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CROI 2023  
  

A video loop of the history of Community leading in HIV 
research and development and how the community have 

led the response 
  
Good evening, good afternoon, and good morning, to the 
people tuned into this conference, from all parts of the world 
virtually.  
 
I would like to recognize my fellow Speakers in this very 
esteemed Opening session.  
 
I would like to thank the organizers for taking a risk by 
inviting me, not knowing what I will say, or what shape my 
presentation will take. I also know that this specific lecture 
has great significance in the History of Community Activism.  
 
I would like to also acknowledge my Organisation Advocates 
for the Prevention of HIV in Africa. And my colleague cde and 
friend  Ntando Yola is here tonight.  
 
I have only  3 disclosures   
 

1. that today I am here to tell HERSTORY. 
2. that I am here today to defy the ERASURE of the Role 

of women and that of our communities and allies in 
Research and development.  

3. that I am aware that what I am going to present today 
is not even a fraction of the work that women are 
doing Globally for R&D.  
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My name is Yvette Raphael.  I am a 48-year-old from South 
Africa. Today I am based in Johannesburg but I come from a 
very small community in the  Northern part of South Africa 
known as Limpopo. I have come a long way to be here today 
and so I want to ask you, also, to move a little bit from where 
you are sitting right now, especially if you are comfortable. 
Because we must be uncomfortable today.  
  
Don’t worry. You don’t have to get up. But you do need to be 
willing to come with me to places that, based on the last two 
decades of work in HIV prevention, I know some of you may 
have never been, and have never really imagined.  
  
To the bodies of Black women like the ones, you can see 
behind me. I am not going to explain what is in each of those 
pictures as they go by, but what I am going to say is also 
going to be an explanation for what you see in those 
pictures: a history of years and years of struggle led by Black 
women for ourselves and our daughters, nieces, sisters, and 
mothers, to get what we need to keep our bodies safe and 
healthy.  
  
I am talking about HIV prevention and the unfinished work of 
meeting women’s needs, and how the people in this room 
need to do what the women in these photos have been 
asking for, for frankly, too long.  
  
That’s what we are going to talk about today. Now let’s go 
back to the beginning.  
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I was born in a small community in Limpopo. Where I come 
from is important because  
  

1. Never did I even imagine that I would be infected 
with HIV the person they were describing was not me 
and clearly, I was not at risk. No one told me all I 
needed was to have sex once, without a condom.  

2. Never did I think I would be at the center of fighting 
for the rights of PLWHIV, Fight for Treatment, or even 
be at the forefront of fighting for the research and 
development Agenda for my country and AGYW in 
particular. 

3. Even though I never imagined these things, I was 
raised by my grandmother, a land activist, who 
showed me how women fight for their rights. So, 
when things happened that I did not imagine, I  knew 
exactly what to do.   

 
 
My journey started when I was diagnosed with HIV in 2002. 
There was AIDS denialism. Our President denied that HIV 
caused AIDS. The governments, funders, and drug companies 
of the global north denied that poor Black and brown people 
in Africa and around the world deserved antiretroviral 
treatment. It was not as if these treatments were not there, 
these medicines were there they were developed by big 
pharmaceutical companies but they were not developed for 
US. How easily do we forget? Today we want to pretend as if, 
Inequity, Inequality, and Drug hoarding are new behavior of 
the Rich and the developed world. We all looked shocked 
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when history repeated itself and communities thought well 
nothing new here Really.   
  
Today I am not alone, I stand on the shoulders of the women 
in South Africa, Zambia, Zimbabwe, Tanzania, Malawi, Kenya, 
and Uganda, I stand on the shoulders of every Black woman 
who has ever walked this earth.  
 
I stand on the Shoulders of Revolutionary Activists Like 
Martin Delaney,  
  
In 1985 Martin Delaney founded Project Inform, a national 
HIV treatment information, public policy, and advocacy 
organization based in San Francisco. He created Project 
Inform because people living with HIV and their loved ones 
needed access to information to help save their lives; 
because people who were not infected needed information 
to stay that way; and because people who cared needed 
help organizing advocacy campaigns to push the 
government to find a sense of urgency and a new approach 
to finding treatments for HIV/AIDS.  
  
We must Never forget that we got here because of 
Activism. Activists fighting, screaming, and Shouting. Nothing 
is ever given to the Community unless we Fight.  
  
  
This is where I found myself with my diagnosis. I carried the 
three burdens: Being Black, Being Poor, and Being a Woman; 
and I soon learned that these Burdens would be mine to 
carry for the rest of my life. I got involved in the AIDS struggle 
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because I decided, right away, that I would not be silent in 
the face of stigma and discrimination. When I was diagnosed, 
I told my employer I had HIV. I told them if they fired me, I 
would sue them,  I still wonder today how that would have 
played out if I did not stand up for myself.  
  
