
130 PRHSJ Vol. 31 No. 3 • September, 2012

Knowledge of Legal Rights among Persons Living 
with HIV/AIDS in Puerto Rico: Implications for 
Stigma Management

Souhail Malavé-Rivera, PhD*; Blanca Ortiz-Torres, PhD, JD†; Nelson Varas-Díaz, PhD‡

*Center for AIDS Prevention Studies, University of California, San Francisco, 
California, United States of America; †Psychological Research Institute (IPsi in 
Spanish), University of Puerto Rico Río Piedras Campus, San Juan, Puerto Rico; 
‡Graduate School of Social Work Beatriz Lassalle, University of Puerto Rico Río 
Piedras Campus, San Juan, Puerto Rico

The authors have no conflict of interest to disclose.

Address correspondence to: Souhail Malavé-Rivera, PhD, University of California, 
San Francisco-Center for AIDS Prevention Studies, 50 Beale St, Suite 1300, San 
Francisco, CA 94105. Email: Souhail.Malave@ucsf.edu

Objective: To determine the level of understanding that people living with HIV/
AIDS (PLWHA) in Puerto Rico have in terms of their own legal rights; to ascertain 
how the members of this population manage the violation/s of these rights in the 
event that such violations occurred. 

Methods: A mixed-method design was used to accomplish our objectives. One 
hundred and three participants completed a questionnaire; an in-depth interview 
was also conducted with 10 members of the sample group.

Results: Quantitative results show that the most recognized rights among the 
participants were the right to have sex (n = 98; 95%) and the right to marry (n = 
90; 87%). Most participants inaccurately indicated that PLWHA are forced by law 
to disclose their HIV serostatus both to their partners (n = 69; 67%) and to their 
physicians (n = 70; 68%). The results from qualitative analysis indicate that most 
of the participants had experienced discrimination, though none reported these 
occurrences to the legal authorities. 

Conclusion: Findings suggest that there is a need to improve the implementation 
of the public policy that protects PLWHA who live in Puerto Rico from discrimination. 
Future interventions aimed at reducing HIV-related stigma should consider providing 
information about legal rights and strategies for managing stigma and discrimination. 
Healthcare professionals play an important role in the promotion of the rights of 
PLWHA in Puerto Rico. [P R Health Sci J 2012;3:130-137]
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The HIV/AIDS epidemic continues affecting many people 
around the world. One of the ancillary outcomes of this 
epidemic is that the rights of people living with HIV/

AIDS (PLWHA) are violated on a regular basis. There is a call for 
a human rights approach that will reduce this rights violation (1, 
2). Discrimination does not occur in a vacuum; for that reason, 
we have been attempting to better understand the manifestations 
and consequences of HIV stigmatization as they pertain to the 
violation of the rights of PLWHA.

Based on Goffman’s (3) conceptualization of stigma as a 
“deeply discreditable attribute of an individual or a group,” 
literature on HIV has operationalized the definition of the 
stigma related to HIV. HIV-related stigma refers to “all stigma 
directed at persons perceived to be infected with HIV, regardless 
of whether they are actually infected and of whether they manifest 
symptoms of AIDS or AIDS-related complex” (4). HIV-related 
stigma is often rooted in the lack of knowledge about HIV 
transmissibility, fear of contagion, and the association of 
HIV with socially devalued behaviors (e.g., promiscuity, 
drug use, homosexuality) (5, 6). Stigmatizing attitudes have 
been documented among family members of PLWHA (7, 
8), employers of PLWHA (9), and healthcare professionals 
(10, 11). Some manifestations of stigmatizing behavior 

include avoiding physical contact with and resisting treating 
PLWHA. Both of these negative actions are considered to 
be discriminatory (12, 13), and these actions in turn can 
be the basis for the violation of rights (5, 12). Examples of 
discrimination that constitute violations of PLWHA’s rights 
have been widely documented in the literature and include 
refusal of employment (14), denial of healthcare services 
(15), restriction of liberty, and physical aggression (16). 
Discrimination against PLWHA can be detrimental to these 
individuals’ physical and emotional health, often resulting in 
symptoms of depression, delays in seeking health services, poor 
adherence to medication regimen, and poor quality of life (15, 
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17, 18). In addition to the consequences of discrimination 
observed at the individual level, the public health implications 
of such discrimination are equally worrisome. Due to the 
negative consequences of HIV-related stigma, many people 
fear getting tested for HIV, and those who have already been 
diagnosed often refuse to participate in HIV-related programs 
or trials for treatment (19). Furthermore, PLWHA can 
experience poor adherence to treatment, which could lead to 
rapid viral replication and the development of drug-resistant 
strains (20).

