stigma argtritnination. This research proposes
a model entitled “the reconstruction of identityRhHIV in Nepal”, based on the data
derived in aninductive way from the two researtlss then moving from data to
theory. There are various stages of identity ramdiom spoiled to reconstructed. This
proposed identity model is based on the economd swotial empowerment of the
PLHIV, together with identity transformation fromn® stage to another, and the

situations participants experience in the contempgoKepalese socio-political context.



The identity of PLHIV is fluid and non-linear. Thigsearch suggests that access to
resources often determines the degree of familysmuthl stigma and discrimination.
Moreover, PLHIV also reunite with both family andbcgety after becoming
economically independent and socially empoweredeéd, HIV has been a catalyst,
especially for in-migrant women with limited accetss resources. This study has
significant policy implications for improving theuglity of life for PLHIV, reducing
family and social stigma and discrimination as vadlreconstructing their identity in

Nepal, and in South Asian countries with similacisecultural and economic settings.
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Chapter One: Introduction

1.1Background

This study is about the experiences of PLHIV in &legspecially with regard to the
stages and the processes of their identity reascigin following their HIV diagnosis.
PLHIV are generally perceived as being in a statsmoiled” identity, associated with
HIV stigma, discrimination and life disruption afteeing HIV diagnosed. However, not
all PLHIV experience this, though many in this studhve, especially early after their
diagnoses. This study explores how HIV stigma arstronination, as well as a
person’s identity status, are impacted by the Hifégted persons’ access to resources
and gender power relationships, along with the wayshich their HIV is discovered.
The research explains the processes of identitynstruction in terms of transitional

identity and reconstructed identity.

PLHIV work through the processes of identity re¢andion after their discovery of

HIV despite family, societal and institutional stig, discrimination and disruption
(Baumgartner, 2007; Tsarenko & Polonsky, 2011)sTéibecause discovery of HIV in
their lives provides opportunities not only to mnod their life expectancy, but also to
improve their health and physical appearance feir thwn satisfaction, and in the eyes
of other people surrounding them. This developtesteem as they move into their
future, alongside positive socio-economic chanbgas further improve their identity in

respect of their families and societies. PLHIV gralty reconstruct their identities by
managing the stigma, discrimination and disrupttuey have faced in their lives within
families and societies as well as by empoweringndedves to live with an HIV-

positive status (Tsarenko & Polonsky, 2011). Afsdruggling with the transitional



identity stage of identity reconstruction, PLHIVp&xience a marked improvement in
their identity, namely, a reconstructed identitythey progressively overcome their
issues of stigma and discrimination. Managemerstigina and discrimination is aided

by improving their health and socio-economic status

Nepal’'s relatively recent socio-political change® gresumed to have created a
supportive environment in transformation of thenitty status of PLHIV in the country.
This study focuses on the lived experiences of RLHI a scenario of a changing
political situation and socio-cultural transfornoatj together with attempts to integrate
HIV and AIDS programmes into the mainstream of dmweent activities in the
country. Going back in Nepal's political historyhet new civil code of 1963, the
Panchayat(a party-less political system), stated that #izens are equal, irrespective
of caste and tribes, and it prohibited untouchgbflCentral Bureau of Statistics, 1987).
However, such values could not forge ahead in aaMsp feudal society. Therefore, a
significant movement took place in the country 89Q: firstly thePanchayatsystem
was overthrown, and replaced by a multi-party deaoc Later, the “People’s War”
(or “Maoist War”) from 1996-2006 was joined by aetend movement” of 2006, with
the then underground Maoist party and most othditiqgad parties, in order to fight
against feudalism and the kingship regime. Thed#igad movements have weakened
the pillars of feudalistic Nepalese society, andehgradually restored people’s human
rights, focusing on marginalised communities withieaw to attaining gender, caste, and
class equality (Yami, 2007). Within such a situatithis study has significance in
regard to one of the marginalised and ostracisedpg of people, the PLHIV in Nepal,
following the discovery of HIV in the country in &3 (Joshi, Banjara, Subedi, Sharma,

& Karki, 2004).



1.2Research Problem

Since the beginning of the epidemic of HIV and A|0iBe stigma attached to HIV
identification has been one of the major problemsdmng to be overcome. People who
define themselves as inherently different are peece as damaged or dangerous
(Goffman, 1963). HIV stigma and discrimination Isatb identity crises, isolation,
loneliness and low self-esteem (Valdiserri, 20022011, the United Nations reflected
back over three decades of the HIV pandemic. TleeSey-General noted substantial
human rights and treatment successes, but desctite=# as “insufficient and in
jeopardy”, because stigma and oppression continuentlermine efforts to achieve
prevention, testing, care, and treatment goalstédniNations, 2011, p. 1). The United
Nations declared that HIV is an urgent internatiosaue, and stated that “the HIV
response faces a moment of truth” (United Nati@@4,1, p. 3). As elsewhere, there is
an urgent need to substantially reduce the numideLidIlV, with a view to getting zero
new HIV infections, zero discrimination, and zereaths in Nepal, as set out in the
Millennium Development Goals (MDGs) by 2015 (Lav012; Ministry of Health and

Population, 2011).

The study of HIV and AIDS in the lives of PLHIV, agll as intervention strategies in
reduction of stigma and prevention of HIV and AID&Ll contribute greatly to the
achievement of the United Nations’ MDGs of haltizugd reversing the spread of the
HIV and AIDS epidemic. A deep understanding of tkeonstruction of identity in
PLHIV is now a very important issue. This is be@uke complex phenomena of
mobility, sexuality, HIV and AIDS, stigma and disomation, spoiled identity,
integration in PLHIV’'s network, all intersect withithe wider social, political,

economic and cultural structures and processesdibign PLHIV at different stages of



identity (Thomas, Haour-Knipe, & Aggleton, 2010; afsnko & Polonsky, 2011;
UNAIDS, 2010). There is “an endless process of tiajon whereby the individual's
identity is reconstructed” (Tsarenko & Polonsky,120 p. 466). This includes an

involvement of PLHIV in social networks.

In dealing with the Nepalese context, this rese@@tins with the basic premise that
most previous studies have focused on epidemiabgiata on HIV and AIDS. There
are now growing concerns about HIV-related stigmd discrimination in PLHIV in
Nepal. However, there is a dearth of research erintipacts on identity of family and
social stigma, discrimination and life disruptidinerefore, this study focuses on stigma
associated with HIV and its resulting impacts oa ittentities of PLHIV. Importantly,
findings of earlier research with regard to HIVgstia, discrimination and disruption
have conventionally been associated with homos#gyuhkterosexuality with multiple
partners, partner’'s multiple sexual partners, sultet usage, and cultural perspectives
on people’s karma. However, there has been onlyddrstudy of the roots of stigma,
discrimination, and the disruption of human needsr(iage, sex, social relationship,
etc.) in PLHIV. Therefore, this study intends temtify the sources of HIV stigma and
discrimination in family and society so that theadings might help to improve the

quality of lives of PLHIV.

This research concerning PLHIV has been undertdiiowing the researcher’s
previous related experiences, and to some extemt firevious research related to HIV.
| have been engaging in research work related gration, sexuality, contraception,
and HIV issues for more than ten years. Recentarele entitled “HIV and AIDS
Prevalence in the Pokhara Valley” (Aryal, Tiwarhapa, & Pandey, 2011) supported

4



by the United Nations Population Fund-Nepal, waadee by me as a principal
investigator with a team, before | commenced my RRBearch. This background
encouraged me to undertake further research inatieig. Although this 2011 research
was undertaken using mainly quantitative methodglagalso captured people’s lived
experiences of stigma and discrimination, involvingome semi-structured
questionnaires. Indeed, their heartfelt experienesgecially regarding their family and
social stigma and discrimination, strongly motivhtae to undertake further research,
especially in finding the hidden roots of this kiofistigma and discrimination. At the
same time, this research was the catalyst for meetome an HIV researcher with a

deeper understanding of the HIV-related issued 6fl%.

In order to accomplish the present research, | fivdt explore how PLHIV discover
their HIV status, and how they react to it, andhtle&plore the ways in which they can
reconstruct their identity, as they seek HIV treatinand a deeper understanding about
HIV and AIDS. Since they also experience issuegteel to HIV stigma, discrimination
and disruption of human needs in family and socighgy need to know ways to
manage these issues. Secondly, my interest isderstand whether issues of stigma,
discrimination and disruption of human needs difetween various groups of PLHIV,
especially with respect to their gender, caste eads differences. If the issues are
found to vary among different groups, this reseantbnds to explore the underlying
factors that influence these differences in thetextnof a traditionally hierarchical
Nepalese society. Thirdly, |1 consider managemenattegies adopted by the different
groups to address these issues in their lives #dfiey have been HIV diagnosed.
Effective management incorporates individual as|wad family, societal and
organizational efforts. | am equally interestedatwalyze these management efforts

5



according to different genders, castes and clagsgscially with regard to types of
family support, as this support plays an importesie in managing such issues in
Nepalese society. Finally, this research intendsak at the outcome of efforts made
by PLHIV over the period after their being diagnbgelV positive. This research
intends to focus on the ways in which changes @& lives of PLHIV shape their

identity.

Following global and national efforts in preventitfV and reducing stigma and
discrimination, recent studies reveal that PLHIVe amoving towards identity
reconstruction, especially in countries other thipal. Indeed, active engagement by
PLHIV, taking ownership of HIV, is very importani ireconstructing identity.
Moreover, social support and instrumental supporedical, social and psychological
services, housing assistance, etc.) play importaast in facilitating the daily lives of
PLHIV and reconstructing their identities positivg[Tsarenko & Polonsky, 2011).
Drawing on Goffman’s “spoiled identity”, a basicrmept of identity fluidity (Goffman,
1963), and spoiled identity attached to HIV and BI{Rohleder & Gibson, 2006) as
well as recent findings on identity reconstructioh PLHIV (Baumgartner, 2007,
Fouché et al., 2011; Frye et al., 2009; Tsarenkeosonsky, 2011), there seems to be a
path of identity movement from spoiled identity itkentity reconstruction. Applying
this concept of identity reconstruction to NepalB&&llV on the basis of socio-political
changes to be discussed in Chapter Two, and sosigvpahanges in the field of HIV

and AIDS in Nepal to be reviewed in Chapter Thte®, postulates can be made:

a) Itis possible for Nepalese PLHIV to move from aitg identity to reconstruct

their identity in successive years of their livéseaHIV diagnosis, depending



upon their own individual resilience, access tolthegare services, and support

mechanisms.

b) Differences in the levels of stigma and discrimimat access to health services,
and availability of support mechanisms, may alltdbnte to different stages of
identity, whether in spoiled, or transitional, aconstructed identity among

PLHIV.

1.3Purpose of the Study

The overall purpose of this study is to examine lihed experiences of PLHIV in
Nepal. However, the specific objectives of thisdstare to identify the forms of HIV-
related stigma and discrimination that take placéepal, the context in which they
occur and various influential factors. This studsoaassesses the experiences of family
and social stigma and discrimination, together wiigir impacts on identity issues. In
addition, this study also attempts to explore fectthat encourage the PLHIV in
reconstructing their identity as well as their exgeces relating to their identity over

various life trajectories.

1.4Research Question

This research draws on previous research that fitndé Nepalese PLHIV are
stigmatized and discriminated against, and thatohcally their lives have been
disrupted from satisfying basic needs. Social suppmechanisms through various
national and international organizations have b&erking actively in providing HIV

treatment, distribution of antiretroviral drugs, darprevention of parent-to-child
transmission (PPTCT), through service to the PLH#Specially in recent years. In

addition, there is counselling on HIV and AIDS,wsll as vigorous work by media
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people disseminating HIV knowledge. In this prewgilsituation, a genuine question
arises as to whether the PLHIV are still facing $hene situation regarding stigma and
discrimination, or rather moving ahead towards iledbhwg a more positive identity in
Nepal. In addition, support mechanisms working amolur of PLHIV, together with
recent socio-political changes, are expected tolr@s some positive changes in their
lives, as there have been government effortsharanarginalized communities such as
the so-calleduntouchable(the lowest caste group) caste and widows (aslektan
Chapter Two). With this country’s political sceradhanging in favour of marginalised
people, irrespective of gender, caste, and class, droad research question is
established that frames the study as follows:

What are the lived experiences of PLHIV in a Nepaleontext?

The above broad question can be developed fumib@the following:

a. What are the experiences of stigma and discrinonand their impacts on

PLHIV in relation to identity?

b. What are their experiences of spoiled identity?

c. What are their experiences of identity reconstoun®i

The accomplishment of this project builds to a aertextent on the foundation of
Goffman’s theoretical framework and qualitative eaxh methodology. Although
Goffman’s stigma theory was developed in 1963 leetbe discovery of HIV in 1981,
his theory is also relevant, especially with reg@ardtigma, discrimination and people’s
identity issues associated with HIV (Attell, 2013he present study uses a qualitative

research methodology in an attempt to understaacexiperiences of PLHIV. Micro-



level data are sought, with follow-up questionshying for greater clarity and detail. In
this research, thematic analysis is used, lookorgtlhemes within the data set and
attempting to understand the significance of HI¥cdvery and further processes of

identity reconstruction.

1.5Terminology

It is important to define terminologies that haweb used in this thesis, whether they
are interlinked in terms of literature, specifiauotry context or with a view to capture
the expression of participants’ experience in wews for this research. Initially, when
HIV was identified in people in Nepal, HIV was vied/ as an outcome of “bad” sexual
behaviour, meaning having sex with multiple pamhesomething that has been
considered outside social norms and values in spadociety (Beine, 2002; Nepal &
Ross, 2010). In this thesis, “discovery” refershie diagnosis of HIV, usually after a
medical test in a hospital or clinics run by orgaions working in the field of HIV.
Many PLHIV in the present research expressed s&mt this discovery of the new
“disease” (HIV infection). The research thus atté&sip capture the feelings expressed
when HIV was discovered in their lives. “Stigma’wsdely used to refer to the disgrace
of a person in terms of physical disorder and, ntioaa that, its structural precondition,
meaning explanations of how it could happen to smdg (Goffman, 1963). Stigma as
used by Goffman is the shame or disgrace attaahéti\t as well, considering what
other people would think if it became apparent treg was involved in sexual activities
with others beyond their married spouse, and/orispaneedles for drug use. Such

behaviours cut across social norms and values palNe



“Discrimination” refers to PLHIV being treated flifently in family, society and
workplaces because of their HIV (Parker, Aggletéttawell, Pulerwitz, & Brown,
2002). In this study, discrimination is used aslative term, contrasting two groups:
PLHIV and HIV-negative people. Because of HIV stag@nd discrimination, PLHIV
are adversely affected in attaining their optimumaldy of life: this is termed
“disruption” (Hatzenbuehler, Phelan, & Link, 2013%tigma and discrimination
associated with HIV have affected the quality & lof PLHIV in terms of limiting
their chances of being married or remarried, hagiexgual relations with their spouse,
and earning money by going overseas. Such defadfitopportunities are termed

disruption.

“Stigma”, “discrimination” and “disruption” are taiched to the identity of PLHIV,
resulting in a “spoiled identity” (Anderson et &008). These negative impacts on their
lives are termed spoiled identity in this study sistent with the existing stigma
literature. “Transitional identity” describes theowement of PLHIV from spoiled
identity toward reconstructed identity, involvinggitive changes in their lives as
previously mentioned: “a transition to ordinarinesfter the diagnosis of a chronic
illness” (Baumgartner, 2007, p. 920). From traosidl identity, PLHIV move further
into identityreconstruction, managing stigma, discrimination aisdugtion to a greater
extent, as a result of experiencing better health@ositive socio-economic changes in
their lives. This is termed “reconstructed ideritity this study. The term “relapse
identity” applies to what results when PLHIV agalavalue themselves after having
experienced identity reconstruction. Relapse itgntiay result, for instance, from

economic hardship because of job termination. Ehexplored in this research.
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“Collectivism” is used to describe the collectivarg of all family members caring for
each other, and “individualism” primarily focuses self-development (Kastenmiuiller,
Greitemeyer, Jonas, Fischer, & Frey, 2010). ManHPRLIin this study, especially

females, experienced a collective spirit beforenpatlVvV diagnosed, when they and
their husbands contributed to their family econaityc with the husband often
working outside the home, and the wife doing hookklthores. “Individualism” is

used to refer to an individual spirit, giving pitgrto self-development socially and
economically, rather than to co-operative livinghwother members of the family. It
often occurs after a person has been stigmatisgdiaoriminated against by family and

society, because of his/her HIV status.

“Resource” in the Nepalese literature, especialythe field of migration, has been
widely used in terms of availability of public seres, overseas employment, and land, ,
and especially in terms of economic opportunitespnomic motives, their access,
including aspects of and family economic supp@®stailability of public services
(especially access to communication, transportatioapitals, health personnel, etc.), as
well as the availability of fertile land, jobs agdod income in Nepal have often been
regarded as pull factors for migration as resobases (Subedi, 1988; KC, 2003, 2004).
Land is also seen as an important resource thatral-to-rural migration, previously
western to eastern Nepal along the hills and norgouth after the success of a malaria
eradication programme after the 1950s (Subedi, 1988addition, a resource is a
source of any external help or internal strengthctvta person has available to draw
upon. External resources include family as econosnipporters (especially, in this

study, such as husbands or parents). An exampé#n ofiternal resource is resilience
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that can help a successful individual’s developmentn adverse situation (Kalil,

2003).

In the Nepalese context, the term “formal” educatyenerally refers to a process of
learning or education through recognised schoallscampuses, with a view to gaining
recognised qualifications at various levels ofiatteent. “Informal” education refers to
training or teaching by parents, relatives, comnyurieaders or organizations,
conducting casual or short-term education prograsnfoe those people who do not
have opportunities of attending any formal educatibrough a school or college,
because of their poor economic status, gendersstatulliteracy. Informal education
does not usually lead to a recognised qualificatiut can help equip a person for

everyday life, employment or other roles in society

1.6 Structure of the Study

After the first chapter introduces the researcha ak this study, the second chapter
briefly describes the contextual background of Nlepae second chapter primarily
focuses on the geographical location of Nepal, thedcountry’s changing scenarios of
population, democratization and development pra&ssswith a view to providing
information on how various factors are shaping aéty drug injection and
vulnerability to HIV and AIDS. It will also considdiow recent socio-political changes
have made people aware of their health and reptivdudghts, as well as developing
concepts about economic independence and indiviluadrms and values. It further
considers how socio-cultural transformations hawipged a conducive environment in

rebuilding the identity of PLHIV after they havedrmeHIV diagnosed.
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The third chapter introduces a global understandinglV stigma and discrimination,
and the impacts on identity crises and identitypgfarmation. This chapter then uses
Goffman’s stigma theory to help refine the underdiiag of stigma and discrimination
related to HIV status from the perspective of Hehkizards. This understanding will be
studied in the context of South Asian and Nepalesterstandings about HIV and its
stigma, discrimination, and the disruption of hum@eeds. Likewise, it will also
provide a glimpse of practices that reduce stigdmsgrimination, HIV prevention and
treatment, and the PPTCT service. Finally, theceptual framework of this study will
be introduced with reference to Goffman’s theosdtiramework. This framework
provides a way to develop a proposed reconstrugtientity model in the analysis

Chapter Nine.

Chapters four and five explain the methodology iggplin this research. The
methodology is divided into two chapters. Chapteurf discusses the research
methodology in a traditional way. It outlines theafjtative research, design, and
methods of data collection and analysis used ia thsearch. It also explains the
processes of ethical approval, data transcriptianslation and data management at
pre- and post- phases of data collection. On therchand, chapter five is a more
reflective consideration of what actually happedadng the data collection. It provides
a deeper understanding of the process of field veordk data collection in the socio-
political context and geographical localities ofgdé In this chapter, | discuss how |
was able to collect data through various orgaromstiworking in the field of HIV,
including my perceptions of the field work as ae@€her, especially in relation to the

sensitivity of the HIV issue from gender perspessiv
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Chapter six introduces the diagnosis, or discowdridlV in individuals. This chapter
considers ways PLHIV discovered their HIV positatatus, their immediate reactions,
and especially their feelings when hearing thisnfieealth personnel. Similarly, it also
explains how they experienced responses from familg in wider society when
disclosing their HIV status for the first time. Shchapter primarily focuses on the
discovery of HIV, along with illustrations of thefieelings, reactions, and others’

responses in relation to their identity status.

Chapter seven addresses the spoiled identity whkslits from family and social issues
involving the stigma, discrimination and disruptioh human needs of PLHIV. This
chapter focuses mainly on the family and socialassafter an individual has been HIV
diagnosed, describing varying degrees of discrititonaexperienced, depending on
available access to resources. It also focusesnpadts on identity where there has
been disruption of relationships with family mensjerelatives, and the community.
Finally, this chapter examines the socially sigrafit issues associated with marriage
and remarriage, fulfilment of sexual desires, @mes of conception, international
visits and work, and other such issues of HIV-itdecpeople that push them towards a

spoiled identity.

Chapter eight considers the transitional identityPoHIV, and how they strive to
carefully manage their stigma and discriminaticeeraibeing HIV diagnosed. It provides
an overall picture of how PLHIV move to transitibndentity, by adopting various
ways of managing stigma and discrimination as @agltisruption of human needs. The
various ways of managing stigma and discriminationPLHIV include migration,

disclosing and hiding HIV status, economic indemsm#®, the practice of HIV
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treatment, support of organisations, and spirityaln this chapter, there is discussion
of how migration, ways of semi-disclosing, concegliand disclosing HIV status
publicly helped PLHIV to manage stigma, discrimiaatand disruption, as well as
ways of becoming economically independent in tdeity lives. Thereafter, the chapter
contrasts the methods of traditional and modermpathic medicines, with a view to
prolonging people’s lives beyond what they mighténexpected immediately after HIV
discovery. Finally, this chapter is intended to |de&h organizational supports as
PLHIV receive counselling, HIV treatment, informeducation, assistance finding jobs,
leadership training on fighting stigma and discnation for other PLHIV, including

spirituality with a sense of meaning-making proesdsr their lives.

In the ninth chapter, the results of these vargiteegies for managing HIV stigma and
discrimination are thematically discussed. Thisptla firstly explains the results of
stigma and discrimination management strategiefieabm the participants’ lives and

identity reconstruction. Secondly, it focuses omltestatus, dealing with changes in
physical health and physical appearance, and thmaadtmof the PPTCT service on
identity reconstruction. Thirdly, it deals with Woother positive socio-economic
changes affect identity reconstruction in PLHIV. eféafter, a proposed identity
reconstruction model is developed under the headihdidentity crisis and its

transformation”, based on data analyses in thiptehaand the preceding chapters of

this study.

The final chapter of this thesis discusses theltesd the study, and synthesizes with

the existing literature, as explained in earlieatiers, especially regarding the country
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contexts and the literature review as explainechempters two and three respectively. It
also deals with the strengths of this study, antcypanplications for reducing family,
social and economic stigma and discrimination oHRL on the one hand, and for
improving their identity on the other. Finally,réscommends future research areas for
those who are interested in doing research in igddsf of HIV which could not be

addressed in this present research.

1.7 Conclusion

Chapter one has briefly introduced ways of recoictitng the identities of PLHIV
despite facing their family, social stigma and dieimation. Then, it briefly explains
research problems, research objectives and resgagestions that have been addressed
in this research. In addition, this chapter als@l&rs the research methods and

theoretical framework for this study.
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Chapter Two: Country Background

The purpose of this chapter is to consider the giagal and social contexts of Nepal
that inform issues of HIV and AIDS in the countrgdato make clear how recent
development activities and socio-cultural transfations facilitate managing the issues.
Nepal’'s geography has led to demographic shiften@zeatization in Nepal has brought
changes in the country through development aawitiThese development activities
include migration, as well as an increase in yaithigration to other countries because
of lessening unemployment, especially since theduiction of multi-party system in
the country in 1990. Other key developments incltide “People’s War” (or the
“Maoist War”), the democratic movement of 2006, anging economic activities,
expansion of transportation and communication, amd integrative approach to
reproductive health and socio-cultural transfororatiFinally, this chapter synthesizes
these contextualization factors in view of the epiit of HIV and AIDS, including its

management, in the country.

2.1HIV in Nepal

The history of HIV in Nepal can be traced back @88. Since then, reported statistics
show that the number of PLHIV has been increasigugfecantly, especially from 1996
(Joshi et al., 2004). As of July 2013, there w2Pe994 reported cases across the
country (National Centre for AIDS and STD [Sexuallsgansmitted Disease] Control,
2013a). Among the total reported PLHIV, there wke560 males, 8,408 females and
26 transgendered people. However, the estimatelactmber of PLHIV across the
country is considered to be around double the tapbrted figure of HIV in 2014

(National Centre for AIDS and STD Control, 2013bhe difference in the figures of
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reported and actual cases of PLHIV conceals theahatcidence of HIV in family and
society. HIV prevalence in Nepal is a gendered phemon, with more than three-
fifths of the total reported PLHIV being male. Tissprobably due to both the dominant
volume of temporary labour male migration in thesminy and poor investigation of
HIV and AIDS among females (New Era, 2009). Thedepiic of HIV and AIDS in
Nepal is attributed mostly to heterosexual transioig although there is also evidence
of males having sex with males (MSM) contributilogtihe epidemic (National Centre
for AIDS and STD Control, 2013a; Nepal, 2007). Hb/spreading rapidly, especially
in the adult age group 15-49 years, and AIDS is oo of the major causes of death
within this age group. In Nepal, as in most Astanintries, the epidemic of HIV and
AIDS is centred around particular high-risk grouggasonal labour migrants, sex
workers and their partners, MSM and injecting dusgrs (Ministry of Health and

Population, 2007; National Centre for AIDS and STéntrol, 2010).

Sharing of needles among people engaging in sulistase is also one of the major
modes of HIV transmission in Nepal, in addition $exual contact and parental

transmission. Although Nepal has a long historgudistance use in the form of tobacco
and alcoholic drinks, injecting drugs by the Nepalgounger generation began with the
entrance of many foreigners into the country frame t1960s onwards. There are
increasing numbers of injecting drug users (IDWsbhie country and it is estimated that
more than 3,000 people are drug addicted in thérkahdu and Pokhara valleys alone
(Neupane & Mishra, 2014). With government and nowmegnment organizations’

efforts in preventing HIV infection in the countiphe HIV prevalence rate among drug

users has decreased substantially (National CentADS and STD Control, 2011).
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2.2Nepal’s Physical Location and Demographic Shifts

Nepal's physical location regarding neighbouringummies and the country’s
geographical topography are likely to have an miflce on HIV and AIDS in the
country. Nepal is a small, landlocked country wattotal land area of 1,47181 square
kilometres surrounded by the two giant countriegh&f world mostly familiar with
issues of HIV and AIDS: India to the east, west aondth; and China in the north.
Stretching over a length of 885 kilometres (easstivand a width of 145 to 241
kilometres (north—south), the country is dividetbithree major ecological regions: the
mountains, the hills and therai (plain areas of southern Nepal). All three regians
parallel to each other, from east to west, beingiinaous ecological landscapes. There
is wide altitudinal variation in Nepal, and thenefagreat ecological diversity. The
mountains have a steep topography ranging in ddéitirom 4,877 metres to 8,848
metres above sea level, including the highest pegke world, Mount Everest. The
hills lie between 610 metres and 4,877 metres alsaze level. They incorporate a
number of fertile and diversely settled areas, mgtahe Kathmandu and Pokhara
valleys, where the research sites for this stu@dylacated. Theerai region is a low
altitude and fertile tropical lowland. There arawmber of plain valleys located within
the hills, including the Kathmandu Valley; and ilertplain areas of théerai region
with better economic prospects from an agricultugrspective, and other
infrastructural development such as electricitpd®y expansion of communication and
other advantages. Thus, there are various geogaplproximities that lead to
diversities in people, with various economic stratée country’s geographical location
is one of the more influential factors because feomturally tend to move from
resource-poor areas to resource-rich areas (Sub@®i). With increasing urbanization

and modernization in the country, significant nunshaigrate from rural to urban areas
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in search of urban jobs and study opportunitiesclviare not so readily available in
rural areas. There has also been significant etiogras people move outside the small
country with a view to better opportunities, espégifor jobs (New Era, 2009; Wagle,

2012).

Although the annual population growth rate haststbdeclining according to the latest
census of 2011, the absolute population size has lgenstantly increasing in the
country. This has created more unemployment, amglpenevitably move to other
areas inside and outside the country in search ak.wCensus enumeration into
population dynamics of Nepal reveals the total pagan size of the country is 26.5
million according to the latest 2011 census, withaamnual population growth rate of
1.35 percent between 2001-2011 (Central Bureautatis8cs, 2012). Although the
annual population growth rate reduced to 1.35 pérfrem the previous rate of 2.25
percent during the period 1991-2001, absolute @i figures indicate a
continuously increasing in Nepal from 1941 onward$is is mostly due to
demographic shifts, especially a gap between itgrahd mortality (Central Bureau of
Statistics, 2012; Pantha & Sharma, 2003). Nepajsufation is unequally distributed in
the three broad regions: the mountains, the hilts theterai. More than 50 percent of
the country’s total population live in therai flat region as per the latest census figures
of 2011, although this region is less than onetfowf the country’s total landmass
(Central Bureau of Statistics, 2012). The unequatridution of population and
demographic shifts in these regions is due mainlysacio-economic variations in
different regions that lead to internal and intéioveal migration in the country

(Gurung, 1989; Subedi, 1988, 1991; KC, 2003, 2004).
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2.3Democratization, Development and Socio-cultural Trasformation

Nepal has been moving from a socio-political awdber structure towards
democratization with a multi-party system since t#®#50s. Although the political
system has changed time and again, developmeritiastihave been moving ahead,
more or less in pace with the country’s contextmtkground. The country’s political
situation, autocracy, democratization and develagraee closely interrelated with each
other (Bista, 1991). With the commencement of dgwalent plans and policies after
the introduction of democracy in 1951 in Nepal, elepment activities such as
education, practice on elimination of castes, tegaéent, expansion of transportation,
modern communication and enhancement of reprodudtiealth services with an
integrative approach are moving forward gradudBigt@, 1991; Lawoti, 2008; Ministry
of Health and Population, 2011). In later yearsessconcerning lesbian, gay, bisexual,
transgender and intersex people are also a grogangern, especially in recent years
(Ministry of Health and Population, 2011). Therefoin the next section, an attempt has
been made to explain briefly the process of dentizetton and development activities
since the 1950s. The background of democratizadiwh development also makes it
easier to understand the epidemic of HIV and Alb&es 1988, and its management

through integrative development activities.

2.3.1 Democratization in Nepal

Nepal has been moving from the autocratic regimit®Rana(Rulers of Nepal on the
basis of dynasty) family to democratization sin@1. Before 1951, thRanafamily
ruled the country in autocratic ways without givigenuine human rights to the general
population, even including reading and writing (§strom, 1980; Fisher, 1998). At that

time, education opportunities were limited to ta@nafamily members and their close
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elite social members. Although there was a kinghef state, the king was also within
the boundaries of thRanaregime and had no opportunity to interact with gjemeral
population in different parts of the country. TRanafamilies and elite classes lived
very sophisticated lives, having many servants heirt palace, indicating a vast
difference in the lifestyles of the rich and pobie¢hty, 2003). The monarchy did not
figure prominently in the beginning as tRanafamilies were the symbol of Nepal's
feudalism, whereas the Shah kings became mere abimgads of state (Borgstrom,
1980). Realising the tyranny of this despotic regyiine then king Tribhuvan and the
Nepalese people overthrew th&ana regime of more than 100 years and declared
democracy in the country in 1951 (Whelpton, 2008)th the dawn of democracy in
Nepal, the then government introduced a five-yeawretbpment programme (1956-
1961) in 1956 and addressed major development plathgolicies in every subsequent
five-year development plan. These were basicallycation, health, agriculture,
resettlement programmes, transportation facilitiaed such other necessary
development programmes (Central Bureau of Stadisi®87; Ministry of Health and
Population, 2011). So far, the @ive-year development plan (2002-2007) has been
completed, and interim development plans are inepkdter the initiation of the peace
process agreement among parties after a ceasefgagreed to by the Maoist party in
the country (Ministry of Health and Population, 2D1The two subsequent three-year
interim development plans (2007-2010 and 2010-20B3e been completed since the

2002-2007 development plan.

After democracy was introduced in 1951, it tooloag time to stabilise the government
and there were contentions among different padieblepal. Realizing the political

situation the then king introduced tRanchayatsystem in 1961 (Khadka, 1991). The
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development activities and every five-year develepmplan gradually moved the
country ahead, except for the three-year developplan of 1962-1965 because of the
political upheaval in the country (Ministry of Hdaland Population, 2011). The king
promulgated the 1962 Constitution under which thantry was divided into zones,
districts and villages with a view to launch deyeteent activities proportionately in all
areas of the country (Central Bureau of Statisti®@87). The king also promulgated the
National Code Act in 1963 making all castes anblegiequal and dictating that there
must not be discrimination in the name of any castdribe. In favour of the poor
people, the Land Reformation Act was declared leyking in which people who have
cultivated land of others for a long period of timere able to claim one-fourth of the
total land in their own names forever (Central Bur®f Statistics, 1987; Community

Self-Relience Centre, 2009).

Although there were electoral members in Rashtriya Panchayafthe parliament)
from throughout the country in tHeéanchayatsystem, a handful of people had more
opportunities than the general population; andRhechayatsystem could not abolish
the feudal system and eliminate caste discriminatithese improvements were on
paper only and could not come into practice. Theadlese king was above the
constitution. The hidden political parties commeaheemovement against the king and
the government in 1990 to get rid of tRanchayatsystem in favour of a multi-party
democracy. Finally, the then king declared the npatty system with the king under
the constitution in 1990 (Khadka, 1991). After timroduction of the multi-party
system, the development activities were more adaivellage levels in comparison to
the previous period. However, the old feudal tiadal system, especially the gap

between poor and rich people, gender and castendisation, could not be totally
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abolished. Thus the Maoist movement paved the wasaise marginalized people’s
voices and strengthen the social movement for ahahging the period 1996-2006
(United Nations, 2012). The Maoist movement begathe western regions of Nepal
where many marginalised people live (Thapa & Shai989). A significant proportion
of the excluded and marginalized population pgrétad in the Maoist-led insurgency,
including a considerable number of women, with tiope and desire to change the
current hierarchical society and to end socialrdisoation (Yami, 2007). Eventually,
many parties came to the same conclusion as thésMaarty, to overthrow the king,
and the Maoist party also agreed with the multypdgmocracy and republic although
the earlier purpose of the Maoist party was togsacialism (equality in a radical way)
into the country directly. Aimost all parties in p# commenced the second movement
in 2006 (the first movement was in 1990) to ovenhrthe king, whose lineage had
ruled the country for the last 240 years, succeeddtiis purpose and established a
multiparty democracy and a republican state in Népashi & Mason, 2010.awoti,

2014).

These political movements gave opportunities arategor thedalit (lowest socio-
economic and caste peopte)engage in political activities. The Constitué&sisembly
election in 2008 brought mardalit representatives into the Assembly and the interim
government finally overthrew the kingship system2B08 (Thapa & Sharma, 2009).
The interim government has also passed Acts in ulavaf females and other
marginalised groups of people by castes and ethmiwrities. Before 2006, the
proportion of females in the parliament was onlpwhb6 percent. After the peace
process agreement of 2006, the interim governmevigied more quotas in favour of

females (up to 33 percent of the total number digraent members in the Constituent
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Assembly) and of marginalised groups of people ongiituent Assembly elections
(Vollan, 2011). Likewise, after the introduction tife multiparty system, the Nepal
government has focused on lower-caste people asddwlntaged groups with
reservation and priority seats in various sectofsdevelopment, especially in
scholarship quotas for education and in employmEatthermore, the proportion of
cultivated land reached 50 per cent for people thwub been cultivating land for a long
period of time (Community Self-Relience Centre, 200rhe democratic process here
seems to favour poor people, lower caste, and &sr(akpecially helpless widows after
certain age), 60 years and above, providing anwalhae to some extent (National

Planning Commission, 2012).

2.3.2 Development in Nepal

As stated above, due to the process of demociatizaince 1950s, the processes of
development are moving ahead, more or less, witlanspand programmes in
accordance with the country’s geographical andtipalisituations. After the previous
despotic rule of theRang the dawn of development activities began with the
introduction of the first development plan (1956) mentioned above. The then
government focused on internal migration with thgettlement programme, educational
opportunities for as many people as possible, amdowing the educational and
economic gaps especially between genders, casteslasses. Moreover, a family
planning and a reproductive programme began toriflbuwith a more integrative
approach (integrating with other development atigigi such as education, agriculture,
etc.) than ever before. Later, the Nepal governmesponded to the epidemic of HIV
and AIDS gradually as an important component indgéselopment plan and policies

after HIV was detected in the country in 1988. Depment activities were associated
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with democratic processes in Nepal and the wayswimich these relate to the

management of epidemic of HIV and AIDS.

Migration

Many Nepalese people have considered migratiorh(lmdérnal and international) for
centuries as an intrinsic part of their lives, esgléy with regard to economic motives.
In the migration history of Nepal, people have nib#®m west to east along the hills,
as eastern land is considered to be the moreefefiter the introduction of democracy,
the government of Nepal placed an emphasis on ettleseent programme to the
lowland plain areas dferai from the hills and the mountains. This internagration
became possible after a successful endemic maeagication programme as well as
the clearing of a dense forest in tlegai and innerterai valleys, a region containing
around one-fifth of the total land of Nepal (Gurutg§89; Subedi, 1988). These projects
have been ongoing since the late 1950s. Then, itleetion of internal migration
changed from the north highlands (mountains arid)fib terai in the south, replacing
the earlier western-to-eastern population moverakmtg the hills (Subedi, 1988). The
country has been experiencing an increasing volofmeternal migration towards the
plain terai region because of the mostly fertile agricultuaald which promises a better
economic future (Gurung, 1989; KC, 2003; Subedi88)9 The government’s
resettlement programme assisted the people of itleedmd the mountains who had
suffered from landslides especially in the heawgyraeason, with their new destination
being much safer than their places of origin (Ggru®89). Rural to urban migration in
Nepal has increased considerably with the attraatfourban facilities and a perceived
better quality of life, especially after the 198U%e reasons behind the urban-oriented

migration include availability of educational andedtth facilities, and better
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communication and transportation (KC, 2003). Ineotvords, migration is intrinsically
related to the aspirations of people with regarcbétter economic and social lives.
Nepalese internal migrants’ lives seem to be erddhreconomically and socially in
terms of higher agricultural productivities and edlional opportunities for their
children in the place of destinatiotei@i), rather than their places of origin (Gurung,

1989; KC, 2003; Subedi, 1988).

In the migration history of Nepal, internationalgration is not new. There have been
both emigration to other countries and immigratiom Nepal, especially from
neighbouring India. Historically, the Nepal-Indiartier has remained as an open and
free border for both peoples so travel betweentite countries can be made easily
from all directions in the south (KC, 2004). Aftdre colonization of India by the
British, world famousGurkhas(soldiers) were used in both Indian and Britisimias,
and even after India won independence from thaesBrigjovernment, Nepalese people
continued working in India, joining Indian and Bsh armies (Bruce, 1928; Kansakar,
2003). In addition, Nepalese people, especiallygeanits from western Nepal, have
been working in India, even with low-paid jobs tieir families’ economic survival
(New Era, 2009). Similarly, significant numberspaiople coming from India have been
staying in Nepal for lengthy periods. In later terthe government of Nepal emphasized
emigration to other many countries beyond Indiapeemlly for jobs after the
introduction of the multi-party democracy in theuatry in 1990, in order to lessen the
burden of late adolescents and youths in the cpKIZ, 2004). Additionally, in recent
years, there have been many working labour-clasplpeemigrating to other counties
beyond India, especially the Gulf countries, witlviaw to receiving better earnings

(Nepal Institute of Development Studies, 2011).
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Migration cannot be viewed as merely a contributilagtor to better economic
perspectives; it is also linked with the epidemidd®v and AIDS in Nepal. Although
HIV was detected in Nepal in 1988, its rapid growfipeared after the mid-1990s. By
1996, the general population ratio of males to femaemained almost the same,
though the number of females living with HIV andD8 was somewhat higher when
compared with males. After 1996, the number of syalgh HIV and AIDS increased
tremendously, more than doubling in the survey yedr2001 and 2006 (Ministry of
Health, 2002; Ministry of Health and Population0Z] Although a direct relationship
between migration and HIV has not been ascertaitiesl,HIV epidemic has been
growing rapidly with an increasing volume of bottternal and international migration
in Nepal. Migrant populations both inside and alegsthe country are also highly
vulnerable to HIV and AIDS (KC, 2004). With an ieasing volume of internal and
international migration, there has been an acasigrancidence of HIV and AIDS in
Nepal over the years. Reportedly, there is alsinareasing tendency of students to
engage in risky sexual behaviours with multipletpanrs within and outside the country;
and there are a considerable number of femalesingpdbdroad (Aryal et al., 2011,
Mahat & Eller, 2009). A long-standing conflict afound 10 years (1996-2006) led by
the Maoist party against the government in Nepakerbated rural to urban migration
and migration to other countries. Male migrants kmewn to frequent sex workers
more than non-migrants, thus increasing their o§kHIV infection (Poudel, Jimba,
Okumura, Joshi, & Wakai, 2004). Many female spoakenale labour migrants in
Nepal have contracted HIV due to their husbandgkyrsexual behaviour at the time of
their work away from home (Nepal, 2007). Conseqyentiepalese HIV statistics
suggest that around 40 percent of HIV-infection Nepal originates from labour

migration (National Centre for AIDS and STD Contr2010).
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In recent years, Nepal has received a consideeaibtaint of migrant remittance (Nepal
Institute of Development Studies, 2011), togethé@having to deal with issues of
HIV and AIDS as part of development activitiesisltacknowledged as very important
to develop the country in multi-dimensional ways;luding migrants’ knowledge and
their experiences gained in other countries. Berafioutcomes from international
migration are not only the accumulation of moneypéosent home but also the gaining
of first-hand knowledge on external developmenivaets. Remittances brought in by
Nepalese migrants are helpful economically both feonily and for social reasons
(Tiwari, 1996). On their return, they are also gy skills and ideas that they learn
from their stay in foreign countries, including kviedge of reproductive health and
contraception. There are examples of these worlkirtge field of public services like
schools, colleges, and hospitals. The returnees bamed both money and fame for
their family and donations for schools, healthitnibns and other social services in
their villages and the community. The returneesnfroverseas have contributed to
increasing the knowledge base on HIV and AIDS tglowarious organizations
working in Nepal. In the course of my HIV researthring the period July-November
2012, it was a privilege for me to be one of the eytnesses observing this reality.
Participants, after their return to their homeldmalve been transferring their knowledge
on HIV and AIDS to their illiterate village peopterough various organizations. Even
rural-urban migration within the country provideshtance to gain more knowledge on
family planning and reproductive health, as th&brnmation is more likely to be

available in the cities than in rural areas.
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Economy

A country’s economy is invariably associated withatt country’'s geographical
landscape, population situation and other prevaleslated socio-cultural factors
(Gurung, 1989; Karan, Ishii, & Ito, 1996; Subed@88). Most developing countries
with poor economic bases are facing problems oker HIV and AIDS epidemic.
Nepal, one of the least developed countries inmtbid, is no exception. The Nepalese
economy has always been handicapped by the facth@aountry is landlocked and,
within the country, the transportation system hasbeen as developed as it could be
due to the terraced slopes of the hills and thentamos. Implementing any government
programmes in the mountains and the hills has lig&oult due to the lack of good
transportation and communication services. Howewverecent times, several attempts
have been made to improve people’s lives througtreasing transportation and

communication facilities (Pun, 2013; Thapa, SeirG&bg, 2012).

