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The challenge is to protect key population human and civil 

rights to ensure that they have the same opportunity for 

prevention and treatment as the general population. Mul-

tisectoral actions involving civil society and international 

cooperation are still needed to promote public awareness 

of the need for preventive strategies such as sex education, 

reproductive health  and safe sex, among others. 

The fact that Latin American constitutions establish the 

right to health has helped develop these rights in spite of 

ups and downs in some countries. There are three major 

accomplishments in this area: the restoration of the universal 

right to health, the change of the legislative trend by growing 

specificity and decreasing obligation, and the recovery of the 

state as a central actor and guarantor of human rights.

Analyses of the legal framework point to the need for 

stronger actions to overcome legal prohibitions that still 

exist in some countries in respect of homosexual males, 

sex workers and users of injecting drugs, as they’re are 

subject to penalties in many countries. This makes these 

people more vulnerable to contracting HIV, particularly 

when fear of sanctions make it more difficult for them to 

identify themselves and participate in group activities, 

harm reduction programs and public activism. 

For key populations, the primary problem is the stigma. 

In some countries you cannot write the words gay, trans 

and sex workers in documents aimed to formalize their 

organizations because these would be denied legal status. 

Stigma is sometimes openly expressed. It is necessary to 

show the state, which  seeks to fight discrimination, the 

permanence of laws that hinder the exercise of citizenship 

and the guarantee of rights. 

Among the rights investigated, the right to sex education 

is one of the biggest gaps for vulnerable groups. The con-

tents of sex education depend on the possibilities of each 

country. A tool that could be used by CSOs is debating 

and reflecting on essential or non-negotiable actions for an 

international political agenda, like talks on abortion and 

sex rights, for which there is a common parameter in the 

global scenario that serves as input for organized groups. 

Access to accurate information is essential to confront 

fundamentalist religious wings. 

The discourse of actors in response to the HIV-AIDS epi-

demic evinces that the region is still in need of laws and 

priority political actions: 

Public policies for access to information and  •	

sexual education. 

Legislation to punish the violation of the right  •	

to privacy and non-discrimination with respect  

to privacy and confidentiality in voluntary  

counseling and clinical tests. 

Litigation strategy: submission of legal jurisprudence •	

in an attempt to compel the legislative to act quickly 

on judicial reforms. 

Laws to fight discrimination and policies  •	

to fight stigma.

Laws and policies on sexual and reproductive rights, •	

so that decisions can be made without coercion, vio-

lence and discrimination and access to safe services 

and information can be promoted. 

CSOs need to find and promote specific mechanisms to 

prevent and combat discriminatory actions.Organizations 

need legal support. This does not mean they need to have 

legal counseling services, but rather that they should 

seek and commit legal entities to working in the defense 

of citizens. 
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The study this document is based on investigated topics 

related to human rights in Latin America, as well as the 

advocacy and participation of key populations. The results 

point to the following question: “How can civil society 

organizations use the participation conquered to qualify 

and strengthen advocacy and make democratic alliances 

with the government?”  The answer must consider that 

CSOs still have to exert monitoring 

and social control in Latin America so 

that laws are favorable to PLWHA and 

other key populations and contribute 

to developing policies. 

For PLWHA organizations and networks, 

it would be important to consider in-

tersections between HIV/AIDS, sexual 

and reproductive health, reproductive 

rights and sexual rights in the field 

of Human Rights, at least by two paradigmatic situations. 

First, women who live with HIV and their partners want 

to have children in a social context in which this option is 

considered either impossible or reckless in view of the risk 

of vertical transmission. Second, the difficulties concerning 

the implementation of the right to privacy, as shown by the 

study. Violations of this right have been reported, as shown 

by the case of testing without the consent and sometimes 

without the knowledge of women. 

Social networks should consider the opportunities provided 

by laws on decentralization and municipal responsibilities to 

promote human rights laws and policies, especially rights to 

health, non-discrimination, privacy and sex education.

This would help strengthen the involvement and action 

of network hubs that are not centrally located. A current 

challenge is to achieve greater civil society representation 

from all regions in a country and their specific problems, 

thus fostering more inclusive representation. It is also 

necessary to overcome a trend to centralization concerning 

fund distribution. Decentralization would help extend the 

response to HIV/AIDS to other realities that are scarcely 

reached nowadays, particularly those located far from politi-

cal and debate centers. At the same time, it is necessary to 

promote the development of accountability mechanisms to 

the represented sector and the renewal of representatives 

(these processes usually do not count on funding). 

The participation of PLWHA networks and LGBTTTI groups 

has increased with policies, laws and new cooperation 

mechanisms like the Global Fund, which has succeeded 

in being mainstreamed into the development of national 

HIV/AIDS strategies in many countries. It remains a chal-

lenge to increase the participation of all key population 

organizations, including TS, trans, IDUs and Gay/MSM.  

