
Addressing Disease-Related Stigma During Infectious Disease 
Outbreaks

Leah S. Fischer, PhD,
Centers for Disease Control and Prevention, Division of Preparedness and Emerging Infections, 
Atlanta, GA

Gordon Mansergh, PhD,
Centers for Disease Control and Prevention, Division of HIV/AIDS Prevention, Atlanta, GA

Jonathan Lynch, MBA-PM,
Centers for Disease Control and Prevention, Division of Emergency Operations, Atlanta, GA

Scott Santibanez, MD, DMin, MPHTM
Centers for Disease Control and Prevention, Division of Preparedness and Emerging Infections, 
Atlanta, GA

Abstract

Outbreaks of emerging infectious disease are a constant threat. In the last 10 years, there have 

been outbreaks of 2009 influenza A (H1N1), Ebola virus disease, and Zika virus. Stigma 

associated with infectious disease can be a barrier to adopting healthy behaviors, leading to more 

severe health problems, ongoing disease transmission, and difficulty controlling infectious disease 

outbreaks. Much has been learned about infectious disease and stigma in the context of nearly 4 

decades of the human immunodeficiency virus (HIV)/acquired immunodeficiency syndrome 

pandemic. In this paper, we define stigma, discuss its relevance to infectious disease outbreaks, 

including how individuals and communities can be affected. Adapting lessons learned from the 

rich literature on HIV-related stigma, we propose a strategy for reducing stigma during infectious 

disease outbreaks such as Ebola virus disease and Zika virus. The implementation of brief, 

practical strategies such as the ones proposed here might help reduce stigma and facilitate more 

effective control of emerging infectious diseases.
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Human societies have a long history of singling out, shunning, or avoiding groups of people 

with a particular attribute or characteristic that is viewed as undesirable or threatening to 

others. Symptoms of disease or the perception that an individual may be a carrier or simply 
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exposed to those with a serious illness can be stigmatizing. In the past, outbreaks of plague, 

cholera, and yellow fever led communities to marginalize people who were infected or 

thought to be infected.1,2 Historically, health inspectors were instructed to monitor the 

movements and inspect the homes of persons with tuberculosis (TB), resulting in sharp 

declines in TB during the 1920s and 1930s. However, this was also accompanied by 

increased prejudice against persons with TB or “lungers” as they were known.3 Recent 

examples of outbreaks with disease-related stigma include the human immunodeficiency 

virus (HIV) infection and acquired immunodeficiency syndrome (AIDS), TB, severe acute 

respiratory syndrome (SARS), Ebola virus disease, and Zika virus.4–7 Although some 

authors point out that fear of people with infectious disease facilitates disease avoidance and 

improved personal hygiene (eg, hand washing) early on,8 diseaseassociated stigmatization 

and discrimination of individuals can also become barriers to accessing health care and 

adopting healthy behaviors. These barriers could potentially contribute to more severe health 

problems, ongoing transmission, and difficulties controlling infectious diseases during an 

infectious disease outbreak. To effectively control public health emergencies, communities 

must adopt science-based measures to protect themselves and stop the spread of disease.

Nearly 4 decades of experience with stigma from HIV/ AIDS provide a wealth of 

information about how stigmatization affects a population exposed to the risk of an 

infectious disease and what public health can do to address it. Although HIV/AIDs is a long-

standing pandemic, lessons from it and the recent 2014–2015 Ebola response can inform 

responses to infectious disease outbreaks. To inform a public health audience, including 

individuals employed by community-based organizations, and local and state government, 

on ways to address disease-related stigma in emergency responses, we searched PubMed for 

articles published from 1995–2017 using the following keywords: AIDS/ HIV, infection/
infectious, disease, stigma, public health, and intervention. We examined the reference lists 

of literature identified through PubMed and consulted Centers for Disease Control and 

Prevention (CDC) articles and documents on stigma reduction with a focus on lessons 

learned from HIV/AIDS and Ebola. We address the following questions: (1) What is 

disease-related stigma? (2) How does disease-related stigma impact individuals and 

communities during an infectious disease outbreak? and (3) What steps can be taken to 

reduce disease-related stigma during future outbreaks and emergency response efforts to 

facilitate more effective control of emerging infectious diseases?

