
	   	  

	  
	  

 
 
 
 
 
 
 

 
In this report the boxed, italicized comments are direct quotes from project participants.1 

 
INTRODUCTION 

 
Between March and May of 2015, the Sero Project conducted a survey to inform the development of its 
Network Empowerment Project. SERO is a national network of people living with HIV (PLHIV) and 
allies fighting for freedom from stigma and injustice. Its Network Empowerment Project (NEP) is 
designed to re-invigorate the PLHIV self-empowerment movement that originally emerged in the late 
1980s and early 1990s in the US.  
 
In those early years of the epidemic, people with living with HIV 
and AIDS came together in networks to provide each other with 
emotional and practical support. The sense of empowerment they 
experienced within these networks inspired members to engage in 
collective advocacy to demand their rights and counter AIDS-
related stigma. Around the country, “People with AIDS 
Coalitions” played a key role in facilitating the creation of 
community-based HIV/AIDS services and research organizations 
at a time when other health-related NGOs were afraid or reluctant to serve PLHIV. Many of the original 
PLHIV networks faded away in the late 1990s, after the AIDS service organizations (ASOs) they had 
created were professionalized and the advent of antiretroviral treatment (ART) changed HIV/AIDS from 
an inevitable death sentence to a chronic illness for those with continuous access to treatment.  

 
The fundamental need for PLHIV networks, however, has 
not diminished. Instead, it has evolved. While the need to 
demand access to basic services has lessened, the need to 
advocate for the human rights of PLHIV has expanded. 
The upsurge in public education about HIV/AIDS 
prevalent early in the epidemic has evaporated, leaving an 
environment of ignorance in which one third of parents2 
express discomfort with the idea of HIV positive school 

teachers and nearly a quarter say they do not want to have an HIV positive co-worker. Over 30 states3 
have adopted HIV exposure laws that criminalize 
PLHIV for behaviors that cannot possibly transmit 
HIV. Stigma against people perceived as having HIV, 
though soft-spoken, is rampant.  
 
The NEP’s mission will be to strengthen existing 
PLHIV networks and foster the creation of new 
networks where they don’t currently exist -- especially 
in key populations heavily impacted by HIV including 
young gay and bisexual men, transgender women, 
women of color, incarcerated men and women, and 
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We feel completely abandoned by 
mainstream. For me personally, it 
is very difficult to reassure my 
community that any kind of real 
and/or meaningful change is 
possible. We, as a community need 
all the help we can get. 

Younger folks, especially gay men, think, well, 
I’m likely to get it anyway, and what else am I 
supposed to do if I’m a sexual being. That is a 
new phenomenon. The “oh I’m going to get it 
no matter what” is really a form of self-
stigma, where you feel like  maybe at some 
level you deserve it, or it’s just part of the deal 
for who you are. 

I’ve been around for 30 years and people 
aren’t dying from HIV/AIDS anymore. It’s	  
the	  stigma	  that’s	  keeping	  people	  from	  
accessing	  testing	  and	  care.	  That’s	  what’s	  
killing	  people	  now-a-days,	  not	  HIV/AIDS.	   
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people who inject drugs. 
 
This survey was the first step in implementing the NEP. It was designed to reach a cross-section of 
existing PLHIV networks in the US and assess their status and needs. We used a 20-question instrument 
that participants completed online via SurveyMonkey. The following organizations co-sponsored this 
project: United States People Living with HIV Caucus, Positive Women’s Network – United States of 
America, International Community of Women Living with HIV and AIDS - North American Region, 
Global Network of People Living with HIV- North America. They provided invaluable assistance by 
circulating the survey among their memberships. We also circulated it on the listservs of other advocacy 
networks, Ryan White Planning Councils, and other NGOs in contact with PLHIV to distribute survey 
invitations. We further made this request of sex workers rights and LGBT rights groups, harm reduction 
organizations, NGOs serving incarcerated and formerly incarcerated people, and other entities in touch 
with key populations. 
 
In this project, we defined a PLHIV Empowerment Network as any group   

1) in which the leadership and membership are predominantly (75% or more) PLHIV and  
2) that is engaged in HIV related advocacy efforts of some kind.  

