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ABSTRACT 
 

Background: The stigma of HIV and AIDS become a significant barrier to prevention, 

treatment, and care for HIV infected people. Disclosure of HIV status to the family can 

help People Living with HIV infection (PLWH) to obtain support and comfort from 

their family. However, the difference of perceived HIV stigma held by patients and 

families has become problematic and lead to inadequate responses of PLWH and their 

families.   

Purpose: This study aimed to examine the difference in perceived HIV stigma between 

PLWH and their families. 

Methods: This was a cross-sectional study involving 60 respondents that consisted of 

30 PLWH and 30 family members. They were recruited purposively in an HIV clinic of 

a residencial hospital in West Java Province, Indonesia. The perceived HIV stigma was 

measured by the Berger’s HIV stigma scale (BHSS), and the Liu’s Courtesy Stigma 

Scale (LCSS) was used to measure the perceived HIV stigma at the family level. Data 

were analyzed using descriptive and inferential analysis (independent t-test) to test the 

difference in perceived HIV stigma between PLWH and their families.    

Results: The study found that most PLWH and their families perceived HIV stigma at a 

moderate level (70% vs. 63.4%, respectively). There was a significant difference in 

perceived HIV stigma between PLWH and their families (t=3.4; p=0.001). The PLWH 

perceived HIV stigma was higher than their family members (M=41, SD=13.9 vs. 

M=28.5, SD=14.0).  

Conclusion: This study highlighted that PLWH and their family have different 

perceptions regarding HIV stigma, which can lead to different responses. Therefore, 

nurses and other health care providers need to be aware and take a comprehensive 

assessment-related perceived HIV stigma in order to provide a high quality of nursing 

care, mainly dealing with HIV stigma for both PLWH and their family members.   
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BACKGROUND 

Human Immunodeficiency Virus (HIV) remains a major challenge for health 

development in many countries. HIV has changed gradually from an acute fatalistic 

disease to a manageable chronic disease that requires lifelong treatment and care for 

PLWH (people living with HIV) in order to maintain their health and quality of life 

(Swendeman, Ingram, & Rotheram-Borus, 2009). Currently, approximately 37.9 million 

people were living with HIV infection throughout the world (UNAIDS, 2019). 

Indonesia is a country known as the world’s fastest-growing epidemics of HIV from 

very few people with HIV in 2000 to an estimated 640,000 in 2018 (UNAIDS, 2019). 

West Java Province is the most populous province in Indonesia, which has a high 

number of PLWH. It is estimated that there were 36,853 PLWH in West Jawa from 

1987 until June 2019, which constituted the third-largest number of PLWH after Jakarta 

and East Java Province (Ministry of Health Republic of Indonesia [MoHRI], 2019). The 

increasing number of PLWH has raised the burden on individual, family, and 

community life and nation development (Ibrahim & Songwathana, 2009). Based on the 

evaluation of the three ‘zero’ program; zero new HIV infection, zero HIV 

discrimination, and zero AIDS-related deaths, those goals have not been successfully 

achieved globally (UNAIDS, 2017). Discrimination toward PLWH remains to exist in 

family, community, even in health care settings and institutions. There was evidence 

that 1 out of 10 PLWH has reported lost their source of income due to their HIV status 

(UNAIDS, 2017). In addition, free from AIDS-related death has not been achieved 

successfully; yet it declined to one million in 2016. Therefore, there is an increasing 

concern if those ambitious goals also could not be achieved in the extension period that 

has been agreed by the United Nation's country members to be achieved by 2030. 

 

The perception of HIV stigma is a significant barrier in prevention, treatment, and care 

for PLWH. In India, a study revealed that stigma became a barrier to health and well-

being for patients with HIV, especially among HIV infected women (Yakhmi, Sidhu, 

Kaur, & Dalla, 2014). In Indonesia, a previous study found that some people showed 

negative attitudes such as refused to eat food provided or sold by PLWH, not allowing 

their children to play with children of HIV infected parents, not using shared toilets, and 

refusing to stay close with PLWH (Shaluhiyah, Musthofa & Widjanarko, 2015).  