WHAT IS DISEASE-RELATED STIGMA AND WHY IS IT RELEVANT TO 

INFECTIOUS DISEASE OUTBREAKS?

For this paper, we consider disease-related experienced stigma broadly as “the co-occurrence 

of labeling, stereotyping, separation, status loss, and discrimination in a context in which 

power is exercised.”9 In this definition, labeling refers to the social selection of a tag or 

designation that is “affixed” to a person or group. Labels that associate people with 

undesirable characteristics can develop into stereotypes that can lead to status loss and 

discrimination.9 Stigma can affect a diverse range of people, such as those with disease, 

caregivers, family and friends of affected persons, and their communities. The effects of 

stigma are tied to whether an individual is known or perceived to possess a disease, disease 
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characteristic, or related attribute devalued by society. People may hold prejudices and 

perpetuate discriminatory behavior based on such stigma, as illustrated in the following:

Being Haitian is not itself a risk factor. However, Haitian Americans have already 

begun to pay the price for the stigma given them by the media. ‘Boat people’ have 

been housed in makeshift prisons, and Haitians who have immigrated legally are 

housed in a different ‘prison’ in our ghettos. Some have already lost desperately 

needed jobs and others are beginning to experience the prejudice of their 

neighbours who see them not only as black and poor and different but, now, also as 

contaminated by disease of which they are, rightfully, frightened.10

Stigma may be internalized by people who currently have a disease or who have survived a 

disease. Stigmatized individuals may see themselves as inferior to others and worthy of self-

hate due to their disease status.11,12

HOW DOES STIGMA IMPACT INDIVIDUALS AND COMMUNITIES DURING 

AN OUTBREAK?

During an infectious disease outbreak, people in affected areas often need to comply with 

specific guidelines to prevent further disease transmission or to stay healthy if uninfected. 

Public health officials may recommend that people be tested for infection, adopt certain 

behaviors to prevent disease transmission, and take medications for prevention or treatment. 

For example, when persons who are HIV positive get tested and become aware that they are 

infected, they can take measures to prevent passing on the virus to others. During an Ebola 

outbreak, those who have come into contact with the body fluids of an Ebola-infected 

individual would need to be identified so they can be monitored for the development of fever 

or other symptoms. In an anthrax incident, exposed persons would need to make themselves 

known to health officials in order to be given a course of antibiotics. Stigma can deter these 

behaviors. HIV-related stigma was shown in a meta-analysis of 21 studies to have an inverse 

association with HIV disclosure.13 Health-related stigma and the perception that one might 

be HIV-infected were also associated with never receiving an HIV test among black/ African 

American and Hispanic/Latino young adults,14 lower medication adherence,15 and higher 

levels of depression, anxiety, excessive worry, avoidant coping strategies, and suicidal 

ideation.16–19 HIV stigma has been associated with substance abuse and sexual risk-taking,
20–21 although perhaps in nuanced ways for subgroups.22 Similar to HIV, stigma has recently 

been associated with lower levels of TB testing and treatment seeking, as well as difficulties 

with TB contact tracing in outbreak investigations.23–27

These findings demonstrate that stigma represents a common and substantial obstacle to the 

control of infectious disease outbreaks. If people feel stigmatized, whether externally or 

internally, their compliance with public health measures may be significantly reduced 

compared with non-stigmatized groups, which could impede outbreak control efforts.
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A STRATEGY TO REDUCE DISEASE-RELATED STIGMA DURING 

INFECTIOUS DISEASE OUTBREAKS AND PUBLIC HEALTH EMERGENCY 

RESPONSES

Brief, practical strategies to reduce disease-related stigma during a public health emergency 

may facilitate more effective control of emerging infectious diseases, as outlined below.

