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Thesis Title Experience and Management of Stigma Among Persons 

Infected With HIV in Bali, Indonesia 

Author  Mr. Nyoman Agus Jagat Raya 

Major Program Adult and Gerontological Nursing (International Program) 
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ABSTRACT 

A descriptive cross-sectional study was conducted to describe the level 

of HIV stigma experience and management strategies among persons infected with 

HIV (PIWH) in Bali, Indonesia. Two-hundred and fifteen respondents selected from 

four locations were enrolled from March to May 2019. The Demographic 

Characteristics Form Persons Infected With HIV (DCFPIWH), the 28-Item 

Internalized HIV Stigma Scale, and the Stigma Management Strategies Checklist 

(SMSC) developed by the researcher were used to gather the data. Descriptive 

statistics were used for data analysis. 

A moderate level of HIV stigma experience was reported among 

PIWH respondents (M = 42.88, SD ± 17.59). The highest mean score from the content 

of items was in the self-acceptance subscale (M = 85.50, SD ± 24.25) and the lowest 

was in the social-relationships subscale (M = 6.50, SD ± 16.00). In addition, among 

37 stigma management strategies, the three highest percentage which most often used 

by PIWH were praying (70.7%), positive thinking (70.2%), and keeping HIV status a 

secret (66.0%). The most common reason to manage stigma was to decrease and/or 

avoid stress (68.8%) through self-study to manage stigma and support from friends, 

family members, spouses, and health care providers. The majority of the respondents 
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(96.3%) stated having effective stigma management strategies and 65.6% of 

respondents expressed being satisfied with their stigma management strategies. The 

first most effective strategy was praying (28.8%) and the first least effective was 

staying alone (21.9%). 

Imply the importance of understanding stigma experience among 

PIWH particularly in such a multi-ethnic and religion country as Indonesia. This 

understanding is believed to be a significant attempt to stigma management strategy. 

Additionally, in order to avoid increasing stigma towards PIWH, maintaining the 

confidentiality of PIWH‟s HIV status is of a great importance. Strategies to manage 

stigma could involve the implementation of religious teachings. Finally, future HIV 

stigma experience and management strategies studies demand further in-depth 

exploration, primarily when associated with PIWH‟s religion and culture. 
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Chapter 1 

Introduction 

 

This chapter presents the background and significance of the problem, the 

objectives, research questions, conceptual framework, definition of terms, scope, and 

significance of the study. The details for each part are as follows: 

 

Background and Significance of the Problem 

Human Immunodeficiency Virus (HIV) infection and Acquired 

Immunodeficiency Syndrome (AIDS) was recognized as a truly emerging disease in 

1981 (Fauci, 2006; Morens & Fauci, 2013). Due to its pandemic, HIV infection and 

its impact have been one of the main public health concerns globally. The 2018 Joint 

United Nations Programme on HIV/AIDS (UNAIDS) reported that the number of 

persons who were newly diagnosed with HIV infection globally in 2017 was 1.8 

million; people living with HIV were 36.9 million, and the number of people who 

died due to AIDS was around 940,000 in 2017. Besides, 20.9 million people who 

were HIV-infected were on antiretroviral therapy (ART) in June 2017 (UNAIDS, 

2017). Meanwhile, Indonesia is one of the countries where the HIV epidemic is 

rapidly increasing; it ranked second (23%) for AIDS-related deaths among Asia-

Pacific countries in 2017 (UNAIDS, 2018). Data collection about HIV/AIDS in 

Indonesia began in 1987; the first HIV infection case was recorded in Bali. In 2016, 

there were 232,323 HIV infected persons nationwide cases; 86,725 AIDS cases, and 

14,608 deaths due to AIDS (Directorate General of Disease Control and 

Environmental Health, Ministry of Health, Republic of Indonesia, 2017). 
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Apart from the HIV epidemic as a global public health challenge, HIV stigma 

is a phenomenon that has been commonly reported in many countries in the world 

(Stuenkel & Wong, 2013). Persons infected with HIV (PIWH) in Canada described 

their stigma experience as a feeling of shame and guilt. They blamed themselves as an 

infected person and feared to disclose their HIV status (Donnelly et al., 2016). 

Similarly, a study by Arnold, Benton, Loveluck, Skipper, and Sprague (2016) in 

Michigan, United States found that 80% of PIWH experienced negative feelings 

towards themselves. In India, heterosexual men with HIV infection reported a high 

level of negative attributions toward themselves, whereas heterosexual women 

reported a high level of experiencing stigma (Malave, Ramakrishna, Heylen, Bharat, 

& Ekstrand, 2014). Similarly, stigma was a highly discrediting and traumatic 

experience among PIWH in Lesotho, Swaziland, Malawi, South Africa, and Tanzania 

(Greff et al., 2008). 

HIV stigma affects the physical and psychological aspects of PIWH‟s health 

(Donnelly et al., 2016; Earnshaw & Chaudoir, 2009). In China, men who have sex 

with men (MSM) and infected with HIV were reported to have high rates of 

depression and employing negative coping mechanisms (Li, Hsieh, Morano, & Sheng, 

2016). Furthermore, HIV stigma among PIWH leads to negative health outcomes 

such as an increased risk of opportunistic infections (Li, Morano, Khoshnood, Hsieh, 

& Sheng, 2018) and mental health disorders (Smith & Santis, 2012). Similarly, non-

adherence to ART is a significant problem (Li, Morano, Khoshnood, Hsieh, & Sheng, 

2018; Smith & Santis, 2012), often resulting from such patients opting to not access 

health services, can also lead to losing one‟s employment, thereby increasing the risk 

of being forced to relocate from respective housing. Furthermore, the risk for physical 
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violence and/or verbal abuse (Santos, Kruger, Mellors, Wolvaardt, & Ryst, 2014; 

Smith & Santis, 2012), and spread of HIV transmission (Ruffell, 2017; Smith & 

Santis, 2012) are commonplace among PIWH. 

As HIV/AIDS impacts PIWH negatively, they attempt to manage the HIV 

stigma. Stigma management is a method to reduce or prevent the impact of HIV 

stigma (Sengupta et al., 2011). PIWH often try to build positive peer networks as a 

strategy to manage their experiences related to HIV stigma when they feel shame, 

guilt, and worthlessness (Kumar, Mohanraj, Rao, Murray, & Manhart, 2015). 

Similarly, Rael et al. (2017) reported that PIWH use strategies such as HIV disclosure 

control, preemptive disclosure of HIV status, educating others even for oneself about 

HIV, viewing HIV as a manageable condition, and seeking support from family 

members and close friends to manage HIV stigma. A qualitative study by Mhode and 

Nyamhanga (2016) revealed that spiritual devotion, accepting the condition and 

illness, concealing being on ART to other people, sharing experiences as PIWH, and 

preemptively disclosing the HIV status were ways used to manage stigma among 

PIWH. Similarly, in another study from Nepal, it was revealed that “keeping a secret” 

was popular as a strategy to manage the stigma; this involved prohibiting friends to 

visit the PIWH‟s home for fear that they would find out the person was HIV positive 

due to the presence of medicines or documents related to HIV at home (Aryal, 2017). 

In Indonesia, HIV stigma and discrimination toward PIWH is common 

(Merati, Supriyadi, & Yuliana, 2005; Mutahar, Najmah, & Yenni, 2011). Indonesians 

believe HIV is punishment from God due to their bad behavior or sins, especially 

regarding promiscuous sexual behavior (Ibrahim & Songwathana, 2009). A study 

about the Indonesians‟ attitude regarding stigma reported that 58% of participants 
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stigmatized PIWH or had a negative attitude toward them (Mutahar, Najmah, & 

Yenni, 2011). Furthermore, HIV stigma among health care providers toward PIWH 

has been reported. In Aceh, Indonesia, health care providers were found to have a 

high-level stigma toward PIWH (Harapan et al., 2015). Likewise, an attitude 

categorized by a high level of HIV stigma has reported among nurses in Indonesia 

(Waluyo, Culbert, Levy, & Norr, 2015). 

In Indonesia, studies on HIV stigma as experienced by PIWH are scant. 

Previous research on HIV stigma in Indonesia has focused on prisoners with HIV 

(Culbert et al., 2015; Komalasari, 2012). A mixed-method study by Culbert et al. 

(2015) revealed some contextual factors regarding stigma among HIV-infected 

prisoners; they tended to be labeled as drug users or drug offenders, seldom had 

family visits, anticipated stigma due to receiving minimal social support, and a 

heightened individual experience and perception of HIV stigma. Moreover, the 2012 

Komalasari exploratory study following the qualitative approach revealed that, in 

such a population, there was a power context, wherein the dominant group in prison 

propagated stigmatization toward HIV prisoners due to some of them could not hide 

their HIV status in prison. 

Meanwhile, PIWH living in the community and those imprisoned may differ 

considerable regarding their HIV stigma experiences. HIV-positive prisoners might 

experience a double stigma−being a prisoner and also a person with HIV−whereas 

PIWH living in the community that might have a different level of stigma due to their 

ability to conceal the HIV status. A preliminary study by Aggarwal et al. (2018) in 

Bandung, Indonesia reported that 64% of PIWH felt worthless and thought that they 

did not deserve to live. Moreover, a qualitative study by Merati, Supriyadi, and 
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Yuliana (2005), who explored HIV discrimination in Bali and Jakarta, also mentioned 

that PIWH living in the community received stigma from health care providers and 

their workplace, which compounded the negative effects of their disease. 

Furthermore, there are limited studies described stigma management strategies 

among PIWH. A few studies have focused on stigma reduction interventions that 

were navigated by health care providers (Suyanti, Keliat, & Daulima, 2018). 

However, PIWH need to manage the HIV stigma by themselves and independently as 

most of them prefer to keep their HIV status confidential. Since Indonesia‟s 

population is diverse in terms of ethnicity and religion, the way PIWH perceive and 

manage stigma might differ from that of other countries in the world. Therefore, a 

descriptive study was conducted to describe the level of HIV stigma experience and 

stigma management strategies among PIWH. The implications of the study could be 

that the evidence obtained through it might be fundamental to the development of 

nursing care programs for PIWH. 

 

Objectives of the Study 

There were two main objectives of this study: 

1. To describe the level of stigma experienced by persons infected with HIV in 

Bali, Indonesia. 

2. To describe the stigma management strategies used by persons infected with 

HIV in Bali, Indonesia. 

 

Research Questions of the Study 

There were two research questions this study aimed to answer: 
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1. What is the level of stigma experienced by persons infected with HIV in 

Bali, Indonesia? 

2. What are the stigma management strategies used by persons infected with 

HIV in Bali, Indonesia? 

 

Conceptual Framework of the Study 

The conceptual framework of this study was built upon the concept of 

internalized HIV stigma by Sayles et al. (2008) and the Symptom Management Model 

(SMM) by Dodd et al. (2001). 

Sayles et al. (2008) conceptualize internalized HIV stigma as a social process 

where the individual is identified as a member of a deviant group, and the internalized 

stigma impacts that individual in some way. Sayles et al. (2008) also define 

internalized HIV stigma as an experienced or perceived stigma by an individual who 

is being stigmatized related to the treatment and/or other aspects of HIV infection 

including the socio-demographic aspect.  Besides, internalized HIV stigma consists of 

four domains−stereotypes, disclosure concerns, social relationships, and self-

acceptance. 

Stereotypes refer to the perception of the society, coworkers, and medical 

providers either feeling or thinking negatively about PIWH. Disclosure concerns 

reflect worries of PIWH regarding others knowing their HIV status, which includes 

concerns related to physical changes and responses received at the HIV clinic when 

meeting people. Social relationships involve the treatment by and reaction of people 

(outsiders) toward PIWH in social life and their effect to personal relationships with 
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family members, close friends, and health care provider. Self-acceptance connotes 

how comfortable the person infected with HIV is with his/her HIV diagnosis. 

In addition to the concept of HIV stigma, the Symptom Management Model 

(SMM) by Dodd et al. (2001) was adopted to guide the exploration of stigma 

management among PIWH. According to Dodd et al. (2001), the three dimensions of 

SMM comprise symptom experience, symptom management, and outcomes. 

However, this study focuses only on symptom management. Here, symptom 

management was defined as the strategies an individual uses to prevent or manage a 

given symptom; the entails the specification of what (the nature of the strategy), when 

(time), where (place/source), why (reason), how much/how often (dose of 

intervention), to whom (target), and how (delivery) (Dodd et al., 2001). 

Figure 1 depicts the conceptual framework derived from conceptualization of 

the internalized HIV stigma as it regards one‟s experience with HIV stigma (Sayles, et 

al., 2008), which also adopted a dimension of SMM, namely the stigma management 

strategy (Dodd et al., 2001). 

 

 

 

 

 

 

 

Figure 1. Conceptual Framework of This Study 
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Definition of Terms 

Stigma experience. Stigma experience refers to the perception of stigma as 

experienced by PIWH. It is based on the internalized HIV stigma, which consists of 

stereotypes, disclosure concerns, social relationships, and self-acceptance. Stigma 

experience was measured using the 28-Item Internalized HIV Stigma Scale developed 

by Sayles et al. (2008). This tool was translated into Bahasa Indonesia. Higher scores 

refer to higher stigma levels. 

Stigma management strategies. Stigma management strategies refer to 

actions or strategies PIWH use to minimize the stigma experience. These strategies 

include the specification of stigma management strategy (What), the reason for using 

stigma management (Why), source of information (Where), person who helped in 

managing the stigma (Who), and the most and the least effective stigma management 

strategy (How satisfaction with and effectiveness of strategy). Stigma management 

strategies were measured using the Stigma Management Strategies Checklist (SMSC) 

developed by the researcher. A higher percentage referred to a larger number of 

stigma management used by PIWH. 

 

Scope of the Study 

This descriptive study was undertaken to describe the level of HIV stigma 

experienced by PIWH and the stigma management strategies they employ to cope 

with that stigma. This study was conducted in three hospitals and a private clinic in 

Bali, Indonesia from March to May 2019. 
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Significance of the Study 

The knowledge obtained from this study could contribute to increase the 

awareness of nurses, other health care providers, educators, and researchers regarding 

the current situation related to the experience of stigma among PIWH and to provide a 

list of stigma management strategies utilized by PIWH in order to deal with the 

negative effects of stigma. Also, this study‟s descriptive data could be used to develop 

appropriate interventions for PIWH aimed at preventing or minimizing HIV stigma. 

Moreover, such evidence-based data could inform the nursing curriculum that deals 

with HIV stigma and its management. Furthermore, the results of this study could be 

used as basic data to guide or develop further research regarding the topic of HIV 

stigma in Indonesia. 
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Chapter 2 

Literature Review 

 

This chapter presents the literature review that covers the concepts of and 

evidence regarding stigma experience and stigma management strategies among 

PIWH. The current situation of HIV and care related to it in Bali, Indonesia will also 

be explained in this chapter. The detailed outline of the literature review undertaken in 

this research is presented as follows: 

1. Stigma as Experienced by Persons Infected With HIV 

1.1 Concept of stigma 

1.2 Concept of HIV stigma 

1.3 Internalized HIV stigma 

1.4 Measurement tools of HIV stigma 

2. Stigma Management Strategies Used by Persons Infected With HIV 

2.1 Concept of stigma management 

2.2 Current evidence of stigma management by persons infected with HIV 

2.3 Factor related to stigma experience and management among persons infected 

with HIV 

3. HIV Situation and Care in Bali, Indonesia 

3.1 HIV epidemic and national programs in Indonesia 

3.2 Social response to persons infected with HIV 

3.3 Current evidence of HIV stigma in Indonesia 

4. Summary of Literature Review 
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Stigma as Experienced by Persons Infected With HIV 

The experience of stigma among PIWH is a subjective matter that appears 

after being diagnosed with HIV infection. Persons who are diagnosed HIV-positive 

have the may face stigma from their family, close friends, and the society at large. 

The stigma attached to PIWH results from the general held belief that one‟s behaviors 

leading to HIV transmission deviate from the norms of the society. This section will 

be devoted to describing the concepts of stigma in general, HIV stigma, and 

internalized HIV stigma, as well as the measurement tools of HIV stigma. 

Concept of stigma. Many theorists and researchers define stigma in general 

terms enabling it to inform the background knowledge of many disciplines. Generally, 

the concept of stigma is derived from Goffman‟s proposed definition (1963) as the 

theorist of stigma. This section will describe the definition of stigma, stigma as a 

social process, types of stigma, and characteristics of stigma.  

Definition of stigma. The term „stigma‟ is derived from Greek and refers to 

“bodily sign designed to express something unusual and bad about the moral status of 

the signifier” (Goffman, 1963, p.1). Goffman (1963) explains that stigma as an 

attribute has deep discrediting abilities. „Discrediting‟ means that people can both 

create and perpetuate the stigma, whereas „discreditable‟ describes the situation of a 

person with a despicable character (Smith & Santis, 2012). In addition, stigma is a 

process of socialization where the discredit of people arises from a social belief about 

one‟s personality, behavior, and/or illness (Stuenkel & Wong, 2013). 

Stigma as a social process. A social process derives from the attributes of the 

society, which establishes how people are categorized (Goffman, 1963). According to 

Link and Phelan (2001), stigma as a social process will exist when the characteristics 
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of stigma co-occur on a power structure. A power structure occurs if the person or 

group, who enjoys more power in the society, has the chance to stigmatize people; 

then the stigmatization of the stigmatized occurs, e.g., discrimination (Link & Phelan, 

2001). The society‟s attributes provide the power to stigmatize in areas such as social 

life activities, economics, and politics. Thus, a power structure on a stigma condition 

is essential, which is specifically reflected in each type of stigma. Concisely, 

according to the definition of stigma from Pescosolido and Martin (2015), stigma 

requires the presence of four components−labeling of the differences; distinguishing 

human differences through negative attributes in stereotyping; differences described 

using the terms “us” and “them” that can serve to separate “us” from “them”; and 

people experiencing discrimination and status loss. All of these things reflect the 

relationship between the „stigmatizer‟ and the „stigmatized‟ in the social process. 

Types of stigma. According to Goffman (1963), there are three types of 

stigma: the stigma of physical deformity, character blemishes, and prejudice. First, the 

stigma of physical deformity or actual stigma occurs when the expected norm of 

perfect physical condition is not in accordance with the actual physical condition. The 

changes in one‟s physical condition might be due to chronic illness, accident, or 

aging; they may somehow distinguish the individual from “the common people”. 

Second, the stigmatizer will judge the stigmatized and influence other people with 

their behavior. This is called character blemish. Third, prejudice or discrimination that 

is tribal in origin occurs when one group perceives the features of the race, religion, 

sociocultural norms or values, or nationality of another group and then compares them 

with their own socioculturaly constructed norms. 
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Characteristics of stigma. Stigma characteristics include labeling, 

stereotyping, separating, status loss, discrimination, and prejudice (Link & Phelan, 

2001). 

Labeling. Labeling is assigning a mark to a person due to that person 

possessing a characteristic that differ from the “normal” or predominant character of 

the group. This difference or deviance is ascribed to the person due to the power 

structures of society (Goffman, 1963). According to Goffman‟s theory (1963), 

labeling is social behavior that gives a label to people who do not conform to a given 

norm in the society. However, labeling does not only occur to an individual but also 

to groups, places, organizations, companies, or other social entities (Pescosolido & 

Martin, 2015). 

Stereotyping. The stereotype occurs when the society reacts negative beliefs 

and attitudes that are assigned to be so by the society (Pescosolido & Martin, 2015; 

Stuenkel & Wong, 2013). The stereotype has a link with a label, a negative label 

either in the minds of other persons or the person him-/herself (Link, Yang, Phelan, & 

Collins, 2004). 

Separating. Due to a different character from the other people in the group, 

separating occur when the “them” out from the circle of “us” in a social group. 