 
 
 
 

   
We requested surveys be completed by leaders of US-based network meeting these criteria. Prior to 
analysis, we eliminated the survey responses that were: 

• less than 60% complete,  
• in which the response did not include the network’s name and/or 
• were completed by groups with less than 75% PLHIV leadership and membership.  

 
Of the 239 responses we received, 71 met the criteria and were included in the analysis.  
 
After data collection via survey, we conducted ten 20-35 minute phone interviews with representative 
cross-section respondents to learn more about their networks and what they needed. Leaders of the 
following eleven groups talked to us: Alliance for Sound AIDS Policy, ALPHA Pittsburg, Brave New 
Day, CD4 Chicago, Illinois Ryan White Community Advisory Board (CAB), Positive Bruthas, Positive 
Force NW, Positive Pedalers, Power Source Tuscan, Sero, Tennessee Association of People with AIDS. 
	  
The exploratory survey results and interviews we collected provide insight into what such groups are 
doing (particularly with regard to advocacy), as well as their needs and challenges.  
 

I feel strongly that if we are gonna to eliminate 
stigma it is important to have people who are 
HIV negative involved. But I do think it is 
incredibly important that its individuals living 
with HIV who serve in the leadership roles, cause 
I think the stigma can go both ways. So I think 
having the voices of people living with HIV 
serving in the leadership roles is just so crucially 
important to changing that conversation.  
	  
 

I’m very dedicated to inclusive planning; 
nothing for us without us is the slogan. So on my 
board, I have representation of women from the 
African American community, from the Native 
American community, from the Latinas, and now 
we have some refugee women coming forward. 
So as far as women are concerned, who knows 
better about women with HIV than women with 
HIV?   

Our by-laws required that our board be comprised solely of people with HIV. 
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FINDINGS 
 

 
Most of the networks were relatively new and small. 
 
Only 5% of the responding networks were established 
over 25 years ago, within the first wave of PLHIV 
empowerment networks. Another 10% were 15-25 
years old. Forty percent of the responding networks 
were between 5 and15 years old and the greatest 
proportion of responding networks (45%) were less 
than 5 years old. 
  
Only 27% of the groups surveyed had large 
memberships (100 to over 500). Another 9% had 50-
100 members. Sixty-four percent of the groups had 50 members or fewer. This suggests that 
new PLHIV organizations are popping up, several of them in parts of the country in which no 
networks existed before. 
 
 
 
 
 
 
 
 
 
 
 

 
 
Networks are not just in urban areas and on the coasts. 
 
We received responses from networks in 27 states. Half of all qualifying responses came from five states; 
California (11), New York (8), Pennsylvania (7), Florida (5) and South Carolina (5).  
 

The majority of these networks (54%) have local 
or statewide memberships, while 38% are either 
regional or national in scope. Eight percent of 
responses were received from networks that did 
not indicate the membership area in their 
response or indicated that they currently exist 
only online.  

 
 
 
 
 

Within the next year, we want to take the 
group off Facebook which is primarily 
where it is now and develop our own 
website and an android app. And 
additionally, we want to have poz retreats 
annually.  

	  

A particular challenge we face is identifying 
women living with HIV/AIDS. We are 
dependent on clinics to assist us in reaching 
their women patients, or word of mouth by 
our existing clients. With the stigma internal 
to our clients, there is little discussion among 
them with regards to recruiting new clients. 
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Groups communicate in a variety of ways. 
 
Regular communication is critical to a network’s ability to function effectively. Many respondents, 
however, indicated that their memberships’ lack of resources, transportation to meetings and conflicting 
job or family obligations made it difficult for them to meet regularly in person.  
 
Most respondents said that their groups communicated 
primarily via in-person meetings, telephone (including some 
conference calls), social media and e-mail. To a lesser extent, 
they rely on video conferencing, listservs and webinars. 
Groups in rural areas reported the most difficulty with 
communication due to the fact that fewer members have 
regular computer access. Lacking the transportation to out-of-
town meetings and the stigma associated with going to any site 
associated with HIV-related issues are also factors inhibiting 
meeting attendance. 
 

