










































































































































































































































































































































































CHAPTER SIX

Discussion

6.1 Introduction

This chapter takes the form of a theory explication meta-synthesis that unfolds in three parts,
namely reciprocal translations, refutational synthesis, and the line of argument as discussed in
Chapter Four. Reciprocal translations strives to amalgamate evidence by illuminating
consisting themes and concepts across the findings of included studies. Contrastingly, the
refutional synthesis outlines information that contradicts relevant literature, aspects of the
theoretical framework and dominant themes. Line of argument summarises the findings of
the current study while emphasising new findings, information and steps for future research
in supporting AIDS orphans and reducing HIV-related stigma. The theory explication meta-
synthesis is entwined with relevant literature and the theoretical framework adapted from the
work of Goffman and Steward and colleagues as outlined in Chapters Two and Three. It
allows the findings of this study to be presented and understood alongside the dominant
themes, ideas and findings of previous literature and conceptual theories developed for
understanding the manner in which HIV-related stigma has contributed to the psychological

distress experienced by AIDS orphans.

6.2 Reciprocal Translations

During this phase of analysis, several concepts and themes that are consistent with the work
of Goffman (1963) and Steward, et al. (2009) and relevant literature are identified, compared
and discussed. Across the nine included studies, various themes regarding the experience of
HIV-related stigma for AIDS orphans and its contribution towards psychological distress

have been identified as AIDS orphans’ experience of HIV-related stigma and psychological
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distress. The theme of AIDS orphans’ experience of HIV-related stigma has been separated
into several sub-themes, namely enacted stigma, vicarious and felt stigma, and internalised
stigma. These themes and sub-themes are discussed below.

6.2.1 The prevelance of HIV-related stigma among AIDS orphans

All included studies have reported AIDS orphans’ experience of being socially stigmatised
owing to familial HIV/AIDS rather than socioeconomic or demographic factors such as
poverty, race, education, sexuality, etc. (Boyes & Cluver, 2015; Chi, et al., 2014; Cluver &
Gardner, 2007; Cluver & Orkin, 2009; Cluver, et al., 2008; Harms, et al., 2010; Mo, et al.,
2015; Xu, et al., 2009; Zhao, et al., 2012). AIDS orphans and vulnerable children reported
significantly higher levels of stigmatisation and discrimination than children orphaned by
other causes and non-orphaned children (Cluver, et al., 2008; Boyes & Cluver, 2015; Zhao,et
al., 2012; Cluver & Orkin, 2009). These findings adress the question of “what is the
preelance of HIV-related stigma among AIDS orphans”, as it is evident that all studies

reported AIDS orphans experience of HIV-related stigma owing to familial HIVV/AIDS.

The extensive social stigmatisation experienced by AIDS orphans is commonly known as
HIV-related stigma and may be explained by Goffman’s concept of tribal stigma (Goffman,
1963; Herek, 2005). Tribal stigma is the extension of stigmatising behaviour and beliefs to
individuals who are associated with others who attain socially undesirable characteristics
within a society (Goffman, 1963). Vulnerable children and AIDS orphans are devalued
within a society because of their association with familial HIV/AIDS irrespective of their
own HIV/AIDS status. Affiliation with the HIV/AIDS virus leads to the social creation of
meanings and beliefs that are assigned to AIDS orphans, rendering them as invasive agents of
a healthy society (Varas-Diaz, et al., 2005). This concept is consistent with AIDS orphans’
internalised belief that they are a ‘drain on the society’ (Mo, et al., 2015, p. 56). AIDS

orphans’ experience of numerous measures of HIV-related stigma adresses the first objective
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outlined in Chapter Four which questions the prevelance of HIV-related stigma among AIDS

orphans.

Similarly to the work of Steward, et al. (2009), several included studies have reported AIDS
orphans’ experience of numerous measures of HIV-related stigma, namely enacted stigma,
vicarious stigma, felt stigma and internalised stigma. It is significant to note that the
prevelance of these measures of HIV-related stigma amoung AIDS orphans differ
significantly. These measures of HIV-related stigma experienced by AIDS orphans lead to
the following sub-themes presented below, namely enacted stigma, vicarious and felt stigma

and internalised stigma.

6.2.1.1 Enacted stigma

Enacted stigma was a reciprocal theme among included studies, being the most reported
measure of HIV-related stigma among AIDS orphans. The experience of enacted stigma
reported by AIDS orphans was consistent with the conceptualisation of enacted stigma
outlined by Steward, et al. (2009). Steward, et al. (2009) described enacted stigma as overt
acts of discrimination and hostility directed at an individual because of their stigmatised
social status, leading to rejection, social exclusion and traumatising behaviour received from
others. AIDS orphans reported being rejected and socially devalued within society as their
stigmatising status was openly presented by family members within their community,
resulting in isolation, overt discrimination and stigmatising attitudes from community
members (Harms, et al., 2010; Mo, et al., 2015). Various manifestations of enacted stigma

and its associated consequences experienced by AIDS orphans are discussed below.

Enacted stigma was manifested as the unwilling disclosure of familial HIV/AIDS among
AIDS orphans that acts to directly increase overt acts of discrimination and prejudice directed

at AIDS orphans (Harms, et al., 2010; Mo, et al., 2015). This relationship has been explained
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by Steward, et al’s. (2009) concept of a discredited identity which refers to society’s
knowledge about an individual’s stigmatising status that cannot be concealed and its
associated increase in overt acts of discrimination and prejudice. Goffman (1963) presented a
similar argument, claiming that dis-identifiers carried by individuals present information
about themselves to society from which positive and negative judgments may be produced.
The latter brings about the formation of stigma against the individual. Therefore, the
presentation of AIDS orphans’ affiliation to familial HIV/AIDS has directly lead to an

increase in AIDS orphans’ experience of enacted stigma.