To some extent in recent years, Nepal has beeressfot in reducing the poverty
prevalent in the country considerably. The countigs been predominantly an
agricultural economy for centuries. The agricultaeetor provides around one-third of
the country’s gross domestic product (Ministry ogdith and Population, 2012).
Remittance from overseas, people working in busirmesl services have contributed a
considerable proportion of the country’s domestiodpict. The declining trend of
engaging in the agricultural sector suggests peomald begin engaging in non-
agricultural areas which are known to reap morenme than the traditional ways of
agriculture. Even working in the agricultural sestopeople use modern fertilizers as
well as tractors in plain lands and grow more paotslthan during the previous period,

which has significantly increased their income. Thantry’s latest figures on Nepalese

30



people living below the poverty line is 23.8 pentgedown from 42 per cent in 1996,
which is a very positive result considering thdical political situation (Ministry for
Foreign Affairs of Finland, 2013; National Planni@pmmission, 2013). There has
been a paradoxical relationship with the conflicthe Maoist war (1996-2006) and the
remarkable progress in poverty reduction immedyadéler the peace process of 2006 in
Nepal. The paradox comes from the fact that pegeferally do not expect to improve

their socio-economic status significantly in a coyenduring any kind of war.

People’s better incomes and the seeking of infaomabn family planning and
reproductive health are closely interrelated irt thangry people first need to eat before
considering other things such as contraception @retall reproductive health. The
increasing levels of income either by engaging wdern agriculture sector, business,
services or remittances from migrants has givenpleemore spending money for
transportation costs and receiving information aboontraception (i.e., condoms)
which helps in avoiding HIV and AIDS. In comparistnthe previous period, Nepalese
people are paying much more attention to reprodediealth and family planning that
has reduced the fertility level to around replaceimevel. Also the level of knowledge
on HIV and AIDS has increased gradually. Aroundo8&cent of females and around 95
of males aged 15-49 years have heard of HIV andSAilDNepal (Ministry of Health

and Population, 2012).

Expansion of Transportation and Communication

Nepal has the highest mountains and hills in thddyand that has made it difficult to

construct roads everywhere in the country. Nevétise the government has realized
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that the overall development of the country ispadsible without connecting roads into
remote areas. This is exemplified by Nepal’'s dgwalent policies and programmes that
focus on transportation and communication. The ldgwveent of roads facilitates
agricultural products being sent to urban areasfroral areas with a growth of
agricultural products. That is why the Nepalese egoment has given priority to
construction of roads up to remote rural areashWitreased road construction, rural
people are able to send their agricultural produnttsthe cities in better ways than ever
before. The process of constructing roads has ralsde it easier to promote health
services in the rural areas. In comparison taegdarmes, rural people are more able to
receive information on family planning and HIV aAdDS (Ministry of Health and
Population, 2007, 2012). Of course, the expansidheoroad construction in the remote
rural areas has not only increased the incomebkeofural people but also has made it
much easier for them to receive information aboavetbpment activities. In the
lowlands of theterai areas of Nepal, there are better transportatiailitias in
comparison to higher country. After the 1990s pmdit movement, political parties
dedicated energy to construct and expand roadsemote areas using slogans like “let
us make our village by ourselves”, and budgetsbaiag provided directly to both
village development committees (VDCs) and munidigas. This has given the
villagers favourable impressions of developmentthWhe expansion of roads into
village areas, rural people are able to connedt thieir family, relatives and friends in
urban areas and their periphery and they are getthmore information about
reproductive health than in the previous periothalgh not all rural Nepalese people
are yet receiving adequate information deliveresnfithe centres (Ministry of Health

and Population, 2012).
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Modern means of communication provide the backbfameconveying information
about reproductive health, and HIV and AIDS fronmtcal to village levels. Modern
technological development, especially in the figll communication and internet
access, has expanded, not only in the urban atd@dsio in the rural areas at acceptable
levels in recent years after the people’s movem&ntl990 (i. e., multi-party
democracy). The 2011 census shows that aroundhindstof households have mobile
phones, including rural and urban areas of Nepah{(i@l Bureau of Statistics, 2012).
Internet access, basically still only in urban areand increased access to the telephone
and mobile phones even in rural areas, have mazsyt for people to find information
on prevention and treatment of HIV and AIDS. Thag also able to find new
information in such a country as Nepal where ctllesm works well regarding
updating and sharing of the latest information dx Bind AIDS to other PLHIV at least
within their own circle. Wireless internet servidesrural Nepal have been set up and
now interlink with the rest of the world. For exaepvery remote rural areas of hill
districts now have internet available thanks todfferts of a Nepalese scholar who has

studied abroad (Sein & Thapa, 2014).

Reproductive Health with an Integrative Approach

The concept of reproductive health was introduced Nepal in the early 1960s and
reproductive health policies and programmes wegz launched in an integrative way
such as: formal and informal education and reprobdeidealth; forest and reproductive
health; agricultural and reproductive health; andters on contraception such as “Two
Children, the Gifts of God”, “Let us use condomslavoid HIV and AIDS”, etc.
(Barker, Bird, Pradhan, & Shakya, 2007; Joshi, 1985 the first development plan

period, the Family Planning Association of Nepd® ) was established in 1959 with
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a view to reducing the birth rate after enhancimg knowledge, attitude and practices
on family planning services in the country (CenBakeau of Statistics, 1987). In each
development plan, reproductive health and righteeHaeen addressed with a view to
providing information and knowledge about familymhing and services to the general
population (Ministry of Health and Population, 2Q.1Although Nepal’s population was
not large, the population growth rate was highyeasing future population size and
growth during the period of the 1960s. Speculatinduture population and population
growth, the then king announced the family planmpnggramme in 1965 to reduce the
fertility rate, population growth and to manage plagion size in the country (Central
Bureau of Statistics, 1987). By the year 1986, &b qent of the total reproductive
population aged 15-49 years were contraceptivesugeter HIV diagnosis in four
persons in Nepal in 1988, the government and naeigonental organizations (NGOSs)
working in the field of family planning and repratdive health, such as the FPAN, also
started working in the field of HIV and AIDS, inaging information, education and
communication to people (Suvedi, 2006; Wasti, Siatdd) Randall, & Teijlingen,

2009).

The preliminary concept of information, educationdacommunication (IEC) was
developed and has been used primarily by healtnpls since the 1960s, initially in
the field of reproductive health and family plampi{Bista, 2003). The initial purpose of
IEC was to narrow the gap (as an unmet need) batire relatively high level of
knowledge of family planning and the low level ohgtice. This was expected to be
achieved through a combination of information arduaation (knowledge-based
activities), and communication (motivation-basedivitees) that were all geared

towards behaviour change. The contraceptive prevaleate is going up, being 50 per
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cent among currently married females of reprodectiges (15-49 years) in Nepal (60
per cent in urban areas and 48 per cent in rueasjrand the average fertility rate of a
couple in the country is not far away from the ageiment level, and this is much lower
(1.6 children per woman) in urban areas (MinistiyHealth and Population, 2012). The
increasing availability of IEC materials has helgpeple to understand the importance
of family planning services in birth spacing, bitbntrol and prevention of HIV and

AIDS to a greater extent.

2.3.3 Socio-cultural Transformation

I now turn back to Nepalese history for a discussid gender, caste and class as
important elements in Nepal's socio-cultural transfation: traditionally Nepal is a
male-dominated society in which women are ofteaté@ as second-class citizens in
both the household and in the public domain (Laeaeh Puri, Tamang, & Dulal, 2011,
United Nations, 1996). Rural Nepalese society nieigpally keeps women within the
four walls of their houses. These walls symbolizeaek of communication with the
modern world and little opportunity to enter intectsion-making processes. Likewise,
in Nepalese traditional practice, there are maur fraste groups, namely, the highest
rank Brahman followed by Kshetree, Vaishya, andr&uespectively. The lowest caste,
Sudra, is known as “untouchable” — those from whueaiter is not acceptable for higher
caste people (Dahal, 2003; Hofer, 2004; SubediQR0lhese distinctions categorized
the communities according to the hierarchy that tedhe practice of caste-based
untouchability and discrimination against the sehed caste as in some neighbouring
South Asian countries’ contexts (Jodhka & Shah,020As a result of the male-
dominated and caste-hierarchical society, womeons levels of education and the

continuation of traditionally and historically egpohed practices of social discrimination
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make their position difficult (United Nations, 199@nvolvement in childcare and
household work and the low economic status of womehe family, all result in low
levels of knowledge of reproduction, sexual behawviand contraception amongst

women (Furuta & Salway, 2006).

Likewise, lower-caste-and-class people are domihbjehigher-caste-and-class people
in Nepal, with ostracization occurring everywhere dociety. Considering the low
socio-economic status of girls and women generalty] especially when from lower
caste backgrounds, these people are more likebe teulnerable to HIV and AIDS in
Nepalese society (Smith-Estelle & Gruskin, 2003). the one hand, males with poor
socio-economic background who spend their livesiggants far away from their home
with a view to gaining better economic situations also more vulnerable to HIV and
AIDS (New Era, 2006; Poudel et al., 2004). Someemmaigrants transmit their HIV to
their partners after returning home. On the othardh a few people, especially those
with better economic situations are also engageslbstance use and multiple sexual
partners as part of their lifestyles, especiallyiban areas (Neupane & Mishra, 2014).
Going back to Nepal in thRanarule, even prior to 1951, very ridRanamales had
many wives in their palace. That legacy still remsain rich families even though the

marriage act is strictly monogamous in Nepal.

Although most of these situations described abdlleegist, especially in remote rural
Nepal, there have been tremendous improvementuicaéion since the introduction of
democracy in 1951 (Rachapaetayakom, 1988). The aconiNepalese people did not
have the opportunity to study until 1950 while tespotic and autocratiRanafamilies

held political power (Borgstrom, 1980; Lawoti, 2008he overall literacy rate of the
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country was only around 5 per cent of the totalytafon during theRanaregime until
1951 (Ministry of Health and Population, 2011). &ftdemocracy, the Nepalese
government focused on the expansion of educatioalfdNepalese people irrespective
of gender, caste and class throughout the coustmuaech as possibl@he latest census
of 2011 provides information that the overall lgey rate has increased in an
unprecedented way, and has reached 66 per cehtedbtal population, whereas the
literacy percentages for males and females are p&rlcent and 57.4 per cent
respectively (Central Bureau of Statistics, 2018)the Nepalese school curriculum,
courses on population and health are often compufso students. This has provided
the opportunity of studying about reproductive teafamily planning and HIV and
AIDS. The recent development plans have focussedformal education to eradicate
illiteracy for those people who have not yet bemedi from the opportunity for formal
education (Acharya, Yoshino, Jimba, & Wakai, 20&gbinson-Pant, 2000). At the
same time, they do have the opportunity to recaif@mation about family planning
and HIV and AIDS as NGOs and international non-gownental organizations
(INGOs) have multiple purposes in launching informducation programmes for both
young and old people. The NGOs and INGOs providenadge of reproductive health
with IEC approaches to the people who join in infal education where they have
opportunity to learn about HIV and AIDS and prevemtmeasures (Bista, 2003; Posner

et al., 2009; Thapa, 1997).

After the introduction of thé>anchayatsystem in Nepal in the early 1960s, the then
king declared that all people, irrespective of eastd gender, are equal, amending the
National Code in 1963 (Central Bureau of Statistict887). With an increase in the

level of education in the country, educated Nemalesople began to realise that all
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people are equal and that caste and gender-basedndnation was undesirable in
Nepalese society. The Maoist movement (especiatiinf1996 to 2006) helped to
reduce caste-based untouchability in most areatheys taught villagers about their
human rights; this was in contrast to the fact tinadlitional customs were favoured
only upper caste and rich people (Yami, 2007). Ryraople, especially those
marginalised by caste and class, were encourageectmme involved in the Maoist war
for equality with upper castes and higher claspfeem all social and economic aspects
of their lives. With the peace agreement betweerMhoist people and the government,
the main focus of development has been on lowdeeasd-class people and females,
bringing them into the development mainstream (Déwk2007; Yami, 2007). The
Interim Constitution provided for the precedencgoins for females and for lower caste
people (so-called untouchable). These activitieh® government have made it easier
for lower-caste people and females to be involvedievelopment activities, such as
education and health, and that has made receiafiogmation on reproductive health,
and HIV and AIDS easier as well. For example, im tburse of my data collection for
this research, | also interviewed so calledouchablecaste females who have been

working in the field of HIV for the last few years.

To narrow down the discrimination between varioastes and ethnic groups, the
Nepali government has recently promoted interecasirriage, providing a state fund
of Nepalese Rupees 100,000 (around $USD 1000) éninstalments over six months
as an incentive to a couple who marry with untobthacaste people (Sharma &
Rauniyar, 2010). There is now an increasing trenidter-caste marriage in Nepal that
is going to narrow the gap between lower- and uppste people in every aspect of

life. This government initiative has increased timportunities for lower- to interact
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with upper-caste people. These days, a marriagesémons of love is also one of the
normal conditions for getting married, especiaflyypunger generations irrespective of
caste and class. The aspirations of the youngesrggons and the government efforts
are similar and contribute to make all castes alases equal and to provide
development opportunities to all people equallye Thecent government efforts are
enabling people who are marginalised by gendetecaad marital status (widowhood)
to be brought into the mainstream of the countsy,pboviding marriage incentives,

educational scholarships, and job priorities.

2.4 Discussion

The Nepalese socio-economic and political system& tbeen undergoing transition
from a very conventional type of agrarian economg autocratic political system to
democratic norms and values. With the dawn of deawycin Nepal in 1951 and the
various democratic movements as mentioned in puevéections, the foundation of the
feudal patronage system has been gradually weakéltesl increasing number of
schools and colleges and the increasing awareseskih the general population has
meant that the feudal patronage system is nowaoweaward trend in Nepal. With the
success of the first democratic movement of Nef8BQ), the then king who was
previously above the constitution was under thestitution after the movement
(Whelpton, 2005). Later on, with the Maoist War,962006, and the second
democratic movement of 2006, these movements aesrtthe king from his palace.
Accordingly, the feudal system that prevailed imoaunities and societies is now being
gradually overthrown, replaced by the rights of goor and deprived castes and the
tribes of the country. The Nepal government hasmtg emphasised equity rather than

equality, which has benefitted marginalised andriged groups such as widows, and
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elderly people, by providing allowances and prpta females and lower caste people
in jobs and scholarships quota. Consequently, maarginalized people are benefitting
in terms of their livelihood and have paid attentto social and economic development
activities. With these circumstances, PLHIV haveaducive environment to integrate
into the mainstream of development activities tgitojobs and training. Thus, change
in the political system from autocracy to democrheg gradually created a conducive
political environment everywhere in favour of ma@ised communities, including

PLHIV.

The Nepalese socio-economic and political systemasbased on a philosophy that
assigns work division based on gender, caste as$ differently. It also affects the
level of education and working jobs differentlyNepalese society, though the country
has recently been declared as a secular couBtahmanpeople were assigned the
work of instructor agpandit (pries), Kshetreepeople as warrior and administrator,
Vaishyapeopleas trades and agricultur&@udrapeople as servants assisting the upper
caste people. Therefore the people’s work is assigmd understood differently on the
basis of their caste and ethnic tribes (Von Firamténdorf, 1957). The same types of
labour division are assigned by gender, with mdi@ag hard work outside the home,
working either in the farm or anywhere else to eaoney, and females working in the
kitchen and caring for children. Over time, theexeloped rich and poor people under
the labour division. The work of the rich peoplersed to be in higher class jobs and of
the poor people to be knowingly and unknowinglyjjawer class jobs. Similarly, there
are also labour differentials between literate/edied and illiterate people. The literate
and educated people hesitate to do the jobs uhkéartay lower class people (carrying

of loads, sweeping/cleaning as well as labour joli®)e class and educational

40



attainment etc., and their social interactionsofellon the same ways (intra-caste
marriage, social customs and so forth). The nomasvalues of gender, caste and class
have created visible power relations based on kb@earchical orders, such as, gender
based roles, caste based roles (including so ctdliechable and untouchable castes),
and rich and poor people’s working roles. Therals® a clear picture that the social
customs that prevailed in Nepalese society enalpeér class and upper castes to grasp
power. Therefore, there have been a number of rlgatosocio-political events in
Nepalese society as discussed above that haveednalter caste and class people to
benefit to some extent: the movement to democnacy©bl, multi-party democracy in

1990, and republic with multi-party system in 2@8@sland & Haug, 2011).

The caste, class, and gender roles assigned In ptiil®sophy, which were
interdependent on each other, are now diminishaligWing the demands of society.
The living standards of Nepalese people are inorgamd people are consuming more
and more facilities (Central Bureau of Statist8]11). Everyone seems to be involved
in work for better remuneration irrespective of jbk category - upper and lower level
jobs. In this situation, with their increased rermration, most people can cope with
modern demands of home and society. On the othst, maany people are not fully
convinced about the view that they stay in thegspnt employment just because “God
has put them there”. Therefore, people are now ngpvrom collectivism and
interdependence to independence. This appliesmiptfor caste and class but also for
gender as family structure is now drastically chagdrom extended family and joint
family to nuclear family. Even in the nuclear fagniith only husband, wife and their
children, if the husband and wife are not in thesaglace because of their job or study

or something else, their role cannot be assigniéerently. At present, people are trying
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to do everything independently within the home antside home. The changed pattern
of diminishing collectivism and interdependence weking well enough in Nepalese

societies irrespective of caste, class and gerdat;seems visible with an increasing
trend of modernization and urbanization. These soamd values of modernization and
urbanization are evident in PLHIV after previoublging stigmatised and discriminated

in family and society.

Although there have been socio-cultural transforomat associated with Nepalese
political history for various segments of Nepalesziety as discussed above, in
general, it still remains to examine the experisrmdow socio-economic status people.
In this study, one of the marginalised groups obpbe in Nepalese socio-cultural
settings is PLHIV whose experiences are likely trafiel experiences of people
marginalised by gender, caste, and class, in addith marginalisation by HIV and
AIDS. Therefore, this study must also considethi Nepalese context, the experience
of the marginalised group that PLHIV representsthpeople who have experienced the
socio-political changes in the country in termdhafse issues. After analysing the issues
of research participants, seen especially in chaagteen, and their experiences of socio-
economic transformations (see, particularly, chapgéght and nine), their experiences
are seen as imperative for describing the changngio-economic status of
marginalised people in general and of PLHIV in jgatar. It is necessary to see how
issues of gender, class and caste are intercomhextpecially when it comes to the

formation of policies, which | will discuss in Chiap Ten.
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2.5Conclusion

This chapter describes a complex, intertwined m®cbetween democratization,
development and socio-cultural transformation. Bpal, socio-cultural transformations
have been progressing as the processes of demzatiati and development gradually
proceed and strengthen over time. Two key aspdéasai-cultural transformation are
the movement from collectivism to individualism thre one hand, and its effects, both
facing economic constraints and creating a con@ueiwironment for socio-economic
empowerment on the other. PLHIV, especially womethaut economic supporters,
face both economic constraints and an opportumitgrigage in economic activities
outside the home — a result of changing socio-alltaiorms, and the value attached to
becoming independent, both economically and sqgciall addition, issues of HIV and
AIDS have been integrated gradually into governnfi@mily planning and reproductive
health policies and programmes since the discoeériilV in the country in 1988.
Other development activities such as the expansan transportation and
communication technology, empowerment of women amms of providing wider
education opportunities, expansion of HIV and Alk$wledge even from emigrant
returnees, have all made it easier to gradualligléaand manage HIV issues in the

country.
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Chapter Three: Literature Review

Chapter three reviews existing studies in the fiefdstigma, discrimination and
disruption of human needs associated with HIV franglobal perspective outside
Nepal, alongside studies in the context of Nephis Thapter also reviews those studies
undertaken in the field of HIV, especially in id#ytcrisis and identity transformation
from an outside country perspective. Likewise,lsibareviews existing studies on the
impacts of stigma, discrimination, and disrupti@saciated with HIV on identity issues
with a view to investigating the research gap Mepalese context. Finally, taking into
account the existing literature, an attempt is ntaderovide theoretical and conceptual

frameworks for contextualising the present studiyhaifocus on identity issues.

3.1ldentity Crisis and ldentity Transformation

3.1.1 Identity Crisis

There are number of misconceptions and a lack @wledge with regard to the
epidemic of HIV and AIDS that associate stigma disdrimination with the discovery
of HIV that also devalues the identity of PLHIV. &vthough the biological fact has
long been established that HIV is transmitted prilpahrough blood or sexual fluids,
there are still various misconceptions and ignagaaiocout HIV and AIDS. In much of
the world there is a misconception that HIV cariraasmitted by casual contact. In this
regard, previous studies have demonstrated thatcasntact such as hugging, kissing
on the cheek, shaking hands; sharing a bed, tbiéh or shower; and using the same
glasses and dishes does not lead to “catching” (JINESCO, 2005). However, people

are still fearful that HIV is transmitted throughmgle, daily interactions without the
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involvement of blood or body fluids. Casual contlilat shaking hands, kissing, eating
together with a PLHIV or sleeping in the same roasna PLHIV are frightening, not
only to the general population, but also to hepithrsonnel (Campbell & Waters, 1987;
Stangl, 2010). Consequently, there has been ae wkdevaluing PLHIV due to not
disseminating accurate HIV knowledge as it relatesdaily life. Thus, lack of
knowledge, and various misconceptions on HIV an®3l as well as not applying
theoretical knowledge to practical matters (suclnake case of health personnel) are

associated with identity issues in PLHIV in mosttpaf the world.

Many people view the identity of PLHIV as the résfl a personal choice of engaging
in “bad” practices such as homosexual behaviouramarital sexual behaviour, and
injecting drug use (Ekstrand, Bharat, Ramakrisi@&leylen, 2012; UNAIDS, 2013).
There exists a perception that when a person adstkV, it is due to his/her lifestyle.
These lifestyles are considered to be risky sexedlaviour with multiple partners,
male-to-male sexual activities, and drug-takingvétets sharing needles with HIV-
infected people. In many societies, these lifest@ee considered to be different from
cultural sexual norms and values. Therefore, peopldaracting HIV and AIDS are
associated with marginalized behaviours and groufsese behaviours, or the
conditions resulting from those behaviours, areegidifferent labels such as: “gay
plague”; “spread by sex workers”; “woman’s diseasebrought by “white men”;
“African disease”; or “disease of the poor” (JoIB010; Parker et al., 2002). Thus, the
already marginalized groups associated with thabel$ are further stigmatized with
HIV diagnosis and their identity has been spoiledhie eyes of family members, other

relatives and people living in their societies.
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HIV-related stigma is not only linked with margirssd groups in terms of
homosexuality, extramarital heterosexuality andgdase as mentioned above but is
also linked to gender and class. In a society whieeestatus of women in terms of
education and economic independency is low, HIYegarded as a disease of women
since HIV is considered to be the outcome of riekyerosexual behaviour. Likewise,
PLHIV are also stigmatised either due to class,thdrepoor or rich. People of lower
economic status, especially females, are often sactwf engaging in risky sexual
behaviours. On the other hand, in some contexésetiidemic has been characterized
by assumptions about the rich and about higher atthial attainment, and HIV is
often associated with affluent lifestyles (Joll¥1®). The affluent can spend money on
a variety of things, including sexual activitieskéwise people with higher education
often have the ability to earn money, and they alsend money on sexual behaviour
with multiple partners. There is also a belief thigh people are also involved in
affluent lifestyles involving the buying and usin§drugs. Thus, people with different
social status are viewed differently in their belty infected, from gender and class
perspectives (Parker et al., 2002). PLHIV are dhsicrated against by forms of social

isolation and rejection by their family and by wideciety (UNAIDS, 2005).

There are also institutional forms of stigma argtdmination in hospitals, work places
and schools. Health personnel can also play digtaitory roles in providing health
services to PLHIV. Regarding this, some of the igsidconducted in South Asia
(including Sub-Saharan Africa) demonstrate thatltheproviders’ attitudes towards
HIV positive individuals is not very much differefrom that of the general population
(Greeff et al., 2008). A study conducted among RLHil Bangladesh from March 2005

to May 2007 found that they are stigmatized, dmgrated against and viewed
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negatively, not only by the general population, &egn by health providers and hospital
staff who are connected to them (Ullah, 2011). Bbhedy demonstrates that an
overwhelming majority of health personnel such lagsgcians and nurses demonstrated
behaviours towards HIV-positive individuals thatreveliscriminatory. In this study of
Bangladesh, although the nurses and the physitiame the theoretical knowledge
about the routes of transmission, they did not seemwish to apply that knowledge
personally to their own situation. In another stadyried out in Thailand regarding the
attitudes of health personnel towards PLHIV, nur¢esdd the dominant social
perception that women living with HIV were perceaivas violators of gender norms,

and thus “guilty” victims (Chan, Rungpueng, & Readip, 2009).

As mentioned above, the various forms of HIV stigand discrimination have negative
effects on the quality of life experienced by PLH#¥d their networks (MacQuarrie,
Eckhaus, & Nyblade, 2009). HIV stigma and discriation discourage people from
getting tested for HIV, seeking medical care andiadoservices, disclosing to sex
partners, or learning how to prevent further traissian (MacQuarrie et al., 2009;
UNAIDS, 2010). Consequently, the stigma and negatigcrimination contribute to the
marginalization of minority population groups, iaasing their vulnerability to HIV,
which, in turn, exacerbates the original stigmatmaand discrimination (Parker et al.,
2002). Studies on HIV stigma in African countridsow that it leads to individual
outcomes such as internal self-devaluation, se&ition, lack of diagnosis disclosure,
and to discriminatory actions such as verbal angiphl abuse, avoidance, gossip, loss

of privacy, and medical mistreatment (Greeff & Met2007; Holzemer et al., 2007).
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Moreover, there are violations of human rights out® Asia although all people are
equal from a genuinely humanitarian perspectivear{@ 2010). There are many
contradictory examples from nominally humanitanmarspectives in many countries of
the world; these include travel restriction for AMHUNAIDS, 2010). This situation

has inhibited efforts to expand access to lifetsgulV prevention, treatment, care,

and support.

3.1.2 Identity Transformation

Although there are many negative aspects assoamthdHlV and AIDS documented
in the literature, increasing access to informatiad services in HIV and AIDS has led
to reduction in stigma and discrimination, and haproved the lives of PLHIV
(UNAIDS, 2005). PLHIV and many other stakeholdensernational organizations and
non-governmental organizations are actively workittg let people know more
(irrespective of HIV status) about HIV and AIDS. Asresult, PLHIV are, in some
cases, experiencing improved identity after HIVvergion and treatment programmes
as well as some reduction in HIV stigma and disecration. These are some of the
positive experiences of PLHIV as illustrated frofiVHesearch in countries outside the

Nepalese context.

After this brief review of HIV and its related stig, discrimination and disruption of
human needs in the global context, including SoAia, this study is now directed
towards a review of HIV in terms of identity traoshation from spoiled identity to
reconstruction identity. PLHIV have an undesiredsgession” that can be referred to
as “ownership”. For the PLHIV, the HIV virus is amdesired possession. They often

accept this ownership over time. Despite the ikneSHIV, individuals can undergo a
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transformation process from spoiled identity in efhipeople report having a deep
feeling of detachment, and proceed to acceptandbeif iliness, and then to feeling
empowered and in control of their HIV status andirthives. This process is very
complex and non-linear as it involves many itemgprogressions in identity transition
(Whitehead, 2006). Those HIV-status people with@erpositive path are those who
focus on their new lives without thinking about witiaey have lost. In the process of
identity transition, the PLHIV rework, negotiatedatransform their roles, actions and
behaviours through their active engagement withpsttpmechanisms (Tsarenko &
Polonsky, 2011). One study carried out concernimgngry prevention research
demonstrates that there are two ways of prevenitil infection: by scaling up

education and testing, and by continued stigmaatesiu (Hendriksen et al., 2011).
According to this study, doctors and NGOs workinghwHIV and AIDS do an

excellent job educating newly diagnosed individuatsout routes of transmission,

condom use and behaviour change.

In an attempt to understand how PLHIV challenggcte or integrate a stigmatized
identity, researchers have explored common streedefyir coping with stigma. These
coping strategies fall into two general categorggma avoidance and stigma control
(Stangl, 2010). Linking with the view given by Gofén (1963) on the impact of stigma
in the construction of a spoiled identity, Liampuung, Haritavorn, and Kiatying-
Angsulee (2009) explain that the identity of PLHB/constantly changing. HIV-related
stigmatization and discrimination can be reconcaed within a broader social,
cultural, political, and economic framework ratllean as individual processes (Parker
et al., 2002). Regarding the identity of PLHIV, yhstate that “social actors, on the

basis of whatever cultural materials are availdbleghem, build a new identity that
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redefines their position in society and, by so dpiseek the transformation of overall

social structure” (Parker & Aggleton, 2003, p. 19).

PLHIV manage stigma and discrimination carefullghndifferent strategies, especially
with some concealment and control and both volyntard involuntary disclosure.
They disclose their HIV diagnosis, depending orrtbareful consideration of expected
results and reactions (Poindexter, 2010). In tagard, Norman, Chopra, and Kadiyala
(2007), in a South African study, found that H\&édbsure was a carefully managed,
cost-benefit process. One finding in this studihat there are various steps, including a
psychological analysis regarding who to tell infiiaafter discovering of one’s HIV
status. The steps are, basically, feeling pressuaecess medical treatment or social
services, testing potential reactions from familgmbers, full disclosure to one’s
network (circle of PLHIV), and active disclosure @t of activism, education, or care
of other PLHIV. Thus, HIV disclosure can perhapsubéeerstood in various categories
with some concealment and control, and with volgnt@and involuntary disclosure

(Obermeyer, Baijal, & Pegurri, 2011).

Tajfel and Turner (1979), writing with regard tocgd identity theory, identify three
variables contributing to the emergence of in-grdagouritism. In this respect,
individuals firstly identify with an in-group to tarnalize that group membership as an
aspect of their self-concept. Secondly, the prenagilcontext provides ground for
comparison between groups. Thirdly, there is thegreed relevance of the comparison
group, which itself is shaped by the relative stadfi the in-group. In social identity

theory, individuals are likely to display favousitn to the in-group when that in-group
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is central to their self-definition. This theorynsaders that group membership creates
self-categorization and enhancement in ways thaetuiathe in-group at the expense of
the out-group. After being categorized with a graupmbership, individuals seek to
achieve positive self-esteem by positively différ@mg their in-group from a
comparison with an out-group. In relation to HIVfaation, social stigma includes
prejudice and discrimination directed at persortbeei perceived to be or actually
infected with HIV, and the social groups (out-greuvith whom they are associated

(Rohleder & Gibson, 2006; Sontag, 1991; Tsarenkéofonsky, 2011).

3.2HIV Issues in Nepal

Earlier studies undertaken in the field of HIV fautihat Nepalese people perceive HIV
differently (Beine, 2002; Mukherjee, 2014). HIV adten culturally perceived as the
outcome of previous lifestyles, especially extratalrsexual behaviour which goes
beyond Nepalese socio-cultural norms and valueshig context, HIV is associated
with engaging in extramarital sexual behavioury fefaHIV transmission from a PLHIV
as well as negative feelings toward the “bad pérsorLikewise, HIV is also
synonymously perceived as the “Mumbai disease”llpcaspecially in western Nepal.
That term symbolises a disease being brought bpd¥dpalese who return home after
spending a few months or years in Mumbai, IndiaKMarjee, 2014; Nepal, 2007). The
literal meaning of this term is that there are sopteces in Nepal, especially the
economically poorer western regions, where manyanigworkers travel to India for
(mostly) seasonal jobs and a few people among ttegny HIV when they return home.
The expression Mumbai disease is often also jastifiy the fact that Nepalese people
returning from Mumbai were more often HIV infectdthn the people returning from

anywhere else in India — a research finding frostualy conducted among Nepalese

52



emigrants living with HIV (Nepal, 2007). People WitV going anywhere else in

India are now also considered as having Mumbaiadise especially in a western
Nepalese context (Nepal, 2007). The expression Murdisease leads to fear in the
people hearing the term, and this fuels the stigme discrimination associated with

HIV.

As mentioned above, HIV creates denial and rejactesponses from individual to
institutional levels because of the fear of HIVinsmission Blame is laid for presumed
extramarital sexual behaviour as well as hatrecatdw/the infected person, who is then
considered to be a bad person (Beine, 2002; N&fbss, 2010). Therefore, PLHIV
often deny that they have been HIV diagnosed, ater Ideny their own roles in
becoming HIV diagnosed. Similarly, community peo@ed people working in
institutions, even health institutions such as hakptaff, often refuse to provide health
services, to the extent of not giving admission RtuHIV. The reasons for denial are
possibly related to a lack of proper knowledge atibe mode of HIV transmission or

misconceptions about the transmission (Nepal & R23%0).

HIV-related stigma and associated discriminatioe prevalent in Nepal. A study
conducted in Nepal by Family Health Internation&gdl revealed that PLHIV were
ostracized from home; they were not introduceduests or invited to any ceremonies.
This is possibly due to the fear of losing familgnlour and social respect (Family
Health International, 2004). Many people in Nepalgeive HIV and AIDS as a result
of bad karma (Beine, 2002). Findings from earlesearch work in Nepal, as in other
countries of South Asia, demonstrate that healtegmmel also view PLHIV negatively
as they are also guided by cultural norms and gallwahat & Eller, 2009). It is
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reported that HIV-infected people lose social asdnemic opportunities compared

with the general population (Family Health Interoasl, 2004).

Further deepening the issue of HIV stigma and oisoation, females face more
discrimination than their male counterparts (Fantlgalth International, 2004). The
females living with HIV are more stigmatised andgadiminated against, as family
members support males more than female membersefMah et al., 2007; Stangl,
2010). This is closely linked with gender inequalih Nepalese society. Moreover,
poverty contributes to the increase of HIV stignoavdard women, as HIV-infected
women are often stereotyped as having contract¥dtiibugh extra-sexual behaviours
(Wilson, Pant, Comfort, & Ekstrand, 2011). Even esdiving with HIV stigmatise and
discriminate against their female counterparts ianyn ways (Family Planning
Association of Nepal, 2011). There is a gender g@th greater stigma and
discrimination experienced by females than maleker& is a prevalent gender
inequality, and poverty has contributed to theease of HIV stigma in women (Family
Health International, 2004). Women with HIV are ittkdd, and their HIV is
automatically assumed to have been contractedghroumoral sexual activities, even
if the actual route of transmission is differenhefe are significant differences in the
support provided to HIV-infected men and women (Baiealth International, 2004 ;

Nepal & Ross, 2010).

Aryal et al. (2011) accomplished a study on HIV &I®S prevalence in the Pokhara
Valley. This study showed that the problems of eooic hardships for many PLHIV
are more serious than HIV itself, including disdnation and social stigma. Most
PLHIV in this study expressed that social stignaitsy is minor compared with
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financial problems. Failing to manage medical exsgsnh house rent, children’s tuition
fees and daily meals are big problems among PLHINey also faced family and
societal stigma and discrimination after their HIMgnosis. Some PLHIV experienced
loneliness, insomnia, mental tension, and thoughw®iicide after their HIV diagnosis.
They were also afraid of how family and society Wodiscriminate against them once
the family and the society came to know about th#\/-positive status. In the case of
women, a few of their husbands divorced them becafigheir HIV-positive status.
Some women living with HIV expressed that societggised untouchability after the
death of their husbands due to AIDS. Some PLHIV ew@ot able to work
collaboratively with other societal members, argirtichildren were not allowed to play
with the children of HIV-negative people in theocgal groups. A number of PLHIV
were also sacked from their jobs after their boss@se to know about their employees’
positive status, which further aggravated theimecoic condition. This forced them to
change their occupation as well, and to do bluacgbs working physically, despite

their HIV status.

Although stigma and discrimination associated wktly are prevalent in Nepal as
mentioned above, some PLHIV now have feelings afigally decreasing stigma and
discrimination in regard to their families and sigi This has become possible, it is
argued, through the efforts of organizations wagkin the field of HIV stigma and
discrimination-reduction programmes. It is arguablgt after there has been education
on HIV knowledge, stigma and discrimination througjipport groups, PLHIV have
found their socially perceived stigma and discriation has decreased. It is suggested
that both interpersonal and personalised approdunes also been more supportive in

lessening their stigma and discrimination. The Wdshnk (2010, p. 161) states that
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HIV stigma and discrimination have decreased gridgliraNepal with efforts made by

various organizations working in the field:
The project staff [HIV support group] reported tlhias more personalized
approach led to reductions in the incidences otrofisnation toward
PLHIV. For example, PLHIV made fewer reports ofrigeprevented from
using public taps, from sharing food with their fhes at home, and from
participating in social events. Also, a large ims® has occurred in the
number of clients coming for voluntary counselliagd testing since the

outreach efforts began.

The overwhelming majority of participants intervieavin a study undertaken in the
Pokhara Valley found that self-esteem and hopeHerr future life was increased by
gaining knowledge about HIV and its treatment (Arga al.,, 2011). Coming into
contact with other PLHIV, and sharing their stone@gh them, helped them understand
that life can be extended largely by anti-retraviteugs (ARV). Some PLHIV have
expressed that HIV is “nothing”, as they can ligeHdV-negative people do by getting
support from various organizations, and death tsnearer despite what they thought
when they were first HIV diagnosed (Aryal et al012). Some hope that, after some
years, medicine will provide a complete cure, antl when their life can be extended
by ARV. The matter of concern with HIV is takingreaof their own health, practising
good sanitation, concentrating on nutritious fo@ig] being active in normal activities.
Many PLHIV are happy being in a network of newids, working for the betterment
of other PLHIV through the supporting organizatiomsrking in the field. Some
PLHIV claim that they would have died if they haeel infected with diseases other

than HIV infection. This suggests that HIV is nokiding disease, but it is a warning
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against taking risky sexual behaviour, and shaniegdles for drug use. It is believed
by some that whoever limits such behaviours andtiges healthy living, can extend

their life, even after HIV infection.

Many initiatives undertaken by the Nepal governmigane played important roles in
decreasing HIV stigma and reduction programmes estioned above, together with a
reduction in new HIV infections in recent years {iNaal Centre for AIDS and STD

Control, 2013a, 2013b). Since the mid-1990s whenrethvere increasing levels of new
HIV infection in Nepal, numerous initiatives haveen undertaken to address HIV
issues. In 1995, a national HIV/AIDS policy was ersid to work with HIV and AIDS

in the country. The National Centre for AIDS andC5Tontrol has been conducting
Integrated Bio-behavioural and Surveillance Sury@B8S) at planned intervals since
2002. The surveys have been focused on high-rislupg; especially among injecting
drug users, men having sex with men, and migrant2002, the National AIDS

Council (NAC) was established to raise the profifeHIV and AIDS in Nepal. The

NAC was intended to set overall policy, lead highdl advocacy, and provide overall
guidance and direction to the national HIV and Alpi®gramme. The National HIV

and AIDS Strategy 2011-2016 was developed to coetifie best practices from the
previous strategies and innovate new strategieslelm with the changing global
scenario and the epidemic itself. The current mafiélV and AIDS strategies (2011 to
2016) focus on a prevention to treatment care amghat continuum as well as on
integration of HIV services into the public headtystem (National Centre for AIDS and

STD Control, 2011b).
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Nepal has gradually made progress in the field bf, bspecially in HIV prevention
and treatment, together with the introduction af #PTCT service. HIV prevalence
began declining in Nepal after the launch of araive HIV prevention programme,
particularly among key high-risk population grougpgch as IDUs, and female sex
workers and their clients. The adult {49) HIV prevalence is trending downwards, and
is much lower in 2011 than the previous figure (blzl Centre for AIDS and STD
Control, 2011b). A PPTCT service has been availalileough its coverage is not as
wide as it needs to be in Nepal. This service wégied in 2005 (Ministry of Health
and Population, 2011). Although many people dohave knowledge about the PPTCT
service in the country, awareness of it in peodlaeproductive ages is gradually
increasing. Some PLHIV (10 per cent of total woméro are pregnant) have received
antiretroviral prophylaxis with a view to reducimjV transmission from mother to
child during the pregnancy period (Family PlanniAgsociation of Nepal, 2011;
Ministry of Health and Population, 2012). In adaoiitj community-based PPTCT model
has begun recently in a remote district (Achhamictviis one of the HIV high-burden
districts (National Centre for AIDS and STD Conird@012). Community-level
volunteers have been trained to refer people todAP3ervices in their communities
with a view to facilitating help for needy pregnambmen. If either husband or wife is
HIV positive, the couple may have an HIV-negativabyp through the precaution of
using a condom when having sex most of the timenture safety from the partner’s
HIV infection. When a couple want a baby they caacpse by not using a condom
when trying to have HIV-negative baby (taking & ngith the possibility of the HIV-
negative partner being HIV positive) at the midipeérof the menstruation cycle by
applying the PPTCT practice as recommended by dactdhis period of the

menstruation cycle has a high chance of concei@imggote in the female during sexual
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intercourse. Even if husband and wife are HIV pesjtthey can have HIV-negative
baby by using the PPTCT intervention (National @erior AIDS and STD Control,

2011c).

There is very limited research on the impact ot and discrimination from the
perspective of identity. Although some studies aemtity shift from one stage (spoiled)
to another (identity reconstruction) have been ua#ten, they are mostly oriented to
African contexts. Studies in South Asian contexselly consider the issue from the
identity perspective of PLHIV, but rather from tperspective of the epidemiological
facts of HIV and AIDS, levels and trends over tlastpyears. Although there are some
studies on stigma and discrimination associateth Wi/ in South Asian and Nepal
contexts using a qualitative approach, they haceded mainly on overall pictures of
such events rather than the segregating natuteosétevents by gender, marital status,
caste and class. It is contended that the facteist HIV stigma and discrimination
are all associated with social and cultural pemspes connected with extra-marital
sexual behaviour and drug usage. With this in milnid, study intends to investigate the
hidden roots of HIV stigma and discrimination irmidy and society. In spite of the
great efforts in HIV prevention and enabling accéssHIV treatment along with
awareness of HIV knowledge made by government amdgovernment organizations
in Nepal, there is still not any study done to stigate the present experience of
PLHIV. Furthermore, this study uses qualitativeesesh to look at identity shifts, if
any, along with changes in their family and sodistgma and discrimination. The
PLHIV Stigma Index on Nepal recommended this ingasion be carried out (Family
Planning Association of Nepal, 2011); this study @nsistent with that

recommendation.
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3.3Goffman’s Theoretical Framework

This study follows a theoretical framework basedGwmifman’s work on stigma and its
strategic management. It focuses on the impactfamily and social stigma and
discrimination on identity issues. Goffman’s thema framework is still important in
the field of stigma (Franco, 2007) even thoughftamework was developed before the
discovery of HIV. His framework considers how agmer can be either discreditable or
discredited; how the person feels self-hate, selfation, and depression; how the
person passes information to a variety of sociaugs with the use of information
control mechanisms; and how the stigmatized pedsmelops his/her identity through
himself/herself, family and social groups (Burn892; Franco, 2007). Accordingly, this
study follows Goffman’s stigma framework in relatito the interaction between people

stigmatized with HIV and their counterparts, sogiaups.