It is also important to consider that 

this involvement has yet to overcome 

constraints such as the lack of partici-

patory mechanisms that go beyond 

representation and capacity building 

to act more strongly and effectively. In 

addition, it is important to highlight 

the need for more balanced and effec-

tive representation in spaces like the 

National Coordination Mechanism or 

the National AIDS Councils, since in 

some cases intergovernmental agencies and the Government 

have a determining influence on decisions. 

The greatest challenges to CSOs are sustainability and funding 

source diversification, for they rely heavily on international 

cooperation – the GF, for instance. Overcoming this vision 

is a challenge not only to CSOs but to governments as 

well. In this context, it is essential for organizations to get 

governments to see their contribution as substantial, so 

they can become partners of the government. 

Governments must maintain their responsibility to fully pro-

tecting the prevention and treatment of HIV/AIDS at national, 

provincial and municipal levels. They also need to honor 

commitments, meet international goals and carry on with 

processes implemented to support international cooperation 

and funding mechanisms like the Global Fund. 

It is imperative that CSOs are able to develop projects based 

on continuity and sustainability. To get there, they need 

to be made stronger as regards raising funds from a larger 

variety of sources. Similarly, projects must be connected 

to organizational structure and vision in their planning, 

monitoring and evaluation so that realistic sustainability 

goals are created and followed up on. Community systems 

could be improved by more solid organization manage-

ment, as well as by having governments come up with and 

define different ways of transferring resources to CSOs and 

monitoring their programs. 

“En CSOs still have to exert 
monitoring and social control  
in Latin America, so that laws  
are favorable to PLWHA and  

other key populations.”
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Another challenge is to count on HIV/AIDS councils and, 

generally, cross-sector decision making mechanisms that 

work effectively rather than simply meeting the require-

ments of fund providers. 

CSOs must continue to play an active role not only by 

executing projects, presenting diagnoses and interacting 

with governments at the program level, but also by partici-

pating in proposing solutions and positioning themselves 

as political actors. CSOs must go beyond sheer presence 

in arenas to presence in documents, and evolve from 

participation to stronger influence in decision making, so 

they can respond cohesively as civil society, with greater 

consensus about objectives, problems and solutions. In this 

sense, greater cohesion, trust and solidarity in discussing 

relevant issues are required. All these factors could lead to 

increased possibilities of access to resources. 

As far as international cooperation is concerned, it must 

be considered that the HIV/AIDS scenario has changed and 

that challenges concerning human rights and policy making 

should be updated accordingly in the Latin American context, 

which has many similarities but also peculiarities to each 

country, as the study clearly shows. It is then important to 

make sure responses take into account regional disparities 

and the strength of decentralized alliances, encouraging 

and monitoring cross-sector public policies and broadening 

key population access to information and the legal system. 

Finally, it is not enough to develop human rights indicators; 

it is also necessary to promote and generate commitment 

and capacity in social actors so they can monitor their own 

compliance with these indicators.
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annex

FIRST CASE 

PLWHA IN THE PROCESS OF ACCESS TO 

ANTIRETROVIRAL TREATMENT BEFORE 2001

Second Case 

PLWHA IN THE PROCESS OF ACCESS  

TO ANTIRETROVIRAL TREATMENT UNDER  

THE HEALTH REFORM AND THE AUGE PLAN



Introduction

The purpose of this study was to provide an overview of the perceptions of people 

living with HIV/AIDS and antiretroviral drugs in Chile. It is about getting to know, 

from a particular fact, a more complex phenomenon in relevant circumstances in a 

specific context. The data collection technique used included detailed interviews with 

PLWHA to understand, first, the process of access to antiretroviral treatment before 

2001 (when the Chilean PLWHA movement forced the state to provide ART) and 

second, the processes and health dynamics in supplying drugs, with the emergence 

of the health reform that introduced the AUGE Plan. 

A qualitative methodology was used with a focus on case studies suitable for provid-

ing information on subjective experiences and documenting the way people interpret, 

understand and define the world around them. 

The findings of the case study answer an important question: What are the differences 

in PLWHA’s perceptions of the access to antiretroviral treatment in different political, 

historical and social contexts? To answer this question, we analyzed the interviews 

based on four fundamental rights that are part of the overall investigation: the right 

to health, the right to information or education, the right to privacy and the right to 

nondiscrimination. 

As the selection of cases must be typical or representative of other cases in order to 

provide an understanding of the phenomenon under study, two PLWHA were selected: 

one that has been taking medicines since 1998 and another that has been receiving 

treatment  since the end of 2007. 

The study included content analysis, which involves identifying, coding and categorizing 

primary patterns in the discourse of interviewees. The meaning of specific paragraphs 

was sought in the context of all data and an appropriate category was determined. Data 

were coded by identifying phrases, themes or concepts in interviewee text/discourse in 

order to identify and analyze the underlying patterns based on four pillars: the rights 

to health, privacy, information and freedom from discrimination. 