Several qualitative studies have identified diverse strategies 
that PLWHA employ to manage HIV-related stigma, which 
strategies include voluntarily disclosing status, engaging in 
religious activities, avoiding any situation in which such stigma 
might arise, and/or confronting the stigmatizing individual or 
situation (21, 22, 23). In Puerto Rico, stigmatization has been 
documented in a number of contexts and settings. Familial, 
professional, and even healthcare settings (8) have been 
environments in which stigmatizing events occur. Wherever and 
under whatever circumstances they occur, managing the stress 
resulting from stigmatization is critical for PLWHA. 

Efforts to reduce HIV-related stigma advocate capacity 
building among PLWHA to confront stigmatization and identify 
legal support, when such support is available (1). Even in areas 
(e.g., Puerto Rico) where there are specific laws to protect 
PLWHA, there is evidence of stigma and discrimination (8, 
10, 24). The violation of PLWHA’s rights could be partially 
attributed to the lack of knowledge of those rights. A formative 
study on stigma and discrimination identified a lack of 
knowledge about the rights of PLWHA, not only among 
themselves but also among healthcare professionals, people 
who work in the media, lawyers, and politicians (2). Combining 
education with the active support of the rights of PLWHA might 
be an effective strategy for decreasing HIV-related stigma and 
discrimination. 

In Puerto Rico, protective legislation was not approved 
until 2000, when the legislature passed law no. 349 (for the 
purposes of this paper, we will use “law 349” when referring 
to this law), which is entitled “Bill of Rights of People Carrying 
the HIV/AIDS Virus” (Carta de Derechos de las Personas 
Portadoras del Virus del VIH/SIDA in Spanish) (25). Not until 
almost 20 years after the first case of HIV was diagnosed in 
Puerto Rico was a comprehensive law protecting PLWHA 
from discrimination passed (26). This law establishes the 
responsibilities of the government, assuring that PLWHA 
are granted all civil and constitutional rights. The following 
are some excerpts:

• �Article 3: The Rights of People with HIV/AIDS in Puerto 
Rico. This article establishes the protection of specific 
rights, including the right to have access to services and 
information related to HIV/AIDS; the respect of the 
individual rights of PLWHA; the liberty of the individual 

won’t be restricted, the right to the confidentiality of one’s 
HIV status; and the right to have a civil, professional, and 
sexual life. 

• �Article 4: The Responsibilities of the Department of Health. 
To advocate this law and generate mechanisms to educate 
healthcare professionals, patients, and the general public.  

The establishment of this law is an important step in the 
protection of the rights of PLWHA. Despite this official 
policy, Puerto Rican PLWHA still struggle with HIV-related 
stigma and discrimination (2, 8, 25-27). Research conducted 
among PLWHA in Puerto Rico confirms that stigma and 
discrimination occur constantly (8). However, no previous 
studies have explored either the knowledge of legal rights 
among PLWHA in Puerto Rico or the strategies these 
individuals employ to manage stigma and discrimination. 

Considering that efforts in other countries focus on 
disseminating the knowledge of legal rights as a strategy 
for reducing stigma and discrimination (1, 2), the main 
objectives of this study were 1) to assess the knowledge of 
their own rights in a sample of PLWHA in Puerto Rico and 
2) to explore the strategies that they use to manage stigma 
and discrimination.

Methods

Participants
A total of 103 participants completed a self-administered 

questionnaire. The majority of these participants were Puerto 
Rican (n = 95; 92%) and had a mean age of 48 years (ranging 
from 19 to 72). Fifty-eight percent (n = 60) were male, and 
41% (n = 42) were female. Most identified themselves as being 
heterosexual (n = 71; 74%) and single (n = 68; 66%), and 85% (n 
= 88) lived in San Juan, the capital city of the island. We present 
a detailed description of the participants’ socio-demographic 
data in Table 1. 

Selection and screening
A study staff member recruited all of the participants at two 

healthcare centers for PLWHA in San Juan, Puerto Rico, from 
August to October of 2009. This person approached potential 
participants individually, inviting them to complete a self-
administered questionnaire while they were in the waiting area. 
We screened prospective participants to establish eligibility. The 
inclusion criteria were 1) being HIV positive, 2) being 21 years 
or older at the moment of participation, 3) being able to consent 
for participation, and 4) being willing to participate. 

Measures
We developed a self-administered Spanish-language 

questionnaire. The questionnaire was used to do the following: 
1) to ascertain socio-demographic information, 2) to assess 
each participant’s level of knowledge concerning law 349, 3) to 
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encourage each participant to relate his or her experiences of 
discrimination, and 4) to ascertain the strategies used to manage 
such experiences, when they existed. Completion time was 
approximately 25 minutes. We describe each topic below.

Socio-demographic data: Respondents answered questions 
regarding age, sex, current residence, and monthly income. 

