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INTRODUCTION 
"We condemn attempts to label us as 'victims,' a term which implies defeat, 

and we are only occasionally "patients," a term which implies passivity, 

helplessness, and dependence upon the care of others. 

We are 'People With AIDS.'" 

– From "The Denver Principles" (1983) 

 

Since the 1980s, people living with HIV (PLHIV) have come together and formed networks to reduce 
isolation, confront internal and external HIV-related stigma, and improve our quality of life and our 
health outcomes.  

Those networks have also been the incubators in which each new generation of PLHIV leadership has 
trained. Networks enable us to teach ourselves and each other how to maintain and expand the PLHIV 
self-empowerment movement.  

Our commitment to form and maintain effective PLHIV networks is, itself, our victory. It is our refusal to 
give up our human rights. 

This tool kit is designed to help PLHIV create and strengthen our networks. When we come together in 
partnership with other PLHIV, it enables us to: 

� Define our own agenda and establish policy, advocacy and service priorities … 
 

� Select leadership of our own choosing, and hold those leaders accountable … 
 

� Speak with a collective voice … 
 

� Reduce internalized stigma (feeling ashamed, guilty or embarrassed about having HIV) … 
 

� Reduce external stigma by educating our families, communities and others … 
 

� Improve our quality of life and health outcomes … 
 

� Support each other to achieve our personal and group goals. 
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There are various global, national and other networks of PLHIV, including those that exist solely online, 
represent key populations, or are focused on specific regions or activities. This tool kit is primarily 
designed for local and state groups whose participants get together in person more than once or twice a 
year, but much of what is included in the tool kit is applicable across a wide range of network-building 
endeavors.    

The tool kit provides brief, clear recommendations for all kinds of PLHIV networks – whether you are 
focusing on advocacy, education, mutual support, or just coming together for social or recreational 
reasons.  

These are practical principles addressed in the tool kit. PLHIV networks vary widely in terms of 
geography, purpose and composition of their membership. There's no "one size fits all" blueprint for 
creating, developing and maintaining a PLHIV network. But learning from these tools should help you 
launch or strengthen your network, no matter what form it takes. 

Chapter 1, Recruitment, addresses the work of recruiting, engaging and retaining enough network 
participants to achieve your group's goals.  

x Are the PLHIV you want to recruit hearing good things about your network?  

 

The following are the first five of the Center for Community Change's  

“10 Rules for Community Organizing”:  

 1. Nobody's going to come to the meeting unless they've got a reason to come to the meeting. 

 2. Nobody's going to come to a meeting unless they know about it. 

 3. If an organization doesn't grow, it will die. 

 4. Anyone can be a leader. 

 5. The most important victory is the group itself. 
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x Will your prospective members feel comfortable with – or out of place with – your group's 
leadership? 

x Is there a good match between what your group offers its members and what prospective 
members want?   

This is what gives people a reason to come to network meetings – so it is a key factor in recruitment. 

Chapter 2, Building a Supportive, Healthy Network, looks at challenges you may face in making your 
network strong and healthy internally, so that members feel good about participating in it. Members 
need to feel supported by other members, and to respect the leaders and the group's decision-making 
processes. Selecting the group's goals and objectives is critical. No matter how much members agree 
that a goal is important, they won’t actively work on it unless they also have a personal stake in it. So 
hearing what people really want is important. 

Chapter 3, Fundraising, deals with what most networks see as their number one barrier to pursuing the 
work they want to undertake. This chapter: 

x Lays out the funding landscape in the US and how your network's tax status (if any) – or the tax 
status of the organization sponsoring your network – affects your access to funding sources; 

x Describes how PLHIV networks have partnered with other organizations to do joint fundraising 
activities;  

x Covers in-kind (non-cash) donations, scholarships and grassroots fundraising strategies for 
helping your network grow, even in tough times.   

Chapter 4, Building Network Effectiveness Through Collaboration, gets into the mechanics of keeping your 
group productive and efficient. It suggests steps for working toward your goal while also building 
individual and group skills among your members. When its members gain new skills, a network's 
effectiveness grows.  As Rule 3 above says, organizations either grow or die. The existence of a healthy 
network, itself, is a victory for all PLHIV. 

 

Selected Reference 
Center for Community Change, "Community Organizing: People Power from the Grassroots - The Ten 
Rules of Community Organizing" (https://comm-org.wisc.edu/papers97/beckwith.htm)   

https://comm-org.wisc.edu/papers97/beckwith.htm
https://comm-org.wisc.edu/papers97/beckwith.htm
https://comm-org.wisc.edu/papers97/beckwith.htm
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RECRUITMENT 
Non-profit organizational expert Joanne Fritz writes of three basic approaches to recruiting: 

x "Warm body" recruitment – when you need a lot of people to do a basic, one-time task (e.g. 
stuffing envelopes, giving blood, cleaning up a park)  
Approaches include posters, brochures, social network outreach, radio spots, etc. 

x Targeted recruitment – when looking for people with specific skills and/or characteristics  
You focus on select groups and try to attract people with the skills that you need. If you need 
lawyers to volunteer in a legal clinic, for example, you might approach bar associations or law 
schools. 

x "Concentric circles" recruitment – reaching out to people already directly or indirectly aware of 
your organization and inviting them to join  
Some of them may have heard of your organization (from friends, family, workplace, etc.). 
Others may be reachable indirectly, through contacts. 
 

PLHIV networks frequently use the third approach – asking their members to reach out to other PLHIV 
who might want to join. The first PLHIV networks were created when small groups of people with HIV 
came together for mutual support and to demand their rights. This was essential in a world where most 
people rejected them and public services refused to help them.  

Today, you can supplement your personal outreach by posting information about your group in health 
clinics, HIV/AIDS service organizations (HASOs, community centers, LGBTQI gathering places, syringe 
exchange centers, and other places where PLHIV will see it. Your allies in the community can also help 
you spread the word. 

Before you choose recruitment strategies, think carefully about your network's purpose. This is likely to 
be a big factor in determining who joins your group and who becomes an active, long-term member. 

To get going, have a meeting where your current or prospective members discuss and agree on the 
group's priorities. 

Members define a network’s purpose ↔ Its purpose determines who its members are 

http://nonprofit.about.com/od/volunteers/a/recruitvols.htm
http://www.thebodypro.com/content/art56509.html
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x Starting a network?  
Find a few people who want to create the same kind of group you want. 

x Trying to enlarge an existing group?  
Spend a chunk of meeting time talking honestly about what your group's purpose has been so 
far.  
Consider these questions: 

o Do you want to continue the way you have been or change direction?  
o If you don't all agree, can those who want do something else form a sub-group?  
o Can you continue together as a group, with some members also pursuing another goal?  
o Or is it time to form separate groups? 

 

Figuring this out can prevent future frustration among your members. It also prepares you to give new 
members a clear description of what the group is doing, so they don't have inaccurate expectations. 

Preparing for Recruitment 
In the tool kit's introduction, we listed five rules. The first is that "Nobody's going to come to the 
meeting unless they've got a reason to come to the meeting." So how do you give people a reason to 
come to your meeting?  

Many groups provide incentives to help attract participants, or make it easier for them to participate, 
like providing a meal, childcare during the meeting, or gift debit cards to help compensate for 
transportation or others costs. These are effective strategies if you can afford them. Sometimes local 
faith groups, HASOs, community organizations or other donors can be persuaded to supply or pay for 
these incentives. Many networks are built around a monthly pot-luck supper, for example. 

It is also important to think about no-cost incentives. Put yourself in your prospective members' shoes. 
What else could make them want to come to a meeting? Some reasons could be: 
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With all these incentives in mind, prepare a short, easy-to-read flyer. What information will encourage 
prospective members to contact you?  Keep it brief, attractive and – above all – clear! 

x If your group focuses on peer-based social and emotional support, say so in the flyer!  
x If it is mostly a support group, but some members also do activism or public education, then say 

that. 

 

People are most likely to feel comfortable in a new place when they are surrounded by people with 
whom they have something in common. One common bond at your meetings is that you all want a safe 
place to talk about living with HIV. People feel safe when they know that most or all of the people there 
also have HIV.  

You also have the common bond of having agreed to keep the membership of the group confidential 
unless and until all members of the group agree that they are willing to publicly self-identify as PLHIV 
(more on confidentiality below). 

Maybe your group members share other characteristics in common as well, in addition to HIV 
awareness. Some national and local groups, for example, are made up of women living with HIV. Some 
are created by and for men of color living with HIV, or for youth living with HIV, or for people living with 
HIV who happen to share a common interest like bicycle riding or political activism. 

Many PLHIV networks operate out of HIV-related service agencies, clinics or organizations funded 
through the Ryan White HIV/AIDS Program. Some are organized and led by social service professionals; 

https://www.google.com/search?q=sample+support+group+flyer&client=safari&rls=en&tbm=isch&imgil=qcN0aQVl39wGEM%253A%253BKCER5d-dIvnFoM%253Bhttp%25253A%25252F%25252Fnoamusic.fr%25252Fwp-content%25252Fsupport-group-flyer-template&source=iu&pf=m&fir=qcN0aQVl39wGEM%253A%252CKCER5d-dIvnFoM%252C_&usg=__Hy-lxRjckgOgX09zCdA4rs451Dw%3D&biw=1364&bih=782&ved=0ahUKEwiV96uI2Z7OAhUFpR4KHRNLAaYQyjcIKw&ei=O3SeV9XtBoXKepOWhbAK#imgdii=qcN0aQVl39wGEM%3A%3BqcN0aQVl39wGEM%3A%3BPB1Fi6-cT06YRM%3A&imgrc=qcN0aQVl39wGEM%3A
http://www.thewellproject.org/hiv-information/starting-support-group
https://pwnusa.wordpress.com/about/who-we-are/
http://www.powersourcetucson.org/
http://rainbowcc.org/program/mens-hiv-support-group/
https://www.fhi360.org/resource/positive-connections-leading-information-and-support-groups-adolescents-living-hiv
http://ebar.com/news/article.php?sec=news&article=70550
http://www.hivcaucus.org/
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others may arise out of client or community advisory boards 
required by a funder or grant. Many of the most effective networks 
are started and led by people living with HIV, operating on their 
own. If you look around online, you can find PLHIV networks that 
have websites where you can get lots of ideas for your group. Some 
of those networks can even provide materials to help you get 
started.  

It is encouraging to remember that every one of these independent 
networks, at one time or another, was started simply by people 
who had an idea, found some allies, formed a group and then 
recruited more members. 

The Messenger Is the Message 
The second of the five rules in the introduction is "Nobody's going 
to come to the meeting unless they know about it." Whether 
people know about it depends on how you publicize and who your 
messengers are. Think about TV ads. We mostly notice them if they 
feature people we can identify with or admire. 