As a key measure, the proposal was to ensure that respondents were not adversely 

affected in any way. In this regard, the following criteria were established: 

Anonymity was guaranteed in all interviews. Surnames were not recorded. •	

Tape interviews were labeled according to a code number. 

The purposes of the survey were informed. •	

Information obtained was not used for purposes other than those of the •	

survey. 

The conditions of the interview were informed: tape recorder and •	

transcription. 

Privacy of the situation of individual interviews was guaranteed.•	

Interviews were conducted by a researcher from the Gender Equity Program •	

team  at FLACSO-Chile. 

A consent was signed for each interview. A copy of the consent was given to •	

the interviewee and another to the FLACSO-Chile research team. 

Interviewees were informed of their right to interrupt the interview at any •	

time and to refrain from answering any question they considered invasive or 

felt uncomfortable with.

The following is the analysis of two cases of men living with HIV, with similar 

characteristics but different times as regards identification of the virus in their 

bodies, which means that access to antiretroviral treatment occurred in different 

historical contexts. 

In recent years, there has been a host of  changes in public health policies in Chile, 

specifically in the provision of full healthcare to people living with HIV. The cases 

presented here portray two different historical times, when differences  in access 

to treatment and in the quality of the healthcare provided were observed. This 

situation produced changes that are evinced in the discourses of interviewees in 

terms of both their environment and perception.



FIRST CASE 
PLWHA IN THE PROCESS OF ACCESS TO ANTIRETROVIRAL 

TREATMENT BEFORE 2001

This first case illustrates the first people living with HIV/AIDS in Chile and their access to 
treatment. It is possible to appreciate the social and political context in the early years and 
health response in its dialectic with  civil society through the interviewee’s discourse. The 

analysis presented below is based on two legal areas: the right to health and the right to 
information and sex education..

A) THE RIGHT TO HEALTH

The right to health is now guaranteed by both the public and the private systems in 

the country. There are two health systems: ISAPREs, the private health service, and 

the National Health Fund (FONASA), which operates as a public insurer of the right to 

health. The AUGE (Universal Access with Explicit Guarantees) was established within 

the framework of the Health Reform implemented in Chile in the past years. The AUGE 

consists in the creation of a set of explicit guarantees for the exercise of the right to 

healthcare by the population at large with respect to claimability, opportunity and 

modality of certain benefits associated with some pathologies. Initially, the plan set 

25 conditions, but the list more than doubled in 2006 when it totaled 56 conditions. 

Presently, the program includes 86 conditions. The elected pathologies are precisely 

those of greatest relevance and impact on the chances and quality of life of the Chilean 

population. The AUGE Plan, which considers diseases with the greatest social impact, 

began to be implemented in 2002. As noted in DIDES et al. (2006), the AUGE is a way 

to provide special coverage with the objective of reducing spending on catastrophic or 

very costly diseases. Thus, those affiliated with FONASA can only pay up to 20% of 

the costs of the disease itself and those classified as indigent or people older than 65 

are treated for free. Attention to the requirements of conditions contemplated by the 

AUGE are supposed to be addressed within deadlines stipulated by the law.   



Forms of access to antiretroviral therapy 

In Chile, the right to health is in the Constitution. Access to antiretroviral therapy 

by PLWHA began to be provided by the public health system 1998, through mono-

therapy and bitherapy. In this regard, the interviewee mentioned that he first had 

access to antiretroviral drugs outside Chile – more specifically in Germany – where 

they were provided by an international insurance company. AZT (monotherapy) 

was the only drug available then. He says that upon his return to Chile he was 

included in the public health system due to an HIV-related crisis (opportunistic 

infections), to be given monotherapy as a complement to the bitherapy received in 

Europe, as described in the following account: 

“I was covered by an international insurance when I was in Germany. So, they 

said I could do like my partner – Hartmutt, my German friend – which was 

to get in touch with the insurance company and negotiate because it was in 

fact HIV and I had to take the drugs. They’d been giving me monotherapy, the 

famous AZT... I’d been taking it in Germany, but for a month, two months... 

actually, after a crisis. I came back to Chile for other reasons and forgot all 

about it until I needed drugs again, when I had a crisis here in Santiago, say, 

in 98, with pneumonia, pneumonitis. So they told me my defenses were very 

low and that I had a viral load of a million and needed triple therapy and 

so on... that was in 98.”. 

For a while, the interviewee had to get drugs from his contacts in Europe. This situa-

tion depicts the political and social context faced by people affected by the epidemic, 

who had poor – if any – care conditions and access to retroviral drugs. 

