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Presentation Notes
1989 – AZT drug trials

1996 – Viramune was introduced, birth of HAART and drug cocktails

Infections continue to be steady at around 56,300 new infections annually, but PLWHA steadily increase due to success with medications



Percent of the public naming HIV/AIDS as the most urgent health problem facing the 
nation and the world in open-ended questions

Trend in Share Naming HIV/AIDS as Most Urgent 
Health Problem for the U.S. and the World

Source: Kaiser Family Foundation Surveys. 
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Presenter
Presentation Notes
In 1995, 44% of the U.S. identified HIV as the most urgent health problem.  Now, only 7% see it as that.  The trend is similar from a global perspective.  Keep in mind that infections are steady in the U.S., not declining. 



Social Norms 
(Attitudes/Beliefs) 

Presenter
Presentation Notes
Let’s talk for a moment about Social Norms, which are the attitudes and beliefs that a society or community holds toward certain issues and concepts.  The trend you just saw from the previous slide about the relevance of HIV as a major health issue is somewhat similar to hairstyles.  They change over the years and even over decades.  So what do the trends say now?  And we have to ask ourselves why people don’t care about HIV as much anymore?



Social Norms 
(Attitudes/Beliefs) 
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Here are some pretty stigmatizing images of HIV, and truly only one of these images really even relates directly to HIV (article).  What are other stigmatizing perceptions about people living with HIV?



HIV/AIDS Stigma in 
2011

Stigma
A ‘process of devaluation’ of people either living with or associated with 
HIV/AIDS

5 Components of Stigma 

1. Labeling
2. Linking to negative stereotypes
3. “Us” versus “Them”
4. Discrimination
5. Dominant group’s political access leading to full rejection of weaker 

group.   

(Link & Phelan, 2001)



Connections



Why an Anti-Stigma 
Alliance in Iowa?

• Stigma impacts a person’s ability 
to:
• Get tested for HIV
• Disclose his/her HIV status
• Seek medical treatment
• Get a job
• Get adequate housing
• Sustain a support system 

• Iowa’s past stigma assessments
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Since the beginning of the HIV/AIDS epidemic over 25 years ago, stigma and discrimination have been major obstacles to effective prevention and care.  When present, stigma creates an environment where people may avoid HIV/AIDS related services such as testing, disclosure and delay entering critical medical care. The World Health Organization (WHO) cites fear of stigma and discrimination as the main reason why people are reluctant to be tested, to disclose HIV status or to take antiretroviral drugs.  HIV/AIDS stigma extends beyond individuals living with HIV/AIDS to family members, volunteers, caregivers, coworkers and professionals who provide HIV/AIDS services or advocacy.  Shirley, a person living with HIV/AIDS (PLWHA), recalls her painful experience after disclosing her diagnosis: “It took a couple of months before I told my sisters. They didn’t want me around at all. My niece had just had my great-nephew. I didn’t get to see him until he was four years old.”  This type of closed mindset is similarly experienced by many Iowans living with HIV/AIDS and prevents them from accessing life-saving services, and in some instances due to fear of rejection and discrimination as a result of disclosing their HIV status, preventing the spread of HIV.



The Iowa HIV community was so concerned about this topic that they included a 40-question HIV Stigma Scale in the 2005 Consumer Needs Assessment. Developed by Barbara Berger, the scale is considered the standard instrument for assessing HIV stigma in psychosocial studies of PLWHA.  Result of the questionnaire showed that females reported slightly higher total stigma scores than males.  Minorities reported more stigma than whites.  Rural clients reported slightly more stigma than urban clients. Clients who reported ever being homeless scored higher on stigma scales than clients who had never been homeless. At the 2009 statewide Wellness Summit for Iowans living with HIV/AIDS, a stigma survey was also administered and yielded among it the following results: 

50% of respondents agreed that “I have been hurt by how people react to my having HIV.”

60% of respondents agreed/strongly agreed that “People with HIV lose their jobs when employers find out.”

70% of respondents agreed/strongly agreed that “Most people feel that a person with HIV is dirty.”

Iowans impacted by HIV/AIDS, whether living with it or affected by it, struggle with stigma daily in their communities.





Forming on May 13, 2009

• The Alliance is comprised of: 
• AIDS Project of Central Iowa
• Planned Parenthood of the Heartland
• Iowa Department of Public Health
• Siouxland Community Health Center
• Poweshiek County Mental Health Center
• Community HIV/Hepatitis Advocates of Iowa Network (CHAIN)
• Nebraska AIDS Project
• Family Planning Council of Iowa
• McLellan Marketing
• Positive Iowans Taking Charge (PITCH).
• First Light Christian Fellowship
• University of Iowa Virology Clinic



Our Mission, Vision, and 
Tag Line

• MISSION – Developing effective solutions to barriers and 
inequities that prevent Iowans impacted by HIV stigma from 
participating fully and equally in all aspects of life.