According to Link and Phelan (2001), the stigmatization occurs when the stigmatized 

person has thought that he/she to be so different from “us”. They also explained that 

“them” are immoral and a menace to “us”. 

Status loss. The status loss refers to the reduction of the status of the person 

with an undesirable characteristic in the stigmatizer‟s view (Link & Phelan, 2001). 

Moreover, the status loss is a consequence of devaluation, rejection, and exclusion 
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from the society that leads to unequal outcomes (Mahajan et al., 2008; Link, Yang, 

Phelan, & Collins, 2004). 

Discrimination. Discrimination is an act or behavior resulting from the 

negative judgment of the group toward another person or group (Smith & Santis, 

2012). Discrimination is divided into two kinds−individual and structural 

discrimination. Individual discrimination involves the labeling, stereotyping, and 

stigmatization of someone perceived to be deviant in some way by another person, 

who identifies with what is considered the societal norm regarding a given 

characteristic. On the other hand, structural discrimination is institutional racism or 

persecution, which sets off the disadvantageous manner with which one person treats 

another (Link & Phelan, 2001). 

Prejudice.  Prejudice is the justification of negative beliefs and attitudes of 

person toward another person categorized by a stereotype (Pescosolido & Martin, 

2015). The form of judgment in prejudice is against a group (Smith & Santis, 2012). 

To sum up, stigma is a mark aimed at discrediting a person by means of 

labeling, stereotyping, separating, causing status loss, discriminating, and prejudicing 

those associated with a norm deviation as it regards social life. If the person has the 

same character, condition, and situation with the other persons, then the stigma will 

not occur in that group. Regardless, stigma will occur as a social process if a society‟s 

norms and beliefs are not followed by its members properly. 

Concept of HIV stigma. Based on the concept of stigma, researchers have 

developed the concept of HIV stigma. In this study, the explanation of the concept of 

HIV stigma consists of the definition of HIV stigma, the application of Goffman‟s 

theory of stigma to HIV stigma, and the discussion of the types of HIV stigma. 
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Definition of HIV stigma. HIV stigma is a collection of negative attitudes and 

beliefs people have toward PIWH, which may effect the existence of deleterious 

internal beliefs among or actions undertaken by PIWH (Smith & Santis, 2012). The 

main idea of HIV stigma is derived from the social process of stigma where 

internalized HIV stigma occurs due to cultural norms not being observed by a deviant 

group in the community (Sayles et al., 2008). Earnshaw and Chaudoir (2009) 

developed the HIV stigma framework and defined internalized HIV stigma as 

negative beliefs and feelings toward PIWH. Moreover, Parker and Aggleton (2003) 

also maintained that HIV stigma is a „significantly discrediting‟ attribute in society 

due to the associating negative social responses toward PIWH. Similarly, Sengupta et 

al. (2010) define HIV stigma as mostly an act of discrimination by non-stigmatized 

persons toward PIWH. Therefore, the definition of HIV stigma is a negative attitude 

and societal response from purposed to discredit PIWH as a deviant group in the 

community, which may cause internal negative beliefs or feelings among PIWH.  

Application of Goffman’s stigma theory to HIV stigma. Goffman‟s theory of 

stigma (1963) can be applied to stigma experienced among PIWH. Three situations 

can describe the application of Goffman‟s stigma theory to HIV stigma. First is the 

actual stigma. PIWH suffer from physical symptoms due to their HIV infection or the 

side effects of their antiretroviral medication, which could appear rash, weight loss, 

diarrhea, etc. This may enable people around the PIWH to notice the person may have 

some condition related to HIV based on their physical appearance, which could 

trigger the process of stigma against that person. Second, character blemishes may be 

assigned when a person has AIDS and is a homosexual. For example, the society may 

correlate homosexuality to HIV transmission. The character of gay persons may be 
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tarnished, since homosexuals as a group may be perceived to be responsible for the 

spread of HIV due to the previous highest number of HIV transmissions being 

associated with the homosexual group, specifically the gay lifestyle. It seems like a 

double stigma is attached to this group. The third is prejudice that is tribal in origin. 

For example, health care providers in HIV clinics may treat PIWH in a different way 

or prejudice them due to them having different cultural norms, religion, age, race, 

and/or nationality. 

Types of HIV stigma. Earnshaw and Chaudoir (2009) identified three types of 

HIV stigma: enacted, anticipated, and internalized stigma. Enacted stigma is the 

actual experience of prejudice and discrimination perpetrated by the community; 

anticipated stigma is the perceived prejudice and discrimination experience the PIWH 

expect to incur from others in the future; internalized stigma connotes the experience 

of stigma experienced by PIWH that is expressed in negative feelings and beliefs 

toward themselves. The higher the enacted stigma experience the higher the 

psychological distress and negative impact on well-being; as the of anticipated stigma 

increases, the rate of HIV status disclosure decrease due to fear of social rejection; 

and a high level of internalized stigma experience will lead to poor psychological 

well-being (Earnshaw & Chaudoir, 2009). 

Sayles et al. (2008) developed a concept that focuses on internalized HIV 

stigma; it was based on the qualitative analysis of data obtained from their focus 

group. First of all, they found the domains of internalized HIV stigma−stereotypes 

and confronting blame of HIV; confronting “fear of contagion”; disclosure 

negotiation due to stigmatized role; and renegotiation of social relations in the 

community. Furthermore, after developing and assessing the tool, they found that self-
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acceptance relates to the person‟s comfort with HIV, whether the PIWH accepts being 

an HIV person. Subsequently, the “fear of contagion” is deleted due to the collapse of 

social relationships. Thus, the dimension of internalized HIV stigma by Sayles et al. 

(2008) consists of stereotypes, disclosure concerns, social relationships, and self-

acceptance. 

A study by Sengupta et al. (2010) developed a conceptual model for HIV 

stigma, and it revealed the theoretical construct of HIV stigma. Here, the PIWH 

perceived, experienced, vicarious, and felt the normative stigma as HIV stigma. This 

conceptual model described four types of HIV stigma: perceived stigma as an 

experience of PIWH feeling being negatively regarded by the community, family, 

partners, or friends due to their HIV status; experienced stigma through the rejection 

received in areas such as health care, employment, education, or isolation from 

family; vicarious stigma happens when PIWH hear stigmatization stories and they 

feel like they really are stigmatized; and felt normative stigma is a protective 

mechanism employed by PIWH against stigma. 

According to Smith and Santis (2012), the HIV stigma consists of the external 

and internal types. External HIV stigma refers to an action from the outside (e.g., 

community, society, public) toward PIWH in the form of rejection, discrimination, or 

other negative stigmas, whereas internal HIV stigma refers to a negative feeling, 

belief, or action, which is adopted by PIWH. Both external and internal HIV stigma 

have negative consequences. Similarly, external and internal HIV stigma were also 

mentioned by Chidrawi, Greff, Temane, and Doak (2016), wherein external HIV 

stigma refers to the outsider stigmatizing PIWH, whereas internal HIV stigma refers 

to stigma of a PIWH toward oneself. 
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In conclusion, the types of HIV stigma have been classified differently by 

different researchers. On the one hand, the study by Smith and Santis (2012) 

explained two general types of HIV stigma−external and internal. On the other hand, 

other studies (Earnshaw & Chaudoir, 2009; Sengupta et al., 2010) have identified 

specific types of HIV stigma such as enacted, anticipated, internalized, perceived, 

experienced, vicarious, and felt normative. However, the meaning of these types of 

HIV stigma could fall under the category of internalized HIV stigma and, as Sayles et 

al. (2008) have, be described as HIV stigma experiences. 

Internalized HIV stigma. Sayles et al. (2008) explained that internalized HIV 

stigma occurs when the person is subjected to stigma on account of his/her failure to 

conform to cultural norms, being identified as a member of a deviant group, and 

assuming a „spoiled identity' in the community. This experience is then internalized 

by the person as HIV stigma. The subscales of internalized HIV stigma include 

stereotypes, disclosure concerns, social relationships, and self-acceptance. 

Stereotypes come from others and concern the individual‟s perception by the 

society, coworkers, and medical providers, as well as negative feelings or thoughts 

about PIWH (Sayles et al., 2008). According to Sayles et al. (2008), stereotypes such 

as „HIV is a different illness from other illnesses‟ can lead PIWH receiving negative 

reactions from health care providers, e.g., doctor and nurse, underestimated and 

looked down upon by the society, being considered as undeserving to adopt children 

or incapable of being a good parent, and being forced to retire from the jobs due to 

their HIV status. Santos et al. (2014) reported internalized stigma regarding the 

diagnosis of HIV that manifests like self-blaming (49.2%), feeling guilty (40.9%), 

having low self-esteem (31.9%), being blamed by others (22.4%), and feeling they 
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deserve to be punished (10.8%). In addition, stereotyping from health care providers 

experienced by PIWH in Iran has resulted in care refusal, provision of suboptimal 

care use of unnecessary precaution when dealing with such patients, and being on the 

receiving end of verbal and non-verbal blaming (Karamouzian et al., 2017). 

Moreover, PIWH in Netherlands have reported experiencing refusal to care (6.9%), 

being discouraged to seek care (8.8%), unnecessary referrals (5.3%), blame (10.3%), 

and rude and unkind behavior (10.7%) (Stutterheim et al., 2014). 

Disclosure concerns occur when the PIWH worry if others know their HIV 

status as well as are concerned about their physical changes and responses they get in 

the HIV clinic when meeting people (Sayles et al., 2008). Santos, Kruger, Mellors, 

Wolvaardt, and Ryst (2014) revealed that 16.1% of PIWH in South Africa had 

experienced physical assault due to their HIV status. Moreover, two studies have 

revealed that concern with the disclosure of one‟s HIV status was related to 

internalized stigma (Cuca et al., 2017; Li et al., 2018). Status disclosure seems to have 

a positive correlation with a higher level of education and a history of opportunistic 

infections, whereas it appears to correlate negatively with an increase in both age and 

years since HIV diagnosis (Li et al., 2018). In Canada, PIWH reported feeling tension 

related to the disclosure of their HIV status due to the fear of experiencing negative 

reactions from the society; one participant opined that disclosure could be an 

advantage as it could help receive social support to survive as PIWH (Donnelly et al., 

2016). 

Social relationships refer to the treatment and reaction of people (outsiders) 

toward PIWH in social life, which affect the relationship between PIWH and 

outsiders. One‟s HIV status may affect personal relationships with family members, 
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close friends, and health care providers (Sayles et al., 2008). Avoidance between 

PIWH and outsiders is strongly associated with internalized stigma (Fazeli et al., 

2017). Another study in Iran revealed that the avoidance of PIWH by the society was 

common and a major barrier to their social relationships (Karamouzian et al., 2017). 

In the Netherlands, 6.1% of 262 PIWH experienced avoidance (Stutterheim et al., 

2014). Meanwhile, a study from Tanzania revealed that PIWH experience 

discrimination from those they have a relationship with, their spouse, and health care 

workers regarding access to health services and receiving ARV therapy (Mhode & 

Nyamhang, 2016). Another study from South Africa among 486 PIWH revealed that 

they were be excluded from family activities (15.5%), and were discriminated against 

(14.6%), and excluded from religious activities (10.3%) (Santos et al., 2014). 

Moreover, one participant from another study reported having experienced avoidance 

from a dentist that if the dentist know that a person have HIV, then the dentist would 

not give an appointment and ask to go somewhere else because the dentist do not help 

PIWH (Donnelly et al., 2016). 

Self-acceptance refers to how comfortable a PIWH is with his/her HIV 

diagnosis (Sayles et al., 2008). PIWH tend to feel guilty and miserable after their HIV 

diagnosis (Donnelly et al., 2016; Karamouzian et al., 2017), which makes it difficult 

for them to accept their HIV status. The ability to move on from feeling guilty and 

miserable is a prerequisite for their acceptance of themselves as PIWH. Feeling 

unashamed and comfortable telling others about their HIV status are indicators of 

self-acceptance. In Canada, PIWH opined feeling shame about their HIV status 

(Donnelly et al., 2016), whereas 47.5% of 486 PIWH from South Africa felt shame as 

an internalized stigma (Santos et al., 2014). In addition, PIWH in Iran reported being 
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able to reveal their HIV status to their family, which was helpful for their family to 

accept their HIV status (Karamouzian et al., 2017). This means that these PIWH 

accepted their status and were comfortable to talk about HIV to their family. In the 

Netherlands, 262 PIWH reported that receiving sympathy and support (76.3%) and 

care avoidance (11.8%) were important to improving self-acceptance about their HIV 

status (Stutterheim et al., 2014). 

Impact of HIV stigma. The impact of HIV stigma experience is associated 

with direct negative outcomes regarding the sense of both self and identity (Donnelly 

et al., 2016). Examples of negative outcomes are increased depression; increased 

negative coping; worsened health outcomes, working life, family life, and access to 

health services (Li et al., 2016; Logie et al., 2011; Santos et al., 2014; Stutterheim et 

al., 2014). Similarly, HIV stigma can also increase mental health problem, decrease 

treatment adherence, lower the access to health care services, increase problem related 

to employment (e.g., dismissal from work), lead to more housing-related issues (e.g., 

relocation), and heighten the risk for physical violence and/or verbal abuse (Smith & 

Santis, 2012). Karamouzian et al. (2017) also mentioned that negative outcomes can 

give rise to protective reactions such as self-isolation and concealing the HIV-positive 

status from health care providers, family members, and colleagues. Meanwhile, the 

experience of stigma also negatively impacts one‟s social network as a source of 

empowerment and support. So, if the PIWH loses his/her sources, he/she will get 

depressed, and it would lead to the PIWH having a low financial status in the social 

capital context (Cuca et al., 2017). Moreover, a qualitative study revealed come 

themes regarding the impact of stigma and discrimination among PIWH on ART, 
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namely fear, difficulty with identifying the location of health services, and non-

adherence to ART (Mhode & Nyamhanga, 2016). 

Measurement tools of HIV stigma. There are several tools to access stigma 

experience; however, only five tools are congruent with the objective of this study 

including: 1) Stigmatizing Attitudes Toward People Living with HIV (SAT-PLWH) 

(Beaulieu et al., 2014); 2) HIV Stigma Scale (Berger, Ferrans, & Lashley, 2001); 3) 

HIV Stigma Scale for Asian Living with HIV (ALWH) (Kamitani, Chen, Portillo, 

Tokumoto, & Rose, 2018); 4) 12-item short version of HIV Stigma Scale (Reinius et 

al., 2017), and 5) the 28-Item Internalized HIV Stigma Scale (Sayles et al., 2008). 

1. Stigmatizing Attitudes Toward People Living with HIV (SAT-PLWH) was 

developed by Beaulieu et al. (2014), and it provides 42 items with 8 dimensions: 

occasional encounters (5 items), avoidance of personal contact (3 items), 

responsibility and blame (6 items), liberalism (4 items), non-discrimination (7 items), 

confidentiality of serological status (6 items), position on HIV/AIDS criminalization 

(6 items), and negative feelings (5 items). This tool uses a four-point Likert-type 

scale, from strongly disagree = 1 to strongly agree = 4. The Cronbach‟s alpha of this 

tool was .88 for the total scores, and its discriminant validity was proven valid. 

2. HIV Stigma Scale developed by Berger, Ferrans, and Lashley (2001) 

provides 40 items covering the experiences, feelings, and opinions of PIWH since 

diagnosis with 4 subscales: personalized stigma (18 items), disclosure concerns (10 

items), negative self-image (13 items), and concern with public attitudes (20 items). 

This tool uses a Likert-type scale consisting of four points, from strongly disagree = 1 

to strongly agree = 4. Responses are summed to generate a total score (possible range 

= 40–160). The higher score refers to a higher stigma level. The overall Cronbach‟s 



23 
 

alpha coefficient of this tool is .96, and the validity for each subscale is good: .53 to 

.73 for personalized stigma; .52 to .75 for disclosure concerns; and ≥ .50 for negative 

self-image and concern with public attitudes. 

3. HIV Stigma Scale for Asian Living with HIV (ALWH) developed by 

Kamitani, Chen, Portillo, Tokumoto, and Rose (2018) provides 13 items with 4 

subscales: personalized stigma (5 items), disclosure concerns (7 items), negative self-

image (3 items), and concern with public attitudes (3 items). This tool uses a four-

point Likert-type scale, from strongly disagree = 1 to strongly agree = 4. Here, the 

responses are summed to generate a total score (possible range = 13–52). A higher 

score refers to a higher stigma level. The overall Cronbach‟s alpha coefficient of this 

tool was calculated at .92, and its construct validity was good; the range for 10 items 

was .70 to .86. This tool has 13 items with an additional 3 items specific for an Asian 

culture. 

4. The 12-item short version of the HIV Stigma Scale was developed by 

Reinius et al. (2017), and it was derived from the HIV Stigma Scale by Berger, 

Ferrans, and Lashley (2001). The short version provides 12 items with 4 subscales: 

personalized stigma (3 items), disclosure concerns (3 items), negative self-image (3 

items), and concern with public attitudes (3 items). This tool also uses a four-point 

Likert scale, from strongly disagree = 1 to strongly agree = 4. Responses are summed 

to generate a total score (possible range = 12–48). A higher score refers to a higher 

stigma level. The Cronbach‟s alpha of this tool was determined to be good with a 

range of .80 to .88; likewise, validity was found to be good, having a range of .62 to 

.84. 
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5. Sayles et al. (2008) developed the 28-Item Internalized HIV Stigma Scale 

with 4 subscales: stereotypes (12 items), disclosure concerns (5 items), social 

relationships (7 items), and self-acceptance (4 items). This tool uses a five-point 

Likert scale, from none of the time = 0 to all of the time = 4. Responses are summed 

to generate a total score (possible range = 0–100). A higher score refers to a higher 

stigma level. It was tested in 202 PIWH in five communities and two HIV clinics in 

the United States. The internal consistency reliability of this instrument was 

determined at .93; the values for stereotypes, disclosure concerns, social relationships, 

and self-acceptance were .91, .85, .89, and .66, respectively. In addition, the content 

validity assessment was done through focus groups and cognitive interview stages, 

whereas the construct validity test examined the correlation between total score of the 

28-Item Internalized HIV Stigma Scale and shame (r = .58), social support (r = -.43), 

mental health (r = -.50), and physical health (r = -.14). 

After considering the tools of HIV stigma detailed above, the one developed 

by Sayles et al. (2008) is the most appropriate for this study due to its validity and 

reliability result; it consists of 28 items, which makes it less time consuming to fill 

than another one comprising 40 items or more as well as consistent with the 

conceptual framework and objective of this study. 

 

Stigma Management Strategies Used by Persons Infected With HIV 

Concept of stigma management. Stigma management reflects the effort or 

ability to control or reduce the stigma. The concept of stigma management derived 

from the Symptom Management Model (SMM) by Dodd et al. (2001) was adopted in 

this study. Virtually, according to Dodd et al (2001), there are three dimensions of 
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SMM: symptom experience, symptom management strategies, and symptom status 

outcomes. However, a part of SMM concerns itself with the support of the concept of 

stigma management strategies, which are symptom management strategies. Symptom 

management is a dynamic process that often changes over time or in response to the 

acceptance, or the lack thereof, of planned strategies. The components of symptom 

management focus on the specification of what (the nature of strategy), when, where, 

why, how much (intervention dose), to whom (recipient of intervention), and how 

(mode of delivery). As SMM deals with symptom management strategies, it can be 

reflected in stigma management strategies as a dynamic process in response to 

accepting oneself as a PIWH. 

Current evidence of stigma management by persons infected with HIV. 