Access to antiretrovirals in the public health system was granted in 1993. At the 

time, the system had waiting lists that caused it to operate poorly thus generating 

great uncertainty among affected people. A community network of organizations 

was created in 1991 to fight HIV/AIDS. These organizations have survived in spite 

of changes in their names and regroupings. In the Chilean case, it is possible to 

highlight that civil society has played an essential role in the struggle for access 

to treatment and against discrimination and stigmatization.



The Black Market

Clandestine drug sales – the black market – were big in Chile before universal access 

was granted. There were two reasons for that: first, people didn’t go to public health 

services because they were afraid of being discriminated against and stigmatized; 

second, those who did go to the public health system for treatment were either not 

given medication or put on a waiting list. According to the interviewee,  drugs were 

too expensive and networks began to emerge as a result of the need to cope with the 

disease: 

“I don’t remember exactly how much, but I could usually buy drugs for... eighty 

lucas ponte... the Crixivan, which was the most expensive one, could be bought for 

eighty lucas, sometimes ninety, more or less... then prices started varying because 

there were people who... when you got in touch with the Laura Rodriguez Foun-

dation, they told you they knew about drug networks and some individuals had 

access to them... was there a Miguel something?, who was this kid who imported 

drugs.. or I don’t know if he imported them, but he did sell them here, that was 

pure business, it was.”

He says people who had medicines did not take them, but sold them for two reasons: 

failure to adhere to the treatment or resistance and the need of money to survive. 

“What I did know is they didn’t take the drugs, or those were therapies that showed 

no result and people simply didn’t take the medicine and didn’t tell their doctors 

about it. After some tests they changed their treatment and whatever they had left 

was put up for sale, but in general... those were people who did not stick to their 

treatment, did not take their drugs every day, skipped here and there, put it all 

together and would end up with a full package of medicine at the end. You could 

save fifteen in a month, for example, you’d put them all together and sell them 

if you needed money... Particularly these, they sold them because if you didn’t 

like the medicine or if you had some sort of physical problem you’d just say I’m 

not taking this anymore, I want them to change it. Since it was not easy to get it 

changed, you’d quit taking them, protest and sell the drugs until they changed 

your treatment. That was a way of changing your therapy and taking the chance 

to sell it, to make a business out of it.”.

With this information, it is possible to assume that waiting lists generated corruption 

and made it more difficult for people – especially the most vulnerable ones – to adhere 

to treatment.  In addition, the drugs that were available in Chile were not credible for 

triple therapy because there was no such information from the attending physician 

and, for obvious reasons, the market did not give out all the information, leaving the 

intake of medicines to the user’s discretion.



Demanding Treatment from the State

It took this user approximately one year to get antiretroviral drugs from the public 

health system, what resulted in uncertainty to enter the protocol of the public 

health system, which guarantees full healthcare to HIV/AIDS-related diseases and 

opportunistic infections. This caused strong mobilization by PLWHA, who saw their 

requirements embodied in the submission of protection appeals:

““Oh, I had to wait... let me see... it was 98 and the first drugs were ordered 

in 99, so it was like a year waiting for the medicines; one year getting them 

abroad. I also filed a protection appeal through Vivo Positivo against the state... 

those were the first appeals, but mine didn’t follow through, it was not well 

made, do you get it?”

The appeals were made in a context in which access to drugs was restricted. The 

interviewee says they had to make several protection appeals until general access 

was granted. 

“We gathered people that were willing to stand up and do it... the protection 

appeal. I went but there was no result, but others went ahead and did get 

results, they opened the doors, let’s put it this way... When they gave access... 

there is a name, a legal name, what do you call it?... when the appeal was 

accepted, yes, when the appeal was accepted, access could not be just for a 

few, but for everybody.”

When asked about the process once the appeals were made, he says delivery was 

partial: 

“No, it was... that is, I don’t believe the response to the appeal favored myself, 

because after the first people were given their drugs I got them too... they didn’t 

give the medicines to everyone at once, that is, I think somehow they pressed 

so I had my protection appeal granted.”

It is important to remember that the sanitary policy of the military dictatorship 

failed to provide official response to the emerging epidemic, particularly concern-

ing Chile’s first case in 1984. Different social organizations worked with the gay 

community in prevention and education and, with conciliatory congressmen 

submitted a bill (1997–2001) and participated in the first proposal for the recently 

created CONASIDA (1990). 

The situations above show a slow process that is still taking place in Chilean society, 

particularly in PLWHA and public policies expressed by the Ministry of Health’s 

CONASIDA. These efforts lead to envisaging – for the first time since democracy was 

reinstated in Chile – the possibility of a law being made by both civil society and the 

government. The AIDS law is the result of the efforts of social organization and mem-

bers of Parliament. In this sense, protection against HIV/AIDS results from the social 

mobilization of the people affected. This is called a Citizen’s Law (Law 19779).