Knowledge-of-Rights Index: This 11-item index (see Table 2) 
included statements based on the contents of law 349. Stating 
the premise “People living with HIV…,” items included the 
following: “can get married”, “are not forced by law to disclose their 
status to their partners”. Respondents had to choose either 1 (yes) 
or 0 (no) to indicate which statements they believed were rights 
for PLWHA and which were not. 

Experiences-of-Stigma-and-Discrimination Index: This 13-
item index inquired about experiences of HIV-related stigma 
at any point after their diagnosis and included the following 
statements: “I have been placed in isolation” and  “I have been 
denied service at a healthcare center”. 

Stigma-and-Discrimination-Management Questions: This 
section consisted of closed- and open-ended questions regarding 
strategies participants might have used to manage stigma. 
Questions included Have you ever sought psychological help after 
a stigmatizing event? and Have you ever sought legal help after a 
stigmatizing event?

In-Depth–Interview Guide: The guide included 11 questions 
that addressed each respondent’s experiences of HIV-related 
stigma and discrimination and delineated the strategies he or she 
used to manage those experiences as well as the strategies needed 
in order to prevent the occurrence of those rights violations in 
PLWHA in Puerto Rico or—if such occurrences cannot be 
prevented—deal with the results after they have occurred.

Procedure
At the time of the study, no instrument had been developed 

that explored the knowledge of rights among PLWHA in 
Puerto Rico. Given that limitation, and because the nature 
of the proposed objective was so specific to the Puerto Rican 
context, we developed a questionnaire to meet our proposed 
objectives.

A panel of experts on HIV/AIDS (two experts) and civil law 
(one expert) evaluated the instrument for content validity (28), 
and we incorporated their recommendations. We conducted 
a pilot study to ensure that participants could understand 
the content of the instrument. Ten participants who met the 
inclusion criteria completed the questionnaire, and we included 
their suggestions in the final version. 

Table 1. Socio-demographic description of participants 

	 n	 Percentage (%)

Sex		
   Male	 60	 58
   Female	 42	 41
   Transgender	 1	 1
Mean age 	 48 y/o	
Sexual orientation*		
   Heterosexual	 71	 75
   Homosexual	 17	 18
   Lesbian	 5	 5
   Bisexual	 2	 2
Marital status		
   Married 	 12	 12
   Single	 68	 66
   Separated	 6	 6
   Divorced	 10	 9
   Widowed	 7	 7
Level of education* 		
   Less than high school	 19	 19
   High school 	 43	 42
   Vocational or technician	 14	 14
   Some college	 18	 18
   Undergraduate degree	 8	 7
Source of income**		
   Full-time job	 8	 7
   Part-time job	 7	 6
   Social Security	 25	 24
   Unemployment 	 2	 2
   Disability	 3	 2
   Welfare 	 61	 59
Monthly income (approx.)*		
   <$500	 63	 65
   $501-1,000	 15	 16
   >$1,001	 18	 19

*Some participants did not answer the question. The reported percentage was calculated 
using the available data. **Some participants reported having more than one source 
of income. The reported percentage was calculated using the total number of the 
sample (n = 103).

Table 2. Results of the knowledge-of-rights index

                              Items	                 Response

People with HIV/AIDS…	 Answered	 Answered
		  correctly	 incorrectly

1. �are allowed to have sexual relations	 95% (n = 98)	 5% (n = 5)
2. are allowed to get married	 87% (n = 90)	 10% (n = 10)
3. are not forced by law to disclose
	 their HIV status to their bosses  	 87% (n = 90)	 11% (n = 11)
4. cannot be fired from their jobs if
	 they don’t inform their bosses of their
	 HIV status 	 86% (n = 89)	 11% (n = 11)
5. are permitted drink water from the 
	 same glass of a person who is not HIV 
	 positive 	 79% (n = 81)	 20% (n = 21)
6. have the same (constitutional) rights as 
	 people who don’t have HIV/AIDS have	 79% (n = 81)	 17% (n = 18)
7. are allowed to have children	 77% (n = 79)	 20% (n = 21)
8. are allowed to work in hospitals 
	 or health centers  	 73% (n = 75)	 23% (n = 24)
9. are allowed to make decisions about 
	 their own treatment (e.g., which 
	 medications to take)	 52% (n = 54)	 45% (n = 46)
10. are forced by law to disclose 
	 their status to their partners 	 32% (n = 33)	 67% (n = 69)
11. are forced by law to disclose 
	 their status to physicians 	 29% (n = 30)	 68% (n = 70)
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We also developed an interview guide to gather information 
about stigma management. Two experts in psychology who 
had experience in HIV/AIDS research reviewed the guide and 
provided feedback for the final version. 

