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INTRODUCTION:
People living with HIV/AIDS and community activists have been at the forefront of every battle in the fight against the AIDS. Now, we are mobilizing a new movement for prevention research advocacy. This workshop marks a historic moment as nearly 100 community activists from across the US, Europe and Asia attended our weekend-long workshop on Research Advocacy for HIV Prevention: Skills and Challenges for AIDS Activists, the first in a series which will arm communities impacted by AIDS in the United States with the information and skills to be effective prevention research advocates.

The workshop offered a unique opportunity for leaders in research, policy and grassroots communities to come together to share information and perspectives on HIV prevention research, examined within a social justice framework. The day was packed with sessions that delved into the complexities of the prevention research agenda. Sessions covered a wide range of issues, including biomedical, behavior and social prevention strategies as well as cross cutting issues, such as informed consent or partial efficacy. Case studies and research on the impact of race and discrimination on HIV prevention sparked discussions on the importance of structural interventions as well as the overwhelming need for more ethnic and minority researchers in the field. A panel discussion with representatives from diverse AIDS communities on advocacy needs and challenges made two things clear—prevention is complicated, and prevention is important. 

It is the complexity and the importance of prevention that made this workshop so valuable, as it provided an open space for serious and honest discussion about the struggles and social injustices faced by people at risk of HIV. The conversations allowed us, as community, to strategize about practical ways we can improve prevention research and advocate for an agenda that meets the needs of our communities. 

This training offered the first step for many community advocates to becoming effective prevention activists. The following materials complement the presentations delivered at the training. We hope they help give a comprehensive overview of the training — explain the studies, the scientific jargon, and the research structures. Most importantly, we hope they help show the importance of community participation in prevention research and how individuals can impact the research agenda.

Prevention is complicated—but it is possible. We hope these training materials will assist community advocates on their path to becoming effective HIV prevention activists.  

DAY 1: WORKSHOP

Introduction to HIV Prevention Advocacy

Presenter: Julie Davids, CHAMP

Welcome to the first full-day workshop on HIV prevention research advocacy!

Breaking the myth about prevention advocacy: When CHAMP first started, we were told there was “no constituency for prevention advocacy.” Today, there are nearly 100 people attending this training, including local activists and some from as far as Europe and Asia! 

Prevention advocacy immersion: Learning about prevention research can feel overwhelming at first, but it is like learning a new language. You just have to immerse yourself. You have to trust that your brain is working on it—it is processing and learning.

[Some HIV prevention terms that are useful in research are defined at:

http://www.cdc.gov/hiv/topics/cba/resources/guidelines/hiv-cp/appendixD.htm
although it is more focused on prevention service delivery.]
Meeting of the Minds: CROI was started as a conference for scientists working in the lab and those working at the clinical level to come together and share information and ideas. Activists were completely shut out in the beginning, as if our minds and experiences were not important to the discussion. Over the years, activists demanded access to the meeting. In 1998, a scholarship program was started specifically for community treatment educators. 

We add a vital voice to the conference. For example, by attending press conferences at CROI, activists ask critical questions and inform the media about what issues are important to the community. These are often overlooked or ignored otherwise.

Prevention Scholarships: In the past few years, prevention has become increasingly incorporated at the conference, and now activists are pushing for more scholarship slots. These scholarships should focus on prevention to avoid competition with treatment folks. We have submitted a letter to the conference committee asking for prevention scholarships and may need your help ensuring that they are granted.

From prevention education to advocacy work: Education is the provision of information. Advocacy means working to change something. Effective advocacy means we need to stay rooted in community and share information with community. Even more, we need to ask communities what they want and need in regard to prevention information, education and research. And then we have to ensure that we are able to speak directly to those with the power to change policies to make sure community concerns are addressed.

Science and politics are inseparable: In 1992, the ACTG (AIDS Clinical Trials Group) met as Bill Clinton was winning the presidential election. The Democratic Party’s victory gathering was in the same hotel, and women with HIV and other activists brought a banner to the party, reading, “No matter who is president, there is still an AIDS crisis.” It was a good symbol of the need to link science and politics.

Prevention justice: When women were dying of AIDS without an AIDS diagnosis, activists fought to change the clinical definition of HIV and AIDS. When the definition changed, women were able to get economic benefits, health benefits, participate in clinical trials. 

Today, there is a similar rallying cry: ‘Women aren’t at risk for HIV. They just get infected with it.”

Prevention advocacy: Our best hope for effective prevention is to promote combination prevention strategy. This is a hard sell. But even though it’s complicated, we can do it!

Overview of HIV Prevention Research

Presenter: Tom Coates, UCLA AIDS Institute

Combination of HIV prevention interventions: We need a package of approaches that can work together in great harmony to bring about change and prevent new HIV infections. In the mid-90s, there were over 1,000 babies being born with HIV each year in the US. Today, there are only about 50. The combined interventions of testing, counseling, providing drugs to mothers before giving birth and during pregnancy have made this happen.

Anticipated headlines about prevention at CROI: 

· Male circumcision as a new HIV prevention intervention. www.globalhealth.harvard.edu/PIIS0140673607603237.pdf.pdf
· Cellulose Sulfate microbicide trial: what are the implications for this trial’s early closure? How does it hold us back?

· Domestic epidemic: African Americans are at high risk of HIV and continue to carry a disproportionate burden of the epidemic in the US.

Learning from the access to treatment movement: At the International AIDS Conference in 2000 in Durban, South Africa, people demanded that everyone should have access to antiretroviral treatment regardless of where you lived. Dr. Salim Karim, a South African AIDS researcher has reported that for every person going on ARVs in South Africa, seven more people become newly infected with HIV. 

Today, we have to advocate as effectively for prevention as we did for access to ARVs. 

Goals and Targets: One approach to mobilize a movement around prevention advocacy is to start a campaign similar to the World Health Organization’s 3 by 5 campaign. 

NOTE: “3 by 5” was the nickname for the WHO’s campaign launched at the International AIDS Conference in 2002 that aimed to ensure three million people would get access to free anti-retroviral drugs in the Global South by the end of the year 2005. Although the campaign did not reach its goal, it did provide a tangible target for activists, countries and international organizations and also sought to hold stakeholders accountable to meeting real targets. 

What would the targets be for a similar campaign for HIV prevention?

Male circumcision in the US: Male circumcision is the perfect example of a combination intervention that involves all three aspects of behavioral, social and biomedical. Infant male circumcision has dropped to 50% in the US. Medicaid does not pay for infant circumcision. At the same time, African Americans are less likely to be circumcised. 

We can use this intervention to fight inequity. If Medicaid does not cover circumcision, then people on Medicaid do not have access to medical intervention that could help prevent HIV. This would be a great campaign for prevention advocates to undertake. 