B) THE RIGHT TO INFORMATION

Treatment

In the early years of the epidemic, the information patients received was that on the 

regularity of medication. PLWHA and their families generally sought information by 

themselves or did it through social organizations connected to hospitals and started 

developing community interventions for self-care and adhesion to ARTs:

Before people started learning more about HIV, they always thought the end was 

death. When it became universal, I think people started to accept the idea that 

if they gave you drugs, and you didn’t have to pay for them, you’d have to learn 

how to stick to the treatment and take care of yourself. Hopefully, they had a bit 

more information than before, being close to an institution like Vivo Positivo, 

where they had better access to information. But in this case I think most people 

didn’t have the information.”

As for the provision of drugs during the administering and personal healthcare phase, 

the interviewee says he was given clear medical guidance and that the steps weren’t 

complicated since they weren’t entangled in the traditional bureaucracy of public 

health services. He also points out that the doctor/patient relationship was a good 

experience, particularly as regards adhesion to treatment:

“Uh... they gave it to me just like any other prescription drug... they told me I 

had to take it every so many hours, every eight hours strictly, so I had to find a 

convenient time. It depended on the time I woke up and then I’d count the hours 

to take them, the doctor told me so... I’ve always had... I’ve always been given 

good instructions, good prescriptions, I had no problems taking the drugs, that 

is to say I never took the wrong one. There were some I had to take on an empty 

stomach, for example, and I did so. I’ve always been very careful about that.”

At the beginning of treatment there were certain problems of drug availability. The 

interviewee remembers that sometimes the monthly dosage was no available, so he 

would be given a dosage for some time (weeks or days) and he’d have to back go to 

the hospital for more before those were finished:

“Yes, there’s always been,  it seems to me they gave partial dosage sometimes, 

for a while, and there was no more. Then you’d have to come in the middle of 

the month to get the rest. That happened sometimes, but in general they never 

failed to give me the drug.”

When asked about the treatment he began with, the interviewee said monotherapy 

came first, followed by biotherapy in 1994. This is historically related to the beginning 



of new public policies for treating and preventing HIV/AIDS in the country and the 

struggle of PLWHA.

“I didn’t really consider the monotherapy. I don’t think it worked for me because 

in 1994, when they gave me bitherapy, I’d recently been diagnosed and that 

was the only one available, the only one they knew about. If there were other 

drugs I didn’t know about them, although I was in Europe... I didn’t know 

anything: I didn’t know the language, I didn’t know what I was taking... only 

later did I get to know it was AZT and that it was the only drug available 

then. But no, being abroad I didn’t understand the language, they gave me 

drugs and I took them, that was it. But I didn’t... I didn’t see any progress 

and I wasn’t even checked by the same doctor who gave me the drugs. At the 

time I was not evaluated to see how this monotherapy had worked out, how I 

was doing. So later on, when I came to Chile, I forgot about the whole thing, I 

actually wanted to... I was in the dark about it and forgot about it. Then my 

defenses got very low and I came down with pneumonitis as I told you... and 

then I had to go back to the hospital and start the procedure for them to give 

me the medication.”

The Ministry of Health’s CONASIDA has developed healthcare rules, which are 

contained in  a 2002 Integral Healthcare Model. These are in accordance with the 

Ministry’s “Sanitation Objectives and Goals for the 2000–2010 Decade”. This model 

has been refined and updated to include new technologies as well as a human rights 

and psychosocial approach to full healthcare.

Universal Access

Patients who needed medication due to low defenses and high HIV load were given 

universal access to them in 1998. The interviewee’s perception of the changes and 

process related to universal access to treatment reveals a type of satisfaction that is not 

only economic, but also derived from the guarantees provided by public policies: 

““I think that was obviously good for everybody and it also makes people relax. It’s 

easier for many people who had already seen the issue was not about economics, 

but you could... you could have expectations in life, and people started learning 

more about HIV, which they knew nothing about, they always thought it’d end 

up in death. So, since it became universal I think people started accepting the 

idea that if they gave you the drugs, you wouldn’t have to pay for them and 

you’d have to adhere to the treatment and take care of yourself.”



When the delivery of antiretroviral drugs is universalized, a significant change is 

made in full healthcare to PLWHA. The interviewee, however, has the perception that 

there were no changes in the treatment process and in the quality of care. In his view, 

the changes refer to the way drugs were delivered, which was much more expedited, 

particularly as regarded the “place of delivery”.

“We’d go to the hospital pharmacy but to different booths, so there was no... we 

already had better access, easier, because that booth was more controlled or ... 

with certain pathologies... so it was not always as crowded as the regular ones. It 

was much easier to get the medications, and they have you on a log.”

One hundred percent coverage in antiretroviral treatment was reached in 2003. This 

new situation must be contextualized with the inception of the Global Fund in the same 

year. To date (2008), drug delivery and full healthcare to PLWHA is part of the Health 

Reform, particularly the AUGE plan, both for the public and private health systems.