"Who" does matter – but that doesn't mean you need a gorgeous 
face on your group flyer. Just think about: 

x How you want a prospective member to think about your 
group – "is it for people like me?" 

x Where and how you will get the message out – so others 
hear about it from a trusted source  
In your area, where do the people in your target audience 
go to talk and hang out? Are they in: 

o Businesses like barber shops, beauty salons, bars, coffee shops, bookstores or malls? 
o Local places of worship where the leaders are trusted by people in your target audience? 
o Local pharmacies, clinics and/or places where people go for medical care or supplies? 

 

If HIV is really affecting your community, chances are that the folks working in these places are aware of 
it. You can ask them if they are willing to being outreach allies for your group – putting up your group's 
flyer in their workplace or leaving a stack of them out on counters where people can help themselves. 
Let these allies know that you are not asking them to talk to their customers or congregation members 
about the group (although, if they want to, that's great!). You are just asking them, as trusted people in 
the community, to lend a hand in making sure people know the group exists.  

Helpful Hint: What's 
in a Name? 
If your group is made up 
of people with HIV who 
are also similar in other 
ways (like racial/ethnic 
identity, gender, age, 
interests, etc.), it can be 
helpful to indicate that 
in the name you pick for 
the group and the way 
you describe it in your 
materials. This lets 
people know what to 
expect, and will help you 
recruit new members 
who are likely to be 
comfortable in your 
group. Examples: 
Positive Women's 
Network - USA; 
Positively Trans 

https://swhiv.org/get-healthy/groups/
http://localcircles.org/2012/05/17/five-tips-for-forming-an-affinity-group/
http://www.pwn-usa.org/
http://www.pwn-usa.org/
http://www.positivelytrans.org/
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x How about promoting your group in locally-based publications, listservs and social media 
settings?  

You can use community newspaper listings and social media to inform people about what your 
group offers and how they can reach you to get more information. For safety reasons, depending 
on your circumstances, it might best to provide a telephone number or e-mail address that can’t 
be traced to any individual person or street address. Ask people to leave voice mail or e-mail 
messages, and make sure a group member responds to all the messages that come in. 

You can also contact national organizations that many PLHIV belong to, and ask them to put 
messages out on their listservs letting members know that a new PLHIV network is now active in 
the city or town where your group is located. Some members of national PLHIV networks like 
Sero Project, Positive Women's Network - USA, US PLHIV Caucus or other HIV-related national 
networks, such as the HIV Prevention Justice Alliance, may be located in your area and interested 
in helping support a local PLHIV network such as yours.  

x How about asking a radio personality or DJ at a station popular with your target audience? 

TV and radio stations are required to spend some time doing public service announcements 
(PSAs) on the air. Getting a TV station or DJ to read your announcement could really help. If they 
agree to interview someone from your group on the air, that's even better! Make sure the 
person you pick to be interviewed is similar (in age, background, style of talking, etc.) to the 
people you want to attract. 

 

Reach Out to People Who Can't Take the Risk of Showing Interest in Your Group 
Even with the best flyers and the most helpful outreach allies, some people living with HIV rarely, if ever, 
pick up any HIV-related material, and will not talk about HIV in public. This happens when HIV is so 
stigmatized for them, or in their community, that showing any interest in it at all may put them at risk of 
rejection or even violence. 

You can deal with this by making sure your group's contact telephone number or e-mail address is highly 
visible on your flyer. That way, an interested person can see it clearly from farther away and memorize it 
without having to pick up your material. They can then use it later, in private, to contact you. The high 
visibility also raises the chances that you will get "crank calls" from people who are homophobic, 
serophobic, etc. – so be prepared. 

 

http://www.seroproject.com/
http://www.pwn-usa.org/
http://www.hivcaucus.org/
http://www.preventionjustice.org/
http://ctb.ku.edu/en/table-of-contents/participation/promoting-interest/public-service-announcements/main
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Making it "safe" to attend a meeting, despite real or perceived stigma risks 
People in high-risk situations may also worry that, if they are seen or suspected of attending a PLHIV 
meeting, other people will guess that they have HIV. This is especially a problem in small towns and rural 
areas where most people recognize each other.  

PLHIV groups deal with this in various ways, including: 

� Creating a group that appears, externally, to be meeting for reasons unrelated to HIV. One group 
of Latina women living with HIV, for example, met regularly and called themselves a crafts club. 
While they talked about their HIV issues, their hands sewed, knitted and made beaded jewelry to 
sell at church and community events. They met at a local clinic known for providing all kinds of 
adult and child health care, so they could be seen there regularly without people thinking their 
visits were HIV-related. HIV testing counselors confidentially referred new women to the group. 
With these protections, the group was able to meet with little fear of disclosure. 

 

� Choosing to be a closed group – one only attended by approved members. In a closed group, 
members maintain absolute confidentiality about the group and who is in it. They may meet in 
each other's homes or at other private locations to avoid being observed together. They develop 
a protocol for recruiting and screening new members. Newcomers can't attend without the 
group's approval in advance. 

 

� Including both HIV-positive and HIV-negative members. By publicizing its inclusivity, a group 
technically protects the privacy of each member's HIV status. This is not 100% effective, because 
some people assume that anyone in such a group must have HIV. But it provides members with 
"plausible deniability": They can truthfully say that being in the group doesn't mean they have 
HIV. That's enough to make some people comfortable with joining. 

 

� Forming Facebook groups where members communicate with each other online. Meeting 
privately this way enables them to avoid the risk of being noticed by employers, co-workers or 
family members who might wonder who they are meeting with, if they did so in person. 

 

� Using free online conference calling services is another way for groups to get together 
electronically. The organizer sets up the call and circulates the time and dial-in number to group 
members, who can then use a computer or regular phone to join the call. You can also record 

https://www.facebook.com/help/220336891328465
http://www.geekersmagazine.com/best-free-online-conference-call-services.html
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conference calls using podcasting and share the recording with absent members. They can catch 
up by listening to the podcast on their computers, MP3 players or other devices. 

 

The Advantages of Being "Out" as a PLHIV Network 
The options above protect members' privacy, but they also have some disadvantages: 

� They make recruitment harder because they give new members somewhat less space to "try 
out" a group – that is, attending once or twice before deciding if they really want to join. 

 

� They prevent members from doing any public education or advocacy work on behalf of the 
group. Doing so would automatically bring the group to public attention, which jeopardizes the 
privacy of other group members who don’t want to be seen as being part of an HIV-focused 
group. 

 

� Permanently closed meetings are less effective in preparing people to "come out" publicly about 
their HIV status. Studies show that stigma, shame and isolation negatively affect a PLHIV's ability 
to stay healthy. This border is further compounded for people who cope every day with the 
added stresses of racism, sexism, homophobia, transphobia, ableism (discrimination against 
people with disabilities), etc. While being in a PLHIV network clearly can't remove that stress, it 
can help people let go of their internalized shame around having HIV. 

 

Associating with PLHIV who are out about their HIV status gives new members a chance to talk through 
their issues, work toward self-acceptance, and perhaps choose to openly acknowledge their HIV status if 
and when they choose to do so. Doing so in the safety of a group that has an established confidentiality 
agreement enables people to move toward this readiness at their own pace.  

Of the 71 PLHIV networks recently surveyed in the US, 68% reported that they were recruiting and 
training members to become advocates in their communities and to raise HIV awareness through the 
media. PLHIV creating safe spaces in which to confront and recover from their self-stigma frequently has 
the effect of building their strength and determination to challenge external stigma and discrimination 
as well. 

 

http://www.freeconferencecalling.com/conference-recording.html
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4537784/
http://www.thebody.com/content/77740/as-race-and-privilege-take-center-stage-in-hiv-com.html
http://www.seroproject.com/wp-content/uploads/2016/12/SERO-Survey-Talk-2015.pdf
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https://www.thebalance.com/recruit-volunteers-for-your-nonprofit-2502581
http://www.thebodypro.com/content/art56509.html
http://www.thebodypro.com/content/art56509.html
http://digitalcommons.salve.edu/cgi/viewcontent.cgi?article=1069&amp;context=jift
http://digitalcommons.salve.edu/cgi/viewcontent.cgi?article=1069&amp;context=jift
http://localcircles.org/2012/05/17/five-tips-for-forming-an-affinity-group/
http://ctb.ku.edu/en/table-of-contents/participation/promoting-interest/public-service-announcements/main
http://www.seroproject.com/wp-content/uploads/2016/12/SERO-Survey-Talk-2015.pdf
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BUILDING A SUPPORTIVE, HEALTHY NETWORK 
We all know what life is like in an unhealthy workplace, voluntary organization, school or other social 
grouping. People tend to be critical of each other and/or the leadership. Tensions rise and this results in 
frustration, low productivity and high turnover.   

No one sets out to create such environments. They emerge when the leaders don't understand the 
value of investing time and effort in keeping the organization's internal dynamics healthy. Putting time, 
thought and effort into implementing healthy organizational processes and maintaining them is easier 
and more effective than trying to "fix" a non-productive network made up of frustrated people. 

This chapter covers some processes you can use to keep your network strong and healthy internally, so 
that the members feel good about participating in it and are productive. 

Motivating Your Members – Individually and as a Group 
Abraham Maslow, a psychologist who studied human motivations, 
designed this pyramid. He said that everyone can move up the pyramid, 
but we all start at the bottom and can only 
do one step at a time. We all need food and 
a safe place to sleep, for example, before we 
can focus on our need for relationships and 
friends.  

His system shows why it is essential to make 
sure all your members get help with the 
basics (food, housing, safety) if they need it. 
It also shows why it is so important for your 
meetings to be located in a place where 
people feel safe (see notes on this in the 
Recruitment chapter of the tool kit). Those 
of us who never have to worry about things 
like food and housing sometimes forget that 
not everyone has that level of privilege. 

It is a good idea to have information at all your meetings about food banks, homeless shelters, housing 
assistance and hotlines for people dealing with domestic violence, mental illness, addiction, or other 
needs that may arise in your community. Pointing out these resources at the beginning of every meeting 
can remind everyone that they are available. It is helpful to keep these materials visible and available, 
even if no one seems to be using them. People may be picking them up discreetly. 

http://www.simplypsychology.org/maslow.html
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We all tend to feel motivated to participate in an activity if it relates to an issue we care about 
personally. But getting a whole network motivated can be hard when the members have differing 
priorities.  