If male circumcision becomes implemented on a broad scale, we could have a spillover effect in protecting women. If we implement male circumcision within the broader context of sexual and reproductive health, this intervention could allow us to address issues of gender inequities. 

Framing prevention as a human right: We can learn many lessons from HPV vaccine rollout. By framing HPV vaccines in a human rights context, you can ask opponents, “how can you be against a vaccine that protects young women from cancer?”

Communications and messaging: We need a new prevention mantra to replace ABC*. We need to come up with new prevention mantra that embraces need for combination intervention prevention.

NOTE: ABC is the Bush administration acronym for its prevention strategy: Abstinence until marriage, Be faithful to your partner, and if you cannot do either A or B, then use Condoms correctly and consistently.

Presidential election campaign: We should work to inform president candidates about HIV prevention and research issues and get candidates committed to the issues of evidence-based prevention advocacy.

Q&A Session with Tom Coates:

Q-Sean Barry, CHAMP: PEPFAR, the US government bilateral program that funds HIV/AIDS services and programs internationally is being reauthorized in Congress right now. What can we do to make sure the money is spent responsibly on HIV prevention? 

A-Tom Coates: During the reauthorization process, we should push Congress to move toward funding evidence-based prevention. We should get someone in Congress, maybe Henry Waxman (D-CA) to hold hearings and get a debate on public record for a move to evidence-based prevention advocacy.

Q-Vicky Ortega: I’m here today representing the transgender community. You talked a lot about male circumcision and I wanted to ask about what that procedure could mean for male to female transgender people who are undergoing vaginoplasty [sometimes known as a sex-change operation], especially because the foreskin is very sensitive and it increases sexual pleasure. 

A-Tom Coates: No one has been talking about this. The transgender community often gets overlooked, but it is a very important question to research as the trans community is a very high-risk community. 

Q-Shelly Singer: There is a new preventative vaccine for HPV (the virus that causes cervical cancer). Some people in the religious community are arguing that HPV is promoting promiscuous sex. How do we address the same argument that male circumcision could also be promoting promiscuous sex?

A-Tom Coates: I think the discussions around the HPV vaccine present a great opportunity to frame HIV prevention as a human rights issue. I always frame the issue by asking people, “are you really against a vaccine that prevents cervical cancer?” We need to ask the same about male circumcision, are you against a medical international that can be life saving? 

Q-Shelly Singer: What are some of the cultural and social barriers that will affect male circumcision implementation, especially taking into account religious connotations?

A-Tom Coates: Everything and every intervention is cultural and social. Trying to get people to talk about sex and drugs is not easy and HIV prevention is really counter-cultural. We are working to do away with social disparities and address social inequalities. 

Q-Army: I’m concerned about the stigmatization of men in this epidemic. Do you have any ideas about how to reduce stigma for men?

A-Tom Coates: Men are often branded as the perpetrators of passing infection. Men are portrayed as migratory, multi-partners, bodies attached to penises. We need to figure out how to engage men to be part of the solution, not just stigmatized as the problem. We should engage people who have been so effective in the women’s movement. Many men want to work together with women to fight AIDS.

Anticipating New Tools for HIV Prevention:

Understanding Clinical Trials Results over the next 5 years

Presenters: Edd Lee, AVAC and Bob Grant, Gladstone Institute, UCSF

Presenter: Edd Lee

Timeline of current HIV prevention research trials and expected trial results (Check out PowerPoint) and available at http://avac.org/timeline-website/index.htm. 

Ethics and safety measures in prevention clinical trials: Every trial has an independent group whose job is to review the data and make sure the trial is being conducted ethically. Sometimes this body is called a Data and Safety Monitoring Board (DSMB). In most trials, the members of this group are the only people who have access to data because both the participants and the researchers are blinded (they don’t know who is getting the experimental intervention or the placebo-dummy intervention).

Why some trials are stopped early: Trials can be stopped early if the DSMB finds reason to be concerned about the safety of trial participants. Recently, the cellulose-sulfate microbicide trial was stopped early when the DSMB found that women were actually at increased risk for HIV when they used the product rather than being protected from HIV. 

Another DSMB stopped two trials testing male circumcision as HIV prevention late last year when it was determined that the procedure was protective – that out of an ethical imperative, the DSMB decided to stop trial and offer male circumcision to everyone in the trial.

Herpes suppression trials: There are two late stage trials going on that are asking different questions. One trial is asking, if you treat someone who is HIV-negative and has herpes, do you reduce their likelihood of getting HIV. Another trial is asking if you treat someone who has both herpes and HIV, can you reduce the rate of transmission and keep from giving HIV to someone else.

Female diaphragm trial: This trial, known as the MIRA trial, is examining whether the female diaphragm – an existing contraceptive device – can prevent a woman from contracting HIV. 

Microbicides trials: Microbicides are products that you would insert in your vagina or rectum to prevent HIV. They could come in a number of different forms, including films, foams, or rings. Researchers are looking at numerous ways that microbicides could prevent HIV at different stages in the HIV transmission process. 

HIV vaccines trials: Vaccines are substances that stimulate an immune response that can prevent an infection or create resistance to an infection. They might work in many different ways. Researchers are exploring various “vectors” as delivery mechanisms of information about HIV to the body without infecting it so that your body can identify HIV and mount a response to it should they become exposed to HIV. Some current vaccine candidates may not prevent infection, but they might prevent people from getting sick, developing disease or transmitting the virus to others. Ideally, we want a vaccine that provides an antibody response because would keep people from ever getting infected.

Presenter: Bob Grant 

Toward zero tolerance for HIV transmission: People ask, “How low should transmission rates go?” as if any level is tolerable. We need to develop a combination of tools that when used together, no one gets infected. 

PrEP-a pill a day to prevent HIV: ARVs have already been shown to be effective at preventing MTCT (mother-to-child transmission). The idea behind PrEP is for people at high-risk of HIV to use these drugs on a daily basis in order to protect themselves from infection. We know that people will use it intermittently and PrEP is starting to look a lot like PEP, or Post-Exposure Prophylaxis. 

Fighting stigma with PrEP: There is a possibility that PrEP could destigmatize AIDS similar to how effective cancer therapies have destigmatized cancer. 

Risk compensation: How could this biomedical intervention affect behavior? We’re not sure if people will change their risk-behavior if effective PrEP becomes available. We cannot assume that an effective biomedical intervention could impact behavioral disinhibition. 

Reaching high-risk communities: Prevention research is always controversial. We have to target high-risk, largely vulnerable groups and communities if we are going to find effective interventions to protect these populations. We need to work closely with these communities to recruit them into trials. Otherwise, we risk many trials failing because they can’t recruit enough people at the highest risk.