Goffman (1963) defines stigma as a relationshigl@faluation in which a person is
disqualified from full acceptance in a society; sequently the person is socially
discounted. As he said, stigma can relate to phlysic character “deformities”, or
membership of a “marginal” social group. HIV infiect is related to the criteria he
mentions. The stated purpose of the present stuttylook at identity transition caused
by HIV and AIDS in relation to reconstruction ofeitity from the perspective of how
PLHIV are stigmatized and labelled as those whe@ss some undesired deviance and
difference, suggesting what Goffman (1963) ternfspiled identity”. According to
Goffman’s stigma framework, as given above, thgnsétized persons (HIV-infected

persons in this study) can use the following sgig&in managing their identity:

a) Socialization of personal identity and inforroatcontrol;

b) “Passing”; and
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c) Group alignment.

Goffman describes the socialization of the persataitity of a stigmatized person as a
process of “information control”. The discreditabperson manages information,
continually judging whether or not to reveal thsfigmatic quality. The information
control relates to the management of signs and sigr(bovering up) that carry social
information. Others who share the same stigma cavige instruction on the “tricks of
the trade”: how to navigate through society asszréditable person; a social sphere

within which to feel “normal” (Franco, 2007).

“Passing” is a central concept developed by Goffnvamch he uses to help describe
information control. This refers to when a persoithwa stigmatic quality manages
information so that they can partly, or fully, “@asas normal. The stigmatized people
continually assess who does, or does not, knowtaheir “secret”. People possessing
stigmatic qualities frequently live biographicakdontinuities, as they live double lives
— normal with themselves and different with othefrs stigmatize them (Burns, 1992;
Goffman, 1963). Passers draw on several informatnirol strategies. These can
include the concealment of stigmatic symbols, saglcovering up or removing special
devices. Family members can create a protectiveubapn the home where the person
will feel accepted as normal and may be able ®ilivignorance of their deviance from

other people and the difficult social challengest the ahead.

The stigmatized persons may be involved in thein aywoup of people with same
disease; and they can acquire skills for handlidyiaterpreting their lives as normal so
that they do not undermine themselves (Franco, 20lYey discover that they will
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have more “pleasant” social interactions if theyrgizalize their feelings and self-
expression and adapt themselves to the social vedwise group. The relationship of
the stigmatized with normal society highlights thdeviation from societal norms.
Consequently, the stigmatized manage their so@saladce against what is normal,
alienating themselves from the community that ugbdhe stigmatizing norms, or
employing a variety of passing techniques to manaf@mation and their status

among both the stigmatized and other populationsn& 1992).

3.4 Conceptual Framework

The conceptual framework of this study follows gtegma in relation to PLHIV as
outlined by Goffman’s stigma and management stiaseip his theoretical framework
in relation to social stigma. In addition, my studyso considers a conceptual
framework provided by Parker et al. that “S & Digeta and discrimination] are social
processes and that, consequently, S & D can bstedsand challenged by social
action” (Parker et al., 2002, p. 9). Accordinghetframework, HIV-related stigma and
discrimination are not limited to individuals asstatic form: rather these are socially
constructed phenomena that can be resisted byl sopports. It follows that the stigma
and discrimination displayed against PLHIV can ééuced by the collective efforts of

family, community and institutions.

As stated in the special session on AIDS to th¥ 48ssion of the United Nations
General Assembly Special Session (UNGASS) in 188te are three phases of HIV

epidemics:

a) The epidemic of Human Immunodeficiency Virus\(HIHIV is a particular
type of virus, a lentivirus that causes Acquirednlomodeficiency Syndrome,
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AIDS. In the initial stage, HIV infection is asymngpnatic; and people may feel
healthy for many years. However, they can transtiné virus to others,
especially through bodily fluids, such as semenvayginal secretions (Smith,

1998).

b) The epidemic of AIDS: The last stage of HIV itien is AIDS, which is
diagnosed only when the immune system has beengiahiay the HIV virus

(Wachs, 2005).

c) The epidemic of social, cultural, economic arditigcal reaction to AIDS:
The third phase is worldwide and is “as centrati® global AIDS challenge as
the disease itself” (Mann, 1988, p. 131) and isneated with the first two

phases.

With regard to stigma and discrimination as stateithe UNGASS on AIDS to the 2%
session as mentioned above at c), Sontag (199101). mentions that AIDS and its
metaphor, compared with cancer, emerged as a dis@asse charge of stigmatization,
whose capacity to create spoiled identity, is f@ater’. Most studies demonstrate that
marginalized groups are further marginalized inmkerof the vicious circle of
stigmatization and discrimination as they are agsuito have HIV and AIDS (National
Centre for AIDS and STD Control, 2010). This studygues that further
marginalization is questionable if individual, fdypicommunity and societal efforts,
and the support network of PLHIV all actively wadrkevery aspect of their lives, such
as in reducing stigma and discrimination. Impotgreéfforts can be made in reducing

family and social stigma and discrimination throulgéalth counselling, increasing
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discourses on HIV and AIDS, and conducting prograsrm favour of their needs

through community based organizations (CBOs), NGDd,INGOs.

In the Nepalese context, the epidemic of HIV stigamal discrimination as well as
identity status is a central issue for PLHIV as ynBhHIV do not readily disclose their

HIV status. This has resulted in a hindrance ofeasdo HIV information, care and
support in PLHIV. This study is thus directed todsthe identification of major factors
that lead to social stigma and discrimination itatien to HIV and AIDS, and the

impacts of those factors on their identity basedhair lived experiences. Importantly,
this study aims to look at the situation of PLHIWarious stages of identity. On HIV
diagnosis their identity is often presumed to beilsd. Their identity then progresses
through a transitional identity stage, to a recatséd identity according to some of the
studies in other countries’ contexts as revieweavab However, there is a dearth of

studies on HIV with various stages of identity depenent in Nepal.

To place this study in perspective, it is importémtnote that, as reviewed in earlier
studies in the context of a few other countriesardimg stigma, discrimination and
identity reconstruction, there is a general framdgwaf interactions between various
factors after HIV diagnosis. There isdavelopment of identityy PLHIV, depending
upon personal factors, family background, rural amdan community and societal
structures, support given by organizations andnsesef spirituality in PLHIV and in

their families (see the contextual factors listedrigure 1 below).
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Figure 1. Conceptual Framework for the Study of Identity Development in Nepal
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Conceptual Framework Developed by Author

This study intends to examine the contextual factehnich influence how PLHIV feel
about their identity crisis and how they recondttheir identity. Among the contextual
factors, personal factors may include gender rateghe family (from economic
perspectives); the interpersonal capacity of a RLKdr convincing his/her family
members about who is responsible in being HIV it@dcthe empathetic capacity of
one’s family; and the availability of economic sopgers. Other factors may include
whether any family members are exposed to knowledigeit HIV and AIDS as well as
community and societal structures such as placgesafience (whether rural or urban),
and whether or not knowledge about HIV and AID$rsvided to HIV-negative people

as well as the PLHIV. Furthermore, the support gfaaizations may also play an
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important role in assisting PLHIV. Such support€lude HIV counselling, HIV

treatment and empowerment through the provisiomf@irmal education and help in
seeking jds. Similarly, spirituality may also have a suppastirole for an individual

and in his/her family, enhancing harmony in the ifgnand in society as a whole.
Indeed, all these factors often interconnect wabheother. If such family and societal
supports are absent, this can lead to spoiled itgiegmid negative behaviour towards
PLHIV. On the other hand, availability of these gogis can greatly assist in the
formation of transitional and reconstructed idesit and can lead to the PLHIV not

even going through a spoiled identity experience.

Furthermore, as we have seen, especially in restedies, an individual’s resilience,

family and societal supports, and support of orzgtions can change one’s spoiled
identity into transitional identity, and then franansitional identity into a reconstructed
identity. This study aims to explore how and whgrsttized Nepalese PLHIV remain

in the position of spoiled identity and thereaftehether they are able to reconstruct
their identity in the Nepalese context or not, givkeir personal and contextual factors.
From the conceptual framework, an attempt is madedévelop a proposed

reconstruction of identity model with detailed an@lal factors that lead to a spoiled
identity as well as the factors that lead to tramsal and reconstructed identity (see
Chapter Nine). This study utilizes a qualitativee@rch methodology for data collection
and data analysis, with a view to achieving theaesh objectives and finding answers

to the research questions identified in Chapter.One
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3.5Conclusion

This literature review has found that in studies iV stigma, discrimination and
disruption of human needs, as well as identityassaf PLHIV, there is a dearth of HIV
studies on identity issues, particularly with refeze to transitional and reconstructed
identity stages. Therefore, this study is importaith regard to identity issues in Nepal,
as well as in South Asian contexts. To bridge timeent research gap, this study utilises
a gualitative research methodology, keeping in ntdadfman’s stigma theory. Based
on the existing literature review on identity issugnd identity reconstruction, and
taking into account the contextual background op#&ethe author has proposed a
conceptual framework for conceptualising the staahyl the progression of identity

development in PLHIV.
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Chapter Four: Research Methodology

The consideration of methodology is divided int@tparts, research methodology and
reflective methodology. Chapter four deals witk first part, research methodology.
This includes epistemological understandings ofrésearcher in the particular area of
study, qualitative research, research design, bedntethods of data collection and
analysis used in this research. This chapter alptaims the process of ethical approval,
data transcription, translation and data managermepre- and post- data collection
phases. | discuss the research concerns that umaedp my methodology. The

particular emphasis in this chapter is on how | aggd procedures for collecting data

from PLHIV, after receiving approvals from the ned@t institutions and organizations.

4.1 Epistemological Understandings of the Researcher

This section briefly addresses my epistemologicarspectives, especially my
understandings of PLHIV in relation to their idéytreconstruction and conceptual
framework (Figure 1). These perspectives are deeelan light of my experiences of
people living with HIV and AIDS, and my understamgs of Nepalese socio-cultural
transformations. It is my research purpose andarebequestions, together with my
understanding of experiences of PLHIV from my poe HIV research, which led to
the development of my conceptual framework (Figlisewhich was set out in Chapter

Three.

In qualitative research a researcher sets out sothe preliminary ideas and his/her
own blend of epistemologies and procedures, basekissther own understandings in

the particular area of research without knowingctlyavhere the research findings will
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lead (Miles & Huberman, 1984). The researcher Isritg the task a philosophical
outlook on how knowledge is acquired in his/hefdfi€Tolich & Davidson, 1998). In
this context, | developed a conceptual frameworigyfe 1) based on an inductive
research approach. In this study, | proposed tdysthe experiences of PLHIV,
especially how they move from one stage of ideriitgnother. In this way | hoped to
gain an understanding of havansitionsstart and proceed, and the interplaying factors
inherent in these phenomena. In my previous H\éaesh (Aryal et al., 2011), the
lived experiences of research participants werereshavia semi-structured
guestionnaires involving both qualitative and quative data. | found that their lived
experiences with HIV and AIDS changed with timeexsally in terms of their feelings
before and after HIV counselling and treatment @rgt al., 2011). In this previous
study, their feelings about living with HIV and Afbimproved after HIV counselling
and treatment. It became clear that PLHIV carstdsiV stigma and discrimination if
family and their social network play supportivee®kowards them (Parker et al., 2002).
Since the discovery of HIV and AIDS, internationaftional and community based
organizations have been playing supportive, if endéd, roles in HIV counselling and
treatment, and providing advocacy against HIV stigamd discrimination (UNESCO,

2005; UNAIDS, 2010, 2013; Ministry of Health andgedation, 2012).

As discussed in Chapter Two, Nepalese society rssidifferent roles and
responsibilities, and hierarchical positions acoagdto gender, caste, and class. For
example, there are hierarchical positions in mal@ f@male gender, as well as within
gender; for instance, women who have a husbandybegher, and widows lower
(Uprety & Adhikari, 2009; Yami, 2007). These ranygnbased on gender, marital

status, caste and class have been changing casliglar Nepal since the movements
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to multi-party democracy and the Maoist War. Nepalpeople have been experiencing
gradual socio-cultural transformation in recentrgeaAn impetus to this study was
provided by recent socio-political changes in Nepatluding the government’'s
increased focus on marginalised groups of peoples@ intersecting phenomena, my
previous experience in research with PLHIV, and tiignamic socio-cultural
transformation of Nepal, have led to my own epigilmical standpoint in this
research. The development of my conceptual framewas enhanced by the literature
on identity reconstruction and various processdadaftity incorporation (see Parker et
al., 2002, Whitehead, 2006; Baumgartner, 2007; éidar & Polonsky, 2011,

Hendriksen et al., 2011).

4.2 Qualitative Research
Qualitative research is often employed to answer ‘hwhy and how” of human

behaviour and experience that is difficult to obtdirough quantitative methods of data
collection and analysis (Bryman, 2012). Therefdhgs method is often used in the
context of exploratory studies, where little is fWwmabout a subject or phenomenon
(Silverman, 2004). Nevertheless, some methodsnare conducive to certain types of
qualitative inquiry than others. In this study, was expected that subjective
understandings would emerge which would allow nameplete insights into people’s

experiences of living with HIV. These insights egethrough the provision of greater
detail and rich descriptions, rather than merelyaiming data through participants

ticking a box or choosing their response on a siceéequestionnaire (Silverman, 2004;
Smith, 2003). In this study, | engage in an intetipe and meaning-making process in
relation to the experiences of research particgamhis means that this study is

oriented to often dynamic local settings, and aptesnto make sense of, or interpret the
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phenomena in terms of the meanings people thenssdiviag to them (Taylor &
Bogdan, 1998). The intent is to generate knowldtge is faithful to human activities
as a way to enable me to deepen my understandiriigjeoéxperiences of Nepalese

PLHIV.

The research area of HIV and AIDS is regarded senaitive topic in Nepalese cultural
settings (Beine, 2002). It is sensitive because k\understood as the outcome of
activities related to homosexuality, sexual “misbgbur’” and substance use that are
outside of mainstream social norms and values ipaNeé\s a result, there is a greater
than usual risk of stigma and discrimination forH!/, and even for service providers
and researchers working in the field of HIV in Negaamily Health International,
2004). Considering these risks, | deliberately gote#d all research participants,
organisations and stakeholders working in thigdfi®y maintaining confidentiality and

using pseudonyms in the processes of data colled@imalysis and reporting.

4.3Research Design, Field Plans and Procedures

4.3.1 Research Design
My inductive approach and conceptual framework ssitated the development of

semi-structured questionnaires, addressing my m&seabjectives and research
guestions. My own previous research understandifighe lives of PLHIV, together
with the conceptual framework, suggested a termatwder in which interview
guestions should be presented, with certain baséstipns being addressed to each
participant. Commenting on semi-structured questi@hank (2006, p. 50) states that
“a semistructured interview allows the intervievgame latitude in how questions are

asked, and in what order, but it is still the cts# all interviewees are asked the same
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basic questions”. Following Miles and Huberman @98he conceptual framework
that guides the present research grows from myiquswesearch with PLHIV, my

subjective experience of Nepal culture and Nepakesss of interacting socially.

Thematic analysis is widely used in qualitativeegesh methodology (Braun & Clarke,
2006). This method was chosen for this study because ekss¢éo understand and
describe how people (PLHIV in this study) feelnthiand behave within a particular
context (Bryman, 2012; Guest, MacQueen, & Namey220Themes are derived from
data relative to a specific research question. hemiatic analysis, semi-structured
questionnaires guide the conversations with rebegarticipants, which enable a
researcher to ask further clarifying questionsxpl@e particular themes more deeply
(Wengraf, 2001). In developing questions (intervigshedule), | paid attention to the
purposes of this research, research questionangrabnceptual framework. The semi-
structured interviews would also, | hoped, be dkliest to participants, because it
would allow them an opportunity to seek and artitelldeeper understandings of their
own experiences in a very literal language (Gillh@®00; Ritchie & Lewis, 2003). In

this way, | expected that every interested paicipcould not only understand my
questions at the time of each interview, but peshapprove their understandings of

their own experiences.

In order to dig out deeper understandings of Ipegiences of people, a researcher
needs to follow an appropriate sample size, dasigrihe sampling method, and
appropriate methods of data collection and datdysisain accordance with research
objectives and research questions (Becker, Bryn&arferguson, 2012; Shaw &
Holland, 2014). Data collection is generally comeet with discovering who, what, and

where of events or experiences that take placeaplp’s lives (Thomas, 2006; Tolich
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& Davidson, 1998). Fieldwork is essential, with iaw to undertaking face to face in-
depth interviews with participants, and for followi up questions in accordance with
participants’ responses, based on the researcrestdeof the researcher (Tolich and
Davidson, 1998). After ascertaining the group obpde that the researcher wants to
investigate, and undertaking an interview with terested participant, additional cases
are often chosen by means of snowball samplingquoalitative research (Sarantakos,
2013). Snowball sampling takes advantage of sowalorks to recruit participants.
Sample size is determined when data saturatioreashed. According to Shaw &
Holland (2014), data saturation is achieved on@ ghme sorts of experiences are

repeated again and again from different participant

An inductive approach is a common means of linkieggarch objectives and summary
findings and involves developing a theory by usingystematic set of procedures for
analysing qualitative data (Thomas, 2006; Braun larke, 2006). This research is

intended to result in a theory of identity reconstion based on an inductive analysis of
participants’ lived experiences, in contrast taeduttive theory/model testing approach
(Shank, 2006). Field plans, data collection procesl and methods of data analysis are

discussed further in the following sections, frdra perspectives of this research.

4.3.2 Field Plans and Procedures
The researcher implemented the research desigmoirways: firstly, by developing a

good relationship with the institutions that | htaddeal with for ethical approval and
consents prior to data collection; and secondlypt®paring field instruments, selecting

research sites, and describing demographic andhlsolearacteristics of participants
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needed for collecting data. Firstly, in order totamb ethical approvals from ethics
committees a good relationship with research ppdmts and the organizations
working in the field of HIV would have to be estsbled. Because of the political and
social environment, this process proved to be noa@mplex than expected, and is

explained below in section 4.4.

| then developed an implementation plan using @lfle research design. This design
included preparing a semi-structured interview tjoasaire, choosing a wide range of
research sites, and developing as wide an age eengessible to include a wide variety
of participants, irrespective of gender, castesscland sexual orientation. | developed a
semi-structured interview schedule to be askat research participants in my field

work (see Appendix 3). The semi-structured intesvieool encouraged openness,
allowing new ideas to be brought up as a resulitdt research participants said during
interviews with them. This further provided me wighway to develop additional

guestions based on participant responses. Thectgtad' part of the interview tool

prevented participants from going too far beyond rmagearch objectives, and the
research questions were constructed in a way twatséd on the process of identity

reconstruction (Wengraf, 2001).

A field plan was prepared to recruit research pigndints through a snowball sampling
method with the help of community support groupsated in the Kathmandu and
Pokhara urban areas. This method makes it a &tilger to find participants for this
HIV- sensitive topic, benefitting from social nettke and information provided by
earlier participants in interviews. Many PLHIV dot want to disclose their own health

status with other people beyond their own networtlalready knew, to some extent,
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some friends working in the field of HIV in the ase of doing my previous HIV
research (Aryal et al., 2011) before coming to N&¥aland for this study. | tried to
develop a relationship for data collection using teferences of contact persons from
some community support groups which | already kn&nom this perspective, |
designed two ways of finding PLHIV as researchipigmdnts: one was from snowball
sampling through earlier participants to be intewed for this study, and the other was
networking from one organization to another basedhe connections between various

organizations.

| chose for research the Kathmandu and Pokharaey&litwo of the largest regions
most affected by HIV in Nepal. Both valleys are anajrban centres of Nepal, known
to have the most internal and international miggahthose these areas expecting that
migrants are more vulnerable to health issues,icpdatly HIV and AIDS, than
indigenous people (Brummer, 2002), although thisdptdoes not focus on any
particular differences between migrants and norranigg. The research sites consist of
three districts, Kathmandu, Lalitpur and Bhaktapom the Kathmandu Valley and
three districts, Kaski, Syangja and Tanahu fromRb&hara Valley and its adjoining
locations. Understanding the reluctance of peapl@igcuss their HIV, | made an effort
to cover a wide range of research sites, thinkiteg the wider the coverage, the more

likely it would be to find research participants ttata collection.

A research plan was prepared to collect data frarI¥? aged 18 years and above. The
reason behind this was PLHIV are infected at sdxumdtive ages as well as the ages

most common for using drugs. Moreover, the basishoosing this age range was that
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according to the prevailing laws of Nepal, the legge for marriage, without the
consent of parents, is 18 years for females (Arg807). After this age, female can
have sex with her legal partner. However, youngsopge, aged down to 12 years,
irrespective of gender, who were infected due teeq@l transmission or any other
mode of transmission (blood transfusion) were ateasidered for data collection

depending upon ethical approvals from the insttwgiconcerned.

While participants’ real names were used to attegheir consent, they were invited to
choose a pseudonym in order to protect their centidlity; once consent was obtained
pseudonyms were used throughout the interview amal @halysis processes, including
in this report. Likewise, organisations were agbity assigned numbers (Organisation
One, Organisation Two, and so on) in order to mtdteeir confidentiality and integrity.

Thus confidentiality of participants and organieai was obtained and protected.

Finally, |1 considered compensating research paditis in one way or another. In the
absence of funding for research participants, Illccowt provide them with costly
things. However, | wanted to express my appreciatm them verbally in return for
their time and the effort of sharing their expedes Furthermore, | thought of offering
a diary for literate research participants workimgn organisation, and writing pads for
the school-aged children of participants whose enoa status was poor. | intended to

give participants a choice of either the diary oiting pads as a token of appreciation.
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4.4 Process of Ethical Approvals

Due to my research being undertaken in my hometcpoh Nepal, | had to obtain two

ethical approvals, one from my study institutionJMEC, New Zealand, and another
from NHRC, Nepal. The ethical approval processe toore than three months. The
process of ethical approvals is explained belowm@lwith some of the challenges |

faced during the application processes.

4.4.1 Ethical Approval from MUHEC

To receive ethical approval from Massey Universitgpplied to MUHEC providing a
justification for my HIV research, and expectatiarfsthe outcomes of this research,
including its possible risks to people involvedwihis study, and strategies to mitigate

those risks. | obtained ethics approval from MUH&CMay 2, 2012.

4.4.2 Ethical Approval from NHRC

After reaching Kathmandu in the third week of M&012, | focused on ethical
approval process from NHRC with a view to colleatadfrom PLHIV in Kathmandu

and Pokhara Valleys. In order to obtain that apakols had my research proposal,
ethical approval from MUHEC, and other supportingcuiments from Massey
University. Having reached Kathmandu, | determindoht needed to be completed
before commencing the field work of data collectidhe application for ethical

approval at NHRC, the preparation of documents sssry for the application

including an English—Nepali translation and vigdsorganizations working with HIV

and AIDS in order to build rapport and obtain thensent letters.
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In line with the above, | visited NHRC and applied ethical approval in Kathmandu. |
introduced myself with my area of research to NHg&sonnel. They were convinced
of the importance of my research study and seeroelet cooperative. Then they
accepted my application for ethical approval on dtoadition that | had to submit
consent letters from some organizations througtchvhhad to interview PLHIV. After
approaching some organizations through the helmyfsenior colleagues, | obtained
consent letters from these organizations workingtha field of HIV located in
Kathmandu and Pokhara Valleys and submitted thetter$ to NHRC for ethical
approval. In section 4.5, an attempt will be m&dlaliscuss how | obtained support
letters from various organizations, prior to ethi@gproval. The purpose of this was to
gain guidance on the way this research should bedumted from people and
organizations working in the field of HIV. NHRC s&d issues regarding the inclusion
of young people between the ages of 12 and 18 oamldconsent. These issues were
negotiated to the satisfaction of MUHEC by provgliall the related documents
received from Massey University. | was given thprapal letter from NHRC as per my
field research design on the third week of Julyl20Thus, | crossed two hurdles of

ethical approval, one from MUHEC, New Zealand andther from NHRC, Nepal.

4.5 Organizational Visits Prior to Ethical Approval and Data Collection

As stated above, after lodging my application ftrieal approval for my research at
NHRC, | started visiting organizations working imetfield of HIV in the Kathmandu
and Pokhara Valleys. The purpose of these visits twalevelop positive relationships
with heads of organizations as well as to requessent letters from the respective

organizations through which | could collect datanir PLHIV. In the case of some of
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the Kathmandu visits, | discovered that obtainimmpsent letters from organizations

working with HIV is difficult.

| tried to obtain consent letters from the orgatares working in the field of HIV by
strategically seeking acquaintance through sergople who are in contact with these
organizations. As a member of Nepalese societpelkvery well that there was little
likelihood of completion of any stage of researabldf work, including obtaining
consents of organizations to interview PLHIV, with@roducing references. As part of
this process, | visited the FPAN in Lalitpur, orfetfee districts in Kathmandu Valley to
see my senior friend and ask her to find orgaronatthat could help me to find PLHIV
who are under their support and care. The senegndrassisted me greatly by providing
a list of possible support people including theatoof a funding agency who could help
me in finding organizations and contact people waykin the field of HIV. At the
suggestion of the persons working at FAPN and aodagency, | went to one of the
organizations led by PLHIV with great expectatibattwould work well in building up
a positive relationship for obtaining consent letted finding PLHIV. | was given a
consent letter of the organization for data coitect| considered this consent letter
obtained from the organization located in Kathmaadua victory in the process of
obtaining ethical approval. Then | also startedetigying positive relationships from
some organizations working with PLHIV in Pokhardahnthe help of my senior friends.
| received support letters for my data collecticomi PLHIV through the organizations.
Then, | submitted the letters of support from orgations to NHRC for ethical

approval.
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4.6 Organizational Visits for Data Collection

After obtaining ethical approval for field researftom NHRC following ethical
approval from MUHEC, | started field work of datallection from one of the large
organizations working in the field of HIV located Kathmandu. | interviewed 15
participants from organizations, which will be itifed as Organization One,
Organization Two, Organization Three and OrganmatiFour located in the
Kathmandu Valley. Thereafter, | moved to Pokhard arterviewed 18 participants
from the next four organizations, identified as @mgation Five, Organization Six,
Organization Seven and Organization Eight. Aftariinginterviewed 33 participants in
the two valleys, Kathmandu and Pokhara, | re-inéeved 17 participants for further
clarification over the responses given by themjrasladditional questions wherever |
realised they were needed. At this point | redlifet | had achieved data saturation,
since | was hearing much the same information frdifferent participants. The
following section is intended to provide as muckades possible on how | proceeded

and successfully collected data in the first armbsd rounds.

4.6.1 First Round Interviews in Kathmandu Valley

| started collecting data from research participaat the premises of a large

organization in Kathmandu from %2July 2012. Organization One provided me its
guest room for conducting the interviews with ietted participants. At the start of

each interview, | introduced prospective particigamho came to me for interviews and

asked if they would like to continue talking withenafter | described to them the

purpose of this study. Participants were also eragmd to express themselves in a way
that was meaningful to them. | interviewed fivetioé participants at the guest room of

the organization and interviewed one female pgaici at her home. | recorded
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interviews with four participants using my recorderd took verbatim notes with two

participants in accordance with their permission.

| moved to Organization Two in Kathmandu with awi® collecting data from other
participants. After hearing all the details of myjpct, this organization was willing to
help me find PLHIV for research interviews. Forttelg, | found a research participant
to interview at the same day. Having interviewed, helso asked her and other staff
working there for interviews with other people.i$abvered that PLHIV were at great
distances from that organization and that they d@ibo not be comfortable with me
seeing them at their place of residence becauddIéfstigma and discrimination.
However, they made it clear to me that they wouwdlp me find interviewees if anyone

possible came into contact with them.

| moved on to Organization Three and OrganizationrRvorking with PLHIV located
in Lalitpur within the Kathmandu Valley. Having damed my research project with
the programme manager in the third organizatioe, sfowed interest in assisting me
find PLHIV, on the condition that | had to applyrfoonsent from this organization,
consent that needed to be approved by various $adiether organizations associated
with her organization. As advised | applied fonsent from this organization with my
supporting documents. She suggested that | cotitacrganization again after a week.
Then, | moved to Organization Four which is alscated in Lalitpur where | found that
my friend, a student of Central Department of Papoh Studies, was also working
there. All the staff seemed to be very positivassisting me to find PLHIV once they
understood about the importance of my project. yTdssured me they would tell me if

anyone was interested. | found this organizatiors wWee most likely place to find
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PLHIV for research interviews as there were mamyf storking with HIV treatment
and temporary rehabilitation for needy people itdddy HIV who came from outside

the Kathmandu Valley.

After building rapport with Organization Three a@uganization Four, | kept contact
with all four organizations frequently for data leation. Organization Three gave me
verbal approval for data collection. | reached ¢h&r interview PLHIV who were

interested in my research study. There was only woman who spoke Nepali and
others were non-Nepali speakers. | did not havevkedge of mother tongues other
than Nepali and turned to only one woman speakiagaN. Then | started conducting
an interview with her in a yard of this organizati@rganization Three), giving her my
purpose of the project and confidentiality assueand came back from Organization
Three after conducting one interview, telling thaffsof this organization that | would

be happy to return for further interviews if anylgadas interested. Likewise, | followed
up with Organization Four for research intervieiMse organization told me to go there
for interviews with PLHIV. After my introduction @hexplanation of my research
project, | found seven males living with HIV anderviewed them in detail over 10
days. This organization offered various intervieacps, either the roof top or balcony
or research participants’ individual rooms, wheretey felt most comfortable for the

interview.

4.6.2 First Round Interviews in Pokhara Valley and its Peiphery
After interviewing 15 research participants in Katdndu, | began data collection in

Pokhara, as set out in my field plans. First, | tmena large organization (Organization
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Five) located in the heart of Pokhara city. | hé@aly taken a consent letter for data
collection through this organization. But a sta#mber at this organization told me to
now apply for a consent letter from the donor ages® circumstances had changed.
This added another hurdle for me to obtain appréeah the donor agency. However,
understanding the changing circumstances, | pr@tke¢d obtain the consent of the
donor after obtaining details from the organizatodrihe person in charge of the donor
agency located in Pokhara. When talking to himenspn it was easy to describe my
project. Then, he assured me he would assist m@fbyming Organization Five to
provide me the opportunity for data collection agygested that | commence data
collection the following day. | started collectigata from PLHIV through this
organization. | also asked the person in charghisforganization to make contact for
me with other organizations located in Pokhara. Gye had already received consent
from her superiors to help me locate PLHIV. Shetaced the other organization in
Pokhara and received a positive response for dali@ctton. Thus, | had two

organizations, Organization Five and Organizationitsthe core city of Pokhara.

| went to Organization Six to develop a relatiopshf trust and mutual respect with
them so that | could commence data collection. Mla@ager of Organization Six gave
me consent to conduct interviews with females andsked them to find other
prospective participants in Pokhara who among tbentacts. They assured me there
could be some other females who could come therthet own request for an
interview, in accordance with their time availatyli| regularly followed up with
Organizations Five and Six, and subsequently irde/@d nine people, including four

males from Organization Five and five females flonganization Six.
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Then | started collecting data with Organizatiorvéh and Eight located in the rural
hills. In Organization Seven, | had already bupport in my first visit at the time of

obtaining consent letters to be submitted for edhapproval at NHRC. | spent one
night at Organization Seven and completed intersiexth four females and one male. |
continued to Organization Eight and interviewedrfadditional participants, two males
and two females. During the latter interview, reskgparticipants were repeating the
same things mentioned by earlier research partitspafound a saturation point of data

collection.

4.6.3 Second Round Interviews in Kathmandu and Pokhara Vieys

| started to revisit participants where | wishedctarify issues arising from the first
visit. When | sent some of the translated NepalgHsh copies of interview transcripts
from the first interviews to my supervisors for déack, it became clear to me what |
had missed and that | had to ask further questftes having received the feedback. In
addition, | also realised that | had not asked sofrgpiestions related to sexual matters,
condom use, widow status, and remarriage, espgcraltase of female participants.
Asking questions in regard to sexual matters amdlem use involves cultural taboos in
Nepalese society. | went back to the relevant argéions | had visited earlier for my
study, four in Kathmandu and three in Pokhara, amd-interviewed 17 research
participants. In my second visits to the organaai for more clarification, | found it
easier to ask research participants my remainirggtopns and they also responded to

me openly.
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4.7 Data Management, Transcription and Translation

Confidentiality was paramount in this HIV researdte information collected from
participants was held by me during the time of infation gathering and afterwards.
While gathering data in the field, | stored mydielotes and recorder in a locked box in
the room where | stayed. At the time of data calbecand after my field work | stored
all the recordings and note copies in a locked &ormy home. | brought all the data
information safely back to New Zealand for datalgsia. As | assured the two ethical
committees, | fully observed the regulations of tbede of Conduct of the Ethical
Committees of Massey University and the Nepal Heldkksearch Council in the field of

data collection and managed my data safely.

As mentioned in the process of ethical approvaisdd an audio recorder to interview
31 out of the total 33 participants, with their sent for using the recorder. The
remaining two participants agreed to give theiemew as | took verbatim notes.
Thereatfter, | transcribed all the 31 recordings iNepali script. The participants’ first
and second interviews were so lengthy some of tepemt more than three hours in
their interview, which made the length of time tanscribe in Nepali and then translate
into English very long. These are around 400 pagesslated into English altogether
from the two rounds of interviews. As stated in etlyical process, translator, Professor
Bhim Prasad Subedi of Tribhuvan University, trateslamy Nepali transcription into
English, maintaining confidentiality with this sénge issue. Later on, | did not find the
translation of all Nepali writings was possibleedo the length of each interview with
the translator’s time constraints. | became peigpmmgaged with translation which

gave me more knowledge about my data, taking tteeviews, transcribing the voices
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into Nepali, and Nepali into English. Thus, all tipepocesses of Nepali-English

translation made me more familiar with a sensdéefdata from various perspectives.

4.8 Method of Analysis

After undertaking face to face in-depth interviewanscribing them verbatim into the
Nepali language and then translating the textsHkmglish, | became very familiar with
the data, and how it answered the research questiahis study. This is a kind of pre-
analysis of the researcher, myself, prior to anatydata, applying various steps of data
analysis (Braun & Clarke, 2006; Harding, 2013)Hbuld be acknowledged that some
sensitivity of the data is inevitably lost in tréathg Nepali words and experiences into
English, but | made every effort to reproduce tleelihg and experience of the

participant as well as the words.

| used thematic analysis as explained before. mBEte analysis, an inductive method
of data analysis, begins with preparation of rawaddes, close reading of the text,
creation of categories, overlapping coding, andtinaimg revision and refinement of
the category system (Braun & Clarke, 2006; Thor2866). Close readings of the text
involves consideration of the multiple meaningst tage inherent in the text. In this
research, | began with close readings in Nepathefinterviews of the 33 participants,
one by one, to identify the constituent parts & description, and to attribute implicit
and explicit meanings in relation to HIV and AID&uwes (Smith, 2003). After gaining
a clear understanding of the participants’ desomgt | began to identify common
themes and sub-themes that were emerging fromattae d then coded these according

to various categories and organised them under nia@mes and sub-themes,
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recognising where these overlapped, grouping agicbuping as necessary. These main
themes and sub-themes were used to answer theralesgaestions of this study

(Bryman, 2012; Guest, MacQueen, & Namey, 2012).s Tinethod enabled me to

generate themes and sub-themes from the fieldfdathe presentation of the findings

through a process of inductive thematic analysigofiias, 2006Braun & Clarke,

2006).

After having grouped the field data into variousdd themes and sub-themes, |
analysed the data by hand through a meaning-mgkiogess. There may be many
possible constructions of reality after the evemttliis study, HIV diagnosis) has taken
place (Lincoln & Guba, 1985). There are likely te multiple meanings of AIDS
constructed by people: for example, AIDS is pefeéivariously as “ a woman’s

disease”, “an African disease”, “a disease of thk’y “ a disease of the poor”, and “a

death sentence” depending on the contexts (JdiO2Parker et al., 2002).

In the course of data analysis, this study folloviBmirdieu’s (1986) forms of capital,
where one form of capital (such as social) candyeserted into other forms of capital
(such as cultural or economic). This study usedditegorisation of these forms of
capital (social, cultural and economic) propounégdBourdieu and applied them to
PLHIV. A PLHIV’s social capital (their nuclear arektended families, friends and
other social networks), cultural capital (knowleigening), and economic capital
(regarding materials such as employment, incomepeoty etc.) are interchangeable
(Sen, Aguilar, & Goldbach, 2010). Bourdieu’s idedmut of social capital have been
widely extended to include access to resourcesring of social supports in the field of

health (Carpiano, 2007). This concept has beenetppi various ways in the field of
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HIV and AIDS, especially this view of social capiés including access to networks of
supporting people (Sen, Aguilar, & Goldbach, 201@ourdieu (1986) also draws
attention to the importance of reciprocity and asgmn. Further elaborating this idea,
the act of giving among equals often generates sswrteof a return, whereas this act
among unequal persons could bind the weaker ptyekample, a widow living with

HIV and her children) to the stronger party (exe&shcduninfected family members)

through feelings of obligation.

Likewise, this concept of reciprocity may applyfemnily and societal relationships of
PLHIV, especially where there have been constracteconomic and social
relationships with the extended family and socmtipr to HIV infection. On the other
hand, if the widow and her children cannot give mup to the extended family
economically and socially, she is more likely to bstracised by the extended
family. Consistent with Bourdieu’s views, this dyuanalyses how research participants
move towards identity reconstruction by receivingial capital support and converting
this into cultural capital (HIV knowledge, leadeigshraining, literacy etc.). Likewise,
this study analyses field data on how researchggaahts convert cultural capital into
economic capital (work and income) at an individieel, while engaging with
organisations or other entities. In Nepal, the auasi forms of social capital, cultural
capital, and economic capital identified by Bouudieohere with this description of
“access to resources” as introduced in Chapterhesd@ forms of capital have been
interchangeably used as either a particular forntagital or access to resources in

general throughout this study to contextualisedtiesms in the context of Nepal.
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Utilising these concepts of social, cultural, @ebnomic capitals (access to resources),
and using a meaning making approach as explainedealthe field data have been
analysed on the basis of research participanigedlexperiences. In general, they
expressed how their experiences of HIV stigma, roirenation and their identity
formation interlinked with their access to resosgrcespecially with the social capital
available to them from their extended families @odieties, as discussed in Chapter
Seven. Analysis of field data, for instance, showed research participants, especially
widows, and women who were separated or divorcaah their husbands, experienced
greater stigma and discrimination in their extentiadily and society. They perceived
their status to be “low” socially and economicalgspecially before expanding their
circle of relationships with other PLHIV. Widowst@mpreted their life situation to be a
result of their husbands’ deaths, and separateddarmced women attributed their
situation to HIV itself. As a Nepali researcheugniderstand their interpretations in light
of their social norm that husbands are generalhsicered to have greater economic
and social responsibilities for their family, esjpdlg their wife and children. Women
who have lost their husbands need to rely on twint income, in addition to rearing,
caring for, and schooling their children. Suchnvem have a lower profile financially
and socially in their extended family and sociefjthough | found their lived
experiences varied widely. By contrast, other nedegarticipants, especially males,
and females who have their husbands, have notiexged such issues of stigma and
discrimination to the same extent in their extentiedily and society, because of the
availability of social capital (especially their@se/parents). Analysing the field data, |
have taken into account both the traditional Neggkocio-cultural context, and recent

socio-cultural changes since the advent of multiypdemocracy and the Maoist War.
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The findings chapters of this study are organigsgisntially, from diagnosis of HIV to
reconstruction of identity so that the reader aalod the processes of reconstructing
identity. These chapters were developed in accasanth main themes such as HIV
discovery, spoiled identity, transitional identdpd reconstructed identity based on the
inductive approach, and the emerging themes froenddita, these becoming major
chapter headings. Likewise, sub-themes such as efdyB/ discovery, initial reactions
and responses; and HIV stigma, discrimination, l&eddisruption, were created under
the main themes of HIV discovery and spoiled idgntespectively. Similarly, sub-
themes such as migration, disclosing and hiding sthtus, economic independence,
the practice of HIV treatment, support of organaad, and spirituality; and stigma and
discrimination management, improved health stats] positive socio-economic
changes, were developed as the processes of ivaasidentity, and better experiences

of reconstructed identity respectively.

At the end of the data analysis, an attempt is madgevelop a proposed theory on
identity reconstruction, based on the inductiverapph from the data to theory (Strauss
and Corbin, 1998). In developing the proposed theuttitled “the reconstruction of
identity in people living with HIV”, | have utilis# the three forms of capital- social
capital, cultural capital and economic capital, anldeir inter-convertibility
(Bourdieu,1986). Likewise, | have also borrowed asle from Caldwell’'s
Intergenerational Wealth Flow Theory, which conssdéhow economic capital
reciprocity functions and acts in a family, and hdéawmily members change their
behaviour in terms of fertility, with a high numbed children in agrarian society and a
low number of children in modern society (Caldw&Q01). In addition, | have also

considered the notion of Todaro’s model of interméjration which states that people
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have economic rationales for migrating, althougls Bitudy is oriented towards
rationalisation on economic grounds, especiallyhim case of rural to urban migration
(Todaro, 1976). | have applied a similar analogytamms of the way that extended
family members rationalise their attitudes to tlhelear family, especially to a widow
participant and her children with the death of aldand due to AIDS. This analogy has
been illustrated in several places in the findiokgapters, especially where a widow has
been detached from her extended family with the llsher husband’s financial and
social support. When the widow is incorporated iatavider social network (social
capital) and she converts this social capital autural and economic capitals, then she
is reunited into the extended family, since she ha® become economically and
socially independent (see Chapter Nine). In addlita economic points of view, there
are also social aspects that are pertinent. Irc#ise of PLHIV, other members in an
extended family are likely to fear the loss ofe #xtended family honour and social
respect from their neighbours and societal memdms#sause they have person (s)
living with HIV in the family (Family Health Interational, 2004). Consequently, other

family members may dislike PLHIV, as illustratedelain the analysis chapters.
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Chapter Five: Reflective Methodology

This chapter provides a deeper understanding ofptbeess of field work and data
collection in a given contextual political backgnouand a chosen time for field
research along with the country’s geographicaldaliffies in a heavy rainy season. The
purpose of this chapter is to reflect in greateptideén a more specific way on the
ethical, structural and practical challenges fabgdhe researcher over the period of
ethical approval, rapport building with organizasoworking in the field of HIV, and
data collection. Despite these constraints, | discbow | managed data collection
successfully. This chapter also includes my peroept of the field work as a
researcher, especially in relation to the sensjtiaf the HIV issue from gender

perspectives.