1. Anticipate Stigma and Be on the Watch for It

Stigma is common and has been documented in outbreaks of Ebola and other infectious 

diseases such as TB and SARS.4–7 A recent review of the US Ebola response illustrates:

Shunning of individuals who were thought (often incorrectly) to have been 

potentially exposed to Ebola virus was widespread, especially early in the response. 

Stigmatized populations included individuals from affected countries, international 

travelers, and health care workers from affected facilities. Stigmatization occurred 

among coworkers at affected hospitals and extended to health-care workers’ family 

members in settings like schools and daycare centers.28

Anticipating disease-related stigma during infectious disease outbreaks enables those 

planning and coordinating emergency response efforts to address it, and thereby potentially 

counteract its negative effects.

2. Assess What People Know and Don’t Know About the Disease to Help Identify 
Stigmatization

Misinformation and myths are key contributors to stigma. At the outset of a response, it is 

vital to find out what people affected or potentially affected by an epidemic know and don’t 

know, what they believe and don’t believe, what they are hearing and not hearing, and what 

they are saying and not saying about the disease. Rapid, low-resource means of assessment 

could include obtaining input from partner organizations and having discussions with 

community leaders and clinicians as they have important roles early in an emergency 

response. Other approaches are to analyze news media messaging, examine e-mails and 

phone calls to public health departments, and obtain information about which pages are 

being read the most on a public health department website. Responders can also conduct 

searches of publicly available social media posts and messages, although this may require 

significant expertise and staff time. These approaches would provide information about 

where people might lack knowledge, which, in turn could help determine where stigma 

might arise. Additionally, telephone polling, community meetings, and focus groups could 

provide direct information about barriers, opportunities, and potentially conflicting messages 

from other sources. Keeping open lines of communication between public health officials 

and the public is critical in any public health emergency. Whatever the method and focus of 

assessing current knowledge and beliefs, a systematic approach is needed to gather a valid 

and reliable basis of information from which to move forward.
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3. Partner with Community Leaders and Groups to Address Stigma

Respected community groups and leaders can provide valuable insight about stigmatization 

and stigmatized groups, add legitimacy to public health efforts, and serve as a critical 

conduit to disseminate information to individuals and groups who might mistrust the 

government or other sources. For example, in 2014, when a Liberian man was diagnosed 

with Ebola in Dallas, Texas, a CDC representative met with community leaders and groups 

to educate them about Ebola symptoms, how it is transmitted, and about how stigma 

sometimes is associated with the virus. Afterward, Dallas City Council member Jennifer 

Staubach Gates emphasized to constituents, “The residents are being unfairly targeted by 

those who don’t understand they are not at risk of passing on the Ebola virus.”29 Similarly, 

local pastor Brent Barry told his congregation, “The scientists are doing their very best job. 

Let’s show our very best selves – [by] not buying into fear, the anxiety, the rumors.”30 As de 

facto cultural translators, community leaders can help determine which methods and 

messages may reduce stigma and help organize community events designed to reduce 

stigma.

4. Develop and Conduct Public Messaging and Community Campaigns to Fight Stigma

Developing informative public messages that do not convey or perpetuate stigma, and 

directly counter stigmatization of groups or individuals, is a critical step in addressing 

disease-related stigma. Disease responders can develop and disseminate messages through 

public outreach and social-marketing campaigns with trusted community leaders and subject 

matter experts.28 Working with community leaders or peer role models for messaging also 

can be helpful (see Box 1). It is important to tailor health messages and interventions for 

specific populations because the experience of disease-related stigma can vary across 

groups.31

Health-care workers are another important target group, though often overlooked, for 

messaging to decrease disease-related stigma. During the US Ebola response, stigmatization 

occurred among coworkers at affected hospitals and extended to health-care workers’ family 

members. A local physician described, “family members freaking out about you caring for a 

patient with Ebola, daycare facilities concerned about your child having the virus, other 

hospitals not wanting a health-care worker who cares for Ebola patients to work/moonlight 

at their facility.”32 Studies indicate that messaging and education aimed at stigma among 

public health and health-care workers can have an impact on their attitudes.33–35