Social rejection and isolation was extensively presented as a consequence of enacted stigma
among AIDS orphans. Such rejection and isolation was perceived within interpersonal
relationships or mixed contacts as visitations from family members discontinued, and they
received substantial rejection from peers who refused to play with them at school or within
their residential community (Zhao, et al., 2012; Xu, et al., 2009; Chi, et al., 2014; Boyes &
Cluver 2015; Goffman, 1963). This idea was reciprocal with the work of Kheswa & Duncan
(2011), Bougart, et al., (2008), Zhao, et al., (2009), Adejuwon & Oki (2011) and
Lalthapersad-Pillay (2008). These researchers stated that extended family rejected AIDS
orphans, discontinued visitations and withdrew their support once they became aware of the
cause of parental illness and death. Two studies (Bougart, et al., 2008; Ishikawa, Pridmore, et
al., 2010) support the idea that AIDS orphans are socially excluded and rejected by their
peers who refuse to play with them because of their affiliation with the HIV/AIDS virus.
Three included studies (Harms, et al., 2010; Boyes & Cluver, 2015; Cluver & Gardner, 2007)
reported more extreme acts of overt discrimination, such as physical and sexual abuse against
AIDS orphans as they were often beaten, pushed around and sexually assaulted by significant

others.
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Another form of overt act of discrimination and exploitation resulting from HIV-related
stigma was identified by Lin, et al. (2010) and Deacon & Stephney (2007) as the refusal of
educational opportunities for AIDS orphans by extended family members and caregivers.
AIDS orphans often had to discontinue their educational career to shoulder the burden of
excess domestic duties within the homestead. These expressions of enacted stigma are
consistent with the findings of the present study which describes the unequal distribution of
workload placed on AIDS orphans in comparison with other children in the household. AIDS
orphans reported being denied educational opportunities — for example, by being taken out of
school — so that they might perform domestic duties while other children within the

household continued to attend school (Harms, et al., 2010; Xu, et al., 2009).

The most salient form of enacted stigma presented across six included studies was that of
bullying victimisation (Zhao, et al., 2012; Boyes & Cluver, 2015; Chi, et al., 2014; Cluver, et
al., 2008; Cluver & Orkin, 2009; Cluver & Gardner, 2007). Although bullying victimisation
was partially evaluated as an independent factor from HIV-related stigma, the present study
argues that it possesses several qualities consistent with enacted stigma and may, therefore,
be recognised as a form of enacted stigma. To substantiate this argument, we give the
definition of bullying victimisation which has been referred to as ‘repeated acts of aggressive
behaviour intended to cause harm, and it is usually characterised by an imbalance in power
between the perpetrator and victim’ (Boyes & Cluver, 2015, p. 848). From this definition,
one may deduce the physical and overt nature of discrimination, abuse and harm directed
towards AIDS orphans. Secondly, the devalued status attained by AIDS orphans renders them
powerless, causing a shift in power between children affected by familial AIDS and others
(Parker & Aggleton, 2003). These features of bullying victimisation are consistent with

Steward, et al.’s (2009) conceptualisation of enacted stigma as discussed above.
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A higher degree of bullying victimisation has been reported by children associated with
familial HIV/AIDS in comparison with other orphans and non-orphaned youth (Boyes &
Cluver, 2015). Forms of bullying victimisation included being teased, ridiculed, beaten,
threatened, called names, treated badly or unfairly, gossiped about and shouted at (Cluver &
Gardner, 2007; Cluver & Orkin, 2009; Boyes & Cluver, 2015; Chi, et al., 2014; Cluver, et al.,
2008; Zhao, et al., 2012). Relevant literature (Ishikawa, et al., 2010; Boyes & Cluver, 2013)
has identified similar acts of bullying victimisation, namely teasing by making reference to
parental illness and death, gossiping, physical beatings, being called names, and discernment
from their peers. Bullying victimisation was identified as fuelling school non-attendance and
strongly correlated with social exclusion, rejection and avoidance of others for AIDS orphans

(Ishikawa, et al., 2010; Xu, et al., 2009).

Consequently, the loss of educational opportunities for AIDS orphans resulting from enacted
stigma has been well-documented in included studies (Harms, et al., 2010; Xu, et al., 2009;
Cluver & Gardner, 2007) and relevant studies (Kheswa & Duncan, 2011; Louw, et al., 2012;
Lin, et al., 2010; Ishikawa, et al., 2010; de Witt & Lessing, 2010; Lalthapersad-Pillay, 2008).
The loss of educational opportunities for AIDS orphans acts to perpetuate poverty, rendering
AIDS orphans vulnerable and powerless (Delva, et al., 2009; Harms, et al., 2010). This is
largely because of the earning potential and growth associated with scholastic knowledge and
general educational training. Without scholastic knowledge, AIDS orphans lose optimism

about their future aspirations.

6.2.1.2 Vicarious and felt stigma

AIDS orphans’ experiences of enacted stigma and its associated consequences has led to an
increase in felt stigma which has been defined as the anticipation of enacted stigma which
results in an increase of one’s perceptions about the prevalence and norms of stigmatising

behaviours and attitudes from others (Steward, et al., 2009). However, vicarious stigma —
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witnessing or hearing acts of stigmatisation against others — has also lead to an increase in
AIDS orphans’ perceptions of the true nature and prevalence of enacted stigma. The study by
Cluver & Gardner (2007) identified the presence of vicarious stigma among AIDS orphans.
AIDS orphans bear witness to their HIV-positive parents’ experience of enacted stigma from
the general community and extended family. They described the verbal abuse and
victimisation of their HIV-positive parents as being, shouted at, gossiped about and teased by

others (Cluver & Gardner, 2007).

The experience of felt stigma among AIDS orphans was discussed in several included studies
(Xu, et al., 2009; Mo, et al., 2015; Cluver, et al., 2008; Harms, et al., 2010). As predicted by
Steward, et al. (2009), AIDS orphans’ experiences of felt stigma was represented by their
silence and methods of non-disclosure around parental illness and death in included studies
(Xu, et al., 2009; Mo, et al., 2015; Cluver, et al., 2008; Harms, et al., 2010). The nature of
parental illness and death was often concealed and disguised by AIDS orphans (Harms, et al.,
2010; Xu, et al., 2009; Mo, et al., 2015). Owing to the highly stigmatising attitudes of the
general public, AIDS orphans felt obliged to preserve the dignity of their family and their
own social status, and resorted to disclosure-avoidance strategies (Xu, et al., 2009; Mo, et al.,

2015).