5.1 Constraints with Ethical Approval, Field Work and Data Collection

There are series of layers that one needs to ordbe field of HIV research in a non-
linear way within a high-risk category of ethicgdpsoval to interested participants
living with HIV. The series of layers involve maynlethical committees, funding
agencies, organizations working with HIV, PLHIV, darthe interested research
participants. Research on HIV presents difficultiesrespect to dealing with ethics
approvals due to it being a highly sensitive tombfaining consents from funding
agencies and the organizations working with HIVd &om the research participants
themselves. After receiving the consent of the fngdagencies and organizations
working with HIV, the last, but the most importastep is to get consent from the
interested participants for research among PLHINer&fore, | had to negotiate various
critical steps one layer after another due to titene of HIV research.
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Although this study is not concerned with the stumfyfunding agencies and the
organizations, | had to go through these orgamnatias per the necessity of finding
PLHIV. To find my participants, | started a journel obtaining consent letters from
organizations located in Kathmandu through whiera$ targeting my data collection. |
had no reference from anybody else in the initiajss. The organizational responses
were not supportive in providing the consent |sttier data collection. | thought my
mere individual efforts in getting consent for datellection from some of the
organizations were not good enough and | needethdake approaches through a
political network. After meeting political leaders$, did not find any progress in
convincing the authorities of the organizationsrfor data collection. Finally, | tried to
go through references of donor agency to develgpostive relationship with the
authorities of organizations working in the fielidHlVV and this endeavour worked well
to get consent letters for data collection. Evearaheeting PLHIV, | felt there was also
a layer of interested and not interested grougb®fpeople with which | had to deal to
find interested participants for my research. t the way of seeking consents from
various organizations through which | had expedttedollect data was non-linear as |

had to obtain consents even from the funding agsrtbiemselves.

At the time of negotiating the ethical process frodlHRC in Nepal, | realised that
having to meet the different requirements of twibedent ethical committees from two
different countries is a big challenge. In my ca$ethical approval, there was some
debate, especially on the age of participants agdrding verbal consent to be obtained
for interviews as the research committee requirechisimum age requirement for

interviews of 19 years and also there was a reopging for written consent. Before
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handing my application for ethical application mthe research committee at NHRC, |
was told to propose only interviewees aged 19 yaatsabove in regard to age and
written consent from the interviewees; whereasd &laeady received participants aged
12 years and above, and verbal consent from the KCIH needed to clarify whether,
given the circumstances of my approval letter frafuHEC, | could interview
someone aged down to 12 years who wanted to shdreme their experiences with
HIV after having verbal approval from the interviesv These two issues, age and
written consent, made the process of ethical agbraifficult as | had to obtain

approval in accordance with the approval alreadgived from MUHEC.

Between May and November is often not a good tionelata collection in Nepal due to
the rainy season and festival holidays. When | thasfield, it was rainy season (from
May to September). The rainy season made me pastpgrfield work time and again.
| was also sometimes obstructed due to heavy mdlnahd a landslide in Dhading
district, which is on the way from two researchesi{fKathmandu to Pokhara). In the
continuous rainy days, | had to wait till the raitopped to go to perform field work.
Likewise, there ar®ashain(the biggest festiva@ndTihar (the second biggest festival)
festivals in Nepal that take place in October anovénber every year. All the
government and private offices are closed for tekelration of these two festivals.
Therefore, | had to postpone my interviews with payticipants due to these festivals

as | had to go through organizations to see myqgpaaits.

A transportation strike was one of the constrathte | faced as a researcher in the

process of ethical approval, developing a rappailding and collecting data in the
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field. Arriving in Nepal from New Zealand on 2May 2012, there were three days of
transportation strike in Nepal declared by variomdigenous groups who demanded
that the government should include their demandsamew constitution. Coincidently,

| arrived just a week before the proposed datéhferdeclaration of the new constitution
(27 May). The transportation strikes continuedrawg stay at the time of field work

and data collection as the Nepali government faibedeclare the new constitutions in
the country on the stipulated date and the varplgical parties and student unions
demonstrated at rallies declaring one-two dayskesiragainst the government with a
view to pressure it from its position. Therefordiad to remain at home at the time of
the strikes instead of building up positive relasbips with organizational heads,
PLHIV and proceeding forward to data collection.tAat time, | had to reschedule the
organizational visits for the rapport building adata collection phase in the research

sites.

5.2 Factors Contributing to Successful Negotiation of Bta Collection

Although it was hard for me to get entry into orgations in the initial phase for
granting consent letters and assistance for datiection, | completed my data
collection efficiently in the later phase. Thereswgeat support from the organizations
working in the field of HIV. | managed to convinpeople of the need for HIV research
on identity issues. There are important things tiedped me to accomplish this field
work. They include: my good understanding of Nepaleulture; my empathetic
attitude in dealing with PLHIV in the initial stagd# becoming aware of HIV stigma
and discrimination and the high expectations otaesh participants regarding HIV
prevention, and reduction in HIV stigma and dis@niation after giving information to
me. Addition assets include my earlier HIV reseagperience, as well as choosing a
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wider research sites (Kathmandu Valley, PokhardeYalnd its peripheral locations). |

touch on these stories briefly below.

Organizations working in the field of HIV and AlD&ere actively involved in enabling
me to complete this research. Their co-operatias w part due to my capacity to
convince people, and to explain that research @mtity reconstruction is a new
research area. During my visits to them, | felt th@ould convince people working with
PLHIV of the importance of this study. Although teehad been some studies carried
out in the field of HIV stigma and discriminatiopeople were aware that no studies
about the impacts of stigma and discrimination aentity issues had been done before
in Nepal. This made it easier for me to convineepgbople working at the organizations
to become willing to help me through their collgetiefforts. This resulted in smooth

completion of data collection.

Interviews were more effective where the researdmgency workers and participant(s)
discovered a common connection with either assexiatr relatives, or a common
connection to a geographical location. After myodtction to a woman working at a
big organization working in the field of HIV, wedtiovered that her parental home was
near the border of the Dahachok village developneentmittee in Kathmandu where
my family lives. Immediately, we established a tielaship of Dai (Me, as Elder
Brother) andBahini (She, as Younger Sister) as per our Nepalesereult.came to
know that she was working there in one of the kesitppns at the organization and she
helped me a lot in finding PLHIV, introducing me tiithe interested research

participants. | felt that our cultural relationshgd Dai andBahini, and the proximity of
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our homes from a geographical point of view worleftectively when doing field

work.

| wanted to ensure that no member of the publiorganization would raise any issues
or complaints at the time of data collection. | matrenuous efforts not to do anything
that would harm any of my interviewees or the peopbrking in the HIV field at any
of the organizations | worked with. In some of thecumstances, | adopted an
empathetic attitude, especially when dealing withiF/ for the first time. | also gained
clues about the interviewees from facial gesturesthe body language of others in the
helping organisations. Then, | learned to recogthisehelpers’ gestures that indicated a
particular person was living with HIV. However, éver asked for an interview with
anyone living with HIV without getting introducedy lsomeone from the respective
organization. Some HIV-negative people would jushpat someone to assist me to get
an interview with the person. | did not take up amtgrview with anyone who was
simply pointed out to me as one living with HIV.i$kapproach helped me to avoid any

negative issues during my field visit.

| believe that my success during the field work hasn a result of my education and
experience working in Nepal. Gaining education&iatment from school to university
level inside and outside the country with a prestig scholarship and working in
different organizations helped me develop skills deal with people in difficult

situations. The work | did with Population Women viEanment Development

Organization, Society for Co-operation and Develeptrfunded by foreign agencies,
teaching at Gramin Adarsha Multiple Campus in Kahdu, Birendra Adarsha

Multiple Campus in Chitwan as well as teaching Mdstcourses doing research on
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reproductive health (Knowledge, Attitude and Pagiof School Going Students) all
contributed to finding organizations working witi\Hand AIDS, rapport building and
asking for support with data collection. In theldi®of HIV and AIDS, working as a
principal investigator exposed me to many peoplekimg at governmental and non-

governmental organizations in Kathmandu and Pokhara

Furthermore, | was successful in creating good agtsvwhile working as a Programme
Coordinator at Masters level in the Population, @&@rand Development Programme
from 2008-2011, including roles and responsibgitief headship of Faculty of
Humanities and Social Sciences, Pokhara Univefsitgight months, in the absence of
the usual dean, before coming to New Zealand isrRhD study. In the absence of the
dean at the Faculty, | successfully managed theulfyac Thus, these various
opportunities in the course of gaining educatiod amrking in various jobs provided
me an opportunity to interact with many people wagkat various levels. The people |
had worked with before helped me to interact wilogde working in the field of HIV
and AIDS by taking me to organizations. | was assisted by telephone conversations
with senior officers in regards to my research sThelped me to accomplish my tasks at
the various levels with enthusiasm. In some ofglaees | did the fieldwork with the
support of former students of Pokhara Universityowhelped by giving me
organizational details that allowed me to intemsith organizational heads in regard to
finding PLHIV. All this support and cooperation fropeople | had previously worked
with reassured me that | had been successful iatinge good fellowship during my
tenure in various jobs that also helped me in agptisiing this research field work

successfully and enthusiastically.
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A crucial reason behind the success of data caleetas to take a wider coverage of
geographical areas, gain consent for researcix idistricts from the ethics committees,
MUHEC and NHRC, and understanding the sensitivitydty research. Indeed, | had

already figured out, to some extent, if the arelastwdy are narrowed, the process of
data collection would be harder if | could not fiRdHIV. It is clear that finding PLHIV

is not easy; that is why | had to go to many orgations. In this study, | have used four
districts only, Kathmandu, Lalitpur, Kaski and Sgjaout of the six possible districts
for which | had received ethical approval for datdlection. Nevertheless, including a
wider approval area gave me more options to proceefield work which can be

attributed as a reason for success in data callecti

5.3Lessons from Field work and Data Collection

Referral is vitally important in the Nepalese comten developing a positive
relationship with organizations working in the @ledf HIV research due to its being a
culturally sensitive topic. As explained before anthe heading of “constraints”, there
was initially no positive response from some orgations through which | had a plan
for data collection. When | changed my strategy andght references from some
people working in the particular field, then | re@& positive responses to go ahead in
obtaining consent letters for data collection frtirese organizations. | realised that the
Nepalese saying is absolutely true, even amongeaaadpeople, that “this is Nepal,

nothing can be gained without references from thog®wer”.

My understanding that theoretical knowledge diffenem practical knowledge was
confirmed when | stayed overnight at a participgritome. After | woke up the

following day, | saw some mosquitoes flying here éimere in our room where we had
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slept without mosquito nets. | did not know how manosquitos had bitten me in my
sleep during the night. | had not worn adequatdeptve clothing because of hot
season. Then, my heart became cold as | wonderetharha mosquito bite could have
transmitted the HIV virus to me. | kept these thasgto myself. Although | was
teaching my students that HIV cannot be transmitteenyone by mosquito bite, my
mind wondered whether it is true. Neverthelessprisoled myself thinking, “I have
been a Laboratory testing whether a mosquito bate ttansmit the HIV virus”. |
discovered that there is a vast difference betwmerntheoretical knowledge and what

we believe based on real practical experiences.

| understood that qualitative research is more puvéhan quantitative research. On
the way to Pokhara after completing data collecabmy seventh organization, while
going down the hill | realised the importance oflifative research from the findings
drawn from the interviews and that nothing can begyeedictable as it can be in the
quantitative research. A story was related wheeeetlwere three family members living
with HIV, one mother and her two children, a daegland a son aged below 10 years
who did not drink even a single drop of water oy &ype of fruits except meals of
millet and the urine of cows for one year as indted by a herbal doctor with a view to
HIV treatment. This puzzled me as to how peoplddtsurvive without drinking water
for so long. After all, | came to a conclusion tltptalitative research can be more
powerful than a quantitative method where variablespredetermined. In addition, this
study gave me a glimpse of how predefined variabs&®ot capture as much data as
the qualitative method has captured; that manycspd people’s lives are not easily

categorised.
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In my field visits for data collection, | found thd&Nepalese culture has changed
significantly, especially since the introduction miultiparty democracy in 1990. For
example, the old cultural practice that currentigrned females must wear red clothes
is no longer compulsory in practice in recent yedmscontrast, widows were not
allowed to wear red clothing after their husbamdisth. Now widowed females also
wear red clothes, since the recent government Ipitedi making a bias in wearing
different coloured clothes once a husband is deckaBhere is no the practice of
remarriage in Nepalese society. Consequently, infielg visits, | could not easily
recognise females’ marriage status by the colouheir clothing. Likewise, | could
not ask questions related to remarriage as thdigeaof remarriage is rare in Nepal.
There was no provision for a widow to remarry thoubere is a gradually changing
scenario of marriage forms these days. In my studlgo found a case of remarriage of
a female participant from a so-called untouchabkteat age 25 when her first husband
died due to HIV. In this case | tried to maintamimpartial researcher viewpoint in the
cultural balance between previous strict cultu@iety in terms of marriage, sexual
matters and the changing scenarios of liberalisth@se matters, in recent political

changes in the country.

Rewarding research participants by offering vedpgdreciation and something practical
as a token of respect is accepted practice in Mepalulture. As stated in my research
design, | rewarded them by verbally offering resgec their help in being research
participants. In addition, | offered them a chodafeeither a diary or writing pads for
their school-aged children. | was very happy to #ee happiness in the research

participants when they received these as tokensspict.
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5.4Researcher’s Perception and Experience of the FieM/ork

PLHIV appeared more willing to give interviews emrastically than HIV-negative
people; this was different from earlier intervieasnducted for Nepal Demographic
Health Survey 1996 as a supervisor in Bardia distri Nepal and such other interviews
conducted for our faculty researches funded byddinNations Population Fund-Nepal.
| easily discovered that these people do not hapmomunities to tell their stories to
others as they are stigmatized and discriminatethagin their society. In this respect,

| also demonstrated to them that | was an eagenés to all their stories, whether they
had positive or negative experiences of their liaéiger HIV diagnosis. Furthermore,
PLHIV, especially females, wanted to share thesitpge experiences and saw me as a

willing messenger in our society conveying varitnagectories of their HIV lives.

Among PLHIV, | found females are more willing tovgiinformation than males. Most
of the females in my study who were brought upuralr areas were not literate. They
were very naive in the sense that they did not lkanesvledge to help them give their
responses to the questions asked of them. Indeeelh whey could not give relevant
response to questions they gave answers to meopith hearts and those answers
remained very useful for this study. | understarepélese society is informal. Females
are relatively more informal than males as theyrateas exposed to the outside world.
More importantly, they gave me information and dedhbne to see the feelings of their
inner hearts. What they had in their hearts andisiras given me valuable information
and they have been very helpful and cooperativhigresearch. In the interviews with
research participants, | found males were more &bnd weighed their responses to

my questions although they also gave me usefulrmmdtion. As males are more
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exposed to the outside world they try to be momnéd than informal as they are

trained accordingly in a male-dominated society.

| also realised that the research participants i grown up in rural ways of life
expected more updated information from me on HINd &hared their experiences
enthusiastically about being HIV diagnosed. Theyeeted to hear, and were interested
in how PLHIV are proceeding with their HIV preveotii and treatment, and identity
reconstruction in urban areas of Nepal, includimy auch experiences from other
countries. As | understand they thought that | sghtvave more new information to tell
them as | was from a university studying abroadcéteing their enthusiasm, | also
shared what | could with them, based on my studyhimn field of HIV, especially
PLHIV in urban Nepal and other countries’ examptésidentity reconstruction as
studied in the course of extending my HIV knowleddedid this in a very basic rural
Nepali language, explaining the success of mediegtment and PPTCT services.
Research participants appeared to enjoy listeringyt knowledge and in some of the
organizations | was proposed to be an advisor &g tirganizations to speed up their
development by approaching funding agencies. Ipaese to their queries, | asked

them to wait until completion of my PhD study.

In general, PLHIV are assumed to be worried abloeir tHIV most of the time. Some
of the PLHIV who were working at senior positiongre worried about deadlines of
report writings to donor agencies irrespectiveheit HIVV-positive status which | came
to know when | had the privilege of conversing witlem, although they were not all
research participants, especially in big organireti PLHIV are generally perceived by

HIV-negative people to be dirty and unhealthy. lanttast, they often assume
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themselves to be healthier than HIV-negative pebpleause they are more trained in

the course of HIV treatment and health trainingtigh the organizations.

| have found HIV research on Nepal to be much easian people’s general
understanding of the difficulties, especially iretprocess of data collection. With
increasing knowledge and changing attitudes andwetrs of PLHIV through formal
and informal education, they are not reluctantaix ebout sexual matters and HIV
these days as they might have been previoushhdrbéginning | was a bit scared that
PLHIV would hesitate to give information on HIV fremission and how they were HIV
infected because of cultural restrictions. | waadvised to use secondary data even
by my senior good supporter at Family Health Inaéional working in the field of HIV.
But | had already decided to use primary data abththrough face-to-face interviews.
Research participants of both Kathmandu and Pokipaowided me with good
information. Since | am male, | had expected itbi little bit harder to conduct
interviews, especially with females. In contrastnmfle participants provided me with
more rich data on their lived experiences than npadicipants. Knowing Nepali

culture, | balanced data collection equally withhbmales and females.

In my field visits, | found that the villagers’ attde was negative towards PLHIV. At
the time of the first visit to an organization ltea in the hills, a periphery to Pokhara
Valley, | met a rural man hiking up the hill. Heasd his attitude towards the PLHIV.
As we climbed the hills together we shared our erpees of life. In Nepali rural

culture, we generally share with a new person methe way the details of our home,
work, purpose of visit to a particular place, nmarigtatus and number of children, and

other curiosities from village perspectives suclihesnumber of cattle owned at home.
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As a member of Nepali society, brought up in bathalr and urban environments, |
enjoyed sharing with him my personal life. HoweJeis curiosities in regard to the
purpose of my visit to the organization gave mebfmms as | had already known that
villagers do not treat PLHIV well. | responded aetngly to his questions, balancing
my response in such a way that could not hurt amyonrregard to the HIV issue. As |
guessed, | found him to have a negative attitudeegard to PLHIV, hearing that
nobody was happy with them in that village. He aske, “What is your view in regard
to PLHIV in this village?” He added furthermore thallagers are worried about
possibilities of HIV transmission to others. | weareful in how | responded to him.
Indeed, | gave general answer to his questiomtghim that people have various views
in this respect. Then we separated to our destimsitime to the organization and he to
his home close to this organization. In a cornemgfmind, | wondered whether my

conversation with him would interfere with my fielit and data collection.

5.5Conclusion

There were many challenges involved in the lengbihgcess of gaining research
approvals and participants’ consents. However, etheBallenges were overcome
gradually, networking with references from peoplerking at donor agencies and
organizations working in the field of HIV and AID$he capacity for HIV research was
greater when done through donor agencies rathergbltical alliances. Moreover, the
researcher’s personal factors, such as earlieamdsexperience dealing with PLHIV,
and personal contacts with people working at ogiuns related to HIV and AIDS,

could be very important in conducting HIV reseangth an effective way.
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Chapter Six: Discovery of HIV, Initial Reactions ard
Responses

Discovery of HIV-positive status is a critical even the lives of participants. It clearly
divides their lives into two parts: life before,daanother part of life after being HIV
diagnosed. This discovery of HIV changes the ligépeople economically, socially
and culturally depending on access to resources, sl their own economic resources,
human capital, access to treatment based on pfaesidence, and knowledge on HIV
and AIDS. This chapter explains the individual meses of the discovery of HIV and
initial reactions of participants, including resges to them in family and in wider

society.

6.1 Discovery of HIV

As explained above, discovery of HIV makes partaiig aware of their health status
with a view to prolonging their lives following HIMreatment and to be aware of
preventing HIV transmission. This section addressasous processes of HIV
diagnosis, self-initiated HIV testing, family-iraied HIV testing, others’ initiation of
HIV testing and routine HIV testing. The purposela$ section is to look at the factors
that encouraged participants to explore their HMus, and which are leading them to

receiving HIV treatment.

6.1.1 Self-initiated HIV Testing
Among the processes of discovery of HIV, self-at¢éd testing is one in which
someone decides to get his/her blood tested basedomeone’s previous risky

behaviour or a spouse’s HIV diagnosis. In this gtuself-initiated HIV testing is
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intended to identify those persons who were inpectiirugs or those whose spouses
were HIV diagnosed but did not have the chancesbthemselves immediately after a
spouse’s HIV diagnosis, although they suspecteg thay have been HIV infected.
There were a significant number of research padris who discovered their HIV-
positive status through self-initiated HIV testinbhey found themselves to be HIV
positive based on their historical sexual contagth an HIV-diagnosed spouse, or
through sharing needles once used by HIV-infecezdgns. Female participants whose
husbands had died from AIDS and who had no chah¢#\o diagnosis immediately
after the identification of their husbands’ HIV g suspected that they may have been
HIV positive. Similarly, after receiving informatiofrom organizations working in the
field of HIV that drug users have an extremely hpgissibility of being HIV positive,
individuals suspected they may have been HIV pasiaind went to the hospital for
blood testing. There are also some cases of HI¥odery from the blood tests for
diagnosis and treatment of other diseases. Sontleec$tories of people’s suspicions

and discovery of HIV are given below.

An example of self-initiated testing is in the cask a wife’'s suspicion after
identification of her husband’s HIV-positive status this study, the overwhelming
majority of HIV transmission is from sexual contgceéspecially in females from their
husbands. Some of the female participants initilted blood testing on their suspicion
after their husband’s HIV diagnosis and found dwat they were also HIV positive. In
my research, some participants suspected theirdtHiis once their husbands had been
diagnosed while working overseas. For example, paish participant interviewed in
Pokhara, who was HIV infected by her husband, advikat she had concerns about

her HIV status after her husband had returned fAdma Dhabi (a city in the United
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Arab Emirates). He did not seem to care about s dthtus. After suspecting that she
may also have been infected, she went to a cliném@rganization working in the field
of HIV in Pokhara with her aunt-in-law. Her bloodsvtested and she was found to be
HIV positive. This was about eight years ago whighs around five years after her
husband’s HIV diagnosis in Abu Dhabi. Pushpa shaexdstory that she went for blood
testing because her husband was already HIV diagh@d she suspected she might
be HIV infected.

On the third days of the birth of my first daughtey husband went to Abu

Dhabi and he returned from there after two monthstay. Before our

marriage my husband at age about 17-18 years hael tgoSingapore and

returned to Nepal... | came to know later that he hetdrned to Nepal

because of such disease [HIV]... Thinking that nusbdand came from

abroad | went to a clinic nearby for a medical ¢&ugcwith my aunt-in-law

and found to be HIV positive.

— Pushpa, Female

Likewise, there were some females who initiatedr tH&v testing once their husbands
had died from HIV. Rita B, one of research paraeifs, who suspected she may have
become HIV infected through her husband’'s sexuatam went to the hospital to be
tested. Her brother-in-law suggested a blood tdr énher husband’s death. He
convinced her everything about her HIV status wdwudkept secret. For a period of
three months she had her blood tested from tim@re with the results coming out
negative. However, one day she also fell sick. tdltethe doctors about her husband’s

HIV status and they tested her again.
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My husband used to go to India since long backe&hyears after our
marriage, he returned home, sick. He never spok@rd to us about his
worries. He had already come to know of it [HIV] india. | asked my

brother-in-law to take him to Palpa and Pokharatfeatment. My brother-
in-law came to know of it but didn’t tell me anytigi... My husband fainted
on the floor and couldn’t utter a word. He was likat for three months.
Then | pleaded my brother-in-law, asked him abolmatwhad actually

happened to my husband. He then told me about slyama’s HIV... Then

up to three months, | got my blood tested from timéime but the results
came out negative. | was happy. Until one daysb dEll sick. | told the

doctors about my husband’s HIV status and thegdesty blood. After that

the doctors asked me if | could control my emotjdnsaid | could. | had

lost my husband. I had struggled a lot in my lifaereafter, the doctors told
me that | was HIV positive.

— Rita B, Female

In contrast to sexual contacts of spouses, anaiftegory of HIV testing under self-
initiated testing is that listening to other pedpldIV stories about sharing needles, it is
important for anyone to go to hospital for bloosdtseto find out their HIV status. There
were research participants sharing stories of Hsting by listening to others’ stories
with a similar background of drug use. As a drugrudwala tells his story of his blood
test. He had seen and listened to stories frordrig-user friends. Some of them were
HIV positive. He became aware of HIV once his mothed elder sister left him at a
rehabilitation centre to help him kick his drug haBlthough he was young, he kept in

mind the knowledge of a high probability of HIV @dtion for drug users. Listening to
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that story made him seek a blood test which idiextifiim as being in the early stage of
HIV.
From my older drug user friends, | came to knowt ttieere are high
possibilities of having HIV — around 90 percent agdhose who use and
share syringes for drugs. | had a friend who gdlyauaed my syringes after
| had used them. Firstly, | sent him to check upllood and the report of
his blood came out HIV negative. Then | went todkjic for a blood test.

But my blood test report came out HIV positive.

—Jwala, Male

In contrast to sexual contacts and sharing neddledrug use, people are also HIV
diagnosed in the course of treatment for otheradise at hospital under self-initiated
treatment. This is another category of discovekitg by way of self-initiated testing.
However, the nature of their sickness and treatndéffers from person to person.
Whether by being sick from tuberculosis, chronignsach pain, injured in a vehicle
accident, coughing, lost appetite, fever, and welgss; their blood is tested and they
are found to be HIV positive. Basant, one of redegrarticipants, tells his story about
being HIV positive and of his discovery of HIV aftee had gone to Malaysia for work.
After working there for one and half years, he tethrgoing to restaurants (which
provided prostitution as well) with his friends,vireg alcoholic drinksand having
unprotected sex with many sexual partners. Wheretuened to Nepal after four years
in Malaysia he had stomach pains. In the courgeesatment over a year and a half, his
blood was tested and he was found to be HIV pasitie had learned of his HIV status
10 days ago prior to our interview for this reskaaad was taking medicine under one

of the organizations working in the field of HIV.
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| had a stomach problem since one and half yeatame to know that |
have HIV just 10 days ago in the course of treatnadrout my stomach
problem...l had sexual activity in one and a halfrgeafter | first went to
Malaysia. | had many sexual partners. | blame nhyselthis at first. There
were also friends in Malaysia who to go to restatgaWhen friends told
me to go to restaurants or anywhere else, thelhomfed them. We had too
much alcoholic drink. That was the main reasonedd HIV.

— Basant, Male

6.1.2 Family-initiated HIV Testing

In contrast to the self-initiated testing mentiorsabve, family-initiated testing deals

with HIV diagnosis immediately after having the ghiasis of a family member, as a
result of either a spouse or child’s HIV diagnasighe course of treatment for other
diseases at hospital. In this study, there wasuspision of HIV before diagnosis as it

was identified in the course of treatment for otligseases. There were research
participants who were found to be positive immealiatafter their spouse or child’'s

HIV diagnosis at hospital.

A significant number of participants are identifiasl a result of their spouse’s treatment
for other diseases. In regard to this, one illugtnacan be taken from one of the
research participants, Lila, who had gone to Inwdia her husband after their marriage
and subsequently found herself to be HIV positaleng with her two children. Her
husband became sick and she took him to a hodpitéleatment. After the testing of
her husband’s blood in India, she was also recordettto have her blood tested. After

they were both tested, they were told to leavehfame in Nepal for rest, but were not
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given any indication of their HIV status. When thagrived in Nepal; her husband
became sicker and he was taken to a hospital irndak As in India, she and her
children were also recommended to have their bimsted after her husband was
identified as HIV positive. Lila, being illiteratelid not understand the reports of their
blood tests. In Nepal, especially illiterate fensate not understand hospital reports as
they have difficulty in knowing where to make cattand how long it takes to get
reports of the blood tests and so forth. Lila waserception to this. Meanwhile, her
husband died at the hospital. After a few dayshtbepital sent their reports through the
post of their blood tests showing that she ancchédren were HIV positive. Firstly the
reports were given to her mother-in-law and sheegaformation on HIV to Lila. Thus,
she and her two children, daughter and son, werrdifced as HIV-positive persons.

My husband was seriously sick and taken to a halsfait treatment. In the

course of his treatment, the hospital asked forlood test, me and two

children. The hospital had sent our reports to WiEC...Then the VDC

handed them to our relative, my father-in-law’'sthes. And then, his son

gave the reports to my mother-in-law (who is liteja After that, my

mother in law had read the reports at home thatllweere HIV positive.

— Lila, Female

Likewise, parents follow the process of HIV discovafter reports of their children’s
HIV diagnosis. In the course of treatment for aeotifiness, children have been HIV
infected. This sometimes follows the doctor’'s sgige that the parents be tested and
they are also found to be HIV positive. Rana wasitfied as HIV positive after his
daughter’s HIV diagnosis. Six years ago his daughteame sick and his wife took his

daughter to hospital for treatment in Pokhara. iAfter blood was tested she was found
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to be infected by HIV. His wife sent him a messéme&ome to the hospital for blood
tests at the doctors’ recommendation the same bhayhe course of treating her
daughter at the hospital, she died due to HIV. Bltests were done for Rana, his wife
and two children; all members of his family wereirid to be HIV positive. Thus, all
members of his family were found to be HIV positaféer his sick daughter’s treatment
at the hospital.

| came to know this fact [HIV] from my daughter whecame sick and was

taken her to hospital for treatment. | did not knabout this in India as

well. She died at age 17 months due to this disg#is4. | had not gone to

hospital at first. My wife took our daughter to pdal. Then, my wife

called me to go to hospital at the doctors’ suggest Then we, both

husband and wife, had our blood tested at [a] halsipi Pokhara and found

out that both are HIV infected. After HIV appearadny daughter, we were

called to check up our blood and came to know Wmatboth were HIV

infected.

— Rana, Male

Similarly, there are some cases of discovery of HiVhothers after having identified a
child’s HIV status. Six years ago a child aged tamd-a-half years old who was taken
to a hospital in Pokhara for his treatment but ftendt recover for three or four days.
When his blood was tested he was found to be Hfgcted. His mother, Durga, and
other family members at home did not know anyttabgut his HIV status although his
father had died due to HIV. After having identifieldild’s HIV-positive status, doctors

recommended she have a blood test. She got cordissiedwhy they were asking her to

have her blood tested, as it was her son who ve&s After her blood was tested, the
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result came out negative. The doctor asked herhehdhis child was hers. She told the
doctors the child belonged to her and they sugdesée blood be tested againat
organization working in the field of HIV. When shent there for her blood test, the
result was HIV positive.

My son became sick. He was two and half years bldok him to [a]

hospital for his treatment but he did not recowerthree-four days. When

his blood was tested he was found to be HIV infieci®e did not know

anything at all at that time. They [doctors] alsg@gested to me to have a

blood test. | asked them why | need to check mypdhhereas [it was] my

child [who] is sick. After my blood was tested, tfesult came out negative

at the hospital. The doctor asked me whether thild s mine. Yes, this is

my own child, | said to the doctor. Then, the dodent my blood to be

tested again at [an] organization, the result canoteto be positive [HIV].

Thus, | came to know that | have HIV.

— Durga, Female

6.1.3 Other Initiation of HIV Testing

Another way in which HIV is discovered is othertiaied HIV testing. In this study
non-family members rather than family members hiagiped PLHIV in identifying
their HIV-positive status either from knowing abaedrlier risky behaviour, such as
sharing needles for drug use, or from having infdran about family members’ HIV
status. These non-family members include a propevtger while living at a rental
home, supporters at the time of vehicle accidewelsas people working in the field

of HIV. There were research participants who disted their HIV status through
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others’ initiation on HIV testing. Some examples given in regard to HIV diagnosis

below.

A rental property owner’s initiation and motivatioemain very important in identifying
one person’s HIV status. In regard to this, thealgoroperty owner encouraged Buddha
to test for HIV after her husband was HIV diagnodedr husband was a drug user and
she took him to a police camp in Kathmandu forttresnt as well as to “kick his habit”
of taking drugs. He was admitted there. The potiamp did his blood test and found
that he was HIV positive. Immediately, the poliganp personnel called her to take him
away from the camp because of his HIV-positiveustaBhe came and took him to her
rented home. The owner of the apartment suggestéeértthat she also have a blood
test. She was also identified as an HIV-positivespe. After her identification as HIV
positive, she kept it secret for five years anchtBaggested to doctors, because of her
husband’s reason of death, to test her blood (mietg that she did not know her HIV
status). After that second blood test, five yedtsrder first HIV diagnosis, she was
again identified as HIV positive. Thus, her relasvwcame to know about this from the
hospital doctors and she received treatment inrdaoce with the stage of her HIV
virus. She has now been living with HIV for arouttelyears.

My husband was a drug user. He used to have driigsk him to a police

camp... They did his blood test and found that he W&/ positive. Before

that | never knew about HIV. Immediately, they [pelcamp] called me too

and they told me, “Your husband has got AIDS, sowik live a few

months from now. This disease [AIDS] may be trar@di to others as

well. So, we can’t keep him here, take him away’.e Was taken to our

apartment. The owner of the apartment suggestedonmave the [blood]
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test on the same day. | did the test. | had theegasult [HIV positive] from
the blood test.

— Buddha, Female

Furthermore, when Buddha suffered from heavy demrfive years after being HIV

infected, she was taken to hospital and told tretatdhat her husband had died due to

HIV.

| suffered from a heavy diarrhea. | became bladk mobody was there to
take me to hospital. At that time, my elder brothed brother-in-law took
me to hospital for a check-up. At the same timeguested a blood check
for HIV diagnosis with the doctors with a soft dod voice pretending that
| did not know about this [indeed, she knew abartHlV already] in front
of my brother and sister-in-law saying that my largb died due to HIV.
The intent was also to give information to my elteother and sister-in-
law, and then they came to know that my husband diee to this disease
[AIDS]. After the blood test, HIV was found in me 2060Bikram Sambat
(BS) This was not strange for me as | had already knalout this in 2055
BS

— Buddha, Female

Neighbours also become helpful in encouraging Histihg once they come to know

about someone’s previous family background. In piresent study, neighbours

encouraged Bishnu that she and her second hushauottiave their blood tested after

her second marriage. She heard a message that M e with her, from other

people in her village after she got remarried. Tumaour behind this was that her first

husband, who used to work in India, died due toahd HIV two months after having
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returned to Nepal. She had not been told about ¢iiver by her first husband or other
family members.
My former husband had such disease [HIV]. He usevark driving in
India. He became sick in India and phoned me atehteting me of his
health problems. He came back to Nepal after heigktbut he did not talk
anything about this disease. He was taken to sepkaces for his treatment.
Later, TB appeared in him. One of his sisters stayn the same village had
taken him to doctor for his check-up. He told $ister but did not tell me.
He died two months after his return from India. iister hid the reality of
being such disease. She did not show me his hbsgutards as well.
— Bishnu, Female
After people gossiped about her health, she welhbgpital with her second husband
and was identified as HIV positive.
People started talking to me about remarriagenteline that a second
marriage is not a big deal; it is acceptable andoso Finally, | got
remarried. The villagers from my first husband’'dage began to gossip
that he was HIV infected. Then, | and my secondhnd went to Bagar, a
nearby hospital and found out that | was HIV pesitiBut, thank God! My
second husband was safe.

— Bishnu, Female

Testing initiation can also come from people’s suppn identifying someone’s HIV
status in the course of treatment when any bigdaatioccurs in life. With reference to
this, there is a story from Nimesh, a Buddhist manko was identified as HIV positive

in the course of treatment after having been sslyoinjured from a motorcycle
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accident in Pokhara. He was a tourist guide foeifprers from Malaysia and Thailand
who came to see the mountains and hills of NepslaAourist guide, he had enough
money for entertainment and used money for sexu@r@inment with many women,
especially in restaurants (including those senpnastitution) in Nepalese cities. After
the accident, his supporters took him to a hospitdokhara and the hospital referred
him to a hospital in Kathmandu for further treatmeén the treatment of his injury, he
was identified as HIV positive. He was still onat@ent under one of the organizations
working in the field of HIV at the time of my fieldsit. After discovery of his HIV, he
was donated money by foreign Buddhist monks to éwd to have treatment for his
injuries under one of the HIV organizations located®Pokhara. Nimeshhrough the
support of people who saw the accident, receivespikad treatment, and in the process
he was identified as HIV positive.

| had met with a motorcycle accident. Two and lyalars back, a bus and

motorcycle collided. At that time, all the peopte Pokhara had given up

hope of my survival. At a hospital in Pokhara, teetors said that | could

be saved by being given oxygen for 24 hours antl Ithee immediately

rushed to Kathmandu... At that moment, my guru [aitsjail teacher who is

also a Rotary club member] and my well-wishers fr@wkhara raised

money and took me to Kathmandu. In about three sveékny hospital stay

there, nine hundred thousand Nepali rupees werst Spe my treatment.

After that, | was discharged. There | was inforntedt | was an HIV

positive. While discussing among themselves, theats used to say that |

was positive [HIV], that they needed to wear gloves

— Nimesh, Male
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Some participants also discover their HIV positstatus through the help of other
people, especially those working in the field ofvHIn this context, people who work
in the field of HIV have been attempting to ideptPLHIV in the areas where drug
users have been staying for a long time. They dethem with incentives to have their
blood tested, with a view to further precautionsregard to HIV treatment. In the
course of testing the blood of drug users througgsé organizations, some research
participants were identified as being HIV positive.

People from different organizations used to comeuo area where the

place was known as the avenue of drug users. Hemynmmended to us that

we test our blood. | came to know | was HIV pogtiwhen | had a blood

test.

— Sandeep, Male

Some of the organizations provided an incentiva@ff Nepalese rupees to drug users
and anyone who wanted to test their blood if theyendentified as HIV positive. As a
result, they were informed about their HIV-positstatus and commenced precautions
about their health. After organizational efforts identifying HIV among high-risk
people such as drug users, they were identifiddlsspositive and they received HIV

education and treatment from the organizations.

6.1.4 Routine Testing

Finally, routine testing is also a way for discovef HIV. This process includes visa
application for overseas jobs and eligibility cride of health in the process of
sterilization in this study. There were researchigipants who discovered their HIV
status through routine testing. Some examples aengn regard to HIV diagnosis

under routine testing.
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HIV is also diagnosed in the course of routineimgsfor work. In regard to this,
Deepak gave his blood for testing as part of otmedical check-ups for a visa
application process to go to other country. He teés that his blood was not clear at
the accepted level and it was suggested to himhago to a hospital immediately in
Kathmandu. As a result of his blood test in thepita§ he was identified as HIV
positive. After that he thought about how he coslidvive his remaining life being an
HIV-positive person.

| was trying to go to a foreign country for a job.aMysia. When | went to

a manpower company [in Kathmandu], | was askedawweha blood test

including other medical check-ups, then the doctold me to go to [a]

hospital. After the blood test was done, | was tblat | am an HIV positive

person. Then, | came here directly [to an orgammmatvorking in the field

of HIV].

— Deepak, Male

Another such case was found from the blood test feimale participant who had gone
overseas for a job. When company staff came to pcher at the airport, they first
took her to a hospital for a blood test. The remdrher blood test came to be HIV
positive and she was confined to an embassy ofINepa

...When my blood was tested abroad, | was identididHIV positive...On

my arrival in Kuwait, my employer received me aé thirport and | was

straight way taken to a hospital for medical cheldke blood test showed

that | was infected by HIV and therefore, | had reeturn to Nepal

immediately.

— Sarita A, Female
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The process of male sterilization is also anothay of discovery of HIV under routine
testing. Among male participants, Ram was an Indational living in Nepal who had
gone to hospital for sterilization after fatherithgee children. To identify eligibility for

male sterilization, his blood was tested and folmble HIV positive. His own statement
on the discovery of HIV positive status is: “I hdegen to the hospital for family
planning. | had already two sons and a daughtanyirblood test, HIV was found”. He
was easily convinced that he was HIV positive, ashiad sexual intercourse with
women other than his wife while lodging in restaugain places he travelled for his

business. His HIV diagnosis was about a week befgranterview with him.

6.2 Initial Reactions of PLHIV

This section deals with reactions of participantsew they were first informed their
HIV positive status by health personnel at hospidinost all participants considered
HIV as a life-threatening “disease”. But their reéaigs varied from silence to thoughts
of suicide, denial, anger, loss of hope and otimeotmns after being HIV diagnosed.
Meanwhile, they explained their past behaviourjmgjweasons for their behaviour such
as receiving HIV from sexual contacts with husbanty, their sexual partners’ healthy
physical appearance, having sex at one intimatagras home rather than having many
partners in commercial sex areas, the influendeieids to drink alcoholic drinks and
have sex at restaurants, drug addiction and shagedles. They tried to explain their
past behaviour, each giving their own reasons fnd HIV positive, rather than it
being their own fault. Their initial reactions td\Hand their life story are reviewed

below.
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6.2.1 Initial Reactions towards HIV
In the initial stage of HIV discovery, most pantants consider HIV to be a life-
threatening virusWhen they are advised by doctors that they are idfgcted, they
think their life is near its end, as people araiess by various media, radio, television
and newspapers. The HIV virus and subsequent Ali2Scansidered to be a death
sentence. Almost all participants expressed tloeight that HIV would be a life-
threatening virus. Jwala, who has been HIV infedtedhe last 16 years, expressed his
previous understandings about HIV.

| was overwhelmingly afraid of HIV. In the beginginl felt as if | would

die the next day. It was also said that no one &veutvive if one contracted

HIV and AIDS. | was tremendously terrified wondeyiii my death would

be today or tomorrow.

—Jwala, Male

A similar expression is found in another case fd@male. She compares her success life
story in her study while being a student at schiodier past life and the failure in life

due to HIV.

When | came to know that | had HIV, | became likeald fallen from the
sky. | was also thinking to jump down the floorrfrahe top of the hotel,
and could hardly console myself. At that time, tdme very sad recalling
my past life, that | was a good student in my s¢hmat now | was almost to
die...Out of 92 students who appeared in the exammabnly seven
students passed SLC, two girls and five boys. | wasud being a
successful.

— Sushma, Female
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In general, most participants express that thegiden HIV to be a life-changing event,
as it affects their entire lives in one way or &m®ot Their individual stories give us a
picture of their anxious memories. In regard te tl8arita A who reached one of the
Gulf countries for work was identified as HIV posé after her blood was tested in the
course of routine testing. She recalls her expeegnn this way: “It was a situation
which | never experienced in my life before. Eve@wrwhen it comes to my memory, |
start trembling. | cannot express that event indsbr After her diagnosis as HIV
positive, the staff left her at the Nepalese Empadsere she spent three months before
returning to Nepal. She was not given a chancedik wer assigned job there before
leaving Nepal. She had real experiences of feareapdriences of being hated because
of her HIV by people who resided at the embassg sarries this as a life-long

memory.

Most PLHIV often become silent about their statugh a view to protecting their own
identity. In this study, research participants wadraid of being known to have HIV, as
PLHIV were treated differently. They found everahlle personnel were not dealing
with them well because of this. In this context,asready stated in the above section,
there are significant numbers of research partitgoavho were HIV infected by their
husbands through sexual contact.

When | used to go to hospital, doctors were afcdidouching me due to

HIV. | was also afraid of HIV as even doctors weifeaid of this disease.

Like doctors, if family members did not touch mieere might have a big

problem. That is why | did not tell anybody at mgrental and husband’s

homes.

— Buddha, Female
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Therefore, both wife and husband decided to figidirasst HIV but not to let others
know and keep silent about the infection, as thetate did not even want to touch her
husband who was sick due to HIV. Similarly, it wesdieved the same behaviour would
result from family members and relatives if theyrevéold about their HIV positive

status, so they decided not to tell anyone.

Some participants deny their HIV positive statudie they are advised of their HIV
virus by health personnel, they are not ready tepicthe HIV virus at the initial stage.
Some participants denied their HIV status in theyJseginning after receiving their
HIV-positive result. They rechecked their bloogtesal times to make sure of the given
result.

