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- ‘Mark’ among individuals that discredit 
them due to an -undesired- divergence from 
a larger group’s understanding of what is 
‘normal’, or what is ‘correct’. (Herek, 2014; Goffman, 1963)
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- ‘Mark’ among individuals that discredit 
them due to an -undesired- divergence from 
a larger group’s understanding of what is 
‘normal’, or what is ‘correct’. (Herek, 2014; Goffman, 1963)

- It’s a social construct. (Meisenbach, R., 2010) 
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Types:
- Visibility (can it be hidden?)

(Herek, 2014; Vaes et al., 2012; McKenna and Bargh, 1998)
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- Enacted, felt, self-stigma (how does it happen?) 

(Herek, 2014; Vaes et al., 2012; McKenna and Bargh, 1998)
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Types:
- Visibility (can it be hidden?)

- Enacted, felt, self-stigma (how does it happen?)

- Individual, public or structural 
(where does it happen?)

(Herek, 2014; Vaes et al., 2012; McKenna and Bargh, 1998)
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Populations:

- Eating disorders (e.g., Eikey and Booth, 2017; Chancellor et al., 2016; Pater et al., 2016)

- Mental illness (e.g., Schueller and Mohr, 2015; Doherty et al., 2012; Matthews and Doherty, 2011) 

- Homelessness (e.g., Woelfer et al., 2011; Le Dantec and Edwards, 2008)

- Disability (e.g., Parry-Hill et al., 2017; Procter et al., 2014; Riche and Mackay, 2010)

- Sex-related (e.g., Strohmayer et al., 2017; Sambasivan et al., 2011; Bardzell and Bardzell, 2011)

- Others (e.g., body modification, sexual orientation, social class, etc.)  
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 Homeless  Eating Disorders Mental Illness Sex-related Disability

# of 

participants 
28 (21.2) 14 (2.8) 18 (18.2) 19 (4.3) 32.7 (23.6)

Recruitment
FtF (shelters, outreach 

groups)
FtF (flyers, clinics)

 FtF (clinics, 

snowball), Internet

 FtF (charities, 

sex-related 

companies) 

 FtF (community groups), Internet

Data 

Collection
 Interviews, probes, 

photo elicitation

 Interviews, content 

analysis

 Questionnaires, 

interviews, content 

analysis, PD

 Interviews, 

ethnographic 

observation, content 

analysis

 

Interviews, ethnographic observation, probes, 

surveys.

 

Data Analysis
 

Thematic analysis

 

Thematic analysis, lexical 

analysis, descriptive and 

inferential statistics.

 Thematic analysis, 

descriptive and 

inferential statistics. 

 Grounded theory, 

thematic analysis.
 Grounded theory, thematic analysis.

Orientation/

Theory / 

Framework 

Value-sensitive design
 Social support, cognitive 

behavioral therapy

 Social support, 

cognitive behavioral 

therapy

 Social 

justice-oriented, 

critical design

 Social support, computer-mediated 

communication

Outcome
Implications, 

interactive prototypes

 

Implications, mobile phone 

application, design 

guidelines

 

 Web-based and 

smartphone 

applications, design 

guidelines

 Web-based and 

mobile phone 

applications, 

interactive prototypes

Interactive prototypes, web-based applications, 

design guidelines 
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Orientations, Theories and Frameworks:

● Patient-Clinician-Designer (Marcu et al., 2011) 

● Social Support (e.g., Schueller and Mohr, 2015)

● Cognitive Behavioral Therapy (e.g., Doherty et al., 2012)

● Social Justice-oriented Interaction Design (Dombrowski et al., 2016)

● Critical and Feminist Design (e.g., Bardzell and Bardzell, 2013)

● Value-sensitive Design (e.g., Woelfer et al., 2011)
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- Case Study: Technologies and Social Justice Outcomes in Sex Work Charities: Fighting 
Stigma, Saving Lives. (Strohmayer et al., 2017) 

- National Ugly Mugs (NUM)

Checking, reporting.

(agency, empowerment) 

Database of violent clients, reports

(NUM)
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- Case Study: Technologies and Social Justice Outcomes in Sex Work Charities: Fighting 
Stigma, Saving Lives. (Strohmayer et al., 2017) 

- National Ugly Mugs (NUM)

Checking, reporting.