Suppose some of your members want to work on changing laws or policies in your state that criminalize 
perceived or potential HIV exposure or transmission. But others just want to come together as a support 
group, sharing individual experiences and giving mutual assistance. How do you choose what to focus 
on? You might: 

x Break into two separate sub-groups – each focused on its own top priorities  
You could form separate interest groups functioning under one overall network umbrella. The 
challenge in this is deciding how to divide network resources  
It is wise to establish a resource-sharing formula from the beginning and re-evaluate it regularly – 
to increase transparency, and prevent resentment from developing, about how the network's 
budget, fundraising, tasks and time are divided 

x Meet together using an agenda that accommodates each interest group – for example:  
Start the meeting with a fixed amount of support group time; then go into the advocacy part of 
the meeting for the remaining time 

 

Even when we agree intellectually that other issues are very important, we aren't really motivated to 
come to meetings that don't focus on our priorities. Finding out what those priorities are for your 
members, and making room for them in the network's agenda, are essential to keeping your meeting 
attendance high. 

How Do You Communicate? 
Communication is a great equalizer. All members need to know when meetings are scheduled and hear 
about the network’s progress and upcoming activities. But keeping everyone in your network "in the 
loop" can be challenging. Some communication methods and challenges to consider:  

 

E-mail 
Does everyone have access to it?  

Members without computers may get their e-mail once or twice a week at a public library or elsewhere. 
Allow for this by avoiding sending "last-minute" messages that they may not receive in time. 
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Texting  
Does everyone have a cell phone?  

Also bear in mind that: 

x Some people have to pay for each text they receive; this can 
become costly 

x Privacy may be at risk for members living with others who are 
unaware of their HIV status 

x People with vision problems or difficulty typing may find 
texting impossible 

 

Phone tree  
An old-fashioned method, but one that may be useful for keeping 
everyone in the loop.  

Members who receive text or e-mail updates can phone other 
members to relay the information to them. Just ask if anyone prefers 
to be called with network news. If so, ask for volunteers willing to 
make those calls. 

It is important to remind members regularly of the group's agreed-
upon forms of communication. People who don't check their e-mails 
or texts very often may want to do so more frequently if that is how 
your group communicates. Likewise, people who don't answer the 
phone for numbers they don't recognize may need to reconsider this 
if you use a phone-tree method. 

How Do You Select Leaders and Make Decisions? 
"When the best leader's work is done, the people say, ‘We did 
it ourselves.'" 

– Lao Tzu, founder of the Chinese religion Taoism 

Traditionally, great leaders are portrayed as singular visionaries (the "statue on a pedestal"). However, it 
may be more productive to see such leaders as people skilled in helping groups to agree on important 
long-term goals and then keep moving forward, through the difficulties, to achieve those goals.   

A healthy group moves forward together because its members share a vision and want to realize it 
together. They respect the group's decision-making and leadership processes.  

Helpful Hint: Record 
Keeping 
It is important to make sure 
you have a system for 
passing along the group's 
essential records (such as 
member contact information) 
when members using those 
records leave the group, or 
simply can't participate for a 
while.  

You might keep copies of 
your group's records in 
secure electronic files that 
are accessible to a few key 
people, to ensure that when 
members leave or are 
inaccessible for any reason, 
you don’t lose: 

x Membership contact 
information 

x Meeting minutes (if 
you take them) 

x Bank information (if 
you have a group 
bank account) 

http://www.quotes.stevenredhead.com/ancient/Lau-Tzu.html
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Here are a just few ways for volunteer groups to make decisions and select leaders: 

 

Leaderless collective  
ACT UP (AIDS Coalition to Unleash Power) is a powerful example. ACT UP has about 14 active chapters 
now, but hundreds existed in the 1990s.  

x Each ACT UP chapter operates as a leaderless collective with no paid staff, dues, president or 
board of directors 

x Funding comes solely from private contributions, no government grants or contracts 
x Each chapter’s coordinating committee (which anyone can join at any time) sets each meeting’s 

agenda and suggests facilitators for it  
x At weekly general meetings, the agenda is accepted (or revised) and every decision is voted on 

by all who are present  

Members have acknowledged that "meetings can run very long and become…tedious and frustrating." 
But this structure deliberately avoids putting decision-making power in just a few hands, and ensures 
that all who participate in ACT UP committees and general meetings can shape the group's decisions. 

 

More structured leadership roles 
This model can be as tightly controlled as a military unit, or as flexible as a multi-person leadership team 
or a rotating leadership system.  

In the US, groups often use Robert's Rules of Order  – a step-by-step manual for running a conventional 
meeting. The steps include proposing an action (called "making a motion"), debating the proposal and 
then voting on a decision.  

In these systems, most of the authority is held by a few leaders for a pre-agreed period of time (called a 
"term"). When a member's term ends, other members are selected (often by vote) to step into those 
positions. 

 

External facilitation  
Having an objective outsider facilitate your meetings is another option.  

http://www.thebody.com/content/art14001.html
http://www.actupny.org/documents/start_chapter.html
http://www.actupny.org/indexfolder/NYC.html
http://www.actupny.org/indexfolder/NYC.html
http://www.advocatesforyouth.org/publications/371-chapter-3-building-networks-collaborating-for-community-education-and-advocacy
http://www.advocatesforyouth.org/publications/371-chapter-3-building-networks-collaborating-for-community-education-and-advocacy
http://smallbusiness.chron.com/nonprofit-organization-business-meeting-rules-21608.html


 

 

Page 19 of 47  

Ideally, this person will keep you on track, draw out all points of view on the issue under discussion, 
encourage members to listen to each other and guide you in coming to consensus (agreement), if 
possible.  

PLHIV networks sponsored by a host organization may be facilitated, initially or over time, by a social 
worker or another employee of the host group.  

This can be helpful at the outset, but it may be difficult in the long term. As facilitators get to know the 
group members, they naturally become less objective. External facilitation may be very helpful, 
however, when a group is choosing its organizational structure or when difficult conflicts arise. 

How Do You Share Power and Resolve Conflicts? 
Despite the democratic tone of our Constitution, US culture includes enormous inequalities shaped by 
race, sex, gender, age, physical ability, etc. To share power, we have to educate each other about how 
these inequalities give advantages to some of us while disadvantaging others. Acknowledging and talking 
openly about this in our networks is essential to figuring out how to make these groups operate as fairly 
as possible. 

 

Sharing power 
Figuring out how to share power in 
your network is part of this challenge. 
The following are a few tips for 
getting started. Discussing them 
(even if you don't implement all of 
them) can help your group think 
about how power sharing works in 
your group. 

Try to notice and discuss any practices in your network that automatically favor people with the most 
money, spare time, education, resources, etc. (i.e., privilege). Talk about what you can do to correct the 
imbalance.  

For example: 

� Does everyone have affordable transportation to get to meetings? If not, can you car-pool or 
provide bus/subway tokens? 
 

� Can you find a way to offer child care? More women especially may be able to join your network 
if they can attend meetings without paying for child care. 

US culture includes enormous inequalities shaped by 
race, sex, gender, age, physical ability, etc. ...  
Talking openly about this in our networks is essential 
to figuring out how to make these groups operate as 
fairly as possible. 

http://everydayfeminism.com/2014/09/what-is-privilege/
http://www.thebody.com/content/77740/as-race-and-privilege-take-center-stage-in-hiv-com.html
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� Are you summarizing all of the hand-outs aloud for those who aren't able to read them? 

 
� Can you give each other permission to point out privilege-based assumptions that come up (like 

someone asking members to chip in on "minor" network expenses, without being conscious how 
that can lead those who cannot contribute to feel uncomfortable or put "on the spot")? 
 

� Can you agree to discuss these issues without anyone feeling shame or guilt? 

 

Other strategies for addressing potential power imbalances: 

� Offer hands-on training opportunities to encourage all members to build their leadership skills. 
For example, you might have both a current Chair and an incoming Chair. Part of the current 
Chair’s job is to train the incoming Chair, who will take over the leadership when the current 
Chair’s term is over. 
 

� Set up procedures that encourage members to try on new roles. Can your sub-committees rotate 
their facilitator duties? This would give each member some practice in setting agendas, leading 
discussions and reporting on progress made. 
 

� Create an anonymous suggestion box where people can identify concerns they don't want to 
raise publicly (such as "the Chair uses words I don’t know; please break it down more" or "Let's 
eat before the meeting starts. We pay attention better when we aren't hungry"). 

 

Preventing conflict 
To avoid conflict, some networks put up a list of agreed-upon ground rules or expectations regarding 
conduct at the beginning of each meeting. These can be as simple as: 

x "Talk only when the moderator calls on you" 
x "Disagreement = OK, personal attacks = not OK" 
x "No yelling" 
x "No shaming 

… and other basic agreements.  

Less formal groups (those without a moderator) may designate a "vibes watcher" at each meeting 
whose job it is to stop the conversation and call attention to any emerging conflict that she or he 
notices. The group can then talk through the conflict before it escalates.  
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Some groups may choose to formalize their rules by putting a section in their bylaws (rules guiding 
conduct of a group's members) regarding acceptable and unacceptable behaviors.  

 

Resolving conflict  
Resolving conflict is another major challenge for networks. Psychologist Bruce Tuckman said that 
voluntary groups generally go through four phases in their development:  

x Forming (group coming together, agreeing on goals and starting to do tasks); 
x Storming (members experience conflict among themselves); 
x Norming (coming through conflict results in greater interconnection as a group); and  
x Performing (achieving common goals)  

"Storming" is a natural part of any group. Check out this resource for some good tips on dealing with 
conflict in a group. 

If the group isn't able to resolve the conflict, you may consider getting an external facilitator to help you 
through it. See the "external facilitation" section above for details. 

How Can We Grow PLHIV Leadership and Mentoring? 
Developing new leaders is a vital function of PLHIV networks. Having a diversity of experienced leaders 
helps networks expand and maintain momentum. New leaders also contribute talents and perspectives 
that make the PLHIV advocacy movement stronger. 

All members deserve opportunities to build their skills and move toward leadership positions in their 
areas of interest; the best leaders are constantly facilitating those opportunities for others. 

 

Formal leadership training  
This is another step that can help committed volunteers with local leadership experience to move 
forward. Unfortunately, it can also be expensive and hard to find. 

One option to explore:  

Do you work with your local Ryan White Planning Council, or some other entity that is required to 
demonstrate PLHIV involvement in their work? Suggest that they support you in getting credentialed, 
relevant leadership training for your network. Some are already offering it. 