It was difficult, very difficult then. | didn’t fel like |1 had HIV. | thought

they [doctors] might be bluffing me. | got my blooechecked two-three

times but the results still came out positive. ¢mgpent 2200 Indian rupees

to send my blood to USA to get it tested for HIVthbught | could trust

these results. When | got the results after abonbath, the result was still

positive. Then, it got really difficult for me.

— Santosh, Male

Some participants deniexyen having blood tests in the course of treatraehbspital.
In regard to this, Nimesh was taken to hospital gargical treatment, but he was
identified as HIV positive during the course of lisatment. He was committed to
protect his identity by denying the results of biisod test at the hospital. He expresses
difficulty in accepting HIV in this way: “I used toonstantly ask the doctors about HIV.
| used to constantly quarrel with them. | wouldhcrease my blood pressure. | used to

refuse to take my medications, remain adamant”.
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A husband’s sexual relationship with other partreerd without using condoms made
his wife upset. Misa expressed that she was veggyyamith her husband because he did
not tell her anything about his sexual relationshigh other women while working in
India. After hearing about the HIV diagnosis of heisband, she felt tension, wept and
cried alone, thinking that she would have been ktiécted. She was very angry and
told him that he betrayed her trust. He shouldehtaid her about his sexual behaviour
so that she would be safe and could earn for thaitihood. But her husband said
nothing about her reactions. They did not talk vadth other for three months. Later
on, she was also identified as HIV positive. Shes wary sorry at that time. She
expressed her anger with her husband.

| did not like to speak with him. | was very angapd told him that he

betrayed my trust, he had to tell me about his Weha so that | and my

children would be safe, I could earn our livelihood

— Misa, Female

6.2.2 Initial Reactions towards Life Story

A person’s healthy physical appearance is not aitie of his/her HIV status. To

illustrate this, Ram has been staying in Nepaklarost two decades, being away from
his home in India. He paid for sexual relationshwitomen in Bhairahawa and Butwal
cities of Nepal who did not seem to have been tetebdy HIV at all. He had sex few

times with them in these cities just two years agtore being HIV diagnosed while

spending nights out at local restaurants. He ntharght about contracting HIV while

having sex with them as they both seemed to behyahd beautiful. He did not

realize he had been infected by HIV until he hadidood tested.
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They looked healthy and beautiful. It was not e@sglistinguish looking at
them. | also didn't know | was infected with HIV... used to go to
Bhairahawa to bring wood for furniture. Sometimidsad sexual relation in
Bhairahawa and sometimes, in Butwal when | haghémd night there.

— Ram, Male

People can contract HIV irrespective of whetheythie paying for sex in a commercial
red-light area, or in a private home with closerids. With reference to this, after HIV
discovery, Santosh whose mode of HIV transmissias sexual contacts recalled his
sexual life history. His sexual partneas an Indian married woman whose husband
was also his close friend while working in India.the course of building a relationship,
Santosh and the married Indian woman started éiae$hip which eventually led to
unprotected sexde did not know about the necessity of using a oanavhile having
sex with someone at her home, and not in a comalesek area. Furthermore, he does
not like to use a condom as it gives him less feati®n. He was sure that he was only
one to have had sex with her except for her husband

Her husband was a friend of mine. Her husband tsedll me and | used

to go. In this process, | also got to know herdryettVhenever one of us [the

female] had to go somewhere, we had to inform edcér; so, there was no

guestion of going to the red light area for meuséd to arrange meetings

with her on Sundays because of my office holidayd Avhenever we went

out, | spent money on her. As time passed, shtedtasking me for money

sometimes in the name of phone bill, sometimestradéyg bill but she

never returned the money. In this manner, she &mkst 20-25,000 Indian

rupees from me. | only understood that it was dlgt@abusiness later on. |
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used to see other men like me in their house agewl thiealized that | was
being used. After that slowly we became estran@tke had taken this
occupation in consensus with her husband. | diimdw that before.

— Santosh, Male

There is a saying that if the first marriage cdleg, it affects everything after that, as in
the case of a female when there is not a goodiop&dtip with her husband after the
first marriage. There are many such cases of fepeigcipants in this study who were
identified as HIV positive in their later life. INepalese traditional culture, females
should go to their parental home with the permrs&ibtheir mother- and father-in-law
if they are still alive, in accordance with cultuabligations. In regard to this, Gita
expressed that her husband accused her of freqgeht parental home even she went
there as per the cultural obligations with the pesion of her mother- and father-in-
law. Next thing she was also accused by her hustatdshe could not bring enough
dowry from her parental home, not as much as hebdnd had expected. Therefore,
her husband married another female within a yeamafriage. The participant gave
birth to a daughter from her first husband andedaynere with her mother- and father-
in-law for nine years. After getting pressured ley first husband time and again to get

out of the house, she went to her parental home.

There are cultural rituals during the period ostfiyear after marriage. | had
to go to my natal home frequently in the first yaaraccordance with
cultural obligations. My first husband told me Idhgone to my natal home

frequently. Next thing | could not bring enough dgrom my natal home.
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My parents gave property but that was not as mscheahad expected at
home.

— Gita, Female

Later on, she was married to a person infected iy K was some time later that she
came to know about the HIV virus. Consequently, als® became an HIV-infected
person due to her sexual contact with her secomstband. There are other, similar,
stories of female participants whose first martieds were not successful due to issues
of smaller dowries given by parents to their huslsammomes at the time of marriage
ceremony. Consequently, they were bound to godwo grarental home. They also did
not get peace, especially after their brother'sriages, as brothers’ wives own their
husbands’ property.

It isn’t considered nice for a girl to stay at lparental home for too long,

hence, my second marriage. My younger brothersgdsonarried. There is

a saying that those who looks after their daughtenst look after their

daughter-in-laws. People started talking behindbawuks. Tomorrow you'll

get old, you need someone to look after yourselbpbe used to advise me.

He will look after you in sickness and in healthaall think it's my karma. |

didn't want to get married. When pressure starteduming from

everywhere, | remarried.

— Rita B, Female

There is no special provision in Nepalese law twjole property to a married daughter.
As a result, the female had to get remarried toaa mho is not faithful to his wife.
Then, the remarried female was HIV infected duesémual contacts with her HIV-

infected husband. As stated in a Nepalese provd, next marriage cannot be
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successful when the first marriage has collapseddme reason, which is evident in

this study.

Research participants, drug users, reported feelaignner curiosity about knowing
what would happen after taking drugs and felt regeer their habits of drug use that
made them HIV positive. Personal inner curiosity wanting to be a hero by using
drugs, and to be different from other contemporignds, were reasons given by
research participants to become drug users. krisgps in the nature of human beings:
some want to be different from others so that ogheople recognize them easily
through their behaviour and whether they are puagseither for reasons of fashion, or
to be seen wearing bigger rings than average okidg alcohol to express themselves
in some way.

This was all about my curiosity. | wanted to seehiat happens if | take the

drugs. | used drugs not because | am from a vehyfamily. | am from a

middle class family...These days | do not remembagsireven in dreams

as drugs made me an HIV positive person [shariegllies for drug use].

— Raju A, Male

Similarly, a habit of sharing needles for injectish@igs resulted in the HIV infection of
some research participants who felt regret aftergomfected with HIV.
| started taking drugs. This habit of using thegdris really rubbish thing.
The drugs brought me HIV [virus]...Without them | ¢dunot think or do
anything. So | had to leave the school. Drugs becartbattery” for me and
remained so necessary and powerful, without whictuld not do anything

more. Then | was trapped by the habit of drugs..h&ttime of beginning
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drugs, we could not get syringes easily. An orgation used to provide
syringes to needy persons in a very limited wayusdd a syringe and put it
in the bush with a view that nobody cares there thieth others used the
same. | also used the syringes used by othersiismtay | became HIV
positive.

— Shyam, Male

Research participants also attributed their drudiction to their friends’ influences that
pushed them into sharing needles used by othershwdansequently made them HIV
positive. Since a significant number of researcti@gpants became drug users due to
their drug-addicted friends at school and theirr@undings at home. They were
motivated to take drugs by their friends.

At first my friends used to encourage me to us@siriidid not have to buy

then. When | asked them what would happen if it teken. They said to

me, “You can fight with others, you will be an extyou will be energetic

by using it”.
— Raju A, Male

In the initial stage, research participants, comimmgn drug-using backgrounds were
lured to take drugs by the influence of their fdenLater on, they could not survive
themselves anymore without having these drugs. Thathy research participants
considered drugs as giving them energy for lifethe same way as a “battery” of

electronic goods works to make them function.

After being HIV diagnosed, due to sharing needlét driends, there were research

participants who were also questioning role of ptreod’s responsibility for caring for
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them while being at school age. In fact, mothersd dather’s roles in caring for
children properly are complementary agents.
My parents used to quarrel with each other takimgsaue of my study. My
mother used to take me to school for my study baotetimes, | ran away on
the way to school. When my father used to come backe from his work
in the evening, then he used to abuse and bedidady time and again on
why she could not control me on the way to schaodl the school hostel if |
did not go to school. If both mother and father kaicen good care of me
[father did not give him time], | would not havedmean HIV positive
person... | went in a wrong direction slowly.

— Shyam, Male

6.3 Initial Responses to PLHIV

This section deals with initial responses to pgréints in regard to their HIV when
other HIV-negative people came to know about the-pibsitive status of someone in
their surroundings. Some of the people have expdetigir responses orally, and some
of them expressed their responses by facial expresghich also provides useful
information as to how other people consider HIV#pes status at home and generally

in society.

After identifying a person’s HIV-positive statustime course of treatment at a hospital,
family members seem to be very sad. They oftent stavuting and crying loudly for
reasons of sympathy and grief as HIV is considécetle death sentence. There are

multiple possible interpretations for these respsnghinking about the uncertainties of
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life; an immediate death sentence due to HIV; fifeces on both the individual and the
family members.
| had gone there with my parents and wife. My fgnmhembers were
expecting that the treatment in such a big hosprtalld cure me well but
they came in a lot of tension once they found bat t had HIV, ..., saying
it was a dreadful disease. They cried.

— Min, Male

Facial expressions of people after hearing abomesne’s HIV positive status give an
understanding about how they see HI.this study, family members of research
participants simply remained silent, showing tHagyt thought of HIV as a dreadful
diseaseOftenthe PLHIV could not tell their HIV status to thdamily members and
others at once. For instance, Rita B, a female, taki®ig medicine routinely and her
parents saw her taking medicine. She felt reludtashare her HIV status rather than to
say she had HIV. When she told her parents abeutn#dicine for HIV, both her father
and mother made eye contact with each other andatiday any words for the time
being. Here this facial expression illustrates hp@ople consider HIV as a big issue in
Nepal.

| had to take medicines regularly. So they [paljeas&ked me what disease

was it that | suffered from. So | told them. | tdlkeem that their son-in-law,

my husband, had passed away because of HIV. Ihgotlisease from him.

He hadn’t taken medicines properly. But now | arkirtg medicines and

living a life...They didn’t say anything for some #&nThey feared that their

daughter would die of a disease unexpected to tredhrthey would have to
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see their daughter die before their eyes. The daugitho they thought
would cremate them, they would have to cremate.

— Rita B, Female

When a family comes to know of a member having Hi&khents often seek to guarantee
their future security. The parents would not beeabldepend on an HIV infected son.
They think that HIV is considered to be a life-ggde “disease”. This study found such
a case in Kathmandu, where tNewar (third group of caste hierarchy) people who
belong toVaishyacaste group and are usually rich people, have eeg for a long
period of time.

My parents gave birth to my younger brother whemak 21 years of age

thinking that | would die soon after becoming arVHlositive. Before my

HIV positive status, we were elder sister, me, raptéind father. | was a

single son for a long period of time. When | dised my HIV status to my

parents, then my younger brother was born. My ganemnght have thought

that it was necessary to have a son to hand owr ltiig property and

continuity of inheritance for future generations.

— Shyam, Male

The above statement shows how some people thikk\bin Nepal. The HIV issue is
taken as a dreadful life event and there is noréuttertainty of life after being
diagnosed as HIV positive. The parents of thisipgent gave birth to another son to

hand over their property for future generations.
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6.4 Discussion

Most participants expressed the view that being Hiécted was not their fault. Most
research participants, from the very beginning raftélV discovery, started
reconstructing their identity by rationalizing theHIV infection. Some male
participants living with HIV due to their sexualrtact expressed their views that the
females with whom they had sex seemed to be heaittiyery beautiful, and there was
no indication of HIV infection. Some other male fp@pants expressed that they did not
have sex in the red light area, such as at a dratftecommercial sex places. Similarly,
most female participants expressed that being Hfgcted was due to sexual contacts
with HIV-infected husbands and husbands’ unfaitidglk to their wives. A few female
research participants reflecting on being HIV indecalso attributed it to their fate,
including bad deeds from previous lives by husbafafsily members. Likewise, some
male participants attributed their behaviour t@rds’ influences in having alcoholic
drinks and sharing needles. Thus, they startedmgakieaning of the life situations that

led to their being HIV infected.

There was a misconception that HIV and AIDS areoaymous with a death sentence.
The earlier purpose of giving information on AIDS people by media was to keep
distance from sexual contacts beyond one’s ownspda contrast, the people started
considering HIV as AIDS itself, the last stage divHand equally treated HIV as a
death sentence. That information came to peopdsgective of HIV status through
mass media newspapers, radio and television. TdrereHIV-negative people have
been using the phrase “people with AIDS” for PLHMce the very beginning of HIV

discovery, to describe people who are not everhatlast stage of HIV. This has
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negative impacts on both PLHIV and not with HIVthey commonly perceived HIV as

a death sentence.

Research into PLHIV by country and nationality ragethat HIV is everywhere to a
certain degree, and is definitely not confined e oationality. In most of the Nepalese
HIV literature, the earlier Nepalese perception Waat people going to India are
infected with HIV if not taking precautions whil@aving sex. In this study, there are
cases of people infected with HIV within Nepal andhe Nepalese emigrants going to
third-world countries beyond India. Furthermoreerthis also the case of a foreign
national contracting HIV while having sex with womeorking at restaurants in Nepal.
This shows that there is likely to be HIV infecti@verywhere within and outside

Nepal, beyond India. Similarly, other nationals alseo HIV infected in Nepal.

Research participants suggest that HIV seems tanbeutcome of fragmentation of
family structures partly as a result of internatlanternational migration.  Another
common factor is the sharing of needles for drug U$ese days, people are moving
from rural to urban areas and from one countryniti@er country, especially for work.
As a result, couples are away from their own spauséiich has resulted in them
finding extramarital sexual partners to fulfill thesexual desires at the time of being
away from home. In this study, research participdrad gone to other countries for
work which made them away from spouses of home,thhey had unprotected sex. In
addition, some young males in Nepalese urban ameasdrug addicted due to the
influence of their other drug-addicted friends &h@rneedles. Consequently, a

significant number of the current male generatisrbécoming HIV positive. In this
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study, around one-fourth of the total researchig@pents are HIV positive due to

sharing needles for drug use.

6.5Conclusion

The initiatives for HIV testing and discovery caonee from self, family, or others, or
discovery may result from routine testing. At theginning stages of HIV discovery,
most participants considered HIV as a life sentepspecially those participants who
were HIV diagnosed a long time ago. Similarly, fgmmembers and non-family

members, including health personnel, also considelly as a life sentence, when they
came to know someone’s HIV status. For the persbho has been HIV diagnosed,
discovery of HIV divided their lives into two distit parts, before and after the HIV
diagnosis. The HIV diagnosis also gave an oppadsguoi engaging with their HIV

treatment and then prolonging their life expectancy
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Chapter Seven: Spoiled Identity

This chapter focuses on HIV stigma and discrimorain the lives of participants, their
feelings to varying degrees depending on their iptesy personal background. This
chapter also deals with disruption to human nekdsdre associated with the issues of
personal relationships, even with a person’s owsiogical children, marriage and
remarriage, fulfilment of sexual desires, and osasswork. Finally, it discusses reasons
for HIV stigma, discrimination and disruption torhan needs and how these issues
affect the lives of participants negatively witlgaed to their identity. A major focus of
this chapter is to discuss how HIV is perceivedpailing the identity of participants,
including interventions on their daily lives reldt® relationships with family members,

marriage, sex, and visits to other countries imceaf jobs.

7.1Stigma

Participants feel personally stigmatised becaug@eaf HIV history and stigmatisation
from other people in the presence of health pemonorking in the field of HIV,
listening to people talking about HIV and througlking with other people about HIV
including any other diseases with symptoms simitaHIV. All these things make
participants feel devalued in society. They fégnsa from within based on their life
before HIV infection. This is related to societalrms and values as they think they
could have controlled their personal behaviour WHexd to HIV infection if they had
tried to have protected sex or using sterilisednggs for drug use. They recall their
previous histories of being HIV infected and witlihremselves feel shame and look

down on themselves.
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[HIV] is through sexual contact. | was a drunkartleéhad such friends
going to restaurants. | have not gone anywhere[alg@eign country] from
my place. | never take cigarettes but took alc@holPLHIV are assumed to
be low level people and doing low level work [esgx with multiple
partners, irrespective of HIV status]. It seemsn® that people may think

that PLHIV who are poor did not work well previoysl|

— Rajesh, Male

Apart from self-stigma, participants expressedifgebther people backbite and gossip
about them when they are in contact with healtlsquanel working in the field of HIV
and even if they listen to others talking about HIMring the course of daily life. If
someone asks about HIV in a general sense, thdyat®mmed. Furthermore, this
significantly humiliates them in their lives. Ingad to this, Pushpa expresses her
experiences in this way:

| saw people gossiping, backbiting, and pointing talling- look that

woman and man have HIV ... Someone might have susgpege of being

HIV positive. It is because people have seen mkin@l with health

personnel working for the HIV infected people... Mgdnt aches when

people say indirectly that | have HIV infection.

— Pushpa, Female

Seeing and listening to stories of HIV stigmatiaatiand discrimination which has
happened to others makes participants terriblyfdeamfhe stories of seeing other
PLHIV being put in an isolated place in a cattlesgl{Mamata), not being given food

enough to eat by their family members at home jGpaople telling others in their
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society not to sit and eat together with such Hifected persons (Suku); such stories
made them ache in their hearts that similar stamey happen to them once people
know about their HIV. Similarly upsetting is lisieg to stories that HIV is a life-
threatening virus and that people contracting HB¥éntheir skin turn dark and their
body becomes very skinny showing their skeletond(Bia). In addition, some PLHIV
suicide after experiencing hatred at home and ohewsociety (Gita). All such stories
have made them extremely fearful of what may happéne near future.

| had seen mistreatment and discrimination done teister living in a

village. She was also my relative. Her husband wsedork in India. First,

her husband was identified as HIV positive. Themaher blood was

checked while getting sick and she came to knowdha was also an HIV

infected. Then, her family members put her at ahated place, at a cattle

shed. They did not give her permission to entetibme. Because she was

sick, if anybody brought her fruits they did novgito her. Her parental

family members used to come there to wash her diessause at home

nobody was doing it. | was so small at that timeerkif she was sick, she

had to bring grass/fodder for cattle from homelandorests. That's why

my parents used to send someone to cut grasssetllto go there to help

her sometimes. One day | cut my finger while cgttynass. That scratch is

still on my finger. When | see this scratch, | lecay sister [the then HIV

positive] still now and the event of that time makme scared of HIV.

Doctor had also suggested me to be careful with IPLES it can be

transmitted to anyone at the time of my finger tireant.

— Mamata, Female
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Anu, a female, heard of a story related to HIV &ifeathreatening “disease” that caused
her heart to ache when thinking society would rihisinate against her once people
knew of her HIV.
| had heard that a young boy was identified as Hbgitive at [a] hospital.
There was a rumour that he would live only for Bang. There was also a
rumour that he would get pimples and injuries ahldady very quickly. It is
not good to stay close to persons with HIV andait be transmitted through
the mosquito bite as well. My neighbours used tssgnabout this. At that
moment, many people were saying the same thingd, Hid is a life
threatening disease. After | had HIV | worried tlsaiciety would know

about my health condition and they would discrinenagainst me.

— Anu, Female

Participants stigmatised themselves from sociadcaliperspectives, especially in the
belief of luck written by birth. Pratima shared legperiences on her poor luck in this
way:
| stigmatize myself in my heart because of my plock. Though | know
that it is not good to blame myself but such fdolikings go through my
mind. This leads to weakness. | am wondering ifrt@ighbours know about
my [HIV] status. If some people do talk about stigimgs, | think they are
pointing out my status though it might not necagsdre the case. If
someone treats me differently from before, | widl Wwondering if he/she
knows about my status.

— Pratima, Female
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A similar statement was also made by Durga in ikg@both her and her son’s HIV

status due to the husband’s family’s fault (i.lee previous generation):
My previous generation has done some wrong in eaiier life. My child
[her son] got HIV without doing any wrong. Even &Je not done any
wrong in this life [e.g., extramarital sexual réat], | have also contracted
HIV. People say that you are now suffering fronsths your ancestors did
sinful things in their own lives and the reactiasfsthose people are this
disease [HIV] on you. | think this may be true, tth& why, and we are
suffering from this disease without doing any nksta our lives. Even my
child is now suffering from this disease. Thatlis@ated to the sins of our
ancestors.

— Durga, Female

7.2Discrimination

Participants reported being ostracised at hometlagy did not feel their home to be a
conducive environment for them to stay in. Theyretatheir experience that their
family members told them to go away from their ho(@ta). Their clothes were
thrown from the veranda by their family memberstgRA). Their family members,
relatives and neighbours also told them not tohatlothes used by some participants
because it was believed that they might get HI\éctdd if they touched the clothes
(Gita). Consequently, participants became detadhmd their family members and
eventually were cast out their homes (Rita A, SushMamata, Buddha, Sarita A,
Durga, Sarita B, Gita, Rita, Anu, & Pratima). Somegamples in regard to

discrimination are as follows.
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First, | was looked down upon at home. My dad talel to leave the house.
My brother and sister-in-law discriminated againg. It all starts from

home. | had saved some money when | returned i@ #00rder to get my

wife and son tested for HIV, my father knew of navieg. He said | was
bluffing about my HIV. They suspected that whatctually wanted to do

was to separate from the joint family and stay awéi my wife and son.

When | finally succeeded in making my parents belithat | had HIV, the

word spread among my family members. They startisthehaving towards
me, my wife and son. They wouldn’t drink water giviey my wife, they

wouldn’t eat the food my wife had cooked and indtéald us that we

should have it ourselves. They threatened us sakiaigif we [me and my
family] didn't leave the house immediately, ther@ul have to be a
division of the household that they would desert parents. | thought that
rather than tearing the family apart, it would lettér if | left the house.

— Santosh, Male

Another example of ostracising participants is friti@ perspective of physical problem,
pointing out their pimples on skin. This examplenes from Gita, a widow who started
staying at a new place in an urban area. She shaeedexperiences on HIV

discrimination when she goes back home with hellsoa occasionally.

When | and my son living with HIV go home... My rmet in law, father in
law and others used to say toRisohori! Phohori!! [Yucky! Yucky!] Do
not come and stay here, pointing out pimples onbmaty, and rather it is
better for you to go anywhere else far away fromehban going close to
them at home.

— Gita, Female
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Anu, a female divorced from her husband, expressedexperience of divorce due to
HIV in this way:
All members of my husband’s family told my parents to allow me to
come to their home in Pokhara because of my HIXustalrhen my parents
filed a case at Court of Law against my husbanarsily members for not
taking care of me, even not allowing me to eat fand to wear clothes
after | became HIV positive. After one year of thing of the case,
thinking that it is better to reconcile, there was agreement and | was
given 500 thousands (Nepalese Rupees) and therthevasconciliation.

— Anu, Female

People in society discriminate against many paaicis by keeping their distance from
each other if they know someone has contracted Hiiére is also a saying concerning
a person convicted of bad activities that it is go@bdd to see even the face of the person
and HIV is considered to be the same category. Suitiee female participants shared
their experiences that people did not come to th@me to say hello at the time of being
il once villagers came to know that the particifsawere HIV diagnosed (Rita B). The
immediate villagers would only come up to gardesday hello instead of coming inside
the home. They also warned a few participants motalk near their home, or even to
walk in his/her own way.

The villagers even said that they wanted to drimk buttermilk but were

dubious because it was made by people with suabasks [HIV]. They

sprinkle salt on our wounds. My husband was beeéndd illagers would

come outside our home to call us but wouldn’t cang nearer fearing they

may catch this dreadful disease and die...He [agelavorking together
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with her husband in India] told many of the village@bout my husband’s
condition. He told everyone that so and so persash HIV that he [her
husband] was untouchable. No one was to eat amytiengave, not even
drink water he gave.
— Rita B, Female
Mamata, a female, shared her experience of misterdtdone by villagers and became
desperate to leave her home.
| had experience of mistreatment done to me bggdts. When | was going
to buy something in a retail shop through the yairany neighbour, one
sister living in the village told me not to walkrtéugh that way due to my
HIV positive status and also not to enter their bBonThis is my
unforgettable event for my life. | felt really sddhought it would be better
to leave my village. Thereafter | came to Kathmaridead not visited the
village since then.

— Mamata, Female

Female participants are stigmatized and discrirethéty HIV-negative males and even
by males living with HIV from the perspectives cérgler roles assigned in Nepalese
society. Females are treated as second-classnstinesociety and females living with
HIV are not given any human value although theyhnilgave contracted HIV through
their husbands. Even males living with HIV put féesawith HIV down because of
their lower status in society.

Woman cannot speak openly about their rights ahdraimilar things. HIV

infected men look down on HIV women and discrimeagainst them as if

men do not have the infection. Males living with\Himistreat females
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living with HIV. They do not care what they are dgitowards the HIV
infected females.

— Pushpa, Female

In Nepal, females have been experiencing intra-gemliscrimination for centuries,
especially female-to-female discrimination becausfe positional power held by
mothers-in-law and females with husbands as tlte@n@mic supporters. Females who
have husbands as their economic supporters haggndisated a lot against widows
from economical and socio-cultural perspectiveshpa also shares her experiences in
regard to the hate experienced as a daughter-italer mother-in-law, both verbally
and physically.

Most of the time there is quarreling at my home. Mwther-in-law

physically mistreats me by holding my neck... Once slas abusing me

using bad words and | listened to it patiently. Baé abused me for such a

long time that | lose my patience and | wantede® what happens if | also

do same to her. So only for once, | repeated whataid to me. At this she

caught my neck...My throat and neck were swollenavehblue mark on

my neck, “You can see it here”. Just a day befbeset was a big quarrel at

my home.

— Pushpa, Female

Lila, a widow, shared her experiences on how femalee discriminated against by
females:

Women accuse other women of practising witchcréiftomen whose

husbands are alive think that widows are bad n#ves, bad karma got their

husbands killed and by mingling with them, theidsars will also affect
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them. Also, there is nobody to stand for or defendows. If females are

already angered for some reasons, they think itogpjate to dominate

widows in the situation of having lost their husbamlue to their death. The
husband is the only person fighting to save higwiut if he is not there,

females consider it appropriate to dominate otkerdles like widows and

helpless ones. Indeed, females are more stigmatimdddiscriminated by

females than by males.

— Lila, Female

From socio-cultural perspectives, females discrateéragainst females. Gita, a widow,
expressed her experiences of how socio-culturagbfaanfluence women’s lives in
Nepal.
When | used to walk on the way, sometimes | heaple were saying that
it is not good to see a widow while walking somereheMy husband's
brothers bought white colour cloths to wear anddies in my village used
to say it was bad fortune if we see such widowlengath and work would
not be good. At that time, my heart was tellingthtaat one day they could
get it — everyone dies in this world. | will justaw for this day. Most
females of my village told me | was bad luck whéeyt saw me going
somewhere.

— Gita, Female

Discrimination is still pervasive among variousteasn Nepal and this has affected the
lives of participants. With several efforts madedmyernmental and non-governmental

organizations working in the field of human rightsere is now less discrimination than
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was previously the case in Nepal. However, therdiilsdiscrimination in rural Nepal
where illiteracy is high. In this study, researértipants from a lower caste expressed
that they had to clean utensils after eating fob@mthey went to higher-caste people.
Currently, this is not applicable in urban areasutih this type of discrimination still
exists in rural Nepal.

Previously, we had to clean our utensils if wefatal at Brahman families,

because we were of a lower caste. Nowadays we tlonewd to clean

utensils after having food even after being HIV ipes. This custom of

cleaning utensils by lower caste people is stillvpsive in some places

[rural areas].

— Rana, Male

Suku, a widow from a so-called untouchable castgresl her experiences of
discrimination by caste:

We lived in aBrahman-Kshetreeillage and | had to face the problems of

untouchability there. They did not let us to gitiieir house, and did not

eat food touched by us. They told us to go awayefgo to their veranda

also. Brahman priests used to tell us not to putdoro [secret thread]

around our wrists idanai Purnimaa Hindu festival day]. It is because we

are lower caste people.

— Suku, Female

Even government institutions like hospitals, scBpglolice offices, and the embassy

dealing with emigration mistreat participants inrigas discriminatory ways, which

affect preventative check-ups and treatment atitedsptudying at school, exacerbate
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feelings of insecurity at police offices, and pnetheg people from going overseas for

jobs. Some examples in regard to institutionalrthsioation are given below.

Health personnel at hospitals discriminate agapasticipants by delaying treatment
and transferring HIV cases to other hospitals, apdaking rude words to them.
Research patrticipants shared their bitter expeeré health personnel dealing with
them badly after they and their family members WiN were admitted to hospital.
My wife was taken to [a] hospital to give birth tmur youngest, fourth
child...She was second in line for a delivery operatiafter doing the first
woman in the queue. My wife was asked to wait aftex was asked to wear
the operation dress when hospital staff came tovkihat she had HIV. She
was then asked to change into her own dress agdimg her that the
delivery operation was not possible at the hospaalher because of this
disease [HIV]. She was asked to go to [anotherpitals Later, she was
asked to return back to the same hospital [theitadsphere she had gone
first time]. In this way her operation was delidefs delayed. Then the
operation was done in the next morning at the halspihere she had gone
for delivery at first.

— Rana, Male

Health personnel also treat participants diffesemti terms of asking unnecessary
guestions in regard to the mode of HIV transmissidns can be easily interpreted with
a stereotypical mindset that PLHIV in Nepal haverbellV infected through the trade

of prostitution in India. Indeed, health personara dealing with participants at hospital
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with unnecessary questions which may be far beyoadeality of how participants are
blamed in association with the trade of prostitutio
| suffered a lot from such hatred and discriminatadter becoming HIV
positive. At that time HIV was not spreading outitas now. Doctors did
not know much about it so they discriminated agauss..When the doctor
visited me; they used to ask me for how long | stbgt Bombay. | had
never heard of Bombay. Before asking me about mgildethey used to
think that | had been to India and asked me abbuWhen | was in
hospital, staff came and handed over medicinerédadive who was looking
after me instead of giving the medicine to me bseanf HIV.
— Buddha, Female
Pushpa had a similar experience of discriminatibrh@spital and she shares her
experience:
Whenever PLHIV need to have an operation, the hgadrsonnel try to
escape from them saying this kind of operation as available in their
hospitals and request them to go to another haspitanother place or
district. In the second hospital, the health pengbalso give them the same
excuse.
— Pushpa, Female
She has also a bitter experience of discriminagtdmospital in the case of woman living
with HIV from a dalit ethnic group on how the woman died due to unavitithalof
treatment.
Once there was a woman from ttalit ethnic group who had a problem in

her uterus. She had to have an operation but whentadd the health
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personnel there that she was HIV positive, theyndiddo the operation and
delayed it deliberately. So she ultimately died.

— Pushpa, Female

Children living with PLHIV in this study have beelmscriminated against at school by
people treating them badly and even discarding tliem school. Research participants
shared their experiences with regard to discrinonaggainst their children by not
allowing admission to school and mistreatment byost teachers and contemporary
student friends. Some examples provided can bstrditive in regard to discrimination
that happened their children’s education due tar then HIV-positive status. Sarita
uttered her bitter experiences after the schoalhtaknew of her and her children’s
HIV status:

The school teacher came to me and said that they twasend away my

children...because the parents of other children caittrecomplaints that if

my children will not leave school, they will be cpelled to stop their

children from going to the school, | stop sendingn to the oldchool.

— Sarita A, Female

Gita, a widow, expressed her experiences in regahgr son’s schooling in relation to
discrimination from his school teachers and friends

There is a school for my son, not far from my hoie.was enrolled there.

But teachers did not give him homework. My son kadtay alone on the

bench of the classroom. Nobody stayed around hoause of HIV. My son

said, “Nobody cares about me in my school neitleschers nor my

friends”. One of the reasons for migrating to othkxces from my home is
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to teach my son. Therefore, | am now here and wilhbe tomorrow | do
not know.

— Gita, Female

Some participants are sacked from their job aftepleyers know their employees have
contracted HIV. In this study, participants workiag a carpenter at a furniture factory
and as servants at houses had to leave their jobs wmployers came to know they
had HIV after hearing of HIV from other people (Hiar& Suku). They were told

indirectly that their work was not necessary anyenior some reasons. Harsit reported
that he was fired from his job. Likewise, Suku, mlaw expressed her experience of
halting her work to continue her household job wagkwith an owner’'s home in this

way: “I was told not to come to work there pretemdthey did not need anybody once

the house owner knew her HIV positive status”.

Participants are mistreated badly at police offiéadice officers discourage them from
surviving any more due to HIV infection. One of theale participants shared his
experience when he was in custody for a differeason rather than his HIV status. A
police officer abused him telling him that “it waube better to die like such a person
with HIV rather than to survive in this world” whkilasking for an HIV medicine
(Nabin). The participant was strongly recommendead ab doctor to continue his
medicine for better health but he had to abstaimfore than 40 days.

Once | was taken into custody. There, we had somer@ents. Though they

knew about my health condition and | asked them tookeep me from

taking medicine for more than 4 days, they did podbvide me with

medicine and kept me from taking lifesaving medicior more than 40
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days. | had the impression that the police wishedtondie at an earlier

stage because of my disease [HIV]. This was thestvexperience | ever

had.

— Nabin, Male

Likewise, Sandeep was mistreated by his other peisotelling him to stay away from
them pointing out the corner of the room at theetiaf sleeping. Police staff did not
take any notice in regard to his problem thougWas their responsibility to listen to
problems of prisoners.

There were people come from theft cases in the@daliation. They treated

me badly. | had to sleep along with them. Whileeglag with those people

they sent me away from their place pointing out fimger and mouth] to

the corner. So | could not know where to sleepsTipe of mistreatment

made me heart-broken as well as | got angry agtiest.

— Sandeep, Male

7.3 Disruption

Apart from other family members and people livimgsociety, biological children are
also reportedly keeping their distance from tharepts living with HIV for various
reasons and relationships between children andh{zad® not seem good as they have
been.The reasons behind children keeping their distamight be their presumption of
sexual relationships with outsiders, although thes not specified. Moreover, there
may be the fear of a future with daily life spenttreated by other people due to their
parents’ HIV-positive status. In my study, there &ery interesting examples of how
HIV-negative children kept their distance from theiothers living with HIV. Anu, a

female being divorced from her husband after beily diagnosed, shared her
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experience of her son’s behaviour while seekingll on telephone after her son
arrived home from abroad with his father.

Once when they came to Nepal, | telephoned him Bw]. My son

answered the telephone. He just said “hello!” hdtrebt say any more word

to me when he noticed my voice and put the phorenddow he is aged

15 years.

— Anu, Female

In this instance, it may be the case that her mdbhis sisters and other family
members might have told him some bad things absumbther so that he did not like

to talk to her.

Likewise, Buddha expresses her distress at havikgep her distance, either far behind
or far ahead, of her son going to secondary schabl the hope that others do not
recognise her on the path going school if she needs there for some reason, such as
paying tuition fees and parents’ day.

...There is fear that society will recognize him asom of a mother with

HIV...When some time his mother has to go to her s@thool, my son

will say not to disclose. If you will disclose, lilhave no friends at the

school, I will have difficulty in studying. My sowill not prefer to go with

me and specially, due to his HIV positive motheere is a fear that there

will be insult from everywhere. Therefore, my sonlke either far behind

or far ahead if | need to go to his school.

— Buddha, Female
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Some patrticipants reported finding it hard to getpartners without HIV for marriage.
In Nepal, an arranged marriage is given more pyidhan a love marriage, although
these days the trend of dating and love marriagecreasing with increased educational
attainment and the influence of Western culturendggally, parents and relatives play
important roles in finding a partner for their band girl. But it is hard for their
guardians to find an HIV-negative partner for thediispring’s marriage because of their
HIV-positive status. In my interview with unmarriedales, they expressed that they
have resisted proposing marriage with an HIV-negapartner because of their HIV-
positive status. Those unmarried persons were aaxihether birth may give rise to an
HIV-positive baby. These things are a hindrancehenpath of getting married all their
lives.

| could not marry a normal-health girl [HIV-negagi\girl] because of my

HIV positive status. The big thing | missed is mammege... | could marry

a girl by telling a lie but the relation would nbe long lasting. | am

deprived of married life due to HIV.

—Jwala, Male

Furthermore, even after marriage, if someone wémtget remarried either due to
separation from their spouse or the death of spdusishe is not easily remarried to
another person because of HIV. The reason behiacséems to be as with the case of
unmarried persons as stated above, participantsteet disclose their HIV status with
the persons proposing for remarriage with themsTdneates a vacuum in regard to
remarriage. Pratima, a woman separated from hdvamas expressed how HIV has

obstructed her from making a decision on remarriage
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...Sometimes, he rings me [from overseas] but | bk bitterly telling that
my fate has been already broken. | am avoiding nhésriage proposal
though | want to get remarried with him as welhalve not decided because
of my positive [HIV] status.

— Pratima, Female

Moreover, participants have found difficulties uifilling sexual needs because of their
HIV-positive status. One of the main purposes ahdpenarried is to have sex in a
society where sex is socially sanctioned only aftarriage. Participants face barriers to
having sex because of a lack of available sex pestras stated above. Even after
marriage, an HIV-positive person cannot have se¢k am HIV-negative spouse, even if
the HIV-positive person has an interest in havieg with his/her spouse. In Nepal,
females are less likely often to propose havingwigx their male spouses. As a result,
females face difficulties in fulfilling their sexuaeeds even when applying safe sex
techniques such as using condoms. Sarita B, whtramted HIV through her first
husband and remarried to her second husband ayetistavay due to HIV, expressed
that her second husband who is HIV negative doebane sex when she goes home at
everyDashainfestival. She shared her experiences on disrumticsexual life in this
way: “...My husband is scared of HIV I think. We tadkout other things but he does

not want to have sexual intercourse. | cannot @efhis to him if he does not want”.

Participants reported not having the opportunity gm overseas for work. After
introducing multi-party democracy (1990) in Nepatany unemployed males and

females were encouraged by the government to gseae for work. But this did not
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apply to the PLHIV. Most of the research particizawho tried going overseas for
work faced barriers preventing them completing ghecess once they were identified
as HIV positive at the time of the required routhemalth checks. Deepak prevented in

going to other countries for work due to HIV, slthlhes experiences:

| just knew that | had HIV. | got a passport seyears ago in order to go to
foreign countries but | could not find a good caoyrfor work]. Now |
found a good country to go [Malaysia]. | went to iydawer Company. |
paid Rupees 2500 for a medical check-up. After, thiailed from the report
of my medical check-up. | was recommended to g@kdospital for HIV
testing.

— Deepak, Male
Rita B shared a similar experience of obstructioegeking a foreign job due to HIV.

Nowadays more women are opting for foreign emplaytme order to earn
good money. If | didn’t have HIV, even though | amt much educated, |
think | could’'ve gone abroad to earn money. I'vstlthat chance.

— Rita B, Female

There is an apparent increased aggressivenessrigfigants towards HIV-negative
people that indicates there is a widespread opialmut a spread of HIV and AIDS in
society due to a heavy stigma and discriminatioabiN expressed his aggressiveness
against HIV stigma and discrimination that he cdass is resulting in an increase of

the spread of HIV and AIDS everywhere.

If this problem [an issue of HIV stigma and disanation] will continue,

one day even their own child will suffer. No onenakeny it. This is life and
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anything might happen in life. This might happenowingly or
unknowingly. Everything is not under your contrblyou look at me | don’t
look HIV positive. If, | have bad or destructiveention | can transfer this
disease [HIV] to 10-12 persons every day. But thedgthing inside me will
not allow me to do so. But one day, if PLHIV lobeit patience because of
mistreatment and discrimination, it will burst armcome destructive
leaving at least one HIV affected person livingeath home.

— Nabin, Male

A male expressed his aggressiveness indicating s$tityima and discrimination being

made by HIV-negative people.

Those who are violent towards us [PLHIV] shouldHedd responsible. It
seems reasonable to fine a person who treats Ums omittempt and put
him/her in jail. I've thought about this in somesea that I've seen.
Throwing someone out of the house, not letting tloeme anywhere near
and other such kind of activities; if my hands dedt were working, |

would directly strike them with a syringe. If simuil degrading behavior
happens, | swear | will strike them with a syrimggself.

— Nimesh, Male

7.4 Discussion

HIV stigma, discrimination and disruption of humaeeds as mentioned above occur
mainly due to the lack of economic independencthefperson living with HIV. What
family members seems to figure out is that an Hi%écted person is nearing the end of
their life and a person living with HIV is unprodive both at present and will be in the

future. In a rich family where a person is asseclavith a good enough property, that
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person is often not discriminated against as mgch @erson who does not have enough
property at their own home. As a researcher, | oeskthat a participant with access to
resources who lives in an urban area has not faeldéddiscrimination in the family.
Most of the women living with HIV, especially widemvho do not have economic
supporters, such as husbands, have been cast amt tfreir family as has been
described in the section above. In the joint familth the husband’s mother and father,
there is high discrimination due to not enough eomc support outflow from the
nuclear family to the joint family. These assericare supported by participants. For
example, Pushpa shared her experiences of HIVighsation from an economic point
of view as well as intra-gender discrimination:
| feel that my mother-in-law will treat me propeifyl had given her some
money ... If my husband had earned a lot and giveretpshe would have
treated me as nicely as she was doing to her atheghters-in-law. My
mother-in-law abuses me daily. | am her second ld&ugn-law and our
earning is just hand to mouth for my small familyrerefore, my husband is
not giving her money, | feel that my mother-in-lasvdiscriminating and
abusing us due to lack of our economic supporeto h

— Pushpa, Female

Nepalese society is built on a hierarchical basik & high respect for the wealthy and a
low respect for the poor, even in public institaso For example, people are treated at
hospital on the basis of how they are dressed antimdication of rich and poor while
going to hospital for health check-up. Participafésl discrimination based on the

clothing they are wearing.
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In hospital patients are treated in the way theydiessed. If you go there
wearing poor clothes, they [health personnel] ddlay your treatment. But
when my relatives and aunts go there wearing niesses, they are treated
very well. They are immediately taken in a waithegm for providing them
hospital cabins. When my husband and | go theré&réatment, they always
discriminate us because we are not wearing nidhedo When they learnt
that my husband and | are HIV infected, they keptfarther away from
other patients and put us close to the toilet, rty ghlace with an awful
smell. Staying in those places may make the sdnatiorse for PLHIV.