AIDS orphans feared disclosing their association with familial HIV/AIDS because of
associated stigma, and embodied the culture of silence to minimise their experiences of
enacted stigma (Mo, et al., 2015). These findings are consistent with Goffman’s (1963)
suggestion that individuals conceal negative information about themselves in order to protect
themselves from stigmatisation and discrimination through disassociating from biographical
others, passing and covering. Similarly, related literature (Bougart, et al., 2008; Ishikawa, et

al., 2010; Kheswa & Duncan, 2011; Thupayagale-Tshweneagae, 2011) has also indicated that

113



secrecy is maintained around the nature of parental illness and death in the hope of protecting

AIDS orphans from experiences of stigmatisation and discrimination.

However, the negative consequences resulting from disclosure-avoidance methods employed
by AIDS orphans has been recognised by included studies (Mo, et al., 2015; Xu, et al., 2009),
previous literature (Ishikawa, et al., 2010; Kheswa & Duncan, 2011; Bougart, et al., 2008;
Thupayagale-Tshweneagae, 2011), the theoretical framework adapted by Steward, et al.
(2009) and the work of Goffman (1963). Silence and non-disclosure around parental illness
and death render AIDS orphans unable to obtain support outside their immediate family
structure, leading to withdrawal, social exclusion and self-isolation of AIDS orphans. AIDS
orphans have placed themselves beyond the reach of social and psychological support needed
for their well-being (Mo, et al., 2015; Xu, et al., 2009; Thupayagale-Tshweneagae, 2011;
Bougart, et al., 2008; Kheswa & Duncan, 2011; Goffman, 1963). Self-isolation, withdrawal
and social exclusion have acted to worsen the process of parental bereavement (Thupayagale-
Tshweneagae, 2011). Two included studies (Xu, et al., 2009; Cluver & Gardner, 2007) have
recognised the impact of self-isolation and withdrawal in AIDS orphans’ engagement in
positive activities. AIDS orphans’ withdrawal and self-isolation leads to less engagement in
positive social activities needed for the improvement of their well-being and comfort (Xu, et
al., 2009; Cluver & Gardner, 2007).

6.2.1.3 Internalised stigma

The presence of internalised stigma was unanimously presented by AIDS orphans as feelings
of self-hatred, shame, embarrassment, inferiority and disgrace and beliefs of being tainted
and devalued in included studies (Chi, et al., 2014; Mo, et al., 2015; Xu, et al., 2009). The
feelings and beliefs held by AIDS orphans are consistent with Steward, et al’s. (2009)

conceptualisation of internalised stigma. Steward, et al. (2009) has defined internalised
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stigma as an individual’s internalisation of stigmatising norms and beliefs held by society

rendering them as truthful and valid.

Therefore, AIDS orphans believe that delinquent and deviant labels are personally relevant to
themselves because of their affiliation with familial HIV/AIDS in spite of their own
HIV/AIDS status (Mo, et al., 2015). Such acceptance and beliefs leads AIDS orphans to
adopt a negative view of themselves that harmfully affects their well-being by contributing to
lower levels of self-esteem, confidence and optimism regarding their future (Mo, et al., 2015;
Xu, et al., 2009). AIDS orphans maintain focus on negative aspects of life and their future,
and are sensitive to the opinions of others, which evokes a sense of inadequacy (Xu, et al.,
2009; Mo, et al., 2015; Chi, et al., 2014). Evidently, internalised stigma has negatively
contributed to the well-being and psychological functioning of AIDS orphans. Internalised
stigma’s contribution to poor psychological functioning is discussed in the theme presented
below.

6.2.2 The outcomes of HIV-related stigma on the psychological well-being of AIDS
orphans

The discussion below indicates that the experience of HIV-related stigma has resulted in
increased levels of psychological disress and numerous mental health problems among AIDS
orphans. These findings provided a clear answer to, “what are the outcomes of HIV-related

stigma on the psychological well-being of AIDS orphans” and are discussed below.

As predicted by Steward, et al. (2009), included studies (Chi, et al., 2014; Harms, et al., 2010;
Mo, et al., 2015; Xu, et al., 2009; Zhao, et al., 2012; Boyes & Cluver, 2015; Cluver &
Gardner, 2007; Cluver, et al., 2008; Cluver & Orkin, 2009) have identified the presence of
HIV-related stigma in the lives of AIDS orphans and acknowledged its contribution to their

experiences of psychological distress. AIDS orphans’ apparent experience of HIV-related
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stigma is associated with increased levels of depression, anxiety, post-traumatic stress and
conduct and delinquency problems (Chi, et al., 2014; Harms, et al., 2010; Mo, et al., 2015;
Xu, et al., 2009; Zhao, et al., 2012; Boyes & Cluver, 2015; Cluver & Gardner, 2007; Cluver,
et al., 2008; Cluver & Orkin, 2009). Although all measures of HIV-related stigma have
contributed to the development of these psychological disorders and distress, Zhao, et al.
(2012) has indicated that measures of HIV-related stigma do not equally contribute to the
development of psychological distress but rather functions differently in the development of

psychological distress in AIDS orphans.

Enacted stigma plays a crucial role in the development of psychological distress in AIDS
orphans. It acts to inhibit the psychological adjustment of AIDS orphans as they remain
focused on the negative aspects of their lives originating from parental HIV/AIDS, such as
isolation, discrimination, social exclusion, devaluation and rejection which has been caused
by manifestations of enacted stigma (Chi, et al., 2014; Harms, et al., 2010). Manifestations of
enacted stigma include bullying victimisation; rejection and abandonment by extended
family, peers and community members; social abuse; and the unwilling disclosure of AIDS
orphans’ affiliation with HIV/AIDS by extended family members (Chi, et al., 2014; Harms,
et al., 2010; Mo, et al., 2015; Xu, et al., 2009; Zhao, et al., 2012; Boyes & Cluver, 2015;
Cluver & Gardner, 2007; Cluver, et al., 2008; Cluver & Orkin, 2009). Similarly, Steward, et
al. (2009) theorised that social exclusion and devaluation resulting from enacted stigma leads
to an increase in psychological distress; this is largely because of the limitation of social,
financial and mental health support offered to devalued and socially excluded individuals,
thus limiting AIDS orphans’ access to opportunities needed to meet their basic needs and for
their mental well-being (Louw et al., 2012; Kheswa & Duncan, 2011). This dynamic is
reciprocal with the findings of included studies (Chi, et al., 2014; Harms, et al., 2010; Mo, et

al., 2015; Xu, et al., 2009; Zhao, et al., 2012; Boyes & Cluver, 2015; Cluver & Gardner,
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2007; Cluver, et al., 2008; Cluver & Orkin, 2009) that identified social exclusion, isolation
and devaluation as the chief result of manifestations of enacted stigma, and results in a lack
of much-needed resources. The lack of social support and needed resources includes
increased poverty and a lack of educational opportunities and trusting relationships, which is

likely to intensify levels of psychological distress in AIDS orphans.