Many researchers have studied stigma management; however, those studies have 

focused on the professional perspectives regarding the management of stigmas−e.g., 

studies about  community-based interventions being beneficial for the enhancement of 

stigma-related knowledge and the reduction of stigma among PIWH in the 

community (Chidrawi, Greeff, Temane, & Doak, 2016; Frye et al., 2017; Pretorius, 

Greeff, Freeks, & Kruger, 2016). Nevertheless, few studies have explored the stigma 

management strategies employed by PIWH independently. Thapa et al. (2017) 

revealed that PIWH can manage the stigma they face through counseling with a 

professional health care provider and contact with members of the HIV community 

via peer groups. However, most PIWH try to conceal their HIV status and not all of 

them want or have a chance to be a part of a local HIV community. Thus, studies on 

stigma management from the PIWH perspective are needed in order to shed light on 
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how PIWH manage the HIV stigma independently and still keep their HIV status 

confidential as a right. 

There are several strategies to manage stigma in such cases: share knowledge 

about HIV with others (Aryal, 2017; Rael et al., 2017); concealing the HIV status 

from others (Chenard, 2007; Daftary, 2012), preemptively and selectively disclose 

one‟s HIV status (Chenard, 2007; Mhode & Nyamhanga, 2016; Rael et al., 2017); 

maintain good emotional health and cope with stress (Aryal, 2017; Chenard, 2007); 

engage in spiritual practices (Mhode & Nyamhanga, 2016), share one‟s experience 

with a group (Aryal, 2017; Mhode & Nyamhanga, 2016); and seek support from 

others (Chenard, 2007; Rael et al., 2017). 

 Share knowledge about HIV. PIWH are stigmatized by people who do not 

have enough knowledge about HIV, especially about HIV transmission. Sharing 

knowledge about HIV transmission with people PIWH are in contact with can prevent 

misconceptions about HIV (Rael et al., 2017). Aryal (2017) found that increasing the 

knowledge about HIV can also decrease self-stigma and enhance the sense of 

responsibility for one‟s life. Moreover, a study by Rael et al. (2017) revealed that 

educating the family about HIV transmission, e.g., sharing the right information about 

HIV with the family members, can reduce stigma perceived by PIWH. 

Hiding HIV status. This strategy is commonly used by PIWH due to the 

stigmatization they face from the public. Hiding one‟s HIV-positive status is a way to 

keep a secret from others and strive for normalcy (Chenard, 2007). Another study by 

Daftary (2012) revealed that social stigmatization affects the PIWH‟s choice 

regarding remaining silent about their HIV status, i.e., either not discussing the matter 

straightforwardly in public or negotiating to disclose their HIV status. Not only is this 
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true in regard to the public, concealing one‟s HIV status is present in the family 

context also. PIWH do not want to be prejudiced by a family member, which may 

lead them to feeling guilty, shamed, and helpless (Daftary, 2012). 

Preemptively and selectively disclose one’s HIV status. The preemptive and 

selective disclosure is a strategy to reveal one‟s HIV status to one‟s close people 

firstly. The trustworthiness of someone or the ability to confide in people one 

considers close to him/her plays an important role in the disclosure of HIV one‟s 

status. These strategies aim to anticipate negative social outcomes such as gossiping 

or rejection from friends and family (Rael et al., 2017). In a qualitative study by Rael 

et al. (2017), the participant reported that having preemptively and selectively 

disclosed their HIV status only those they considered close to them. Several previous 

studies have also revealed that the preemptive disclosure of one‟s HIV status was 

done in the scope of a family member, friends, work colleagues, neighbors, and 

volunteers (Chenard, 2007; Mhode & Nyamhanga, 2016; Rael et al., 2017). 

Maintain physical and emotional health. Looking healthy in front of others is 

one strategy to manage the HIV stigma; this entails preventing people around PIWH 

from noticing their HIV status. A study from Nepal reported the management of 

stigma through showing the HIV-infected individual‟s physical ability and skill to 

work with others (Aryal, 2017). Besides physical well-being, PIWH strive to main 

stable emotional health as well. A study from the United States revealed that 

maintaining emotional health through coping with stress is one strategy HIV-positive 

people employ to strive for normalcy (Chenard, 2007). 

Engage in spiritual practices. This is another strategy for managing stigma 

among PIWH. Yu, Chiu, and Ko (2018) revealed that HIV stigma affects spiritual 
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health among PIWH. For some, spiritual devotion connotes faith in God, which can 

serve as a way to build a strong coping strategy (Mhode & Nyamhanga, 2016). 

Another study revealed that spiritual well-being has a negative correlation with 

stigma, especially personalized stigma and negative self-image (Hutson, Darlington, 

Hall, Heidel, & Gaskins, 2018). In some case, spirituality can provide a healing 

process for self-stigma or lead one to believe that everything that happens in one‟s life 

is God‟s will as illustrated by this statement, “I believe that if I die, it is God‟s will 

and not a result of AIDS” (Mhode & Nyamhanga, 2016). 

Share one’s experience with a friend or group. This strategy to manage one‟s 

stigma experience involves the sharing of one‟s experience with friends or in a group 

setting. Sharing one‟s HIV experience with others can decrease the level of stigma, 

strengthen relationships with others, and can improve one‟s knowledge about HIV, 

especially the need to take medicines for good health and in order to prolong life 

(Aryal, 2017). In another study from Tanzania, PIWH reported having experienced 

verbal stigma, social stigma, and perceived stigma. One strategy they employed to 

deal with their stigma experience as sharing their experience in the context of a 

support group (Mhode & Nyamhanga, 2016). 

Seek support from others. Seeking the support of others is another strategy to 

manage HIV stigma. Support systems are usually derived from family members, 

friends, one‟s social circle, spouse, or health care provider. Support from family, 

friends, and the society is a very significant way for PIWH to with cope stigma. This 

statement illustrates this well, “Everybody treats me well. They love me a lot” (Rael 

et al., 2017). Another study from the United States revealed that social support can 

also come from friends and volunteers involved in issues related to HIV (Chenard, 
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2007). Furthermore, seeking the support of the HIV community is also effective in 

reducing stigma (Prinshloo & Greeff, 2015). In addition, one‟s partner or spouse can 

also be a source of social support for PIWH, which can assist them to manage their 

stigma experience (Rael et al., 2017). Moreover, Stutterheim et al. (2014) found that 

support from health care providers can help make the PIWH‟s experience a positive 

one by providing equal treatment, respect, and maintaining the confidentiality of their 

disease and treatment. 

Factor related to stigma experience and management among persons 

infected with HIV. There are some factors related to experience of stigma experience 

and its management among PIWH. All factors in this review focus on demographics 

factors such as one‟s age, gender, sexual orientation, race/ethnicity, level of 

education, employment status, duration of HIV diagnosis, place of residence, social 

support, and religion. 

Age. Age affects the way a person experiences stigma. Older people might 

have more experience related to stigma and stigma management than younger people. 

According to Cuca et al. (2017), older women have a significantly more positive 

perceived experience of HIV stigma than younger women do. A study by Caliari, 

Teles, Reis, and Gir (2017) reported that, among people in aged 40 to 49 years, 

previous hospitalization experience was a better positive predictor for stigmatization, 

e.g., personal stigma and negative self-image, than it was among those of a younger 

age. In addition, a study by Ajong et al. (2018) revealed that after controlling for age 

was significantly associated with a high level of HIV stigma in Cameroon. 

Gender. Gender, too, is associated with stigma experience and management. 

The life experience of stigma between men and women is different. Based on the 
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socio-cultural context in China, females reported significantly higher level of 

perceived internalized stigma than males (Li, Lin, & Ji, 2017). In contrast, a study 

from India reported significantly higher mean scores level for internalized stigma 

among men than women, whereas women reported significantly higher levels of 

enacted stigma than men (Malave, Ramakrishna, Heylen, Bharat, & Ekstrand, 2014). 

Sexual orientation. Sexual orientation affects stigma experience and 

management; homosexuals, in particular, receive twice as much stigma in the social 

context as heterosexuals do (Mawar, 2005). A study from Italy reported that 

stigmatization through homophobia among heterosexual men was higher than that of 

heterosexual women toward both gay HIV-positive and gay HIV-negative persons. 

Moreover, both heterosexual men and women exhibited higher levels of homophobic 

attitudes (e.g., physical, social, emotional, affective) toward gay HIV-positive than 

gay HIV-negative individuals (Pala, Villano, & Clinton, 2017). Nevertheless, stigma 

affects, both heterosexual and homosexual PIWH, yet homosexuals received 

experience more discriminatory actions such as internalized stigma that is associated 

with the beliefs of a community regarding personal responsibility (Valles, Molina, & 

Dirkes, 2013). 

Race/ethnicity. Race and ethnicity also influence HIV stigma. According to 

Lemin, Rahman, and Pangarah (2018), ethnicity (e.g., Iban, Malay, Bidayuh) was 

found to be an important predictor of HIV stigma regarding disclosure concerns in 

Malaysia. In addition, a study among women living with HIV reported that 

Asians/Pacific Islanders, African Americans, Hispanics, and Native Americans had a 

higher potential to experience stigma than Caucasians (Cuca et al., 2017). 
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Level of education. In addition, the level of educational attainment can affect 

one‟s response to stigma. The study by Ajong et al. (2018) reported an association 

between education above the secondary level and HIV stigma, wherein individuals 

with at least a tertiary level of education are less prone to being victims of stigma 

compared to their counterparts with a lower level of education. Incongruent with 

Ajong et al. (2018), a higher level of education (e.g., graduate-level education) has 

been linked to a higher level of understanding regarding HIV/AIDS and a lower level 

of stigmatization compared with the high-school level of education, which was 

associated with 60% greater odds of stigmatization (Coleman, Tate, Gaddist, & 

White, 2016). 

Employment status. Employment status affects stigma experience among 

PIWH. PIWH who have an occupation might experience stigma in the workplace. A 

significant association between occupation and HIV stigma has been shown (Ajong et 

al., 2018). Another study reported that employment status, either self-employment or 

unemployment, a significant contributor to HIV stigma, wherein workplace being the 

source led to an increased level of perceived stigma (Pourmarzi, Khoramirad, & 

Gaeeni, 2017). PIWH preferred to be self-employed rather than an employee due to 

receiving a lower level of stigma (Pourmarzi, Khoramirad, & Gaeeni, 2017). 

Duration of HIV diagnosis. Duration of HIV diagnosis is another factor that 

affects stigma among PIWH. Both stigma experience and stigma management are 

different between PIWH with a longer diagnosis of HIV and people that are newly 

diagnosed. In one study, PIWH who had been diagnosed with HIV for less than 5 

years reported experiencing a higher level of stigma compared with PIWH who had 

been diagnosed for more than 5 years (Ajong et al., 2018). An explanation for this 
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could be that HIV stigma might be accepted more by PIWH diagnosed for more than 

5 years than those for less than 5 years. However, PIWH for less than 5 years can 

receive help via counseling and emotional support in order to gradually accept their 

HIV status (Ajong et al., 2018). 

Place of residence. Place of residence, either living in a rural or urban area, is 

a factor associated with stigma among PIWH. There is a different stigma level 

between living in rural and urban areas. Pourmarzi, Khoramirad, and Gaeeni (2017) 

revealed that living in a rural area is associated with a higher potential for receiving 

HIV stigma. Similarly, PIWH who live in a rural area experience a higher level of 

HIV stigma experience compared with PIWH who living in an urban area (Tzemis et 

al., 2013). On the other hand, the stigma experienced by PIWH in urban areas of 

India, who access HIV health care services, might increase due to the high level of 

stigma among health care providers towards PIWH (Ekstrand, Ramakrishna, Bharat, 

& Heylen, 2013). 

Social support. Social support plays a role in stigma experience and 

management as well. According to Rueda et al. (2016), a moderate correlation 

between HIV stigma and lower social support exists. Social support includes support 

from family, friends, and the community. It can enhance the ability to manage stigma 

through social networking for both PIWH and caregivers (Hao & Liu, 2015). In 

addition, poor support from the family regarding one‟s HIV-positive status increases 

the level of perceived stigma significantly (Pourmarzi, Khoramirad, & Gaeeni, 2017). 

Moreover, receiving social support from the HIV community has been shown to 

reduce the HIV stigma experience in South Africa (Prinshloo & Greeff, 2015). 
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Religion. Religion has a significant impact on the level of stigma, which might 

be related to religious teaching. Religion, as a factor that causes stigma, has been 

reported to associate with a high level of stigma (Ajong et al., 2018). According to 

Srithanaviboonchai et al. (2017), there is a meaningful relationship between religion 

and anticipated stigma as well as religion and perceived stigma. According to the 

study Coleman, Tate, Gaddist, and White (2016), religiosity is not associated with 

decreasing the level of HIV stigma. On the other hand, religion can contribute to 

helping those concerned to accept themselves as PIWH (Tang & Chen, 2018). 

 

HIV Situation and Care in Bali, Indonesia 

HIV epidemic and national programs in Indonesia. The number of HIV 

cases in Indonesia is still high. Since 1987 when the first case of HIV was reported in 

Bali, Indonesia, HIV has spread to 407 of the 507 regencies/cities in Indonesia, with 

data from January to March 2017 reporting that the total number of HIV infections 

was 10,376 people; the highest percentage involved the 25-49 age group (69.6%); the 

ratio of men compared to women was 2:1; and the highest risk factor for HIV 

infection was MSM (28%) (Directorate General of Disease Control and 

Environmental Health, 2017). In Bali, the 1987-2016 data from Denpasar AIDS 

Commission (2016) reported the risk for infection was the highest among the 

heterosexual population (77.7%), of the 20-29 age group (38%), and residing in the 

regency/city of Denpasar (39%). Meanwhile, the total cumulative incidence of 

HIV/AIDS in Bali is 15,839 people, and the mortality due to HIV/AIDS as an overall 

rate of 10% per year (Utami et al., 2017). To prevent new cases of HIV/AIDS in 

Indonesia, the government has created regulations and health service programs. 
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The Indonesian government, through the Ministry of Health, provides health 

services programs for HIV persons in Indonesia such as Voluntary Counseling and 

Testing (VCT); Care, Support, and Treatment (CST) Program for those on ART; 

Methadone Therapy Program for injecting drug users (IDU); Sexually Transmitted 

Infections (STI) Program; and Prevention of Mother-to-Child Transmission Program 

(Directorate General of Disease Control and Environmental Health, 2017). These 

health programs are implemented to achieve the goals regarding HIV/AIDS 

management set by the government of Indonesia. The target of 55% of HIV/AIDS 

cases treated well by 2019 is in place; wherein this is an increase from the 42% 

baseline data percentage reported in 2014 (Ministry of Health, 2015). 

The social response to persons infected with HIV. The social response to 

PIWH is related to their deviation from the norms and values of the society. For 

example, social responsibility regarding sexuality is considered a taboo issue and 

impolite for public discussion in Indonesia (Pakasi & Kartikawati, 2013). Sexuality is 

always associated with free sex or HIV/AIDS, so Indonesians typically label PIWH as 

persons that engage in bad sexual behavior. Moreover, social response is influenced 

by religion due to most Indonesians claim to have a certain religious faith. Islam, the 

majority religion in Indonesia, prohibits homosexuality, same-sex marriage, 

extramarital sex, and drugs use (Waluyo, Culbert, Levy, & Norr, 2015). This is 

reflected in the social values, norms, and attitudes toward such issues. In addition, a 

study showed that the society tends to respond poorly to the HIV gay or HIV MSM 

groups due to their inappropriateness in regards to the society‟s norms concerning 

same-sex relationships and the perception that such behavior or lifestyle can 

contribute to the HIV in Indonesia (Nugroho, et al., 2018). 
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Another influence on the social response towards HIV infection is derived 

from the traditional sociocultural norms and values of a given people and/or locally. 

For example, in Bali, set the role of the Menyama Braya concept is very significant. 

Menyama Braya (nyama means brothers or friends and braya means relatives of 

human beings) refers to the Balinese local wisdom of mutual cooperation of a human 

with another human (Sitiari, Suprapti, Sintaasih, & Sudibya, 2016; Suwitha, 2016). In 

other words, menyama braya is a guideline for the social interaction among their 

Balinese in daily life (Agung, Kanto, Wisadirana, & Ruja, 2017). However, the 

system of menyama braya might cause psychological burden among PIWH due to the 

traditional requirement that they participate actively in social life and maintain 

frequent and personal social contact with their peers; the avoidance of this duty, can 

lead to social repercussion. This poses obvious difficulties for PIWH, who try to keep 

their HIV status secret and pretend to look normal, i.e., like people without HIV, in 

social life. 

Furthermore, the Balinese, who are predominantly Hindu, believe in Karma. 

The concept of Karma influences social response toward PIWH. Karma means that if 

someone does good things, they will receive good things, whereas if someone does 

bad things, bad will befall them as consequence (Chakraborty, 2014). Chakraborty 

(2014) also mentioned that Karma is not only about the action itself, but it also results 

in an action. A similar principle as that of Karma is found in Islam. The Quran 99:7 

states, “So, whoever does any good act (even) to the weight of a particle will see it” 

(i.e., he/she will receive it or it will be returned to him/her). This concept is used as an 

exhortation to always do good Karma to other people. 
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Meanwhile, the government is directly involved in dealing with the population 

groups in Indonesia that are at a high risk of HIV transmission homosexuals, IDUs, 

and sex workers. The government enforces punishment on such groups based on the 

established policies and laws of the country concerning the groups or communities 

that deviate from the norms or values of the Indonesian society in respect to morality. 

The article 296 and 506 of the Criminal Code of Indonesia prohibit prostitution 

(Permata, 2014). Practice of homosexuality and extra-marital sex are also illegal, and 

punishable in Indonesia, e.g., Aceh Province. Although prostitution is illegal in almost 

all provinces in Indonesia, the Ministry of Health‟s regulation number 21/2013 about 

HIV prevention explicates that sex workers, as one of the key population groups 

involved in HIV transmission, should have equal rights to access HIV-prevention 

services (Permata, 2014). 

Based on this situation, both the pervasive social response and the role of the 

government in dealing with population groups facing elevated risks for HIV infection, 

the existence of PIWH will always be associated with discriminatory stereotypes and 

labels. This sort of treatment will further increase the stigma toward PIWH. 

Current evidence of HIV stigma in Indonesia. Stigma is one of the socio-

cultural barriers to access HIV health services in Asian developing countries like 

Indonesia (Wasti et al., 2012). The phenomenon of HIV stigma in Indonesia is 

pervasive (Merati, Supriyadi, & Yuliana, 2005; Mutahar, Najmah, & Yenni, 2011). 

However, research about HIV stigma in Indonesia is rare; only 22 out of 5,984 HIV 

stigma studies were conducted in Indonesia among 125 countries in the world (Tran et 

al., 2019). HIV stigma in Indonesia comes from the community, family, health care 
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providers, and PIWH themselves. This section will describe the current situation of 

HIV stigma in Indonesia from the community level to the individual level. 

In Indonesian communities, HIV stigma is a complex matter, not only as a 

result of the cultural identities of a given community, but also due to the role of 

religion, which can inadvertently contribute to the increase of the level of stigma 

(Waluyo, Culbert, Levy, & Norr, 2015). Due to the majority of Indonesians ascribing 

to a religious faith wherein prohibit extra-marital, same-sex marriage, and use of 

drugs is prohibited, stigma and discriminatory attitudes against the members of the 

high-risk populations of HIV transmission in Indonesia, such as sex workers, IDUs, 

MSM, are commonplace (Waluyo, Culbert, Levy, & Norr, 2015). In addition, it has 

been found that 58.3% of Indonesians exhibit behavioral discrimination or negative 

attitudes toward PIWH; for example, they refrain from buying vegetables from a 

vendor who is known to be HIV-positive (Mutahar, Najmah, & Yenni, 2011). Another 

reason for the negative attitudes Indonesians have toward PIWH may be their lack of 

knowledge about HIV/AIDS. According to the Indonesia Demographic and Health 

Survey, only 11% of women aged 15-49 years have a satisfactory level of knowledge 

about HIV/AIDS (Statistic Indonesia, 2012). 