Following the pilot phase, we started the recruitment phase. A 
staff member screened participants, and those who met all of the 
inclusion criteria were asked to join the staff member in a private 
office space in each center. This procedure increased privacy and 
confidentiality during the process. The staff member explained 
the consent form in detail and obtained consent from each 
participant before providing the self-administered questionnaire. 
If a person had a physical condition preventing their being able 
to read and/or answer the questionnaire or if there were literacy 
issues, the staff member provided assistance, reading all of the 
questions and writing down the participant’s answers. 

After completing the questionnaire, the staff member invited 
every 10th participant to take part in an in-depth interview. If 
that individual declined, the next participant who completed the 
questionnaire was invited. Based on the exploratory nature of 
the study, we determined a sample size of n = 10 to be adequate 
for this phase. Those participants who agreed to continue 
chose the date and time of their interview. Participants were 
interviewed individually in the same private offices where they 
filled in the questionnaire. Each interview lasted approximately 
one hour. A study staff member transcribed each interview for 
further analysis. The protocol of the study was approved by the 
Institutional Review Board (IRB) of the University of Puerto 
Rico, Río Piedras Campus (#0809-142). 

Analysis 
We carried out a descriptive analysis of the quantitative data 

using SPSS (version 17.0). We used frequencies and percentages 
to present the results for the socio-demographic data, both 
indexes (Knowledge of Rights and Experiences of Stigma and 
Discrimination), and closed-ended questions. 

We conducted a content analysis of the qualitative data, using 
Nudist NVivo (version 2) to store and organize the data. A 
panel of three researchers categorized all of the interviews and 
developed a list of 31 categories (serving as units of analysis) that 
emerged from the interviews. The coding of each category of 
information required the consensus of the three panel members. 
For the purposes of this paper, we are presenting results from 
the following analytic categories: experiences of discrimination, 
consequences of discrimination, strategies used to face discrimination, 
seeking help, don’t know where to go for help, and alternatives to 
discrimination.

Results

Quantitative results
The majority of the participants recognized that they had 

the right to have sexual relations (n = 98; 95%), the right to get 

married (n = 90; 87%), and the right not to be forced by law 
to disclose their HIV status to their bosses (n = 90; 87%). The 
least recognized right was that the law did not obligate them 
to disclose their status to their partners (n = 33; 32%) or to 
physicians (n = 30; 29%). We present the scores for this index 
in detail in Table 2. One-third (n = 30; 29%) of respondents 
expressed knowing about law 349, while 66% (n = 68) reported 
not so knowing. 

Sixty-two percent (n = 64) of the participants acknowledged 
having been discriminated against at least once. The most 
common experience, shared by 33% (n = 34) of the participants, 
was that of “being placed in isolation.” Others mentioned that 
“someone had solicited information about my HIV status in a 
non–health-related context” (n = 20; 19%), and that “I’ve been 
denied health services” (n = 14; 14%). 

A few respondents (n = 5; 5%) complained or reported a 
discriminatory event to an authority; only one participant 
reported having made a legal complaint, a case which, in 
fact, won.

Some participants (n = 29; 28%) indicated their reasons for 
not complaining about discrimination, which reasons included 
the following: “it wasn’t necessary” (n = 9; 31%), “I didn’t know 
what to do or where to go” (n = 9; 31%), and “I’m not sure of 
what my rights are” (n = 3; 10%). 

Qualitative results 
Throughout the interview, participants were asked about 

their experiences of discrimination and their reactions to those 
experiences. They were also asked about their own perceptions 
of PLWHA’s rights, and about their ideas of possible ways to 
reduce HIV stigma and discrimination. The following is a 
sample of the categories that were included in the analysis to 
describe the participants’ experiences of discrimination and 
their reactions to such experiences.

Experiences of Discrimination: All 10 participants had 
experienced HIV-related discrimination in settings that 
included, among others, healthcare centers, academic and 
workplace environments, and familial, social, or romantic 
relationships. The following quotes show how HIV-related 
stigmatizing attitudes can lead to discriminatory actions. The 
association of HIV with imminent death is one of the reasons 
that people hold stigmatizing attitudes. The following example 
describes a healthcare professional telling an HIV-positive 
patient that it did not matter whether she decided to have surgery 
since death was inevitable for all PLWHA. 

�The first hematologist recommended that I not have my 
spleen removed because surgery would be dangerous for me. 
But when I got here, I continued the treatment with this other 
doctor, and one time he told me, “I think we have to remove 
your spleen.” I replied, “I don’t have any problem with that, 
but the other doctor recommended not doing it because of 
the high risk.” And then he [the second doctor] said, “After 
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all…” and I said, “‘After all,’ what?” And he said, “There’s no 
cure for that condition [HIV]; in the end, you’ll die, as all of 
them [those who have HIV] do.” (Female participant #5)

Healthcare professionals who provide recommendations to 
PLWHA based on stigmatizing ideas, such as the imminent 
death of a given HIV-positive individual, might pose a risk to 
the health of his or her HIV-positive patients as such ideas may 
lead to careless recommendations.