Vicarious stigma has led to an increase in psychological distress in orphans by increasing
their perceptions about the norms and prevalence of enacted stigma. The anticipation of
enacted stigma has resulted in AIDS orphans feeling anxious and fearful about experiences of
hostility, rejection and discrimination (Cluver & Gardner, 2007; Steward, et al., 2009). Felt
stigma’s contribution to psychological distress operates through AIDS orphans’ use of
disclosure-avoidance mechanisms (Steward, et al., 2009). Although the disclosure regarding
the nature of parental illness and death may result in experiences of enacted stigma, the
culture of silence employed by AIDS orphans acts to increase psychological distress by
placing them beyond the reach of social, psychological and medical support (Burris, 1997;
Gupta, 2013; Steward, et al., 2009; Harms, et al., 2010; Chi, et al., 2014; Xu, et al., 2009).
The culture of silence has acted to isolate AIDS orphans as they are unable to convey their
distress to trusted advocates in the face of adversities. This isolation prohibits them from
seeking the support needed for their psychological well-being (Harms, et al., 2010; Mo, et al.,
2015; Chi, et al., 2014). Evidently, HIV-related stigma and the associated consequences of
protective mechanisms is a striking concern among AIDS orphans that is likely to increase

their experience of psychological distress (Mo, et al., 2015).

AIDS orphans’ internalisation of felt stigma contributes to their experience of psychological
distress (Steward, et al., 2009). Feelings of self-hatred, shame, embarrassment, inferiority and

disgrace are held by AIDS orphans as a consequence of their belief that they are tainted and
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devalued (Chi, et al., 2014; Mo, et al., 2015; Xu, et al., 2009). These negative feelings
represent the psychological suffering of AIDS orphans caused by HIV-related stigma. This
idea is reciprocal with Steward, et al.’s (2009) suggestion that self-stigma directly results in
an increase of psychological distress in AIDS orphans. Mo, et al. (2015) suggest that
internalised stigma arouses psychological distress indirectly through lower levels of self-
esteem and optimism. Lower levels of self-esteem and optimism derive from the negative
views held by AIDS orphans, such as believing that they are deviant, delinquent and
devalued. The acceptance of such negative feelings harmfully affects the manner in which
AIDS orphans view themselves and their future. These harmful effects are manifested as
lower levels of self-esteem and optimism. The negative feelings of inadequacy held by AIDS
orphans lead to the development of poor psychological health and an increase in

psychological distress (Mo, et al., 2015).

HIV-related stigma has adversely affected the psychological health of AIDS orphans and is
therefore recognised as a risk factor for the development of psychological distress among
AIDS orphans (Mo, et al., 2015). Psychological distress was not a direct result of AIDS
orphanhood but rather a result of negative consequences associated with stigmatisation and
discrimination directed at AIDS orphans by the general community as a consequence of their
affiliation with HIV/AIDS (Boyes & Cluver, 2015). Psychological distress was mainly
identified as manifestations of anxiety and depressive symptoms among AIDS orphans
(Zhao, et al., 2012; Boyes & Cluver, 2015; Cluver & Gardner, 2007; Cluver, et al., 2008; Chi,
et al., 2014; Mo, et al., 2015; Cluver & Orkin, 2009). HIV-related stigma has also been
identified as being predictive of peer problems, post-traumatic stress disorder and behaviour
problems among AIDS orphans (Cluver & Orkin, 2009; Cluver, et al., 2008). These findings

have clearly indicated the contribution of HIV-related stigma to the psychological distress
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experienced by AIDS orphans and addresses the objective of the present study that questions

the effects of HIV-related stigma on the psychological health of AIDS orphans.

6.3 Refutational Synthesis

The refutational synthesis outlines themes that are contrary to mainstream concepts and ideas
presented in relevant literature and the theoretical framework adapted by Steward, et al.
(2009), as discussed in Chapters Two and Three respectively. Two refutational themes were
identified in included studies, the first being AIDS orphans’ experience of HIV-related
stigma which explores positive experiences of AIDS orphanhood; and secondly, felt stigma
as a predictor of psychological distress which explores a discrepancy in the modified hidden
distress model adapted by Steward, et al. (2009).

6.3.1 AIDS orphans’ experience of HIV-related stigma

Relevant literature has strongly indicated the presence of HIV-related stigma in the lives of
AIDS orphans. Relevant studies (Bougart, et al., 2008; Lin, et al., 2010; Varas-Diaz, Serrano-
Garcia, & Toro-Alfonso, 2005; Lalthapersad-Pillay, 2008) have suggested that orphans
associated with HIV/AIDS are likely to experience enmity, rejection and abandonment,
resulting in various social, educational and financial loss. Moreover, AIDS orphans are likely
to be discriminated against and socially abused by extended family members, peers and the
general community, resulting in self-isolation and withdrawal (Kheswa & Duncan, 2011;
Ishikawa, et al., 2010; Louw, et al., 2012; de Witt & Lessing, 2010; Bougart, et al., 2008).
Contrary to this view, Xu, et al. (2014), reported that over 60% of their sample population
reported non-discrimination within their extended family structures and in the general
community.  Significant experiences of HIV/AIDS-associated stigmatisation and
discrimination were not reported by AIDS orphans and are inconsistent with the findings of

previous studies (Kheswa & Duncan, 2011; Ishikawa, et al, 2010; Louw, et al., 2012; de Witt
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& Lessing, 2010; Bougart, et al., 2008). AIDS orphans received more assistance from
extended family members, neighbours and peers. Xu, et al. (2014) justified these findings by
claiming that there has been an increase in empathy towards AIDS orphans within their

community.