In addition, a few national and local PLHIV organizations offer leadership training: 

x Positive Women’s Network - USA (PWN-USA)'s biennial SPEAK UP! National Leadership Summit 

https://en.wikipedia.org/wiki/Bruce_Tuckman
https://en.wikipedia.org/wiki/Bruce_Tuckman
http://www.doc.govt.nz/get-involved/run-a-project/community-project-guidelines/manage-conflict-in-a-group/
http://www.doc.govt.nz/get-involved/run-a-project/community-project-guidelines/manage-conflict-in-a-group/
https://swhiv.org/positive-peer-prevention/
https://pwn-usa.org/2016-summit/
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x Black AIDS Institute Community Mobilization College 
x New York State’s People Living With HIV/AIDS (PWA) Leadership 

Training Institute (mostly oriented toward self-advocacy with 
health care providers) 

x Pozitively Healthy Coalition, a national advocacy coalition 
comprised of PLHIV and allies 

x Sero Project, a network of people living with HIV and allies 
fighting for freedom from stigma and injustice, in partnership 
with the Positive Women’s Network, hosts the HIV Is Not a 
Crime Conference every other year 

x The Red Door Foundation hosts the Saving Ourselves 
Symposium, an annual conference to educate, encourage and 
empower the Black LGBTQI community 

 

If travel or in-person training events pose a challenge, take a look at 
this article featuring links to several online skill-building opportunities 
for PLHIV. 

Also look out for leadership training opportunities by way of 
conferences and annual meetings such as AIDS Watch and the HIV Is 
Not a Crime National Training Academy. 

 

Mentorship  
Mentorship is another way to develop and strengthen the skill sets that 
will help your members move forward in your network, as well as in 
other work and social settings.  

One source says a "mentor can be a role model, coach, sounding board, 
voice of reason, emotional support, counselor, and a trusted resource" 
for people developing their skills in new areas.  

Mentorship and peer navigation (when more experienced PLHIV help 
recently diagnosed people to access appropriate HIV care) has been a 
critical part of PLHIV networking since the beginning of the epidemic. 

Helpful Hint: Seeking 
Mentors Outside the HIV 
Community 
You can sometimes develop 
your skills and meet 
potential mentors by joining 
other, non-HIV related 
organizations that train their 
volunteers to take on new 
responsibilities.  

One PLHIV, for example, 
joined such an organization, 
was invited to accept 
committee assignments, and 
then met mentors willing to 
help her prepare for these 
new roles. This enabled her 
to gather valuable expertise 
that she can now bring into a 
PLHIV network, as well as 
other areas of her life. 

This process not only 
benefits the mentee (person 
receiving mentoring), but 
also raises HIV awareness 
and the need for PLHIV 
leadership in agencies where 
these issues are not usually 
discussed.  

The Florida Community 
Health Worker Coalition, 
Inc., is one example of an 
organization that supports 
and internally mentors its 
volunteers, offering trainings 
and events for networking 
and mentorship. 

https://www.blackaids.org/programs/african-american-hiv-university/community-mobilization-college
http://www.caiglobal.org/index.php?option=com_content&amp;view=article&amp;id=47:pwa-leadership-training-institute-lti&amp;catid=41:project-description&amp;Itemid=497
http://www.caiglobal.org/index.php?option=com_content&amp;view=article&amp;id=47:pwa-leadership-training-institute-lti&amp;catid=41:project-description&amp;Itemid=497
http://www.healthhiv.org/sites-causes/pozitively-healthy/
http://www.seroproject.com/
http://www.hivisnotacrime.com/
http://www.hivisnotacrime.com/
http://www.trdfoundation.com/new-index-1/
http://www.trdfoundation.com/new-index-1/
http://www.thebody.com/content/77534/5-ways-to-fight-hiv-stigma-by-building-your-skills.html
http://www.aidsunited.org/Policy-0024-Advocacy/AIDSWatch.aspx
http://www.hivisnotacrime.com/
https://www.mentorcity.com/en/what-does-a-mentor-do
http://www.thebody.com/content/74702/someone-whos-sailed-the-same-seas-on-peer-mentorsh.html
http://www.floridahealth.gov/provider-and-partner-resources/community-health-workers/fl-chw-coalition/
http://www.floridahealth.gov/provider-and-partner-resources/community-health-workers/fl-chw-coalition/
http://www.floridahealth.gov/provider-and-partner-resources/community-health-workers/fl-chw-coalition/
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Mentorship training outside the context of getting medical services, however, is less widely supported 
and available. 

See AIDS United’s presentation, "The Power of Positive Voices," for a good overview of how mentorship 
builds the capacity of PLHIV network members to advocate together and individually for all of our needs 
and rights, inside and outside of heath care settings. 

The US PLHIV Caucus (also known as the HIV Caucus) collectively speaks with a unified voice for people 
living with HIV in the US. It provides opportunities for both individual PLHIV and PLHIV networks to build 
their advocacy skills. Criteria for joining the Caucus' Coordinating Council and their Steering Committee 
are listed on their website.  

 

Selected References 
ACT UP New York, "How to Start an ACT UP Chapter" 
(http://www.actupny.org/documents/start_chapter.html)  

Advocates for Youth, "Building Networks: Collaborating for Community Education and Advocacy" 
(http://www.advocatesforyouth.org/publications/371-chapter-3-building-networks-collaborating-for-
community-education-and-advocacy) 

Chron.com, "Nonprofit Organization Business Meeting Rules" (http://smallbusiness.chron.com/nonprofit-
organization-business-meeting-rules-21608.html) 

TheBody.com, "As Race and Privilege Take Center Stage in HIV Community, a Call for Listening and 
Allyship" (http://www.thebody.com/content/77740/as-race-and-privilege-take-center-stage-in-hiv-
com.html) 

TheBody.com, "5 Ways to Fight HIV Stigma by Building Your Skills Online" 
(http://www.thebody.com/content/77534/5-ways-to-fight-hiv-stigma-by-building-your-skills.html) 

MentorCity, "What Does a Mentor Do?" (https://www.mentorcity.com/en/what-does-a-mentor-do) 

AIDS United, "The Power of Positive Voices" (http://www.aidsunited.org/webinars/the-power-of-
positive-voices) 

  

http://www.aidsunited.org/webinars/the-power-of-positive-voices
http://www.hivcaucus.org/about.html
http://www.actupny.org/documents/start_chapter.html
http://www.advocatesforyouth.org/publications/371-chapter-3-building-networks-collaborating-for-community-education-and-advocacy
http://smallbusiness.chron.com/nonprofit-organization-business-meeting-rules-21608.html
http://www.thebody.com/content/77740/as-race-and-privilege-take-center-stage-in-hiv-com.html
http://www.thebody.com/content/77740/as-race-and-privilege-take-center-stage-in-hiv-com.html
http://www.thebody.com/content/77534/5-ways-to-fight-hiv-stigma-by-building-your-skills.html
https://www.mentorcity.com/en/what-does-a-mentor-do
http://www.aidsunited.org/webinars/the-power-of-positive-voices
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FUNDRAISING 
Of the 71 US-based PLHIV networks that SERO surveyed, 82% said lack of funding was the number one 
barrier that kept them from doing all the advocacy work they wanted to do. 

This chapter discusses various ways for networks to raise money, and points out issues to consider as you 
decide which strategies to use. It also highlights online sources for more information about these. 

 

PLHIV networks face some unique challenges, including: 

x HIV stigma, added on top of all your local "-isms" regarding race, class, sex/gender issues, etc. 
x Lots of funders don't give to controversial causes and, regrettably, still see open discussion of HIV 

as "controversial"  
For example, corporate and community donors (civic and faith-based groups, philanthropic 
clubs, etc.) may be more comfortable donating new playground equipment (which is highly 
visible and involves cute kids) than funding a PLHIV network's monthly dinner meetings. 

x Many funders will only give to groups that are professionally staffed and registered with the IRS as 
legal corporate entities 
Many PLHIV networks, especially those just getting started, are not in this position yet or may 
choose to remain unincorporated. 

x Progressive funders (those likely to support PLHIV) unfortunately often don't fund an 
organization's basic operations costs like rent, supplies, stipends or salaries, etc.  
Instead, they prefer to fund specific, time-limited projects that produce defined deliverables 
(tangible products like a report or a workshop).  
Inside Philanthropy wrote that conservative non-profit groups tend to be "more effective 
because they received a lot of operating grants, while liberal groups were not so effective 
because a lot of their grants were tied to specific programs." 

None of this means you can’t raise money. It just means that it's a good idea to check out what projects a 
potential funder has contributed to in the past, and to be realistic about who your best candidates are 
before you start asking people for money. Otherwise, you may waste significant time and effort. 

What Is the Official Tax Status of Your PLHIV Network? Do You Have One? 
Where and how you can raise money, to a large extent, depends on this.  

 

 

http://www.seroproject.com/network-empowerment-project/
http://philanthropyjournal.blogspot.com/2012/03/fundraising-opportunity-for-advocacy.html
https://docs.google.com/spreadsheets/d/1Pap9PhXi_XbC1CzLFQeOe6cql5NeNDeo8WC3RIKZeP8/edit?usp=sharing
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Are you: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

For a flow chart showing even more detailed information regarding tax status for different types of 
groups, follow this link. 

A small, informal group that meets 
locally or online, with no official 

tax status or incorporation? 

Operating under the umbrella of a non-profit 
organization or institution that has a tax-exempt 

status? 

Registered as non-
profit, tax exempt 

organization already? 

Your attorney or accountant 
will know: 

x How this affects 
your fundraising 
efforts 

x How best to explain 
this to potential 
donors 

You may accept contributions 
from individuals or local 
organizations: 

x Likely to be relatively 
small amounts, since 
such donations are 
not tax deductible for 
donors  

x Adds up if you collect 
a lot (public tabling, 
participating in 
special events, raffles, 
etc.)  

x Make sure that every 
donor knows you are 
not tax exempt 

Your group can get grants or 
donations:  

x Requires getting a 
registered organization 
to agree to sponsor you 

x Donations can be made 
to your sponsor 
organization and then 
funneled to you 

x Sponsor often keeps a 
percentage for 
administrative costs in 
these arrangements 
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It is also possible to look for and recruit a fiscal sponsor organization, if you don’t have one already.  
More information on how to go about that is available here.  

Federal regulations also determine the types and amounts of advocacy work that tax-exempt 
organizations are allowed to do. If your network does advocacy, talk with your sponsor about this and 
make sure you are both in agreement about what you will do and what you will not do. The myth that 
tax-exempt organizations can't do any advocacy or lobbying is not true! 
But there are legal limits.  

Who Can We Partner With? 
To start up and survive in the 1980s and '90s, HIV-related organizations 
had to be very creative about building partnerships and raising money. 
The super-stars of this wave of creativity include: 

x AIDS Walks, started in 1985 and now occurring annually in dozens 
of cities 

x Dining Out for Life, started in 1991. In 2015, hundreds of 
restaurants in 53 cities participated in Dining Out for Life 

x The AIDS Rides, with annual fundraisers in several cities and a 
spin-off, Positive Pedalers 

 

If these or similar fundraising events are happening in your area and your 
network is not involved in them, find out if you can join. Funds raised by 
these events are typically shared by the partners involved. 