Healthcare settings are not the only ones in which PLWHA 
are subjected to discrimination. In the next example, disclosure 
of the participant’s HIV status was followed by a discriminatory 
event in which were made suggestions about the unacceptability 
of a PLWHA working as a cook. 

�[After someone saw him taking some pills] When I opened 
my heart and told them [the persons in charge of a training 
program] that those pills were part of a treatment, because 
I was an HIV patient, they said, “Oh! Well, thanks for telling 
us, and here nothing has happened.” The following Friday, 
they wanted to meet with me to tell me that I couldn’t 
continue my career as a chef because I was a high risk 
because I was HIV positive. They argued that a person with 
HIV couldn’t be in a kitchen, much less, be cutting things. 
(Male participant #3)

The preceding is an example of how PLWHA are denied 
employment possibilities because of the fear of viral transmission. 
In the case of this participant, the limitation of his right to build 
a career because of his HIV status constituted a clear act of 
discrimination. 

Consequences of Discrimination: The fear of being identified 
by others as a person living with HIV was a salient outcome 
among the participants. Some participants mentioned hiding 
from those who might recognize them as HIV patients when 
seeking health services, even using the strategy of going to 
another municipality to receive services. Others reported that 
the fear of disclosing their HIV status was an obstacle to their 
being able to defend themselves from discrimination. 

�I went to other hospitals to get treatment. I was going to 
Bayamón [the city] to get treatment. I told them, “I want to 
get services here because I have family over there, and I don’t 
want them to find out.” (Male participant #1)

�When I came here, I came through the back door. I didn’t 
want anybody to see me! I think that if I had entered and 
seen a person who knew me, I would have turned back and 
not entered. (Female participant #5)

Other participants mentioned that some PLWHA don’t want 
to seek healthcare services at all out of fear of being recognized 
by others, which avoidance of treatment can—and sometimes 
does—have fatal consequences.

�I know of people who have died because of not telling others 
they have HIV. Here in [name of place of residence], a man 

had it [HIV], and he died because he did not seek treatment, 
because he didn’t want to tell. (Male participant #1) 

Some participants preferred not to seek legal services to 
defend their rights so that they would not have to publicly 
disclose their status. 

�I wouldn’t take it to court. You know why? I would feel bad 
having to appear in court where other people are listening… 
Just thinking that I would have to say, “I am a patient of this 
and that” … It is better not to go to court. I would rather 
remain quiet. (Female participant #8) 

These examples are evidence of how HIV-related stigma is 
preventing many PLWHA from accessing healthcare services 
and seeking help when facing discrimination. 

Strategies Used When Facing Discrimination: Some participants 
acted against discrimination, driven mostly by their not wanting 
others to have to go through the same things that they had had 
to go through. Others did not confront the situation and chose 
to retreat out of their fear of negative repercussions. 

Confront the situation: Two participants shared experiences 
in which they complained after having being discriminated 
against. 

�[After being threatened to give back a bed that was given to 
him by a religious organization] 
�I did complain. I said, “To me it seems this is discrimination.” 
I talked with a social worker, and she said, “I will give you the 
authorization to keep the bed. Just in case, I’ll refer you to a 
lawyer, and then we’ll refer you to legal assistance, because they 
can’t take that bed away from you.” (Male participant #9) 

In this case, although there was no reference to knowledge of 
specific rights, the participant was able identify that he was being 
discriminated against, which led him to seek help. 

Avoid the situation: To avoid possible negative repercussions, 
four participants chose not to complain about discriminatory 
behavior. 

[After a discriminatory experience with a nurse] 
�Because if one starts trouble, they would deny you services 
[in the clinics] because they’re all friends [healthcare 
professionals]. (Male participant #1)  

�[Talking about other PLWHA] 
�Because it may be that they don’t want trouble; they don’t 
want to get into trouble if they think they’re gonna be affected. 
(Female participant #4) 

Besides the fear of revealing their HIV-positive status to 
others, the fear of being mistreated was a significant motive for 
not reporting or complaining about discrimination.

Seeking help: Three participants looked for professional help 
to manage their situations. 

�I started seeing a psychologist. It was helpful. But she 
recommended that I see a psychiatrist for treatment for 
depression. (Female participant #5)  
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�Now I go to some support groups where they guide us; they 
tell us we have rights, that we can defend ourselves. (Female 
participant #10) 

Although not many participants claimed to have sought help 
after having experienced discrimination, those who did agreed 
that it was helpful to them.