— Pushpa, Female

Social hierarchical systems arguably make PLHIN\gmsttised and discriminated in
terms of the hierarchically based words used fareloclass and marginalised people in
their society. Marginalised people (from econommd gocial perspectives) who seem to
be lower than others are looked down upon by spciBhe lower-ranking pronoun
words are used for PLHIV while addressing themhiairt daily lives as they are for
other marginalised people such as untouchable <asté ethnic groups. Addressing
PLHIV with such lower-rank words from economic, ®mcultural and health
perspectives puts them much lower down. This spgbis identity compared to the
upper-ranking words used before being HIV diagnosed

In the village, there are ranks of castes so calfgzer and lower castes. The

upper caste people use rude words to call the loaste people. There are a

vast difference due to the caste system and sitpmrstbeliefs... This has

really made PLHIV to be stigmatized and discrimiahin the society.

— Raju A, Male
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Apart from economic reasons, a lack of knowledgeHtvi and AIDS, and social and
cultural norms and values have played significantes in stigmatizing and
discriminating PLHIV in their families and societieThose participants in this study
who were HIV infected around 15 years ago haveesgad that they did not have any
knowledge of HIV and AIDS at all. Therefore, theyene stigmatised by both
themselves and by others due to the lack of knayddldat their life could be prolonged

by using HIV treatment and eating nutritious foods.

The role of the media reinforces stigma and disci@tmon for the participants although
the role of people working in media seems to be asitive towards keeping other
HIV-negative people from sexual misbehaviour arelgharing of needles for drug use.
From the beginning of HIV discovery in a global text, HIV was considered as a very
dreadful life-threatening virus in the absence i¢é-prolonging modern allopathic
medicine and with a lack of health personnel is tharticular field, the message of HIV
as a frightening virus spread globally. Nepalesdimdid the same, depicting a person
living with HIV as extremely thin, without any musg¢ as just a skeleton (Buddha &
Raju B). Consequently, many people were afraid ¢¥ Mhen they saw persons
infected by HIV and AIDS on TV and newspapers. Timsmge of skeletal figures
shown on the TV and the newspapers is appareritlyistd in the minds of Nepalese
people.

At the beginning when | saw it [HIV] on TV, | fethat an HIV infected

person is one who is black, burnt, thin and witralregs. It was made

public in the media, by showing a funeral professim which the dead

body of a HIV infected person was made of straWave watched this on

TV. | felt this is cause for fear to me and manygle like me, who are
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infected by HIV that PLHIV die after their skin calr turns dark and their
skin goes dry.

— Buddha, Female

Furthermore, the media is still not capturing tlesipve aspects of allopathic medicine
on the improvement of the health of PLHIV; theirsfiive experiences have yet to be
effectively and consistently communicated throuigé Nepalese media, TV, radio and
newspapers. After having allopathic medicine, PLHisve experienced remarkably
positive improvements to their health. However,sth@ositive experiences regarding
their health are not often broadcast by the mdfesearch participants did not seem
content with details of their physical health bebrgadcast through the media. Buddha,
widow, also expressed her experiences that infeomain HIV and AIDS have not
been as updated as it has to be.

Many friends said that the advertisement in the imetid not clearly

describe how an HIV affected person looks like.ekds, who received

ARV medication for 5-7 years weigh up to 100 kg.mleans as shown in

the media, all will not be underweight like that. would be better if

medicine and food are taken timely. All will loseeight if there is no

medicine and proper food.

— Buddha, Female

7.5Conclusion

HIV stigma, discrimination and disruption of humameds caused by a lack of
economic independence, socio-cultural factorsch ¢d HIV knowledge in people and
the role of media in broadcasting information oriVHind AIDS have all affected

PLHIV negatively on their identities. However, thdegree of HIV stigma,
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discrimination and disruption to human needs vanéh access to resources. The
PLHIV in urban areas as well as those participhaisng economic supporters, such as
husbands, experience these issues to lesser defha=e participants living in rural
areas at the time of HIV diagnosis without econosupports after their husbands’
death due to HIV faced these issues to a high deyvlaen people discriminate against
PLHIV in different discriminatory forms, HIV stigmand discrimination become
identity issues and lead to spoiled identity. Ie #bsence of HIV treatment, an HIV-
positive person’s physical appearance turns dackthay appear as if handicapped.
This further aggravates their identity as physicdibrrible, socially detached and

economically very poor.
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Chapter Eight: Transitional Identity

This study has found that the management of stigqppears to depend on the
availability of, and access to, resources. Thes®urces can be either tangible or
intangible, as will be shown below. This chaptéf explore theoretically the process
by which individuals living with HIV begin and sash the process of reconstructing
their identities by accessing resources availablehem in order to address and
overcome the stigma and discrimination they enauntResearch participants
reworked, negotiated and transformed their rolesy took action through their robust
engagement with their personal networks, theiradaoid economic environments, and
in particular with other PLHIV. The purpose of thikapter is to provide an overall
picture of how participants started reconstructingir identities by adopting various
ways of managing stigma and discrimination as aslithe disruption of their human
needs. These various ways included attempts atatrogy hiding or disclosing their
HIV status, economic independence if possible, tmaof engaging in HIV treatment,

using the support of organisations, and their opintsality.

8.1 Migration

Migration is found to be the most important stintulg factor for managing stigma and
discrimination as well as fulfilling human needs fmany participants, especially
widows, and females detached from their husbandg whoving into a transitional
identity. The females with less access to resouwdas have only resilience as their
resource migrated to urban areas of the KathmanduPakhara valleys, settling there
with a view to managing stigma, discrimination dhe disruption of human needs they

faced daily in their places of origin. Before migoa, HIV-diagnosed people have
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already prepared a vision of an alternative wayiwig, involving migration to the
cities, due to their expectations of stigma andrdisnation at their homes and in their
society. In addition to less access to resourdestetwere few participants with
moderate access to resources living in rural ardese people also migrated to the

urban valleys.

The research participants generally had good rapptr their friends living with HIV
to develop a migration strategy that protected tliemm stigma and discrimination in
family and society if anything bad happened in fin@ire. There are some examples
related to a strategic plan of migration that hirdaaly been established in their minds
to cope with expected social ostracism. They haeldped such plans of migration in
the course of HIV treatment at hospital in theestiand on their first stay at an
organization when they met their own circle of ide with HIV. Sarita B, separated
from her husband, as she had imagined before dmnge after staying nine months at
an organization in the Kathmandu Valley in the seuof HIV treatment she had good
rapport with her friends living with HIV. She fourer home environment not suitable
to her HIV status as she imagined before she wentehfrom the organization. She
shared her experience of migratory strategy in rappwith HIV stigma and
discrimination.

After finding an organization housing for such @&is like me in

Kathmandu, | stayed there. | spent nine months ahiandu... | was

thinking whether my family members would not trea¢ well because of

HIV. That is why | had taken phone numbers of mgrfds living with HIV

when | met them in Kathmandu.

— Sarita B, Female
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As she had expected earlier, prior to her going dioshe faced being discriminated
against at home and used her strategy of migradirRpkhara by contacting her friend
by phone.
When | reached home, my husband'’s first wife ditlallow me to get entry
into our home. | did not say anything and alsorttiforce to get in. Then, |
slept outside my home on the ground at that nightthought deeply and
remembered that if my family members showed suclbatiaviours,
villagers outside home would do the same, and ulshoot stay there
anymore. With the situation, | realised | could sty at home any longer.
So | phoned a sister [Lila] in Pokhara. | receiagbositive response to
come to Pokhara on Friday and | had phoned her ednésday... | left
home for Pokhara at 4 am in the morning, takingsiolk son. Sometimes, |
wonder how | could do such things at that time.

— Sarita B, Female

Similarly, Gita told of her experiences of copinghwHIV stigma and discrimination by
migrating to the city. She had good interpersokdlsswith people, especially with her
own circle of friends living with HIV. In additiorshe expressed that she moved to the
city for her son’s schooling, having been heaviyracised and discriminated against in

her home and in society.

I have visited many places. If we behave well, maepple support us.
Everything depends upon our mouths, what we spadkhaw we behave

with others...I went to Kathmandu and to other g&afor my shelter...One
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of the reasons for migrating to other places fromhuome is to teach my
son. Therefore, | am now here, and what will bedoow | do not know.

— Gita, Female

Furthermore, participants have gone through a teanpdype of migration depending
upon the availability of shelters provided by diffiet organizations located in different
cities of Nepal. They are not allowed to remain &Hong-term stay at the same
organization. Their stay depends upon the avaitghof jobs and shelter at support
organizations. There is also an organization lat@esemi-urban areas where some
illiterate participants have been living for a cteupf years without any external funds.
They rely on their physical labour for their livetiod. Nevertheless, they have been
migrating from one organization to another locateddifferent places. They found
places to stay based on the information from tbein circle of other PLHIV as well as
people working in various organizations. SaritaHared her experiences of migrating
from one organization to another depending uporattadability of shelters:

| tried to find suitable places to live in and | drare now. Organizations

working for us [PLHIV] are not also giving a longrin stay. We have to

find one after another for our shelter. After mgysin Kathmandu with an

organization, | arrived here [in the Periphery aikRara Valley]. | am

moving in accordance with circumstances dependpantthe availability

of shelter under any organization.

— Sarita B, Female

There is also family migration into cities from alirareas after being stigmatized and
discriminated against at home and in society, esalhgdn the cases of both partners

living with HIV with moderate access to resourcRgd A).
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8.2Disclosing and Hiding HIV Status
Disclosing and hiding HIV status in accordance witie personal backgrounds of
participants are ways of managing stigma, discratidm, and disruption of human
needs. There are some female participants whepiective of their stay either rural or
urban, have disclosed their HIV status to familynmbers so that they can save
themselves from the blame for becoming HIV infectaad stigma and discrimination,
if they have been infected by their husbands. Tun@gse of disclosing HIV status by
females before their spouses’ death is to emphé#sidehey were not infected by HIV
from anywhere else. For example, Suku, who livethéncity shared her experiences in
how she strived to manage stigma and discriminatrmm family members by
disclosing her HIV status to her family memberdwatview of maintaining her identity
in the future in case her seriously ill husbandidiae to HIV.

My husband had told me not to tell it [HIV] otheanfily members. Later,

when he was in the last stage, my heart compellectarntell it to other

family members because | thought nobody would redl that the disease

[HIV] was transmitted to me by my husband. So, lttd to my family

members too. | told my mother-in-law that HIV wasufd in her son’s

blood test.

— Suku, Female

Thus, she had a far-sighted mind and this savedrber possible HIV stigma and
discrimination by family and society by disclosihgr husband’s and her own HIV
status in the family before her husband’s deatle ®hs brought up in the Pokhara
Valley with urban facilities having a more exteresihealth awareness programme
through various organizations. Therefore, she wemre of the HIV issues prevalent in

Nepalese society.
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Participants with better access to resources dfléowed hiding their HIV status with a
greater attention to managing their identity to imise stigma and discrimination from
their society. Some participants disclosed theV Btlatus to close family members but
not to distant family members, and some particpdrdve not disclosed their HIV
status even to their own family members. They halge attempted managing their
possible stigma and discrimination without disalgstheir HIV status to their relatives
by keeping their distance. Shyam shared his expeggeof how he is aware of stigma
and discrimination with a view to managing his agentity:

Whether relatives know about my HIV or not, | ant sore. | do not go to

relatives thinking that they may say something [bhdm afraid of thinking

that somebody may open this topic of HIV. So | @b go anywhere to see

relatives. | like to go to my relatives but if sdnoely talks about my disease

[HIV] in front of many people as there are manyje in a special

function [such a®ashair]. This makes me a little bit troubled if any parso

talks about this anonymously. All people know abitig [HIV] but | have

distanced myself from my relatives. Nobody has fwalnme out, saying

“this is an HIV positive person and he contractdD#'.

— Shyam, Male

Some patrticipants do not want to disclose their di¢n to family members because of
not desiring to disturb anyone’s life by giving mhehis information. This has limited

possible HIV stigma and discrimination from famigembers. Raju expressed his
experience about why he did not disclose his HAlust to his parents and how he has

also managed HIV stigma and discrimination indisect
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My parents are getting older and older...l do nat ki tell mum, “I have an
HIV infection and make her to be shocked anymoMy. mother often

watches TV at home. Sometimes my mum goes to Charreinywhere else
in accordance with her own will. She is enjoying ben way and | do not

want to cause her any disturbance by telling abouhealth status.

— Raju A, Male

8.3 Economic Independence

Economic independence is another way of managimggnat and discrimination. If
participants become economically independent, ieasier for them to keep their
distance from other people, and this helps to ptotdhem from stigma and
discrimination. Some participants with moderateeascto resources, especially males,
work towards being economically independent so thaly do not need to ask for
money from other people. In Nepalese society, me@dk for money from either
relatives or neighbours in cases where they nefed important tasks such as marriage
ceremony or other such functions, and sometimes faredaily expenses. When asking
for money from relatives or neighbours, it is naeeyg to disclose the reason to them,
especially while going to hospital for HIV treatnién the case of PLHIV. They are
very likely to further disclose HIV status whileroersing with each other. Therefore,
participants do not ask for any financial help fromthers, because economic
independence makes it easier to keep distance tliem and protect themselves from
the stigma of HIV. They thus have a strong resofutio become economically
independent, perhaps by running a retail shop cergaging extensively in their own

farming.
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Some patrticipants developed a vision of being ecocally independent, engaging
vigorously in their own economic activities so tiia¢y do no need to ask money from
others as stated above. Some participants develbedea after being discriminated
against by their distant family members. For exangRajesh from outside the
Kathmandu Valley, with moderate access to resoufttes participant was living in a
rural area) has not visited his relatives and magrginformation even to his wife (HIV-
negative) to protect himself from discriminatione Bhared his experience of managing
his potential stigma and discrimination by not gpto relatives’ places once he knew

that he was not allowed to go to the relatives’ Bdatated in Kathmandu.

...Then, I did not go to my relative’s home after fireg conversation with
my mother through phone, and | have not gone soWéile | am alive, |
will work myself and eat myself. Since then | thaug“l will not go
anywhere else”. When | come to Kathmandu for dtheheckup in regard
to HIV, | stay here at this organization [where thierview took place] and
will return home from the organization. | do notkaany trouble to anyone
because of my disease [HIV]. If someone says thatdifficult if | go there,
what is the point to go there? So | do not go thieaen doing everything by
myself. | have courage to run my business and dwiely though | am an
HIV positive person.

— Rajesh, Male

Some patrticipants reported making a resolutionnigage in farming as their earning
source after being HIV diagnosed. In addition, tkheynot want to disclose their HIV
status even to family members, thereby protectirgniselves from HIV stigma and

discrimination. They wanted to be engaged in agiucel activities for their daily
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livelihood, which they find easier to continue affailing to go overseas for better
earnings. With these two different visions of nistctbsing HIV status even with family
members as well as engaging in farming for earniniggy plan to manage their
expected stigma and discrimination as well as toaga their own livelihood. Such is
the experience of Deepak, who was diagnosed aspds$itive less than a month before
his interview for this research, in the processaitine testing to go to overseas jobs.
He has not disclosed his HIV status, even to hie \{HI\V-negative) and rest of the
family members with a view to managing the expedigima and discrimination. He
has made plans to spend the rest of his life iicalgure. He shared his experience of

making his future economic planning instead of gdmany other countries.

...I was planning to go to a foreign country for wotkdo not have any
service [at government or non-government officesjabl am thinking to
engage in farming. There is not a way of thinkirmgng abroad because of
this disease [HIV]. | have settled my mind in dpiagriculture...| have
kept it [HIV] silent within myself. Only | know it.

— Deepak, Male

Some participants have had dual economic visiatisgreby working in their farmland

in rural areas or moving somewhere else with a vi@wvmanaging expected
discrimination in accordance with their family the@nt. If they find positive treatment
from family members, they stay at their home, givihem continuity with their earlier
job that they have been doing for years. Basaagnbsed with HIV 10 days prior to
his interview for this research, expressed that faisire economic strategy was

conditional on the basis of family treatment, gawdbad, to be experienced in the
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future. His economic planning either to stay at Bamnto migrate to cities will depend
upon the reactions of his family members.

My parents and family [wife] will know about thi$i[V] sooner or later. |

will do accordingly as what they do [good or badjthey do not treat me

well, then | will leave home and | may be able toahy small job. | am

thinking and hoping so. When | get well, | will ttg find a job and work at

whatever | receive.

— Basant, Male

Thus, he has already made his strategy of migratirenother place if he experiences
stigmatization and discrimination even prior toatl@ag home from hospital, and the
organization where his stay was for two weeks icoetance with the general rules of

the organization.

8.4The Practice of HIV Treatment

HIV treatment, engaging with various practicesraflitional and modern medicines, is
an important aspect of managing stigma and disodtian. It helps participants move
to a transitional identity following HIV treatmen/hen they follow HIV treatment,
their health and appearance improve, which ultiljatso helps to reduce stigma and
discrimination in their lives. In the Nepalese @it where physical appearance is
considered to be a measurement of an individualantity, a healthy physical
appearance following HIV treatment is an importaspect of reducing stigma and
discrimination. In this section an attempt is m&olgrovide an overall picture of how
research participants attempt to manage HIV treatwéh health treatment practices,

notably traditional healing methods and modern wiedi
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In the course of seeking HIV treatment, some padrds, irrespective of access to
resources have maintained continuity in their e&kkatment using both herbal and
modern medicine persistently one after another midipg upon their effectiveness. In
Nepal, people believe that herbal medicine hasid®effects on their health and they
often find it easier to follow traditional practeeTherefore, they generally follow the
herbal treatment first, especially in the ruralestdf the medicine given by a traditional
healer does not work well, then they follow modenedicine going far away to
hospital. In the course of HIV treatment, there avparticipants who followed both
herbal and modern medicines one after another, ailidow, shared her experiences
of HIV treatment, describing how she followed instions on limiting most eating
items and not drinking even water given by tradisib healer and then followed
modern medicine.

| did not drink even a drop of water for a year agraditional healer

suggested that | should not drink water at allHdv treatment and my two

children, son and daughter aged below 10 years, whe also HIV

positive, did the same, but they drank the urineafs, buckwheat, and

millet without any fruits.

— Lila, Female

Although Lila and her children followed all the tnsctions oftraditional healeone full

year, they felt their health still deteriorated malay by day. After having fainted and
fallen down on the ground without consciousnessldmig hours, she found herbal
medicine did not work well for HIV treatment. Thaay all the three family members
living with HIV, she and her two children, startdsteaking the instructions of

traditional healeand they turned to modern medicine through an azgéion. Lila also
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shared her experiences of how she broke down #teuations to refrain from most
eating items and not drinking even water given taditional healerand then she
followed modern medicine.
After regaining consciousness, | asked my mothdawnto give me and my
children normal food from then on and that we woa#t to our heart’s
content. She said there were six more months t&ftgo which we would be
free of HIV for ever [as instructed by traditiorredaler] | retorted that | was
going to die anyway, better die with a full stomadien, | went to an
organization where the health personnel told meabwell and to take
proper care of myself; the organization was ineigsly days then. If any
medicines for the disease are discovered, we waligde them to you, they
had told me then.

— Lila, Female

Like Lila, there were participants in my interviewso turned from their way of herbal
medicine to modern medicine and obtaining counrsgkinowledge on HIV and AIDS.
Buddha followed a traditional healing method asgested by traditional healer and
finally she ended up with a conclusion that anyorfected with HIV should follow
modern medicine for better HIV treatment.
My present experience [experience after joining @ganization and
following modern medicine] says that | could not geedicine for HIV; my
body became black as if it was burnt [like blackpg] and | went to see a
traditional healer. The traditional healer aftaskimg at me told that there is
wrong in the part of father god. Then thiBahmansperformed rituals on

my behalf. After all my body turned to black colaall told me that | was
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attacked by dNag [serpent] and asked me to worship tiag and it will
cure my infection. Four times | had takenBaahman to worship at
Guheswari temple for getting freed from tlag To my experience now, it
is due to not taking medicine [modern] for HIV. &t seen other people
affected by HIV with black ddy and its cause is not getting modern
medication.

— Buddha, Female

Many participants gained knowledge about HIV angontance of nutritious food that
minimizes the impact of HIV on physical health whigrey came into contact with
organizations and health personnel. They also gastylles of rich people living with

HIV especially good dietary habits and its positingact on physical health. Buddha

expressed her knowledge on HIV and dietary foodi@nidnpact on physical health.

The main thing is that | have to eat a balancetlatd if | can eat and take
good care of my health, that’s it. | have come ssmmany people who have
been suffering from this infection and are surviyifor 15 years without
taking any medicine. That person whom | met at hlospital has not
reached such a stage of HIV infection that he baske the medicine... |
have now come to know and understand that HIV tidacis not like all
other diseases if one is able to live free of mmsand take a prescribed
balanced diet every day. It is the tension thatesaRLHIV weak. | have
met HIV infected people not worn out or become ikeinbut succeeding in

living without tension and taking a balanced dige. | think, in Nepal, the
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majority of the people die due to hunger, not dudisease whether HIV or
other diseases.
— Buddha, Female
Like Buddha, Min also expressed his experienceshafing information through
organizations working in the field of HIV followinghe recommendation of the
hospital:
There is a hospital in Kathmandu where this [HI¥xamined and treated.
Then | went to [a] hospital and got admitted in egeacy ward. | was given
saline. | felt a little better. After | stayed ihet hospital for 8-9 days, | was
discharged and advised to contact an organizaliomas a care home just
like here [Community Support Group]. There | wasvegi a lot of
information about HIV and | started feeling a &titalmer. | didn’t have to
take medicines. | was given vitamin B complex. Hha fine appetite. |
realized that HIV wasn’'t such a big “disease”. Agal stayed there for
almost 17 days and | could work as well as othecsuld walk around like
other healthy people.

— Min, Male

With the medical advancements in the health seBo IV started gaining knowledge
of giving birth to an HIV-negative baby as eithe&eoof couple or both living with HIV
following the practices of the PPTCT service. lis ftudy, some participants have been
given knowledge on PPTCT services for HIV-negababies as per their curiosity and
need through organizations and hospitals. Accortbng doctor’s instructions, couples

can make practices of having HIV-negative babiemnehough both or one of them is
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living with HIV. In regard to counselling on beag an HIV-negative baby, Buddha
shared her experiences of gaining knowledge albeuPPTCT service.
To get protection from HIV, use a condom most & time and take a risk
by not using a condom when there is more chancefegnancy while
having sex (mid period of means 12-17 days, a higissibility of
discharging female egg/ovum). When the doctor tglls not to use a
condom on certain days, if you are active in shg, woman will become
pregnant and may have negative baby in taking one/@ risks of having
sexual intercourse without condom.

— Buddha, Female

Participants with better access to resources haen lpersistently following HIV
treatment for the physical wellbeing. These petyalee very good knowledge of where
to go for HIV treatment and how to get medicinegayng to hospital as well as making
very close friends with people working at organiaas caring for PLHIV. Shyam went
alone to hospital for HIV treatment on his own mbike and received medicine from
doctors, bringing his friend as a guardian. Thispe worked in the organization where
he had been taking HIV treatment, living theretfoo weeks.

I had knowledge on where to go and how to get nreglic Indeed, | came

alone to check up my health in hospital, doctorkedsme about my

guardians and nobody was there. One doctor sartetd| will not give you

medicine”. Doctors told me they would not give medicine if | go home.

They told me they would give me the medicine omly ¢come along with

my guardian. They wanted me to stay in an orgaiozataring for PLHIV.

So | asked one of my friends to be my guardiansesM him in the hospital
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at the same time... | knew him a long time ago aad &lso come here [the
organization]. Then | succeeded in taking the @iadiwith the help of him
and came here. | am receiving support from thisuimation and family
members.
— Shyam, Male
He further made clear that he has been receivingd ggupport from his family
members, mother and wife for his HIV treatment, deddid not bring his family

members because of his own good knowledge andierperof his HIV treatment.

My mum does not want to sit with me on my motorbikéhe gave me
money for my health check up and what you do idaxllyou. She said to
me, “Check up everything in a good way, whateveu y®ed to check
up”... | did not bring [his wife] as it takes time theck up everything
associated with this [HIV]. | have to go everywheard | felt that she may
have difficulty to follow me everywhere. Therefotesuggested to her not
to come to hospital. | had already known what tardbospital. So | did not
bring anyone with me.

— Shyam, Male

Participants also attended meetings frequentlypidate their knowledge on HIV and
AIDS organized by various organizations workingtms field. Pushpa shared her

experiences on her interest in attending meetihgseoHIV awareness programme:

There had been awareness programmes and meetingsrmog HIV and
other related problems. | am still interested ienthand have been attending

every meeting related with HIV held in Pokhara...Thipdates latest
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information on HIV and AIDS what is going on insghield. | am here now
to know more information on this [HIV] like you cong from up
[Kathmandul].

— Pushpa, Female

In addition, participants with better access tmueses in urban and semi-urban areas
have started finding updated HIV information on thiernet and exchanging this with
their friends through Facebook. The modern meamr®wimunication has allowed them
to access new information on HIV. Jwala said, “véa laptop. | read news, watch
movies and use Facebook”. Of course, there are othans of communication, such as
newspapers these days, especially in urban areapléPwith better access to resources
are benefitting from modern means of communicatiotgrnet and newspapers in
finding new information on HIV. According to onerfigipant, rich people have more
opportunities to get HIV treatment in time due t@i&bility of phones, emails and
internet (Rita A). As a result of better HIV treant through the combined efforts of
hospitals and organizations involved in the HIMdjgogether with the advancement of
communication and internet, PLHIV might graduallyamage their good health and
reduce HIV stigma and discrimination. More impotbanpeople with better access to
resources did not need to contact anybody anywdisesfor more HIV information, and
this further helped them in not disclosing theiVHlositive status. Consequently, they

found it better to take information from the intetn

8.5 Support of Organizations
In addition to modern practices of treatment thioogganizations working in this field

as explained above, participants, especially fesnalth less or only moderate access to

181



resources started resisting stigma and discringnaissues with the help of various
organizations. They gained collective strength ighting the issues mainly by
becoming united with a circle of extended familymfeers living with HIV through

various organizations. Furthermore, they starteulifig opportunities to get jobs,
including informal education and leadership tragnielated to HIV through the support
of organizations. Consequently, PLHIV, especiabynéles, in this study, thought of
empowering themselves through obtaining these dppities and gradually reducing

their stigma and discrimination.

Some participants with less access to resources imaved forward to disclosing their
HIV status publicly with a view to resisting HIVigina and discrimination with
collective support from both government and noneggomnent organizations. When the
people came into contact with various organizatitimsy were able to make approaches
to these for help in lessening the prevalent probleWith a view to building their
profile as separate from others, even within PLHtWere were participants who
disclosed their HIV status publicly in functions shed by government and non-
government organizations, so that most people athescountry came to know him/her
through the media. This process has drawn attertbostigma and discrimination
reduction and management programmes to be lauriphgdvernment bodies and non-
government organizations. Lila disclosed her Higtiss at a big event organised jointly
by government and non-government organizationd) wiview to raising her profile.
She said, “l opened up in 20&5 (2005) on World AIDS Day, amidst 400-500 people
on the grounds of [a] hospital”. There were fewesssh participants who had disclosed
their HIV status openly (Misa, Santosh, & Nimeshhey wanted to give their real

names instead of pseudonyms, which are often usgakiety by PLHIV.
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Some participants made their most of their contadtis an organization through their
relatives living with HIV with a view to treatmemss well as to find a job. They go to
the organizations through their friends and reégtiwho already have knowledge on
where to go. In the Nepalese context, some PLHI¥ arorking at various
organizations, so that newcomers with HIV do net hyness or shame with their own
friends. In this regard, Sarita A shared her exgpees on how she attempted to get HIV
treatment and a job:

My eldest brother-in-law and sister-in-law wereocaiafected with HIV.

Thinking that brother-in-law knows many things dnchn get cooperation

from him, | went to see him. My eldest brother leelfio get in contact with

an organization. ... | proposed before them. Theyisedvme to go to the

organization and check if children were also a#ddiy HIV.

— Sarita A, Female

She proposed to get a job at an organization wgrkirthe field of HIV showing that

her home environment was not conducive.

...Then | went to organization in Chitwan and tdiérn that both children
were also found to be HIV positive and for me tberé is no environment
to live in the village. | would like to stay by tlséde of you. Whatever job,
you will give it to me and | will do it. Then thegalled me. There is no
environment to stay elsewhere after we had HIV tpasiand we never
stayed at home [husband’s home].

— Sarita A, Female

A few participants have used old friends workingragers in finding a job, who were

involved in the HIV field in one way or another. &jhhave received encouragement for
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their remaining life from their old friends who gatraining related to HIV and AIDS
knowledge in their village before being HIV diagedsIn this context, Misa, who was
trained by a person in her village in regard to HiWm an organization before being
HIV diagnosed, shared her experiences in seekjab.a

...1 told him [trainer] everything in detail ...and t@ld me to address him

as brother not sir from that day. He consoled na¢ ie would help me as

far as he could. ...When he came to Kathmandu onlbeha funding

agency to launch program in an NGO, he told a fers&dff, the president

of the NGO about me. Then he called me to come athidandu if |

desired... When | read the details of that orgaromati desired to work

there.

— Misa, Female

Once participants joined organizations for thelr gme way or another (Rita A, Jwala,
Misa, Sushma, Mamata, Buddha, Sarita A, Raju AuS@&abina, Pratima, Durga, Raju
B, Rita B, Anu, & Santosh), their scope for leagnthings, such as informal education,
became much wider in addition to gaining more kremlgke on HIV and AIDS as well
as for seeking a job. Participants, especiallyeilite females, have had the chance of
attending informal education when they were in aohtvith organizations working in
the field of HIV. In Nepal, females were previousigt given priority to be sent to
school by their guardians. After becoming HIV irtkst, when people came in contact
with different organizations for a job, they wereoyided with informal education.
Buddha had a chance to attend informal educatioougfn an organization while

working there. She shared her experiences as to skieydid not have education
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previously and how she had a chance of attendingatn with an informal education
programme.
| did not get a chance to study... A daughter wasimasted by anyone to
go to school. So | did not go even once to schodlater, | attended
informal class every day one hour up to 2 yearsmih@ined here at this
organization where | am working now.

— Buddha, Female

Participants who had better access to resources @ftan self-motivated and had the
self-confidence to do something better for otheHRLfacing many problems in their
lives. For this, they started doing something bettethe field of HIV and AIDS by
making joint efforts irrespective of their placeasfgin, even going outside the Valleys.
Raju A, who had better access to resources, slmagezkperience on how he proceeded
in the process of a rapport building with other P¢Hor their welfare in providing
information on HIV and AIDS and in lessening HIMgsha and discrimination, for
which he migrated to the periphery of Pokhara Waliem Kathmandu.

| got to know about this [an organization] from nfyiends and

acquaintances. | came to know that PLHIV have besed and excluded

from family members and society. These events nmadeself-determined

do something better for the excluded people. Atstrae time, | met a sister

in one of the HIV trainings, then we talked aboowito initiate an effective

programme for PLHIV. When a person who worked H#re organization]

passed away, then | came here to work together tvélsisters. The main

thing you need in Nepal is self-confidence. Thefidemce is affected by

185



the discriminations, superstition and so on. Thbed¥ infected people
should not be affected by these trivial things.
— Raju A, Male
Likewise, Jwala started working in the differeng@anizations working in the field of
HIV one after another.
| started working with HIV field as my career in@D Hiding myself in the
community as an HIV infected person, | have helpethy people like me
and the outcomes of my work helping the people adse good. | have
feelings of respect from others who really received help in terms of
treatment in hospital through advocacy on treatnfi@nPLHIV. As stigma
and discrimination on people with leprosy in ouuwtry has reduced in
comparison to the past, the same behaviours aveaplslied into the HIV
sector if we focus on the treatment of PLHIV. dédtment is to come
continuously from NGOs/INGOs, such discriminatiomuld be gone. |
have argued many times for this. | have advocatad tfansportation
expenses of PLHIV to be met, including their accardation for those who
come to Kathmandu from the countryside. | am veagdy with the work
that | have done for PLHIV. | have a self confidenbat I still can do more
for them.

—Jwala, Male

8.6 Spirituality
In this study, many PLHIV have considered spirityab be a powerful tool in one way
or another to manage family and social issuesigist, discrimination and disruption.

They thought of God, irrespective of any religiavho helped them in solving their
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family and the social issues they faced after bédiagnosed HIV positive. The family
and social issues that the participants who do fact issues of stigma and
discrimination in families and societies like otHeltHIV are also believed to be the
outcome of their longing for God, especially gajtlave instead of discrimination from
their parents (Jwala & Raju A). In addition, findim job, better HIV treatment, and
obtaining leadership training and informal eduaatibrough organizations working in
the field of HIV are also attributed to the grack God. Participants considered
spirituality to be a reliable resource for theittbement, and a directive force for their

remaining lives. They redefined the purpose andnmngeof their further lives.

Many participants had a strong faith in God in adeace with their background from
childhood, and use spiritual beliefs go towardsrtbmansitional identity in terms of
coping with stigma and discrimination. There areiougs ways of coping with their
situation and continuity for their future lives|yi@g on God in terms of saving their
lives by preventing suicide attempts, finding way$ilV treatment, and gaining a deep
love from family members, despite their HIV statksr some participants, God gives
punishment to people who discriminate; they pray dontinuity of their children’s
education and peaceful lives while facing discriation at school. As well, they give
credit to God for finding a job irrespective of whireligion they adhere to or their

access to resources.

Many participants believe in God for their betterm their present and future lives,
and pray to God. In Nepalese society, it is beliletvat God sees everywhere (Gita) and
God should be considered as a companion at the dimeny pains and happiness.

People learn about God in their families and s@sefrom their childhood, and
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participants pray for their better future lives.j&&h shared his experience like this, “I
remember God. When | have a deep grief, | remermat. | have in faith of God.
Every time | take medicine and sleep on the bednmember God”. Similarly, Lila
shared her experience on how she learned aboutlemsdoped a strong faith in, God.
| am a Hindu. | prayed to God since | was a child have faith in God. |
used to takdrata [fasting] and attengbuja [a programme associated with
worshiping God]. My parents also had immense faitlbod. They used to
go on different pilgrimages in hope of recovery tloeir disabled sons. Both
my brothers couldn’t eat or drink by themselves. fislhher bought a he-goat
and worshipped it and offered it to the GoddesgerAthat my younger
brother who couldn’t even get out of bed startetingaand drinking
himself. Then, my parents’ faith in God grew furtiséll... | have immense
faith in God.

— Lila, Female

Some participants have used spirituality as a ddger, preventing suicide attempts.
Homilies preached by priests have “recalled” pgénts and directed them towards
their own and family obligations. Therefore, sonagtigipants expressed that they gave
up thinking of suicide, realizing that suicide imetpresent life is considered to be a
highly sinful deed (Lila). At the same time, fuliillg their family obligations, especially

rearing children is seen as imperative as a mathdrthis is a virtue of life in this

present world which one needs to do in each sinats stated in their religious book.
In this context, Lila shared her experience on st gave up her decision to suicide

after her husband’s death due to AIDS “...Then, leethered the teachings Gfarun
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Puran [a Hindu religious book] and decided that | wounlat take the poison and that |

would live on, at least for my little children”.

Participants also believe that God has helped timefmding a traditional healer for
HIV treatment, and things have been made simpléneyshave desired because of their
Bhakal (promise) given to God. In this context, Lileasbd her experience as to how
she was able to find a traditional healer and hibevHecame simpler by the grace of
God.

[God] made things simpler. After my husband’s demisheard people say

that HIV could be cured by taking herbal medicigggen by [a]Vaidhya

[traditional healerlvho lived in [a] district. So, | sold my gold loak® get

there and seek treatment. While starting my journesaw a temple and

pledged that | would get the medicines. | tookrhidicines for one year. |

don’t know if they worked or not ... On returninigtold my mother about

the Bhakal | had made at the temple. She said that my plédgkebeen

fulfilled, that 1 had met the man and got his metks and so now | had to

offer something to that temple. So, | worshippedhwa sheep’s kid and

prayed again that nothing bad would happen to ndenay children for the

next five years. After the promised five years,ghim went back to the

temple and made offerings in the names of my fatfaher-in-law, my

husband’s grandfather, my husband and my step-msothelso recently

made offering in my late mother's name after hearlye rites were

performed. Once a soothsayer told me that | hades#ted a lot of troubles

in my life because the Goddess had come insideeftonget rid of my

misery | needed to observe difficult fasting andyong. My ageing mother
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told me that the whole process was very difficaltdllow. | should only do
as much as my body would allow. | did so. | had ense faith in God.

— Lila, Female

Some participants believe that they receive degp In their family, even with HIV
status and they give credit for this to the grat&od from a religious point of view.
There were some Christian participants who neveHHB/ stigma and discrimination
from all their family members. They believe thatittfamily members have been taught
love to others instead of hatred as per the phplogf Christianity. In this context,
Jwala (from a Christianity background) expressesl dxperiences concerning love
which obstructed HIV stigma and discrimination by tamily members.

| am from a Christian background. We believe inudethat God cures all

kind of diseases. When my elder sister knew thaad HIV positive, she

did not take it very seriously. When my mother kniéwshe loved me...I

have never seen God but | believe that God is gaeh | believe in God

very much. My father also believes on God very muthhink it is

Christianity that made our homely environment Verely and cooperative.

All the family members have learned to love andr@édrom Christianity

and so they love me.

—Jwala, Male

Some participants believe in a God that is the esupr judge to give punishment to
someone who has hurt anyone for no reason. In Mepalociety, it is believed that if
someone is hated and ostracised by a person fanyotolid reason, the person is also

punished by God even if there is no human punishnien this, as God sees
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everywhere. Gita shared her experiences of howasldeher son were hurt by her

mother-in-law and how God gave punishment to hetherein-law later.
If villagers came home and took my son on thep ¢taving two-four
Rupees, my son's grandmother used to tell themtaondbuch my son,
saying it wasPhohori [Yucky] and showing the pimples of his body.
Pointing to my son and me, she told others thay treeve a bad disease
[HIV] and can transmit it to others if anybody i®%e to them and touches
them. At the last moment of her life, she facedphablem of wounds over
her body. She had hurt us badly before. Consequeatid showed her sin
hurt us as we had not done anything wrong. We wetauth. God always
shows truth. She died after her long suffering iofigdes caused by other
diseases and did not move anywhere from her bed.

— Gita, Female

Those participants who were illiterate felt disanated against by their society because
of their illiteracy, and they prayed to God for ithehildren’s education and their
peaceful lives without stigmatization and discriation. Lila expressed her prayer to
God for children’s education and peace in her life.

| was illiterate so the society looked down upon B the time | realized

the importance of education, it was too late. utyld that HIV would make

my children’s future dark like mine; it would prextethem from receiving

education. | thought that if others’ children cowgdt education, why not

mine? | was really upset and felt like crying. Theciety, the silent

discriminator, was a primary requisite for survivakcouldn't sleep or eat

worrying about my children. | used to pray to Gédised to ask God to
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provide them with a chance at education. If Godvsthus or threw us out
of the house | wouldn’t complain; please let ug lin peace.

— Lila, Female

Spirituality is considered to have helped someig@gpents in finding a job. Becoming
economically independent by working in a job waanfd to be a way of reducing
stigma and discrimination. The participants prai@dod and attributed their success
in the finding of a job to the grace of God. Buddigieves in God and in ancestors
who have made efforts to save her life from marmdeals and to get a job. She believes
credit for this goes to God and to the blessingh@fancestors.

| believe in God and in blessings of ancestorsnidwing all the rituals of

the anniversary of my late husband and motherwn.lal think it is not

good to leave everything that our ancestors hadvshim the path of

worshiping God and the ancestors. | think that drezlit goes to God for

helping me make a success of my life by saving nov@ fmany ordeals... It

seems to me that God has sent me to work at thanaation.

— Buddha, Female

Like Lila, Sushma shared her experience on how @ad helped her in being
economically independent by the grace of God:

Although I lost my husband due to HIV, | had reathe the mouth of

death, | am now able to live by myself [economigalidependent] and | do

not need any supports from others. | feel thath@ée things [HIV treatment

and economic independence] are attributed to God.

—Sushma, Female
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8.7 Discussion

This section has explored the differences in howi@pants began managing stigma
and discrimination based on their access to ressurtt also deals with public

judgement in terms of support for PLHIV by govermnheand non-government

organizations, especially in the case of females arfe widows, separated or divorced
and those who were ostracised and discriminateshstga their homes and who have

migrated to cities or their peripheries.

There are considerable differences in managing sfiyima and discrimination between
the participants with limited access to resoureesl those with moderate and better
access to resources. Participants with less atoagsources realised sharing the pain
associated with HIV with their own circle of friemdiving with HIV lessened their
feeling of pain significantly. They have opportuest to share their experiences in the
weekly, fortnightly and monthly meetings organisgtthe organizations working in the
field of HIV. A few participants with limited accedo resources have also disclosed
their HIV status publicly with a view to gaining lExtive strength in resisting the
stigma and discrimination prevalent at home andespas well as in getting a subsidy
for HIV treatment. By contrast, the participantshwbetter access to resources as well
as moderate access to resources generally do mbttevdisclose their HIV status with
a view to managing their HIV status even withinitlogrcle of friends living with HIV,
and even with their spouses and parents at honeg@ained in the above section. In
this regard, they have been managing their identitje undergoing HIV treatment by
not disclosing their HIV status either in foreigouatries or in expensive nursing homes
(in the case of rich participants), whereas notewee can afford the heavy financial

costs and keep themselves confidential. In regardhts, Pratima expressed her
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experiences based on observation in the hospithlh@aring from others about how
PLHIV with better access to resources manage ithentity by not disclosing their HIV
status.

Many rich PLHIV go to India for their treatment. &v to know this CD4

count, they go to another place [nursing home,xqemrsive place far from

home]. They do not disclose their HIV status soaulypbcan stigmatize

them. In such a situation, there is no matter ighst and discrimination as

nobody knows about the casel[s] of rich PLHIV.

— Pratima, Female

Pratima also shared her experiences on how richhiriinage their identity by not
disclosing their HIV status, by dressing well, amad interacting with each other among
other PLHIV.

This is clearly visible that if rich people go todpital for CD4 check up, it

is hard to recognise them as they do not put @fir thelmet of motor bike,

they put on a mask and they cover all their bodyother interesting point

is that they do not want to introduce each othexalth personnel working

in the field of HIV also share these things in gah&om which | came to

know the fact of rich PLHIV.

— Pratima, Female

Most of the female participants with less accessrdsources have undergone a
continuous migratory process from one organisatmranother, located in different
places, with a view to finding shelter and liveltap in addition to managing ongoing
stigma and discrimination. This can be explainedagwocess of migration which is

concerned with the place of origin: rural areaghwiegative factors, and HIV stigma
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and discrimination made by family and society. @a dther hand, if their destinations
are urban areas, this is associated with positieeofs, including a network of PLHIV
and their collective supports, HIV treatment, opgpoities of attaining knowledge on
HIV and AIDS, informal education, and the posstgilf finding jobs. The concept of
place of origin and the destination in the proagssiigration as explained by Lee also
applies to cases of participants in relation to whgy migrate to urban areas (Lee,
1966). However, their migration is limited to th@urposes of finding livelihood and
shelter instead of attaining the higher aspiratiohbfe with step-by-step migration as
explained in this Lee’s theory. Nevertheless, phecess of migration has assisted in
reducing stigma and discrimination on the one hasavell as given them comfort in

meeting basic human needs such as HIV treatmédsd,god shelter on the other.

