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WHERE ARE WE HEADED WITH ADOLECENTS AND HIV? 

L’Orangelis Thomas Negrón 

 

Ladies, gentlemen, transgender, adolescent, young people and adults. People living with or without HIV, it is an honor to 
speak in front of you. Two years ago I was at the conference held in Washington DC and I thought that those who were 
up here were "the best in HIV". And yes, maybe they are, but in this last two years I have worked so hard, I learned so 
much and I've heard so many stories, that today I think that any person living with HIV who has something important to 
say should have the opportunity to be here as well.  
 
I could use this opportunity to talk about my life and how complex it can be to grow with HIV. About how the food cutlery 
that my mother and I used, was separated from the rest of my family. About how my mother died when I was 11 years 
old or maybe about what crossed my mind when I attempted suicide when I was 20. But adolescents and youth have so 
much to say that I would not settle for talking just about me. So I decided to take this opportunity to bring issues through 
different stories and experiences. I hope to be assertive with my words and that both, young people living with HIV, and 
those who don’t, but are equally committed, can identify with them.   
 
 
 
Having said that I would like to ask: What is participation? Is it going to a space to validate the decisions that others 
have already taken? Is it to be invited to spaces to just say that youth were there? Is it to attend a conference and write 
a document that doesn’t land after, to a national or local level, because governments are not fully committed?  
 
In recent years I have seen an increase in youth participation in different spaces, which is marvelous, but isn’t always 
quite real or meaningful. No, if we are not the creators, developers, implementers and evaluators. We must be the ones 
who write the policies in reference to youth and adolescents living with HIV.  
 
And stigma not only decreases with campaigns, but with the integration of adolescents and young people living with HIV 
in every decision making and citizen participation space, where we can give our perspective, because they must do 
nothing for us, without us. And yes, we're very good at doing activism, volunteer work and consultations, but the 
activism costs. Keep in mind that the activism costs. It takes time, energy, money and quality of life.  
 
 
 
Over 30 years of epidemic, of which I have 26, medical advances have emerged. From taking 13 pills daily, now I take 
only 3. But I cannot deny that what scares me is not knowing what will happen to my body in 5 or 10 years, as I have 
noticed changes, such as memory and bone density loss, and I know that others may come, but I don’t know if they will 
be due to side effects of medications, the virus or simply the human condition.  
 
Unfortunately, we don’t have enough studies on those of us who were born and grew up with HIV, and other populations 
of adolescents to improve the data and therefore policies. Unfortunately many of them have not had access to a variety 
of options antiretroviral, especially second and third line. Countries must commit to buy them and have them available 
and accessible. And we must commit to a fully funded global found. I recognize that innovation costs, but I also 
recognize that this cost is an aggression against the health of young people who live in developing countries. By 
patenting drugs in countries with high drug production, and in countries that are known as the pharmacy of the 
developing world, the gap of inequality is becoming even larger, and this is worse for adolescents.  
 
HIV affects us in one way or another in all facets of our life, however it comes down to an issue of health and often 
health care is insufficient to take an optimal quality of life. Quality of life is not limited to having ARV therapy; it is also 
having complementary services such as psychological, gynecological and dental services, to the most essential things 
like nutrition, water and housing. The quality of services is not limited to have them all available; access to healthcare is 
an undeniable right to all human being and as human beings, we must be treated, by health professionals, the 
academic and scientific community. Health care providers, you are not doing us a favor, you are doing your job and it is 
our right to have this services.  
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While I was in middle school, I was a peer educator. I provided information on HIV, STIs and some drugs. For several of 
my classmates, this was the only information they received about sexuality throughout the school and up to college. And 
remembering all the workshops that I received at my clinic, none of them was about sexuality. Education and access to 
information is a right, also sex education.  
 
Autonomy over our bodies is part of the right to be free and to live a dignified life. Forced sterilizations threaten our 
dignity and the opportunity to be mothers. My friend Barbie in Ecuador was sterilized after giving birth to a beautiful baby 
boy when she was 17. They sterilized her without her consent. These violations must be documented, combated and 
eradicated at all costs. Access to health services for women without their consent of their husbands, and to adolescents 
from their parents to HIV testing, should be maximized if we want to fight gender inequalities and between generations.  
 