Current Treatment

During the interview, the PLWHA who experienced both not having drugs given by 

public health services and moments when he had access to them states that healthcare 

has been adequate and effective. He also says there is more control of examinations 

associated with HIV and opportunistic diseases: 

“Well, I have to see the doctor at least twice a year to take all the tests. With these 

tests updated, they’ll give me prescriptions for three months of therapy, the same 

sheet but three times, which they take away until I have only the last one and they 

put the date of the next month I am supposed to go. I have to go within that date, 

sometimes I’m late, but the hospital won’t accept more than five days of delay.” 

Regarding application procedures and control of ART intake, the interviewee says in 

case of dropout or tardiness in retrieving medication,  attending doctors and the health 

service exercise strict control: 

“You see, if I show up five days after my medication is finished, I have to go to the 

nurse or to the doctor so they’ll give me a certificate in order for me to be given 

the drugs again, i.e., for them to record in my file that I stopped taking the drugs 

for some time. They are actually making you go at the scheduled time.”



C) THE RIGHT TO NON-DISCRIMINATION 

People who rely on public and private healthcare services in Chile do not always 

know they are both subjects and objects of healthcare. In this context, it is 

important to consider the relationship between attending doctors and patients 

resulting from the treatment, particularly in public hospitals. Regarding referrals 

to experts or the way other people looked at him, the interviewee complains he 

was discriminated against: 

“Oh, it was unpleasant because everybody looked at you as if you were a freak, 

that is, everybody gave you the looks or put you in last, especially with referrals 

to proctologists or urologists... Or always... dentists... they would always see 

you last, they would say I had to tell I had HIV so they put me last in line.”. 

In general, these spaces usually generate relationships of power in which orders, 

prohibitions and directions are expressed as threats to patients. On the other hand, 

it is also right – as pointed out by a study of Bravo, Pérez, Dides et al. (2003) – that 

the position of power in which doctors are placed gives them the power to relieve, 

assist and care for the ailments of patients. 

Although changes in the care of PLWHA did take place, the interviewee mentions 

that in healthcare centers used by PLWHA, users who do not live with HIV see 

PLWHA as victims: 

“What has changed is that people do not look at you with suspicion. They 

do not see you as... something... as a bad, negative person that can do them 

harm. They’ll see you as a victim and nothing more, that is, they’ll give you 

better care, the best way I think they could care for anyone.”

Concerning referrals, patients complain about the timing of referrals. The intervie-

wee says there are no privileges or exceptions given to PLWHA. Equal treatment 

is given to everybody who uses public health services:

 “Referrals to experts... yes, they do it... I think there is regular care, like 

anyone else; that is to say there isn’t... many times they ask for urgency, and 

exceptions can be made, but you have to wait when you’re not special, if 

there’s an opening a month later, you’ll have to wait for a month. That’s the 

way it is. There have been cases of people who need important tests urgently 

and if they don’t have them, you must do them privately to have the results 

because many times people are on waiting lists and... nothing happens... and 

you wait for a long time... not that it’s happened to me, I’ve been referred and 

promptly seen, I haven’t had any problems.”



SECOND CASE 
PLWHA IN THE PROCESS OF ACCESS TO ANTIRETROVIRAL TREATMENT UNDER 

THE HEALTH REFORM AND THE AUGE PLAN

This second case is meant to contrast with the first one.  
Like the previous case, it is about a male of the same age,  

except for the fact that this interviewee had access to treatment  
under the new health reform – more specifically, the AUGE plan  

that gives explicit guarantees to PLWHA.

A) THE RIGHT TO HEALTH

The interviewee says he didn’t feel observed in any way whatsoever as he attended the 

public health service. In contrast with the previous case, he was rather an observer 

than the object of observation. In ten years, the symbolic position of the affected 

population had changed at least in one sector. It is possible to notice this as the 

interviewee says:

“No, I observed more, I was the one doing the watching… no, nobody looked at 

me. In fact, I was surprised to meet women, younger kids, gays, non-gays, drug 

addicts, you name it; it was an incredible variety… then I said… queers only, 

most of them, but there were all kinds…”

Access to Antiretroviral Therapy

At the time he found out he was HIV-positive, the interviewee says he showed no 

health problems and his lymphocytes (immune defenses) were at 210. In view of this 

situation, the doctor told him he should get started on antiretroviral treatment 

“I learned about it in November 2007, that I was positive, this… was at 270 and 

simply went down to 210 when… in almost a year, I started the treatment for 

prevention… You’re supposed to start when you’re at 200, but I was at 210 and 

wanted to start at once because I wanted to be off the syringe so I did… er… Dr. 

Ballesteros saw me at the Salvador Hospital and he supported me, he was very 

supportive, nice and… I started taking the drugs that year… I’ve been on them for 

seven months and that was why, because it’d gone down to 210, that’s it.”