(agency, empowerment) 

Database of violent clients, reports

(NUM)

Social media

Police

Perceptions and 
policy change
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Theories of stigma applied to product design:

- Interventions that address stigma at an individual and social level (Vaes et al., 2012) 

- Individual level: concealing, personalization, extra-ability

- Social level: educational campaigns on mass media

(Parry-Hill et al., 2017)
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HIV:

Communicable
 

+ = STIGMA
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Prevalence of HIV:
- In 2015, more than two million people became infected with HIV, 

totaling 36.7 million people living with HIV worldwide. (UNAIDS, 2016) 

- In the United States in 2016, more than one million people were 
living with HIV, and around 40,000 become infected with the 
virus each year. (CDC, 2016)
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Prevalence of HIV in the US (new diagnoses):

(CDC, 2016)
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In the US,
8 out of 10 
HIV patients report
feeling HIV-related stigma (CDC, 2018) 

https://health.usnews.com/health-news/patient-advice/articl
es/2015/05/12/is-depression-ever-just-depression
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Impact of stigma:
- Depression and anxiety (Herek, 2014; Nyblade et al., 2009)

- Access to support (Peterson, 2010; Williams and Mickelson, 2008)

- Access to treatment (Veinot, 2010)  

https://health.usnews.com/health-news/patient-advice/articl
es/2015/05/12/is-depression-ever-just-depression
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Interventions:
- Individual: buddy/mentor, support groups (Bockting et al., 2013; Veinot, 2010)
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Interventions:
- Individual: buddy/mentor, support groups (Bockting et al., 2013; Veinot, 2010)

- Public: (Nyblade et al., 2009; Brown et al., 2003)

- accurate information regarding transmission
- direct contact and interaction with PLH (e.g., testimonials)

- awareness of effects of stigma



3. HIV-related Stigma

25

Interventions:
- Individual: buddy/mentor, support groups (Bockting et al., 2013; Veinot, 2010)

- Public: (Nyblade et al., 2009; Brown et al., 2003)

- accurate information regarding transmission
- direct contact and interaction with PLH (e.g., testimonials)

- awareness of effects of stigma

- Structural (Nyblade et al., 2009) 
- Activism
- Policy creation/revision
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Interventions: Stigma toolkits

Source: https://assets.publishing.service.gov.uk/media/57a08d20ed915d622c0017c1/HTBLondonKiddToolkit.pdf

https://assets.publishing.service.gov.uk/media/57a08d20ed915d622c0017c1/HTBLondonKiddToolkit.pdf
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Scarce
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  HIV

  HCI  Social/Medical Sciences

# of participants  < 100 (avg. 21)  > 100 (avg. 476)

Recruitment  Mostly FtF (clinics, organizations)  FtF (clinics), online (ads)

Data collection  Interviews, PD workshops, focus groups, surveys 
 Questionnaires, interviews, focus groups, online surveys, 

online content analysis 

 Data Analysis Grounded theory, thematic analysis, descriptive statistics  Descriptive and inferential statistics

Theory/

Framework

 Patient-Clinician-Designer (PCD) framework, 
empathy-oriented design 

 Stigma, social support, computer-mediated communication 
(CMC)

Outcome
Smartphone and mobile phone applications, design guidelines 

(especially for medication adherence)

 Mobile phone-based interventions for medication 
adherence, validation of social support and stigma theories, 

interventions to address self-stigma and social stigma. 
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- Main findings from the social & medical sciences (regarding the use of 
technology):

- Medication Adherence:

- Mobile phone SMS systems do improve medication adherence (e.g., 
Pop-Eleches et al., 2011) 

- Especially if coupled with social support (Lester et al., 2010; Mannheimer et al., 2006)
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- Main findings from the social & medical sciences (regarding the use of 
technology):

- Medication Adherence:

- Mobile phone SMS systems do improve medication adherence (e.g., 
Pop-Eleches et al., 2011) 

- Especially if coupled with social support (Lester et al., 2010; Mannheimer et al., 2006)

- Stigma:

- Online recruitment allows to reach PLH more easily (Vial et al., 2014; Elford et 
al., 2004; Rhodes et al., 2002, 2003)

- Online data collection facilitates the discussion of sensitive topics 
(Carballo-Dieguez et al., 2006; Berger, 2005; Rhodes et al., 2002.) 

- Online communities help with HIV-related stigma coping, and 
augment exchange of social support (Mo and Coulson, 2013, 2010; Peterson, 2009; 

Reeves, 2000) 
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- Medication adherence:
- Interactive Voice Response (Joshi et al., 2014) 

Population: n=54

Method: Recruitment: 
clinics. Data collection: 
Interviews

- Self-report data to 
assess medication 
adherence

- Doctor’s voice 
increased trust 

- 1 weekly reminder 
preferred over daily 
reminder

- Desire for ability to 
report intake rather 
than wait for a call.
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- Medication adherence:
- TreatYourSelf App (Marcu et al., 2016; Salib et al., 2018)

-
Population: n=12

Method: Recruitment: 
HIV clinic. Data collection: 
participatory design 
workshops. 