 
 
Groups serve diverse populations. 
	  
Groups indicated that they serve and address issues specific to a wide variety of populations. Populations 
most often served include women (75%), long-term HIV survivors (70%), heterosexual people (69%), 
gay/bisexual/same-gender loving men (69%), newly diagnosed individuals (66%), transgender women 
(65%), and African American/Black people (62%).	  In the following percentages, groups indicated that 
they particularly focused on issues affecting the following populations. 

 

Especially in rural areas… People are 
afraid to be found out about. Because 
your cousin works down at the bar at 
night, or whatever. The only 
pharmacist in town goes to church with 
him. So there are those kinds of things 
that really create a barrier.  
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Whether voices of PLHIV are heard? 
 
When asked, only 27% of respondents said they felt that 
PLHIV voices were being adequately heard and recognized 
by HIV-related organizations and leadership in their area. 
Over half (52%) felt that their voices were heard some of the 
time and 13% said they were heard none or almost none of 
the time. Not surprisingly, their determination to make 
themselves heard was generally strong. 
 

 
 
What are networks doing? 
 
Most of the networks reported engaging in a range of 
HIV/AIDS advocacy work over the past year.  
 
• Participating in a public HIV/AIDS Awareness Day (83%) 
• Raising HIV issues at public meetings or conferences (82%) 
• Training other PLHIV to become HIV advocates (68%) 
• Engaging new leaders/partners in HIV work (68%) 
• Working through the media to raise HIV issues (66%) 
• Targeting policy makers about HIV issues (62%) 
• Contributing to e-discussion groups on HIV (58%) 
• Contributing to public HIV awareness campaigns (56%) 
• Working with prominent figures to raise awareness (47%) 
• Participating in HIV community-engaged research (45%) 

	  
The survey also asked them to identify the various kinds of 
stigma they were experiencing and working to address.  
 
• Internalized stigma (69%) 
• Community stigma (66%) 
• Stigma in health care settings (63%) 
• Local HIV-related policies with negative impact (59%) 
• Media stigmatization (56%) 
• Household/family stigma (55%) 
• Friends and Partners (52%) 
• Public Health HIV policies with negative impact (52%) 
• Employment stigma (41%) 
• National HIV-related policies with negative impact (34%) 
	  
A majority of respondents (55%) reported receiving feedback 
from stigmatized PLHIV indicating that their network’s anti-stigma efforts had a helpful effect. Only 24% 
of networks reported documenting this effect through formal evaluation, however. Eighteen percent 
reported that their advocacy had contributed to the adoption of a new law or policy and 13% said that it 
had helped to change a harmful law or policy. Three percent reported seeing no effect from their anti-
stigma advocacy and that HIV-related stigma in their area seemed to be getting worse. 

The current CAB is populated by 
terrified persons, disempowered, and 
being led by well-meaning but 
uninformed HIV-negative social 
workers. The result is an encouragement 
of secrecy and extension of stigma. 
Local ASOs also deal with a significant 
number of issues of lacking involvement 
and empowerment of PLHIVs. 
 

We met our municipality officials face to 
face and show them first-hand the effects 
of cutting funding in the programs that 
we get our medication, livelihood, and 
different services from. We haven’t 
heard anything back from them, but I 
still think that our voices were heard. 

It has become less about fear of casual 
contagion and more about pre-
judgement, marginalization, and more 
related to race, class, or gender. Fear of 
casual contagion is what defined stigma 
in the early years; that’s really about the 
virus; today it is more about the 
individuals who have the virus. 
 

The vast majority that placed HIV meds 
on specialty tier in 2014 have shifted it 
back to preferred tier, as a direct result, I 
think, of the advocacy work that we did 
working with the insurance 
commissioner. 
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What do networks need? 

Networks identified lack of funding as their number one 
barrier to pursuing their advocacy work (82%). The second 
major barrier was low membership, which they saw as the 
result of two factors: many people’s fear of being publicly 
identified as living with HIV (55%) and the fact that many 
PLHIV did not see network membership as a priority for 
them (49%). Changing perceptions on both of these issues 
will require increased communication between network 
members and potential members. As indicated above, 
increasing such communication is challenging for a variety 
of reasons, especially in non-urban networks. Practical 
supports, such as resources for outreach, transportation to 
meetings and childcare during meetings, were also 
identified as factors that could increase network 
membership.  
  