5. Implement Practical Interventions, Skills-Building Training, and Other Educational 
Programs to Reduce Stigma

Information campaigns and public outreach by trusted community leaders and experts are 

necessary but may not be sufficient alone to counter stigma. In certain situations, education 

that is more intensive may be needed. For example, as more information became available 

about HIV transmission risk over time, HIV-infected individuals and their partners 

benefitted from extended education about updated prevention information. In the HIV/AIDS 

literature, the most common target populations for intervention were students, teachers, 

community members, and people with infection.36–39
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Preferably, interventions should be relatively brief, as time is critical during an emerging 

disease response. They might be integrated into counseling staff and volunteers about fears. 

In the HIV/AIDS literature, intervention duration varied widely from a single, 50-minute 

lecture for nursing students in Hong Kong, to a 90-minute session on stigma issues during a 

2-day HIV and sexual and reproductive health and rights training for 300 health-care 

providers.33 More in-depth training included a 4-day workshop to become community 

mobilizers and to present workshops and lead a support group.38 In some cases, more 

extensive and nuanced training is required for optimal benefit in addressing disease stigma.

Creating opportunities for affected groups to interact with unaffected groups has been shown 

to be a promising approach to reduce stigma, particularly when combined with information-

based interventions.37 Examples of contact-based interventions include engaging in 1-on-1 

conversation or listening to a testimonial from an affected individual.40–42

Interventions that use skills building can focus on role-play exercises, strategies for 

resolving negative attitudes, and coping behavior37 such as engaging with and providing 

social support for stigmatized groups and refusing to exclude people who pose no risk of 

transmitting illness.

6. Evaluate Stigma-Reducing Efforts

Interventions designed to reduce stigma during public health emergency response efforts 

should be evaluated to assure that they are effective and to improve their effectiveness. 

Detailed evaluation methods are out of scope here, but we provide a few key points that 

would be relevant for an evaluation embedded within an emergency response. From the 

outset, members of the evaluation team should have a clear understanding of the program 

goals and evaluation objectives related to the stigma-reducing efforts being assessed. 

Evaluators should obtain feedback from those who delivered and from those who received 

stigma-reducing interventions to assess not only whether the interventions worked, but also 

whether they reached the target groups. Further, public health agencies can monitor public 

reactions to information to identify barriers, provide evidence of success, and determine a 

need for additional resources, and adjust messages accordingly.

CONCLUSION

During a disease outbreak, stigmatization can prevent the adoption of healthy behaviors and 

social adaptation, potentially contributing to more severe physical health problems, as well 

as mental health difficulties, ongoing transmission, and challenges controlling infectious 

diseases. The information contained herein may serve as a guide for developing an approach 

to reduce stigma during emergency responses. However, staffing and other resource 

constraints may limit the ability to design and implement extensive stigma-reducing 

interventions as described. In these situations, some basic activities can still be done. CDC 

provides a checklist to help identify and address stigmatization before, during, and after 

infectious disease outbreaks (see Box 2). Brief, practical steps may reduce disease-related 

stigma during public health emergency response efforts. Effective responses to infectious 

disease outbreaks require mitigating fear and implementing rational, science-based 

protective measures for the benefit of all.

Fischer et al. Page 6

Disaster Med Public Health Prep. Author manuscript; available in PMC 2020 December 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Acknowledgments

The authors express their gratitude to Brian Edlin, MD for reviewing this manuscript. The findings and conclusions 
in this article are those of the authors and do not necessarily represent the official position of the Centers for 
Disease Control and Prevention (CDC). This investigation was reviewed by CDC for human subjects protection and 
determined to be non-research.

Funding

The authors received no financial support for the research, authorship, and/or publication of this article.