Theories/Framework: 
Patient-clinician-designer 
(PCD), empathy-driven 
design

- Gamification
- use of avatars and leaderboard

- Confidentiality
- Interface colors
- Neutral signifiers

- Social support
- Exchange via direct messages 

with others using the app.
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- HIV-related stigma
- Use of video to address social stigma (video design) (Liu et al., 2013)

- Design implications to control level 
of disclosure.
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- HIV-related stigma
- Designing against discrimination (smartphone app design) (Levy and Barocas, 2017)
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- HIV-related stigma
- Designing against discrimination (smartphone app design) (Levy and Barocas, 2017)



5. Ethical Considerations

37



5. Ethical Considerations

38

- Confidentiality and privacy (Curtis, 2014; Rhodes et al., 2003) 

- Awareness and understanding of risks
- Proper comprehension of informed consent documentation

- Protection of data collected online
- Third-party data management (ISPs, social media, etc.)
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- Confidentiality and privacy (Curtis, 2014; Rhodes et al., 2003) 

- Awareness and understanding of risks
- Proper comprehension of informed consent documentation

- Protection of data collected online
- Third-party data management (ISPs, social media, etc.)

- Real contribution or technological solutionism?
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Thanks!
Any questions?
Contact me!
◂ jmaestre@indiana.edu
◂ @jfermaestre

mailto:jmaestre@indiana.edu


6. Gaps &
Research 
Questions
How can we better conduct HCI 
research with and for the 
stigmatized?

41

Technological 
Interventions

HCI 
Research 
Methods

Stigmatized 
Populations
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Most HCI research involving stigmatized groups has 
not incorporated theory of stigma in their 

interventions. Moreover, such interventions do not 
address stigma directly.

GAP 1:
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Most HCI research involving stigmatized groups has 
not incorporated theory of stigma in their 

interventions. Moreover, such interventions do not 
address stigma directly.

- R.Q.1. How could HCI research incorporate theories of stigma?

- Vaes et al. (2012)
- Personalization

-

- Strohmayer et al. (2017)
- Self-stigma, social and structural stigma
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Most HCI research involving stigmatized groups has not incorporated theory of stigma in their 
interventions. Moreover, such interventions do not address stigma directly.

- R.Q.2. How could HCI researchers design and develop interventions that 
address stigma more directly?

- (1) have a social justice, critical, empathic, value-sensitive, and slow change interaction design 

orientation (Siegel and Beck, 2014) 
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Most HCI research involving stigmatized groups has not incorporated theory of stigma in their 
interventions. Moreover, such interventions do not address stigma directly.

- R.Q.2. How could HCI researchers design and develop interventions that 
address stigma more directly?

- (1) have a social justice, critical, empathic, value-sensitive, and slow change interaction design 

orientation (Siegel and Beck, 2014) 

- (2) follow theory-driven strategies for stigma, social support, and BIT design (e.g., Consolvo et al., 2009) 
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Most HCI research involving stigmatized groups has not incorporated theory of stigma in their 
interventions. Moreover, such interventions do not address stigma directly.

- R.Q.2. How could HCI researchers design and develop interventions that 
address stigma more directly?

- (1) have a social justice, critical, empathic, value-sensitive, and slow change interaction design 

orientation (Siegel and Beck, 2014) 

- (2) follow theory-driven strategies for stigma, social support, and BIT design (e.g., Consolvo et al., 2009) 

- (3) be implemented following a framework like the PCD framework 
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- (4) be validated by experts in cognitive behavioral therapy (based on Schueller et al., 2013) 
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Most HCI research involving stigmatized groups has not incorporated theory of stigma in their 
interventions. Moreover, such interventions do not address stigma directly.

- R.Q.2. How could HCI researchers design and develop interventions that 
address stigma more directly?

- (1) have a social justice, critical, empathic, value-sensitive, and slow change interaction design 

orientation (Siegel and Beck, 2014) 

- (2) follow theory-driven strategies for stigma, social support, and BIT design (e.g., Consolvo et al., 2009) 

- (3) be implemented following a framework like the PCD framework 

- (4) be validated by experts in cognitive behavioral therapy (based on Schueller et al., 2013) 

- (5) provide supportive accountability and allow the exchange of informational and emotional 

social support in a peer-based manner 
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Most HCI research involving stigmatized groups has not incorporated theory of stigma in their 
interventions. Moreover, such interventions do not address stigma directly.

- R.Q.2. How could HCI researchers design and develop interventions that 
address stigma more directly?

- (1) have a social justice, critical, empathic, value-sensitive, and slow change interaction design 

orientation (Siegel and Beck, 2014) 

- (2) follow theory-driven strategies for stigma, social support, and BIT design (e.g., Consolvo et al., 2009) 

- (3) be implemented following a framework like the PCD framework 

- (4) be validated by experts in cognitive behavioral therapy (based on Schueller et al., 2013) 

- (5) provide supportive accountability and allow the exchange of informational and emotional 

social support in a peer-based manner 

- (6) be highly customizable
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Most HCI research involving stigmatized groups has not incorporated theory of stigma in their 
interventions. Moreover, such interventions do not address stigma directly.

