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Abstract: Caregivers are an integral part of the lives of adolescents living with HIV/AIDS. HIV-related stigma and 
discrimination is often both perpetuated and reflected back on the caregiver. We explored perceived and experienced 
HIV-related stigma and discrimination among caregivers of perinatally HIV-infected adolescents. Eighty-four caregivers 
were interviewed. In the community and in school caregivers perceived that others feared being infected from the 
adolescent (33%) and felt disgust regarding the HIV-positive status of the adolescent (25%). Caregivers forbade their 
adolescent from sharing his/her drinking glass (49%). In conclusion caregivers’ discrimination were more prevalent than 
their perceptions of stigma and discrimination in the community or schools, which was primarily shown by forbidding the 
adolescent to share his/her drinking glass. Caregivers propagate the adolescent’s stigma and discrimination. With 
increasing access to HAART, HIV has become a chronic disease in some settings, although HIV-related stigma and 
discrimination still exist. 
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INTRODUCTION 

Caregivers participate in and observe the day-to-

day lives of adolescents living with HIV/AIDS (ALWHA) 

including stigma and discrimination. Often this stigma 

and discrimination is reflected back on the caregivers. 

A 2006 qualitative interview in China found many HIV-

negative family members experienced HIV-related 

discrimination [1]. A U.S. study of 33 families living with 

HIV found that all caregivers experienced stigma, and 

almost all feared (97%) or experienced (79%) 

discrimination [2]. Additionally, stigma and 

discrimination has been reported among South African 

hospice caregivers of people living with HIV/AIDS 

(PLWHA; 14%), U.S. family caregivers of PLWHA 

(79%), and Haitian caregivers of HIV-positive 10-17 

year olds (32%) [2-4]. Similar results were found in 

qualitative studies in 6 African countries, Egypt, and 

Thailand [5-9]. These studies also described the effects 

of stigma and discrimination among caregivers in 

economical terms, such as unemployment and lower 

income, and in emotional terms, such as social 

isolation.  

Caregivers can perpetuate HIV-related stigma and 

discrimination. Paxton et al. found that many PLWHA 

experienced discrimination from their families [10]. 

Caregiver stigma and discrimination of HIV-infected 

children has manifested in reduced disclosure,  
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disregard of their symptoms, and subsequently 

reduced care [9, 11]. This can become a vicious cycle, 

in which stigma and discrimination encountered by 

PLWHA is transferred to their caregivers and then 

reflected back onto the PLWHA. As noted by Surkan et 

al. it is impossible to separate out PLWHA and their 

caregivers; both groups need to be addressed to 

improve the quality of life and health of PLWHA [4]. Our 

study looked at caregivers’ perceptions and 

observations of HIV-related stigma and discrimination, 

transference of the stigma and discrimination to the 

caregiver, and disclosure of HIV status. 

METHODS  

A survey of perceived and experienced HIV-related 

stigma and discrimination among caregivers of 

perinatally HIV-infected adolescents under routine care 

at the pediatric infectious disease clinic, Department of 

Pediatrics, Chiang Mai University Hospital (CMUH), 

Chiang Mai, Thailand was conducted. The study was 

approved by the Research Ethics Committee of the 

Faculty of Medicine, CMUH. Study participants were 

the caregivers of perinatally HIV-infected adolescents. 

All adolescents (aged 10-18 years) and their caregivers 

previously underwent a multi-step disclosure process of 

their HIV-infection by a pediatric infectious disease 

physician. Caregivers were invited to participate during 

a regular scheduled HIV clinic appointment of the 

adolescents; 84 caregivers were interviewed. Informed 

consent of the caregivers was obtained and each was 

assigned a unique study number. Participants were 

provided transportation fees on the day of the interview 

(200 Thai baht, approximately US $6).  
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Questionnaire and conversation map development 

was a collaborative effort, involving members of the 

Departments of Pediatrics and Psychiatry. Trained 

interviewers conducted individual interviews and an 

infectious disease pediatrician lead the focus groups. 

Questionnaires collected demographic data and a 21-

item regarding perception and observation of adole-

scent wellbeing (4 questions), enacted discrimination (4 

questions), community and school discrimination (7 

questions), received stigma (2 questions), and 

concerns with disclosure (4 questions). Focus groups 

used a conversation map following HIV-related themes 

including stigma, discrimination, concern about their 

adolescent, and disclosure. Twenty-five caregivers (6 

parents, 11 aunts or uncles, 4 grandparents, and 3 

other relatives, and a teacher) in groups of 5-7 

participated in 4 focus groups. Focus groups were 

recorded, transcribed verbatim from the audio 

recordings, and translated into English. Data was 

entered with Epi Info, version 6 (Centers for Disease 

Control and Prevention, Atlanta, GA, USA). Descriptive 

analysis was used for demographics and prevalence of 

HIV-related stigma and discrimination. Initial focus 

group themes were identified and recurring ones 

grouped by the primary investigators.  