 

PLWH encountered not only physical problems related to the disease but also social 

problems as a consequence of bearing the disease. The perception toward HIV stigma 

can be referred to as the assessment of people who are HIV infected, which includes 

negative attributes or characteristics by which they are treated differently from other 

community members (Earnshaw & Chaudoir, 2009). As the perception of HIV stigma 

was held by PLWH themselves, it could hinder PLWH from getting access to health 

care services (Swendeman et al., 2009). The HIV stigma perception of PLWH, or in 

another term called as personal stigma, is a negative perception of PLWH about 

themselves that linked to the community’s view on HIV as a deadly disease or dirty 

disease associated with free sex or illegal sexual relation (Earnshaw & Chaudoir, 2009).  

 

Family is the first line and the closest social environment where HIV infected people 

live. Family is expected to give support and comfort when their member was diagnosed 

with HIV and experienced its signs and symptoms throughout the disease process. 
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However, some families of PLWH showed negative attitudes and discriminating 

behaviors when they knew their member was HIV positive. HIV stigma at a family 

level can be an external stigma that may contribute to a higher perceived stigma by 

PLWH. Family stigma represents a negative view of the family toward PLWH, which 

leads to discrimination behaviors due to disease status (Greeff et al., 2008). Cultural 

related factors and family’s functioning and development are also influencing factors to 

the perceived HIV stigma among family members (De  Wet, Du  Plessis,  &  Klopper,  

2013). The different perceptions of HIV stigma between PLWH and their family may 

also inhibit PLWH to disclose their HIV status to family members due to fear of 

rejection and discrimination by family members (Gari, Habte, & Markos, 2010). In fact, 

disclosing HIV status is very important to plan appropriate treatment, care, and support 

for PLWH. Understanding perceptions of HIV stigma between PLWH and their families 

become a crucial element for designing appropriate interventions in caring for PLWH 

and their families.   

 

PURPOSE 

This study aimed to examine the differences in perceptions of HIV stigma between 

PLWH and their families. 

 

METHODS 

Design and sample 

The study used a cross-sectional design with a comparative method approach. Thirty 

PLWH and 30 family members were recruited purposively to participate in this study. 

Inclusion criteria for being a PLWH respondent were their age ≥ 18 years, or adult, be 

able to read, write, and communicate well in Bahasa Indonesia, and not suffering from 

mental disorders. Meanwhile, family members involved in this study were those who 

live with patients in the same household for at least one month, knowing the patient’s 

HIV status, able to read, write, and communicate well in Bahasa Indonesia.  

 

Ethical consideration 

Ethical approval of the study was obtained from the Health Research Ethics Committee 

of the Faculty of Medicine, Universitas Padjadjaran (Letter number: 

057/UN6.KEP/EC/2018). Permission to collect the data was granted by the hospital 

director, where the study took place. Ethical principles were assured not to be violated 

throughout the study process.    

 

Measurement 

The perception of HIV stigma on PLWH was measured by using Berger’s HIV stigma 

scale - Indonesian version (BHSS-I), which has been translated and validated by Nurdin 

(Berger, Ferrans, & Lashley, 2001; Nurdin, 2013). The BHSS-I has a Cronbach’s alpha 

coefficient of 0.94 for a total score of 40 items, and 0.81 to 0.92 for sub-scales, 

indicating that the instrument has strong validity and reliability. The BHSS-I measured 

personal stigma, status disclosure, negative self-image, and public attitudes. It consisted 

of 40 items with a 4-point ordinal response scale ranging from strongly disagree, 

disagree, agree, and strongly agree. The total lowest score was 40, and the total highest 

score was 160. The total score was then categorized into three levels: mild (40-80), 

moderate (81-120), and severe (121-160) (Charles et al., 2012; Li & Sheng, 2014). 
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Construct validity of the BHSS was supported by relationships with related constructs: 

self-esteem, depression, social support, and social conflict. Coefficient alpha was 0.96 

meaning that the instrument has high internal consistency reliability (Berger et al., 

2001). 

 

Family’s perception regarding HIV stigma was measured by using Liu's Courtesy 

Stigma Scale (LCSS); it measured both public and self-perceived stigma (Liu, Xu, Sun, 

& Dumenci, 2014). It consisted of 22 items with a 4-point ordinal response scale from 

strongly disagree, disagree, agree, and strongly agree. The total score ranged from 22 to 

88, which was divided into three levels: mild (22-40), moderate (41-60), and heavy (61-

88) (Singh, Chaudoir, Escobar, & Kalichman, 2011). The Cronbach’s alpha coefficient 

of the original LCSS was between 0.83 to 0.90, which was considered as reliable 

instrument with good construct validity. The original questionnaire was written in 

English; therefore, it was translated into Bahasa Indonesia using a back-translation 

technique by experts who are fluent in both languages. The translated instrument was 

reviewed and modified in order to fit with the targeted population.  