Presenter: Edd Lee

Community involvement: Data by itself is not enough. There are at-risk populations missing in each of these critical interventions. We have to deal with social justice issues. AIDS is a social justice disease. It is caused by a virus, but it is driven by socio-economic factors. Our hope is that we can deliver a prevention tool that can help level the playing field, but needs to be made accessible to all people

Combination prevention interventions: It is unlikely that any one intervention will be effective. Partial efficacy and related issues are complex, making it important to engage folks and communities in the discussions throughout the research process. Even more, communities need to be involved in the decision-making process about how to make these interventions accessible once they are proven effective. 

For example, it has recently been shown that herpes suppression treatment helps prevent HIV acquisition. That’s great news and how we have to answer many questions about how people will access these drugs—do you have to go to doctor or can you get it from local AIDS Service Organization? It is not enough just to advocate for research. We need to be involved in advocating for access and rollout for all people. Otherwise, we are allowing systems of injustice to perpetuate.

Behavioral and Social Prevention Strategies

Presenter: Judy Auerbach, San Francisco AIDS Foundation

Interaction between biological, social and behavioral: AIDS is a complex disease because it exists on many levels. 

· Biological: The fundamental reality that HIV is a virus.

· Behavioral: It is transmitted three ways 1) sexual, 2) parenteral (via blood or from skin to blood, and 3) perinatal (mother to baby). 

· Social: All of this is wrapped up in the human relationships that take place within many social contexts: social equality, access or lack of to prevention services, social stability…. all of these affect vulnerability

Social Research: Social and cultural context is very important. We are trying to change social dynamics and institutions, which are an important point of intervention in HIV prevention.

Social interventions: One example of a successful social intervention is Thailand’s 100% condom campaign. The campaign required sex workers to use condoms 100% of the time with partners, but it also included intensive education and STI treatment. The program took a comprehensive social approach initiated at highest level of government.

Microfinance and other economic empowerment programs for women are social interventions that are being increasingly supported to reduce HIV risk. Many women are economically dependence on men, sometimes known as their ‘sugar daddies’. They don’t have control over when and how they have sex or children. This is a growing interest in developing social level interventions that can address gender inequalities, such as microfinance and supporting women’s education. We know that when we empower women, they are better enabled, prepared and equipped to make informed decisions and better protect themselves.

Social-level research interventions: It is very hard to fit social interventions into a randomized clinical trial design. The problem is we cannot reduce these complex issues to a few variables, which could then be plugged into a clinical trial. There is a fundamental methodological design issue. One way forward is support a more inter-disciplinary approach.

Q&A with Edd Lee, Bob Grant and Judy Auerbach: 

Q-Bryce McDavid: What is the state of research for microbicides for anal sex?

A-Edd Lee: Most products being developed are vaginal microbicides. This is a social justice issue because not many people want to talk about anal sex. We need to study the safety of vaginal microbicides if used for anal sex. 

A-Judy: There is a phase I safety trial, but we are years behind vaginal microbicides research. It’s worth noting that there is a difference of opinion even within the microbicide advocacy world where some people feel that talking about rectal microbicides could undermine overall advocacy efforts to get politicians behind microbicide efforts.

Q-Vicky Ortega: The research world and emerging data excludes the transgender community. I’d like to challenge this group today to advocate for behavioral and social interventions that address transgender communities. 

A-Judy: We have reduced our conversations about gender to a binary construct, and really, even down to just talking about women and the inequality that women face. But we need to better integrate vocabulary about gender into the dialogue, which would help us better understand risk and transmission in diverse communities. 

Q-Shelley: In my work, I encounter rumors that heterosexual men don’t get HIV. Service, support groups and even studies all focus on either women or gay men. When are we going to address the gap in targeting straight men and admit that they exist as a risk group? 

A-Judy: This is where communications and social marketing have not come together well with social research. It is important for social and behavioral research to inform messaging. 

We have defined ourselves as single-defined categories—black, gay, man, woman, Latino, transgender. We are all more complex social individuals that fit into more than one demographic group. 

A-Edd: It’s not just about research or provision of services for straight men. We need to learn lessons about rolling out interventions. In the end, most people won’t participate in research and the public health benefits will only be realized when we roll out findings to broad and diverse populations. 

Q: Regarding post-exposure prophylaxis, the CDC recommends that this program would not be sufficient for people at continual high-risk exposure. When is it appropriate to give people PEP more than once—such as with injection drug users? And how important is it to provide the treatment within the 72-hour window as prescribed?

A-Bob Grant: We only have research from monkeys, which tells us the treatment must be done within 72 hours of exposure, and ideally within the first 24 hours.

In terms of repeated PEP, it was a big concern in the beginning. We’ve found that people at on-going high-risk exposure are moving to PrEP. They are coming back to protect themselves and we should not restrict them from receiving PEP. 

Q-Judith: I’d like to hear you talk more about anti-stigma campaigns.
A-Judy: We don’t have research yet on whether those public awareness campaigns that address stigma impact HIV infection rates at a societal and community level. 

A-Julie: It’s important to make sure that anti-stigma work targeting one group does not help to stigmatize that group or others. Our anti-stigma work often could be more rigorous in evaluating this. 

Judy: We should develop a rigorous analysis and translate it to more community-friendly intervention.

Q-Gus: You mentioned a large behavioral study. Can you talk more about it?

A-Judy: The study is looking at HIV testing at the community level. The project is called ACCEPT.

Q-Precious: Are there any trials for straight black men in the US?

A-Edd: RAP: project respect. There are many factors that go into deciding where trials happen and who gets included. This all leads to the importance of having researchers who look like the communities at risk, who are from those communities.

Q-Lavern: For Julie, I work at the Women’s Institute at GMHC (Gay Men’s Health Crisis–the first service provider in the US based in NYC). I work with women over 50 everyday who have the attitude that HIV cannot happen to me. Julie, I need help reaching out to them. 

A-Julie: I should learn from you since you are working everyday in the community directly with these women. 

But I think it is important to consider other ways of looking at safety. Dan Wohlfeiler likes to use the highway analogy—highways are banked (on an angle), and we don’t even notice it --but it helps to prevent people who are speeding not crash, without them even knowing it. 

How can we bank the highway in HIV prevention? Are there ways that people at risk can be safer, without them having to do anything differently or consciously? Can we find structural interventions that bank the highway of HIV risk, to complement individual interventions and help these women?

Q-Waheedah: Is there a place for entry inhibitors in microbicides and PrEP? Seems like the closest we are to a cure. 

A-Bob Grant: There are a number of new agents on the horizon and I think we’ll be seeing more trials on these drugs as prevention methods. 