RESULTS 

Quantitative Results 

Demographic Characteristics 

Among the 84 caregivers interviewed, the median 

age was 45 years old (range: 28-74; Table 1). The 

most common relationships to the ALWHA were grand-

parent (30%), mother (24%), aunt/uncle (26%), and 

father (14%; Figure 1). Most (96%) had completed part 

of elementary school education and worked as emplo-

yees (62%). These caregivers cared for 86 adolescents 

with a median age of 13 years (range: 10-18.9).  

Stigma and Discrimination 

Caregivers reported that in school and in the 

community, friends and others expressed fear of 

getting infected from ALWHA (33%) and expressed 

disgust regarding their HIV-positive status (25%; Table 

2). Many ALWHA were teased (23%) or bullied (11%). 

Approximately 11% of ALWHA had been prohibited 

from going to school by principals or teachers.  

Many caregivers kept the adolescent’s HIV infection 

a secret (40%) and did not want to talk to anyone about 

the infection (27%). Numerous caregivers told the 

adolescent to keep their infection a secret also (24%) 

and worried that the adolescent would tell others 

(13%). 

Almost half (49%) of the caregivers forbade sharing 

of the adolescent’s drinking glass. Many caregivers 

Table 1: Caregiver Relation to HIV-Infected Adolescent, 
Education, and Occupation 

 # % 

Median (SD) 45 (12) 
Age (n=84) 

Range 28-74 

Grandparent 25 30 

Mother 20 24 

Aunt/Uncle 22 26 

Father 12 14 

Caregiver 
relation (n=84) 

Other
1
 5 6 

Grade 1-3 31 37 

Grade 4-6 28 34 

Other
2
 11 13 

Junior HS 10 12 

Education 
(n=83) 

No education 3 4 

Employee 52 62 

Seller 10 12 

Other
3
 7 8 

Agriculture 6 7 

Unemployed 5 6 

Occupation 
(n=84) 

Government employee 4 5 

1
Step parent, teacher.  

2
High school, vocational school, university. 

3
Housewife, hairdresser, personal business. 

 

 

Figure 1: Caregiver relation to HIV-infected adolescent 
(n=84). 
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(19%) forbade the adolescent from playing with friends, 

while some left the adolescent to eat alone (10%) or 

feared getting HIV (8%). Approximately 11% of caregi-

vers felt the adolescent had spoiled the family’s pres-

tige and 5% felt shame for taking care of a HIV-infected 

adolescent. The majority of caregivers worried about 

the adolescent’s future (76%) and life span (65%).  

Knowing HIV Status 

Sixty-three percent of caregivers reported that they 

disclosed the adolescents HIV status to others (Table 

3). The caregivers said that 64% of the adolescents 

knew their HIV status. Among people around the 

adolescent, caregivers reported a relative was most 

likely to know the adolescent’s HIV status (89%), 

followed by a teacher (64%), a neighbor (57%), and a 

friend (32%). 

Qualitative 

The primary themes that arose were sources of 

adolescent stigma, discrimination, and initiation of 

Highly Active Antiretroviral Therapy (HAART; Table 4). 

Additional themes identified include dealing with 

stigma, difficulty enrolling in school, disclosure, concern 

with future, and transfer of care to an adult clinic 

(Quotations not shown in Table).  

DISCUSSION 

To our knowledge this is the first study of HIV-

related stigma and discrimination with quantitative and 

qualitative measures among caregivers of HIV-infected 

adolescents. Caregivers’ stigma and discrimination 

were more prevalent than their perceptions of stigma 

and discrimination in the community and schools. This 

Table 2: Caregivers’ Questionnaire Responses to Perceptions of Stigma and Discrimination Relating to Perinatally-
HIV-Infected Adolescent 

Yes  

 # % n 

Perceived stigma and discrimination in the community and in school 

 Others have feared being infected from my adolescent.  27 33 83 

 My neighbors have felt digust regarding the HIV status of my adolescent.  21 25 84 