Don’t know where to go for help: Three participants mentioned 
that they did not know what to do or where to go to denounce 
discrimination. What follows are the comments from two of 
those participants:

�No, the majority [of PLWHA] don’t know [where to go]. I 
don’t know where to go. Because they [the pertinent agencies] 
don’t say: “You have rights.” (Male participant #1)  

�I am about to seek legal advice because of many situations I 
have gone through. Some people do nothing because they 
don’t know a lawyer or of a governmental institution to which 
they can go to file a claim. (Male participant #9) 

Alternative ways to reduce discrimination: Ten participants 
made suggestions on how to reduce HIV stigma and 
discrimination. They stressed the need to educate people, 
particularly “healthcare providers,” on how to not stigmatize 
PLWHA.

�Educate providers to be more sensitive so that they won’t hurt 
others. One can notice when they look at you. If one says, “I’m 
HIV positive,” they make a gesture. (Male participant #1)

�I think that there should be more orientation through radio 
and television. (Female participant #5)

In all ten interviews, participants indicated there is a need to 
protect the rights of PLWHA through the enforcement of the 
policy established by the Puerto Rican government. 

Discussion

Results from this study indicate there is a general knowledge 
of the legal rights being discussed in this manuscript among 
this sample of PLWHA. Whether this knowledge was derived 
from the sample members’ familiarity with law 349 remains 
questionable since most of the participants professed being 
unaware of this law. If such knowledge could not be attributed 
to familiarity with the law in question, it could potentially be a 
product of the informal transmission of information through 
social networks. 

The inaccurate notions about being legally forced to 
disclose HIV status to healthcare professionals shared by 
most participants are worrisome since previous studies in 
Puerto Rico have evidenced stigmatizing attitudes among 
those professionals (8, 10). Yet, a small number of participants 
reported being informed about law 349 by healthcare 
professionals. This finding suggests the potential role of 
healthcare professionals in educating the public about the 

rights of PLWHA. Nevertheless, our results further imply 
that in order to assume this role, healthcare professionals 
require additional education, especially that which involves 
the development of interventions to reduce stigma and 
discrimination. These efforts should also focus on the role 
of these professionals as educators of the population they 
serve. If such were to be done, more healthcare professionals 
would be able help disseminate information about the 
rights of PLWHA and thereby contribute to the decrease of 
discrimination. 

Although most participants indicated that they had been 
discriminated against at least once, quantitative and qualitative 
results showed a lack of initiative in these same participants 
when it came to complaining after such events. Withdrawal 
and avoidance of confrontation were the most common 
reactions to discrimination. According to the quantitative 
responses, the two main reasons that participants gave for 
not complaining or otherwise seeking redress after having 
experienced discrimination were that they thought it was 
“unnecessary” and they “did not know what to do.” On the 
other hand, qualitative responses evidenced fear of disclosing 
HIV serostatus in a public context (e.g., in a courtroom) and 
fear of reprisals when later seeking healthcare services as the 
primary reasons for maintaining silence after experiencing 
discrimination.  Keeping one’s HIV status secret seems to 
result in contradictory outcomes: doing so 1) functions as 
a strategy for protecting oneself from stigmatization and 
discrimination and 2) becomes a barrier to confronting 
such acts. A lack of strategies for managing discrimination 
was evident among participants: Only a few sought help 
after having been discriminated against. Quantitative and 
qualitative results reveal that the number of participants 
who sought professional help to manage an experience of 
discrimination was low. However, those individuals who 
received professional help found it to be helpful. Although 
not explored in this study, this outcome suggests that seeking 
help to manage events of discrimination could have a positive 
impact by reducing negative outcomes of HIV-related stigma. 
Further studies can explore the relationship between receiving 
professional help after experiencing HIV-related stigma and 
health outcomes. 

We recognize that these findings are specific to the Puerto 
Rican context and are not representative of all PLWHA in 
Puerto Rico. The individual characteristics of the members 
of the sample population could have skewed the results of 
the study, as these people tended to have relatively low levels 
of education. Results about the knowledge of rights could 
have been influenced by the fact that the respondents were 
presented with the rights for PLWHA in the Knowledge-of-
Rights Index, which could facilitate their being recognized. 

Establishing rights for PLWHA is a step towards HIV-
related stigma reduction; however, public policy aimed 

05 FL Malave et al.indd   135 8/31/2012   7:22:28 AM



Knowledge of Rights among PLWHA

136 PRHSJ Vol. 31 No. 3 • September, 2012

Malavé-Rivera et al

at protecting the rights of PLWHA must transcend the 
approval of legislature and pay attention to such policy’s 
implementation, as well. The Puerto Rico Department of 
Health must encourage capacity building at the institutional 
and community levels, strengthening the implementation 
of policy by facilitating access to information and resources. 
The promotion of accurate information in conjunction with 
practical educational experiences contributes to reducing 
negative attitudes towards HIV (30, 31). Results from this 
study should be interpreted as a call to action, stimulating 
those in the health sciences to contribute to the promotion 
of rights of PLWHA among healthcare professionals and 
healthcare professionals in training. Future interventions 
to reduce HIV-related stigma should include strategies for 
managing stigma and discrimination and information on legal 
rights, how to identify the violation of these rights, and how 
to identify resources for assistance.