REFERENCES

1. Kraut AM. Quarantine! East European Jewish immigrants and the New York City epidemics of 
1892. Bull Hist Med. 1998;72(4):785–786. doi: 10.1353/bhm.1998.0196.

2. Perry P, Donini-Lenhoff F. Stigmatization complicates infectious disease management. AMA J 
Ethics. 2010;12(3):225–230.

3. Experience American. The forgotten plague: TB in America: 1895–1954. Episode premiered in 
2015 https://www.pbs.org/wgbh/americanexperience/features/plague-gallery/. Accessed July 16, 
2018.

4. Chang SH, Cataldo JK. A systematic review of global cultural variations in knowledge, attitudes and 
health responses to tuberculosis stigma. Int J Tuberc Lung Dis. 2014;18(2):168–173. [PubMed: 
24429308] 

5. Cava MA, Fay KE, Beanlands HJ, et al. The experience of quarantine for individuals affected by 
SARS in Toronto. Public Health Nurs. 2005;22(5):398–406. [PubMed: 16229732] 

6. Lin EC, Peng YC, Tsai JC. Lessons learned from the anti-SARS quarantine experience in a hospital-
based fever screening station in Taiwan. Am J Infect Control. 2010;38(4):302–307. [PubMed: 
20083327] 

7. Maleche A, Citro B, Tisile P, et al. Measuring TB-related stigma. Int J Tuberc Lung Dis. 
2017;21(11):4–5.

8. Oaten M, Stevenson RJ, Case TI. Disease avoidance as a functional basis for stigmatization. Philos 
Trans R Soc Lond B Biol Sci. 2011; 366(1583):3433–3452. [PubMed: 22042920] 

9. Hatzenbuehler ML, Phelan JC, Link BG. Stigma as a fundamental cause of population health 
inequalities. AJPH. 2013;103(5):813–821.

10. Greco RS. Haiti and the stigma of AIDS. Lancet. 1983;322(8348): 515–516.

11. Earnshaw V, Chaudoir V. From conceptualizing to measuring HIV stigma: a review of HIV stigma 
mechanism measures. AIDS Behav. 2009;13(6): 1160–1177. doi: 10.1007/s10461-009-9593-3. 
[PubMed: 19636699] 

12. Deacon H Towards a sustainable theory of health-related stigma: lessons from the HIV/AIDS 
literature. J Community Appl Soc Psychol. 2006;16:418–425. doi: 10.1002/casp.900.

13. Smith R, Rossetto K, Peterson BL. A meta-analysis of disclosure of one’s HIV-positive status, 
stigma and social support. AIDS Care. 2008;20(10):1266–1275. doi: 
10.1080/09540120801926977. [PubMed: 18608080] 

14. Darrow WW, Montanea JE, Gladwin H. AIDS-related stigma among black and Hispanic young 
adults. AIDS Behav. 2009;13(6):1178–1188. [PubMed: 19680800] 

15. Sweeny S, Vanable P. The association of HIV-related stigma to HIV medication adherence: a 
systematic review and synthesis of the literature. AIDS Behav. 2016;20:29–50. [PubMed: 
26303196] 

16. Rueda S, Mitra S, Chen S, et al. Examining the associations between HIV-related stigma and health 
outcomes in people living with HIV/ AIDS: a series of meta-analyses. BMJ Open. 
2016;6:e011453. doi: 10.1136/bmjopen-2016-011453..

17. Lowther K, Selman L, Harding H, et al. Experience of persistent psychological symptoms and 
perceived stigma among people with HIV on antiretroviral therapy (ART): a systematic review. Int 
J Nurs Stud. 2014;51:1171–1189. [PubMed: 24602830] 

Fischer et al. Page 7

Disaster Med Public Health Prep. Author manuscript; available in PMC 2020 December 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

https://www.pbs.org/wgbh/americanexperience/features/plague-gallery/


18. Comfort J, McCausland K. Health priorities and perceived health determinants among Western 
Australians attending the 2011 LGBTI Perth Pride Fairday Festival. Health Promot J Austr. 
2013;24(1): 20–25. [PubMed: 23575585] 