 My adolescent has been teased.  19 23 84 

 My adolescent has been bullied.  9 11 84 

 My adolescent has been prohibited from going to school.  9 11 84 

 My adolescent has been prohibited from playing with friends.  6 7 83 

 My adolescent has been prohibited from camping with others.  3 4 84 

Concerns with disclosure 

 I have kept my adolescent's HIV infection a secret.  33 40 82 

 I do not want to talk to anyone about my adolescent's HIV infection.  23 27 84 

 I have told my adolescent to keep their HIV infection a secret.  20 24 83 

 I have worried that my adolescent will tell others about his/her HIV infection.  11 13 84 

Stigma and discrimination by caregivers 

 I have forbidden my adolescent from sharing use his/her drinking glass.  41 49 84 

 I have forbidden my adolescent to play with his/her friends.  16 19 84 

 I have left my adolescent to eat alone.  8 10 84 

 I have feared being infected from my adolescent.  7 8 84 

Transfer of stigma to the caregiver 

 My adolescent has spoiled the family's prestige.  9 11 84 

 I have felt shame in caring for my adolescent.  4 5 84 

Caregiver's perception of adolescent wellbeing 

 I have worried about my adolescent's future.  63 76 83 

 I have worried about my adolescent's life span.  55 65 84 

 I have thought that my adolescent is unhappy, unlike other children.  34 40 84 

 I have worried about my adolescent's appearance.  21 25 84 
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Table 3: From the Caregivers’ Perspective: Who knows the Adolescent’s HIV Status? 

Yes  

 # % n 

Have you told anyone that your child has HIV?  53 63 84 

Does the child know that they have HIV?  54 64 84 

Who knows that the child has HIV?     

 A relative* knows (26) 68 89 76 

 Grandmother knows (21)  66 85 78 

 Grandfather knows (4) 61 84 73 

 Mom knows (4) 60 81 74 

 Dad knows (12) 60 76 79 

 A teacher knows (1) 50 64 78 

 A neighbor knows (0) 43 57 75 

 A friend of the adolescent knows (0)  24 32 75 

*Relative refers to. 
(#) refers to number of caregiver respondents in that category. 

 

Table 4: Selected Caregiver Quotes Regarding Sources of Stigma, Discrimination, and Initiation of Highly Active 
Antiretroviral Therapy (HAART) 

Sources of stigma 

 From caregivers: 

  "I (used to be) afraid other children will be come infected," (grandmother). 

 From the adolescents: 

  “When the child was 11 years old, he was afraid (to share his cup with others, because) other people will be infected,” (aunt). 

  From the community: 

  “They want (him) to use his own utensil set,” (aunt). 

  “The neighbor did not allow their children to come too close to my child,” (aunt). 

  “At the temple, parents didn't let their children go to the center if my child was there,” (uncle). 

 At school: 

  “The child was rejected from many schools,” (aunt). 

  “People at the school tell me to teach my nephew at home,” (uncle). 

  “If they accept an HIV-infected child, the other parents will not bring their children to school,” (aunt). 

 From healthcare providers: 

  “(Staff at a hospital) spoke to us impolitely,” (parent). 

  “They asked me what is wrong with my children, they checked the child's medical record and told me to get my child out of the 
hospital because they didn't know what is wrong with my child,” (aunt). 

Discrimination 

 “No one in my community accepted me…when my child and I went to a party, we wanted to join with others, but they didn't share their 
food and drink to us…even though I'm not infected…yes, they didn't share want to share anything to us…they just walked away,” (uncle). 

 "When I went to a funeral in my community…only my grandchild and I sat and ate together…no one joined us,” (grandparent).  

Initiation of HAART 

 “Many years ago (I used to worry that my adolescent would only be alive for a short time) because at that time there was no medicine,” 
(aunt).  

 “I don't know how it was in the past when there is no medicine for HIV-positive person…I said it is better than cancer or serious accident,” 
(uncle). 

 “I am not afraid anymore…I can live or eat with the infected adolescent,” (grandmother). 

 “The situation is better now (after HAART). No one insults my adolescent who looks just like a normal kid,” (aunt). 

 “Because they can see that we still live. They thought we would not live for long,” (aunt).  
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was primarily shown by forbidding the adolescent to 

share his/her drinking glass, which was corroborated 

by our previous study among HIV-infected adolescents 

that found forbidding to share his/her drinking glass 

was one of the leading modes of discrimination in the 

home (Washington & Oberdorfer, under consideration, 

2013). Although, a substantial number of individuals in 

the community and in school feared being infected by 

the adolescent and expressed disgust regarding their 

HIV-positive status. All of these factors likely 

contributed to the caregivers prohibiting adolescent 

disclosure and concerns regarding the adolescent’s 

future and life span.  