I joined women in fighting for our lives. When I was 
diagnosed, I was newly employed just had a beautiful baby 
and had everything going for me. And just like that, a curious 
visit to get tested for HIV changed my life forever  I had 
Medical Aid (health insurance, ) and a job, and I could access 
my medications through that.  I took ARVs even though my 
health minister said it was poison. I took my ART because I 
made a pact with the women, friends, and my sisters who did 
not have money for medications, that I would take care of 
their children if anything happened to them. I highlight this 
because it was at a time when men showed activism by 
refusing to take treatment unless everyone had access. 
Women took a different strategy, we lived so that our stories 
of survival became the data.  We started getting better and 
we lived to raise our kids, some of us at least. There was a 
stigma to taking ARV’s and the nay-sayers were much more 
than those who believed in the science.  
  
I still think the then health Minister of South Africa only read 
research results and reports looking for words as it may 
cause, weight gain, it may cause bone density and she thrived 
on that. To the point, she and her cronies sang about how we 
had to work for our health. If we worked we would not die.  
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I promised my friends who died I will look after and out for 
our children. And one of the ways that I am taking care of 
them is by standing here in front of you to remind you that 
the work of Black women living with HIV is unfinished. 
Women have done everything to keep our babies HIV-
negative and their stories can't be the same as ours  
 
For years now, the scientific establishment, and the research 
establishment have listened to us some of the time, engaged 
with us some of the time, and followed our priorities some of 
the time. And it has, the rest of the time, pushed us aside, 
taken our work and our labor, taken our blood, statistics, and 
data, without giving us what we have asked for, which is 
simply this: 

A CHOICE, A VOICE, AND POWER. 
  
We want choices about prevention tools, we want to make 
decisions about how trials are run and programs are 
designed.  We want to be hired, paid, and considered 
experts. It should not be such an extraordinary thing that I, 
Yvette Raphael, am here speaking to you today but it is.  
  
I make this point, but I also want you to know today I am not 
coming here to fight but to celebrate the Anger, Resilience 
the Aggressiveness of Black women and yes we have all the 
reasons to be angry.  
  
We learned early enough that our anger is much more 
remembered than our smiles.  
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When the Swiss results came out and everyone was skeptical 
about what that meant for science. We gathered and said we 
could have told you so. for a long time have we observed 
that we did not transmit the virus we knew this because men 
refused to use condoms, men did not believe we were HIV 
positive because we looked healthy, and We were the ones 
taking the treatment while pregnant to prevent our babies 
from getting HIV? The same babies are infected with HIV now 
because you are not doing anything to ensure they have the 
tools to prevent themselves from getting HIV. Why do you 
hate black Women so much?  
  
That is why we storm stages, and we screamed in sessions 
where people said that daily oral PrEP didn’t work in women 
because our bodies were different, and they kept sowing 
doubt even after the strategy proved effective in trials.  It 
reminded us of the  HIV treatment days.  You trigger us 
unprovoked you keep reminding us why we should not TUST 
you. Women told programmers not to only offer prep to 
certain populations that it will stigmatize Truvada, Well!!!!! 
Today women are not taking Prep because the research just 
doesn’t care enough.  
  
We still don’t know what prep on demand for Black women 
would look like. Make Prep sexy, make it appealing. I will tell 
you why HIV prevention for women will always fail it is 
because it is never about women, It is for the fetus, for the 
men, for the population, and my ultimate worse, It is for 
Humanity. Why can't it be for Us? 
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We demanded that science looks into whether Depo  Provera 
increased the risk of HIV, we told them we would be the ones 
to talk to communities about the trial, the results, and the 
questions—and we did.  
  
We told the researchers that they needed to engage with a 
global group of women who had organized themselves and 
shared ideas amongst themselves; that we would be a global 
advisory group—not a replacement for community groups 
but that these groups at the clinical research sites are not the 
same as a group of informed expert women advocates who 
are tracking the issues and can hold you – YOU – 
accountable.  
  
This approach—engaging women as experts in long-term 
advisory groups where we have real power to change 
things—has started to happen more in recent years. But it’s a 
fight at every turn.  
  
 In the recent advocacy around the price of injectable 
cabotegravir, ViiV invited us as a group of leading women 
advocates to join in conversations about the product and its 
introduction, but then would not disclose the price for CAB-
LA. That is not engagement. So we were called for another 
consultation divided in southern Africa and East and West 
Africa; we showed up on time and we were ready but they 
were not ready to engage.  

I did mention earlier that we must be prepared to be 
uncomfortable Right? 

They wanted to engage and ask us any questions, recruit us 
to help create demand with our communities, convince our 
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governments, and bring funders on board – all without 
knowing the price. Well, we all know how that went.   
There are two lessons for me that we must all now consider 
and act on. 
One, calling a meeting a “consultation” or “engagement” 
does not make it either of these things. We all go to many 
meetings, but we need everyone in the room to know the 
terms of engagement and what is on the table for 
consultation and input. 
Two, we all need to be partners and commit to having access 
to information and data for decisions – there is far more 
harm in restricting access to information than there is in 
being transparent with information and decision-making. 
  