HIV/AIDS activists have also built many smaller local partnerships to raise 
money. We reach out to all kinds of congregations, schools, colleges, 
businesses, hospitals, community organizations and other rights groups to 
organize the joint production of car-washes, raffles, bingo nights, 
community concerts, theatre events, fashion shows, jewelry sales (see 
sidebar), and all kinds of other fundraising strategies. 

The prevalence of HIV stigma sometimes makes it challenging to reach 
out to new partners. But – in addition to raising money – making your 
PLHIV network visible at community events such as these helps to break 
down the stigma, because it enables other groups to get to know PLHIV as 
real people. The Grassroots Fundraising Journal is another place to go for 
information about growing your network's resources. 

Worth Noting: 
BeadForLife 
BeadForLife, a non-profit 
organization that began in 
Uganda, sells affordable 
jewelry and crafts made 
by African women living 
with HIV. Affiliated groups 
in other countries sell 
these products, keeping 
part of the proceeds and 
sending part back to 
BeadForLife.  

Your network might 
consider selling 
BeadForLife items, 
perhaps in partnership 
with a local faith group or 
school. Doing so can help 
you raise money and work 
in partnership with allies – 
while also taking your 
town’s pulse on HIV issues 
by talking to your 
customers. It also 
provides a chance for 
network members get 
used to talking about HIV, 
whether or not they are 
ready to disclose their 
own HIV status. 

https://www.nonprofitoregon.org/helpline_resources/tools_information/faqs/fiscal_sponsorship
https://www.independentsector.org/resource/lobbying-guidelines-for-public-charities/
http://www.aidswalk.org/
http://www.diningoutforlife.com/about/measures_of_success/
http://www.pospeds.org/
http://www.aids-services.com/news/sunny-day-for-charity-car-wash/
http://saaf.org/ways-to-support/2015-jim-click-mustang-raffle/
http://www.aidsfundphilly.org/events/gaybingo
http://www.pedaids.org/news/entry/wamego-teens-plan-community-concert-to-benefit-pediatric-aids-foundation
https://www.swconline.org/fundraisers/annual-theatre-benefit/
https://www.swconline.org/fundraisers/annual-theatre-benefit/
http://wate.com/2015/08/08/knoxville-organization-hosts-hivaids-benefit-fashion-show/
http://www.grassrootsfundraising.org/sustainable-organizations/grassroots-fundraising-journal/current-issue-2/
https://www.beadforlife.org/frontpage/us
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Where Is There Money That We Can Go After? 
If your group is sponsored by a larger organization (the "blue" category above), asking your sponsor is 
the logical place to start. Request a meeting with the person in charge of your sponsor's fundraising to 
discuss possible funding sources.  

If you are already registered as tax exempt (the "green" category), you likely have some experience with 
fundraising, or have staff with expertise in it. 

If you are in the "red" category, a more informal group from a tax standpoint, it's a good idea to make a 
map of the entities that might be persuaded to give your network money or other goods or services. 
Brainstorm first, and then look at your list realistically. 

 

Individuals and families 
Who do you know, and what resources do they have? (not just money; see "In-Kind" section below)  

Are there affluent people or families in your community affected by HIV? 

x If so, does anyone in your group have any connection through which to approach them? 
x Could you ask them to make a donation in someone's memory? 
x Or a survivor's gift celebrating a birthday or milestone of a loved one living with HIV? 
x Or can you consider establishing an "Angels" list of benefactors who contribute to your 

organization annually?  
x Without actually soliciting dues, you could let donors know that their names will appear on this 

list (which will be printed in all your publications) if they donate a certain amount per year to 
your network. 

Even if you have a personal connection, asking someone to give you money is difficult. Some tips and 
techniques to practice if you are making "the ask" in person are available here. 

Perhaps you decide to send letters to ask for donations. A template and some tips on writing such 
letters are available here.  If these donations are not tax deductible, make that clear. 
 

Corporations and businesses 
Here are a few tips for approaching businesses for donations: 

x Show the business' leaders how supporting your network will be recognized and appreciated  

http://nonprofithub.org/fundraising/7-tips-on-asking-for-donations-its-intimidating-we-get-it/
https://www.qgiv.com/blog/fundraising-letter-templates/#standard
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o How you propose to publicize this connection? Will you 
put their logo on some of your materials? A recognition 
banner or opportunity to be acknowledged at an event? A 
letter to the editor in a local paper thanking them? An 
official certificate acknowledging their support?  

o Show them how supporting you will make them look like 
"good guys." This is called "selling them" on supporting 
your group. Find tips for selling a business on this here. 

x Ask for in-kind donations (more details in the "In-Kind" section 
below) 

x A number of major national chain companies (such as Walmart, 
Wells Fargo, McDonald's, and other national retailers, banks and 
restaurants) have local grant programs for community work. Ask 
the management at your local branches of these and other 
companies about their grant programs and, if applicable, how to 
apply  

 

Philanthropies, foundations, government grants 
Non-profit organizations get most of their money from these sources. As 
noted above, you can’t apply to them unless your network or your 
network’s sponsor is registered with the IRS as a non-profit organization. 

Idealist.org has a good overview of the types of fundraising that 
registered organizations can do – from grant-seeking to major gifts from 
wealthy donors to capital campaigns, telemarketing, etc. A free listing of 
foundations is also available at the Foundation Center. 

Just getting started? Talk to specialists who know your PLHIV network, 
such as the lawyer who registered you as a non-profit or your sponsor 
organization's fundraising staff. SERO's Network Empowerment Project is 
putting together a "skills bank" of professionals (lawyers, trainers, 
accountants, and possibly fundraisers) who donate consulting time. They 
may be able to provide some guidance to get you started, if necessary.  

Applying for grants and government funding is complex. If you haven't 
done it before, it's wise to start by working with someone who has. 

Worth Noting: Dues or 
No Dues? 
It is rare for a PLHIV 
network to collect 
membership dues, in part 
because many members 
may be stretched 
financially. For networks 
considering a dues 
structure, this report 
from the Sylvia Rivera 
Law Project (SRLP) may 
be a useful resource. SRLP 
and partners interviewed 
many grassroots groups 
about their fundraising 
experiences.  

An immigrant justice 
organization in New York 
had a low annual 
membership cost which 
they waived for those 
who couldn't afford it; but 
99% of members pay. 
Organizers said it fostered 
a sense of commitment. 

A group of LGBTQI 
individuals across the 
South collects sliding-scale 
dues, but struggles with 
holding members 
accountable to paying 
dues while recognizing 
their financial challenges. 
They ask individuals to 
donate money or time to 
become members. 

http://www.donordrive.com/blog/beyond-sponsorship-a-better-approach-to-corporate-funding-for-nonprofits/
http://www.idealist.org/info/Nonprofits/Dev1#types
http://www.foundationcenter.org/findfunders/
http://www.seroproject.com/network-empowerment-project/
https://srlp.org/wp-content/uploads/2013/05/SRLP_From_The_Bottom_Up.pdf
https://srlp.org/wp-content/uploads/2013/05/SRLP_From_The_Bottom_Up.pdf
https://srlp.org/wp-content/uploads/2013/05/SRLP_From_The_Bottom_Up.pdf
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In-Kind: What Else Can We Ask for Besides (or in Addition to) Money? 
Cash is great, but non-cash donations can also be very helpful to your network. Donated material goods 
or services are called "in-kind" donations. You can request them from corporations, other organizations, 
community groups or even individuals.  

As Grantspace points out, you might ask corporations for:  

x Goods, such as 
o Computers 
o Software 
o Furniture 
o Office equipment; 

x Services, like  
o Meeting space 
o Administrative/financial support 
o Photocopy and mail services; and/or 

x Expertise, in the form of  
o Legal, tax or business advice 
o Strategic planning 
o Marketing and website development 

 

You are already getting some in-kind support if a local church/temple/mosque/meeting house lets your 
group meet in its social hall. Look here for ideas about the wide range of other in-kind benefits you 
might ask for.  

For example, you could ask: 

� A business or agency for a little office space – maybe just a spare desk your members could use, 
an address where you can receive network mail and a place to store your network's paper 
records? 
 

� A local stationary store or photocopy shop for supplies and/or some free photocopying time? 
 

� Nail salons, barber shops, coffee shops and other small businesses for coupons for free services (a 
trim, a latte) that you give out as incentives to get people to attend meetings? 
 

http://grantspace.org/tools/knowledge-base/Funding-Resources/Corporations/in-kind-gifts
http://ctb.ku.edu/en/table-of-contents/sustain/long-term-sustainability/solicit-contributions/main
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� Candy or cosmetic companies – or drug stores – for boxes of small candy bars, lip balm, tubes of 
hand lotion, etc., to use as "free gifts" to attract people when you do public education tabling? 

 

Maybe you want to go to your state capital for a lobby day. You can cover the whole cost of the day if: 

� A local business pays for the T-shirts (they get to have their logo on it along with yours) 
 

� The bag lunches come from one sandwich shop and the juice and soda from another 
 

� A photocopy shop agrees to copy the materials and hand-outs you will need 
 

� A faith group, club or other organization agrees to pay for the bus to get you there and back 

 

SUPER-important with any kind of contribution, and especially with in-kind donations: 

x Keep clear and well-organized worksheets that track what each person, organization or company 
contributed  

o Note the dates and the dollar value, if it was an in-kind contribution 
x Thank everyone who contributes promptly and in writing (as well as in person, if possible) 

 

This is essential, because: 

x You want to your donors to feel valued and recognized, so they will give to you again 
x You want to be known as a responsible, appreciative group that the community likes 
x You need this information to compile your annual financial records and apply for future grants 

 

Funders sometimes require groups to raise "matching funds" (e.g., "we will give you $5,000 if you can 
show that you have raised $5,000 on your own"). You can usually count in-kind donations as money that 
you have raised, but ONLY if you have clear documentation of what you got, when, from whom, and 
how much it was worth.  

It is best not to exaggerate the worth of the donation — make it the same as what you would have been 
charged if you had paid for whatever was donated. These records also tell the funder that your group is 
accountable, well respected and has support in the community. 

http://ctb.ku.edu/en/table-of-contents/sustain/long-term-sustainability/solicit-contributions/main
http://ctb.ku.edu/en/table-of-contents/sustain/long-term-sustainability/solicit-contributions/main
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It is a very good idea to use this specific formula for thank-you letters to in-kind donors, because it may 
enable them to list the donations on their tax returns. 