The high levels of stigma and discrimination both 

experienced and perceived by caregivers of PLWHA 

that we found have been reported in other studies. 

Singh et al. (2011) in South Africa, found 14% of 

caregivers of PLWHA experienced discrimination, while 

our study found 11% of caregivers felt damage to 

family prestige. Surkan et al. (2010) in Haiti interviewed 

caregivers of children affected (not necessarily infected 

by HIV) in Haiti and found that 32% of caregivers 

reported that the children were discriminated against. 

This is similar to our results, in which caregivers 

reported that 33% of people expressed fear of getting 

infected from the ALWHA and 25% of people of 

expressed disgust toward ALWHA. Direct comparisons 

to other studies are difficult because of questionnaire 

structure, age, and HIV status. 

There are themes that appear to underscore 

caregivers’ responses. In Thai society opinions and 

views are often transferred from one family member to 

another. In terms of HIV-related stigma and 

discrimination caregivers are likely to hide HIV infection 

to protect the adolescent and the family from this 

transference. Unfortunately we feel that this likely led to 

higher caregiver enacted stigma and discrimination, 

and an undervaluation of the adolescent’s knowledge 

of their HIV status. This is likely propagated by 

caregiver guilt and denial. Additionally, caregivers may 

not have as complete of an understanding of the 

adolescents as they assume. When we surveyed HIV-

infected adolescents they reported higher levels of HIV-

related stigma and discrimination and only 42% said 

they were likely to talk to their caregiver about their 

problems (Washington & Oberdorfer, under 

consideration, 2013). 

Initiation of HAART appeared to change the 

caregivers’ views on stigma, discrimination, and overall 

view on life. In the interviews, many of the caregivers 

expressed negative views before initiation of HAART, 

which then became more positive after HAART. These 

changes occurred within the caregiver and in the 

community, and appeared to revolve around 

appearance and lifespan. These findings correlate with 

a study by Abadia-Barrero and Castro among HIV-

infected children on HAART, who reported that HAART 

has changed HIV into a chronic disease and reduced 

HIV-related stigma [12]. Additionally, HIV-infected 

adolescents are on the verge of their sexual debut and 

HAART will decrease the possibility of HIV 

transmission to their sexual partners and progeny. 

HAART has the ability to transform many aspects of 

the adolescents’ and caregivers’ lives.  

We also speculate that coming to the clinic and 

being able to talk about their issues (to healthcare 

professionals and other families) allow for 

normalization of HIV. Although the caregivers’ 

perception of HIV appeared to change over time, 

barriers related to HAART were still present, including 

forbidding the adolescents to participate in activities 

and unintentional disclosure with frequent trips to the 

hospital. This was mirrored by the adolescents’ views 

regarding the initiation of HAART (Washington & 

Oberdorfer, under consideration, 2013). 

The strengths of the study include: the ability to 

compare quantitative and qualitative measures; long-

term relationships formed by the pediatric infectious 

disease staff, caregivers and adolescents; access to 

HAART at no cost; and interviewing the majority of 

caregivers of HIV-infected adolescents in our clinic, 

which is the primary referral site in northern Thailand. 

The primary limitations of this survey are not getting a 

better sense of: the caregiver’s identity in the 

community; the caregiver’s family experience with HIV; 

impact of experiencing stigma and discrimination by the 

caregiver; the financial burden of caring for an ALWHA; 

and the support (or lack thereof) for caregivers of 

ALWHA. Both the strengths and limitations of our study 

allow for ample future research opportunities. 

CONCLUSIONS 

Widespread access to HAART, in some parts of the 

world, such as in Thailand, has changed HIV to a 

chronic disease, and while HIV-related stigma and 

discrimination from the initial phase of the epidemic 

lessens, new modes have emerged. We must change 

with the HIV epidemic. HIV-related stigma and 

discrimination needs to be contested in a number of 

methods including provision of HAART, but it is also 
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clear there must be support on a personal, familial, and 

community levels. Uncertainties about the adolescent’s 

future appear to cause caregiver substantial fear and 

worry. For the providers at CMUH, these results 

provide an additional focus of emphasis on education 

to the caregivers and the need to explore their 

concerns, partnering with them to reduce stigma and 

discrimination, such as support groups. We also realize 

that on a community level our HIV education program 

needs to be reinvigorated. 
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