 

Data analysis 

In the univariate level, data were analyzed by calculating frequency and percentage for 

each level of perceived stigma and its components for both PLWH and family 

respondents. In the bivariate level, an independent t-test was employed to examine the 

differences in perceived stigma between PLWH and family. Before comparing the 

means scores of perceived HIV stigma between PLWH and family, each data score was 

transformed into 100 formula (score 100 = 100 x (individual score - lowest score) / 

range) for each respondent (McDowell, 2006).  
 
RESULTS   

Demographic characteristics of respondents 

The study involved 60 respondents that consisted of 30 PLWH and 30 family members. 

Respondents of PLWH were predominantly 26-35 years of age group, male, completed 

junior high school, self-employed, unmarried, Muslim, and on Antiretroviral Treatment 

(ART) medication. Moreover, the family member group was dominated by 26-35 years 

of age group, female, completed junior high school, self-employed, married, Muslim, 

and in a family relationship as a parent (Table 1).  

 

Table 1. Demographics characteristics of respondents (n= 60) 

 

Characteristics 
PLWH (n=30) 

f (%) 

Family (n=30) 

f (%) 

Age (Years) 

18 – 25  

26 – 35  

36 – 45  

 

  9 (30) 

15 (50) 

  6 (20) 

 

  7 (23.3) 

14 (46.7) 

  9 (30) 

Sex 

Female 

Male 

 

  7 (23.3) 

23 (76.7) 

 

16 (53.3) 

14 (46.7) 

Education 

Elementary School 

 

  6 (20) 

 

  7 (23.3) 
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Characteristics 
PLWH (n=30) 

f (%) 

Family (n=30) 

f (%) 

Junior High School 

Senior High School 

Academic/University 

  8 (26.7) 

12 (40) 

  4 (13) 

13 (43.3) 

  8 (26.7) 

  2 (6.7) 

Occupation 

Self-employed 

Private employee 

Housewife 

 

24 (80) 

  3 (10) 

  3 (10) 

 

14 (46.7) 

  3 (10) 

13 (43.3) 

Marital Status 

Married 

Unmarried 

Widower/Widow 

 

  6 (20) 

21 (70) 

  3 (10) 

 

20 (66.6) 

  8 (26.7) 

  2 (6.7) 

Religion 

Islam 

Non Islam 

 

30 (100) 

  0 (0) 

 

30 (100) 

  0 (0) 

ART medication 

Yes 

No 

 

30 (100) 

  0 (0) 

 

- 

Family Relationship 

Parents 

Spouse (Husband-Wife) 

Sibling (Younger – Older) 

Children 

 

- 

- 

- 

- 

 

  9 (30) 

  7 (23.3) 

  8 (26.7) 

  6 (20) 

 

Perceived HIV stigma  

Table 2 presents the level of perceived stigma and its components between PLWH and 

family. Most PLWH respondents and family perceived stigma within a moderate level. 

Personal stigma was dominated by the stigma component among PLWH, while the 

proportion of self-perceived stigma was higher than public stigma among family 

respondents.      

 

Table 2. Level of perceived HIV stigma and its’ components between PLWH and 

families (n=60)  

 

Perceived HIV stigma 
Mild 

f (%) 

Moderate 

f (%) 

Heavy 

f (%) 

PLWH: 

Overall 

Personal stigma   

Status disclosure 

Negative self-image 

Social attitudes 

 

  9 (30) 

  8 (26.7) 

10 (33.3) 

  9 (30) 

  9 (30) 

 

21 (70) 

22 (73.3) 

20 (66.7) 

21 (70) 

19 (63.3) 

 

0 (0) 

0 (0) 

0 (0) 

0 (0) 

2 (6.7) 

Family: 

Overall 

Public stigma  

Self-perceived stigma 

 

11 (36.6) 

20 (66.7) 

19 (63.3) 

 

19 (63.4) 

10 (33.3) 

11 (36.7) 

 

0 (0) 

0 (0) 

0 (0) 

 

Because of the different number of items between the BHSS and LCSS, in order to 

make it appropriate for comparison, the raw data of each respondent were transformed 
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into a 100-formula. The mean score, standard deviation, and range for each group were 

calculated before and after transformation (Table 3). 