Cross Cutting Issues in Prevention Research:

Presenters: Monica Ruiz, amfAR, Melanie Thompson, AIDS Research Consortium of Atlanta,

 and Mitchell Warren, AVAC 

Prevention research issues in context: This session discussed a range of issues, including:

· Methodological

· Clinical trials process - these issues have to do with community involvement and informed consent

· Interpretation of research results

· Post-trial practice – access to treatment, how we report trial results, rolling out new interventions

· Other issues associated with international research

We’re illustrating these issues with examples from Pre-Exposure Prophylaxis (PrEP) trials, because this is a whole new world of groundbreaking research. PrEP is not any more important or better than other issues, but we thought it would work well to show the reality of research trials.

Methodological issues: Statistical power is necessary to determine whether the intervention will work. So we need to know: 1) How many people do we need for the trial? 2) New infection rate, or how many people seroconverted? 3) Predicted enrollment rate and predicted drop out rate. How will this affect your results?

Prevalence and Incidence: Prevalence is existing rates of HIV in communities, and incidence is number of new infections. You have to be able to predict the number of “events” (new HIV infections) without, or prior to, the intervention so as to measure it against the arm of the study that gets the intervention.

So, in PrEP: Most studies lack statistical power to answer once and for all whether PrEP works. They are too small, sites have been closed, and sites faced fewer HIV infections than they anticipated. The four current studies use different drugs in different populations. So it’s a very complex mix of populations, and it will be difficult to put these together to get a definitive answer about PrEP.

What could be done differently? We need collaboration in planning and implementation to coordinate large efficacy trials.

PrEP / Incidence: Incidence is not static – it changes over the course of trial. Trials also bring prevention tools into a community – condoms, counseling, education – and this can influence incidence rates. In Ghana, for example, self-reported condom use went from 52% to 94% during the course of the trial!

In Ghana, the incidence was much lower than was expected, and so this too makes it difficult for the trial to give us answers. We all want infection rates to go down - this is a good thing! But it can be very difficult to work in prevention trials.

Community Engagement: Trials have to follow a very rigorous set of standards. Looking to the future, we need community members to be more involved in the early planning trials. Now, community members are often only involved just before the trial starts or during the course of the trial – for example, in planning the informed consent process or helping with recruitment.

Earlier community involvement can be very helpful to design and recruitment of the trials. Researchers often focus just on finding the answers to the questions they are researching. This is right and good, but we need to find a way to integrate community questions and answers into the trial design process.

PrEP example: 

The Cambodian trial was stopped before it even started. The main concern was lifetime care for people who become HIV-positive (seroconvert) during the trial. This issue really killed the trial. Integrating community activists earlier in the process might have prevented this, and could have helped activists and researchers reach an agreement about trial design and post-trial care. As it was, issues were raised that couldn’t be resolved and the trial never started.

In Atlanta, the community has been a very positive force. The name and graphics for the trial were created and approved by the community advisory board. The CAB can be very helpful in the trial design, how community members perceive the trial, and how community members can become involved in the trial.

Informed Consent: This is obviously an issue of great importance. Informed consent provides ethical protection for trial participants. This has to be done in an accessible way – using real language and providing options for folks who don’t speak English or who don’t read – and CAB’s can be very helpful in making sure this is the case.

PrEP example: The trials in Cameroon and Cambodia faced allegations from community members and activists that women in the trial were not made aware of the risks of being in the trial. This became a large and controversial issue; it got a lot of media attention; and ultimately the trials were stopped.

This really underscores the importance of community review of informed consents. Often, before communities can be stakeholders in the trial process, we have to do education and research literacy work first.

Recruitment and Retention: Trials often have 4,000 – 16,000 people. So recruitment and retention can be very difficult, and this is costly and makes research much harder.

PrEP example: The Atlanta trial site has experienced very slow rates of recruitment. We expected recruitment to be easier, as it has been in vaccine and treatment trials. It is much different, and there’s no paradigm. Men don’t feel comfortable taking a pill a day when they don’t even have a disease. Also, people have negative associations about the side effects of HIV treatments. Inclusion of diverse populations has also been an issue. You can’t say that the drug is safe for African Americans if African Americans aren’t in the trial. Atlanta has done a good job of this – 43% of men in the trial are men of color – but it has taken longer and been harder.

Interpretation of Research Results: Partial Efficacy: Interventions don’t provide 100% efficacy. Male circumcision has been shown to reduce infections by about 65% in the recent clinical trials. And the first generation vaccines and microbicides may only have efficacy rates of 35 to 50%. Also, efficacy can be overwhelmed by increased risk-taking. But even these partially effective interventions could have terrific impact on the epidemic.

Risk Compensation / Behavioral Disinhibition: There is a risk that people might change their behavior (to engage in more risky behaviors) if they perceive that they are better able to protect themselves with a partially effective intervention. On the other hand, they may become less risky by having a reminder of risk (taking a pill every day). We need to be sure that this is managed early on when introducing new or potential interventions. 

PrEP: Cost-effectiveness is an issue with PrEP, as the drugs are very expensive and efficacy may be low. You will have to spend a lot of money to provide interventions to a lot of people to prevent a few infections.

Post-Trial Practices: Treatment Access for Seroconverters: Right now, researchers and sponsors are not obligated to provide lifetime care for participants who seroconvert during the course of the trial. Some trials do provide care or at least referrals for care. But often, the infrastructure for care does not exist in areas where trials are run. Right now, many advocates and researchers are working to develop mechanisms to link trial sites with treatment programs so that this process can be more systematic in prevention trials. This is especially important as more trials are being designed and treatment access is increasing, so this is very opportune time to build these links to improve both trials and treatment programs.

It is important to note that when we say people “seroconverted during a trial,” it’s NOT from the prevention intervention that is being studied in the trial. People don’t seroconvert because they are given PrEP, for example, but rather despite the fact that they are taking PrEP. All current prevention trials provide quality counseling and condoms in addition to the study product (or placebo).

Reporting Trial Results: We need to make sure that participants and communities involved in trials get access to trial results as early as possible. Often this happens just through the media, which is not always accurate. It also often happens after the fact. This “too little too late” system of reporting trial results to communities that participated in the trial has led to distrust in the past.

The issue of open access to research results is also a big one, especially in the US. Research is often published in scientific journals that are very expensive and hard to find publicly. This is an opportunity for domestic advocacy. If taxpayers fund research with tax dollars, we deserve open and free access to research results.

Statistical information is complicated, and we need to convey it in an accessible and accurate way.

Rolling Out New Interventions: Communities participating in trials should be the first to receive the intervention if it’s successful. Planning for roll out [making the intervention accessible] should begin at the early stages of trial design, and communities need to be involved.

PrEP example: There are currently no plans for roll out of PrEP, if it works. This needs to happen, and perhaps should have begun some time ago.

Other issues: There are frustrations involved in trials, and it’s hard to get answers as quickly as we want.