Resumen 

Objetivo: Determinar el nivel de comprensión que las personas 
que viven con el VIH/SIDA (PVVS) en Puerto Rico tienen en 
términos de sus propios derechos legales y cómo los miembros 
de esta población manejan la/s violación/es de estos derechos 
en caso de que tales violaciones ocurran. Métodos: Un diseño 
de método mixto fue utilizado para lograr nuestros objetivos. 
Ciento tres participantes completaron un cuestionario, además 
se llevó a cabo una entrevista en profundidad con 10 miembros 
del grupo estudiado. Resultados: Los resultados cuantitativos 
muestran que los derechos más reconocidos fueron el derecho a 
tener sexo (n = 98; 95%) y el derecho a casarse (n = 90; 87%). La 
mayoría de los participantes indicó erróneamente que las PVVS 
están obligadas por ley a revelar su estatus serológico a parejas 
(n = 69; 67%) y a médicos (n = 70; 68%). Los resultados del 
análisis cualitativo indican que la mayoría de los participantes 
identificó haber experimentado eventos de discrimen, pero 
no los reportaron a ninguna autoridad legal. Conclusión: Los 
resultados sugieren que existe una necesidad de mejorar la 
implementación de la política pública que proteja contra la 
discriminación a las PVVS que viven en Puerto Rico. Futuras 
intervenciones para la reducción del estigma relacionado al 
VIH/SIDA deben incluir información sobre los derechos de las 
PVVS. Los profesionales de la salud tienen un rol importante en 
la promoción de los derechos de las PVVS en Puerto Rico.

References

1.	 Joint United Nations Programme on HIV/AIDS (UNAIDS). HIV-re-
lated stigma, discrimination and human rights violations: case studies of 
successful programmes. April, 2005. Available at: Url: http://data.unaids.
org/publications/irc-pub06/jc999-humrightsviol_en.pdf. Accessed Sep-
tember 27, 2011.

2.	 Morrison K. Breaking the Cycle: Stigma, Discrimination, Internal 
stigma, and HIV. USAID, EU 2006; 1-15. Available at: Url: http://

www.policyproject.com/pubs/generalreport/Breaking_the_Cycle.pdf.  
Accessed October 2, 2011.

3.	 Goffman E. Stigma: Notes on the management of spoiled identity. New 
York, NY: Simon & Schuster; 1963.

4.	 Herek GM, Glunt EK. An epidemic of stigma: Public reactions to AIDS. 
Am Psychol 1988;43:886-891.

5.	 Csete J. Missed opportunities: Human rights and the politics of HIV/
AIDS. Development 2004;47:83-90. 

6.	 Herek GM. AIDS and stigma. Am Behav Sci 1999;42:1106-1116.
7.	 Hamra M, Ross MW, Orrs M, D’Agostino A. Relationship between ex-

pressed HIV/AIDS-related stigma and HIV beliefs/knowledge and 
behaviour in families of HIV infected children in Kenya. Trop Med Int 
Health 2006;11:513-527.

8.	 Varas-Díaz N, Serrano-García I., Toro-Alfonso J. Estigma y Diferencia So-
cial: VIH/SIDA en Puerto Rico. San Juan, PR: Editorial Huracán; 2004.

9.	 Rao D, Angell B, Lam C, Corrigan P. Stigma in the workplace: Employer 
attitudes about people living with HIV in Beijing, Hong Kong, and Chi-
cago. Soc Sci Med 2008;67:1541-1549.

10.	 Ruiz-Torres Y, Cintrón-Bou F, Varas-Díaz N. AIDS-related stigma and 
health professionals in Puerto Rico. Interam J Psychol 2007;41:49-56.

11.	 Stein JA, Li L. Measuring HIV related stigma among Chinese service 
providers: confirmatory factor analysis of a multidimensional scale. AIDS 
Behav 2008;12:789-795. 

12.	 Aggleton P, Parker R, Maluwa M. Stigma, discrimination and HIV/AIDS 
in Latin America and the Caribbean. Seminar presented at the Annual 
Meeting of the Boards of Governors of the Inter-American Development 
Bank and Inter-American Investment Corporation. March, 2002. Avail-
able at: Url: http://www.iadb.org/sds/doc/SOC130Stigma_and_AIDS.
pdf. Accessed October 2, 2011.

13.	 Herek G. Thinking about AIDS and stigma: A psychologist’s perspective. 
J Law Med Ethics 2002;30:594-607.

14.	 Mawar N, Saha S, Pandit A, Mahajan U. The third phase of HIV pandem-
ic: Social consequences of HIV/AIDS stigma & discrimination & future 
needs. Indian J Med Res 2005;122: 471-484. 