Selected References 
Inside Philanthropy, "Fundraising opportunity for advocacy work" 
(http://philanthropyjournal.blogspot.com/2012/03/fundraising-opportunity-for-advocacy.html) 

Jacobson Jarvis & Co. PLLC, "What Not-for-profits Need to Know About Tax Compliance" (PDF) 
(https://www.sos.wa.gov/_assets/charities/What%20Not-for-
profits%20Need%20to%20Know%20About%20Tax%20Compliance%20Jacobson%20Jarvis%20(2).pdf)  

The Nonprofit Association of Oregon, "Fiscal Sponsorship" 
(https://www.nonprofitoregon.org/helpline_resources/tools_information/faqs/fiscal_sponsorship) 

Independent Sector, "Lobbying Guidelines for Public Charities" 
(https://www.independentsector.org/resource/lobbying-guidelines-for-public-charities/) 

Nonprofit Hub, "7 Tips on Asking for Donations — It’s Intimidating, We Get It" 
(http://nonprofithub.org/fundraising/7-tips-on-asking-for-donations-its-intimidating-we-get-it/) 

Qgiv, "Standard Donation Request Template" (https://www.qgiv.com/blog/fundraising-letter-
templates/#standard) 

Worth Noting: Don't Forget Scholarships! 
You can build your members' skills without depleting the group's funds by getting scholarships to conferences and 
trainings. Some annual events include: 

AIDS Watch: Held in Washington DC, it's the "largest annual constituent-based national HIV/AIDS advocacy 
event." Participants get advocacy training and visit their local Congress members in their DC offices. You can apply 
for travel and hotel scholarships. 

HIV Is Not a Crime National Training Academy: "Skills-building training, with an emphasis on grassroots 
organizing, advocacy, coalition-building and campaign planning." Scholarships are awarded at three levels. Full 
scholarships include registration, lodging and travel. 

Positive Living Conference: Held in Fort Walton Beach, in the Florida Panhandle, since 1997, it is the largest 
annual gathering of PLHIV in the US. PLHIV pay a scholarship rate of $100 for all meals, workshops, social events 
and lodging in a beachside setting for the duration of the conference. 

United States Conference on AIDS: Held annually in a different US city each year. Scholarships generally cover 
registration, hotel nights during the conference and $100 toward travel costs. 

 

http://www.raise-funds.com/2008/in-kind-gifts-how-to-acknowledge-and-recognize-them/
http://philanthropyjournal.blogspot.com/2012/03/fundraising-opportunity-for-advocacy.html
https://www.sos.wa.gov/_assets/charities/What%20Not-for-profits%20Need%20to%20Know%20About%20Tax%20Compliance%20Jacobson%20Jarvis%20(2).pdf
https://www.nonprofitoregon.org/helpline_resources/tools_information/faqs/fiscal_sponsorship
https://www.independentsector.org/resource/lobbying-guidelines-for-public-charities/
http://nonprofithub.org/fundraising/7-tips-on-asking-for-donations-its-intimidating-we-get-it/
https://www.qgiv.com/blog/fundraising-letter-templates/#standard
http://www.aidsunited.org/Policy-0024-Advocacy/AIDSWatch.aspx
http://www.hivisnotacrime.com/
http://www.aidsoasis.org/positive-living
http://www.2017usca.org/
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(http://www.idealist.org/info/Nonprofits/Dev1#types) 

Foundation Center, "Find Funding" (http://www.foundationcenter.org/findfunders/) 
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Dining Out for Life, "Measures of Success" 
(http://www.diningoutforlife.com/about/measures_of_success/) 

Positive Pedalers (http://www.pospeds.org) 

Lowcountry AIDS Services, "Sunny Day for Charity Car Wash" (http://www.aids-
services.com/news/sunny-day-for-charity-car-wash/) 

Southern Arizona AIDS Foundation, "2016 Jim Click Mustang Raffle" (http://saaf.org/ways-to-
support/2015-jim-click-mustang-raffle/) 

AIDS Fund Philly, "GayBINGO!" (http://www.aidsfundphilly.org/events/gaybingo) 

Grantspace KnowledgeBase, "How can I find sources of in-kind gifts?" 
(http://grantspace.org/tools/knowledge-base/Funding-Resources/Corporations/in-kind-gifts) 

Community Tool Box, "Section 11. Soliciting Contributions and In-kind Support" 
(http://ctb.ku.edu/en/table-of-contents/sustain/long-term-sustainability/solicit-contributions/main) 

Raise-Funds, "In-Kind Gifts: How to Acknowledge and Recognize Them" (http://www.raise-
funds.com/2008/in-kind-gifts-how-to-acknowledge-and-recognize-them/) 

AIDS United, "AIDS Watch" (http://www.aidsunited.org/Policy-0024-Advocacy/AIDSWatch.aspx) 
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http://www.donordrive.com/blog/beyond-sponsorship-a-better-approach-to-corporate-funding-for-nonprofits/
http://www.idealist.org/info/Nonprofits/Dev1#types
http://www.foundationcenter.org/findfunders/
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http://grantspace.org/tools/knowledge-base/Funding-Resources/Corporations/in-kind-gifts
http://ctb.ku.edu/en/table-of-contents/sustain/long-term-sustainability/solicit-contributions/main
http://www.raise-funds.com/2008/in-kind-gifts-how-to-acknowledge-and-recognize-them/
http://www.aidsunited.org/Policy-0024-Advocacy/AIDSWatch.aspx
http://www.hivisnotacrime.com/
http://www.2017usca.org/scholarships
http://www.2017usca.org/scholarships
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BUILDING NETWORK EFFECTIVENESS THROUGH 
COLLABORATION 
This chapter looks at how PLHIV networks build external relationships with other entities and recruit 
allies who will collaborate with you while working toward a common goal.  

Building relationships is also how you help public policy makers, funders and the media understand who 
your network is, what it is doing and why it is important. Most of the strategies for doing this successfully 
come straight out of the rules we learned in childhood of "playing well with others." They still apply! 

 

Obviously, how you go about establishing an external presence depends a great deal on where you are. 
The Action Center – an advocacy group within the organization GMHC (Gay Men's Health Crisis) in New 
York City – experiences different challenges than those faced by Brave New Day, an organization in 
Mississippi whose rural members are so constrained by HIV stigma that some can only attend a meeting 
about once a year.  

This chapter includes approaches for network building that most networks may be able to adapt and 
use. It focuses on collaborating with allies at the local and state level because, as former Speaker of the 
U.S. House of Representatives Tip O’Neill once said, "All politics is local." When you are trying to change 
something in your state or community, your strongest allies are likely to be respected people and 
organizations at the state and local level. 

Several national organizations can also be very helpful allies, including US PLHIV Caucus, Sero Project, 
Positive Women’s Network - USA, HIV Prevention Justice Alliance, AIDS United and others. These larger 
groups may be able to help publicize your advocacy initiatives, provide strategy suggestions and, 
occasionally, may be able to point you to funding for some of your work. It is definitely helpful to follow 
their listservs and make contact with them, as well. 

Mapping Out Current Allies and Possible New Allies 
Most PLHIV networks already have or could likely establish relationships with at least a few external 
organizations, including: 

x Your local Ryan White Planning Council (or its Community Advisory Board) 
x The HIV/AIDS offices within your state and county Health Departments 
x Local community-based organization (CBOs) providing case management or other services   
x HIV/AIDS service organizations (HASOs) and other medical providers your members use 

mailto:www.seroproject.com
http://www.aidsunited.org/Contact.aspx
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x Colleges and universities 
x Clinical research sites 
x Organizations working on LGBTQI issues 
x Organizations working on other civil liberties and racial, gender and economic justice issues 
x Neighborhood and community activists 
x Local faith leaders and organizations 

 

You probably already know what to expect from some or all of these organizations. So how can you 
proceed when you want to take on a project that requires more external support than you have 
received from them in the past? If your main barrier is lack of resources, then this is probably a 
fundraising challenge (please see Fundraising chapter). 

If it is an advocacy issue (you need to change public policy or opinion), you may want to approach it as a 
community relations challenge. If you can recruit some partners from this list who share your goal, you 
can figure out how to work together to pull it off. If it works, this success will have the added benefit of 
making it easier for you to engage them in future collaborative work. Success breeds trust and 
confidence between partners.  

 

Building effective alliances with other groups 
Here are some ground rules:  

� Everyone needs to get something out of it 
 

� Everyone gets to have a say in what we do together  
No one should try to take over and control the process 
 

� We don’t have to agree on everything – just on how to go forward in this one project 
It is always possible to disagree with each other respectfully in conversation, and then move 
back to the topic on which you agree and are collaborating 

 

A study on building effective partnerships between activists and researchers cited some additional 
characteristics that are important to building alliances generally, including: 

� Each side must be viewed as having something to contribute 
 

http://repository.upenn.edu/cgi/viewcontent.cgi?article=1003&amp;context=cplan_papers


 

 

Page 35 of 47  

� People show their commitment to the collaboration by attending important meetings and 
staying on schedule 
 

� Clear goals and harmonious agendas are essential 

 

Case study  
This is just one example to illustrate how you might find and engage with collaborators:   

 

Task: Your PLHIV network wants to push your state legislature to increase the budget for your 
state’s ADAP. 

Step 1: 
 
looking for allies 

Make a list of organizations that are both well-positioned and possibly willing to join with 
you in advocating for this.  
Local HASOs and other HIV-related groups in your area come to mind immediately.  
What if they don’t seem interested in working with you, however, or haven’t really done 
much on such issues in the past?  

Step 2: 
 
making contacts 

It is still worthwhile to meet with them to discuss it. Offer to visit their offices or take them 
out for coffee.  
Discuss the issue and talk about how it is related to the best interests of their clients. Ask 
them to suggest other potential partners who might be interested. This may lead to them 
introducing you to valuable new allies.  
Offer to keep them posted on your advocacy progress, in case they want to join in later. If 
possible, never shut the door completely on a potential ally relationship. 

Step 3: 
 
coming up with 
more potential 
allies 

Look around for other organizations or influential people who also pay attention to state 
funding for health programs.  
Would it be possible to partner with them and work out an advocacy position that 
addresses both what they need and what your network needs?   
You may want to brainstorm a list of other groups you might approach. Brainstorming is an 
exercise where you don't limit yourselves – so put up every possible idea you think of! 
Decide afterwards which ones you want to pursue. 

http://www.brainstorming.co.uk/tutorials/whatisbrainstorming.html
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Step 4: 
 
figuring out how 
to pitch it 

Remember the rule above: "Everyone has to get something out of it"? Ask yourselves which 
groups you have brainstormed could really advance their own goals by partnering with you.  
Decide how you will present this opportunity when you talk with them. For this particular 
case study, for example, you might use these points with potential partners:  

x Local Cancer Society – "high drug prices are a big problem for both PLHIV and 
people with cancer. Can you support us on ADAP if we support you on cancer 
funding legislation?" 
 

x Disability rights groups – "PLHIV are classified as disabled. Can you support us on 
ADAP if we support you on another disabilities rights issue?" 
 

x Civil rights groups – "the ACLU supports our right to confidential access to our 
medicines. ADAP is a big part of this. Will you help with ADAP if we help you with 
another civil rights bill?" 
 

x Hepatitis C (hep C) groups – "people are often co-infected with HIV and hep C – will 
you advocate for these members by joining with us on ADAP?" 
  

x Physicians, nurses, medical students associations – "American Medical Students 
Association (AMSA) regularly advocates for HIV/AIDS funding nationally. Can your 
local chapter support it at this local level?" 