Additionally, the low prevalence of HIV-related stigma may be the result of non-disclosure of
the cause of parental illness and death (Xu, et al., 2009). Consistent with these findings,
Harms, et al. (2010) reported that two paternally orphaned children experienced positive
relationships with extended family members who remained trusted advocates and offered a
sense of social support to AIDS orphans during challenging times. Harms, et al. (2010, p.8)
stated that the ‘[c]inderella myth” which refers to the exploitation of AIDS orphans in their
adopted homes is yet to be empirically validated. No statistical differences were identified
among AIDS orphans and other children besides the loss of educational opportunities for

AIDS orphans.

6.3.2 Felt stigma as a predictor of psychological distress

Steward, et al. (2009) predicted that felt stigma — one’s perceptions about the stigmatising
norms and beliefs of the general society — would be a stronger predictor for the development
of psychological distress among stigmatised individuals. However, the findings of an
included study (Chi, et al., 2014) indicated that felt stigma loses its predictive power in the
presence of enacted stigma. This suggests that although felt stigma may contribute to the
arousal of psychological distress, enacted stigma is a greater predictor and risk factor for the
development of psychological distress among AIDS orphans. This argument may be justified
by the findings of the present study as all included studies (Boyes & Cluver, 2015; Chi, et al.,
2014; Cluver & Gardner, 2007; Cluver & Orkin, 2009; Cluver, et al., 2008; Harms et al.,

2010; Mo, et al., 2015; Xu, et al., 2014; Zhao, et al., 2012) reported the presence of enacted
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stigma in the development of psychological distress, while only three included studies
recognised AIDS orphans’ experience of psychological distress (Chi, et al., 2014; Mo, et al.,
2015; Xu, et al., 2009). The reported measure of HIV-related stigma identified in the findings
of the present study is inconsistent with Steward, et al.’s (2009) suggestion that AIDS
orphans' experience far greater levels of felt stigma than enacted stigma as a result of

disclosure-avoidance strategies employed by AIDS orphans.

6.4 Line of Argument

HIV-related stigma remains the chief distinction between AIDS orphans and children or
youth orphaned by other causes of parental death. All measures of HIV related stigma —
enacted, vicarious, felt and internalised stigma — have characterised the lives of AIDS
orphans, subjecting them to experiences of rejection, enmity, abandonment and

discrimination (Boyes & Cluver, 2013; Lin, et al., 2010; Bougart, et al., 2008).

HIV-related stigma is a strong predictive factor ffor psychological distress in AIDS orphans
and has been identified as the leading cause of higher levels of psychological distress among
AIDS orphans in comparison with other orphaned youth (Chi, et al., 2014; Zhao, et al., 2012).
However, all measures of HIV-related stigma do not equally contribute to the development of
psychological distress experienced by AIDS orphans (Chi, et al., 2014). Enacted stigma
manifests as rejection; abandonment; bullying victimisation; physical, verbal and sexual
abuse; unequal treatment in adopted homes; and the loss of educational opportunities (Harms,
et al., 2010; Cluver & Gardner, 2007; Boyes & Cluver, 2015; Cluver & Orkin, 2009) and has
been identified as the strongest predictor for the development of psychological distress and
poor mental functioning among AIDS orphans (Chi, et al., 2014). Enacted stigma directly
affects the psychological well-being of AIDS orphans by resulting in self-isolation and

withdrawal, leading to limited social support for their psychological well-being (Chi, et al.,
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2014; Harms, et al., 2010; Mo, et al., 2015; Xu, et al., 2009; Zhao, et al., 2012; Boyes &

Cluver, 2015; Cluver & Gardner, 2007; Cluver, et al., 2008; Cluver & Orkin, 2009).

Felt stigma and internalised stigma are manifested as a culture of silence and feelings of self-
hatred, shame, disgrace and inadequacy (Cluver, et al., 2008; Mo, et al., 2015; Xu, et al.,
2009; Harms, et al., 2010). These measures of HIV-related stigma indirectly affect the
psychological well-being of AIDS orphans through avoidance-disclosure measures employed
by AIDS orphans and low levels of self-esteem and optimism respectively. Avoidance-
disclosure mechanisms manifest as a culture of silence embodied by AIDS orphans as they
refuse to disclose the cause of parental death out of fear of receiving enacted stigma. This
acts to inhibit the social support structure of AIDS orphans, resulting in feelings of isolation
and loneliness (Burris, 1997; Gupta, 2013; Steward, et al., 2009; Harms, et al., 2010; Chi, et
al., 2014; Xu, et al., 2009). Internalised stigma increases AIDS orphans’ sensitivity to the
opinions of others, resulting in lower levels of self-esteem and optimism that indirectly affect
the mental functioning of AIDS orphans (Mo, et al., 2015). Psychological distress is therefore
not a direct result of AIDS orphanhood but is mediated by measures of HIV-related stigma.
Psychological distress was identified as an array of feelings such as fear, inadequacy, self-
hatred disgrace and shame. Other manifestations of psychological distress among AIDS
orphans presented as anxiety, depression, peer problems, delinquency, conduct disorders and
post-traumatic stress disorder (Boyes & Cluver, 2015; Mo et al., 2015; Cluver, et al., 2008;

Zhao, et al., 2012; Chi, et al., 2014; Cluver & Orkin, 2009).

Positive activities, healthy interpersonal relationships, educational opportunities and the
provision of adequate care for AIDS orphans are likely to act as protective factors that
cushion the harsh effects of HIV-related stigma on the psychological health of AIDS orphans

(Cluver & Gardner, 2007; Cluver & Orkin, 2009; Harms, et al., 2010; Cluver, et al., 2008).
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These factors along with an increase in empathy within the community and extended family
structures, surportive and trsted relationships and advocates (Xu, et al., 2009) provides us
with the solution of reducing HIV-related stigma amongst AIDS orphans. These factors act to
explicitly answer the question of “what is needed for the reduction of HIV-related stigma
experiences by AIDS orphans”. The present review has confirmed that HIV-related stigma
remains a significant problem in the lives of AIDS orphans and little has been done to

adequately address their concerns and well-being.

6.5 Conclusion

AIDS orphans are not spared the negative consequences associated with parental HIV/AIDS.
All measures of HIV-related stigma have substantially affected the well-being and
psychological functioning of AIDS orphans as they experience enmity, stigmatisation,
discrimination, rejection and social abuse from significant others and the general community.
Their experience of HIV-related stigma has operated to limit their structure of social support
and opportunities for growth, and lower their levels of self-esteem and optimism about the
future, resulting in a significant increase in psychological distress. There is a call for the
support of AIDS orphans in order to improve their psychological functioning and physical

well-being.