HIV stigma at the family level is also common in the Indonesian society. 

Nugroho et al. (2018) revealed the presence of stigma, discrimination, and low-level 

support from the family among HIV MSM in Indonesia. Another study also reported 

that gay men are afraid to explain their sexual orientation to their family, and they 

tend to conceal their sexual behavior (MSM) due to well-known vulnerability of 

MSM to HIV infection (Fauk, Merry, Sigilipoe, Putra, & Mwanri, 2017). According 

to Ismail (2015), women living with HIV suffer stigma and negative treatment from 



38 
 

their family members due to their apprehension about contracting HIV from them, 

misinformation or the lack of information about HIV/AIDS, and as a consequence of 

being married to an IDU husband. Often, the family‟s response is the ostracism of a 

family member due to that person‟s HIV infection. Nevertheless, according to Culbert 

et al. (2015), the family is the primary source of emotional support during and after 

incarceration among HIV prisoners in Indonesia. That study points out further that the 

family can also be the main source of social support, even when PIWH are concerned 

about disclosing their HIV status to family members preemptively.  

Furthermore, stigma among health care providers toward PIWH is at a high 

level in Indonesia (Harapan et al., 2015; Waluyo, Culbert, Levy, & Norr, 2015). 

Value-driven stigma in the form of blaming and/or shaming the PIWH, refusing to 

share the same space with PIWH (p < .001), and overestimating the transmission of 

HIV from PIWH to them (p < .001) strongly correlated with the stigmatizing attitudes 

in Aceh, which has the lowest number of HIV cases in Indonesia. Similarly, Waluyo, 

Culbert, Levy, and Norr (2015) revealed that stigma among nurses in Indonesia is of a 

high level as well. Three significant contributors were identified−the nurse‟s religion, 

level of involvement in religion, and religion affiliation in the workplace. Moreover, a 

study conducted in Bali and Jakarta reported that health care providers treat HIV 

persons differently and even refuse care to them (Merati, Supriyadi, & Yuliana, 

2005). This reflects that health care providers, especially at that time, were not 

mentally prepared to treat PIWH. 

Yet, PIWH themselves can be the source of HIV stigma. Young Indonesians 

living with HIV, who have experienced of HIV stigma, report felt losing the desire to 

continue living (46%) and feeling worthless (Aggarwal et al., 2018). The same study 



39 
 

with preliminary design found that negative self-perception is more common among 

young Indonesians living with HIV than being afraid of contagion, verbal abuse, 

isolation from social life, stigma in the workplace, and neglect of health care. In 

addition, another study found that 33.3% of HIV prisoners experienced a high level of 

stigma due to factors like limited contact with the society and one‟s family, 

anticipated stigma, and being labeled an IDU apart from being a PIWH (Culbert et al., 

2015). Similarly, Komalasari (2012) identified prisoners uninfected with HIV as the 

dominant group involved stigmatization of prisoners infected with HIV.  

 

Summary of Literature Review 

The concept of HIV stigma is integrates the PIWH‟s experience of 

discreditation and stigmatization due to their deviation from a particular social norm. 

The HIV stigma experience comprises stereotypes, disclosure concerns, social 

relationships, and self-acceptance. The 28-Item Internalized HIV Stigma Scale is a 

valid tool and congruent with the conceptual framework of this study. Moreover, in 

order to describe the stigma management strategies, the questions focus on what, why, 

who, where, and how in regard to the management of stigma. In addition, there are 

some factors related to stigma experience and management among PIWH−age, 

gender, sexual orientation, race/ethnicity, level of education, employment status, 

duration of HIV diagnosis, place of residence, social support, and religion. 

HIV cases in Indonesia remain high; the first case of HIV was reported in Bali 

in 1987. There are national programs to prevent HIV/AIDS in Indonesia; however, 

HIV stigma is still pervasive and a complex phenomenon to tackle in the Indonesian 

context. The social response to PIWH is function of the society‟s consideration that 
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HIV infection is a result of one‟s behaviors and/or lifestyle that deviate from social 

norms and values, which are informed by religion and cultural rules; consequently, 

this leads to HIV stigma. Although studies on HIV stigma in Indonesia have been 

conducted, they mostly focus on HIV stigma from the society and health care 

providers towards PIWH. Nevertheless, studies on HIV stigma based on the PIWH's 

perspective do exists, but they involve HIV prisoners, who might experience a 

different level of stigma from PIWH living in the community as it is easier for the 

latter to conceal their HIV status. Moreover, to author‟s knowledge, no study has as of 

yet explored stigma management strategies in Indonesia, which are essential for the 

development of interventions to decrease the level of stigma afflicting PIWH. 

Therefore, a study investigating simultaneously the experience and management of 

stigma among PIWH in Bali, Indonesia is both important and needed. 
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Chapter 3 

Research Methodology 

 

This chapter presents the details of the research methodology, which consists 

of the research design, study setting, samples size and respondents, sampling 

technique, instrumentation, translation of the instruments, validity and reliability of 

the instruments, data collection procedures, and data analysis. This chapter also 

discusses the ethics of pertaining to the research. 

 

Research Design 

A descriptive cross-sectional study was conducted to describe both the HIV 

stigma experience and stigma management strategies among PIWH in Bali, Indonesia. 

 

Study Setting 

There are hospitals, public health centers, and private clinics, which provide 

HIV services in Bali, Indonesia. However, four locations were selected due to 

providing free registered access for PIWH to receive ART regularly on monthly 

bases. They were two hospitals in Denpasar, one hospital in Badung, and one private 

clinic. 

 

Sample Size and Respondents 

The target population in this study was PIWH in Bali, Indonesia. PIWH in 

Bali frequent either the HIV Outpatient Department (OPD) of hospitals or private 

clinics. The total HIV cases in Bali in 2016 were 1,539 cases (Denpasar AIDS 
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Commission, 2016). According to Bartlett, Kotrlik, and Higgins (2001), the sample 

size for a descriptive study is based on this formula: 

   
          

    
 

Note. n0 = sample size; t = normal deviation for a two-tailed alternative at the level of 

significance (e.g., 5% = 1.96; 1% = 2.58); s = estimated standard deviation; d = 

margin of error for mean (point of scale * margin of error). 

 

Therefore, the minimum sample size for this study was determined to comprise 194 

respondents (Appendix J). However, taking into consideration the non-response rate 

(10%), the total sample size of this study was established at 215. 

 

Sampling Technique 

Respondents were recruited using purposive sampling. The following 

inclusion criteria were used to recruit respondents in this study: (1) adults aged 18 

years or above, (2) aware of their HIV-positive diagnosis, (3) cooperative and 

communicative, (4) able to read and understand Bahasa Indonesia, and (5) willing to 

participate in this study as indicated by a signed informed consent. The exclusion 

criteria in this study were: (1) pregnant adults and (2) age of 65 years or above. 

 

Instrumentation 

The instruments used to measure the two variables of this study were the 

Demographic Characteristics Form for Persons Infected with HIV, the 28-Item 

Internalized HIV Stigma Scale, and Stigma Management Strategies Checklist 

(Appendix C, D, and G). Each instrument is described as follows: 
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Instruments 

Part 1: Demographic Characteristics Form for Persons Infected With HIV 

(DCFPIWH). This was developed by the researcher based on literature review related 

to stigma experience and management. The DCFPIWH consists of 12 items−age, 

gender, sexual orientation, religion, race/ethnicity, level of education, employment 

status before and after HIV diagnosis, age at HIV diagnosis, duration of HIV 

diagnosis, place of residence, and persons living with (Appendix C). 

Part 2: The 28-Item Internalized HIV Stigma Scale. Stigma experience was 

measured using the 28-Item Internalized HIV Stigma Scale developed by Sayles et al. 

(2008) (Appendix D). It consists of four subscales: stereotypes (12 items), disclosure 

concerns (5 items), social relationships (7 items), and self-acceptance (4 items). This 

tool uses a five-point Likert scale where none of the time = 0, a little of the time = 1, 

some of the time = 2, most of the time = 3, all of the time = 4. There were two negative 

items where the researcher had to reverse the score before analysis. To find the result 

of subscale scores, it was calculated by summing individual item scores and then 

dividing the sum by the number of items in that subscale (Culbert et al., 2015). Thus, 

to get the result of overall score, it was calculated by adding all subscale scores and 

dividing the sum by four in order to ensure that factors were weighted equally 

(Culbert et al., 2015). Moreover, the total score was transformed into a range of 0-100 

based on the directions of the original tool (Sayles et al., 2008) (Appendix E). Higher 

scores refer to higher stigma levels. In addition, the interpretation of the level of HIV 

stigma experience was categorized into three levels−low, moderate, and high−for the 

total stigma as well as each subscale using the 33
rd

 and 66
th

 percentile cut-off values 
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from the distribution of scores (Gohain & Halliday, 2014). Therefore, the level of 

HIV stigma experience of this study was categorized as follows: 

Table 1 

Level of Total HIV Stigma and Each Subscale 

 Mean score 

Level Stereotypes Disclosure 

concerns 

Social 

relationships 

Self-

acceptance 

Total stigma 

Low 0.00-22.91 0.00-29.99 0.00-3.56 12.50-62.49 7.81-33.04 

Moderate 22.92-43.75 30.00-65.00 3.57-21.43 62.50-87.50 33.05-51.56 

High 43.76-93.75 65.01-100.00 21.44-71.43 87.51-100.00 51.57-87.13 

 

Part 3: Stigma Management Strategies Checklist (SMSC). The SMSC was 

developed by the researcher based on the Stigma Management Strategies Open 

Questions (SMSOQ) (Appendix F). SMSC consists of eight parts based on Dodd‟s 

SMM (Appendix G). The first part provided the list of stigma management strategies 

used by PIWH. In addition, respondents were asked about the reasons for managing 

stigma; the information sources utilized to manage stigma; and people who helped in 

managing stigma. Moreover, they were queried about their satisfaction with and the 

effectiveness of a stigma management strategy, which involved their rating from the 

most effective and the least effective. One respondent could choose more than one 

answer except for the part dealing with satisfaction and effectiveness. A higher 

frequency or percentage refers to a larger number of stigma management strategies 

used by the respondent to prevent or reduce stigma.  

Translation of instruments. The 28-Item Internalized HIV Stigma Scale was 

translated from English to Bahasa Indonesia. The translation process followed the 
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protocol suggested by Brislin (as cited in Polit & Beck, 2012) which consists of three 

steps: 1) selecting and preparing translators based on the criteria of one serving as a 

translator; 2) undertaking an iterative process; and 3) testing the translated version.  

At the first step, the researcher selected two bilingual translators and one 

bilingual reviewer with satisfactory understanding of both languages and with a 

nursing education background (Appendix H). The English version was translated into 

Bahasa Indonesia by the first bilingual translator from Community Nursing, Udayana 

University, Bali, Indonesia, and the back translation from Bahasa Indonesia to English 

was carried out by the second bilingual translator from Adult and Gerontological 

Nursing, Syiah Kuala University, Aceh, Indonesia. The second translator was blinded 

to the original English version and did not know the first translator. 

During the second step, after translation into Bahasa Indonesia and back 

translation into English, both the original English version and the back-translated 

English version of the questionnaire were compared by a bilingual reviewer from the 

Institute of Health Science of Bali, Indonesia. The bilingual reviewer detected and 

clarified minor discrepancies and ensured the translated instrument was equivalent in 

meaning to the original version. Finally, the translated version was pre-tested in order 

determine its reliability. 

The validity of the instrument. The content validity of SMSOQ was assessed 

by three experts in HIV/AIDS care (Appendix I). One expert was from Adult and 

Gerontological Nursing Department, Faculty of Nursing, Prince of Songkla 

University, Thailand. The other two experts were HIV researchers from Indonesia 

who have researched stigma in Indonesia−one from the University of Indonesia, and 

the other one was a head nurse with expert clinical experience in taking care of 



46 
 

patients with HIV/AIDS from Sanglah Hospital, Bali. The experts assessed the 

content in order to determine whether the items on the questionnaire were accurate, 

appropriate, and apt at answering the research question and achieve the objective of 

the study. The scale content validity index (S-CVI) is valid if the score is found to be 

1.00 (Polit & Beck, 2006). However, an average S-CVI score of 0.90 is indicative of 

strong validity (Polit & Beck, 2012). In this study, the total CVI value of SMSOQ was 

1.00. 

Reliability of the instrument. The Indonesian version of the 28-Item 

Internalized HIV Stigma Scale was tested for internal consistency using the 

Cronbach‟s alpha coefficient. An acceptable r value of above .70 is required and 

perceived as acceptable (Polit & Beck, 2017). According to Radhakrishna (2007), a 

pretest of the instrument can be determined from a minimum of 20 samples that have 

the same characteristics as the research samples. Therefore, a reliability test was done 

among 20 selected respondents in this study, and the ensuring Cronbach's alpha 

coefficient was .92 (Appendix D). 

 

Ethical Considerations 

This study is in compliance with the ethical considerations and ethical 

principles involved in nursing research. According to Polit & Beck (2017), the ethical 

principles of nursing involve the beneficence of the research in relation to its subjects 

as well as their right to freedom from harm and discomfort, protection from 

exploitation, respect for human dignity, self-determination, full disclosure on the part 

of the researchers, and justice. This study concerned the right to full disclosure, 

justice, self-determination, comfort, and respect for human dignity. In addition, 
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permission for data collection in this study was obtained from two institutions, 

namely the Human Research Ethics Center for Social and Behavioral Sciences 

Institutional Review Board (IRB) Prince of Songkla University, Thailand (research 

code: PSU IRB 2019-NSt 005) and the Research Ethics Committee Faculty of 

Medicine, Udayana University/Sanglah Hospital Denpasar, Bali (research number 

420/UN.14.2.2.VII.14/LP/2019) (Appendix L). However, there was protocol 

amendment during the process of this study, which was approved from the same 

institution: IRB Prince of Songkla University, Thailand (document number: PSU 

606.1/322) and the Research Ethics Committee Faculty of Medicine, Udayana 

University/Sanglah Hospital Denpasar, Bali (document number 

2371/UN.14.2.2.VII.14/LP/2019). The protocol amendment was needed due to the 

researcher changed or revised some parts of the content in particular the tool, e.g., 

SMSOQ was modified to SMSC, and it was approved. 

When conducting HIV research, ethical consideration is necessary. The 

principle of HIV research found in the Muthuswamy study (2005) is congruent with 

the basic principles from of the Belmont Report (1979); hence the core ethic 

principles for this type of research are the PIWH‟s autonomy of identity, beneficence 

and non-maleficence, and justice in participating in research and care (Hlongwa, 

2016; Power et al., 2018). Their detailed explanations are as follows: 

Autonomy. The researcher explained the procedures, purpose, benefits, and 

risks of the research to the respondents in detail. The researcher also informed the 

respondents that they are free to discontinue their participation at any time and 

without any explanation. In order to ensure the anonymity and confidentiality of the 

respondents, a signed pre-informed consent, an informed consent, and labeling using 
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numeric codes were employed. Moreover, all collected data will be kept for at least 

five years and then destroyed (Anderson, Braxton, Dunham, Imker, & Rimkus, 2016). 

Beneficence and non-maleficence. According to the Canadian Association 

for HIV/AIDS Research (2008), if the respondent has a psychological problem while 

participating in the study, the researcher should respect the confidentiality of the 

respondent, take measure to avoid causing any harm by refraining from imposing the 

values of the researcher on the respondent, and seek the help of a professional 

psychologist to assist the participant deal with the problem. In this study, no 

respondent exhibited any symptoms of distress. During the study‟s preparatory stage, 

the researcher contacted and made relevant preparations with a doctor and nurses that 

in the event of the respondent suffering a crisis caused by distress during filling the 

questionnaires, a break from the process should be taken as necessary. In fact, no such 

crises or any other severe problem were observed regarding any of the respondents of 

this study. 

Justice. Throughout this study, the researcher treated all respondents the same 

way irrespective of gender, sexual orientation, religion, and cultural background. 

Moreover, the researcher prepared a reward for all respondents−a small souvenir in 

the form of a key chain from Thailand−as a token of appreciation for the respondents 

spending their valuable time to participate in the research. The reward was the same 

for every respondent. 
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Data Collection Producers 

Data collection was conducted from March to May 2019. The procedure 

started with the preparation phase, which was followed by the recruitment phase, and 

the data collection phase. The process for this study was as follows: 

Preparation phase. The preparation phase involved seeking and obtaining 

ethical approval, preparing the permission letter, and conducting a reliability test. 

After receiving ethical approval from the IRBs in Thailand and Bali, the researcher 

asked sought permission, via a letter, from the provincial government of Bali, 

Indonesia before asking for the permission of each study setting (Appendix M). 

Furthermore, after receiving permission letters from each study setting, a reliability 

test was conducted for the 28-Item Internalized HIV Stigma Scale, which included a 

face-to-face interview using SMSOQ. 

Recruitment phase. Firstly, the researcher met the head nurse of the HIV 

OPD in order to explain the purpose of the research and the inclusion/exclusion 

criteria. Then the researcher selected nurses at the HIV OPD clinic to inform them 

about the study and the data-collection process. The role of these nurses was to 

approach the PIWH who met the inclusion criteria. After that, they gave the pre-

informed consent forms to potential respondents to sign when they expressed an 

interest in participating in the research. Finally, the nurse accompanied the respondent 

to meet the researcher in a private room or counseling room directly. 

Data collection phase. 

1. The respondent was given a brief explanation in a private room−one on one 

with the researcher−that included the objectives and procedures of the study as well as 
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the potential benefits the respondent would have by participating in the research. 

After agreeing to participate, the respondent was asked to sign the informed consent. 

2. The researcher asked the respondent to fill in the questionnaire 

independently. Some respondents did not want to read, so the researcher read the 

questions to them and assisted them to answer the questions. 

3. After the respondent finished the questionnaires, the researcher checked the 

completion of the questionnaires. All questionnaires were answered in approximately 

15-25 minutes. 

4. The researcher thanked the respondents, head nurse, nurses, doctors, and 

other health care providers for their cooperation. 

 

Data Analysis 

Data management. After data collection, all data were entered, checked, 

cleaned, and then transferred into a data file. The researcher used double data entry to 

prevent errors in processing the entry of data. This method compares the two data sets 

with the aim of ensuring the accuracy of the data and checking for outliers in order to 

clean the data. 

Analyzing data. To analyze the data, the author used statistical software 

congruent with the methods related to descriptive statistics in order to answer the 

research questions. 

1. Data involving demographic characteristics were analyzed using 

frequencies, percentages, means (M), and standard deviation (SD). Age was presented 

as M and SD, and maximum and minimum. 
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2. The 28-Item Internalized HIV Stigma Scale was analyzed using 

frequencies, percentages, ranges, means (M), and standard deviation (SD). Regarding 

the first research question, related to the description of the level of stigma, the total 

score of stigma was determined via M (SD). In addition, M (SD) were also used to 

identify the level of stigma in each subscale. Moreover, M (SD) were used to rank 

items by level of stigma, i.e., low to high level of stigma. Specifically, items 26 and 

27 required the correction of their scores through the reversal of the five-point Likert 

scale and the change of the meaning of scale values. 

3. SMSC was analyzed via frequencies and percentages for each type of 

stigma management strategy. In relation to the second research question, concerning 

the description of stigma management strategies, the higher frequencies or 

percentages indicated a greater number of stigma management strategies used by the 

respondent. 
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Chapter 4 

Results and Discussion 

 

This descriptive study was designed to describe the level of HIV stigma 

experienced by as well as the stigma management strategies in Bali, Indonesia. Two 

hundred and fifteen PIWH were purposively selected. The respondents were obtained 

from hospitals and a private clinic. The results and their discussion are presented in 

three parts: 

Part 1: Demographic characteristics of persons infected with HIV. 