19. Courtenay-Quirk C, Wolitski RJ, Parsons JT, et al. Is HIV/AIDS stigma dividing the gay 
community? Perceptions of HIV-positive men who have sex with men. AIDS Educ Prev. 
2006;18(1):56–67. [PubMed: 16539576] 

20. Preston DB, D’Augelli AR, Kassab CD, et al. The influence of stigma on the sexual risk behavior 
of rural men who have sex with men. AIDS Educ Prev. 2004;16(4):291–303. [PubMed: 15342332] 

21. Rowe C, Santos GM, McFarland W, et al. Prevalence and correlates of substance use among trans 
female youth ages 16–24 years in the San Francisco Bay Area. Drug Alcohol Depend. 
2015;147:160–166. [PubMed: 25548025] 

22. Mansergh G, Spikes P, Flores SA, et al. Internalised homophobia is differentially associated with 
sexual risk behaviour by race/ethnicity and HIV serostatus among substance-using men who have 
sex with men in the United States. Sex Transm Infect. 2015;91(5):324–328. [PubMed: 25512667] 

23. Rood EJJ, Mergenthaler C, Bakke MI, et al. Using 15 DHS surveys to study epidemiological 
correlates of TB courtesy stigma and health-seeking behaviour. Int J Tuberc Lung Dis. 
2017;21(Suppl1):S60–S68.

24. Sommerland N, Wouters E, Masquillier C, et al. Stigma as a barrier to the use of occupational 
health units for tuberculosis services in South Africa. Int J Tuberc Lung Dis. 2017;21(Suppl 
1):S75–S80.

25. Chikovore J, Hart G, Kumwenda M, et al. TB and HIV stigma compounded by threatened 
masculinity: implications for tuberculosis health-care seeking in Malawi. Int J Tuberc Lung Dis. 
2017;21(Suppl 1):S26–S33.

26. Skinner D, Claassens MM. It’s complicated: why do tuberculosis patients not initiate treatment? A 
qualitative study from South Africa. BMC Infect Dis. 2016;16:712. [PubMed: 27887646] 

27. Faccini M, Cantoni S, Ciconali G, et al. Tuberculosis-related stigma leading to an incomplete 
contact investigation in a low incidence country. Epidemiol Infect. 2015;143:2841–2848. 
[PubMed: 25600903] 

28. Johns Hopkins Center for Health Security. Health sector resilience checklist for high-consequence 
infectious diseases–informed by the domestic US Ebola response. Published 2017. http://
www.centerforhealthsecurity.org/our-work/pubs_archive/pubs-pdfs/2017/
HCID_Final_Report_05.23.2017.pdf. Accessed July 7, 2017.

29. Hunt D, Solís D. Dallas’ Vickery Meadow residents enduring backlash over Ebola. The Dallas 
Morning News. 10 2014 http://www.dallasnews.com/news/metro/20141006-dallas-vickery-
meadow-residents-endure-shunning-over-ebola.ece. Accessed January 12, 2018.

30. Sanders S Dallas Ebola patient’s neighborhood deals with new stigma. All Things Considered. 10 
7, 2014 http://www.npr.org/2014/10/07/354371663/dallas-ebola-patients-neighborhood-deals-
with-new-stigma. Accessed January 12, 2018.

31. Malavé S, Ramakrishna J, Heylen E, et al. Differences in testing, stigma, and perceived 
consequences of stigmatization among heterosexual men and women living with HIV in Bengaluru 
India. AIDS Care. 2014;26(3): 396–403. [PubMed: 23869716] 

32. Santibaῆez S, Polgreen PM, Beekmann SE, et al. Infectious disease physicians’ perceptions about 
Ebola preparedness early in the US response: a qualitative analysis and lessons for the future. 
Health Secur. 2016;14(5): 345–350. [PubMed: 27584854] 