123



CHAPTER SEVEN

Conclusion

7.1 Introduction

The aim of the present study is to examine and report on the effects of HIV-related stigma on
the psychological well-being of orphans who have lost one or both of their parents to
HIV/AIDS. The study employed a systematic review methodology to address its aim. A
systematic review methodology allows rigorous evaluation of primary literature reporting on
the effects of HIV-related stigma on the psychological well-being of AIDS orphans. It also
allows the amalgamation of existing evidence on a particular phenomenon resulting in a
pragmatic body of knowledge that may be used to address these effects and accomplish a

reduction in HIV-related stigma and psychological distress experienced by AIDS orphans.

The present systematic review strove to answer the following research questions:
e what is the prevalence of HIV-related stigma among AIDS orphans?
e what are the outcomes of HIV-related stigma on the psychological well-being of

HIV/AIDS orphans?

e what is needed for the reduction of HIV-related stigma experience by AIDS orphans?

The objectives of the current study were:
e  to assess the prevalence of HIV-related stigma among AIDS orphans

e to identify the effects of HIV-related stigma on the psychological well-being of AIDS
orphans

e to systematically appraise the methodological rigour of studies exploring the
relationship between HIV-related stigma and the psychological well-being of AIDS

orphans.

124



A descriptive and theory explicative meta-synthesis was used to analyse the study’s findings.
The descriptive meta-synthesis was used to descriptively account for the findings of the study
while the theory explication meta-synthesis was used to interpret and analyse these findings.
Two theoretical frameworks, namely the modified hidden distress model and the works of
Goffman, were used along with relevant existing literature to explain and substantiate the
findings presented within the study. In addition, to justify the study’s findings, these
theoretical frameworks and relevant literature were used to find contradictory themes within

the findings, which are considered important points of reference for future research.

The current chapter provides an executive summary outlining the manner in which the study
has met its predetermined aims and objectives using a systematic review methodology. It
discusses the significance of the study and provides an in-depth account of recommendations
for future research and interventions aimed at stigma reduction and improving the
psychological well-being of AIDS orphans. Although the study has proven beneficial, it is
not without limitation. Therefore, the limitations of the study are also outlined in the current

chapter.

7.2 Executive Summary

AIDS orphans encounter various challenges posed by the HIV/AIDS epidemic and its
associated culture of stigma. The effects of these challenges in the lives of AIDS orphans
have become a pressing concern among various scholars; however, only a few existing
studies have attempted to understand the psychosocial effects associated with AIDS
orphanhood. Even fewer studies are aimed at understanding the psychological outcomes of
AIDS orphanhood. The lack of pragmatic knowledge exploring the psychological outcomes
on AIDS orphans has resulted in an inadequate body of literature to address the epidemic of

AIDS orphanhood.
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Poorer psychological well-being among AIDS orphans in comparison with other groups of
orphans and vulnerable children has been identified. Although numerous contextual and
social factors may contribute to the poor psychological functioning and increase in distress
experienced by AIDS orphans, HIV-related stigma remains the core distinction between
AIDS orphans and other orphaned youth. To explain the discrepancy between the
psychological distress experienced by AIDS orphans and that of other orphans, focus has

been placed on HIV-related stigma.

The present study appraised relevant literature reporting on the manner in which HIV-related
stigma has resulted in an increase of psychological distress in AIDS orphans, in an attempt to
amalgamate existing evidence to provide a body of pragmatic knowledge. Methodological
appraisal was conducted on studies published during 2004 — 2015. The methodological
appraisal was conducted along the PRISMA levels of review in four systematic steps, namely
the identification of relevant studies for inclusion; screening abstracts of potential studies for
eligibility; an evaluation of the methodological quality of eligible studies using the adapted
appraisal tool for inclusion; and included studies were subjected to a process of data

extraction and meta-synthesis, resulting in a pragmatic body of knowledge.

The findings of the present study have indicated the existence of high-quality studies
reporting on the psychological outcome of HIV-related stigma experienced by AIDS orphans.
Nine studies have successfully attained the predetermined threshold score (81%-100%) for
inclusion. The findings of these studies were extracted, descriptively tabularised and

synthesised.

Drawing from the research findings, the following objectives were achieved:
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1. The first objective was to assess the prevalence of HIV-related stigma among AIDS
orphans. The evidence suggests that the majority of AIDS orphans have experienced
various measures of HIV-related stigma including enacted stigma, vicarious stigma, felt
stigma and internalised stigma. However, the prevalence of enacted, vicarious, felt and
internalised stigma is not equally present within the lives of AIDS orphans but, in
contrast, vary significantly. Enacted stigma appeared to be the chief form of HIV-related
stigma experienced by AIDS orphans, manifesting as forms of outward discrimination
and abuse directed towards AIDS orphans. These behaviours included abandonment,

rejection, bullying victimisation, exploitation and verbal, physical and sexual abuse.

Vicarious stigma was represented among AIDS orphans as witnessing the stigmatisation
of their HIV-positive parents. Parents were verbally abused and discriminated against
within their residential communities. Felt stigma was recognised as the culture of
silence employed by AIDS orphans in the hope of protecting themselves from enacted
stigma. Through experiences of enacted and vicarious stigma, AIDS orphans have
developed a perception about social norms and beliefs attached to their stigmatised
status. Owing to their fear of experiences of enacted stigma resulting from these beliefs,
AIDS orphans employ a culture of silence and non-disclosure. Lastly, internalised
stigma was present among AIDS orphans as they accepted stigmatising social beliefs
and norms as truthful and valid. As a result, AIDS orphans believed that they were
devalued, tainted and a drain on society. Internalised stigma was represented as AIDS
orphans feeling shame, embarrassment, disgrace and lower levels of self-esteem and
optimism about their future. These feelings result from their beliefs that they are

devalued and tainted.
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2. The second objective was to identify the effects of HIV-related stigma on the
psychological wellbeing of AIDS orphans. The findings suggested that experiences of
HIV-related stigma contribute to an increase in psychological distress experienced by
AIDS orphans independent of the effects associated with parental bereavement. AIDS
orphans displayed higher levels of internalised and adjustment disorders when
introducing HIV-related stigma as an independent variable. These disorders included
depression, anxiety, post-traumatic stress disorder, delinquency and conduct disorder.
HIV-related stigma was also identified as mediating psychological distress through low

levels of self-esteem, confidence and optimism about the future.