15.	 Foreman M, Lyra P, Breinbauer C. Understanding and Responding to 
HIV/AIDS-related stigma in the health sector. Washington DC, USA; 
2003. Available at: Url: http://www.paho.org/English/AD/FCH/AI/
stigma.htm. Accessed October 2, 2011.

16.	 Zierler S, Cunningham WE, Andersen R, Shapiro M, Bozzette SA, Naka-
zono T, Morton, S, Crystal S, Stein M, Turner B, St. Clair P. Violence vic-
timization after HIV infection in a US probability sample of adult patients 
in primary care. Am J Public Health 2000;90:208-215.

17.	 Herek GM, Capitanio JP, Widaman KF. Stigma, social risk, and health 
policy: public attitudes toward HIV surveillance policies and the social 
construction of illness. Health Psychol 2003;22:533-540.

18.	 Li L, Lee SJ, Thammawijaya P, Jiraphongsa C, Rotheram-Borus MJ. 
Stigma, social support, and depression among people living with HIV in 
Thailand. AIDS Care 2009;21:1007-1013.

19.	 Mahajan AP, Sayles JN, Patel VA, Remien RH, Sawires SR, Ortiz DJ, Sze-
keres G, Coates TJ. Stigma in the HIV/AIDS epidemic: a review of the lit-
erature and recommendations for the way forward. AIDS 2008;22 Suppl 
2:S67-79.

20.	 Castro A. Adherence to Antiretroviral Therapy: Merging the Clinical and 
Social Course of AIDS. PLoS Med 2005;2:e338 doi:10.1371/journal.
pmed.0020338

21.	 Campbell C, Skovdal M, Madanhire C, Mugurungi O, Gregson S, Nya-
mukapa C. “We, the AIDS people…”: How antiretroviral therapy enables 
Zimbabweans living with HIV/AIDS to cope with stigma. Am J Public 
Health 2011;101:1004-1010. 

22.	 Makoae LN, Greeff, M, Phetlhu RD, Uys LR, Naidoo JR, Kohi TW, 
Dlamini PS, Chirwa ML, Holzemer, WL. Coping with HIV/AIDS stigma 
in five African countries. J Assoc Nurses AIDS Care 2008;19:137-146.

23.	 Norman LR, Abreu S, Candelaria E, Sala A. The effect of sympathy on 
discriminatory attitudes toward persons living with HIV/AIDS in Puerto 
Rico: a hierarchical analysis of women living in public housing. AIDS 
Care 2009;21:140-149.

05 FL Malave et al.indd   136 8/31/2012   7:22:28 AM



Knowledge of Rights among PLWHA

137PRHSJ Vol. 31 No. 3 • September, 2012

Malavé-Rivera et al

24.	 Petersen I, Bhana A, Myeza N, Alicea S, John S, Holst H, McKay M, Mel-
lins C. Psychosocial challenges and protective influences for socio-emo-
tional coping of HIV+ adolescents in South Africa: a qualitative investiga-
tion. AIDS Care 2010;22:970-978.

25.	 Law No. 349 (2000). Carta de Derechos de las Personas Portadoras del 
Virus VIH/SIDA. San Juan, Puerto Rico. Available at: Url: http://www.
lexjuris.com. Accessed September 27, 2011.

26.	 Varas-Díaz N, Toro-Alfonso J. A review of HIV/AIDS related policies in 
Puerto Rico: Implications for Psychology and the prevention of the epi-
demic. Caribbean Studies 2002;30:7-38. 

27.	 Valdivia Y. Pocos casos legales de discrimen por VIH y SIDA (Primera 
Plana). El Nuevo Día. November 22, 1995: 26.

28.	 Herrans LL. Psicología y Medición: El desarrollo de pruebas psicológicas 
en Puerto Rico. Santa Fé, México: McGraw-Hill Interamericana Editores; 
1995:33-50. 

29.	 Wong LH, Van Rooyen H, Modiba P, Richter L, Gray G, McIntyre JA, 
Dunkel Schetter C, Coates T. Test and Tell: Correlates and Consequences 
of Testing and Disclosure of HIV Status in South Africa (HPTN 043 Proj-
ect Accept). J Acquir Immune Defic Syndr 2009;50:215–222.

30.	 Chopra M, Ford N. Scaling up health promotion interventions in the era 
of HIV/AIDS: challenges for a rights based approach. Health Promot Int 
2005;20:383-390.

31.	 Puccinelli OR. Derechos humanos y SIDA. Buenos Aires, Argentina: Edi-
ciones Depalma: 1995.

05 FL Malave et al.indd   137 8/31/2012   7:22:28 AM