33. Geibel S, Hossain SM, Pulerwitz J, et al. Stigma reduction training improves healthcare provider 
attitudes toward, and experiences of, young marginalized people in Bangladesh. J Adolesc Health. 
2017;60(2S2): S35–S44. [PubMed: 28109339] 

34. Crawford ND, Amesty S, Rivera AV, et al. Community impact of pharmacy-randomized 
intervention to improve access to syringes and services for injection drug users. Health Educ 
Behav. 2014;41(4): 397–405. [PubMed: 24722219] 

35. Batey DS, Whitfield S, Mulla M, et al. Adaptation and implementation of an intervention to reduce 
HIV-related stigma among healthcare workers in the United States: piloting of the FRESH 
workshop. AIDS Patient Care STDS. 2016;30(11):519–527. [PubMed: 27849373] 

Fischer et al. Page 8

Disaster Med Public Health Prep. Author manuscript; available in PMC 2020 December 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

http://www.centerforhealthsecurity.org/our-work/pubs_archive/pubs-pdfs/2017/HCID_Final_Report_05.23.2017.pdf
http://www.centerforhealthsecurity.org/our-work/pubs_archive/pubs-pdfs/2017/HCID_Final_Report_05.23.2017.pdf
http://www.centerforhealthsecurity.org/our-work/pubs_archive/pubs-pdfs/2017/HCID_Final_Report_05.23.2017.pdf
http://www.dallasnews.com/news/metro/20141006-dallas-vickery-meadow-residents-endure-shunning-over-ebola.ece
http://www.dallasnews.com/news/metro/20141006-dallas-vickery-meadow-residents-endure-shunning-over-ebola.ece
http://www.npr.org/2014/10/07/354371663/dallas-ebola-patients-neighborhood-deals-with-new-stigma
http://www.npr.org/2014/10/07/354371663/dallas-ebola-patients-neighborhood-deals-with-new-stigma


36. Stangl AL, Lloyd JK, Brady LM, et al. A systematic review of interventions to reduce HIV-related 
stigma and discrimination from 2002–2013: how far have we come? J Int AIDS Soc. 
2013;16(Suppl 2):18734. [PubMed: 24242268] 

37. Brown L, Macintyre K, Trujillo L. Interventions to reduce HIV/AIDS stigma: what have we 
learned? AIDS Educ Prev. 2003;15:49–69. [PubMed: 12627743] 

38. Prinsloo CD, Greeff M, Kruger A, et al. Psychosocial well-being of people living with HIV and the 
community before and after a HIV stigma-reduction community “hub” network intervention. Afr J 
AIDS Res. 2016;15(3):261–271. [PubMed: 27681150] 

39. Lorway R, Thompson LH, Lazarus L, et al. Going beyond the clinic: confronting stigma and 
discrimination among men who have sex with men in Mysore through community-based 
participatory research. Crit Public Health. 2014;24(1):73–87.

40. Mburu G, Ram M, Siu G, et al. Intersectionality of HIV stigma and masculinity in eastern Uganda: 
implications for involving men in HIV programmes. BMC Public Health. 2014;14:1061. [PubMed: 
25304035] 

41. Herrick AL, Stall R, Chmiel JS, et al. It gets better: resolution of internalized homophobia over 
time and associations with positive health outcomes among MSM. AIDS Behav. 2013;17(4):1423–
1430. [PubMed: 23283578] 

42. Markham C, Baumler E, Richesson R, et al. Impact of HIV-positive speakers in a multicomponent, 
school-based HIV/STD prevention program for inner-city adolescents. AIDS Educ Prev. 2000;12: 
442–454. [PubMed: 11063063] 

Fischer et al. Page 9

Disaster Med Public Health Prep. Author manuscript; available in PMC 2020 December 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



BOX 1

Case Study of a Role Model Approach

Dallas County Judge Clay Jenkins oversaw the first US Ebola emergency response. 

Jenkins repeatedly demonstrated that Ebola isn’t contagious unless a person is showing 

symptoms of the disease. Without protective clothing or gear, he made a point of visiting 

the apartment where an Ebola patient had been staying, clearing the apartment of 

contaminated linens and driving the quarantined family to a new location.