 

Table 3. Transformation of data score of perceived HIV stigma between PLWH and 

families  

 
 Mean SD Range 

PLWH: 

Before transformed 

After transformed 

 

89.2 

41 

 

16.7 

13.9 

 

58 – 115 

15 – 63  

Family: 

Before transformed 

After transformed 

 

40.9 

28.5 

 

  9.3 

14.0 

 

22 – 57 

  0 – 53 

 

The difference of perceived HIV stigma between PLWH and families  

Before comparing the means score between PLWH and family groups, the researchers 

conducted a normality test using the Shapiro Wilk technique. The test revealed p-value 

= 0.63 for PLWH, and 0.31 for the family, which could be concluded that the data were 

normally distributed (p>0.05). The homogeneity test was performed by using Levene’s 

test and the result showed p-value=0.997 (>0.05), which indicated that there was a 

similarity of variances or homogeneity was assumed. The steam-leaf and box-plot were 

checked, and the results showed none outlier data were identified. Therefore, all 

assumptions of independent t-test have been met. The result found that there was a 

significant difference in perceived HIV stigma between PLWH and their families (p> 

0.05), with a mean score of PLWH was higher than their family (Table 4). 

 

Table 4. The difference of perceived HIV stigma between PLWH and families  

 
Perceived stigma Mean SD t p 

Overall score: 

PLWH 

Family 

 

41 

28.5 

 

13.9 

14.0 

 

3.4 

 

0.001 

 

DISCUSSION 

HIV-related stigma is still prevalent among society, although much significant progress 

has been made in the medical treatment of the disease. The stigma attached to 

HIV/AIDS is even considered being higher than other diseases such as leprosy, which 

caused bodily disability (Stevelink, Van Brakel & Augustine, 2011). It is due to 

negative views and judgments on individuals’ behaviors who contracted the disease 

(Lindberg, Wettergren, Wiklander, Svedhem-Johansson, & Eriksson, 2014). Stigma 

toward HIV may occur at various levels, including personal, family, community, and 

public levels. 

 

On the other hand, the stigma can also exist in different settings such as education, 

workplaces, health care services, even in legal and policy institutions. This study found 

that most PLWH respondents and their families perceived HIV stigma at a moderate 

level. The stigma component among PLWH dominated personal stigma. This is relevant 

to previous studies in China and India reporting that most of PLWH respondents in the 
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studies rated their HIV stigma as a moderate level (Li & Sheng, 2014; Gohain & 

Halliday, 2014). Stigma can be changed in many ways, but the most popular 

intervention is by educating people with accurate information and knowledge about 

HIV through multiple channels of educational media.  

 

Considering that nowadays there are many media available that provide information and 

knowledge related to HIV and easily accessible by the public, it has likely succeeded in 

improving the public’s knowledge about HIV and reducing HIV stigma level compared 

to the beginning era of the HIV epidemic. However, it did not totally eradicate the 

stigma; it is remaining to exist though in the level of moderate and lower. Personal 

stigma was found as the highest number compared to other stigma elements among 

PLWH in this study. Personal stigma, or in another term known as internal stigma refers 

to thoughts and behaviors came from negative perceptions of his/her own individuals 

which are an essential part of mental health for individuals' adaptation in their life 

(Kalichman et al., 2009). Perceived internal stigma can be manifested in forms of 

feeling shame, guilty, lonely, or depressed that make individuals isolated from others 

(Cameron et al., 2011; Nachega et al., 2012). In this study, personal stigma was higher 

than other elements within a moderate level; however, the range among these stigma 

elements is not very wide. It means PLWH have all stigma elements that contributed to 

their perception of HIV stigma. In the family group, the proportion of the moderate 

level of self-perceived stigma was higher than public stigma. It is similar to a study 

from Vietnam that found perceived HIV stigma by the family of PLWH was dominantly 

moderate (Lundberg et al., 2016). Public stigma can be understood as the attitudes or 

reactions that the general people demonstrate to PLWH as felt by the family of PLWH. 

In contrast, the self-perceived stigma refers to the fear of societal attitudes and potential 

discrimination perceived by the family who have a family member with HIV/AIDS (Liu 

et al., 2014). Self-perceived stigma was identified as a higher proportion because the 

family seemingly has more thought about the stigma rather than their real experience of 

encountering stigma from the community.  