Part 2: Stigma experienced by persons infected with HIV. 

Part 3: Stigma management strategies used by persons infected with HIV. 

  

Results 

Demographic characteristics of persons infected with HIV. Two hundred 

and fifteen PIWH completed three questionnaires. The demographic characteristics of 

the respondents are presented below (Table 2). More than half of them (50.2%) 

ranged in age from 19-35 years old (M = 35.47, SD ± 8.51). Mostly males participated 

in this study (63.3%). Over half of the respondents identified their sexual orientation 

as heterosexual (74.5%), and the others were homosexual (15.3%) and bisexual 

(10.2%). In terms of religious affiliation, most of the respondents in this study were 

Hinduism (58.6%), Islam (25.6%), and Protestant Christianity (9.3%). Moreover, the 

two most common ethnicities were Balinese (63.3%) and Javanese (24.2%). Over half 

(52.6%) of the respondents had completed senior high school, and the employment 

status for more than half of them−both before HIV diagnosis (59.5%) and after HIV 
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diagnosis (52.1%)−was self-employed. One hundred and forty-five (67.4%) reported 

being diagnosed with HIV between the age of 19 and 35 years, and 65.6% reported 

having had the diagnosis for more than two years. One hundred and fifty-one 

respondents (70.2%) lived in an urban area while 29.8% of them lived in a rural area. 

More than half of the respondents (68.9%) reported that they lives with their family. 

Table 2 

Demographic Characteristics of PIWH (N = 215) 

Demographic Characteristic Frequency Percentage 

Age (years) 

(M = 35.47; SD ± 8.51; Min. = 19; Max. = 64) 

19-35 

36-55 

56-64 

 

 

108 

103 

4 

 

 

50.2 

47.9 

1.9 

Gender 

Male 

Female 

 

136 

79 

 

63.3 

36.7 

Sexual orientation 

Heterosexual 

Homosexual 

Bisexual 

 

160 

33 

22 

 

74.5 

15.3 

10.2 

Religion 

Hinduism 

Islam 

Protestant Christianity 

Buddhism 

Catholicism 

Other 

 

126 

55 

20 

8 

4 

2 

 

58.6 

25.6 

9.3 

3.7 

1.9 

0.9 

Note. M = Mean; SD = standard deviation; Min = Minimum; Max = Maximum 
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Table 2 (continued) 

 

  

Demographic Characteristics of PIWH (N = 215) 

 

  

Demographic Characteristic Frequency Percentage 

Race/Ethnicity 

Balinese 

Javanese 

Betawi/Jakarta 

Chinese 

Others (e.g., people from Sumatra, 

Kalimantan, Sulawesi, Maluku, Nusa 

Tenggara Islands, etc.) 

 

136 

52 

2 

3 

 

22 

 

63.3 

24.2 

0.9 

1.4 

 

10.2 

Level of education 

No education 

Primary school 

Junior high school 

Senior high school 

Undergraduate/Post-Graduate 

 

1 

19 

46 

113 

36 

 

0.5 

8.8 

21.4 

52.6 

16.7 

Employment status before HIV diagnosis 

Unemployed 

Employed 

Self-employed/business owner 

Private-sector employee 

Government employee 

Others profession 

 

16 

 

37 

128 

7 

27 

 

7.4 

 

17.2 

59.5 

3.3 

12.6 

Employment status after HIV diagnosis 

Unemployed 

Employed 

Self-employed/business owner 

Private-sector employee 

Government employee 

Other profession 

 

25 

 

49 

112 

6 

23 

 

11.6 

 

22.8 

52.1 

2.8 

10.7 

Age at HIV diagnosis (years) 

≤ 18 

19-35 

36-50 

51-64 

 

4 

145 

59 

7 

 

1.9 

67.4 

27.4 

3.3 

 

 

 

  



55 
 

Table 2 (continued) 

 

  

Demographic Characteristics of PIWH (N = 215) 

 

  

Demographic Characteristic Frequency Percentage 

   

Duration since HIV diagnosis 

< 1 year 

1-2 years 

> 2 years 

 

42 

32 

141 

 

19.5 

14.9 

65.6 

Place of residence 

Rural 

Urban 

 

64 

151 

 

29.8 

70.2 

People living with 

Alone 

Family 

Friend(s) 

Spouse 

 

37 

148 

8 

22 

 

17.2 

68.9 

3.7 

10.2 

 

Stigma experienced by persons infected with HIV. Overall, the mean score 

of total stigma was at a moderate level (M = 42.88, SD ± 17.59); the subscale scores 

were at a moderate level as well. The data for each subscale were: stereotypes (M = 

34.91, SD ± 21.89), disclosure concerns (M = 46.32, SD ± 29.35), social relationships 

(M = 16.73, SD ± 17.43), and self-acceptance (M = 73.57, SD ± 20.34) (Table 3). 
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Table 3 

Range, Mean, Standard Deviation and Level of HIV Stigma Experience (N= 215) 

Subscale Range M SD Level* 

Stereotypes 0.00 − 93.75 34.91 21.89 Moderate 

Disclosure concerns 0.00 − 100.00 46.32 29.35 Moderate 

Social-relationships 0.00 − 71.43 16.73 17.43 Moderate 

Self-acceptance 12.50 − 100.00 73.57 20.34 Moderate 

Total Stigma 7.81 − 87.13 42.88 17.59 Moderate 

Note. M = mean score; SD = standard deviation; * = the mean scores for a low, 

moderate, and high stigma level for each subscale and for total stigma were different. 

They were based on the 33
rd

 and 66
th

 percentile cut-off values of the distribution of 

scores for each subscale and total stigma. This was adapted from the paper entitled, 

“Internalized HIV-stigma, mental health, coping and perceived social support among 

people living with HIV/AIDS in Aizawl District: A pilot study,” by Z. Gohain and M. 

A. L. Halliday, 2014, Psychology, 5, 1794-1812. 

 

The three highest and lowest mean scores of the 28-Item Internalized HIV 

Stigma Scale. Additionally, Table 4 shows the three highest mean scores and the 

three lowest mean scores of the 28-Item Internalized HIV Stigma Scale rated by 

respondents. Feeling uncomfortable with telling others about their HIV status (M = 

85.50, SD ± 24.25); feeling uncomfortable with talking about HIV with family (M = 

81.75, SD ± 27.00); considering important to keep their HIV status a secret from co-

workers (M = 67.75, SD ± 37.50) were the items with the highest mean scores in the 

self-acceptance subscale. Oppositely, the three lowest mean scores were observed for 

feeling abandoned by their family due to their HIV status (M = 13.50, SD ± 25.00), 

nurses and doctors treating PIWH as if they are contagious (M = 9.75, SD ± 18.75), 

and nurses and doctors disliking providing care for PIWH (M = 6.50, SD ± 16.00); 

these items were a part of the social-relationships subscale. 
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Table 4 

Item Ranking: Three Highest Mean Scores and Three Lowest Mean Scores of the 28-

Item Internalized HIV Stigma Scale (N = 215) 

 

Ranking 

order 

Item 

no. 

 

Content of item 

 

M ± SD 

 

Subscale 

1 26 Feeling uncomfortable with 

telling others about their HIV 

status 

85.50 ± 

24.25 

Self-acceptance 

2 27 Feeling uncomfortable with 

talking about HIV with family 

81.75 ± 

27.00 

Self-acceptance 

3 28 Considering important to keep 

HIV status a secret from co-

workers 

67.75 ± 

37.50 

Self-acceptance 

…     

26 20 Feeling abandoned by family 

members due to HIV infection 

13.50 ± 

25.00 

Social-relationships 

27 18 Nurses and doctors treating 

PIWH as if they are 

contagious 

9.75 ± 

18.75 

Social-relationships 

28 19 Nurses and doctors disliking 

providing care for PIWH 

6.50 ± 

16.00 

Social-relationships 

Note. M = Mean; SD = standard deviation 

Stigma management strategies used by persons infected with HIV. Thirty-

seven stigma management strategies were found in this study. The three most often 

used strategies by PIWH were praying (70.7%), positive thinking (70.2%), and 

keeping HIV status a secret (66.0%). Meanwhile, the three least used strategies were 

forgiveness of oneself, relatives, and situations (12.6%), creating ulterior reasons 

(hiding the true reasons) to explain their health condition and/or illness (13.5%), and 

being selective when choosing friends or a community where to live or work (13.5%) 

(Table 5). 
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Table 5 

Stigma Management Strategies Used by Persons Infected With HIV (N = 215) 

Stigma management strategies Frequency Percentage 

Praying 152 70.7 

Positive thinking 151 70.2 

Keeping HIV status a secret 142 66.0 

Adherence to treatment  135 62.8 

Preoccupation with other things or activities 133 61.9 

Trying to live life and coming to terms with being a PIWH 132 61.4 

Working 127 59.1 

Behaving like „normal‟ people who do not have HIV 125 58.1 

Hanging out or traveling 124 57.7 

Pursuing a hobby (doing favorite daily activities) 114 53.0 

Looking to the future 113 52.6 

Focus on the here and now 94 43.7 

Practicing silence and solitude 93 43.3 

Seeking support from health care providers 93 43.3 

Hiding ARV drugs or changing their package labels 91 42.3 

Seeking support from the family 83 38.6 

Sleeping enough 82 38.1 

Trying to do not care about what people say or do 74 34.4 

Seeking support from the spouse 69 32.1 

Abstain from discussion of topics related to HIV 67 31.2 

Doing good or behaving well in line with the concept of 

Karma 

61 28.4 

Sharing information with or educating others about HIV 53 24.7 

Ignoring negative feelings 52 24.2 

Staying alone in a quiet room or place 50 23.3 

Seeking the support of a friend 49 22.8 

Accepting whatever happens as the will of God 46 21.4 

Joining the HIV community 46 21.4 

Feeling oneself to be lucky and better than others in some 

ways 

44 20.5 

Reading holy book 44 20.5 

Relocation–moving from one area to another 43 20.0 

Seeking information from health care providers 42 19.5 

Trying to be nice to people (doing good to others) 42 19.5 

Meditation or Yoga 40 18.6 
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Table 5 (continued) 

 

  

Stigma Management Strategies Used by Persons Infected With HIV (N = 215) 

 

Stigma management strategies Frequency Percentage 

Changing the topic when people discuss HIV 35 16.3 

Creating ulterior reasons (hiding the true reasons) to 

explain their health condition and/or illness 

29 13.5 

Being selective when choosing friends or community 

where to live or work 

29 13.5 

Forgiveness (to oneself, relatives, and situation) 27 12.6 

 

Reasons given by PIWH for managing the stigma. Several reasons for 

managing HIV stigma were discovered in this study. Most respondents answered that 

they managed stigma in order to either decrease stress or avoid it (68.8%); 

maintaining good health (44.7%) as the least frequent encountered reason (Table 6). 

Table 6 

Frequency and Percentage of Reasons for Managing Stigma (N = 215) 

Reason for managing stigma Frequency Percentage 

To decrease and/or avoid stress 148 68.8 

To live like „normal‟ people that do not have HIV 124 57.7 

To transform negative thoughts to positive ones 119 55.3 

To maintain good health 96 44.7 

 

Source of information for managing stigma. Table 7 shows the frequency 

and percentage of information sources accessed by the respondents to manage HIV 

stigma. The reported sources of information were self-study, health care providers, 

friends, spouses, and family members. One hundred and forty-seven respondents 
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obtained information on how to manage stigma via self-study (68.4%), and forty-four 

(20.5%) others received such information from a friend. 

Table 7 

Frequency and Percentage of Information Sources Accessed by PIWH to Manage 

Stigma (N = 215)  

Information source Frequency Percentage 

Self-study (e.g., internet, TV, health promotion literature, 

socialization) 

147 68.4 

Health care providers (doctors, nurses, counselors) 111 51.6 

Spouses 55 25.6 

Family 50 23.3 

Friends 44 20.5 

 

People assisting in managing stigma. Table 8 shows the frequency and 

percentage of types of people the respondents identified to play a role in managing the 

HIV stigma they face. Most respondents helped themselves (66.0%) and seldom 

sought help from a friend (22.8%). 

Table 8 

Frequency and Percentage of Types of People Helping in Managing Stigma (N = 

215) 

People who helped manage stigma Frequency Percentage 

Oneself (PIWH) 142 66.0 

Health care providers (doctors, nurses, counselors) 93 43.3 

Family 83 38.6 

Spouses 69 32.1 

Friends 49 22.8 
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Satisfaction with and effectiveness of stigma management strategies. More 

than half of the respondents (65.6%) reported being satisfied with their stigma 

management strategies, and the majority (96.3%) perceived having chosen effective 

stigma management strategies (Table 9).  

Table 9 

Frequency and Percentage of Satisfaction With and Effectiveness of Stigma 

Management Strategies Used by PIWH (N = 215) 

 

Satisfaction with and effectiveness of stigma management 

strategies 

Frequency Percentage 

Satisfied 141 65.6 

Quite satisfied 66 30.7 

Not satisfied 8 3.7 

Effective 207 96.3 

Ineffective 8 3.7 

 

Most effective HIV stigma management strategies. The most effective stigma 

management strategies reported by the respondents of this study are shown in Table 

10. Sixty-two (28.8%) of the respondents answered that the most effective stigma 

management strategy was praying or participating in spiritual practices. 
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Table 10 

Frequency and Percentage of the Most Effective HIV Stigma Management Strategies 

(N = 215) 

 

Stigma management strategy Frequency Percentage 

Praying or performing spiritual practices  62 28.8 

Positive thinking 57 26.5 

Working or finding another activity to occupy one with 34 15.8 

Pursuing a hobby 21 9.8 

Hanging out or traveling 15 7.0 

Sharing their story with or seeking support from close 

friends 

11 5.1 

Sharing their story with or seeking support from family 11 5.1 

Sharing their story with or seeking the support of the 

spouse 

4 1.9 

 

Least effective HIV stigma management strategies. Table 11 shows the first 

least effective stigma management strategies reported by the respondents of this 

study. One hundred and six (49.3%) of the respondents stated that all of the strategies 

they chose to follow were effective. However, the least effective stigma management 

strategy identified in this study was staying alone (21.9%). 
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Table 11 

Frequency and Percentage of the Least Effective HIV Stigma Management Strategies 

Employed by PIWH to Deal with HIV Stigma (N = 215) 

 

Stigma management stretegy Frequency Percentage 

No ineffective strategies were identifies (all strategies 

were reported being effective to some extent) 

106 49.3 

Staying alone 47 21.9 

Sharing their story with or seeking support from: friends, 

family, and spouse 

36 16.7 

Sleeping enough 14 6.5 

Working 12 5.6 

 

Discussion 

The findings of this study provide the level of HIV stigma experience and the 

list of stigma management strategies among PIWH in Bali, Indonesia. This part 

presents the discussion of the findings based on the research questions and research 

objectives of this study. The discussion consists of the demographic characteristics of 

the respondents, stigma experienced by PIWH, and stigma management strategies 

used by PIWH. 

Demographic characteristics of persons infected with HIV. These findings 

highlighted that 50.2% of the respondents‟ ages ranged from 18-35 years old which 

was in the young-adult phase and 63.3% was male. These findings were congruent 

with the national statistics of the Directorate General of Disease Control and 

Environmental Health, Ministry of Health, Republic of Indonesia (2018) in which 

adult ages in range from 25-49 years old were the highest percentage (69.2%) of 
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PIWH rather than other age groups and males infected with HIV (62%) were higher 

than females. In addition, 74.5% was heterosexual in this study wherein HIV/AIDS 

data in Bali reported that the total of heterosexuals with HIV (77.7%) more than both 

homosexuals (11.1%) and bisexuals (0.4%) (Denpasar AIDS Commission, 2016). 

According to Bello, Kabakama, Baisley, Francis, and Jones (2019), heterosexuals in 

lower and middle-income countries were associated with high-risk sexual behavior 

due to oral and anal sexual activity through inconsistent condom use and having sex 

with multiple partners. This could point out the high-risk of HIV transmission occurs 

among heterosexual males in the young-adult phase in a lower and middle-income 

country, e.g., Indonesia, which cause high number of HIV cases among heterosexual. 

These findings also highlighted that ethnicity was Balinese (63.3%) due to this 

study having been conducted in Bali. Bali, as one of top ten provinces, has a high 

number of HIV infection cases (sixth position with 510 cases) and AIDS cases (fourth 

position with 244 cases) in Indonesia (Directorate General of Disease Control and 

Environmental Health, Ministry of Health, Republic of Indonesia, 2018). In addition, 

the most common religion in this study were Hindu (58.6%), which is congruent with 

a study by Kumar et al. (2017) in that 78.8% of PIWH were Hindu. Moreover, senior 

high school was the highest percentage (52.6%) among the level of education, which 

has a similar result with Januraga et al. (2018) and Utami et al. (2017) who conducted 

HIV research in Indonesia. 

This study showed that private employee, both before (59.5%) and after 

(52.1%) HIV diagnosis, was the highest percentage for employment status. This 

finding was congruent with the national statistics of the Directorate General of 

Disease Control and Environmental Health, Ministry of Health, Republic of Indonesia 
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(2018) in which PIWH work as a private employee (1,187 cases during October to 

December 2017). In addition, 70.2% lived in an urban area and 68.9% were living 

with their family which were congruent with HIV/AIDS data in Bali. This could 

support that HIV transmission is mostly in an urban area and transmitted by those 

who live with their family. According to Denpasar AIDS Commission (2016), PIWH 

were mostly living in urban areas, such as Denpasar and Badung, wherein Denpasar 

has 39% and Badung has 16.1% of 1,539 PIWH in Bali. 

Stigma experienced by persons infected with HIV. The level of stigma 

experience was at a moderate level (M = 42.88, SD ± 17.59). The findings reflected 

that respondents perceived themselves as deviant from the cultural norm and 

possessed a „spoiled identity‟ in their community. Furthermore, Sayles et al. (2008), 

highlighted that the intensity of stigma may be increased among the group who have 

been marginalized due to gender and ethnicity. 

Over half of the respondents in this study were male, which corroborates with 

the previous result that males significantly internalized HIV stigma more than females 

in India (Malave, Ramakrishna, Heylen, Bharat, & Ekstrand, 2014). Stereotyping by 

society develops stigma for male due to two reasons. First, male had associated sex 

with multiple partners and inconsistent use condom (Carlos et al., 2017) that might 

result in a female being infected with HIV. Second, males being labeled as 

“masculine” which could also increase internalized stigma among males infected with 

HIV (Okoror, Falade, Walker, Oloruniana, & Anaele, 2016). Masculinity is one of the 

inequalities of traditional gender norms in the social process, and males infected with 

HIV experience internalized stigma because of failing to embody masculinity as 

manly and adequately to be self-reliant family providers. These males also experience 
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less power in the community due to their HIV status which is regarded as a fatal 

illness (Wyrod, 2011). 

Furthermore, more than half of the respondents were Balinese and most of 

them followed Hinduism, in which they adhered to the philosophy of Hinduism. A 

part of Balinese culture and local wisdom is a mutual relationship between human and 

human or “Menyama braya” concept (Sitiari, Suprapti, Sintaasih, & Sudibya, 2016; 

Suwitha, 2016). PIWH may worry about meeting people and being fearful of the 

community in Bali guessing their HIV status by noticing the physically changes in 

them. This may due to knowledge about HIV/AIDS of society need to improve in 

Bali, Indonesia. According to the Indonesia Demographic and Health Survey (2012), 

there was only a small number of Indonesians who understand HIV/AIDS 

comprehensively. This may impact on the negative attitude of Indonesians toward 

PIWH (Mutahar, Najmah, & Yenni, 2011). 