• VISION – The elimination of HIV stigma in Iowa

• TAG – HIV won’t stop me…



Our Objectives

• Iowa Anti-Stigma Alliance Objectives
• Form strategic, multi-disciplinary collaborations that will help 

to address the impact of HIV/AIDS stigma in Iowa.
• Develop a statewide marketing campaign to raise awareness 

about the impact of HIV/AIDS stigma and inspire action in the 
communities we serve.

• Stimulate conversations in rural and metro Iowa to increase 
knowledge and decrease misconceptions about HIV/AIDS.

• Create an anti-stigma campaign model that includes multi-level 
strategies that can be replicated throughout the state and by 
other disciplines dealing with the impact of stigma. 



HIV Won’t Stop Me



HIV Won’t Stop Me



Tier 2 of Campaign: World AIDS Day 
2010

• Conduct survey with general population
• Raise awareness of HIV stigma in our communities
• Recruit individuals to the campaign
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Des Moines – Flash mob event with over 100 attendees at downtown Kaleidoscope mall.  Helped expand HIV awareness reach to new audience.  Lots of media coverage.  Over 75 surveys completed.

 

Omaha – partnered with college to do awareness-raising on campus.  Also lined very busy street with signs and candles to raise awareness in general population.  NAP launched NE Anti-Stigma Campaign, www.neasap.org, using a similar format and obtained $25,000 funding for their campaign.

 

Sioux City – testing and awareness at Morningside College.  Elisabeth Giles and Darla tested students, handed out stigma surveys, and also conducted testing at a gay bar that evening.  Interesting to see backlash from faculty about the idea of a “flash mob”, which Morningside did not want, and also that stigma was very present in this community.  Faculty and students tried to avoid booth.

 

Waterloo – conducted scavenger hunt with over 20 participants and also an evening reception at a local church.  Over 50 surveys filled out at the event.  Great collaboration with local partners, some (churches, NAACP) who were new partners.  Tami spoke at the evening church event.  Great feedback from the community.





Survey 2010 Results

• The most stigmatized categories:
• PLWHA serving food 
• Marrying someone living with HIV
• Allowing one’s child to play with an 

HIV+ child. 
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What do these results tell you?  Stigma often manifests itself in conjunction with basic human emotions: fear, love, acceptance, friendship.  The over 300 Iowans across the state who responded to the Tier 2 survey were mostly “in the middle”, meaning that there were not polar opposites in the responses but that many of them felt that HIV was an issue that made them feel somewhat uncomfortable.  And they were most uncomfortable about these categories.



Next Steps

• Tier 3 of Campaign: Moving the Middle
• The committee stated its interest in targeting the “moveable 

middle”, the part of the general population that has 
questions or needs clarification about basic HIV 
transmission to quell fears, uncertainties or misperceptions.  

• The third tier of the campaign will seek to move this middle 
with media messages that will encourage cultural norms 
supporting PLWHA.
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So the Alliance’s next step is to Move the Middle.



Tier 3 Activities

• Empowerment training for PLWHA to tell their stories 
(Wellness Summit 2011)

• Survey “The Middle” for ideas on effective 
messaging/marketing strategies (Summer 2011)

• In 2012, recruit 3 participants from The Middle to 
• Interview PLWHA about living with stigma
• Blog about their experience
• Participate in a focus group, or do a focus group w/ their 

friends
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 A survey was conducted with 100 Iowans in July 2011 about what messaging would best encourage them to participate in an Anti-Stigma Campaign, who they would prefer hearing those messages from, and what means of media those messages should be relayed through.  The results showed that The Middle wants messaging from experts (physicians, AIDS service workers, and people living with HIV).  They want the messengers to talk about basic HIV information and about treatment /prevention methods (your basic HIV 101).  Finally, they want messages in the form of television ads/PSAs.  Several respondents did request to be contacted to participate in Anti-Stigma Campaign activities, so an idea the Alliance had was to utilize those in The Middle to interview PLWHA and blog about their experience, or participate in local focus groups to streamline campaign messaging even more.



Finally, in May 2011, Positive Iowans Taking Charge conducted a stigma workshop at their annual HIV+ Wellness Summit.  Facilitators worked with PLWHA to do short videos documenting their experiences with stigma.  Here is one of the videos.



Tier 3 Activities

• Also in 2012, a regional campaign in IA and NE will be 
created
• A regional website will be launched
• A regional YouTube channel will be created featuring video 

blogs and testimonials/confessionals about stigma from both 
PLWHA and negative individuals

• We hope to launch a T-shirt campaign 
• People who wear shirts will blog about their experiences

• Where will The Shirt show up next?
• Will you wear The Shirt?



Support/Resources



Rhea Van Brocklin 
AIDS Project of Central Iowa 

711 E. 2nd St 
Des Moines, IA 50309 

515-284-0245 
www.aidsprojectci.org 

www.iowahivalliance.com

http://www.aidsprojectci.org/
http://www.iowahivalliance.com/
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