 

This study revealed a significant difference in perceived HIV stigma between PLWH 

and their families; the mean score of PLWH was higher than their families. This finding 

is congruent to a previous study reporting that there was a difference in perceptions 

toward HIV stigma between PLWH and their family, where PLWH had 2.5 times 

higher perceived HIV stigma than their family (Liu, Xu, Lin, Shi, & Chen, 2013). 

Different perceptions related to HIV stigma may be associated with different levels of 

education, route of transmission, beliefs, and views regarding HIV and AIDS (Li & 

Sheng, 2014; Ibrahim & Songwathana, 2009). In this study, the majority of PLWH 

respondents completed senior high school. Although it is not clear the correlation 

between formal education and level of knowledge about HIV and AIDS, there was 

evidence that most PLWH in a district hospital in West Java, have lower health literacy 

(Kesumawati, Ibrahim, Witdiawati, 2019). Health literacy is one of the important 

factors that influence the perception and behaviors of PLWH. Another study in 

Bandung, West Java, found that PLWH in a Muslim community perceived HIV and 

AIDS as a deadly, dirty, and horrifying illness due to deviant behaviors of free sex, or 

using illicit drugs as the risk factors of getting HIV infection (Ibrahim, 2010). It 

reflected the influence of cultural beliefs and the context of Islamic teaching that 



Nurse Media Journal of Nursing, 9(2), 2019, 124 

Copyright © 2019, NMJN, p-ISSN 2087-7811, e-ISSN 2406-8799 

emphasized prohibiting free sex and taking illicit drugs that is considered as a big sin. It 

is relevant to a previous study highlighting the influence of family race, cultural values, 

and religious and spiritual values on HIV stigma in South Africa (Browna, BeLueb, & 

Airhihenbuwaa, 2010). Perceived HIV stigma of PLWH that is higher than the family 

often hinder PLWH to disclose their status to their family. Ibrahim, Rahayuwati, and 

Herliani (2019) reported their qualitative findings, which outlined four major themes as 

reasons for PLWH not to disclose their HIV status to their family. They were (1) 

negative feelings about being an HIV-infected person, (2) feeling fear of being rejected 

by family members, (3) avoiding being a burden on the family, (4) desiring to maintain 

a good relationship with family members. These reasons may also relate to high 

perceived stigma among PLWH; in fact, it may or may not be the same as the family 

perceived.   

 

Family is a social structure and environment that closest to PLWH. Impacts of being 

HIV infected people are not only experienced by PLWH themselves but also 

experienced by their family members. Goffman (as cited in Liu et al., 2014) pointed out 

that perceived or experienced stigma could be passed on to family members of those 

with the stigmatizing attributes. It was named as ‘‘courtesy stigma’’ which refers to a 

person who perceives or experiences stigmatization due to their association with a 

person who accepts the punished attribute. Courtesy stigma causes feelings of social 

isolation, shame, and fear, and introduces additional stressors to HIV-uninfected family 

members of PLWH. In this regard, the family of PLWH also becomes the subject of 

stigmatization. This study found that there were two types of perceived stigma that may 

exist in the family of PLWH, they were public stigma, which was real stigmatization 

received by the family from neighbors or community, and self-perceived stigma, which 

was family’s perception toward their family members infected by HIV. It can be 

manifested through discriminating behaviors, responses, negative feelings, and isolation 

toward PLWH. Nurses as the front line of health care providers who have close contact 

with PLWH and their families need to have a better understanding of HIV stigma 

perceived by PLWH and their family.   

 

This study has limitation for generalization to all PLWH population. It is due to only 

involved one site of HIV clinic and the samples were not recruited randomly. However, 

this study provide evidence that PLWH and their family have different perceptions 

regarding HIV stigma, which can lead to different responses.    

 

CONCLUSION  

This study found that most PLWH and their families have perceived HIV stigma at a 

moderate level. Personal stigma was a higher type of stigma elements reported by 

PLWH respondents, whereas in the family respondents found that the proportion of self-

perceived stigma was higher than public stigma. There was a significant difference in 

perceived HIV stigma between PLWH and their family with a mean score of PLWH 

was higher than their family. This study recommends nurses and health care providers 

to be aware and take a comprehensive assessment-related perceived HIV stigma in order 

to provide a high quality of nursing care, mainly dealing with HIV stigma for both 

PLWH and their family members. It would be challenging for further study to cover a 

wider multisite study with random sampling method validate the results of the study. 
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Further study is also needed to  investigate factors associated to the difference perceived 

stigma between PLWH and their family in order to addrees in developing nursing 

interventions.   
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