Step 5: 
 
enlist other new 
supporters, too 

Other allies may be willing to support you publicly without receiving any implied or explicit 
benefits in exchange. Since their support can help strengthen your advocacy, it's important 
to reach out to them also.  These can include: 

x A popular area newspaper columnist who might, if asked, write a column about 
your issue 

x Clergy members or academic experts who might co-sign letters to the editor or 
letters to your state legislators on this  

x Local elected officials who can talk to other legislators 
x National advocacy organizations that support PLHIV issues  

 

Keeping Your External Relations Constructive and Productive 
Most of us deal differently with our family members than we do with our professional colleagues. Since 
we are generally less close to the people we work with, we tend to be a bit more polite and careful in 
our interactions with them.  

Similarly, it is useful to be careful when building collaborative relationships between organizations – 
especially when new partners are learning to trust each other. 

https://www.washingtonpost.com/news/wonk/wp/2015/06/30/how-new-drugs-helping-millions-of-americans-live-longer-are-also-making-them-go-broke/
https://www.washingtonpost.com/news/wonk/wp/2015/06/30/how-new-drugs-helping-millions-of-americans-live-longer-are-also-making-them-go-broke/
https://www.washingtonpost.com/news/wonk/wp/2015/06/30/how-new-drugs-helping-millions-of-americans-live-longer-are-also-making-them-go-broke/
https://www.ada.gov/hiv/ada_q&a_hiv.htm
https://www.aclu.org/files/pdfs/hivaids/hiv_civilrights.pdf
http://www.thewellproject.org/hiv-information/treatment-hepatitis-c-people-living-hiv
http://www.amsa.org/advocacy/takeaction/
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It makes sense to consider carefully which person in your network is best suited to be your lead 
representative in any given coalition or alliance. It may not be the same person who chairs your 
network's internal meetings (which is more of a "family" setting). It also may not be you – because 
advocacy issues are about more than ourselves. Your group is choosing someone to be your ambassador 
– responsible for listening carefully to your prospective ally's interests and concerns, asking questions to 
learn more about their priorities and exploring how to put together a collaboration that could benefit 
both groups.  

Keep in mind that your potential allies are likely over-worked and under-funded already. For this reason, 
they may be more likely to participate if the collaborative plan adds as little as possible to their workload. 
They will also likely be more open if the effort, in return, can give them successes to report to their 
boards and contributors.  

Even if the potential ally doesn't take you up on the offer, it is important to give a good impression and 
leave the door open for future collaboration. You might want to ask, "Who else do you think I should be 
talking to about this?" and, if they make a suggestion, ask "Is it OK if I say that you suggested them to 
me?" Most people like to be asked for their advice.  

It is also helpful to maintain occasional contact with organizations that decline a collaboration offer.  
Their feelings on collaboration may change once you are successful, and your organizational interests 
may align with theirs in the future. 

Building Fair and Accountable External Relations  
When two or more organizations collaborate, each group's credibility (including with its funders) is on 
the line to some extent. Most organizations are careful about when and how they express their 
solidarity with other organizations, especially when controversial issues like HIV are involved.  

If an advocacy partner suddenly says or does something publicly that you don't agree with, it could 
negatively affect your group's reputation. Understanding this, it makes sense that your new 
collaboration partners may well be having the same concerns about you! 

You can ease these concerns by being accountable and positive with your new partners from the outset. 
This means:  

x Keeping all commitments you make to each other (including attending meetings, respecting 
deadlines, etc.)  

x Speaking well of your partners  
x Offering to discuss the collaboration with their boards, if that is useful  

 

Be a good partner, but be authentic.

https://www.google.com/#q=solidarity+definition
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Partnership Meetings: Preparation, Execution, Follow-Up 
It is wise – especially in new partnerships – to prepare written agendas before each meeting and to write 
up a summary that you distribute afterwards, explicitly listing the "action steps" agreed to at the 
meeting.  

Yes, this requires more work than just talking to your partners informally and making verbal agreements. 
It pays off, however, by enabling you to avoid misunderstanding or disagreements that can sabotage a 
potentially productive collaboration.  

Starting and ending your meetings on time (whether in person or by phone) also shows your respect for 
everyone's already busy schedules.  

To keep things moving without delays, it is helpful to: 

x Ask partners to be specific about whether they have time to take on a task and get it done.  
You might say, for example, "If you don’t have time to draft a statement on this, can you maybe 
review a draft that I write?" That encourages people to make realistic agreements and stay on 
schedule. It also shows what a super-helpful partner you are! 

x Circulate a written summary of decisions reached at each meeting.  
Sending this out to all participants gives everyone a chance to make corrections if they disagree 
with your account. 

x Include a timeline in the summary indicating the deadline by which each task will be completed 
and by whom. This helps to keep people from procrastinating on their assignments. 

x At the end of each meeting, agree on the next meeting date and review your whole project 
timeline ("So we get X, Y and Z done by March 1 and then we'll be on schedule to finish by July 
31.")  

 

Establish procedures at the outset for how you will handle important decisions when key people are 
absent:  

x Are such decisions final or can they be revisited at the next meeting?  
x Are members encouraged to submit written comments before the meeting if they know in 

advance that they will be absent?  
x Can you commit to getting all meeting agendas out at least a week before the meeting so that 

everyone is prepared and present if possible – or able to submit comments if they can't attend?    
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These steps may seem overly formal. But they will help you to win the trust of your new allies (especially 
if you do the work of writing up the summaries, etc.). These steps show that you respect their time and 
energy, you are a reliable partner and you are accountable for what you take on. 

Inside/Outside Tactics 
There are times when it is useful to work with organizations whose style is very different from yours. 
There is an old expression that every movement "needs its egg throwers and its omelet makers" – 
meaning different strategies may be useful, including the classic "inside/outside" model. 

It is sometimes advantageous for two organizations to collaborate privately on advancing shared goals, 
even if they are viewed publicly as being miles apart on most things. ACT UP chapters, known for their 
highly visible demonstrations and protests in the streets, for example, also collaborated "behind the 
scenes" with advocacy partners in government-funded health department offices to make change 
happen.  

Such informal alliances are characteristic of the inside/outside approach to advocacy. With clear 
planning and trust, this approach can be very effective in getting policy makers to take your demands 
seriously and act on them. It is especially useful when the targeted policy makers really don't care about 
your issue and are not responding, even when highly credible advocates contact them about it. 

When policy makers are not responsive, it may be time to turn up the pressure by getting the attention 
of the press. To attract the press, "outside" activists can spotlight the issue with non-violent 
demonstrations, "die-ins," hunger strikes, marches, vigils and highly visible forms of civil disobedience. In 
covering these actions, the press naturally turns to the relevant politicians for reaction statements, thus 
making them address the issues. 

Examples of inside/outside strategies 

Outside Inside Optimal Result 

Striking picketers Union negotiators Contract changes 

Civil disobedience NGO and community leaders Changes in law/policy/funding 
decisions 

 

http://www.aforcemorepowerful.org/resources/nonviolent/methods.php
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Examples of inside/outside strategies 

Rally, public prayer service, vigil Clergy and other respected 
authorities 

Changes in law/policy/funding 
decisions 

 

Activists recruit consumers 
to participate in a public 

boycott 

 

Press publicizes boycott Company changes its policies 

 

When effective, the inside/outside approach encourages legislators, policy makers and sometimes 
corporations to negotiate with the "reasonable" (inside) advocates because the outside advocates are 
more challenging, embarrassing them in the press or generating angry calls and letters from 
constituents. Those public actions can make ignoring the issue no longer an option.  

Dr. Martin Luther King Jr., a master of this approach, wrote that "the purpose of our direct-action 
program is to create a situation so crisis-packed that it will inevitably open the door to negotiation." 

If you are planning a campaign using inside/outside tactics, all sides involved may choose for strategic 
reasons to keep their discussions quiet, just between themselves, rather than alert the targets of 
advocacy to their coordinated effort. Clear communication and trust, however, are critically important 
to getting the timing and content of each group's actions to dovetail. This gives the press a coherent 
picture of the situation, and informative talking points they can use to explain it to the public.  

 

A word of caution 
When playing "good cop/bad cop" roles, it's easy to start thinking that one's own group is smarter, 
braver or more dedicated than the other. Ideally, we are all simply doing what we do best to accomplish 
the shared goal.  

As Winona LaDuke, a Native American rights and environmental justice activist, said: "There is no social-
change fairy. There is only change made by the hands of individuals." 

https://befreedom.co/introduction-to-the-insideoutside-strategy/
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Teaching the Media to Tell Our Stories Right 
If you are an open group (see Recruitment chapter), media visibility is part of your network's external 
presence. Good press coverage effectively communicates your message. It also makes an impressive 
addition to your reports and other materials you send to funders and allies. 

But getting good press can be hard these days. Many media outlets see HIV as being "over" – no longer 
a newsworthy topic. It is especially hard to get good coverage in areas where HIV stigma is strong, and 
reporters tend to portray PLHIV as victims or villains. These images are appalling; correcting them is one 
of the important functions of a PLHIV network.  

If you choose to be "out" as a PLHIV network (see Recruitment chapter), it makes sense to alert your 
local media about your presence as soon as you get established. You can do this by sending information 
to your local print and electronic media about the formation of your network and sharing materials with 
them, such as the resources listed below. 

If you get distorted or uninformed press coverage about HIV in your area, one productive response is to 
request a meeting with the editorial board of the newspaper, TV or radio station responsible for the 
misinformation. Here is a resource that provides tips on this process, including how to request such an 
appointment; this article outlines how to prepare for and conduct your editorial board meeting 
effectively. 

 

Three proactive strategies to increase your chances of getting good press 
 1. Cultivate good reporters and help them get to know you. 

Most reporters welcome positive feedback. Identify reporters you respect – whether they cover "your 
issues" or not.  

Compliment them by phone or e-mail when they produce a good piece. If it's a really good piece, write a 
letter to the editor publicly thanking the reporter for it and copy the reporter on it.  Everyone likes to 
get good press, even reporters! 