All the subscales were also at a moderate level. However, the self-acceptance 

subscale has the highest mean score among the other subscales. This reflects that the 

respondents had not yet accepted themselves as PIWH. They had a negative feeling; 

they felt shame, guilt, and miserable after being diagnosed with HIV (Donnelly et al., 

2016; Karamouzian et al., 2017; Santos et al., 2014). Furthermore, three items under 

the self-acceptance subscale had the highest mean score. The three highest items were 

feeling uncomfortable with telling others about their HIV status (M = 85.50, SD ± 

24.25); feeling uncomfortable with talking about HIV with family (M = 81.75, SD ± 

27.00); and considering important to keep HIV a secret from co-workers (M = 67.75, 

SD ± 37.50). The respondents in this study were not yet acceptable with their HIV 

status and in particular telling anyone including discussing it with their family or 
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telling their co-workers. This would appear to indicate that the respondents were 

apprehensive of people will knowing their HIV status, thus they isolated themselves 

from social life, which then would intensify the stigma. Consequently, the trajectory 

toward self-acceptance as PIWH will have difficulty to achieve (Albright & Fair, 

2018). 

The three lowest mean scores were under social relationships. This reflects 

that the lower level of stigma perceived by respondents from their family, nurses, and 

doctors based on three lowest mean scores, namely feel abandoned by family because 

have HIV (M = 13.50, SD ± 25.00); nurses and doctors treat PIWH as if they are 

contagious (M = 9.75, SD ± 18.75); nurses and doctors dislike caring for PIWH (M = 

6.50, SD ± 16.00). The findings from this study are inconsistent with previous studies 

that mentioned PIWH had avoidance and discrimination experiences from family 

activity, spouse, health care providers, society (Fazeli et al., 2017; Karamouzian et al., 

2017; Mhode & Nyamhang, 2016; Santos et al., 2014; Stutterheim et al., 2014). It 

could nevertheless be argued that HIV health services in these study settings are 

isolated from other OPDs or clinics so that respondents can build comfortable 

interaction, communication, and relationship with health care providers. 

Interestingly, the mean score of this finding is quite similar with previous 

result in India by Gohain and Halliday (2014) that found the overall stigma was at a 

moderate level (M = 41.07, SD ± 16.66). In addition, a further supporting mean score 

(M = 41, SD ± 19) comes from Sayles et al. (2009) who conducted a study in Los 

Angeles. Remarkably, the mean score of internalized HIV stigma in this study (M = 

42.88, SD ± 17.59) is quite similar with two others. This could point out that 

internalized HIV stigma is common phenomenon around the world. It supported a 
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previous study by Stuenkel and Wong (2013) stated that stigma is a worldwide 

phenomenon, e.g., character blemishes toward PIWH. 

Stigma management strategies used by persons infected with HIV. Of the 

37 strategies that were found in this study, praying was the most common and the first 

most effective used by PIWH to manage stigma. Most religions in Indonesia believe 

in the existence of God and the power of religiosity. Religion might lead respondents 

to worship God through prayer, so that they may feel calmer, peaceful, and sincere; 

feel guided and protected by God; accept themselves as PIWH to continue their life. 

As proposed by Tang and Chen (2018), religion teaching helped PIWH to experience 

peace of mind, accept their HIV status and their illness, be willing to access HIV 

health care services, and there was still a place in the church for them regardless of 

their health status. Beyond praying; reading the holy book, meditation or Yoga, and 

accepting whatever happens as the will of God were also an implementation of 

religiosity and spiritual activity. Previous findings revealed that spiritual well-being 

had a negative correlation with personalized stigma and self-image (Hutson, 

Darlington, Hall, Heidel, & Gaskins, 2018) and that HIV stigma affected spiritual 

health (Yu, Chiu, & Ko, 2018). This could point out that the implementation of 

religiosity and spiritual activity are common strategies used by most respondents to 

manage HIV stigma and achieve the purpose of spiritual health. 

As well as praying, positive thinking was the second most common and 

effective stigma management strategy used by PIWH. This study also found that more 

than half of the respondents managed stigma due to wanting to transform negative 

thoughts to positive ones. These findings appear to be well substantiated by the 

previous study from India in that positive coping strategies had a positive impact on 
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health outcomes (Kumar, Mohanraj, Rao, Murray, & Manhart, 2015). Positive 

strategies can be developed to enhance problem-solving skills to improve adherence 

to treatment and decrease internalized HIV stigma among young adults in the United 

States (Mimiaga et al., 2019). This could point out that positive thinking is a strategy 

that could prevent worsening psychological distress as a consequence of perceived 

stigma among PIWH. This lends support to the previous finding that perceived stigma 

had a relationship to psychological well-being and prospectively predicted occurring 

psychological distress (Miller, et al., 2016). 

Keeping HIV status a secret occupied the third-highest percentage as a 

strategy in managing HIV stigma. It might be the safest way to avoid any type of HIV 

stigma in particular from society. These findings corroborated the previous results by 

Arrey, Bilsen, Lacor, and Deschepper (2015), in that the reason PIWH keep their HIV 

status a secret is due to the fear of stigma and discrimination, rejection, shame, 

violence, abandonment, and fear of disrupting relationships. In South Africa, keeping 

HIV status a secret was done through social withdrawal and self-isolation to cope 

with enacted stigma (Judgeo & Moalusi, 2014). This could point out that respondents 

may feel more comfortable to live life without anyone knowing about their HIV 

status. Similarly, this study found that the respondents have chosen sharing their story 

with or seeking support from friends, family, or spouse as the least effective strategy. 

This confirms findings from the previous study revealed that Sub-Saharan African 

women in Belgium keep their HIV status a secret to maintain their self-esteem, felt 

stronger, and to be confident (Arrey, Bilsen, Lacor, & Deschepper, 2015). 

On the other hand, the lowest percentage for stigma management strategies 

was forgiveness either to oneself, relatives, or situation. Forgiveness is a path to 
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relieve feelings of guilt through a focus on forgiving the “who” which is central to 

forgiveness (Breitbart, 2018). Similarly, forgiveness is related to improving the 

physical health quality of life among adult PIWH (Martin, Vosvick, & Riggs, 2012). 

However, forgiveness in this study is the lowest stigma management strategy which 

may be due to the stigma level of self-acceptance which is the highest mean score 

compared to the other subscales, so that the respondents find it hard to forgive 

oneself, relatives, or situation. According to Chung (2016), self-compassion is a 

concept of being kind, understanding, and accepting of oneself; low self-compassion 

moderated the strong relationship between lack of forgiveness and depression. This 

could point out that the more a person cannot accept him-/herself as PIWH, the more 

difficult for the person to have forgiveness for oneself, situation, or condition. 

Meanwhile, being selective in choosing friends or community was an 

infrequent strategy used by respondents to manage stigma. This study found only 

3.7% of respondents living with a friend and one of the least effective stigma 

management strategies was sharing their story with or seeking support from friends. 

This may reflect that the respondents fear a break up in the relationship with friends 

or they did not trust to their friends and community where they live or work due to 

being afraid that many people will find out their HIV status. According to Rael et al. 

(2017), being selective in choosing friends or community was complex and related to 

HIV status disclosure due to PIWH must control how, when, and to who they choose 

to disclosure to, and whether friends or community have learned to correct 

information about HIV/AIDS. This can show that respondents prefer to keep a secret 

rather than share a problem or disclose their HIV status to friends or community. 

Moreover, being selective in choosing friends was supported through the lowest 
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percentage from a friend as people who help to manage the stigma and as an 

information source to manage stigma in this study. 

Similarly, very seldom did respondents use the strategy of creating ulterior 

reasons (hiding the true reasons) to explain their health condition and/or illness. This 

might happen in cases where people or society notice or ask about the physical 

changes, then the respondents tried to answer with another reason about their health 

condition and/or illness to conceal their HIV status and prevent any stigma from 

society. Physical changes (e.g., loss weight), as one HIV symptom, occur due to 

decreased immune response, an increased progression of the disease (e.g., increase 

susceptibility to opportunistic infection), decreased functional capacity, and decreased 

adherence of treatment (Lee et al., 2009; Rote, 2012). A previous study on the 

association of stigma from society with the appearance of HIV symptoms supports 

previously elaborated statements (Earnshaw et al., 2015). This could point out that 

creating ulterior reason to explain their health condition and/or illness used by 

respondents as a stigma management strategy in case the public noticed the 

appearance of HIV symptoms, e.g., physical changes. Otherwise, they acted like 

normal people who do not have HIV as shown in more than half the respondents in 

this study. Congruent with the previous study from Nepal, PIWH showed the physical 

ability and skill to work like normal people in social life as a strategy to manage their 

stigma (Aryal, 2017). Moreover, over half of the respondents agreed that the reason 

for managing the stigma was to live like normal people who do not have a HIV status. 

Furthermore, more than half the respondents managed the stigma due to 

wanting to decrease and/or avoid stress; to live like normal people that do not have 

HIV; to transform negative thoughts to positive thoughts. These findings are 
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congruent with the previous study in the United States by Chenard (2007) which 

revealed that managing stress is one strategy to strive for normalcy and maintain 

emotional health. Moreover, less than half stated that the reason in managing the 

stigma was to maintain good health. Maintaining good health through routine exercise 

among PIWH can significantly improve as well as prevent disease progression at any 

stage of HIV infection (Jaggers & Hand, 2016). This supported the findings in this 

study in that more than half of the respondents manage the stigma through 

maintaining good health, such as adherence to treatment, to keep working, 

preoccupation with other things or activities, and to do hobbies. 

This study found more than half of the respondents receive information to 

manage the stigma through self-study. The respondents also helped themselves to 

manage the stigma. It may due to stigma being a social process to categorize people 

(Goffman, 1963) and some issues are associated with religious rules in Indonesia 

(Waluyo, Culbert, Levy, & Norr, 2015). Due to this situation and condition, the 

respondents tried independently through self-study to find information about stigma 

management (e.g., searching the internet, health promotions, watching TV) and by 

helping themselves. Moreover, family, friends, spouse, and health care providers were 

considered as social support, either as a source of information or people who can help 

to manage the stigma. Several previous studies revealed that social support has a 

benefit beyond decreasing the stigma, such as adhering to ARV treatment (Helms et 

al., 2017; Li, Murray, Suwanteerangkul, & Wiwatanadate, 2014; Rueda et al., 2016) 

and increasing the ability to manage stigma among PIWH (Hao & Liu, 2015). 

The majority of the respondents (96.3%) agreed that stigma management used 

by them was effective and 65.6% was satisfied. Moreover, beyond the most effective, 
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there was a list of the least effective stigma management strategies, wherein the first 

least effective was staying alone. Staying alone might lead to recalling the past 

memory when PIWH realized they were diagnosed with HIV, and then negative 

thinking and feelings come in their mind. This is in line with the previous study which 

revealed people who have psychological distress will suffer from psycho-emotional 

problems, and perceived negative influences from people (family, friends, or spouse) 

due to the feeling of loneliness (Miller et al., 2016; Peltzer, Ogawa, Tusher, Farnan, & 

Gerkovich, 2017). 
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Chapter 5 

Conclusion and Recommendations 

 

The summary of the study findings in the conclusion, strengths and 

limitations, challenges and lesson learned of the study are presented in this chapter. 

Furthermore, the recommendations including the implication of this study for nursing 

practice, nursing education, and nursing research are also suggested in this chapter. 

 

Conclusion 

The objectives of this study were to describe the level of HIV stigma 

experience and stigma management strategies among PIWH in Bali, Indonesia. The 

conceptual framework of stigma experience was derived from Sayles et al. (2008). In 

addition, the Symptom Management Model by Dodd et al. (2001) was used for HIV 

stigma management strategies. A descriptive cross-sectional study was conducted to 

collect 215 PIWH in four locations in Bali, Indonesia. The Demographic 

Characteristics Form for Persons Infected With HIV (DCFPIWH), the 28-Item 

Internalized HIV Stigma Scale, and Stigma Management Strategies Checklist (SMSC) 

were used to gather the data about HIV stigma experience and management strategies. 

Three experts accessed the DCFPIWH and SMSOQ. The 28-Item Internalized HIV 

Stigma Scale was undertaken by three bilingual experts for back-translation. The 

internal consistency (Cronbach‟s alpha) of the Indonesian version of the 28-Item 

Internalized HIV Stigma Scale was .92. Descriptive statistics were used for data 

analysis.  
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The findings of this study showed that the overall mean score of HIV stigma 

experience was at a moderate level (M = 42.88, SD ± 17.59). The highest mean score 

from the content of the items was in the self-acceptance subscale (M = 85.50, SD ± 

24.25) and the lowest was in the social-relationships subscale (M = 6.50, SD ± 16.00). 

In addition, among 37 stigma management strategies most often used by PIWH, the 

three highest percentages were praying (70.7%), positive thinking (70.2%), and 

keeping HIV status a secret (66.0%). Conversely, the three lowest percentages for the 

stigma management strategies which were used least by PIWH were forgiveness to 

oneself, relatives, and situation (12.6%), creating ulterior reasons (hiding the true 

reasons) to explain their health condition and/or illness (13.5%), and being selective 

in choosing friends or community (13.5%). 

This study found the reasons respondents managed HIV stigma were to 

decrease and/or avoid stress (68.8%), to live like normal people who do not have HIV 

(57.7%), to transform negative thoughts to positive thoughts (55.3%), and to maintain 

good health (44.7%). The source of information to manage HIV stigma was from self-

study and included searching the internet, TV, health promotion literature, 

socialization (68.4%) and the lowest percentage was from friends (20.5%). Moreover, 

people who helped respondents to manage HIV stigma were mostly initiative 

respondents (66.0%) and friends as the lowest percentage (22.8%). The majority of 

the respondents (96.3%) stated having effective stigma management strategies and 

65.6% of respondents expressed being satisfied with their stigma management 

strategies. The first most effective was praying (28.8%) and the first least effective 

was staying alone (21.9%). 
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The Strengths and Limitations of the Study 

In regards to the strengths of this study, first of all, this is the forerunner study 

on HIV stigma experience and management strategies with a sufficient number of 

samples. In addition, the data were collected from three hospitals and a private clinic 

from the region with the highest number of cases of HIV/AIDS in Bali and may 

reflect the experience and management strategies among PIWH in Bali, Indonesia. 

Since the SMSC was not examined for the content validity by experts, it may be 

limited in measuring the target construct of stigma management. 

 

Challenges and Lesson Learned from the Study 

HIV/AIDS is a very sensitive issue. Ethical approval and permission letter in 

each study setting is very important for this population. Techniques in approaching 

respondents must be considered carefully in particular regarding the socio-cultural 

factor of each location. 

In this study, there were several challenging processes in the data collection 

phase: 1) difficult to find respondents who wanted to join and who had to be 

accompanied by a nurse, doctor, or counselor, 2) the building of  mutual trust between 

the researcher and respondent due to the first meeting between the researcher and 

respondent, 3) respondent with a low level of education background (e.g., no 

education or not finished primary school) had to be accompanied while filling in the 

questionnaires which often had to be slowly read and explained in regards to the 

meaning of statement, 4) respondent did not have enough time, so that the researcher 

had to manage the time wisely and explain clearly about the purpose of the study, and 

5) the researcher had to checked the completion of the questionnaires before letting 
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the respondent go back to home or work due to some respondents not completely 

filling in the questionnaires. 

The researcher learnt a valuable lesson from this study in that the strategies to 

approach respondents were unique and different for each PIWH as they each had their 

own experiences about stigma experience and management. Attitudes of always 

listening, empathy, never judging or stigmatizing, being open-minded, respecting the 

socio-cultural factors, being polite, and good communication are needed and very 

important for this population. These attitudes are needed to prevent the risk of conflict 

during data collection.  

 

Implications and Recommendations 

Nursing practice. The finding of this study showed a moderate level of 

stigma experience among PIWH, wherein the subscale of self-acceptance had the 

highest mean score. Most respondents felt uncomfortable in telling anyone, including 

family and co-workers about their HIV status. It reflects that the nurses should 

concern to the confidentiality of PIWH‟s HIV status and build the process of trust 

between the nurse and PIWH. 

Praying was the most common and the first most effective used stigma 

management strategy in this study. The nurse should be aware of the religiosity and 

spirituality of a person, especially in the country which has a strong faith to God and 

religion. The nurse can suggest to PIWH to do religious or spiritual activities, 

especially praying or having faith in God when the PIWH have negative feelings 

regarding stigma. Furthermore, creating a booklet as a manual tool to help to prevent 

stigma for PIWH in nursing practice is recommended. The booklet needs to include 
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general information of HIV/AIDS, the stigma attached to HIV, the social response 

towards PIWH, and strategies to manage HIV stigma based on the list of stigma 

management strategies that were found in this study. 

Nursing education. This finding contributes to evidence-based nursing. It will 

be fruitful especially for bachelor nursing students to know about how to approach 

and interact with PIWH in the clinical practice. It also reflects that nursing students 

should improve empathy, open-mindedness, and careful communication with PIWH. 

In addition, workshops or training to be HIV counselor for nurses is needed based on 

current evidence about the strategies to manage the stigma. The findings of 37 stigma 

management strategies could be used as evidence in the workshops or training to help 

HIV nurse counselor in educating PIWH to manage their stigma. 

Nursing research. Due to the results of this study, it appears that religion and 

culture are linked to stigma management strategies which exceed the objective in this 

study, so that the research on exploring the relationship between stigma and religion 

and culture could be conducted in the further study. In addition, a study on the 

correlation between HIV stigma experience and demographic characteristics is still 

needed, especially in Indonesia. Moreover, a future study could be conducted on the 

effect of HIV stigma management strategies on stigma reduction among PIWH. 
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Appendix A 

Informed Consent 

Informed consent form for person infected with HIV in Bali, Indonesia, which 

are invited to participate in a research study entitled “Experience and Management 

of Stigma Among Persons Infected With HIV in Bali, Indonesia”. 

Researcher Advisor 

Mr. Nyoman Agus Jagat Raya 

Master of Nursing Science (International 

Program), Faculty of Nursing, Prince of 

Songkla University, Thailand 

Phone: +6285737422205 

Email: jagatraya.bali@gmail.com 

Assoc. Prof. Dr. Kittikorn Nilmanat 

Adult and Elderly Nursing Department, 

Faculty of Nursing, Prince of Songkla 

University, Thailand 

 

Email: kittikorn.n@psu.ac.th 

Miss Chayanit Pudpong 

Center for Social and Behavioral Sciences Institutional Review Board 

Prince of Songkla University, Hat Yai, Songkhla, Thailand 

Email: chayantit.p@psu.ac.th 

Phone number: +6674286475 

My name is Nyoman Agus Jagat Raya, I am nursing educator in Nursing 

Study Program of Udayana University. Now, I am prepared master nursing student at 

Faculty of Nursing, Prince of Songkla University, Thailand. I am conducting a study 

entitled “Experience and management of stigma among persons infected with HIV in 

Bali, Indonesia”. It accordingly expected that the research conclusion will be added to 

raise the nursing intervention and quality of health care for person infected with HIV. 

This study has been accepted by the Human Research Ethics Center for Social 

Behavioral Sciences Institutional Review Board Prince of Songkla University, 

Thailand. It also has been approved by the Research Ethics Committee Faculty of 

Medicine, Udayana University/Sanglah Hospital Denpasar. You are asked to be a 

respondent in this study. When you determine to be respondent in this study, I will 

begin the following instruction: 

Explanation procedures 

You will be given a set of self-report consist of three part questionnaires: 1) 

Demographic Characteristics Form Persons Infected With HIV (DCFPIWH), 2) The 

28-Item Internalized HIV Stigma Scale, and 3) Stigma Management Strategies 

Checklist (SMSC) and you have given the opportunity to answer the entire self-report 

questionnaires for approximately 15-25 minutes. The researcher will be guiding you 

mailto:chayantit.p@psu.ac.th
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during the process of completing the self-report questionnaire. You allowed asking 

the researcher if there is question might not understand. 