The excuse is that you don’t know whom to engage, so we 
worked to make it easy for  For you. We stormed stages, we 
screamed in sessions we stopped plenaries   
  
Over the years, we have noticed some things. First – our 
anger gets the attention of people who give out invitations to 
places like this. We called out men for being comfortable 
being on panels alone talking about us, and our issues. We 
called out the Manels and then people wanted to know—
who are these women? They want to know: What do we 
want?  
  
I will tell you some of the things we want.  
  
We want you to say it as you believe it U=U, no sti blah blah, 
no condoms just undetectable means untransmutable.  We 
want you researchers to say treatment is Prevention.  
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We want science to join us in South Africa to fight banks and 
Financial institutions to give PLWHIV insurance after all 
science discovered AIDS, science said we will die in a few 
years, we got blacklisted for having HIV for life in SA, science 
developed ARV’s we are taking it why can’t science say it 
with their chest that we no longer dying.  
  
Speaking at the Martin Delaney lecture is nothing short of 
Revolutionary and I understand why it is such a BIG deal. Yes, 
the Community, activists, and end users are A Big Deal and 
that is clearly shown in my picture presentation. With that 
loop, I brought them with me the community leaders and 
activists Globally, many that you may recognize.  
  
We formed a structure that is unstoppable in our fight for 
science to do Right by us. The  African Women’s Prevention 
Community Accountability Board. We will soon with the 
Leadership of the Executive Director UNAIDS cde Winnie 
Biyanyima Launch the Choice Manifesto which I urge you to 
sign onto. This manifesto commits us to quicken our pace to 
focus on Prevention tools, choices, and options that will see 
the end of New infections in Girls and young women.  
  
We had very constructive engagements with USAID and Amb 
John Nkekasong including making our submissions to the 
scientific advisory board of  USAID. As we are celebrating 20 
years of PEPFAR we want to reiterate that women have 
nothing to celebrate, new incidences among young women 
and girls remain high, and sexual violence is still rife with 
young girls age 11 giving birth. Women are still being killed in 
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South Africa, and South AFRICA  remains the NUMBER 1 
Crime scene. Many African countries still criminalize LGBTQI 
people and our friend allies cdes and friends are killed for 
who they are. How do we celebrate when these have not 
changed for us?  
 
I am excited that Amb Nkekasong will be presenting at the 
Plenary Session tomorrow morning.  
 
Amb we are excited about the 5-year Strategic plan and 
commit to Supporting you.  
 
Pillars one and two are ours we have Got this   
 
We have already done the difficult work the 5-year strategic 
plan come at a perfect time  
 
Women have been waiting for Equity we are ready.  
 
Young women are ready to lead  
 
Key populations are Ready  
 
We are already engaging on BNABS, and WE already know 
about SubQ, PK, and PT80  
 
Our Organisations are ready to lead locally and Regionally  
 
You may need to strengthen your hand from Pillars 3-5 we 
Trust your Leadership  
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CROI being such a scientific conference  I remember my first 
time here as a community scholarship recipient and thinking 
wow what language are these guys speaking? And just who 
are these people? I mean they speak so well of my country, 
my province Limpoupou.  I want to thank the organizers of 
The breakfast sessions for the community who made these 
science streets much friendlier to us. Taking us through the 
science jargon, inviting scientists to have informal discussions 
with us. Now I know what sub-Cutaneous means and I also 
know I can just say SubQ   
Most importantly is that I can translate this science to my 
community so they can understand.   
 

Our Call to Action  
 
 Research Must prioritize bringing down the 
number of new infections in adolescents and young 
women  
o   We need to all work together as a community, 
advocates, funders, and policymakers to end aids  
o   Integration of services  can no longer be the 
Buzz word it has to happen Now  
o   TRUST black women, Trust communities not 
only to give our bodies for science but Trust our 
Leadership, our agency our experiences, and our 
voices  
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o, Let’s work on repairing that Trust, the trust in us 
will only occur when we see the sincerity in your 
actions. 
O, Commit to Finding a cure and a vaccine for HIV. 
PLWHIV deserves that we deserve that hope that 
you are committed to working yourself out of a Job  
• Hasten the pace work faster and remove the red 

tape … 
• DR Fauci before you leave you must tell 

scientists to find a cure for HIV, to find a 
vaccine.YOU did it for COVID you can do it for 
HIV.  

 
I will give you some takeaway messages  
  

·      How women sold science to our communities  
·      Integration of Services for women is still a priority. 
Family planning/contraceptives, GBV / HIV services.  
·      The importance of Choice, The Agenda is clear, and 
the Choice manifesto is clear for those who work with 
us will sign onto it, it is the only way. 
·      The need to involve communities in research and 
empower community leadership. 
·      The need for person-centered and rights-based 
pandemic preparedness. 
·      The need for us to Decolonize R&D.   

  
I want to thank Every single woman for their resilience for 
their courage. Cdes you are a big deal. we are a big deal 
  
I want to thank the following organizations  
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APHA, Emthonjeni, ICWEA, TALC, AEDC, WACCI health, AFNI, 
DTHF and AVAC.  
 
 