It is important to note that all measures of HIV-related stigma do not equally contribute
to the development of psychological distress in AIDS orphans. Enacted stigma directly
arouses psychological distress as AIDS orphans are rejected and discriminated against.
Stigmatisation limits the social support and resources available to AIDS orphans, thus
arousing psychological distress. Vicarious and felt stigma mediate psychological
distress through AIDS orphans’ silence and non-disclosure methods. Disclosure-
avoidance mechanisms practised by AIDS orphans lead to self-isolation and withdrawal
and a lack of social support, resources and opportunities leads to the experience of
psychological distress. Felt stigma results in the experience of internalised stigma or felt
stigma which results in an increase of psychological distress for AIDS orphans as it
operates to reduce levels of self-esteem and optimism. Lower levels of self-esteem and
optimism is the result of feelings of shame, embarrassment and disgrace experienced by
AIDS orphans as they internalised the negative views and opinions of others as truthful

and applicable to themselves.

128



3. The last objective was to systematically appraise the methodological rigour of studies
exploring the relationship between HIV-related stigma and the psychological well-being
of AIDS orphans. This objective was achieved in the third level of review, namely
eligibility as discussed in Chapter Four as studies identified as eligible for inclusion
were retrieved and independently methodologically appraised by two researchers using
a critical appraisal tool. Therefore, the methodological rigour of all studies was
systematically appraised before adding to the final pool of included studies. From the

systematic appraisal, nine studies were deemed methodologically sound for inclusion.

7.3 Significance of the Study

The present study sheds light on the manner in which HIV-related stigma contributes to
increased levels of psychological distress experienced by AIDS orphans. It provides a
pragmatic base of evidence extracted from high-quality studies that outlines the limitations
and gaps in existing literature. Therefore, this pragmatic body of knowledge may positively
inform the needs of future research and guide our thinking, the development of policies and
interventions aimed at reducing the experiences of HIV-related stigma and its associated
psychological consequences for AIDS orphans. This systematic review has outlined the
psychological needs of AIDS orphans by highlighting the manner in which HIV-related
stigma has operated to arouse psychological distress. These findings may inform the
development of programmes and workshops aimed at addressing the needs of AIDS orphans
by offering appropriate services and support structures necessary for psychological

functioning by the reduction of psychological distress caused by HIV-related stigma

7.4 Limitations of the Study
Publication bias was present. Published studies are limited by specific journal requirements

overlooking relevant methodological information. The lack of methodological data might
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have resulted in the exclusion of relevant studies. Consequently, this has resulted in
publication bias as it operates to limit the sampling frame of potential studies. Language bias
was present as database searches for eligible studies were limited to English-medium studies.
Relevant studies presented in other languages were omitted, limiting the sampling frame of

relevant studies for inclusion, resulting in language bias within the present studies.

Another limitation was the study’s failure to evaluate grey literature and conduct a process of
reference mining. The study’s lack of considering grey literature omits unpublished studies
that may valuably contribute to the pragmatic body of knowledge compiled in this study. The
lack of reference mining omits studies that are not available in the library of the University of
the Western Cape’s databases. The lack of both reference mining and grey literature limits
the sample frame of eligible studies for inclusion. Additionally, studies not deemed open

access were excluded, limiting the pool of eligible studies for inclusion.

Two included studies reported on the psychosocial effects associated with AIDS orphanhood,
which has come to include HIV-related stigma. Despite the valuable contribution these
studies made, they fail to place sole focus on the effects of HIV-related stigma, resulting in a
loss of depth and quality of findings representing the effects of HIV-related stigma on the

psychological health of AIDS orphans.

Lastly, the study was limited by low levels of disclosure among participants. It was a difficult
task to accurately evaluate the HIV status of AIDS orphans. The HIV status of some
participants in included studies was unknown, therefore the present study could not
adequately determine whether HIV-related stigma was a consequence of parental HIV/AIDS

or the HIV status of surviving orphans.
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7.5 Recommendations

Based on the findings of the present study, the following recommendations are made:

Evidence has clearly indicated a need for further research focusing on the experience of
HIV-related stigma extended to AIDS orphans who are not infected with HIVV/AIDS.
Such research needs to consider the effects of various measures of HIV-related stigma on
the psychological well-being of AIDS orphans in order to adequately address the current
epidemic and to successfully assist AIDS orphans.

Studies were unable to accurately illustrate the HIV status of AIDS orphans. Future
research needs to utilise adequate control groups, increasing the reliability and validity of
their research findings. The use of adequate control groups would produce insightful
findings to explain the true nature of psychological distress experienced by non-infected
AIDS orphans as a result of HIV-related stigma.

Support structures and programmes developed to assist AIDS orphans need to address
their experience of HIV-related stigma and its potential consequences on their
psychological functioning. As stigma reduction is a challenging task, intervention may
reduce the stigma through focusing on mitigating factors such as low levels of self-esteem
and bullying victimisation to bring about change in the psychological well-being of AIDS
orphans. Moreover, various policies and interventions aimed at protecting the human
rights and well-being of AIDS orphans need to be implemented.

HIV-related stigma is largely the result of the stigmatising beliefs and attitudes held by
the general public; interventions should aim to reduce public stigma directed towards
PLWHA and their families to accomplish a reduction in enacted, vicarious, felt and
internalised stigma experienced by AIDS orphans.

Mental health services should be offered to AIDS orphans to address their experience of

psychological distress emanating from HIV-related stigma. Cognitive behavioural therapy
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may address the psychological needs of AIDS orphans by reinforcing positive attitudes
and increasing levels of self-esteem and optimism through correcting irrational beliefs
about themselves and HIVV/AIDS.

Findings have suggested that positive activities and healthy interpersonal relationships are
likely to result in a decrease in psychological distress. These protective factors should be
explored in future research which may bring about an increase in resilience among AIDS
orphans affected by HIV-related stigma.