Many organizations are now working on creating “good community/participatory practice” standards, which will inform the way community members can participate in trial design and implementation. There will be a public comment process on this in the next few months, and AVAC has been working with UNAIDS on this and would love to link people into the process. Talk to Mitchell or Edd if you’re interested.

Q&A with Monica Ruiz, Mitchell Warren and Melanie Thompson

Q: What measures are being taken in communities of color where there is historical distrust? How do you make these trials available for non-English speaking people?

A: There’s no perfect answer. There are issues of research literacy, and it’s a long road to fully address that. Building trust is a long process. It’s helpful to run your trials in a community that you’ve worked in for a while. Establishing trust needs to begin very early in the trial design process.

Also we need to recognize that historical perspectives, including distrust and historical lack of access to medical care, are legitimate and can’t be dismissed.

Q: What about industry sponsored trials? They don’t have to have CABs and they do things a little differently. Also, access to care – this is a real issue in developing countries and can’t be ignored in trial design.

Q: How can we make sense of PrEP trials if they’ve had too few participants?

A: There will be some answers from these trials, especially from the trials with the largest sample size and longest follow-up. We will learn a lot about safety in different populations, and be able to look at meta-analysis. It’s unclear if we’ll have any answers regarding efficacy.

Different trials have different goals, and the goals for PrEP are incredibly high. Similar prevention interventions (tuberculosis and malaria) are 90% effective – this is a high bar against which PrEP is being measured.


Confronting Disparities and Inequality:

Presenters: Walt Senterfitt, CHAMP (substituting for Bob Fullilove) and John Williams, UCLA 

Presenter: Walt Senterfitt
Premises: There are deep-rooted disparities and inequalities fueling this epidemic. It is not surprising that prevention research has not addressed racism, oppression and other social injustices. It is everyone’s 

responsibility to confront the injustice and undue burden of the disparity and social oppression that fuel HIV.

Disparities in African Americans: Black males are much more likely to get HIV than other demographics in the US. We’ve known since 1987 that black MSM are at extremely high-risk and yet, we still don’t have effective interventions to target this population directly. 

There are several studies that have found that even though Black MSM are more likely to practice safer sex than Latino MSM, Black MSM still have higher infection rates. Why? 

We have not been able to explain racial disparity in HIV risk, and most of the proposed theories over the years have proven false. However, we do know that some structural and social interventions work, and that improving access to STD treatment services can potentially help reduce HIV risk for African American MSM. 

Complex factors are fueling AIDS in Black America: There are many and diverse social and economic factors contributing to the high risk in African American communities, including unstable housing, high rates of incarceration, as well as access to school, social services and health services.

If AIDS is strongly driven by social injustice, then we must take a rights-based social justice approach toward prevention research. We must utilize prevention research as a tool for ending racism, classism and all oppression on which disparities rest.

Presenter: John Williams
Psychosocial issues and HIV health disparities among MSM of color: Most research only looks at one factor (race, gender, sexuality), but the reality is people are more complex than that. 

The Men of the African American Legacy Empowering Self (MAALES) project: The MAALES project conducted focus groups with African American men who have sex with men and women, but do not identify as gay, to explore the differences between gay-identifying and non-gay identifying African American men who have sex with men and women. 

The project attempted to understand what it means to be a: 

· ‘Double minority’ (race/ethnic minority and sexual minority) 

· ‘Triple minority’ (race/ethnic minority and sexual minority and possibly HIV-infected) 

Study findings: 

· The study found that African American men think of themselves, first and foremost, as black men. 

· Men surveyed felt stigma in connection to being identified as gay, but race and gender issues were also intertwined.   

· African American men feel pressure to maintain an image of a ‘strong black man.’ Many men talked about past relationships with women, even if they happened years ago. This indicated a need to maintain a straight identity.

· Many stressed the importance of family and children: Many of these MSM couldn’t see themselves loving or having relationship with men, but do want to have sex with men.

· Relationships with women represent security, caring, and an emotional connection. They view relationships with men as limited to the physical aspect. 

· Condom use had significant meaning for these men. Many felt that if they use condoms, it signified admitting sexuality….”If I use a condom, then I’m admitting I’m gay…if I don’t use a condom, then it’s just sex.”

The Need for Racial and Ethnic Minority Researchers: There is a serious shortage of minority researchers in the US who apply for funding, and even less who actually receive funding. 

Although African Americans and Latinos are the largest ethnic groups at risk and living with HIV/AIDS in the US, they are the most under-represented in terms of researchers. Policies need to be developed to address this disparity. 

Q&A with Walt Senterfitt and John Williams:

Q: Can you speak to importance of having more minority researchers?

A: It is important for communities to have access to people who look like them. There is an idea that you have to belong to a community in order to work in it. At UCLA, there is a stigma that we are up in the towers, we do the research in communities and then we leave. 

There has to be trust and willingness to hear what people have to say. As long as you’re willing to hear and speak, then it doesn’t matter what you look at. I was at a PREP think tank meeting with 60 researchers and only one was African American. 

Advocacy Needs and Opportunities

Moderated by Edd Lee, AVAC

Panelists: 

Gus Cairns, UK Coalition of People Living with HIV and AIDS,

Ruben Acosta, L.A. Gay & Lesbian Center, 

Shalini Eddens, Women Organized to Respond to Life Threatening Diseases,  

and Phill Wilson, Black AIDS Institute

This panel session brought together diverse folks to talk about prevention research needs and opportunities. The folks on the panel all are multi-faceted, but have insight into high-risk populations, and so we’re talking in particular about PLWHA, people of color, women, and LGBT communities. 

We’ve heard about the range of prevention research trials underway, but we’re going to focus on four key areas, including: 

1) What is the current research agenda? Who is missing? How can we build a better agenda?

2) Once an intervention is shown to be effective, how do we roll it out and make it accessible?

3) How do we understand trial results? How do we make sure communities understand trial results?

4) How do mobilize and ensure community involvement?

Edd: In the research agenda, what are the needs and opportunities? Who is involved in research?

Gus: I work with positive prevention. It’s a no-brainer, and yet it has been neglected area. If you are a black MSM, you have to be 2.5 times better at protecting yourself because half of the community is already positive. If you enable more positive people to have safer sex, you’ll spread HIV less. When you do this work, you run into all kinds of issues. First, there’s an externalized thing – “positive people shouldn’t be having sex in the first place.” Then there’s internalized issues that affect identity and disclosure.

John’s statistics show something I’ve suspected – the epidemic is driven in large part by men who have sex with men in the developing world, that are not involved in the white, middle-class western identity of gay.

I really hope that there will be a plenary on MSM at the next International AIDS Conference in Mexico City. If there isn’t, it will be a scandal.

In terms of the research agenda, people living with HIV/AIDS are not involved in research agenda. 