Reaching the so called "end of AIDS" will be increasingly difficult if we don’t break taboos about sex and talk "clearly and 
honestly"; young people are having sex, and we like it, and it is not worth to continue talking about abstinence, as the 
statistics confirm that this speech is already obsolete. We need both, education and information, such as condoms and 
HIV testing accessible. Adolescent should access health services without parental consent. 
 
 
 
Getting to the "end of AIDS" will not be possible if we fail to establish it as a priority in the post2015 agenda, and I 
wonder how can we let this happen? What will happen in 10 or 15 years, when we have to set new goals? Are we going 
to be talking about the same thing then? 
 
So, where are we headed with HIV and adolescents? Until now, I've changed my therapy twice. Of all the reasons on 
why I stopped taking it (include, I forgot or got tired and after 26 years I still feel tired of my medications) was not 
knowing or understanding what was happening with my body. Not understanding how was my health; the importance of 
each thing, and what more rebellion caused me was not get to decide what I wanted or needed and simply being 
invalidated by health professionals.  
 
Health and education should be linked, and after many years of epidemic it is necessary for us, adolescents and young 
people, to take control of our own health and life. With all the sexual experimentation, the entrance to the workplace 
and/or college, biological changes, unwanted pregnancies, gender and social inequalities, religious fundamentalism, 
among others, adolescence is a very complex stage to leave it to other people hands our medical care. Our body is our 
territory and we must protect it from any settler who wants to take decisions about it.  
 
We are not only discriminated and stigmatized for living with HIV. Sex workers, drug users, transgender, men who have 
sex with men, sexual diversity (lesbian, gay, bisexual, queer, intersex, undefined), indigenous, aboriginal, African 
descent, people with disabilities, young people living in poverty, living in conflict zones, living in rural areas, migrants, 
refugees, prisoners, and homeless.  
 
I mention them because otherwise they are invisibilized, I mention them because I want to call them by name, because I 
want to make it clear of whom I’m speaking, and because our life can be more complex or worse during adolescence. 
Living with HIV makes us even more vulnerable and puts us in a higher risk of being mistreated, abused and, in extreme 
cases, to be killed, as happened in the past in my country. 
 
The failure to provide to adolescents the adequate information and the tools to make informed decisions about their 
health care is an assault on their existence. By denying access to health, you violate our human rights and in 
consequence, the opportunity to have a dignified life.  
 
 
 
According to the latest report of the World Health Organization, AIDS is the 2nd leading cause of death in young people 
and adolescents, the 1st is traffic accidents. And I mention this because it isn’t another disease the first one, not some 
other health issue going above of HIV / AIDS. Adolescents and young people are dying from Aids. And is not only about 
dying, is about what happens before death.  
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Working in prevention I've noticed that isn’t always addressed to the people who are the most vulnerable and invisible, 
which expose them more to get HIV and receiving all kinds of discrimination and violence. It is essential to increase 
access to HIV testing, free and unrestricted for adolescents. It is vital to expand treatment options for adolescents, not 
only because we know that treatment as prevention works, but is the right to life.  
 
It is said that the life expectancy of young people living with HIV is similar to that of young people who don’t live with HIV. 
But how affordable is this life expectancy? Before coming here I received a call from Syndi, a young woman who was 
born with HIV, telling me that the headache that she has from about a month ago was a fungus, and it costs more than 
100 dollars to treat it, obviously, she doesn’t have that kind of money and her insurance does not cover it. So, I wonder if 
this applies to those of us who have live 26 years with HIV, like my friend Syndi. I ask again, how affordable is this life 
expectancy? Does this apply to those adolescents living with HIV in countries where homosexuality and HIV is 
criminalized? For those adolescents migrants or adolescent sex workers who do not necessarily have access to health 
care? Or for young women and adolescent transgender who are victims of gender based violence?   
 
 
 
We have achieved much since the beginning of the epidemic, and acknowledge the great work of "experts" to combat it. 
However, we still have too much to do, to talk about the end of AIDS. Let's talk less and do more. We need to increase 
access to participation, we need more youth and adolescent living with HIV in participation and decision making spaces, 
with meaningful and real participation.  
 
In 15 years, in 2030 will we be still talking about the end of AIDS? Are we going to wait 15 more years? We will meet 
again and we will see.  