When asked what useful supports a NEP could provide to them (besides funding), they suggested: 
    

• A “skills bank” to connect them to people with various specific skills who are willing to assist 
them with organizing, fund-raising, board and leadership development, etc.  

 
• An Advocates’ Tool Kit of fact sheets, templates and background materials that they can adapt 

for use in their own communities. Over half (59%) or the respondents reported that they make 
empowerment and advocacy resources available in their community already. More and better-
tailored resources, however, would be helpful. 

 
SUMMARY 

 
 
With the results of this survey, NEP is positioned to create a national platform capable of linking PLHIV 
networks across the country with each other. Its intention is to help generate the material, technical, 
financial and other supports that networks need to grow in scope and effectiveness. 
 
Such networks dismantle stigma by providing a safe space 
where PLHIV can access the support needed to confront and 
recover from self-stigma. In doing this, they become crucibles 
from which the collective strength needed to challenge 
external stigma emerges. This particular dynamic is not 
provided by other types of HIV support systems. The Denver 
Principles4, arguably the most influential document to emerge 
from the first wave of PLHIV empowerment, recommends 
that PLHIV, "form caucuses to choose their own 
representatives, to deal with the media, to choose their own 
agenda and to plan their own strategies." The results of this 
survey indicate that supporting networks that effectively build 
capacity among PLHIV to fulfill this directive has never been 
more essential than it is now. 

Then it has always been my belief that 
once internalized stigma is minimized 
as best as one can, everything else 
kind of falls away. It doesn’t 
completely. But you learn to live in a 
world that disregards the stigma, and 
it disempowers external stigma. And, 
yes, you do pay the price, and, yes, 
there are consequences, but not nearly 
as many consequences as if you had 
never addressed your own internalized 
stigma.  
 
 

Having a toolkit that would help us build 
leaders and find leaders within our 
community, because we don’t find people 
stepping up to participate. We can’t move 
forward with action planning until we get 
enough people who will participate in it. 

The other that might help our group to 
thrive is the knowledge of available 
resources. There are untapped resources 
out there and we have yet to find them.  



PLHIV Network Empowerment Project Survey Results Report                         2015 

7 | Page 
	  

 
References Cited 
1. To request a copy of the complete PLHIV Network Empowerment Project Exploratory Survey and 

Interview  Data Report, please contact Prof. Carrie Foote, foote@iupui.edu 
2. Kaiser Family Foundation 2009 Survey of Americans on HIV/AIDS: Summary of Findings on the 

Domestic Epidemic: http://hpcpsdi.rutgers.edu/facilitator/SAP/downloads/articles and data/Kieser-
HIV_AIDS-reportpdf.pdf 

3. State Laws Related to HIV: http://hivlawandpolicy.org/state-hiv-laws 
4. The Denver Principles: http://www.actupny.org/documents/denver_principles.pdf 

 
	  
	  
	  
	  
	  
	  
	  
	  
	  
	  
	  
	  
	  
	  
	  
	  
 
 
 
 
 
 
 
 

Project Team:  
 Sean Strub, Founder of POZ magazine, Executive Director of SERO 
 Carrie Foote, Sociology Professor, Indiana University, Indianapolis  
 Anna Forbes, Independent Consultant 
 Tamarah Kilroy, Student Intern, Indiana University, Indianapolis  
 Ashley Sherrow, Research Assistant, MA, Indiana University, Indianapolis  
 Andrew Drea, Research Assistant, MA, Indiana University, Indianapolis 
 
Sero thanks its project co-sponsors for their assistance in implementing this survey:   
 United States People Living with HIV Caucus  

Positive Women’s Network – United States of America 
International Community of Women Living with HIV and AIDS-North American Region 
Global Network of People Living with HIV- North America 
 

Sero also appreciates the generous financial support of the Ittleson Foundation which made this 
project possible. 

Sero especially thanks the PLHIV themselves who participated in this project.  

 

 

 