Edd: How can that population contribute to the research agenda?

Gus: Working with communities affected has tended to be split. HIV workers don’t do the same work as gay advocates, who don’t do the same work as people working in communities of color. We need to build bridges between these folks. There is an interest out there about prevention, and we need to provide information and tools to those interested in reducing their risk in whatever way is compatible with their lifestyle.

Shalini: As for women – educating women about what research is and giving them the option to say yes or no to participation is very important. Research is not a priority for many women, and we can’t look at that as something negative. Education can’t mean pushing someone to be involved, but rather giving people the choice. There are many, many positive women interested in prevention, and there’s an opportunity to have these women involved, as they want to help create change in their community.

Edd: One example of research we’ve talked a lot about today is male circumcision. We have data about male circumcision regarding vaginal sex, but not in regards to anal sex.

Phill: You can’t get answers when you don’t ask the questions. Many people can look at a research protocol and think, “what about this relates to me?” If populations and folks at risk aren’t in the room when the research protocols are created, they’ll be less likely to participate in trials AND to use the interventions when they are rolled out. 

Who is in the room when it comes time to design the protocols, hire the researchers, get the volunteers, recruit for the trials – these are all key issues. Accessibility is not just a matter of whether you live close enough to the treatment or whether you have enough money. Accessibility is often much more complicated than that.

Ruben: I like the mobilization of information and education. I’m concerned that we look beyond “how is this going to impact me?” to how is this going to impact my neighborhood, my community, other folks who aren’t at the table.

Edd: Part of what we’re doing is pushing the envelope, and not waiting to be invited to participate. Let’s talk a little about moving away from missing cohorts. Let’s look at the domestic / international dynamic and how it impacts the research agenda.

Gus: Prevention is an area where the developing world can help the developed world. There are programs in Africa that are doing a better job than some programs in Europe and the US. One thing the developed world can do is conduct efficacy trials. Some trial funders want to take the trials to communities that need prevention most. But in order to get a clear answer, it might be a better idea to do efficacy trials in areas where some prevention exists and the vulnerability of seroconverters is less. Pick your population well, and make a distinction between showing efficacy and effectiveness. This may mean two different trials.

Phill: The domestic epidemic today is a black epidemic, and that epidemic has been totally abandoned. So the question of domestic vs. international as either/or is absurd and unacceptable. We have the capacity to address both. We can’t end the epidemic in the US unless we end it in black America. When people talk about AIDS in women, AIDS in prisoners, in injection drug users, poor people—they are all black people. When you abandon those communities, you abandon black America and then you abandon fighting AIDS in the US.

Shalini: I hear from women that talking about domestic and international prevention is very divisive. Folks feel that we are in a state of emergency in this country, and if we continue to put attention and resources outside the country, we will never make a difference here. There are opportunities to share between communities.

Edd: What are ways we can build synergy between domestic and international research agendas? Is it about having a domestic roll out plan?

Shalini: Part of it is doing what we’re doing here – bringing people together and creating the dialogue.

Ruben: Let’s have that conversation take place year-round and not just on the shirttails of another conference. Three months from now there’ll be no conversation about this.

Phill: It’s important to recognize the bi-direction of learning. I repeatedly see effective prevention interventions in resource-poor settings. We don’t see that kind of improvement in this country. In part it’s about interventions that aren’t encumbered by moralistic oversight.

Also, a lot of the ills of sub-Saharan Africa are the result of colonialism, and the solution can’t be driven by the same colonialist type of thing.

Gus: HIV prevention is always counter-cultural; Tom Coates said that this morning. In Europe, only 50% of gay men have had a test. But we’ve had needle exchange for 25 years. Prevention is counter cultural in different ways in different cultures. We need to gather the evidence where it can be gathered, so we can take that evidence to cultures that are resistant.

Edd: What do you see as opportunities at the community level to advocate and change research?

Phill: It boils down to raising HIV science literacy in communities, and getting rid of the dynamic of some communities having knowledge and understanding and some not. When people understand the HIV science, they are equipped to protect themselves from the virus, from misinformation, they are better able to access and stay on treatment, and they are more able to address public policy.

Ruben: It saddens me that some of my staff know how to do their jobs, but they don’t know why they do it. We have to carry the message about why as well as how.

Gus: Communities can educate themselves remarkably fast when they see that they have an interest in doing so. If people have hope that something can make a difference for them, they will educate themselves.

Shalini: One of the roles of community advocates is recognizing people’s lives, outside of just risk behaviors. There’s a lot more that goes on – sex doesn’t happen in a vacuum. We need more structural research. Let’s look at what’s happening in people’s lives, and how that affects people’s risk. We know that being in a how-to-wear-a-condom session for six weeks might work for a month once it’s over, but then what? There are more real issues – we need to see research about the reality about my life as a woman.

Vicky: The trans community is not part of the research agenda. Trans people are often marginalized even in the LGBT community. We need members of the research community to raise the bar. Preliminary studies show that trans people are disproportionately affected. Please be an ally to the trans community. Trans people are too busy trying to survive.

Edd: We need a new paradigm about how we value people and who we prioritize. Everyone matters. It’s a different way of thinking about research.

Shalini: I would commend you for speaking up for your community. We need a revolution in research, where the research is coming to you instead of requiring you to come to the research. We need to ask the transgender community how we can re-structure research in order to be inclusive.

Avalena: We’re talking about participatory process, but there’s once voice that’s strikingly absent, and that’s the voice of drug users. We’ve talked about drug use – not just IDU but other drug and alcohol use – and it’s very important to include the voice of drug users in setting research agenda.

Dee Dee Williams: Can you comment on the trust factor in the black community – how are we going to get past that? And also, what’s up with this European male intervention model that’s been pushed onto women, and especially black women? It’s not working, how are we going to more beyond it?

Phill: Tuskegee doesn’t exist anymore; nobody knows what that is anymore. Now the trust issue is about power imbalance. It’s about incarceration; it’s about how black people are disrespected in medical settings. We need to be serious about not taking shortcuts when we talk about trust and power imbalances and how black people are mistreated, and the indignities that black people face. No matter who you are, you are always reminded of that vulnerability. That’s where the distrust comes from. And, it goes back to the fact that the messenger matters.

Shalini: Yes, interventions are based on a white male model, and we need interventions that deal with structural issues. But the structural issues vary from community to community.

Shelley: What about religion? I’ve been waiting all day for someone to bring this up. Religion comes in a lot of different packages – is there a place for religion in all its different forms in research? It’s playing a huge part in politics and in funding.

Julie: We can establish and force on researchers best practices in terms of transgender folks – we did it for women, we can do it now. I’m challenged by data that African American young men and women were still at higher risk for STDs and HIV even if they did what you’re supposed to do and played it safe. How do we deal with the realities of these risks that aren’t tied to risk behavior?