Risk and Comfort 

There is no big risk or harm for this study. Despite, filling the questionnaires may 

make you consume more time with us. However, the researcher will check your 

condition prior to fill the questionnaires. In the case that something wrong or make 

you feel discomfort, you can stop for a while, take a rest, and consult the researcher to 

help you directly. The researcher will provide contact information such as telephone 

number, so that you can spend your extra time with us. 

Benefit 

This research will help you to express your voice related stigma experience and 

stigma management. Further, the result of this study will help nurses and other health 

care provider to understand the stigma experience and management among persons 

infected with HIV. It also will be helpful for the future study related to stigma 

experience and management among persons infected with HIV. 

Confidentiality 

All information and your feedback in the present study will be endured confidential 

and anonymous. Moreover, only the researcher, research advisor, and research 

committee in this research are eligible to access the data. Neither your name nor any 

identifying information will be used in the report of study. 

Participation and withdrawal from respondent 

Your participation in this project is voluntary. You have the right, either to participate 

or not to participate in this study due to the researcher will give you 10 minutes to 

think before deciding to participate or refuse from this study. You can also have the 

right to withdraw from your participation at any time without any consequences or 

penalty, impact on your receiving service, or impact in any medical treatment or 

routine care. In conclusion, if you have any question or suggestion you can directly 

contact me by phone +6285737422205.  

Finally, if you are agree to participate in this research, please kindly sign your name 

on the consent form. Thank you very much for your kind cooperation. 

Nyoman Agus Jagat Raya 

Researcher  
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Appendix B 

Informed Consent Form 

Topic : Experience and Management of Stigma Among Persons Infected With 

HIV in Bali, Indonesia 

Researcher : Nyoman Agus Jagat Raya (prepared master nursing student at Faculty 

of Nursing, Prince of Songkla University, Thailand) 

Respondent‟s nick name : ……………………………  

Age    : …………………………… 

Respondent‟s Consent 

I, …………………….(initial name), was informed of the detail of the 

research topic about stigma and was approved that no part of my personal information 

and research finding be going to be individually discovered to the public. If any 

concern or issues come up, I can discuss them with the researcher. I have the right to 

withdraw from this study at any time without any impact on any medical service and 

treatment. I am willing to participate in this study, and here is my signature. With 

consideration above, here is I decide without the force from any side, accordingly, I 

agree to participate as a respondent in this study.  

 

 

Researcher note: 

 

 I gave the detailed information of the research topic “Experience and 

management of stigma among persons infected with HIV in Bali, Indonesia” to the 

respondent. I provide the opportunity to the respondent to ask any question and 

provide the required answer. 

Signature : …………………………….. (Researcher) 

Date          : …………………………….. 

 

 

 

Respondent 

Signature : …………. initial name 

Date : ……………………… 

Witness 

Signature : ………………………  

Date : ……………………… 
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Appendix C 

Demographic Characteristics Form Persons Infected With HIV (DCFPIWH) 

Instruction: Please give the check list (√) on the box appropriate to your answer where 

indicated and fill in the blank area. 

1) Age: □ 18-35 years    □ 36-55 years     □ 56-64 years 

2) Gender: □ Male   □ Female   

3) Sexual orientation: □ Heterosexual   □ Homosexual   □ Bisexual 

4) Religion: □ Hindu   □ Islam   □ Christian   □ Buddhist   □ Catholic   □ others … 

5) Race/ethnicity: □ Balinese    □ Javanese    □ Betawi/Jakarta    □ Sundanese 

□ Chinese     □ others …………. 

6) Level of education: 

□ no education   □ primary school   □ junior high school 

□ senior high school    □ university/graduate 

7) Employment status before HIV diagnosis 

□ Unemployed   □ Employed : 

   □ Self-employee/business 

   □ Private employee 

   □ Government employee 

   □ please specify other profession: ……………. 

8) Employment status after HIV diagnosis 

□ Unemployed   □ Employed: 

    □ Self-employee/business 

    □ Private employee 

    □ Government employee 

    □ please specify other profession: ……………. 

9) Age at HIV diagnosis: 

□ ≤18 years    □ 19-35 years    □ 36-50 years     □ 50-64 years 

10) Duration after HIV diagnosis: …… years 

11) Place of residence: □ Rural    □ Urban 

12) Who do you live with?  □ Alone   □ Family    □ Friends    □ Spouse 
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Appendix D 

The 28-Item Internalized HIV Stigma Scale 

 

Instruction: 

Check (√) the statement that reflects to your stigma experience.  

none of the time = 0; a little of the time = 1; some of the time = 2; most of the time = 

3; all of the time = 4 

 

 

No Item none 

of the 

time 

a little 

of the 

time 

some 

of the 

time 

most 

of the 

time 

all of 

the 

time 

0 1 2 3 4 

1. HIV is different than other diseases 

like cancer because people with 

HIV are judged. 

     

2. People assume I have done 

something bad to get HIV. 

     

3. Society looks down on people who 

have HIV. 

     

4. People think that if you have HIV 

then you got what you deserve. 

     

5. People blame me for having HIV.      

6. People assume I slept around 

because I have HIV. 

     

7. People thing that if you have HIV 

you do not deserve to have 

children. 

     

8. People are afraid to let someone 

with HIV adopt a child. 

     

9. People think I am a bad person 

because I have HIV. 

     

10. Medical providers assume people 

with HIV sleep around. 

     

11. People lose their jobs because they 

have HIV. 

     

12. People think you can‟t be a good 

parent if you have HIV. 

     

13. I am concerned if I go to the HIV 

clinic someone I know might see 

me. 

     

14. I am concerned if I have physical 

changes from the HIV medicines 

people will know I have 

HIV. 
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No Item none 

of the 

time 

a little 

of the 

time 

some 

of the 

time 

most 

of the 

time 

all of 

the 

time 

0 1 2 3 4 

15. I am concerned if I go to an AIDS 

organization someone I now might 

see me. 

     

16. I am concerned people will find out 

I have HIV by looking at my 

medical paperwork. 

     

17. I am concerned that if I am sick 

people I know will find out about 

my HIV. 

     

18. Nurses and doctors treat people 

who have HIV as if they are 

contagious. 

     

19. Nurses and doctors dislike caring 

for patients with HIV. 

     

20. I feel abandoned by family 

members because I have HIV. 

     

21. People treat me as less than human 

now that I have HIV. 

     

22. People avoid me because I have 

HIV. 

     

23. People I am close to are afraid they 

will catch HIV from me. 

     

24. I feel like I am an outsider because 

I have HIV. 

     

25. I feel ashamed to tell other people 

that I have HIV. 

     

26. I am comfortable telling everyone I 

know that I have HIV. 

     

27. My family is comfortable talking 

about my HIV. 

     

28. It is important for a person to keep 

HIV a secret from co-workers. 
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Indonesian Version of the 28-Item Internalized HIV Stigma Scale 

(28-Item Skala Stigma HIV yang Terinternalisasi) 

Cek (√) pernyataan stigma pada diri sendiri di bawah ini apabila Anda pernah 

berpikir terjadi pada diri Anda sendiri dan/atau pernah mengalaminya. 

tidak sama sekali = 0; jarang = 1; beberapa kali/ kadang-kadang = 2; sering = 3; setiap 

saat/waktu = 4 

Nomer Pernyataan tidak 

sama 

sekali 

jarang beberapa 

kali/ 

kadang-

kadang 

sering setiap 

saat/waktu 

0 1 2 3 4 

1. Orang dengan HIV sering 

dihakimi karena HIV 

berbeda dengan jenis 

penyakit lainnya, seperti 

kanker. 

     

2. Orang berasumsi bahwa 

saya telah melakukan 

sesuatu yang buruk 

sehingga terjangkit HIV. 

     

3. Masyarakat memandang 

rendah orang dengan HIV. 

     

4. Orang berpikir bahwa jika 

seseorang terjangkit HIV, 

maka dia akan 

mendapatkan apa yang 

layak diterimanya. 

     

5. Orang menyalahkan saya 

karena terjangkit HIV. 

     

6. Orang berasumsi bahwa 

saya tidur dengan siapa saja 

karena saya memiliki HIV. 

     

7. Orang berasumsi bahwa 

bila seseorang memiliki 

HIV, maka orang tersebut 

tidak layak memiliki 

keturunan. 

     

8. Orang takut membiarkan 

seseorang dengan HIV 

untuk mengadopsi anak. 

     

9. Orang berpikir saya orang 

yang jahat karena saya 

memiliki HIV. 
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Nomer Pernyataan tidak 

sama 

sekali 

jarang beberapa 

kali/ 

kadang-

kadang 

sering setiap 

saat/waktu 

0 1 2 3 4 

10. Petugas kesehatan 

berasumsi orang dengan 

HIV bersedia tidur dengan 

siapa saja. 

     

11. Orang kehilangan 

pekerjaannya karena 

memiliki HIV. 

     

12. Orang berpikir bahwa Anda 

tidak bisa menjadi orang 

tua yang baik bila Anda 

memiliki HIV. 

     

13. Saya khawatir orang 

melihat saya bila saya pergi 

ke klinik HIV. 

     

14. Saya khawatir orang akan 

mengetahui saya memiliki 

HIV bila terjadi perubahan 

fisik pada diri saya akibat 

mengkonsumsi obat HIV. 

     

15. Saya khawatir orang akan 

melihat saya bila saya 

mengunjungi organisasi 

AIDS. 

     

16. Saya khawatir orang akan 

mengetahui saya memiliki 

HIV dengan melihat catatan 

medis saya. 

     

17. Saya khawatir orang yang 

saya kenal akan mengetahui 

status HIV saya bila saya 

terlihat sakit. 

     

18. Perawat dan dokter 

memperlakukan orang HIV 

seakan-akan mereka 

menular. 

     

19. Perawat dan dokter tidak 

suka merawat pasien 

dengan HIV. 

     

20. Saya merasa ditelantarkan 

anggota keluarga karena 

saya memiliki HIV. 

     

21. Sekarang orang      
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Nomer Pernyataan tidak 

sama 

sekali 

jarang beberapa 

kali/ 

kadang-

kadang 

sering setiap 

saat/waktu 

0 1 2 3 4 

memperlakukan saya 

kurang manusiawi karena 

saya memiliki HIV. 

22. Orang menghindari saya 

karena saya memiliki HIV. 

     

23. Orang dekat saya takut 

tertular HIV dari saya. 

     

24. Saya merasa menjadi 

terasingkan  karena saya 

memiliki HIV. 

     

25. Saya merasa malu 

memberitahukan orang 

bahwa saya memiliki HIV. 

     

26. Saya merasa nyaman 

memberitahu setiap orang 

bahwa saya memiliki HIV. 

     

27. Keluarga saya nyaman 

membicarakan tentang HIV 

yang saya miliki. 

     

28. Sangat penting bagi 

seseorang untuk 

merahasiakan status HIV-

nya dari teman kerjanya. 

     

 

 

Reliability Test Result of the 28-Item Internalized HIV Stigma Scale 

 

HIV Stigma (all subscales) 

 

Reliability Statistics 

Cronbach's 

Alpha 

Cronbach's 

Alpha Based on 

Standardized 

Items 

N of Items 

.924 .923 28 
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Subscale I: Stereotypes 

Reliability Statistics 

Cronbach's 

Alpha 

Cronbach's 

Alpha Based on 

Standardized 

Items 

N of Items 

.918 .917 12 

 

Subscale II: Disclosure concerns 

Reliability Statistics 

Cronbach's 

Alpha 

Cronbach's 

Alpha Based on 

Standardized 

Items 

N of Items 

.959 .961 5 

 

Subscale III: Social-relationships 

Reliability Statistics 

Cronbach's 

Alpha 

Cronbach's 

Alpha Based on 

Standardized 

Items 

N of Items 

.914 .913 7 

 

Subscale IV: Self-acceptance 

Reliability Statistics 

Cronbach's 

Alpha 

Cronbach's 

Alpha Based on 

Standardized 

Items 

N of Items 

.405 .385 4 
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Appendix E 

Calculation Formula the 28-Item Internalized HIV Stigma Scale 

Sayles et al. (2008) mentioned in their study about the range of mean score the 

28-Item Internalized HIV Stigma Scale were transformed linearly to a 0-100. First of 

all, we should know that the 28-Item Internalized HIV Stigma Scale has 4 subscales, 

namely stereotypes (12 items), disclosure concerns (5 items), social relationships (7 

items), and self-acceptance (4 items). To transformed 0-4 (five-point Likert scale) into 

range 0-100 based on the calculation formula. Culbert et al. (2015) who adopted the 

28-Item Internalized HIV Stigma Scale explained this formula was calculated 

subscale score by the number of items in each subscale. Overall scores were 

calculated by adding subscale scores and dividing by 4 so that subscales were 

weighted equally. For example, one respondent showed the checklist score result in 

Table 12 as follows: 

Table 12 

An Example of One Respondent Checklist Score Result 

I R I R I R I R 

1 4 13 2 18 4 25 4 

2 4 14 3 19 3 26 2 

3 3 15 4 20 4 27 2 

4 3 16 4 21 4 28 4 

5 4 17 3 22 4   

6 3   23 4   

7 4   24 4   

8 3       

9 3       

10 4       

11 4       

12 3       

Note. I = Item; R = Respondent‟s answer 



108 
 

Table 13 

Calculation per Subscale and Total Stigma: An Example 

Item Formula Result 

Stereotypes (12 items) 6 x 4 = 24 

6 x 3 = 18 

Total = 42 / 12 

3.50 

Disclosure concerns (5 items) 1 x 2 = 2 

2 x 3 = 6 

2 x 4 = 8 

Total = 16 / 5  

3.20 

Social relationships (7 items) 1 x 3 = 3 

6 x 4 = 24 

Total = 27 / 7  

3.86 

Self-acceptance (4 items) 2 x 4 = 8 

2 x 2 = 4 

Total = 12 / 4 

3.00 

Total score (3.50 + 3.20 + 3.86 + 3.00) / 4 

= 13.56 / 4 = 3.39 

 

To transform scale range 0-4 to be 0-100 based on an example above is in table as 

follows: 

Table 14 

Transformed Score 0-4 to be 0-100 

Subscale Possible 

score 

Actual score Transformed 

linearly 

Actual score in 

range 0-100 

Stereotypes 0-4 3.50 x 25 87.50 

Disclosure concerns 0-4 3.20 x 25 80.00 

Social relationships 0-4 3.86 x 25 96.50 

Self-acceptance 0-4 3.00 x 25 75.00 

Total stigma 0-4 3.39 x 25 84.75 
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Appendix F 

Stigma Management Strategies Open Questions (SMSOQ) 

 

Open Questions: 

1. What were your strategies to manage the stigma? If you do not want to be 

stigmatized, what will you do? 

2. Why did you manage the stigma? 

3. Where did you get information to manage the stigma? 

4. Who helped you to manage the stigma? 

5. How about your satisfaction and effectiveness; 

a. Do you think that you satisfy with your stigma management? 

b. Does your stigma management strategies were effective or ineffective? 

c. What was the most effective strategy? 

d. What was the least effective strategy? 
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Appendix G 

Stigma Management Strategies Checklist (SMSC) 

Instruction: 

Answer this question and give this symbol (√) on the available column if it reflects to 

your stigma management strategies experience. 

1. What were your strategies to manage the stigma? (you are allowed choose or 

check (√) for more than one answer) 

□ hanging out or traveling with friends or relatives 

□ joining the people living with HIV/AIDS (PLWHA) community 

□ working 

□ sharing information with or educating others about HIV 

□ seeking the support: 

 □ friend 

 □ family 

□ spouse 

□ health care provider 

□ trying to live life and coming to terms with being a PLWH 

□ trying to do not care about what people say or do 

□ accepting whatever happens as the will of God 

□ pursuing hobby or activity, such as; 

please mentioned ……………………………………………………………….. 

□ being alone in quiet room or place 

□ praying 

□ reading holy book 

□ meditation or Yoga 

□ positive thinking 

□ sleeping enough 

□ stay healthy−adherence to treatment 

□ focus on the here and now 

□ creating ulterior reason (hiding the true reasons) to explain your health 

condition and/or illness 

□ relocation–moving from one area to another 

□ forgiveness (to myself, relatives, e.g., spouse, and situation)  

□ feeling oneself to be lucky and better than others in some ways 

□ looking to the future 

□ ignoring negative feelings 

□ trying to be nice to people (doing good to others) 

□ preoccupation with other things or activities 

□ seeking information from health care providers 

□ others, please mentioned: 

…………………………………………………………………………………….   

…………………………………………………………………………………….

……………………………………………………………………………………. 
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If you do not want to be stigmatized, what will you do? (you are allowed choose 

or check (√) for more than one answer) 

□ behaving like „normal‟ people who do not have HIV 

□ doing good or behaving well in line with the concept of Karma 

□ abstain from discussion of topics related to HIV 

□ practicing silence and solitude 

□ keep HIV status a secret 

□ being selective when choosing friends or community where to live or work 

□ changing the topic when people discuss HIV 

□ hiding ARV drugs or changing their package labels 

□ others, please mentioned: 

…………………………………………………………………………………….   

……………………………………………………………………………………. 

……………………………………………………………………………………. 

 

2. Why did you manage the stigma? (you are allowed choose or check (√) for more 

than one answer) 

□ to transform negative thoughts to positive thoughts 

□ to decrease and/or stress 

□ to maintain good health 

□ to live like „normal‟ people that do not have HIV 

□ others, please mentioned: 

…………………………………………………………………………………….   

……………………………………………………………………………………. 

……………………………………………………………………………………. 

 

 

3. Where did you get information to manage the stigma? (you are allowed choose or 

check (√) for more than one answer) 

□ self-study from (please mentioned) …………………………………………….. 

□ doctor/nurse/counselor 

□ close friend/best friend 

□ spouse 

□ family 

□ others, please mentioned: 

…………………………………………………………………………………….   

……………………………………………………………………………………. 

……………………………………………………………………………………. 

 

 

4. Who helped you to manage the stigma? (you are allowed choose or check (√) for 

more than one answer) 

□ myself 

□ doctor/nurse/counselor 

□ close friend/best friend 

□ spouse 

□ family 
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□ others, please mentioned: 

…………………………………………………………………………………….   

……………………………………………………………………………………. 

……………………………………………………………………………………. 

 

5. Are you satisfied with your stigma management strategies? 

□ Satisfied     □ Quite satisfied     □ Not satisfied 

 

6. Do you think your stigma management strategies were effective or ineffective? 

□ Effective     □ Ineffective 

 

7. Which one is the most effective of your stigma management strategies? 

…………………………………………………………………………………….   

……………………………………………………………………………………. 

 

8. Which one is the least effective of your stigma management strategies? 

…………………………………………………………………………………….   

……………………………………………………………………………………. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



113 
 

Daftar Strategi Memanajemen Stigma (Indonesian Version) 

Petunjuk: 

Jawablah pertanyaan ini dan beri simbol ini (√) pada kolom yang tersedia jika 

jawaban tersebut merefleksikan (sesuai) dengan pengalaman Anda dalam strategi 

memanajemen stigma (pikiran atau perasaan negatif). 