You can also suggest that the reporter contact you if she or he ever needs information on HIV. Invite 
them to your network's events, especially press conferences. Doing this regularly raises the odds that 
someone from that news outlet may contact you as a source if they are working on an HIV-related story. 

 

2. Understand their working conditions. 

http://www.thebody.com/content/76822/lets-honor-the-importance-of-networks-for-people-l.html
http://www.communitycatalyst.org/doc-store/publications/Editorial_Board_Meetings-Tip_Sheet.pdf
http://thefairmountgroup.com/five-steps-effective-editorial-board-meeting/
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Media outlets are very time-bound. "If it happened today, it’s news" is an industry-wide mantra. Most 
reporters work on tight deadlines.  

It is smart to return calls or e-mails from them ASAP and to ask them up front when their deadline is. 
Then offer to call them back in 10 minutes (or 30 minutes – if it's a longer deadline). This gives you time 
to come up with a strong, concise statement on the subject at hand. Short, hashtag-worthy comments 
are much more likely to make it into print or on the air than long, complicated ones.  

It's also good to ask reporters if they need any more background on the issue and offer to get them 
information. Doing a quick internet search and sending them the accurate background they need will 
increase your chances of being called again in the future. It may also be helpful to google the reporter 
and read other articles she or he has written. If you find one you like, you can compliment the reporter 
on it – yet another way to make yourself popular!  

 

3. Offer them some good style guides. 

HIV media coverage is sometimes bad just because the reporters don't know what language is 
appropriate. It's a good idea to offer them the following style guides as potentially helpful tools.  

These are also good to take with you to editorial board meetings (see paragraph above on what to do if 
you see unfair or misleading coverage). 

x Style Guide: Reporting on People With HIV and AIDS, compiled by HIV Plus magazine 
x The GLAAD Media Reference Guide on language appropriate for issues related to the lives of 

LGBTQI people, including our experiences living with or affected by HIV 
x Mic.com's guide, “Here's How to Respectfully Talk About HIV”  
x Positive Women’s Network - USA on “Five Things Media Makers Can Do NOW to Stand Up to HIV 

Stigma” 

Selected References 
Journal of Poverty, "Community Activists and University Researchers Collaborating for Affordable Housing: 
Dual Perspectives on the Experience" 
(http://repository.upenn.edu/cgi/viewcontent.cgi?article=1003&amp;context=cplan_papers) 

Brainstorming.co.uk, "What Is Brainstorming?" 
(http://www.brainstorming.co.uk/tutorials/whatisbrainstorming.html) 

http://www.mediacollege.com/journalism/news/newsworthy.html
http://www.hivlawandpolicy.org/sites/www.hivlawandpolicy.org/files/HIVPlusStyle%20Guide.pdf
http://www.glaad.org/reference
https://mic.com/articles/128718/how-to-talk-about-hiv#.vXBxHaxbo
https://pwn-usa.org/media/five-things-stand-up-to-hiv-stigma
https://pwn-usa.org/media/five-things-stand-up-to-hiv-stigma
http://repository.upenn.edu/cgi/viewcontent.cgi?article=1003&amp;context=cplan_papers
http://repository.upenn.edu/cgi/viewcontent.cgi?article=1003&amp;context=cplan_papers
http://www.brainstorming.co.uk/tutorials/whatisbrainstorming.html
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A Force More Powerful, "198 Methods of Nonviolent Action" 
(http://www.aforcemorepowerful.org/resources/nonviolent/methods.php)  

Be Freedom, "Introduction to the Inside/Outside Strategy" (https://befreedom.co/introduction-to-the-
insideoutside-strategy/) 

Community Catalyst, "Influence Editorials: Conduct an Editorial Board Meeting" 
(http://www.communitycatalyst.org/doc-store/publications/Editorial_Board_Meetings-Tip_Sheet.pdf) 

The Fairmount Group, "Five Steps for an Effective Editorial Board Meeting" 
(http://thefairmountgroup.com/five-steps-effective-editorial-board-meeting/) 

HIV Plus magazine, "Style Guide: Reporting on People With HIV and AIDS" (PDF) 
(http://www.hivlawandpolicy.org/sites/www.hivlawandpolicy.org/files/HIVPlusStyle%20Guide.pdf) 

GLAAD, "Media Reference Guide" (http://www.glaad.org/sites/default/files/GLAAD-Media-Reference-
Guide-Tenth-Edition.pdf) 

Mic.com, "Here's How to Respectfully Talk About HIV" (https://mic.com/articles/128718/how-to-talk-
about-hiv#.I7xPYtHz8) 

Positive Women's Network - USA, "Five Things Media Makers Can Do NOW to Stand Up to HIV Stigma" 
(https://pwn-usa.org/media/five-things-stand-up-to-hiv-stigma/) 

  

  

http://www.aforcemorepowerful.org/resources/nonviolent/methods.php
https://befreedom.co/introduction-to-the-insideoutside-strategy/
http://www.communitycatalyst.org/doc-store/publications/Editorial_Board_Meetings-Tip_Sheet.pdf
http://thefairmountgroup.com/five-steps-effective-editorial-board-meeting/
http://www.hivlawandpolicy.org/sites/www.hivlawandpolicy.org/files/HIVPlusStyle%20Guide.pdf
http://www.glaad.org/sites/default/files/GLAAD-Media-Reference-Guide-Tenth-Edition.pdf
https://mic.com/articles/128718/how-to-talk-about-hiv#.I7xPYtHz8
https://pwn-usa.org/media/five-things-stand-up-to-hiv-stigma/
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GLOSSARY 

 
ableism - system of discrimination against people with disabilities 
 
accountable, accountability - expectation that an individual or group will fulfill commitments and 
conduct themselves according to agreements they make to other individuals or groups 
 
activism - policy or act of campaigning to make political or social change 
 
advocacy - work to publicly support or recommend a particular policy, cause, group or individual  
 
ADAP - "AIDS Drug Assistance Program" 
 
ally, allies - people of different groups, communities, backgrounds or experiences joining together for 
mutual benefit, to achieve a common goal or to support a specific group or community 
 
ASAP - "as soon as possible" 
 
ASO (see also HASO) - "AIDS service organization" 
 
board of directors ("board") - group of people that are responsible for an organization legally and 
financially; they also set policy and assure that the organization is serving its mission 
 
bylaws - rules guiding the conduct of a group's members 
 
campaign - organized and active work toward a political or social goal 
 
community advisory board - group of people who are most affected by the work or services of an 
institution that inform that institution's policies and practices 
 
CBO - "community-based organization" 
 
collective - an enterprise or project in which individuals work cooperatively and assist one another 
toward a common goal   
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conflict - a serious disagreement or misalignment among individuals or groups 
 
consensus - general, often unanimous (everyone on one side) agreement 
 
deliverables - specific things produced as the result of a process 
 
facilitator - a person or thing that makes an action or process (for instance, a meeting) easier as a result 
of their presence and guidance  
 
foundation (non-profit or charitable) - organization whose role is, in part, to donate funds and support to 
other organizations 
 
grant - money given by an organization (for instance, a foundation) to a group or individual for a specific 
purpose 
 
HASO (see also ASO) - "HIV/AIDS service organization" 
 
homophobia - system of bias against people who identify or are perceived as being homosexual, gay, 
lesbian, bisexual and/or queer -- and behavior based on that bias 
 
incentive - payment, gift or other benefit that motivates people to take an action or be involved in an 
activity 
 
IRS - "Internal Revenue Service," the national department managing our tax system 
 
LGBTQI - "Lesbian, gay, bisexual, transgender, queer, intersex" 
 
media (see also press) - collective term for mechanisms and creators of mass communication (e.g., 
broadcast TV or radio; newspaper, magazine or book publishing; the Internet)  
 
moderator - person who directs or guides a meeting or discussion 
 
NGO - "non-governmental organization" (usually an IRS-registered non-profit) 
 
outreach - a group's involvement in and/or communication with surrounding communities  
 
peer - a person of the same age, status or ability as another person 
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peer navigation - a more experienced PLHIV providing support in accessing appropriate services to a 
person who is newer to HIV care 
 
philanthropy - desire to promote the welfare of others, especially through generous donation of money 
to causes that benefit others 
 
planning council - group set up to guide how US government funds from the Ryan White HIV/AIDS 
Program are spent 
 
PLHIV - "people living with HIV" 
 
press (see also media) - print journalism and/or journalists, viewed collectively; also, coverage in/by 
these  
 
PSA - "public service announcement" (usually on radio or TV) 
 
racism - system of bias in which people are valued differently because of their race 
 
Ryan White HIV/AIDS Program - the largest federally funded system of care, including primary medical 
care and vital support services, serving US people living with HIV who are low income, uninsured or 
underinsured 
 
serophobia - irrational fear of contracting HIV or other infectious conditions from PLHIV or others 
 
sexism - system of bias on the basis of sex or gender 
 
solidarity - unity or agreement of feeling or action, especially among individuals with a common interest 
 
transphobia - system of bias against people who identify as or are perceived to be transgender and/or 
gender non-conforming 
 

Selected References 
 
AIDSinfo Glossary (https://aidsinfo.nih.gov/education-materials/glossary) 
 

https://aidsinfo.nih.gov/education-materials/glossary


 

 

Page 47 of 47  

Health Resources & Services Administration, "About the Ryan White HIV/AIDS Program" 
(https://hab.hrsa.gov/about-ryan-white-hivaids-program/about-ryan-white-hivaids-program) 
 
HIVE Online, "HIV #LanguageMatters: Addressing Stigma by Using Preferred Language" (PDF) 
(https://www.hiveonline.org/wp-content/uploads/2016/01/Anti-StigmaSign-Onletter-1.pdf) 
 
The Well Project, "How to Be an Advocate for Yourself and Others" (http://www.thewellproject.org/hiv-
information/how-be-advocate-yourself-and-others) 
 
The Well Project, "A Place at the Table: Having a Voice in HIV Planning and Decision Making" 
(http://www.thewellproject.org/hiv-information/place-table-having-voice-hiv-planning-and-decision-
making) 
 
The Well Project, "Why Race Matters: Women and HIV" (http://www.thewellproject.org/hiv-
information/why-race-matters-women-and-hiv) 

https://hab.hrsa.gov/about-ryan-white-hivaids-program/about-ryan-white-hivaids-program
https://www.hiveonline.org/wp-content/uploads/2016/01/Anti-StigmaSign-Onletter-1.pdf
http://www.thewellproject.org/hiv-information/how-be-advocate-yourself-and-others
http://www.thewellproject.org/hiv-information/place-table-having-voice-hiv-planning-and-decision-making
http://www.thewellproject.org/hiv-information/why-race-matters-women-and-hiv
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