Phill: We have a mature epidemic. Also, we see lots of data being used for blame. But background prevalence is so much higher in black communities, you have to be twice as safe to be as safe as in white communities. 

Gus: PWAs get tarred with this brush as well. 

Ruben: I’ve been waiting a long time for my religious affiliation to come and apologize to me. If you want to talk about faith-based efforts, that’s a good first step – but it’s never going to happen. You want to talk about faith-based, every time I take a handful of medication, that’s faith-based.

Judy: Religion is a social institution – one missing piece of research is the role of social institutions like religion in driving or mitigating risk. The other social institution we haven’t talked enough about is political institutions. Many researchers would love to do more research on high-risk communities, but when it comes to writing the grant, they come under direct attack by Congress as well as the current administration. We need to push Congress and the administration to be more scientific in their analysis of research and research funding.

Phill: I would expand that list of institutions to include sororities and fraternities, civil rights institutions, etc.

Waheedah: I do a lot of prison activist work. Most people who go to prison go there because of drugs. Crack cocaine is a huge problem in the black community. And we need to teach black women that black MSM exist, and to stay out of their business so then it won’t become your business. But drug addiction really drives this epidemic, same way it drives the prison epidemic.

DAY 2: STRATEGY BRUNCH

 AIDS Activists Cracked into the Research Structure: 

Lessons for Prevention Research Advocacy
Presenter: Mark Harrington, Treatment Action Group (TAG)

AIDS in the 1980s: 

Twenty years ago, there were 32,000 cases of AIDS in the US. President Reagan had not mentioned the word AIDS yet and Congress was only beginning to fund AIDS research. In 1986, Congress sponsored the establishment of the AIDS Clinical Trials Unit (ACTU) within the National Institute of Allergy and Infectious Diseases (NIAID). The NIAID is an institute within the broader National Institutes of Health (NIH).

Fight Back: The Birth of ACT UP/New York and the Treatment and Data Committee: 

In 1987, Action Coalition To Unleash Power (ACT UP/New York) was started by a group of HIV-positive people who used direct action to demand government response to the AIDS crisis. Within ACT UP, there was a small group of ‘nerdy researcher types’ drawn to understanding the science of the disease. A small group of us formed the ACT UP/New York’s Treatment and Data Committee, and began to track down where the trials were taking place, literally going from hospital to hospital in New York. It was extremely hard to find the trials. When we eventually started to find trials, we soon discovered that they were riddled with exclusion criteria. For instance, all women of childbearing age were excluded from enrolling in trials. 

Basically, trials were not being designed to answer questions relevant to communities, including women and people of color.

ACT UP Cracks into the Research Structure: 
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On October 11, 1988, over 1,500 activists went to DC to protest at the Food and Drug Administration (FDA), the agency that regulated these trials. The demonstration was filled with competing costumes and zaps and antics galore. Every group was trying to outdo each other. Some activists had direct meetings with FDA officials after the protest. This began the diverging strategies known as inside versus outside activism. 

Once the FDA started to change regulations about how trials were conducted, we realized that the trials were actually run by the NIH. We turned our attention to the NIAID and started to meet with Dr. Anthony Fauci, director of NIAID. Fauci was responsible for an extensive range of basic and applied research. He oversaw research on allergies and infectious diseases, including HIV/AIDS and other sexually transmitted infections, influenza, tuberculosis and malaria to name a few. 

We soon realized that we knew more about AIDS trials than Fauci because he was spread so thin. He didn’t have time to know about all of the trials and what was going on in each of them. As activists, we were able to use our expertise and detailed knowledge of the science and these trials to demand a seat at the table and influence NIAID policy. 

In November 1989, we went to an AIDS Clinical Trials Group (ACTG) meeting. Researchers and NIH officials were very hostile to activists. Surprisingly, they still let the activists attend the meeting. One of our major concerns was that 80% of the research trials at this time were studying AZT. None were looking at drugs to treat opportunistic infections, the cause of many AIDS deaths. 

Again, research was not focusing on the needs of the community and people with AIDS. 

So we found where the problems were and we did our own analysis of the ACTG. We did the statistics ourselves and we wrote an in-depth report called ‘A Critique of the AIDS Clinical Trials Group’ on what is wrong with the Federal program of AIDS clinical trials. The report was released as part of a national action to “Storm the NIH.” On May 21, 1990, ACT UP held a demonstration where over 1,000 people demanded the NIH to conduct more clinical research on AIDS, especially on opportunistic infections that were killing people with AIDS and called for more diverse representation in clinical trials, including women and people of color.  
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A few months later in June 1990, the last International AIDS Conference to be held in the US took place in San Francisco. When activists demanded representation, the conference organizers tried to use a divide and conquer tactic by hand picking members for committees. The community resisted and came together to collectively choose representatives and get people appointed to each committee. It was a major coup.  

Once you’re in the Door: Tips for Working Inside the Research Structure

Suddenly, we were in the door of the research structures and the entire game changed. All of a sudden, you have access to information, you start to form relationships, you are responsible for addressing problems – not just identifying them and protesting about them. You start to realize that there is no perfect trial design.

The work begins in a different way. And, after years of doing this work, here are some tips for working inside the research structure. 

Ask serious questions: 

· What are the most important questions to ask in this trial?

· How many sub-groups can we afford to study in this trial?

· What is the best trial design for the question we are trying to answer?

· Are the trial protocols going to address concerns of the community?

· Is the trial recruiting enough volunteers? Why or why not?

Learn the jargon to empower yourself and the movement: 

· Science is for everybody. Learn the jargon to understand the science and become empowered.

· Use the jargon to engage with the powers that be and be equipped to respond to anyone who throws the language in your face. If you know the jargon, you can throw it back at them and move the issue forward.

· Take ownership of jargon and use it to get messages out to the media. 

· Learn the acronyms. Part of the jargon is the myriad of acronyms of all of the organizations, networks, and committees. [We have a glossary at www.aidsvaccineclearinghouse.org.]   

Understand the division of power in the research structures: 

· Who has the money? 

· Who controls which trials?

· How do trials get funding? 

· Who funds which type of trials?

· Look closely for relationships between industry and researchers. See if there are conflicts of interests.

Find common ground between scientists and activists:

· Scientists and activists both believe in science.

· Both activists and researchers share optimism—we both believe we can make a difference in this pandemic at least in spirit. 

· We both believe in the power of collective action.

· We both need access to policy-makers, sources of power, money and the media—to be effective in saving lives. 

Form strategic alliances with scientists:

· Build relationships with scientists who are doing good work.  

· Make suggestions about how to improve clinical trials—rather than just pushing for trials to be shut down.