1. Apakah strategi Anda dalam mamanajemen stigma? (Anda diperbolehkan memilih 

atau menandai (√) lebih dari satu jawaban) 

□ jalan-jalan atau berpergian dengan teman atau kerabat dekat 

□ gabung dengan komunitas orang dengan HIV/AIDS (ODHA) 

□ bekerja 

□ berbagi edukasi dan informasi tentang HIV ke orang lain 

□ mencari dukungan ke: 

□ teman 

□ keluarga 

□ pasangan 

□ penyedia layanan kesehatan (tenaga kesehatan) 

□ mencoba untuk bertahan hidup dan menerima diri sendiri sebagai ODHA 

□ mencoba untuk tidak peduli (tidak fokus pada perkataan atau perlakuan orang) 

□ menerima apapun yang Tuhan berikan pada diri saya 

□ melakukan hobi atau aktivitas yang saya sukai, 

    seperti (mohon disebutkan) …………………………………………………… 

□ menyendiri di kamar atau tempat yang sepi 

□ berdoa (sembahyang) 

□ membaca kitab suci 

□ meditasi atau Yoga 

□ berpikir positif 

□ cukup tidur 

□ menjaga kesehatan tubuh (misal: patuh terhadap perawatan) 

□ fokus pada kehidupan disini dan saat ini 

□ membuat alasan lain untuk menjelaskan tentang status kesehatan saya 

□ pindah lokasi – pindah dari satu lokasi ke lokasi lainnya 

□ memaafkan diri sendiri, kerabat (misal: pasangan), dan situasi 

□ saya merasa lebih beruntung dan lebih baik daripada hidup orang lain 

□ berpikir jangka panjang (masa depan) 

□ melupakan semua perasaan negatif 

□ mencoba bersikap baik (misal: melakukan hal positif terhadap orang lain) 

□ fokus pada hal atau aktivitas lainnya 

□ mencari informasi dari tenaga kesehatan 

□ strategi lainnya, mohon disebutkan: 
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…………………………………………………………………………………….   

…………………………………………………………………………………….

……………………………………………………………………………………. 

 

Jika Anda tidak ingin distigma, apa yang akan Anda lakukan? (Anda 

diperbolehkan memilih atau menandai (√) lebih dari satu jawaban) 

□ bersikap seperti orang normal lainnya yang tanpa HIV 

□ melakukan hal baik kepada masyarakat (melakukan Karma baik) 

□ tidak berkomentar jika orang lain berdiskusi tentang HIV di depan saya 

□ tetap diam dan menjauh dari orang lain 

□ menjaga status HIV tetap rahasia 

□ selektif dalam memilih teman atau komunitas 

□ mengganti topik pembicaraan jika orang sekitar membahas HIV 

□ menyembunyikan ARV atau merubah label obat ARV 

□ strategi lainnya, mohon disebutkan: 

…………………………………………………………………………………….   

……………………………………………………………………………………. 

……………………………………………………………………………………. 

 

2. Mengapa Anda memanajemen stigma? (Anda diperbolehkan memilih atau 

menandai (√) lebih dari satu jawaban) 

□ agar merubah pemikiran negatif menjadi pemikiran positif 

□ agar mengurangi stres 

□ agar menjaga kesehatan tubuh (tidak lagi sakit atau kambuh) 

□ agar hidup seperti orang lainnya tanpa mengidap HIV 

□ alasan lainnya, mohon disebutkan: 

…………………………………………………………………………………….   

……………………………………………………………………………………. 

……………………………………………………………………………………. 

 

3. Dimana Anda mendapatkan informasi mengenai cara memanajemen stigma? 

(Anda diperbolehkan memilih atau menandai lebih (√) dari satu jawaban) 

□ dari diri sendiri (mencari tahu atau belajar sendiri) 

□ dokter/perawat/konselor 

□ teman dekat/sahabat 

□ pasangan 

□ keluarga 

□ sumber lainnya, mohon disebutkan: 

…………………………………………………………………………………….   

……………………………………………………………………………………. 

……………………………………………………………………………………. 
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4. Siapakah yang membantu Anda dalam memanajemen stigma? (Anda 

diperbolehkan memilih atau menandai lebih (√) dari satu jawaban) 

□ diri sendiri 

□ dokter/perawat/konselor 

□ teman dekat/sahabat 

□ pasangan 

□ keluarga 

□ sumber lainnya, mohon disebutkan: 

…………………………………………………………………………………….   

……………………………………………………………………………………. 

……………………………………………………………………………………. 

 

5. Apakah Anda puas dengan strategi memanajemen stigma yang Anda lakukan 

selama ini? 

□ puas    □ cukup puas □ tidak puas 

 

6. Apakah Anda pikir strategi memanajemen stigma yang Anda efektif atau tidak 

efektif? 

□ efektif □ tidak efektif 

 

7. Dari seluruh jawaban strategi memanajemen stigma Anda, manakah yang paling 

efektif? 

…………………………………………………………………………………….   

……………………………………………………………………………………. 

 

8. Dari seluruh jawaban strategi memanajemen stigma Anda, manakah yang paling 

tidak efektif? 

…………………………………………………………………………………….   

……………………………………………………………………………………. 
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Appendix H 

List of Translators for Back Translation of the Instruments 

 

The translation of the instrument: The 28-Item Internalized HIV Stigma Scale 

was done by three bilingual translators who were familiar with both English and 

Bahasa Indonesia (Indonesian language) and have nursing background. 

1. Ns. Made Rini Damayanti S., S.Kep., MNS 

Community Nursing, Udayana University, Bali, Indonesia. 

She translated the instrument of English into Bahasa Indonesia version. 

 

2. Ns. Dara Febriana, S.Kep., MSc., PhD 

Adult and Gerontological Nursing, Syiah Kuala University, Indonesia. 

She translated the instrument of Bahasa Indonesia into English version. 

 

3. I Gede Putu Darma Suyasa, S.Kp., MNg., PhD 

Institute of Health Sciences of Bali, Indonesia. 

He checked the discrepancies both the original instrument and the English back 

translation to ensure the usable instrument. 
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Appendix I 

List of Experts for Content Validity of the Instruments 

The content validity of Demographic Characteristics Form Persons Infected 

With HIV (DCFPIWH) and Stigma Management Strategies Open Questions 

(SMSOQ) were validated by the following three experts; one expert from Adult and 

Gerontological Nursing and two experts from Indonesia who have experience 

research of HIV stigma and taking care patients with HIV infection and AIDS. 

1. Asst. Prof. Dr. Tippamas Chinnawong 

Adult and Gerontological Nursing, Faculty of Nursing, Prince of Songkla 

University, Thailand. 

 

2. Assoc. Prof. Agung Waluyo, S.Kp, MSc, PhD 

Medical and Surgical Nursing, Faculty of Nursing, University of Indonesia, 

Indonesia; Senior Researcher of HIV Stigma in Indonesia. 

 

3. Ns. Ni Made Ratni, S.Kep 

Head Nurse of HIV (VCT) Outpatient Department at Sanglah Hospital, Bali, 

Indonesia. 
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Appendix J 

Calculation Sample Size 

 

The total HIV cases in Bali in 2016 was 1,539 cases (Denpasar AIDS 

Commission, 2016). According to Bartlett, Kotrlik, & Higgins (2001), the sample size 

for descriptive study is based on this formula: 

   
          

    
 

Note. n0 = sample size; t = normal deviated for two-tailed alternative at level of 

significance (e.g. 5% = 1.96; 1% = 2.58); s = estimate standard deviation; d = margin 

of error for mean (point of scale * margin of error). 

This formula is used for sample size if continuous data will be used in data 

analysis. This study, the data will use 5-point-Likert scale. However, if the required 

sample size more than 5% of the population, so that the researcher should correction 

formula to calculate the final sample size as follows: 

   
  

               
 

Note. n1 = required return sample size because sample > 5% of population; n0 = 

previous sample size. 

 

Level of significant used 5% (1.96) for this study. Margin of error is 5% 

(0.05). Standard deviation from previous descriptive study was 1.8 for personalized 

stigma from Lunze et al. (2017). The number of minimum sample size for this study 

is: 

   
               

         
    199.04 = 199 subjects 

Due to the n0 is more than 5% of total population (5% of 1,539 = 76.95 = 77), so that 

the total sample size using the second formula. 

   
   

           
  = 176.26 = 176 subjects 

 

According to Suresh & Chandrashekara (2012) and Israel (1992), the sample size 

formula provides number of responses that need commonly 10% to be obtained to 

anticipate for missing, losses to follow-up, and withdrawals. Therefore, the sample 

size for this study is 215 subjects. 
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Appendix K 

Additional Data Analysis 

 

Table 15 

Frequency and Percentage Level of HIV Stigma Experience (N = 215) 

Dimension Low Moderate High 

n (%) n (%) n (%) 

Stereotypes  67 (31.2) 79 (36.7) 69 (32.1) 

Disclosure concerns 64 (29.8) 83 (38.6) 68 (31.6) 

Social-relationships 57 (26.5) 99 (46.0) 59 (27.4) 

Self-acceptance 58 (27.0) 99 (46.0) 58 (27.0) 

Total stigma 71 (33.0) 73 (34.0) 71 (33.0) 

 

Table 16 

Descriptive Statistic of 28-Item Internalized HIV Stigma Scale (N = 215) 

 28-Item 

Internalized HIV 

Stigma Scale 

None 

of the 

time 

A little 

of the 

time 

Some 

of the 

time 

Most 

of the 

time 

All of 

the 

time 

 

n (%) n (%) n (%) n (%) n (%) M 

(SD) 

Median 

(IQR) 

1. HIV is different 

than other diseases 

like cancer because 

people with HIV 

are judged. 

72 

(33.5) 

35 

(16.3) 

53 

(24.6) 

46 

(21.4) 

9 (4.2) 36.75 

(31.75) 

50 (75) 

2. People assume I 

have done 

something bad to 

get HIV. 

58 

(27.0) 

26 

(12.1) 

58 

(27.0) 

59 

(27.4) 

14 

(6.5) 

43.50 

(32.25) 

50 (75) 

3. Society looks down 

on people who 

have HIV. 

31 

(14.4) 

31 

(14.4) 

37 

(17.2) 

92 

(42.8) 

24 

(11.2) 

55.50 

(31.25) 

75 (50) 

4. People think that if 56 31 66 47 15 42.25 50 (75) 
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 28-Item 

Internalized HIV 

Stigma Scale 

None 

of the 

time 

A little 

of the 

time 

Some 

of the 

time 

Most 

of the 

time 

All of 

the 

time 

 

n (%) n (%) n (%) n (%) n (%) M 

(SD) 

Median 

(IQR) 

you have HIV then 

you got what you 

deserve. 

(26.0) (14.4) (30.7) (21.9) (7.0) (31.50) 

5. People blame me 

for having HIV. 

73 

(33.9) 

28 

(13.0) 

44 

(20.5) 

55 

(25.6) 

15 

(7.0) 

39.75 

(34.00) 

50 (75) 

6. People assume I 

slept around 

because I have 

HIV. 

75 

(34.9) 

33 

(15.3) 

48 

(22.3) 

49 

(22.8) 

10 

(4.7) 

36.75 

(32.50) 

25 (75) 

7. People thing that if 

you have HIV you 

do not deserve to 

have children. 

90 

(41.9) 

28 

(13.0) 

36 

(16.7) 

49 

(22.8) 

12 

(5.6) 

34.25 

(34.25) 

25 (75) 

8. People are afraid to 

let someone with 

HIV adopt a child. 

98 

(45.6) 

42 

(19.5) 

35 

(16.3) 

33 

(15.3) 

7 (3.3) 27.75 

(30.75) 

25 (50) 

9. People think I am a 

bad person because 

I have HIV. 

92 

(42.8) 

30 

(13.9) 

42 

(19.5) 

41 

(19.1) 

10 

(4.7) 

32.25 

(32.75) 

25 (50) 

10. Medical providers 

assume people with 

HIV sleep around. 

137 

(63.7) 

33 

(15.3) 

24 

(11.2) 

15 

(7.0) 

6 (2.8) 17.5 

(27.25) 

0 (25) 

11. People lose their 

jobs because they 

have HIV. 

108 

(50.2) 

28 

(13.0) 

37 

(17.2) 

35 

(16.3) 

7 (3.2) 27.25 

(31.75) 

0 (50) 

12. People think you 

can‟t be a good 

parent if you have 

HIV. 

115 

(53.5) 

28 

(13.0) 

35 

(16.3) 

27 

(12.5) 

10 

(4.7) 

25.50 

(31.75) 

0 (50) 

13. I am concerned if I 

go to the HIV 

clinic someone I 

know might see 

me. 

63 

(29.3) 

22 

(10.2) 

40 

(18.6) 

66 

(30.7) 

24 

(11.2) 

46.00 

(35.50) 

50 (75) 

14. I am concerned if I 

have physical 

changes from the 

HIV medicines 

people will know I 

have HIV. 

54 

(25.1) 

30 

(13.9) 

44 

(20.5) 

60 

(27.9) 

27 

(12.6) 

47.25 

(34.75) 

50 (75) 

15. I am concerned if I 

go to an AIDS 

73 

(33.9) 

30 

(14.0) 

41 

(19.1) 

54 

(25.1) 

17 

(7.9) 

39.75 

(34.50) 

50 (75) 
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 28-Item 

Internalized HIV 

Stigma Scale 

None 

of the 

time 

A little 

of the 

time 

Some 

of the 

time 

Most 

of the 

time 

All of 

the 

time 

 

n (%) n (%) n (%) n (%) n (%) M 

(SD) 

Median 

(IQR) 

organization 

someone I now 

might see me. 

16. I am concerned 

people will find out 

I have HIV by 

looking at my 

medical 

paperwork. 

48 

(22.3) 

31 

(14.4) 

46 

(21.4) 

60 

(27.9) 

30 

(14.0) 

49.25 

(34.25) 

50 (50) 

17. I am concerned that 

if I am sick people 

I know will find 

out about my HIV. 

50 

(23.2) 

24 

(11.2) 

47 

(21.9) 

69 

(32.1) 

25 

(11.6) 

49.50 

(33.75) 

50 (50) 

18. Nurses and doctors 

treat people who 

have HIV as if they 

are contagious. 

160 

(74.4) 

32 

(14.9) 

19 

(8.8) 

3 (1.4) 1 (0.5) 9.75 

(18.75) 

0 (25) 

19. Nurses and doctors 

dislike caring for 

patients with HIV. 

179 

(83.2) 

21 

(9.8) 

12 

(5.6) 

2 (0.9) 1 (0.5) 6.50 

(16.00) 

0 (0) 

20. I feel abandoned by 

family members 

because I have 

HIV. 

155 

(72.1) 

23 

(10.7) 

21 

(9.8) 

12 

(5.6) 

4 (1.8) 13.50 

(25.00) 

0 (25) 

21. People treat me as 

less than human 

now that I have 

HIV. 

149 

(69.3) 

27 

(12.6) 

27 

(12.6) 

9 (4.2) 3 (1.3) 14.00 

(24.00) 

0 (25) 

22. People avoid me 

because I have 

HIV. 

116 

(54.0) 

37 

(17.2) 

30 

(14.0) 

25 

(11.6) 

7 (3.2) 23.25 

(30.00) 

0 (50) 

23. People I am close 

to are afraid they 

will catch HIV 

from me. 

109 

(50.7) 

40 

(18.6) 

29 

(13.5) 

29 

(13.5) 

8 (3.7) 25.25 

(30.75) 

0 (50) 

24. I feel like I am an 

outsider because I 

have HIV. 

116 

(54.0) 

30 

(14.0) 

28 

(13.0) 

35 

(16.3) 

6 (2.7) 25.00 

(31.50) 

0 (50) 

25. I feel ashamed to 

tell other people 

that I have HIV. 

39 

(18.2) 

19 

(8.8) 

34 

(15.8) 

68 

(31.6) 

55 

(25.6) 

59.50 

(35.50) 

75 (75) 

26. I am comfortable 143 36 23 9 (4.2) 4 (1.9) 85.50 100 
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 28-Item 

Internalized HIV 

Stigma Scale 

None 

of the 

time 

A little 

of the 

time 

Some 

of the 

time 

Most 

of the 

time 

All of 

the 

time 

 

n (%) n (%) n (%) n (%) n (%) M 

(SD) 

Median 

(IQR) 

telling everyone I 

know that I have 

HIV.* 

(66.5)  (16.7) (10.7) (24.25) (25) 

27. My family is 

comfortable talking 

about my HIV.* 

134 

(62.3)  

29 

(13.5) 

29 

(13.5) 

21 

(9.8) 

2 (0.9) 81.75 

(27.00) 

100 

(25) 

28. It is important for a 

person to keep HIV 

a secret from co-

workers. 

34 

(15.8) 

16 

(7.4) 

28 

(13.1) 

37 

(17.2) 

100 

(46.5) 

67.75 

(37.50) 

75 (50) 

Note. * = Response scale values reversed for scoring. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



123 
 

Appendix L 

Research Ethics Approval Letter 

Certificate of Approval of Human Research Ethics (Prince of Songkla University) 
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Ethical Approval for the Use of Human Subjects (Faculty of Medicine and Sanglah 

Hospital, Bali, Indonesia) 
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Appendix M 

Approval Permission Letter for Data Collection 

Public Health Center in Denpasar 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



126 
 

Public Health Center in Badung 
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 Hospital in Denpasar 
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Hospital in Badung 
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Hospital in Denpasar 
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Private Clinic in Kuta 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



131 
 

Appendix N 

Author Permission for the 28-Item Internalized HIV Stigma Scale 

 

Jagat Raya <jagatraya.bali@gmail.com> 
 

Min, 9 Des 
2018 04.03 

 
 

 
kepada drhays, Ron_Hays 

 
 

Dear Prof. Ron D. Hays, 
 

First of all, I am sorry for disturbing your time and thank you for your time to read my 
email. My name is Jagat Raya. Currently, I am master student from Faculty of Nursing, 
Prince of Songkla University Thailand. 
 
Actually, I have plan to conduct research about HIV-related stigma experience and 
management among HIV-infected individuals in Bali, Indonesia. I read your article with Dr. 
Sayles about development and psychometric assessment of internalized HIV stigma, and it 

is interested to me and it is fit with my study to measure level of stigma among HIV-
infected individuals. Actually, I have contacted Dr. Sayles through the email, but the email 
can not send to the email on correspondent author. Therefore, I would like to ask your 
permission (as the team with Dr. Sayles) to use and modify some items of the 28-item 
measure of internalized HIV stigma regarding the sociocultural context in Indonesia. I also 
would like to translate to Indonesian version. 

 

Would you mind if I use the 28-item measure of internalized HIV stigma for conducting my 
study? It will fruitful for HIV individuals and health care providers who work in HIV/AIDS 
area in Indonesia 
Thank you for your kind attention. 
 
Yours sincerely, 

Jagat Raya 

 

 

RONALD HAYS <drhays@ucla.edu> 
 

Sab, 8 Des 

2018 13.02 
  

 
kepada Billy, Jennifer, saya 

 
 

I have copied the relevant people. 
 

 

Jagat Raya <jagatraya.bali@gmail.com> 
 

Min, 9 Des 
2018 04.20 

 
 

 
kepada drhays 

 
 

Dear Prof. Ronald Hays, 
 
Thank you very much for your kind response. It will be fruitful for us to conduct the study. 
 

Yours sincerely, 
Jagat Raya 

 



132 
 

 

Cunningham, William <WCunningham@mednet.ucla.edu> 
 

Sab, 8 Des 
2018 13.14 

  

 
kepada Jennifer, RONALD, saya 

 
 

yes, u may use the instrument as described. i would be interested in any publications that 
result. 
 
best of luck! 
 

 

Jagat Raya <jagatraya.bali@gmail.com> 
 

9 Des 2018 
04.31 

 
 

 
kepada WCunningham 

 
 

Dear Prof. William E. Cunningham, 
 

Thank you very much for your kind attention to us. 
 

Yours sincerely, 
Jagat Raya 
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Education fee and salary. Thailand‟s Education Hub for Southern Regions of 

ASEAN Countries (TEH-AC) scholarship award for Master‟s degree year 2017-2019. 
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