The female participants with less access to reesunave been more supported than
males as also have the participants with moderadebatter access to resources, on the
basis of judgement and humanitarian perspectiva® forganizations working in the
field of HIV. Many widows, separated and divorcednfales who have left their homes
have joined in these organizations with a view itwlig work and shelter. Indeed,
society is composed of heterogeneous componentse geople are happy to help
others in terms of providing supports and the raties of their life. There are some
examples of females living with HIV who have re@zvsupport in obtaining their
property in their names even though their familymbers were not happy to give
property; especially in the case of HIV-infecteddaws help from people working in
the government body (VDC). For example, Gita shdred experience on how she
received her property from her family members after husband’s death with the

support of the secretary working in VDC.
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It [An intention of not giving husband’s inherit@nproperty] is because of

HIV. But later | was given the property of my hustaAfter death of my

mother and father in laws and my husband, my naiee replaced instead

of husband's name at VDC when | went there. But @ney husband's

brothers was arguing an objection against my narstead of my husband's

name at VDC. The secretary of the VDC asked meltdhe closest person

of the deceased husband and | told him to put nmyenas the closest

person, his wife [herself]. He did it as required me ... After my death,

my son and daughters will share the property ofmagne. | wish them a

long life.

— Gita, Female

There are many examples of such females, as erplaatready, who were taking
charge of their lives with the support of peoplerkuag in the field of HIV through

various institutions.

From the field work of data collection, | found thewas very good collaboration in
support of participants not only for HIV treatmemd knowledge but also finding a job
and shelter on the basis of necessity of PLHIV amdhe basis of access to resources.
Priority is given to widows, and separated and aigd females. There is a very good
networking of health personnel, people working e field of HIV and PLHIV in
sorting out issues associated with HIV. The hep#tsonnel and the staff working in
the organizations have paid more attention to PLtdlVmprove their lives from health,
social and economic perspectives. Suku sharedxXparience on how she had tried to

join an organization for work.
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While visiting a hospital to feed my husband AR\sister, the staff of the
hospital told me to take my husband to Care Homg hivsband could not
recover though he had a lot of medicine. Then, ke s@ff member came
from their Care Home and took him to their Care ldpand gave him some
recommendations about HIV. | met his wife too. pkdriendly relation
with them. When | met her, | got relief. | met hg&hen | worked as a
labourer and a shopkeeper. On the way from hospt&are Home, she
told me to apply for the post when there was a negaSince then | have
been involved here in the organization.

— Suku, Female

8.8 Conclusion

Many participants are moving towards an identignsition in a positive way — from

spoiled identity to transitional identity — by mamag the stigma and discrimination
associated with HIV. The major factors in moving a&otransitional identity are

migration and either hiding or disclosing their H$tatus in accordance, mostly, with
their existing access to resources. In this sttithge participants with limited access to
resources started creating strategies through tmgréo cities and by finding a network
of PLHIV through organizations, friends and relay and even by disclosing HIV
status in public with a sense of building the azliee strength of people to fight against
social stigma and discrimination. In contrast te,tlthe participants having moderate
and better access to resources have often recéaweitly support to cope with the

stigma and discrimination prevalent in societyalfamily where there is a conducive
positive environment to live there is also a goodi®nment to live in the society

outside home; this mostly applicable for the pg#tats with moderate and better
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access to resources. A Nepalese proverb appliesihghar baliyo bhayo bhane ban
baliyo hunchha(if home is strong, there is a supportive envirentneverywhere).
Overall, PLHIV in this study have moved from a d$ediidentity to a transitional
identity by applying several strategies includingyration, disclosing and hiding HIV
status, achieving economic independence, theieseinspirituality, in managing stigma
and discrimination as well as following both traalial and modern techniques of HIV
treatment. For that purpose, there were particgpamho started developing new
mindsets and various strategies to become econlynisalependent, physically
healthy and socially respectful in society, fightistigma and discrimination and
moving ahead in changing their socio-economic stgtasitively within their given

environment either at their homes and/or in thediety.
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Chapter Nine: Reconstructed Identity

The major purpose of chapter nine is to look attvewat of changes were experienced
by participants after applying various strategi@s Mmanaging HIV stigma and
discrimination, following HIV treatment, and joirgrorganizations working in the field
of HIV. This chapter firstly explains the result$ the stigma and discrimination
management strategies they applied in their ligezondly, it focuses on health status,
dealing with changes in physical health and physippearance, the impact of PPTCT
service, and comparisons of HIV with other diseasdsirdly, it deals with other
positive socio-economic changes in participantshwiarying levels of access to
resources. Finally, an attempt is made to sketgroposed identity reconstruction
model which considers identity crisis and its tfanwation, based on data analyses in
this chapter and the preceding chapters of thidystlihe purpose of this model is to
schematise experiences of participants with varidastity trajectories over the course

of their lives.

9.1 Stigma and Discrimination Management

The participants in this study have managed th@ms and discrimination utilising
various approaches depending on the degree to wheshare able to access resources.
The overwhelming majority of participants with lited access to resources managed
their stigma and discrimination by migration, byaveng their place of origin after
experiencing heavy stigma, ostracization and digoation. Thus migration helped in
managing HIV stigma and discrimination at theirgelaf origin (by leaving it behind)
whereas keeping their HIV status secret helpedanaging these kind of problems in

their new locations (Misa, Sushma, Mamata, Bud@=aita A, Pratima, Durga, Sarita
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B, Gita, Rita B, & Anu). When they moved to a nelage most of them did not
disclose their HIV status to other people exceptadain health personnel, doctors,
nurses and the people working in organizationstedlao HIV who commit to keep
personal information confidential. This managed ¢befidentiality of their HIV status
in their new location, whereas the urban people tdwbbeen living in urban areas for a
long period of time often knew how to maintain genfidentiality of anyone because

of their enhanced awareness of personal mattendan areas.

Publicly disclosing HIV status after making a netlwof PLHIV won the sympathy of
people working in government bodies (both VDC andinMipality) and non-
government organizations related to HIV. This hdlparticipants in resisting prevalent
stigma and discrimination. In my study, | came asra few participants who disclosed
their HIV status publicly so that they were ablectipe with the challenges related to
HIV stigma and discrimination collectively with astsnce from people working in this
particular field. The females with limited accegsgésources are more likely to disclose
their HIV status publicly than males. Disclosureulcbbe motivated by seeking the
collective strength and support of other peopleesisting stigma and discrimination as
well as in improving their identity status from gdcand economic perspectives. Lila
shared her experiences of having better self-estaehthe support of public inspiration
after publicly disclosing her HIV status. Peoplemssed appreciation, telling her that
she was a “brave woman” after she gave a speediepexperiences of living with
HIV.

When | spoke in front of everyone, they were adlipes for me, calling me

“a brave woman”. | had a talent to speak in puldize | had never realized.

| think my life has been easier since | came clefathe fact | had HIV in
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public, if not in my personal life then my socidkelat least. | don’t know
what people say behind my back but they don’t sgyteng bad to my face.
— Lila, Female
Like Lila, there were other participants who pulylidisclosed their HIV status (Misa,
Nimesh, & Santosh). They have been able to winipubimpathy in reducing HIV
stigma and discrimination prevalent in society tlylo the accumulated assistance of
people, irrespective of HIV status, working in fiedd of HIV. This also opened doors
to work with HIV stigma and management programmasnthed by various

organizations working in this area.

On the other hand, most participants who had meelenad better access to resources
managed their stigma and discrimination withoutldising their HIV status in their
societies. Family members also helped them by mmiasing their HIV status either.
Some participants, those with both moderate angkbatcess to resources have kept
their HIV status completely confidential, not ewéiaclosing it to their family members.
Nobody knows their HIV status and thus there isch@ance of experiencing HIV
stigma, discrimination and spoiled identity (RajuFishpa, Hardik, Basant, Rajesh, &

Deepak).

Many participants eventually found themselves ngrirom their own blood relatives
to an extended family of PLHIV to assist them ds&ghvith issues associated with HIV.
This provided more collective strength in fightiregainst the HIV stigma and
discrimination prevailing in their family and sogig irrespective of their degree of
access to resources. Consequently, this collestnangth enabled them to experience

greater self-esteem and to seek better healthagdoand jobs. They are now enjoying
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their own circle of PLHIV to cope with any problemslated to HIV. In my field

research, | found a strong collective strengthteatdy both so-called touchable and
untouchable castes living together in the samedimgjland sharing the same kitchen
(organization building). There was no sense of haibte and untouchable castes among
the participants living there and it seemed thargmne felt equal in every aspect of

daily life.

There were a few participants who have never fasegma, ostracization and
discrimination even after disclosing their HIV siat These participants did not need to
go through transitional identity to enter into restiucted identity with a view to
managing stigma and discrimination. In contrastitd stigma and discrimination, the
few participants also have received several ingpiral words for their betterment in
life. The reasons behind this may be that somelpanpgNepalese society also look for
the reason for being HIV infected, either from smifpartner’s involvement in sexual
activities before marriage. The females living whiv with high family and social
status who were HIV infected by their husbands rawe generally stigmatised and
discriminated against in their family and societgalfina). Likewise, the sexual
activities being at an immature age before marreagegenerally considered not to be a
big deal in aMuglan (a strange place) as it is also expected that thaxe been
circumstances for being involved in sexual actgti such as peer pressure. For
example, | had the privilege of interviewing Rapar icipant) who had gone to India at
a very young age for work and who had sex with ipléltpartners, due to peer pressure,
before his marriage. He never faced stigma andidistation either in his family or
wider society. The reason for this could be thahaé sex at a very immature age and

both he and his wife are working actively for thearnings. Rana shared his
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experiences of how his friends in his village imsphim time and again to go ahead
with HIV treatment and love him giving him hope fature days.

...Friends come and spend their time with me. Theyndbdiscriminate

against me. They console me saying that everyosegbtone disease or

other. Everyone dies one day sooner or later. Evey say that you may

find a remedial medicine for HIV...

— Rana, Male

People living in this society also encourage soindI¥?, collectively inviting them and
handing over responsibility in functions being feakby villagers. Rana also shared his
experiences of involvement in the functions hogigdeighbours and villagers in this
way:

Almost all people treat me well. In my village theople allow me to be the

main cook in their feasts though | tell them thaale HIV. Villagers really

love me. | make it clear to them not to invite neecbok food for their

feasts, with me having HIV. They say that | carsta&pe from this service

telling so many unnecessary things.

— Rana, Male

9.2Improved Health Status

Participants, regardless of their degree of actesesources, have felt their health
status improved following health counselling andébating modern medicines available
at hospitals and the organizations working in thedf of HIV. They appear as

physically well as HIV negative people. Most papants are now physically fit to

work any job just like they were before, just abestHIV-negative people do now.

Some patrticipants, especially females who had b¢®h positive for a long time,
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looked dark and physically weak before taking moderedicine. Now after taking
medicine, they appear to look as good as othera pbgsically.
When | got sick due to HIV, | thought that | woudeée immediately. At that
moment, | had thought that this was end of my IBat after treatment at
hospital, nobody can say by looking at my face body that | am an HIV
positive person. | am more content now than before.
— Sushma, Female
Like Sushma, most participants expressed thatahews physically fit as HIV-negative

people are now.

HIV treatment (through ARV) has prolonged life egf@ncy of the PLHIV in this study
substantially. Having been informed by their dosttiney have had HIV, almost all
participants had started counting their days to e¢hd of life; maybe that day or
tomorrow in accordance with their earlier thinkiagout their future life. In my field
visits, | had the opportunity to obtain data froeople who have been living with HIV

for up to 16 years (Jwala & Buddha).

It is possible for PLHIV to give birth to HIV-nega¢ babies (Rana & Buddha). Even
though both husband and wife are HIV positive, rtlodiildren have been born HIV-
negative using the PPTCT service by applying meassuecommended by hospital
doctors. In my field visit, | had the privilege obnducting an interview with a male
whose fourth child is HIV negative although botrsband and wife were HIV positive,
and whose other three children were also born iHbgitive prior to their HIV

diagnosis. He happily shared their experience: ‘Wiw have a fourth child aged 18

months whose blood was tested three times butsstoeind to be safe from this disease
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[HIV] using PPTCT service” (Rana). | found the ctipave been extremely happy in
having an HIV-negative baby, when both husband waifd are HIV positive. Thus

there has been a good measure of success withRMETP programme enabling the
birth of an HIV-negative baby from the couple liginvith HIV. There are also some
other similar stories regarding HIV-negative babigem HIV-positive parents.

Regarding this, there were some participants wharesh such types of wonderful
experiences such as having HIV-negative babiekair tives with either partner being
HIV positive in this way: “...1 have known of many wgles, either one or both husband
and wife, being HIV positive, who successfully Haly negative babies through using
the PPTCT service... It is so nice to see it. Noerghis a big change” (Buddha &

Rana).

Participants feel deeply that HIV does not rankhhign this study in terms of health
problems like other diseases, such as diabetesd Ipiessure and cancer. This indicates
that HIV is not like those other conditions, withetmessage that HIV is not a life-
threatening condition if they get timely treatméefhe reason behind this is that they do
not need to abstain from any food available to thmrh other people with diabetes,
blood pressure and cancer have to be careful abany foods (Jwala, Buddha, & Rita
A). In addition, they have seen that people suffgfrom these other diseases soon die
from them. Most research participants expressed feelings which echoed each
other’s statements.

HIV is nothing for those persons who have enouginegoOf course, | can

eat anything I like. The main thing is that | hdueeat a balanced diet and if

| can eat and take good care of my health, thiatidhave come across many

people who have had this [HIV] infection and haweib surviving for 15
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years without taking any medicine. That person wihionman economically
better position] | met at the hospital has not nealcsuch a stage of HIV
infection that he has to take the medicine.

— Buddha, Female

They also compare HIV with other diseases, and theg consider HIV as a lower
level of problem, like thisit is better to have HIV than diseases like cand&betes
and blood pressure (Lila & Buddha). HIV is not aadise, but an infection (weakening
the immune system) as told by research participaiwala shared his experiences
comparing HIV with other diseases with an examplei® father’s disease.

Disease is disease whatever it is. Every diseassesasuffering to its

patient in one way or the other. My father hasamgplanted kidney and

stays at home... My father does not get some typé&sodf even if he wants

to have it. | am free to eat anything. So, my motjiees me everything that

she cooks. | only have to take medicine. In facY Hd far better than

diabetes. If one can spend his/her normal life f@wutritious food, HIV is

not a disease for him/her. This is not a diseasatvunfection.

—Jwala, Male

As stated above, there are many participants wthomali feel seriously sick due to HIV.
Sarita A shared her experience of HIV in this wdynever felt seriously sick due to
HIV. After becoming infected with HIV, | felt theasne as other general [HIV-negative]
people. After | was diagnosed with HIV, | starteeceiving treatment from the

concerned organizations”.
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9.3 Positive Socio-economic Changes

Some participants, mostly females with limited &scdo resources, shared their
experiences as to how they found themselves unihgrg@dical socio-economic
changes through the support of organizations wgrkimthe field of HIV and they
reported associated improvements in self-esteemaliéady explained, migration not
only reduced the stigma and discrimination prevaienheir place of origin, migration
from their previous home to cities also opened sldor enhancing their future lives,
especially in changing their socio-economic statlifis section addresses the
experiences of the participants with varying degrekaccess to resources, especially

focusing on positive socio-economic changes.

In this study, all women with limited access toawses (lack of family support after
husband’'s death due to AIDS or women divorced/sgpdrfrom husband) changed
their place of residence from rural to urban arel/thvere consequently able to gain a
better quality of life there. They are now enjoyimdpan facilities, electricity, schools
and colleges for their children, government officasd shopping centres that relate to
an improved quality of life. Moving from rural tahan areas, they were now finding
their lives easier, especially for HIV treatmenthaspitals and this changed their lives
markedly. All female research participants with @vaccess to resources migrated to
urban areas where these sorts of facilities ardadle Urban people do not care so
much about others’ personal lives and that made piaicipants comfortable in
managing their stigma and any discrimination. A famnale participants with their
husbands living with HIV with an average accesgesources migrated to cities (Rita A
& Sabina) in the course of seeking employment dmsl teportedly enabled them to

enjoy the improved quality of urban lives.
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With changing residential status, HIV changed paréints’ occupational status,
especially for most women with limited access tsoteces (lack of social capital) who
were working as housewives before migration tesi{Rita A, Misa, Sushma, Mamata,
Buddha, Sarita, Pratima, Durga, Rita B, & Anu). Ytabtained jobs related to their
HIV experiences through community support grougsited in urban areas. Changing
their occupation made them economically independeset to now having paid jobs.
This not only increased their income but also tiseicial identity in the eyes of other
people like family, relatives and other societahmbers. In this study, few females with
limited access to resources have continued workirtgeir original occupation mostly
engaged as agricultural workers for other peopleneafter migration due to their
illiteracy (Sarita B & Gita). Even though they comted their original pre-HIV-
diagnosis occupation, they achieved reductionigh®t and discrimination prevalent in
their family and society at their place of origindaenjoyed the collective strength of
their own circle of PLHIV. On the other hand, pegants with average and above
access to resources changed their occupation mebjertn these categories, female
participants with moderate access to resourcesgelttieir occupation from housewife
to service workers (Rita A & Sabina), whereas npagicipants in this category have
largely stayed in their own homes in rural areas @orked in the same occupation on
their farmland as farmers as they did prior to rtheiV diagnosis (Hari A, Basant,
Rajesh, Deepak, & Min). Likewise, Suku, who nowdmgls to this category (moderate
access to resources), and who dropped from therlaitess to resources category after
her husband’s death, by living in an urban areaeaiat any job she could get for her
family. Later she obtained a job at an organizatmorking with PLHIV. Analysing
occupation in the participants by gender with redteeess to resources, it was apparent

that at least one female relied on her family ineqfushpa). Male participants in this
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category have contributed to the improvement addiwf other PLHIV, especially for
those people coming to urban areas from the cosidgyfor HIV treatment. This is
more oriented towards advocacy for PLHIV for bettdl treatment at hospitals as
well as resisting HIV stigma and discriminationthex than their economic motives

(Jwala & Raju B).

After having migrated to cities, participants, esplty females with less access to
resources, felt liberty from family members andisgcto develop their future career
independently. They did not need to obtain permrs$iom their family members for
attending to their basic needs such as HIV treatnsend training related to HIV for
finding job or for making other personal decisionkeir liberty allowed them to engage
in various development sectors independently, esibeenhancing the empowerment
of women. All participants who were from the liedt access to resources category
experienced a sense of liberty through migratidter abeing previously ostracised.
Pratima shared her experience of receiving libenty various opportunities through
coping with new challenges after being diagnosed ptisitive and separated from her
husband.

My life was only to make others happy. New challengame to me with

my HIV positive status and | learned to struggle dope with new

challenges. | think |1 was not born before being Hidsitive, | was born

only after being HIV positive. | had no idea howtétk with others and |

had no courage before being HIV infected. | had seén any other

alternatives except weeping after being beateonwsss by my husband.

— Pratima, Female
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Pratima also shared her experiences about heaftée engagement in social activities
as a social worker, in comparison to her life ptmHIV diagnosis. This has enhanced
her self-esteem, doing work as a social worker slve&lhas concluded that HIV is not
the end of life but rather the start of life aftemving received liberty from family
members and now engaging in social activities.
Now my philosophy about life has changed. An irdern@ doing social
welfare has developed within me. | think | havédé&oinvolved in awareness
programs concerning the PLHIV. What happened teshwild not happen
to others. My attitude towards life has been tgtallanged and | desire to
serve as a social worker and now many people knewNuow | have visited
almost all the places of [the] district. | now tkithat HIV is not the end of
life but a start of life for me. | was just concedhabout my life before, but
now | think about others. | have reached a vera llegel in the life now.

— Pratima, Female

Many participants working in the field of HIV in gport of other PLHIV expressed
their extreme contentment as they have saved othas. Many males and females in
this study who have lived with HIV for a long timather from less, moderate or better
access to resources, have expressed their extremtentment that they are now
supporting other PLHIV who do not have knowledgeHiN treatment. Sarita A, with
less access to resources, shared her heartfekntor@nt while working with HIV—
infected, orphaned children in this way: “My jobtéslook after HIV-infected orphaned
children and provide them with the necessary ddeel proud and satisfied when they

call me Mummy”. Likewise, Jwala with better access resources expressed his
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experiences of caring for other PLHIV on HIV treatm, something which makes him

very happy in his life.
As to positive aspects of my life after being dieged as HIV positive | got
a chance to work at organizations working in tleédfiof HIV and AIDS. |
started working in the HIV field as my career irD20Hiding myself in the
community as an HIV infected person, | have helpethy people like me
and the outcomes of my work helping the people ase good. | have
feelings of respect from others who really received help in terms of
treatment in hospital through advocacy on treatnh@nPLHIV. As stigma
and discrimination on people with leprosy in ouuwty has reduced in
comparison to the past, the same behaviours aoeaplglied to the HIV
sector if we focus on the treatment of PLHIV. dédtment is to come
continuously from NGOs/INGOs, such discriminatiomould be gone. |
have argued many times for this. | have advocatad tfansportation
expenses for other PLHIV to be met, including accwmdation for those
who come to Kathmandu from the countryside. | amy\eappy with the
work that | have done for other PLHIV. | have af sginfidence that | still
can do more for them.

—Jwala, Male

Research participants started a development ofefehigb skills following meetings
related to issues around HIV. They are often alstivesolved in weekly, fortnightly,
and monthly meetings being organized by differegaaizations working in the field of
HIV. In these meetings, they have opportunitieshare their pain and happiness as

they have emerged from HIV, healthy and relativélge from HIV stigma and
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discrimination. They learned where to go for healleck-ups, the importance of HIV
medicine and its regular use, CD4 counting and ladreit is necessary or not to have
medicine based on CD4 counts. In addition, thexel@een provided with knowledge
of human rights which made them aware of theirtagfhis has enabled them to speak
of HIV to people living in the society, irrespectivof HIV status after developing their

leadership skills.

Furthermore, after gaining HIV knowledge and HI¥atment, participants across all
economic strata started teaching other new fridadsg the same problems of HIV
under various organizations (Rita A, Misa, Sushrivlamata, Buddha, Sarita A,
Pratima, Durga, Rita B, Anu, Raju A, Raju B, Sul@abina, Durga, & Santosh).
Gradually, they developed their leadership skibgching their new friends (who were
HIV positive) through organizations and personahtaots. After enhancing their
knowledge on HIV and AIDS together with their leestep skills, they found jobs in

the areas of HIV, especially providing knowledgewabHIV to the people living in

urban, semi-urban and rural areas irrespective l9f $tatus (people either living with

HIV or HIV-negative people). With leadership skillshey also developed good

speaking skills.

These days, marriage is also taking place betwéd#tiPand HIV-negative people,
especially where there is better access to resgpuespecially in urban areas. With
advancement in HIV treatment and an increase invledge on HIV and AIDS, people
started realizing that there is no point considettlV status if people fall deeply in
love. In my data, a few male participants marriely-Hegative females. The reason

behind this is the deepest love between maleseamndlés. Moreover, the females were
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lured with economic property and the good jobshef tales. As noted above, medical
advancements in HIV treatment and PPTCT serviceerpadple realize that HIV is not

as big a problem as it once was. In my field vjdittound some participants married
with HIV-negative people based on love, economiospects and urban amenities
(Shyam & Sandeep). In regard to this, Shyam saidot married after becoming HIV

infected when | was 20 years. My wife is an HIV-atge person”. Similarly, Sandeep
shared his experience in this way: “I got marribdw 3 years ago...She [his wife] is
not an HIV positive person. | got married for loakection. She had known everything

about me and my HIV”.

Some participants, especially females, who had libemate became literate through
the informal education provided by organizationskirgg in the field of HIV. Nepal
has given priority to commencing multi-integratgmbeoaches in development activities
for decades. People working in the field of HIV bBaveen using the multi-integrated
approach and participants gained informal educahoaddition to HIV treatment and
knowledge through the organizations with which tixeye in contact. With reference to
this, a female shared her experiences in this fwalylearned to read general reading
and writing and could rea8wasthan[a Hindu religious book worshiping Goddess]...
can now read a field report slowly” (Buddha). Thevere other female participants

sharing such experiences of becoming literate a&arg engaged in such organizations.

Some participants with limited access to resounga® found a conducive environment
for family reunion after becoming economically ipgadent and socially respected
even after being excluded from home. They foundn8edves reunited emotionally and

physically at home as well. They reported feeliegnited emotionally as a family
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member when they go back home in festive seasaeis @81 atDashain the biggest
festival in Nepal. Gradually, they have been relggmespect even in public places and
various institutions. Rita A, who migrated to Katlimdu after being ill-treated at home
and in society due to her HIV, shared her expedeoicfamily reunion and societal
reunion emotionally:

| do not spend a long time at home. When | go htmj#he] district, my family

members treat me well. | am now standing on my bacause of my job.

Whenever | meet anyone anywhere in my villaged timem treating me well.

— Rita A, Female

Likewise, Durga, who was badly treated at home tdudlV, and then who moved to
Pokhara city, shared her experiences of physicalilfjareunion after becoming
economically independent through working at an oizgtion related to HIV. She
shared her experience on family reunion like thidow my father-in-law came here
seeking me and started staying with me... He sayshthbooks after his small grandson

[HIV positive] and lives with us [Durga and her $dor ever”.

9.4Identity Crisis and Its Transformation

As mentioned in earlier chapters, participantsrokgperienced identity crises at the
time of HIV discovery and strived to manage thelentity in accordance with their

personal circumstances. Therefore, this proposedtitg reconstruction model, based
on data analyses in this chapter and the precatiagters of this study, is schematised
to look at the experiences of the participants éfegourney. They have experienced
stigma and discrimination as well as the disruptdrtheir human needs in varying

degrees depending upon their access to resourbesvarying degrees of stigma and

discrimination denote different stages of identifger being HIV diagnosed, from
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spoiled identity to reconstructed identity alonghwiransitional identity. Therefore, the
identity reconstruction model explains experienoéstigma and discrimination and
their relation to different stages of identity béhs access to resources, human capital
(spousal or parental), and place of residenceggeitliral or urban) combined with the
personal resilience inherent in the participantpeeially in the females moving to
cities. An attempt is made here to create an itergconstruction model with a view to
schematically provide an overview of experiencepatticipants. This model has the
following propositions:

1) Interdependent collective economic force (accunmriat of economic
contribution of each member) generally works wellai family until anyone is
expected to contribute at the same level as békireg HIV positive;

2) Participants have experienced varying degrees ighmat and discrimination
depending upon their available access to resountesan capital as economic
supporters, their place of residence whether imamrbr in rural areas, and
personal resilience;

3) Participants residing in urban areas have greatsss to resources, knowledge
on HIV and AIDS with easier accessible to HIV treent, health personnel,
hospitals and the organizations working in thedfiel HIV than people living in
rural areas; and

4) A family weighs present and future economic coniitns to be made by
someone living with HIV, including the burden of ce stigma and
discrimination to the family. This is parallel toal@dwell's theory of
intergenerational wealth flows saying the expeatedber of children to be

borne by parents depends upon the economic cotitnibto be made by their
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children to the parents, especially in the conta#xtleveloping countries (see

Caldwell, 2001).

Figure 2: The Reconstruction of Identity in PLHIV in Nepal
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Source: Developed by Author

After their discovery of HIV, as explained in Chap8ix, participants considered HIV
as a life-threatening virus and a significant Bfeent, thought of their health problems
and the expected social stigma and discriminatRaople who are identified as HIV
positive through self-initiated HIV testing oftenc@pt their HIV status as they already
expected having such HIV infection from their earlbackground or their spouses’ HIV
history. People who are HIV diagnosed through othigiated and routine testing often
do not accept their HIV status so easily. Whatdtierreasons for testing their blood,
discovery of HIV pushes them towards having stigind discrimination in their lives

and they are scared for their future situation Hodim a health perspective and their

expectations of family and societal stigma andrdisoation.
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As expected after discovery of HIV, many particifsaexperience family and social
stigma and discrimination in varying degrees peaflignand socially. Personal
background such as the level of understanding adbdiand AIDS, and availability of
resources leads them to expect varying levels ofabstigma and discrimination,
including scarcity of livelihood. This is particuba evident in widows and single
females without human capital living in rural areRgasons behind the family stigma
and discrimination in people could include a ladk human capital, and gender
differentials among other things. The main econosuoigporters in Nepalese society for

women are their husbands.

In this study, many female participants have |bstrthusbands due to death because of
AIDS, leaving the females with HIV status (Misa,s8ma, Buddha, Durga, Bishnu,
Gita, Lila, Rita B, & Suku). Few females living WwiHIV who have been HIV infected
through sexual contact with husbands, especialthencase of remarried females, have
not been supported economically by their preseebamds (Sarita B). The people who
are stigmatised and discriminated against in th@mily are also stigmatised and
discriminated in wider society as family membersabr confidentiality in regard to their
HIV status (Gita & Lila). Consequently, they arejamavictims of family and social
stigma and discrimination in the absence of hunegital (as husbands are economic
supporters) as explained in Chapter Seven. Indded)evel of family and societal
stigma and discrimination seems to be in paralleth wCaldwell’'s theory of
intergenerational wealth flows in which the paréntsmber of children depends upon
the future economic contribution to be made by rthehildren in the traditional
economy, a high number of children; and in the modseonomy, a low number of

children because of higher expenses in their saigpoh the context of developing
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countries. Likewise, in this identity-reconstructimmodel, human capital and place of
residence whether rural or urban, play importatésran determining whether high or
low-level HIV stigma and discrimination is experoeal from livelihood and economic
perspectives. Social status (family profile in gtg) and knowledge of HIV and AIDS

are also contributing factors.

The impact of family and social stigma and discnation on participants affects their
identity adversely. They tend to think they areslealued than any other HIV-negative
people after experiencing stigmatisation and disicration in their family and society.
They feel their identity is badly spoiled as shawtrigure 2. This is the stage at which
most participants thought their life had been askigraffected. This was more likely to
be true for PLHIV in this study, especially for fates living in rural areas with
extremely limited access to recourses and withowaving human capital
(spouse/parents). These people, especially femaldwut husbands, experienced
“doubled” stigma and discrimination because ofrth#l\V and their inability to earn a
livelihood (Gita, Sarita B, & Lila). There are mapwrticipants who felt their identity
had diminished due to HIV, after their discovery-HiV.

| feel that HIV made me small in respect of othengés. | got a worse life

than others [HIV-negative people]. At the momentadking, it comes into

my mind that | am smaller than others. When | stéronormal people

[HIV-negative people] | tend to be jealous. Whespeak to them, | always

tend to bow as | am small. | feel sorry for mysaéntally when | come

across other people. It is because | have HIV.

— Sandeep, Male
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Many participants enter into their transitionalntdey as shown in Figure 2 through
vigorous efforts in managing the stigma and disgration prevalent in their family and
society in various ways depending upon their pabkdackgrounds. Their personal
background is associated with their access to reseutheir resilience, human capital,
and place of residence, whether rural or urbanirflays of managing stigma and
discrimination differ in accordance with their assdo availability of resources. In this
study, all women without husbands as economic stg®omigrated to urban areas.
Their reasons for doing so were protecting thenesefvom family and social stigma
and discrimination prevalent at their place of mrigand to manage their own
livelihoods. They also did not disclose their HItatsis at their new location except
within their own circle of friends living with H\and health personnel and the people
working in the field of HIV. As a result, they gnaally started to gain feelings of
security from those family and social issues tor@atgr extent at both their place of
origin and their new location. With more contactghworganizations working in the
field of HIV, the people, especially the women,rsd disclosing their HIV status
publicly so that they could benefit from the cotlee strength in resisting social stigma
and discrimination from other PLHIV as well as frgmople working in the field of
HIV. Similarly, the participants with moderate alnekter access to resources, especially
males, started managing their social stigma ancridighation by not disclosing their
HIV status, especially outside their home. In theases, their family members co-
operated with them in managing social stigma asdrohination by not disclosing their
HIV status anywhere. For example, Sabina, living irural area with her husband, and
mother- and father-in-law, shared her experiencehow she attempted to manage

social stigma and discrimination with the suppdifiaonily members:
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| have not felt any difficult situation so far. lag told to start ARV while
staying in a care home but | remained at home aokl this. Though it was
easy for me to stay in a care home for instrucéiod everything | did not
go anywhere else because there was a fear of efilaf) they knew. This
was in 2068BS(2007) when | began ARV and my CD4 was also low.

— Sabina, Female

Furthermore, participants, especially females withited access to resources after
moving locations simultaneously turned to managmilfastigma and discrimination
created as a result of their lack of livelihoodhe absence of economic supporters. For
this, they enquired about possible employment wgykiith some organizations at their
new place of residence. Whatever work they fouralable to them, they did. They
have also moved from one organization to anothertheir livelihood based on the
information provided by their own circle of friendsing with HIV and previous
organizations where they spent their time after Hisgnosis (Sarita A, Sarita B, &
Gita). Some people with moderate access to ressustmiggled, but became
economically independent by doing well enough ieirttown business or agriculture
activities so that they did not need to ask for eyowith others. This way of becoming
economically independent was, for them, a means lessening stigma and
discrimination because of HIV as well as for incopugposes. Some people, especially
females with moderate access to resources, algedtaoking for, and finding, jobs

under various organizations working in the field-9¥.

Many participants felt their identity has been mestoucted following varying degrees of

personal effort in managing stigma and discrimoratis well as in their management of
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livelihood in accordance with their access to reses. In this study, some participants
never faced stigma and discrimination in theirdilmcause of their HIV status in their
family and society (Sabina, Suku, Rana, & Jwalde Teasons for this include a high
family profile, taking precautions about expectetl/ kstigma and discrimination by
giving information of their HIV diagnosis to familpnembers prior to their partner’s
death from AIDS, sex at premature age before ngariand their spirituality (in the
participants with moderate and better access touress). As discussed earlier, all
females with limited access to resources managed #tigma and discrimination
through migration from their place of origin, arieey often did not disclose their status
at their new location except with their immediaterids living with HIV and health
personnel. Later on, some of these participante l@closed their HIV status publicly
(Lila, Misa, Santosh, & Suku). Moreover, migranimies became economically
independent through employment at their new looatichich also lowered their stigma
and discrimination even at their place of origimey felt their identity was improved
with an increase in their socio-economic statuugh HIV treatment, informal
education, leadership training and employment.

In the past, people just show pity to me as an pib¥itive person and said

“what a pity!” but now they say that | am a courage and hard-working

individual. All people praise me now. My youngestle said, “Misa is not

our daughter, she is our son, she has progresteed hheard it from other

people but he has not said to my face. He treatsvatleand praises me. |

am very happy.

— Misa, Female

For some of the participants, this study found tiety felt their identity had been

improved in better ways than ever before. They iclemed HIV as a catalyst that
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changed their lives remarkably as they obtainedrtjofrom home when they were
ostracised due to HIV (Lila, Pratima, Buddha, &&RA). They made their networks
very strong by including all new members with HIN one union, as an extended
family, that could work not only in resisting stignand discrimination but also for other
opportunities in managing livelihoods, includingraag informal education and other

necessary skills.

With their independence and reconstruction of thaéntity, participants, especially
females, start reuniting with their close familymigers who had rejected them because
of their HIV status. In this study, it is notableat family members who rejected the
HIV-positive family members living with them are wotrying to reunite with the
rejected family members after HIV diagnosis nowttltzey have created a better
identity for themselves after a long struggle. Sqradicipants expressed their feelings,
both physically and emotionally, to reunite witkeithfamily members after achieving a
better quality of life (Durga, Misa, Lila, & Prata. Some of the examples from my
study are more relevant in this reunion contexttgauwho was badly treated at home
because of her HIV, and who then moved to Pokhiya shared her experiences of
physical family reunion after becoming economicatgependent through working at
an organization related to HIV as explained in arier section of this chapter. Some
participants working in urban areas felt they hbgen able to reconstruct their identity
by obtaining successful medical treatment, findamyeconomically independent life,
and living with access to urban amenities (RitaS&ku, Pratima, Rita B, Buddha, &
Sarita A). Some participants in rural areas hage &It they have been successful in
finding good HIV treatment with the support meclsams of NGOs and a good network

of PLHIV (Rana & Min).
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Few participants also experienced a relapse intiigenvhen HIV stigma and
discrimination lead to a decrease in their econom@ttbeing due to lack of a job, even
after experiencing feelings of improved identitydéed, identity is a combination of all
factors, management of stigma and discriminatioelihood, as well as exposure to the
outside world with leadership and speaking skillsey did not feel their identity was
maintained if one or more of the necessary facieese missing in their lives. They
generally compared their present lives with thestdives of reconstructed identity and
find themselves with a lower status than previoutlthey were missing a factor(s).
That is why there may be a relapse of identityhesvd in Figure 2 and the association
between reconstructed identity, transitional idgrdéind relapse identity appears to be
non-linear. This identity may not go back to theiku identity stage as participants
have already gained knowledge and experience srdeg HIV and they never feel as
they felt before (at the time of HIV discovery) ifinoa health perspective (Courtenay,
Merriam, & Reeves, 1998). However, they felt afrthdt, if something bad happens,
their identity may revert to a relapsed identiggmembering what they felt in the past.
The arrow between reconstructed and relapse iglestibws the possibility of going
down to the relapse identity without a purpose, #mat is why the arrow line is
different from others. Thereafter, the people mowes transitional identity, seeking
things in their lives as needed.

| worked in an office of [an] organization whereest children are cared

for. When | had that job | did not feel negativerasch. All things were

going well. Street children used to call me “brethwother”. | also used to

put on neat and clean clothes. At that momentdIndit feel lower in my

dignity in comparison to others [HIV-negative pexlplEveryone in the
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office used to love and to respect me. | was a#sd for caring for the street
children. Staff brothers loved me very well. | fiedtally well.

— Sandeep, Male

9.5Conclusion

With management of stigma and discrimination, impraent of health and positive
socio-economic changes, many participants, especiabmen, have moved to a
reconstructed identity from their transitional asmbiled identities. Those people with
limited access to resources significantly improteeir lives through migration as they
became successful in creating an accumulated stresga network of their own circle
that helped them in managing stigma and discrinanatLikewise, they found their
own health status improved significantly and thegrsed to be the same as other HIV-
negative people in physical appearance after He¥dtment. As mentioned above, some
participants with moderate and better access touress had already entered into a
reconstructed identity, most importantly with perabefforts and family supports by
improving their health status. They also developedmproved socio-economic status
more significantly than previously in their livesem before HIV diagnosis. All these
factors improved their identity significantly inre@ cases, much better than ever before.
Likewise, with management of stigma and discrimoratand improvement of health
status, some other participants, both males andlémn with moderate access to
resources have moved to a reconstructed identiy their transitional identity either
through migration or working the same job as inrrtthemeland. As is shown in the
reconstruction identity model, the state of paptrits’ identity is fluid. Their identity
alters with changing family and the social issuestigma and discrimination, and with

their changing socio-economic status. In this studgrsonal resilience, medical
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treatment and support mechanisms are shown to be irgortant in moving the
identity of participants from spoiled identity tather progressive stages of their

identities.
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Chapter Ten: Discussion and Conclusion

The purpose of this chapter is to consider findiafshis study in the context of the
existing theoretical literature, to explore the livgtion of the proposed model, and to
suggest pathways for next steps. This chaptersdeh key research findings and
discusses these, policy implications, and recomaugorts for future research. The key
research findings of this study are discussed énvilay participants experience their
various identities, namely, spoiled, transitiomatonstructed, and relapsddhe leading
factors shaping these various identities includailfaand social issues such as the
nature of HIV stigma, discrimination and disruptioh human needs whether from
family, societal or institutional perspectives. Tiaenily and social issues also depend
upon the existing contextual backgrounds of paudiots. These contextual backgrounds
include human capital and place of residence, vdnettural or urban. These
backgrounds often determine the varying degreesstmfma, discrimination and
disruption experienced. In turn, the varying degred¢ stigma, discrimination and
disruption affect the identity of participants, differing ways, mostly in accordance

with their access to resources.

10.1 Key Research Findings

The key findings of this study relate to identitysts and identity development as well
as the underlying factors shaping the identitiespafticipants. The identities of
participants can be categorised as spoiled, tianalt and reconstructed. The key
research findings of this chapter are divided im0 main stages: spoiled identity and
identity reconstruction. The spoiled identity isesult of contextual factors, especially

the lack of social and economic support and whettieperson’s place of residence is
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rural or urban. Concurrently, participants stactorestructing their identity based on
their personal resilience, outreach in their comityurtheir dealings with people

through organizations and the availability of asaesresources.

10.1.1 Spoiled Identity

This section considers how participants reactedhtr HIV status after an HIV
diagnosis and how they were treated negativelyoatehand in society as well as in
various institutions while dealing with their HI\¢gues. Discovery of HIV divides the
lives of participants into two parts: life beforedaafter the HIV diagnosis. The
discovery of HIV causes most people to feel a fofdentity crisis when comparing
their previous HIV-negative status as well as commgathemselves with other HIV-
negative people. At the beginning point of HIV aigery, most participants considered
HIV as a life sentence, especially those partidipavho were HIV diagnosed a long
time ago. Similarly, family members and non-famihdividuals, including health
personnel, also considered HIV as a life sentewben they came aware of someone’s
HIV status in earlier times. On the contrary, peopho have been HIV diagnosed in
recent years do not generally seem to consider &d\Va life sentence from health

perspectives.

Participants generally experienced their identitysis because of a change in
perspective towards HIV and associated health pro$lirrespective of access to
resources. In the beginning, those participants sgent a long time living with HIV

(around 15 years) experienced a serious identityiscbecause of their physical
appearance. In those days, they had less knowledbdV available. They lost hope

and some patrticipants were identified as livinghwitlV because of their appearance
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due to the unavailability of HIV treatment. Thessahh problems increased the severity
of their identity crises by lowering their self-dalence, not only within themselves but
also their status in the eyes of other people.hat time, HIV treatment was not as
easily available as it is today. In the Nepalesetexd, one of the factors determining
someone’s identity depends upon their physical agree. Consequently, participants

found themselves suffering this kind of identitysis.

Participants, especially widows and those womerarséed and divorced due to HIV,
experienced heavy stigma and discrimination inrtfanilies as a result of their HIV
status. In this study, almost all women participamere infected with HIV through
sexual contacts with their husbands. Many womeimdiwith HIV were living alone
due to their husband’'s death from AIDS. Some femdiad been divorced and
separated from their second HIV-negative husban@sta contracting HIV as a result
of their first husband’s sexual contacts and Hlsngmission. In Nepalese society,
widows and females separated and divorced fromanasbare generally considered to
have a low profile from family and social secuyitgrspectives. Therefore, these women

feel their identity is adversely affected.

Furthermore, widows and women separated and digdofaeed economic stigma,
discrimination and disruption as well as negatiffeats on their identity. As mentioned
in Chapter Seven, they were ostracised, resultingpt being given enough food to eat,
being addressed &hohori(Yucky), and having their clothes cast outsidarthemes.
They also faced further identity crises associat#ld economic stigma, discrimination,
and disruption. In Nepalese society, evidence exist husbands are considered to be

strong economic supporters for their wives andrttaenily. In the absence of husbands,
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many widows, including women separated and divgrcecre economically

stigmatised, ostracised and discriminated agaimstheir homes. Consequently, the
female participants heavily experienced a spoilddniity due to the absence of
economic support from their husbands in the famalyl their economic dependency

upon other family members.