· Support strong research: Once scientists realize that activists can help them get funding for research, they are more responsive and open to our input.  

· Create alliances that work toward creative solutions.

Stay rooted in the community: 

· Communicate with people in your community to figure out if their concerns and issues are being addressed effectively 

· Pay attention to trial recruitment: if no one will enroll in a study, then take a step back and figure out if the trial is worth the money? If it could be designed better? 

Remember that activists are human too:

· Activists can do harm as well as good. 

· Even if we all agree, we can be wrong—all together. 

· Don’t rely on ethics as your only tool. Use ethics as a surgeon uses a scalpel—as a tool with a very precise purpose. Beyond that, you should have data to back up your position. 

At the end of the day, once you get inside, it is mostly work. But if you’re willing to do the work, it is well worth it.

HIV Prevention Research Structures and Networks:

Where and How Communities Can Get Involved

Presenter: Edd Lee, AVAC

Reorganizing prevention research structures: The National Institute of Allergy and Infectious Diseases (NIAID) and the Division of Acquired Immunodeficiency Syndrome (DAIDS) are in the process of reorganizing prevention research structures and networks. 

Why is the NIH reorganizing the networks?

· The goal is to improve efficiency, flexibility and coordination across the research networks.

· The budget is generally declining, and there are claims that the reorganization will help promote fiscal efficiency. 

· Before the reorganization, the networks had to reapply for funding every five years, but each network was on a different funding cycle. This is now being streamlined.

New DAIDS Research Networks

· HPTN (HIV Prevention Trials Network) 

· HVTN (HIV Vaccines Trials Network)

· IMPACCT (International Maternal Pediatric Adolescent AIDS Clinical Trials Group) 

· Trials studying mother-to-child transmission take place in this network

· MTN (Microbicide Trials Network)

· This is a new network established with the new structure.

· Other research networks that do not focus on prevention include: ACTG (AIDS Clinical Trials Group) and INSIGHT 

Community Involvement in Network Structures: As the networks are being reorganized, so too are the community involvement structures. The goal is to create and maintain community involvement at every level of the HPTN. The community involvement structure will include: 

· A cross network CAB, which is intended to create community involvement input at the cross-network level.

· Regional Working Groups

· CABs at the trial sites 

· Community representatives on the Protocols team, Scientific Working Group and Ethics Working Group

Research structures are fragmented: There are many different structures and networks. Overall, these entities are not very organized or cohesive. For example:

· The Center for Disease Control (CDC) sponsors some prevention research, such as the PrEP trials. 

· The US Army is very involved in HIV vaccine research.

· Other groups, such as the International AIDS Vaccine Initiative (IAVI), run private vaccine trials. 

Developing Good Participatory Practice Guidelines in Prevention Trials: The need to develop guidelines on good participatory practices became clear after the PrEP trials were shut down. 

· Guidelines are currently being drafted to address best practices for community involvement in clinical trials. 

· Timeline: The drafted document was completed in March, and the group is now conducting interviews with community members to get community input. The draft will become public in April or May. 

· Everyone who is interested should review the document during the public review process. Contact AVAC for more information on how you can review the document.

Research Advocacy for HIV Prevention: Action and Campaign Ideas

Facilitated by: Julie Davids and Walt Senterfitt, CHAMP 
Prevention advocacy:

· Attend trainings like today!

· Become a prevention research advocate

CROI specific:

· CROI Scholarships: Over the past few years, there has been increased focus on prevention at CROI. In response, we need more scholarship slots added for prevention educators, in part to avoid competition with treatment folks. 

· Attend press conferences: vital that activists comes to press conferences and ask critical questions—let the media know what is important

Communications and Messaging:

· Prevention mantra: We need a new acronym to replace ABC. We need to come up with new prevention mantra that embraces need for combination intervention prevention

· Challenge of how to frame a prevention advocacy campaign: No one says “today I didn’t get HIV” as opposed to “ I was sick, then I got meds, and now I’m better” 

· Lessons learned from HPV vaccine rollout – the message to opponents was “you can’t be against a vaccine that protects young women from cancer”

Domestic campaign ideas:

Moving from education participant to advocate 

· Identify specific ways to share information with community, ask what they want and stay rooted in community

Campaign to get Medicaid to cover infant male circumcision:

· Domestically: infant circumcision dropped to 50% US. 

· Medicaid does not pay for infant circumcision. 

· Male circumcision is less prevalent in African Americans

· Male circumcision is the perfect example of how to account for combination intervention prevention


(behavioral, social and biomedical)

Presidential Election campaign:

· Inform president candidates about HIV prevention and research issues 

· Get candidates committed to the issues of evidence-based prevention advocacy

PEPFAR Reauthorization 

· During the reauthorization process, organize Congressional hearings

· Mobilize debate on public record for a move to evidence-based prevention advocacy

· Using PEPFAR as a platform to promote new and comprehensive prevention interventions, including circumcision and HSV-2 treatment

Engaging and working with transgender community

· Transgender community also often gets overlooked and ignored in HIV prevention research and interventions. 

· Find ways to reach, engage and incorporate transgender community into prevention research 

· Julie: push researchers to do a better job of categorizing volunteer by gender in addition to genitals 

· Need to create a new model that doesn’t exclude any particular community 

Prevention Research Advocacy:

Research that target MSM

· Male circumcision research: Advocate for studies to determine if MC helps protect MSM from HIV

· Advocacy around rectal microbicides (i.e. International Rectal Microbicide Working Group)

Social science research and structural interventions

· Advocate for social science research and structural interventions

· Need more inter-disciplinary approach to HIV prevention research

· Need for social and behavioral research to inform messaging where communications and social marketing are based on evidence-based social research

Workshops and campaigns on structural interventions

· Trainings and campaigns that use structural interventions that complement individual interventions to target hard-to-reach communities, i.e. straight men, women over 50, drug users, transgender communities 

International Prevention Advocacy Campaigns

Goals and Targets:

· Prevention advocacy needs campaign similar to WHO 3by5: what would the targets be for a similar campaign for HIV prevention?

Advocate for industry-run clinical trial CABs

· Currently, industry-run clinical trials are not obligated to have CABs. 

· Push for more inclusive and empowered CABs for industry-sponsored trials

Need for more minority researchers

· Walt: Attended PrEP think tank meeting with 60 researchers. Only one was African American. 

Plenary on MSM at International AIDS Conference in 2008 in Mexico City

Push for researchers to think outside the box

· Efficacy and effectiveness trials: may need two different trials to show both. 

· First, need to show the intervention is efficacious and then show that it can be effective in the context of communities.

· For examples, in PREP trials, it might be a better idea to do a short trial in African American MSM rather than a large trial in Africa. 

Raise HIV science literacy in black communities

· Importance of educating and empowering communities

· The messenger matters! 
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