The delivery of antiretroviral drugs in Chile meets international standards, i.e. 

they are delivered to PLWHA showing lymphocyte counts below 200 and a viral 

load of 150,000 or when they have an opportunistic disease. 

In 1997 – together with Côte d’Ivoire, Uganda and Vietnam – Chile entered a UNDP 

program to obtain preferential prices from the pharmaceutical industry. The agree-

ment is still valid to date, and thanks to it and to the inclusion of HIV/AIDS in the 

AUGE plan, drugs are delivered free of charge. 

“Antiretroviral treatment to HIV in Chile is a guarantee of the AUGE plan. It 

assures 100% antiretroviral coverage to adults and children that request it accor-

ding to the national protocol; and 100% access to the transmission prevention 

protocol for pregnant women living with the virus.”

B) THE RIGHT TO NON-DISCRIMINATION

Cultural Discrimination

Enrolment in the healthcare protocols for PLWHA in both the public and private 

health systems must comply with formalities that we believe are too bureaucratic and 

complicated. To enter hospital centers, PLWHA must have an individual card that 

is delivered by primary care center (consultation offices) so that care protocols can 

be accessed. The interviewee’s experience account for a problematic situation since 

the process requires proof of residence and he did not live in the metropolitan area. 

He then had to provide a false address because he was afraid of being discriminated 

against and stigmatized: 

“Well, that was when I registered with the program. That was complicated 

because as I was living… here in Providencia, I had to go to the office first 

and I had to get an individual card there… well, I am not from here, from 

Providencia, I am from outside Santiago, so wherever I went I couldn’t tell 

my story due to fear and prejudice and because I was afraid of losing my job 

and all that (…) a nice small town, so it was difficult for me to come and get 

the card at the office… they required it at the hospital I was registered to… so 

I went there, I told my story, I told them I couldn’t be cared for in my town, 

told them I worked in health care and they told me, say, finally in about two 

months I had a doctor’s appointment but then… that was the only one, I am 

telling you and that is little, I believe, when I started the treatment it was 

very fast, I told the doctor I wanted to get started and he supported me, and 

there I was within the month.”



Regarding the attention provided by the doctor and hospital staff, the interviewee says 

that in his case the people were very “friendly”. 

“About the doctor, who’s the one I know most about, he was fine, very nice… he’s a 

very, very, very friendly type, has a very kind nature and a special sense of humor; 

we had a lot of laughs together and sometimes started singing; he’s a crazy character 

and I like that since I deal with artists… he likes arts and we got along very well. 

So, the other ones… no, no, it doesn’t matter much… they have good service at the 

pharmacy, I think all of them, all of them are very friendly; but in this case it’s 

about the doctor. He was the most important one to me, my doctor.”

The black market

Clandestine drug sales have decreased but not stopped completely. This is shown 

in informal conversations with PLWHA who are included neither in the public nor 

in the private health systems and therefore have to rely on the black market to buy 

medication. 

On the other hand, non-profit organizations like the Laura Rodriguez Foundation or the 

Savia Foundation, which used to get drugs from international cooperation organizations 

are no longer involved in this task. That is because of the universal delivery of drugs 

to all people included in both the public and private health systems. 

Nevertheless, there are people who do not want to be involved with the national 

health systems and therefore resort to clandestine drug sales due to discrimination 

or stigmatization. That is an alarming situation, since there are PLWHA who do not 

take drugs so they can afford a living. 



C) THE RIGHT TO INFORMATION

Treatment

It’s important to point out that the staff at the primary healthcare centers has been 

trained by the CONASIDA in the context of a GF project in Chile. They were trained 

by the primary and full care areas on delivering Elisa test results, which determine 

the presence of HIV in the blood. The interviewee says that in his case he was not 

given satisfactory information because the person in charge of delivering results at 

the hospital left him at a loss, with little information on HIV/AIDS: 

“At the hospital they tried… I think that was her way of talking to me, giving me 

advice, I don’t know, but I was so… I am strong, have lots of guts and didn’t… 

but she seemed a little lost herself, disconnected with the whole issue, and when 

I started treatment, nothing… I didn’t need it, it was very positive, they… the 

nurses told me there was this group, but I’d never needed anything like that, I 

personally never needed it, the trauma was, say, clear, like you know of friends 

who are on the medication and had strange dreams and didn’t do so well. And 

the process of adaptation to the drugs, I was a bit scared of it, but I had the 

support of a boyfriend I have in France and he was very important, I was no 

longer afraid and believed it, so I didn’t need… I didn’t get any psychological 

troubles or anything, I believed it, the first day I even had a beautiful dream 

and then nothing else, so no… The pills don’t cause me problems, they haven’t 

done me any harm, it was not violent… all has been extremely positive and 

normal, natural, great.”