Almost all the participants, irrespective of accessesources, had experienced spoiled
identity from a societal perspective. Almost alltpapants, after being HIV diagnosed
in the initial stages, were heavily stigmatisedplepple living in their society. People in
the society discriminated against the participamydseeping their distance if they know
someone has contracted HIV. Some female partispslmred their experiences, saying
that people did not come to their home to greanthdile they were ill, especially once
villagers came to know that someone was HIV diagdo3he immediate neighbours
would come up only to the garden to say hello extef coming inside their home.
They also warned participants against walking rtbair homes. Findings from this
study suggest that participants, especially femdiased both family and societal
stigma, discrimination and disruption of human rseed their lives. In contrast,
participants, especially males, with moderate agtteb access to resources shared their
experiences of stigma readily, especially at theetof their HIV diagnosis. Women,
however, seem to be terribly anxious about knowdeolgtheir HIV status being known
in society. Some of them have not met distantixgatsince their HIV diagnosis even

on festival days; as well, they experienced diseration due to their HIV.

Many participants, especially females, experienostitutional stigma, discrimination

and disruption of human needs. Even governmenitutiens like hospitals, schools,
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police offices, and the institutions dealing wittmigration mistreated them in various
discriminatory forms. For example, health persorateghospitals discriminated against
them by delaying treatment and transferring HIVesato other hospitals, including
using derogatory language. Some participants wis@ sacked from their job when
employers came to know that their employees weré plisitive. Police personnel,
generally known for providing security to each ndual also treated participants badly
while in police custody. Due to their HIV statusey were not given the chance to take
HIV medicine for many days while being held in agst. Likewise, participants’
children did not have the opportunity to attend osthalongside children of HIV-
negative people. All this discrimination and didrap including self-stigma, being
made to feel unsafe, due to their association Wi caused their identity crisis to

adversely affect their lives.

10.1.2 Identity Reconstruction

In contrast to the negative aspects of life as meatl above, there were also many
positive aspects of life for participants despiteifig stigma and discrimination.

Participants, irrespective of access to resoureekefined their life purpose in terms of
how they would live with HIV after it had been disered. This section deals with the
present research findings on how participants edténto a transitional identity and

some of them reconstructed their identity, congptiremselves by finding meaning in

their lives despite their circumstances. Furtheendiney focused on the health, social
and economic aspects of their lives and these edablem to gradually reconstruct

their identity.
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Participants, irrespective of their access to reseg) started reconstructing their identity
by consoling themselves, giving explanations fangeHIlV infected relating to their
previous circumstances. Most female participantssoted themselves that being HIV
infected was due to sexual contacts with their kifécted husbands and that was not
their fault. There was no way of escaping from HitWiew of their husbands’ sexual
behaviour. A few female participants attributediti#lV infection to fate, including the
influence of bad deeds committed by previous geivers of their husbands’ family
membersLikewise, most male participants after HIV diagsostarted reconstructing
their identity by thinking of the reasons for thEilV infection: the influence of friends
and sex while being of an immature age. Some mal#icjpants rationalized to
themselves that they did not have sex in the ggat kreas, in brothels or commercial
sex places. Some other male participants attribtitenl behaviour to the influence of
friends, too much alcohol and to sharing needlesev participants considered that
there was no indication of possible HIV infecti@s, the females with whom they had
sex seemed to be healthy and very beautiful. Tthes; started reconstructing their

identity making meaning of the life situations thad led to their being HIV infected.

With the discovery of HIV, participants had an ogpaity to learn about HIV and
AIDS increasing their knowledge as well as findingmfort reconstructing their
identity from health perspectives. As a result theyld take precautionary measures to
protect themselves from HIV, i.e., checking up lsw& CD4, seeing the importance of
ARV if needed, and importance of balanced food enaging the effects of HIV on
their health. Indeed, discovery of HIV provided theople with opportunities to seek
HIV treatment and to create better identities fro@alth perspectives. The relationship

and understanding of HIV and AIDS, and their knalgle, physical health and better
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appearance are positively interrelated in the rsiroation of anyone’s identity. The
better HIV and AIDS knowledge made participants taky at peace in a chaotic
environment where HIV was once considered to beahdsentence. After seeking and
receiving HIV treatment at hospital, participan¢emed to be in better physical health
and appearance. One might assume that this migkeddlV-negative people to think
that PLHIV are similar to them. With better HIV #&tenent, the participants looked
more physically fit and able to socialise with Hilégative people and feel more self-
respect. Better physical health and appearanceesddlV stigma and discrimination.
This means the effect of physical appearance ontitgieassociated with HIV is
reduced. Thus, better physical health and appeaiangarticipants is very important in
Nepalese society where the identity of a persopaially determined by reading

his/her facial appearance.

Good health was also associated with economic grttignce. This helped participants
as they are considered fit to work for their ddiselihood. They can grasp economic
opportunities by working in organizations or somevehelse based on their skill and
educational attainment. They do not have to relyangione else for their livelihood.

Being economically independent raises people’s-is&dfje. Many participants have
been doing physical work for years, after HIV treant, and did as much as they did
before their diagnosis, and did as much as HIV-tieggoeople can do. Some of
participants are also working official jobs in mamnganizations working in the field of

HIV. Reportedly, their identity is not considerea lbe different from HIV-negative

people working in the same place. As a researtimaye observed that participants are
in key positions in various organizations and Hidgative people are working there

under the leadership of the participants.
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This research also suggests that there are aklie¥natys of living in a new and
changing situation if the old way of living doestneork. Such alternative ways
involve an identity reconstruction within particiga. This can be illustrated with
examples of the participants, especially with widpvand females separated and
divorced from their husband after their HIV diagiso3here was a new situation filled
with stigma, discrimination, and disruption in théamilies and societies with the
discovery of HIV status. The participants choseew strategy as an alternative way of
life to cope with the new situation of being awaym their family and society, even not
getting family support in their lives. The altervatway of life was to leave their home,
following a new aspiration of living in an urbarear a strange location where they did
not have to inform anyone about their HIV-positigsgatus. Thus, they followed

migration strategies and started living in urbageaar

This migration strategy provided them the oppotiuof not only liberating themselves
from their family members, it also provided thenthwa chance to seek opportunities,
and to seek HIV treatment. For participants targely involved a network of extended
family members living with HIV (participants livingn new locations) and feelings of
new and extended collective strength. The newectille strength made it more
possible for them to manage their HIV stigma andoasted discrimination. In

addition, the migrant females strived to gain etiocaand leadership training in their
lives through organizations working in the fieldtldlV. They used their knowledge in

working through organizations, even going to otheal areas after finding their jobs.
Thus, they found themselves making their own identibetter socially and

economically, after finding jobs.
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This study has found that PLHIV convert their sboetworks of people (social capital)
to economic capital. This process was especiallyionis in multiply marginalised
persons including single women. Using social neksaoesearch participants, especially
marginalised women, gained educational and HIV Kedge, leadership training about
family and social stigma and discrimination, ancaeamess of organizational advocacy
for human rights. Social networks not only redueB¥ stigma and discrimination, but
these social networks have also become pillarfi@f economic prosperity after they
became more physically fit following HIV treatmerfthey have feelings of radical
economic positive changes as a result of becomoananically independent in
society. Participants reported having become mooeialy and economically
independent; although this depends upon the anadumbrking opportunities available
and their personal attributes. This, they said,hade them self-reliant and they have
gained respect from other people living in theirsundings irrespective of their HIV

status, which is a prerequisite for identity re¢omdion.

Participants, especially females, have been redinitefamily and society, especially
after regaining economic independence. After gaiinob in a new place they became
economically independent. The participants turméd productive people in the eyes of
their family and society. Consequently, the relaginip between HIV-negative family
members and family members living with HIV crea@aonducive environment for
reuniting with their families. Thus, better econoroonditions often reunite the family
and the community even after out-migration. Evellyjugaome participants have come
to live in a new way through their personal efforend public and effective
organizational support mechanisms. This is redily te-imagined society for which

people aim to gain in their lives.
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This research demonstrates that participants, edlyefemales with sparse resources,
are not always in the same poor economic positiorev@n lower after diagnosis
(Myrdal, 1957; World Bank, 2001). With migration taties, they were involved in
attending informal education and leadership trgnaspecially in the field of HIV in
areas such as resisting HIV social stigma and ichgtation. The social factors mostly
comprise social awareness, of a sense of equdbkngilth other people living in their
surroundings irrespective of class, gender ancecdstey have benefitted by informal
education, health and HIV knowledge, to some extanbugh support mechanism after
the radical political changes reducing feudalismNepal. Gradually, they found jobs
based on their basic skills (education, workingllskieither through support of
organizations or through public support. The maiacksforces in economic
independence for marginalised people are gendtalygocial factors that help them to
become economically independent. Consequently, dobieve economic independence
from unpaid jobs at their place of origin to paabg in their new locations. Thus,

economic independence enhanced their identity éurth

This study further explored positive aspects oflembivism and individualism with
respect to identity reconstruction, giving priortty a group of family members rather
than self, and individualism; giving a priority self rather than the rest of his/her
family members, to some extent. The participargpeeially females, have expressed
both types of experiences, collectivism before gditV diagnosed and individualism
after HIV diagnosis. Before their diagnosis, thegrdiced their lives working in the
family as an economic support even not going t@sttvhile young. After being HIV
diagnosed, along with facing family and social migg and discrimination, they

experienced a more supportive environment for rsitooting their identity in
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individualism rather than in the family collectims norms and values. They had to
stand on their own feet without having even basigcation or family support. When
they moved to cities and entered into a job throaiglorganization, they felt that lack of
education was a bigger issue than HIV. After thiayted gaining education informally
with the help of organizations, they felt their miiey improved, both socially and
economically. When they started looking after thelwes, they really felt some
advantages of individualism. They felt they hadagse benefitted from individual
norms and values that were provided by being Hid&gdosed. Individualism is most
important to improving self-esteem from an indiatlulevelopment perspective, such
as education, a job, and income. In general, iddalism and extended collectivism, a
group spirit, for participants, are more supporfi@etors in reconstructing identity than
family collectivism after being found to be HIV ptge, especially for those people

with less access to resources.

Some participants expressed feelings of identiducgon from having experiencing
reconstructed identity. Likewise, other particigaate expecting to face identity crises
in the future if all things in their lives do nod @s well as expected. As suggested in the
findings of this study, income is one of the maesportant factors in shaping anyone’s
identity. After termination of a contract job frowrganizations, some participants
expressed that they felt their identity had relddssing their job and income. They felt
their identity was reconstructed once they werekgyr in a job and earning money.
Everything seemed positive in their office and homAeier termination of their job,
family members now nagged them about their weadnftral matters. Similarly, some
other participants, especially females, expectaweehan identity crisis, such as being

ostracised by their daughters-in-law after themssanarriage because of HIV status.

237



There is also the likelihood of job problems initherganizations if international
organizations do not continue to provide funds dnithe government does not start
providing funds in a better way to improve the idlgnof participants. These things
occupy their minds about possible identity crisethe future if everything does not go
as expected. However, it is not expected that tlaeintity will return to a spoiled
identity stage because they have already gained khidvledge (Courtenay et al.,

2000). Nevertheless, their identity seems to hid.flu

10.2 Discussion

Going back through findings of this study, partaps, especially females who
migrated to cities, have reconstructed their idgnsipectacularly, even better than
before their HIV positive status became known, dedjacing several challenges over
family and social stigma and discrimination. Theref this section aims at discussing
and interlinking the findings of this study to hawcould be possible for participants to
gain wonderful experiences, especially with thengfrag socio-political contexts of the

country. Furthermore, it articulates some aspedtsidentity crisis and identity

reconstruction as well as the processes of mowngdrd to progressive identities.

There are complex phenomena involving contextuetofa that shape identity crisis
and identity reconstruction in Nepalese PLHIV. These discussed in Chapter Two.
However, there are some different contextual factbat are pertinent to identity crises
and others that are more pertinent to identity metraction. Again, some contextual
factors play a role in both forming identity cri@ad identity reconstruction. Nepal's
geo-physical contextual factors such as being alstoantry, and having relatively

little fertile flat land for agriculture are perént when it comes to finding alternative
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sources of income for Nepalese people, especiallthe people living in the rural parts
of Nepal. More importantly, an increasing populatgze in the country over the last
few decades, irrespective of the tempo of populagoowth rates, has made people
think of alternative sources of income. In thispes, an increasing trend for modern
communication and transportation has made it e&sighem to find information about

prospective destinations. Overall, the country'sitegtual factors reinforce people’s

movements both inside and outside the country.

Therefore, there are a series of linkages withicrisis of identity, these range from
being HIV positive to seeking good economic earsirig involvement in HIV-
transmission activities. In Nepal, the single, mal@vement to other countries as well
as to urban areas inside Nepal creates family feagation. As a result, migrants have
an environment conducive to engaging in sexualvidies with multiple partners
irrespective of their HIV status, even PLHIV (NewalE2009). The result is the spread
of infection, as many wives were HIV infected bgithhusbands’ sexual contact when
their husbands returned home (Aryal et al., 208lnilarly, some participants with
drug-use backgrounds were HIV infected due to reestiaring. The reasons behind
drug users becoming HIV positive could be a lackmdwledge of sterilizing needles,
peer influence, personal curiosity, and parengales (i.e., less time allocation for their
children while studying at school), as was suggkbtestudy participants. Whatever the
reasons for being HIV infected in their lives, theobntextual factors also played
important roles in being HIV positive. Eventualtiie discovery of HIV, irrespective of
the mode of HIV transmission, affected the partaiis’ identity to various degrees,

depending upon their access to resources.
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However, democratization and development procedeggther with socio-cultural
transformations have been gradually moving aheadlepal, creating a conducive
environment for reconstructing the identities oftiggpants, especially over the last few
years. Each political movement since 1951 graduadlgd the country more from the
despotic Rana rule and the autocrati®anchayat system, moving forward to a
multiparty democracy within a republican countryConsequently, the different
historical movements enabled people to assert tighits more efficiently politically
than ever before. Importantly, different politigarties in the country strove to work in
favour of marginalised groups of people, with awi# bringing them into the
mainstream of development activities associatet wdlitical changes in the country.
In this sense, people working with marginalised oamities started giving them
priority on the basis of equity rather than eqyal#o that deprived groups of people
have had a chance of empowering themselves effigieThere are several
organizations established to work with participaintshe country through which they
can take advantage of HIV treatment, counsellingHd¥ and AIDS, and informal
education as well as PPTCT services as requirésintitable that political changes and
development activities have made them feel protectgth government and non-
government organizations working in the field oMHaving made it easy for them to

reconstruct their identity in better ways than dwefore.

Importantly, treatment and counselling on HIV andD& are being made more
available through each development activity suchedscation, finance, agriculture,
forestry providing information through hanging pdrgts on their office noticeboards.
This information has not only made people more awafr HIV and AIDS, but also

encouraged them to seek information, HIV treatnagrat counselling in hospitals and in
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organizations as needed. As discussed in Chapter Nepal has focused on a family
planning programme since the late 1950s with a viewimiting birth rates in the
country. After the discovery of HIV, the countryaged supporting HIV and AIDS
programmes, and there has been a gradual expamsitheir services. The service
providers, hospitals and organizations workingha field of HIV strengthened their
services to their clients (PLHIV), updating theendgces in accordance with global
innovations such as ARV, and PPTCT. As discussedaalPLHIV have experienced a
more conducive environment for utilising these sB@w in recent years compared with
the past, within changing political and social eamments. Importantly, the changing
environment made them aware of their rights alategsither people in the country.
These democratization and development processes,wels as socio-cultural
transformation, have assisted them in reconstmctieir identity by gaining HIV and
AIDS knowledge, HIV treatment, as well as becomigpnomically and socially
independent as discussed in Chapter Eight. Consdygueall these attempts to
reconstruct their identity have been very helptulntany participants as discussed in
Chapter Nine. Indeed, PLHIV are in different stagesme are at the spoiled identity

point, some at transitional identity and some dtamreconstructed identity stages.

As discussed in Chapter Three (see Figure 1) orddrgity reconstruction of PLHIV, a
range of contextual factors, such as personal factimamily background, support
of communities and societies, support of the gowent health care system and
support of organizations, influence each of thedhstages of identity reconstruction.
Consistent with the literature (Parker et al., 200hitehead, 2006; Baumgartner, 2007;
Tsarenko & Polonsky, 2011; Hendriksen et al., 20Xhg findings of this study

demonstrate that the contextual factors are intextl in various ways in the lives of
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PLHIV. These contextual factors generally determtine degree of HIV stigma and
discrimination that are experienced in each of steges of identity reconstruction as

briefly discussed below:

Contextual factors such as personal factors, imetudyender, family background,
societal factors, and support of organisationsrlinte with each other in a way that
influences the degree of HIV stigma and discrimorat In this study, most male
participants, irrespective of whether they residerural or urban areas, have not
reported experiences of being discriminated agamgteir families and societies. This
is possibly because of their assigned dominant gemdle which is a socially
constructed phenomenon in Nepalese societies Wgrédhikari, 2009; Yami, 2007).
Most male participants interviewed seemed to ben@wucally independent, whether
they originated in urban or rural areas. Althougbytwere HIV infected because of
their unsafe sexual behaviour or sharing unstedlizsyringes, they were not
discriminated against within their family. Theanilies tend to be keenly supportive,
with females supporting their husbands, in the adsmarried male participants, and
parents supporting unmarried male participants.tHis study, wives were very
supportive as their husbands underwent HIV treatmamd were happy to hide their
husband’s HIV status (this information came fromlenanterviewees). Discussing
various forms of organizational support, such ag Edbunselling and treatment, those
participants who had family supports, and a goqapett network of organizations in
HIV treatment and counselling, were able to get Hiwrmation quickly when needed.
Family members, who accompanied PLHIV to hospitalsre also provided with
information that made them aware of how to bettedor, and help, persons living

with HIV in their homes. Thus, personal, family kgoound or family relationship,
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societal factors (including socially assigned raéshe male gender, and those who are
economically independent), and the support of asgdilons are inter-related in shaping
stigma and discrimination and the identity statfisnale participants. In this study,
male participants have often moved to a recongdutentity, managing their stigma

and discrimination without passing through spoilhtity as shown in Figure 1.

Likewise, there are also contextual factors suppgrvomen living with HIV in a very
positive way. For example, one personal factor swaman’s ability to explain her
situation to her extended family. If she can explaiat she is not responsible for being
HIV positive because she was infected by her husbéms is very significant in
determining the degree of HIV stigma and discriiora In this context, women
participants who are able to convince their joind @xtended families have not faced
HIV stigma and discrimination, irrespective of thgiace of residence, whether rural or
urban. Family background is very important in d®ieing HIV stigma and
discrimination because female participants whoioaigd even from rural areas whose
family members were exposed to the outside worlg. (|edia, United Kingdom) and
worked as social workers in their villages were stigmatised and discriminated
against in their families. Likewise, those femadtigipants brought up in urban areas
whose family members were well informed about Hiig not face such issues of HIV
stigma and discrimination. In Nepalese society,ppeavho are treated well in the
family are often treated well in their communitiaad societies. As with the male
participants as explained above, these femalecpaatits have received information on
HIV and AIDS from organizations and hospitals; atfeir family members have
supported them empathetically for HIV treatment atmunselling. Many male

participants and some female participants have ladén to reconstruct their identity
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with support of social networks. In this study, manales and some females were able
to progress fairly quickly to a reconstructed idgmntnot needing to pass through
lengthy stages of spoiled identity and transitiadahtity. Some other male participants
and female participants followed other strategisach as achieving economic
independence and hiding their HIV status from tl@milies and societies, in addition
to HIV treatment and counselling, as they movead teconstructed identity through a

transitional identity stage.

In contrast, there are other contextual factorshh&e pushed many female participants
into a spoiled identity stage, facing HIV stigmadadiiscrimination, especially those
participants who are widows, and women separateddarorced from their husbands
(Family Health International, 2004; National Cenfir AIDS and STD Control,
2010). In this study, most female participants wieye brought up in rural areas were
highly vulnerable to HIV stigma and discriminatiofhey had to rely on themselves,
economically and socially, in the absence of thesbands. They are perceived to have
the main economic and social responsibilities &aring, caring for, and schooling their
children, though additional supports are expectadl @ovided for a while from their
extended families, neighbours and communities.Heéaniore, younger aged widows are
perceived to be cursed from their previous lifead kkarma. Likewise, those women
who are separated and divorced from their husbesg@exrceived to be unable to please
their husband and such women have a low profilen@tacally and socially in
Nepalese societies (Yami, 2007). Consequently, wedh separated and divorced
women with a low caste family and social profileravdneavily ostracised, stigmatised
and discriminated, as discussed in Chapter Sevesy &xperienced an adverse effect

on their identities. Nevertheless, such femaldi@pants were able to move to a
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reconstructed by adopting various strategies swschuial-urban migration, following
HIV treatment and counselling after coming in cahtaith organizations working in
the field of HIV and AIDS. Some of these particimmanaged their stigma and
discrimination, and reconstructed their identitresy effectively, as demonstrated in the

conceptual framework.

The findings of this study are expected to havaitgraplications for reconstructing the
identity of PLHIV inside and outside Nepal. Thisidy suggests that there are three
major factors that reduce the likelihood of PLHI¥itg stigmatised and discriminated
against in family and society: the individual’'s panal ability, their family background,
and their social network. With regard to an induatls personal ability, a person living
with HIV, who is literate and is able to convincés/her family members (often
extended family) about the reasons for their H\Sipwe status, as illustrated earlier
with some female participants, is less likely toshigmatised and discriminated against
in family and society. This suggests that eachviddal needs to be literate and aware
of HIV and AIDS knowledge. Likewise with family blaground, extended family
members who are exposed to HIV and AIDS knowledtgespective of whether they
live in rural or urban areas, are very supportivenanaging stigma and discrimination.
Each family, whether nuclear or extended familyedseto be aware of HIV and AIDS
knowledge, in order to lessen HIV stigma and disicration in persons living with
HIV in their family. Furthermore, this study sugtgeshat PLHIV, especially widows,
and separated and divorced women, who experiertegd itlentity being adversely
affected due to stigma and discrimination in fanaihd society, could circumvent their
issues with the support of their circle of PLHIVnda their social network of

organizations. These women were able to recondtneat identity in an unprecedented
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way after converting their social capital into cu#tl capital and the cultural capital into
economic capital. This provides very important ¢essin working with PLHIV, who

are experiencing heavy stigma and discriminatiotheir families and societies inside
Nepal, and also outside the country, especiallglemeloping countries with similar

socio-economic settings.

10.3 Limitations of the Study

There are a few apparent limitations in this stuelypecially relating to participant
recruitment as well as in theoretical perspectilreshe beginning, the researcher aimed
to collect data from PLHIV irrespective of the poofion of males, females and third
gender people, because HIV is a sensitive issiepal, as mentioned in Chapter Four.
Fortunately, there is about the same proportiomalies and females; however, there is
not anyone from the third gender PLHIV in this studo the richness of that
perspective is missing. Moreover, field work wasamplished through organizations
working in the field of HIV. This process has igadridentifying and recruiting PLHIV
who are not in contact with any organization. Theiperiences may have differed from
those of the participants whose experiences haven bstudied through the
organizations. In addition, this study is baseduoban areas of Nepal, Kathmandu
Valley, and Pokhara Valley and its peripheral lanad. Thus it may not characterise the
experience of PLHIV living in rural areas, althoutere are assumed to be rural
characteristics from in-migrant participants in tradleys, to some extent. This research
project aimed to explore and describe the expeeeiné PLHIV in Nepal, and while it
has proposed key features of a theory of the réxart®n of identity in people living
with HIV, it has not explored specific aspects o€ls a theory in depth. These aspects

provide pathways for future research.
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10.4 Contributions of the Study

This study contributes to methodological strengtlthe Nepalese literature, especially
in the study of HIV. It has addressed researchabibgEs and research questions with
regard to the experiences of participants of thepoiled identity and identity
reconstruction using a qualitative research metloggo Earlier studies undertaken in
the field of HIV were often based on the epidengatal and medical aspects of HIV,
especially in the context of Nepal. This HIV resfarmhowever, was carried out on the
basis of a meaning-making process, a relativisitepiological perspective rather than
the positivist approach dealing with epidemiologie&ts. In this study, an attempt has
been made to study the data through thematic asalyth the given texts. There is
little research on HIV using thematic analysis,ezsglly in the field of the identity of
Nepalese PLHIV. This study is proposed to be ag®oing work in the discipline of
HIV, especially with regard to different stagesid@éntity studied from methodological

and analytical perspectives.

Once again, going through the findings of this gtagentioned above, this research
contributes to HIV literature in demonstrating teabnomic stigma and discrimination
in a family is often stronger than social stigmal ahscrimination due to HIV. The
economic stigma and discrimination often causesatheent between a family member
living with HIV and the remaining family members ware HIV negative, for example,
in the case of women without human capital in threnf of economic supporters such as
husbands. This link between economic independendefamily acceptance is further
reinforced by the observation that women livinghnitlV have been reunited with their
family and society after becoming economically ipeledent, together with being

socially empowered (gaining education, HIV knowledgnd finding a job). Therefore,
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this research claims that there is strong evideh@sonomic stigma and discrimination
in many families when considering cases of thosen&m living with HIV with less
access to resources. Economic factors such as meorsupporters, husbands and
parents, are major contributing factors in allemgt economic stigma and
discrimination for many participants with moderatel better access to resources. Thus,
this research suggests that economic factors ateumental in overcoming social
stigma and discrimination in family and societydiad) to knowledge from earlier
studies undertaken in the HIV field. Indeed, thiadg has answered the research
queries, especially with regard to the roots gfrei and discrimination in the Nepalese

context.

This research proposes a model entitled “the reénat®n of identity in PLHIV in
Nepal” based on the data derived from two urbareaeh sites, Kathmandu and
Pokhara valleys. Although this research was cawigdn urban areas, half of the total
participants were from rural areas, having migratecities, mostly because of HIV
stigma and discrimination. In this sense, thisesaesh and the proposed model of
identity reconstruction includes both urban chamastics of PLHIV, and also rural to
some extent. In this proposed reconstruction afitidemodel, there are various stages
of identity from spoiled to reconstructed and ttapse identities. In comparing this
proposed reconstruction model with Goffman’s stigthaory as discussed in the
literature review, we find that this identity modgbes far beyond Goffman’s stigma
theory, which does not explain the processes aftityereconstruction. Moreover, this
proposed model supports a model of the HIV and Ai@htity incorporation process
and identity transformation (Baumgartner, 2007; Ksbhury & McGaughey, 1998).

This model is based on the economic and social empoent of people and reduction
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in stigma and discrimination, together with identitansformation from one stage to
another as previously discussed. This new modellmeayaluable for academicians and
people working in the field of HIV, including theiMstry of Health, for better planning

and policy making.

For people working in the field of HIV, includingcademics and others, this research
also demonstrates an exciting optimistic view, tH& has often been a catalyst for
good, especially for people marginalised by gendaste, and class, as well as those
who are widowed, separated or divorced. It showsiderable progress in the field of
HIV treatment in Kathmandu and Pokhara valleys, &s$ons from this could be
applied in other similar urban settings of Nepalti#e same time, there could be debate
over the findings of this study, especially frone {oint of view of people who are still
concerned with the stigma and discrimination asgedi with HIV. Nevertheless, it is
expected to have positive outcomes as discussi@ngrdered into over the progress
made in the field of HIV as found in this study.r§al factors such as the resilience
inherent in the marginalised women, who have le¢irthome, were instrumental in
achieving positive changes in their lives as theggrated themselves with the network
of other PLHIV. In addition, the recent socio-picil changes in Nepal seem to have
fuelled their efforts to achieve positive changethieir lives. Thus, this study points out
that the collective efforts of individuals, togetheith their various supports from
people working in helping organizations, as welttss country’s conducive contextual
background, can really improve the wellbeing of giaalised people, even those in
extreme difficulties such as PLHIV. This optimisticiew could have further
applications to those people who are badly treateteir societies because of gender,

caste, class, and widowhood status.
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10.5 Policy Implications

As we saw in Chapter Two, the government of Nepal formulated an ambitious plan
which promotes economic opportunities and sociakéty for all peoples. This is an
admirable plan, but, as we have seen, there diredtierable and marginalised people
in Nepal who are living with HIV who have not yegriefitted from these policies and
there is work yet to be done in these areas. 3Jtuidy has proposed a model for “the
reconstruction of identity in PLHIV in Nepal” todain the progression of policies and
programmes that promote economic opportunity amiakequality, and to reduce the
stigma and discrimination of PLHIV in family andcsety. This model could assist in
the development of social, economic, and healthciesl that empower PLHIV and
other vulnerable and marginalised communities (sagkhose stigmatised by leprosy).
This model could also assist policy makers to dgveprogramme initiatives
appropriate for each of the stages of identity mstmiction for PLHIV. It is proposed

that policy initiatives should be developed or pesged in the following areas:

Firstly, civil society organisations which serveopk living with HIV should be
supported to the maximum extent possible, with ipulprivate or international donor
funds. These organisations provide both educatih support to PLHIV. We have
seen from this study that PLHIV who were educated supported were more likely to
have reconstructed their identities, and therefaree improved health outcomes, an
improved quality of life, and are more likely to @Eonomically independent. In
addition, through their various networks, governmeand non-government
organizations can recruit PLHIV who have alreadgorestructed their identities, and
who have better understandings about HIV and AlBSvell as exhibiting willingness

to support those PLHIV who are at the earlier stafggpoiled identity. Supporting HIV
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and AIDS service organizations and recruiting PLHWWho have successfully
reconstructed their identities will not only progieffective support to other PLHIV
with spoiled identity, but it will also reduce gaowenent costs even while targeting
greater numbers of the most marginalised PLHIV.sThiould allow for greater
efficiencies of support. After being provided wigducation and leadership training
through organizations, as well as support from karand community, PLHIV can
sustain themselves socially and economically andidcexperience reduced stigma and
discrimination, as is suggested by the findingthia study. In this respect, PLHIV are
not only supporteceivers they are also servigeroviders by engaging with various
organizations in Nepal that assist in re-imaginsugiety with a strong network of
PLHIV. Such networks of PLHIV could be extendedotber parts of Nepal, including

rural areas.

Secondly, even though this study was not desigsed generalizable study, it seems
clear from participants that the challenges facgdwmmen living with HIV are
significantly greater than those faced by men. @k@eriences of women with HIV are
amplified by the existing traditional social struds and attitudes of Nepali society
towards women. Their stories of social and ecowomisadvantage are well
documented in this study. The Nepali governmelfif ivis argued, want to increase its
efforts towards supporting the full equality of wemin Nepal, including creating

educational and economic opportunities specificaliywomen.

Thirdly, we have seen that some PLHIV, particulatipse in rural areas, seek out
traditional healers to help them deal with the stoms of HIV. This may be because

traditional healers are a first and affordable aptithey may be more culturally
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desirable, or simply because allopathic-style (&gt treatments are simply not
available in those regions. Yet the experiencdhefwwoman who drank nothing but cow
urine for one year with dire effects, tells us tttase traditional treatments are not the
best option for PLHIV. Existing allopathic healthare providers, with their
armamentarium of antiretroviral therapies and esitenexperience of providing health
care to PLHIV, will perhaps wish to enter into etlbration with traditional healers,
offering them education and support for referraPaHIV into allopathic care as soon
as possible. This would not only improve healtiicomes for PLHIV, but is likely to
also reduce the likelihood of further transmiss@nHIV to sexual partners and for
PPTCT. Traditional healers could become valuags®urces of referral into care and
education if collaborative relationships are depebb and supported by existing

publicly funded health care providers.

Fourthly, irrespective of their HIV status, peofegeneral can be informed by anti-
stigma public awareness campaigns promoting thetliat HIV does not make people
skinny, black and dry-skinned following HIV treatmie Awareness and anti-stigma
programmes can utilise public media (newspapedso r@nd TV). In addition, it is vital

to give clear information to the public, irrespgetiof HIV status, that “HIV is not

AIDS” so that people are less afraid of HIV. Thismd work to reduce self-stigma and
enhance self-esteem in the remaining years of PLidhd arguably would reduce the
effects of stigma and discrimination on the parbtifers, as they gradually gain more

knowledge on HIV and AIDS.
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Finally, in order to meet a national goal of reaigcpoverty and illiteracy in Nepal, it is

also possible to replicate this proposed identibdet and the policy interventions, for
other groups of people who are marginalised sgced economically. Groups apart
from PLHIV also experience similar issues, inclgdiliscrimination based on gender,
caste, class, and marital status. Based on theierpes of in-migrant women in the
Kathmandu and Pokhara valleys, this study sugdbsts is still a long way to go for

all agencies working with marginalised people. Aligh, as explained in Chapter Two,
some initiatives in favour of marginalised peoplavé been operating in Nepal
following the historical movements seen since 1988, Maoist movement of 1996-
2006, and the initiatives from 2006 targeted adaigender, class, and caste
discrimination, achievements have been much less ithtially expected, especially in

rural areas.

10.6 Recommendations for Future Research

There were significant numbers of participants,eegly female participants, who
expressed that their sense of identity and seltiwe much better now than in the
period before their HIV diagnosis. It may be intgneg and beneficial if there could be
further research in regard to identity, interviegviparticipants living with HIV, and
others in the social networks in order to contitm@nalyse how various sociocultural
factors contribute to stronger senses of self.tldetransformation can be evaluated in
multiple ways, engaging not only PLHIV themselvast lalso their HIV negative
friends. In this sense, participants’ identity sBmmmation may be crosschecked against
their HIV negative friends’ statements, by intewieg friends who work or spend most

time with them. Therefore, | suggest future redeane who intend to do research in the
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area of identity of PLHIV include some participaatmong HIV-negative people. This

may provide further validation of this study of idigy with reference to PLHIV.

There have been encouraging results as PLHIV gibindp to HIV-negative babies,
using the PPTCT service in Nepal. It would be bieradfif HIV research could be
conducted focussing on prenatal, neonatal and aiadtoare received by parents living
with HIV who have given birth to HIV-negative babieln this context, the research
would be more effective to draw information if rasghers were able to interview those
health personnel (doctors and nurses) who have fesmding instructions for giving
birth to an HIV-negative baby from such parentss lexpected that future researchers
could further explore the functions of the PPTCivee in enabling the birth of HIV-

negative babies.

Importantly, this study has proposed a model obmetruction of identity in PLHIV
following on from a schematic overview of experieaof participants, whether spoiled,
transitional, or reconstructed identities, as vesllpeople’s movements and processes
through these stages. It would be interesting $b tte#s model in other similar socio-
cultural and economic settings, especially in SAdglan countries’ urban contexts, so
that other researchers can justify this model'sditgl and also expand this model in a
broader context of addressing HIV issues, espgdialleconstructing the identities of

PLHIV.

10.7 Conclusion
The identity status of PLHIV is fluid, but for panpants with adequate capital identity

moves in the direction of a more positively recamstied identity as a person with HIV.
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The study has explored how the attraction and sgmulforces in relation to their
family members (often extended family) depend uplosir capital and their gender
power, with males having greater power and fem#dss. Significantly, a family
member living with HIV with economic, cultural, arsthcial capitals tends to be more
attractive to his/her extended family, and a memaén less such capital tends to be
repelled from the extended family. The fact thatHRL in this study are often reunited
into their extended family and society after beawgieconomically and socially
independent illustrates these attraction and tpalsen forces at work. Society also
treats PLHIV on the basis of how their family (oftextended) treats them. While going
through processes involving individualism, collesm, family and society, a person or
group of persons living with HIV with economic, twdal and social capitals can
ostensibly fit anywhere. It is gratifying to seathas PLHIV improve their health and
socio-economic status, their sense of identity geanand they experience less family
and social stigma and discrimination. Social capites been a foundation to gain two
other capitals- cultural capital and economic @pespecially for widows, and women
who are separated and divorced from their husb@mally, it has been noted that this
study has important policy implications for managithe quality of life, and
reconstructing the identity of PLHIV by improvingeir health and socio-economic

status, and that government is in a position ttha
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Ram Prasad Aryal

c/- Associate-Professor M Henrickson
College of Humanities and Social Sciences
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Albany

Dear Ram
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Reconstruction of Identity in HIV Positive People in Nepal
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Approval is for three years. If this project has not been completed within three years from the date of this letter, a
reapproval must be requested.

If the nature, content, location, procedures or personnel of your approved application change, please advise the
Secretary of the Committee.

g@cerely

Dr Ralph Bathurst
Chair
Human Ethics Committee: Northern

cc: Associate-Professors M Henrickson & A Dupuis
College of Humanities and Social Sciences

Te Kunenga Research Ethics Office
ki Purehuroa Private Bag 102 904, Auckland, 0745, New Zealand Telephone +64 9 414 0800 ex 9539 humanethicsnorth@massey.ac.nz
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Appendix 2: Research Ethical Approval from NHRC

Nepal Health Research Council

Estd.<1991" 2|

Ref. No. Q'?
Executive Committee

Executive Chairman
Prof. Dr. Chop Lal Bhusal

Vice - Chairman
Dr. Rishi Ram Koirala

Member-Secretary
Dr. Shanker Pratap Singh

Members

Prof. Dr. Meeta Singh
Prof. Dr. Suman Rijal

Dr. Narendra Kumar Singh
Dr. Samjhana Dhakal

Dr. Devi Gurung

Representative
Ministry of Finance
National Planning Commission
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Chief, Research Committee, IOM

Chairman, Nepal Medical Council

19 July 2012

Mr. Ram Prasad Aryal
Principal Investigator
Masssey University
New Zealand

Ref: Approval of Research Proposal entitled Reconstruction of
Identity in HIV Positive People in Nepal (Kathmandu and
Pokhara Valleys)

Dear Mr. Aryal,

It is my pleasure to inform you that the above-mentioned proposal
submitted on 25 May 2012 (Reg. no. 55 /2012 please use this Reg. No.
during further correspondence) has bcen approved by NHRC Ethical
Review Board on 16 July 2012 (2069-04-01).

As per NHRC rules and regulations, the investigator has to strictly follow
the protocol stipulated in the proposal. Any change in objective(s),
problem statement, research question or hypothesis, methodology,
implementation procedure, data management and budget that may be
necessary in course of the implementation of the research proposal can
only be made so and implemented after prior approval from this council.
Thus, it is compulsory to submit the detail of such changes intended or
desired with justification prior to actual change in the protocol.

If the researcher requires transfer of the bio samples to other countries,
the investigator should apply to the NHRC for the permission.

Further, the researchers are directed to strictly abide by the National
Ethical Guidelines published by NHRC during the implementation of
their research proposal and submit progress report and full or summary
report upon completion.

As per your research proposal, total research amount is NRs. 65,000.00
and NHRC processing fee is US$. 100.00.

If you have any questions, please contact the rescarch section of NHRC.

Thanking you.
Sincerely Yours,

ap Singh
Member Secretary

Tel.+977-1-4254220, 4227460, Fax: +977-1-4262469. RamShah Path, P.O. Box 7626, Kathmandu, Nepal.

Website: http:" www.nhre.org.np. Email : nhre@nhre.org.np
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Appendix 3: Interview Schedule
Interview Schedule number:

Date
Research Site:
Recording:

Remarks:

1. Please tell me something about yourself.

(Prompts: How do you occupy your time? Can you r@ad write? How much
school did you finish? Tell me aboatyfamily)

2. Tell me how you first learned you had HIV.

(Prompts: How long ago was it? How did you feehait time? Looking back,
how do you feel now about that time?)

3. Who did you tell about your HIV?

(Prompts: When did you tell them? How did they tea¥vhat was it like for
you to tell other people about youPll How did other people react when
you told them?

4, Tell me about any experiences you have in yiteimlith HIV where you felt
stigmatized. Do you think these experiences Wepause people knew you
had HIV?

5. Would you say your health or stigma is a moress issue to you? Why do

you think so?

6. Have you heard of experiences of stigmatiz&tiom other people living with
HIV? If so, can you describe some of those whassufrstories you have heard
from others? What effect did those stories havgau? Did you do anything to
keep yourself from being affected by these stories?
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10.

11.

12.

13.

14.

15.

Have you felt stigma or discrimination ever yeftor any reason in your life? If
yes, in which what circumstances did you feel sagaed and discriminated,
and who did you? Can you give me a few examples?

Tell me about any circumstances when you falrseif to be in difficult
situations because of HIV? How did you manage sitciations and work
through them to find a better life for yourself?h#¥ resources did you use?

Think back to the time when you were first diaged with HIV. How has HIV
changed your life?

Do you think that people with HIV are stigmatizin Nepal? Are there aspects
of culture or society in Nepal that contribute tigima of people with HIV?

What goals did you make to improve your lifeeaexperiencing HIV stigma
and discrimination? Did you achieve your goals?

(Prompt: If yes, how? What portion have you reedi{or experienced) so far,
if not all of them? How did you fulfill those playsu attained? If none, why
not, do you think?)

Are you involved in any community organizatidhat provide HIV support or
outreach? How did you get involved with this orgaation?

What other support have you received in ydaPli

(Prompt: Family, relatives, friends, community amwganizations)

How do you think HIV has changed or shaped yogral status?

(Prompt: Tell me about what support you have inryibe. What do you find
gives you strength?)

Tell me about your life after HIV diagnosisow do you manage difficulties?
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16.  Tell me about your plans for the future.

This is the end of the interview. If you have amgstions about this research or think
of anything you wish to add, you can contact mihéocontact addres have provided.
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Appendix 4: Pseudonyms of Research Participants anttheir Socio-demographic

Characteristics

Serial Pseudonym| Gender | Marital Place of | Education Working for

Number Status Origin an HIV
Organization
gt least part
time

1 Anu Female Divorced Rural SLC* Yes

2 Basant Male Married Rural Literate No

3 Bishnu Female Married Rural llliterate No

4 Buddha Female Widow Rural Literate Yes

5 Deepak Male Married Rural Literate No

6 Durga Female Widow Rural Intermediate Yes

7 Gita Female | Widow Rural llliterate No

8 Hari A Male Married Rural Literate No

9 Hari B Male Married Urban Literate No

10 Jwala Male Unmarried Urban Literate Yes

11 Lila Female Widow Rural llliterate No

12 Mamata Female Separated Rural Literate Yes

13 Min Male Married Rural Literate No

14 Misa Female | Widow Rural Literate Yes

15 Nabin Male Unmarried Urban Undergraduate No

16 Nimesh Male Unmarried Rural Literate No

17 Pratima Female Separated Rural Literate Yes

18 Pushpa Female Married Urban Literate No

19 Rajesh Male Married Rural Literate No

20 Raju A Male Unmarried Urban Literate Yes

21 Raju B Male Unmarried Urban Literate Yes

22 Ram Male Married Rural Literate No

23 Rana Male Married Rural Literate No

24 Rita A Female Married Rural Literate Yes

25 Rita B Female Widow Rural Literate Yes

26 Sabina Female Married Rural Literate Yes

27 Sandeep Male Married Urban Literate No

28 Santosh Male Married Rural Literate Yes

29 Sarita A Female Separated Rural Literate Yes
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30 Sarita B Female Separated Rural llliterate No
31 Shyam Male Married Urban Literate No
32 Suku Female | Widow Urban Literate Yes
33 Sushma Female | Widow Rural SLC* Yes

*SLC stands for School Leaving Certificate (secagdahool).
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