He sent a message by modeling how it was important “to go into their apartment and see 

them as human beings and explain to them the situation.” Jenkins told the press, “I’m 

wearing the same shirt I was when I was in the car for 45 minutes today with that family. 

If there was any risk, I wouldn’t expose myself or my family.”

Source: Time.com. This Texas judge is fighting fear and Ebola in Dallas. Published 

October 2015. http://time.com/3474650/ebola-dallas-judge-jenkins/. Accessed December 

29, 2017.
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BOX 2

Checklist for Inhibiting and Countering Stigmatization

Before an Outbreak

• Remember: products, animals, places, and people can be stigmatized.

• Avoid geographic mentions of past infectious disease outbreaks; instead, 

substitute dates (eg, Toronto SARS outbreak versus the 2003 SARS outbreak; 

the Spanish influenza pandemic versus the 1918 influenza pandemic).

• Avoid constant use of visuals that portray only 1 ethnic group in briefing and 

education/outreach materials (media reports are different and set in time).

• Avoid typefaces and symbols that evoke a specific ethnic group 

(subconsciously you may think it’s relevant, although it’s not). For example,

.

• Ask staff members who share the ethnic background of persons experiencing 

the earliest outbreaks whether the proposed materials are offensive. If no staff 

members share the ethnic background, reach out to trusted partners.

• If a particular parasite, virus, bacteria, or toxin evokes an instant association 

with a particular ethnic/racial/age/gender group – stigmatization is already 

occurring (eg, When you read the next words “head lice,” stop! Now who/

what comes to mind?).

• Teach response officials and communication staff as broadly as possible about 

the harm that results from stigmatization – people may literally hide their 

illness to avoid the stigma, which could hamper containment measures.

• Share with media the concern about stigmatization, and work together to 

create visuals that tell the story without targeting 1 group.

• Address the issue in preplanning community checklists and guides. The more 

people who are aware that this could occur, the more people who can help 

guard against it.

• Have a mechanism in place that allows people to seek the help of public 

health experts in determining real risks versus imaginary or theoretical risks.

• Have a mechanism in place to allow people who are feeling stigmatized to 

express their concern and ask for help.

During an Outbreak

• All of the above continue to apply.

• Ensure that the environmental scanning process being used is able to discern 

and alert communication staff to stigmatizing visuals, statements, or 

behaviors.
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• Monitor misperceptions in the community regarding real risks versus 

imagined or theoretical risks in relation to products, animals, places, and 

people.

• When stigmatization occurs in the community, counter it immediately with 

emotional appeals for fairness, justice, and sound scientific facts. For 

example, when nail salon, Vietnamese owners appealed for help from the 

health department during the SARS outbreak because women feared they 

would get SARS at the salons, the health department was able to allay public 

concern about increased risks and shorten the negative emotional and fiscal 

impact of the stigmatization.

• Engage respected political and civic leaders in countering stigmatization (eg, 

the governor of Hawaii visited Honolulu’s Chinatown during the SARS 

outbreak).

After an Outbreak

• Continue to do all of the activities above.

• Ensure that historical accounts of the event do not unfairly show any 1 ethnic 

group. The potential is high for historical accounts that cover the early part of 

the outbreak to unintentionally perpetuate the stigmatization.

• If stigmatization does occur in the community, reach out to the stigmatized 

community to learn (believe me, they will know) when it started, what led to 

it, how it manifested, and how they coped or countered it themselves. Learn 

the lessons and engage them in the future for help.

Adapted with permission from:

Department of Health and Human Services. Centers for Disease Control and Prevention. 

Checklist: inhibiting and countering stigmatization in crisis and emergency risk 

communication: pandemic influenza. Last revised October 2007. https://

emergency.cdc.gov/cerc/cerconline/pandemic/pandemic/transcripts/checklist3.pdf. 

Accessed April 23, 2019.
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