While counseling is the best public policy to privacy in that it protects confiden-

tiality, it was only legally protected starting from 2005 (AIDS Law). Nonetheless, 

confidentiality has been contemplated in the full healthcare model since the 1990’s. 

Non-discrimination is not only part of the law, but also of the full care model for 

primary attention and the committee’s ethical principles. The education that should 

be included by the counseling process did not have adequate staff in this case.



d) THE RIGHT TO PRIVACY

Current treatment

In this case, privacy was violated because there were no material conditions for an ap-

propriate intervention. The delivery of drugs exposes HIV patients to the public eye: 

“I’ll never forget it. Yes, I forgot it 2 or 3 times the first month, but never again 

since then, never again. I take them every day at 10 at night and in the morning, 

except when the doctor told me it was not necessary to be there at 8... I can spend 

one hour, I know, I can take it really easy because it was like an important part 

of agreeing to it, making it a habit, you know... that was the thing, I was aware 

I had to do it and I am a very disciplined guy.”

Regarding the place where antiretroviral drugs are delivered, the interviewee says there 

is a special window to retrieve the medication. He says that it is a space for people 

with “special diseases” and that considering the right to confidentiality guaranteed by 

the AIDS Law it is rather stigmatizing not only for himself but also for all those who 

have to go to the window for drugs. This, however, does not bother the interviewee 

since he believes delivery is swift. 

“At the pharmacy... there is a pharmacy for, I don’t know, special people, for some 

diseases that are as less public, so there I am, there is one that is right on this 

tremendous windows. There are two of these where people can go to, but I don’t 

find it a problem to be on line because they work fast, they are very efficient.”

As for registering with the care protocol for PLWHA, the interviewee says the process 

was complicated because he didn’t want to be there but had to due to the bureaucracy 

of the public health system. He had to wait in line for a long time besides facing other 

difficulties: 

“I was simply going to do everything I was supposed to. I had to do it efficiently 

so I could join the program, so I had to have lots of patience. There were times I 

had to wait a lot, wait in a lot of lines, wait for, I don’t know, for them to give our 

the cards or make an appointment or understand the mechanism and... but all 

that didn’t matter because I hoped to live, I didn’t care if I had to... sometimes it 

did get to me to wait so long, but it soon went away.”

He also says he had to wait to be seen just as long as any other patient. Medical ap-

pointments in the public system are usually scheduled for 9 am, but patients are not 

seen until 11 am. This creates bottlenecks and makes people unhappy.

“The doctor won’t see you at 9. If you’re scheduled at 9, they’ll see you at 11. 

Sometimes you have to wait for up to 3 hours for Ballestero, but that is all.”



Concerning the right to health, one of the most significant differences is provided by the Aids •	
Law 19,779, as an effort of civil society organizations, PLHIV, members of parliament and 
government for health protection of HIV/AIDS. The contrast between the two cases shows 
progresses and obstacles. As far as treatment is concerned, efficiency and adhesion are 
highlighted by comparing the interviews in universal access. Implementation of the full 
healthcare model seems to fail in counseling after the test and in waiting times, but those 
are no different for the general population. An interesting aspect is the cultural discrimina-
tion in case 2, which refers to the necessity of anonymity in a rural area. 

The fact that drugs are free is highly valued.•	

Differences in PLWHA perception regarding access to antiretroviral treatment has varied •	
according to the social and political contexts. Nevertheless, discrimination persists in dif-
ferent areas (rural zones in this case).

It’s interesting to see that “users” are empowered. The perception of chronic infection has •	
shifted the symbolic position from objects of observation to observers.

The difficulties faced by PLWHA in accessing healthcare are no different from those faced •	
by the population in general.

It is important to consider the emergence of the black market - and its consequences - when •	
the state does not guarantee the health of the population. 

Chile, through its Ministry of Health, meets high international standards related to health •	
care to PLWHA. This somehow ensures fulfillment of the right to health, which is currently 
granted by both the private and public health systems. Nevertheless, the reports account for 
stigmatization and discrimination against PLWHA when these have to rely on public health 
services. This situation generates lack of reports and consequently limits access to ART. 

The cases studied highly value the right to information. This is strengthened by three factors. •	
First, the support of the organized PLWHA population, who made the first collective inter-
ventions for self-care and adhesion to ART. Then, the design and implementation of public 
policies according to the national reality. Finally, the support of the Global Fund, which made 
it possible to train healthcare workers in both counseling and care. 

On the right to non-discrimination, there have been changes in the relationship established •	
between healthcare provides and users. These changes have been supported by public policies 
like the model of full care to PLWHA. Nonetheless, when PLWHA need to be referred to experts 
in the public health system, they are not only discriminated against and stigmatized but are 
also the last in line. The main argument is that prophylaxis requires medical instruments.

REFLEXIONES 
Differences in the perception of PLWHA regarding access to antiretroviral treatment.