Furthermore, the lack of the following services were recognised among AIDS orphans,
namely quality care arrangements, mental health care services, legal protection of human
rights, medical care, an education and a stable support structure. These services may act
as protective factors among AIDS orphans and could be implemented to minimise the

psychological distress experienced by AIDS orphans.
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Appendix C

1. Has an extensive literature review been conducted to
inform the context and background of the study?

2. Has the problem statement been made explicit?
3. lIsaclear rationale for the study provided?

4. Have the aims been clearly stated?

5. Are the objectives clearly stated?

6. Are the aims and objectives explicitly linked to the
research question?

1. Does the article seem to explore/interpret the subjective
experiences of participants?

2. Is the methodology suitable for the proposed objectives?

3. Does the research design address the aims and objectives
of the study?

4. Did the authors indicate their reasoning for the
methodology?

5. Is atheoretical framework or underpinning identified?

Total:

ﬁ
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1. Is the source population identified?
2. Is there a clear distinction between probability and
non-probability sampling?
3. Is the sampling method appropriate?
4. Did the author/s motivate their sample choice?
5. Are inclusion and exclusion criteria clearly stipulated?
6. Is the sample representative of the population?
7. Has informed consent been obtained from
participants?
Total:
Data Collection Yes (1) | No(0)
1. Is data collected in an ethically sound manner?
2. Is the setting of data collection noted?
3. Did the authors explicitly indicate the method of data
collection (e.g. interviews, focus groups, etc.)?
4. Are these methods of data collection appropriate?
5. Were any methods modified during the course of the
study?
6. Is the form of data clear (notes, tape recordings, etc.)?
Total:
Data Analysis Yes (1) | No (0)
1. Is the method of data analysis clearly stipulated?
2. Did the author provide an in-depth description of the
process of analysis?
3. Are there sufficient data to support the findings?
4. Were contradictory data accounted for?
5. Has the author/s accounted for bias and influence?
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Total:

Are the findings made explicit?

Is there adequate evidence to support the findings?
Has the researcher discussed credibility of findings
(e.g. triangulation, another analyst, respondent
validation)?

Are findings linked to the research question?

Are findings generalisable?

Is the conclusion clear?
Is the conclusion supported by findings?
Are appropriate recommendations made?

Are limitations explicitly identified?

Total:

Has ethical approval been obtained from an
identifiable committee?

Did the author/s report the method of gaining access
from appropriate institutions?

Have these ethical issues been reported on:
Confidentiality
Anonymity
Withdrawal

147




148



Appendix D

1. Has the problem statement been made explicit?

2. lIsaclear rationale for the study provided?
3. Have the aims been clearly stated?
4. Are the objectives clearly stated?

5. Are the aims and objectives explicitly linked to the
research question?

Total:

1. Has an extensive literature review been conducted to
inform the context and background of the study?

2. Are gaps in the literature identified?

3. Is the need for further research addressed?
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1. Isthe research design clearly identified (e.g. RCT, cohort
design, case study, cross-selection, etc.)?

2. Are the essential features of the design stipulated?
3. Is the study design appropriate?

4. Have author/s indicated the reasoning for their design
selection?

5. Does the research design address the aims and objectives
of the study?

Total:

1. Is the source population identified?

2. ls there a clear distinction between probability and non-
probability sampling?

3. Did the author/s motivate their sample choice?
4. s the sampling method appropriate?

5. Is the sample representative of the population?

6. Isthe sampling size justified?
7. Has informed consent been obtained from participants?

Total:

150



1. Were the instruments used clearly identified with
references?

2. Are these instruments appropriate?

3. Were steps taken to ensure the reliability of outcome
measures?

4. Did the author/s account for:

Sample bias
Measurement bias
Performance bias

5. Which psychometric properties were reported on:

Did they report on psychometric properties?
Psychometric properties on the scale of the sample?
Type of data produced by instrument?

Did the data produced support the proposed
analysis?

Total:

1. Is the statistical significance of results indicated?

2. s such statistical significance justified?
3. Are analysis methods appropriate?

4. Are results correctly interpreted in relation to the
research question?

Total:
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1. Is the conclusion clear?

2. Is the conclusion supported by findings?

3. Are appropriate recommendations made?

4. Are limitations explicitly identified?
Total:

1. Was ethical approval obtained from an identifiable
committee?
2. Did the author/s report on gaining access to

appropriate institutions?
3. Have the following ethical issues been reported on:
Confidentiality
Anonymity
Withdrawal

Total:
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1. Is the problem statement made explicit?

2. lIsaclear rationale for the study provided?
3. Have the aims been clearly stated?

4. Are the objectives clearly stated?

5. Are the aims and objectives explicitly linked to the
research question?
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1. Has an extensive literature review been conducted to
inform the context and background of the study?

2. Has a theoretical framework been identified?

3. Are gaps in the literature identified?
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4. 1s the need for further research addressed?

Total:

1. Isthe research design clearly identified (e.g. RCT, cohort
design, case study, grounded action theory, etc.)?

2. Are the essential features of the design stipulated?

3. Has author/s indicated reasoning for their design
selection?

4. Does the research design address the aims and objectives
of the study?

Total:

1. Isthe source population identified?

2. Is the method of sampling clearly identified?

3. Are the inclusion and exclusion criteria explicitly
identified?

4. s the sampling method appropriate for the aims and
objectives outlined in the study?

5. Is the sample representative of the population?

6. Isthe sampling size justified?

Total:
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1. Were the instruments used clearly identified?
2. Are these instruments appropriate?

3. Were steps taken to ensure the reliability of outcome
measures?

4. Did the author/s account for potential bias?

5. Has the researcher accounted for their role in the current
study?

6. Were psychometric properties reported on (scale of
sample, data produced by instruments, etc.?

Total:

1. Are the results clearly stipulated?

2. Are outcomes justified by adequate findings (both
statistical and descriptive findings)?

3. Are methods of analysis appropriate?

4. Are results correctly interpreted in relation to the
research question?

5. Are qualitative and quantitative results integrated?

Total:
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1. Is the conclusion clear?
2. Is the conclusion supported by findings?
3. Are appropriate recommendations made?
4. Are limitations explicitly identified?
Total:
ElComderates [0 w0 |
1. Was ethical approval obtained from an identifiable
committee?
2. Did the author/s report on gaining access from

appropriate institutions?

3. Have the following ethical issues been reported on:
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