- R.Q.2. How could HCI researchers design and develop interventions that 
address stigma more directly?

- (1) have a social justice, critical, empathic, value-sensitive, and slow change interaction design 

orientation (Siegel and Beck, 2014) 

- (2) follow theory-driven strategies for stigma, social support, and BIT design (e.g., Consolvo et al., 2009) 

- (3) be implemented following a framework like the PCD framework 

- (4) be validated by experts in cognitive behavioral therapy (based on Schueller et al., 2013) 

- (5) provide supportive accountability and allow the exchange of informational and emotional 

social support in a peer-based manner 

- (6) be highly customizable

- (7) have the potential to be implemented at large scale
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Most HCI research involving stigmatized groups has not incorporated theory of stigma in their 
interventions. Moreover, such interventions do not address stigma directly.

- R.Q.2. How could HCI researchers design and develop interventions 
that address stigma more directly?

- BITs (individual)
- App design guidelines 

(individual, social)

- Peer - support (individual)
- Awareness (social, structural)
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Most HCI research involving stigmatized groups has not incorporated theory of stigma in their 
interventions. Moreover, such interventions do not address stigma directly.

- R.Q.2. How could HCI researchers design and develop interventions 
that address stigma more directly?

- BITs (individual)
- App design guidelines 

(individual, social)

- Peer - support (individual)
- Awareness (social, structural)

- VR / AR (social)
- Games (social)
- Awareness (social, struct.)
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Most research conducted by the social sciences relies 
on online methods that yield a higher number of 
participants with more diverse backgrounds. HCI 

research, however, has mainly relied on FtF 
instrumentation to recruit and collect data from 

stigmatized populations.

GAP 2:



- R.Q.3. Is there a methodology that could be used to conduct HCI 
research with the stigmatized remotely?

- Maestre et al. (2018)
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Most research conducted by the social sciences relies on online 
methods that yield a higher number of participants with more diverse 

backgrounds. HCI research, however, has mainly relied on FtF 
instrumentation to recruit and collect data from stigmatized 

populations.

ARC

Activities
W1. Intros, Baseline 

Survey
W2. Problem 

Ranking 
W3. Photo Elicitation 
W4. Technology Use 

W5: Co-design 
W6&7: Mobile app 

W8: Personas
W8: Debrief survey

Analysis
Participation & 
engagement
Preferred activities

Recruitment
Facebook support groups
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Most research conducted by the social sciences relies on online 
methods that yield a higher number of participants with more diverse 

backgrounds. HCI research, however, has mainly relied on FtF 
instrumentation to recruit and collect data from stigmatized 

populations.

- R.Q.3. Is there a methodology that could be used to conduct HCI 
research with the stigmatized remotely?

- Maestre et al. (2018)
- ARC toolkit 

- More interactive
- Easier integration and deployment

ARC

Activities
W1. Intros, Baseline 

Survey
W2. Problem 

Ranking 
W3. Photo Elicitation 
W4. Technology Use 

W5: Co-design 
W6&7: Mobile app 

W8: Personas
W8: Debrief survey

Analysis
Participation & 
engagement
Preferred activities

Recruitment
Facebook support groups
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Most research conducted by the social sciences relies on online 
methods that yield a higher number of participants with more diverse 

backgrounds. HCI research, however, has mainly relied on FtF 
instrumentation to recruit and collect data from stigmatized 

populations.

- R.Q.3. Is there a methodology that could be used to conduct HCI 
research with the stigmatized remotely?

- Maestre et al. (2018)
- ARC toolkit 

- More interactive
- Easier integration and deployment

- Compare findings with participants recruited offline
- Verify contradicting findings!
- Compare with other stigmatized groups

ARC

Activities
W1. Intros, Baseline 

Survey
W2. Problem 

Ranking 
W3. Photo Elicitation 
W4. Technology Use 

W5: Co-design 
W6&7: Mobile app 

W8: Personas
W8: Debrief survey

Analysis
Participation & 
engagement
Preferred activities

Recruitment
Facebook support groups
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There has been poor control of privacy and 
confidentiality in research of the stigmatized 

conducted online.

GAP 3:
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There has been poor control of privacy and confidentiality in research 
of the stigmatized conducted online.

- R.Q.4. Are there any ways that could further improve the informed 
consent process?

- Interactive procedures (e.g., quizzes, games)
- Chat-based
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There has been poor control of privacy and confidentiality in research 
of the stigmatized conducted online.

- R.Q.4. Are there any ways that could further improve the informed 
consent process?

- Interactive procedures (e.g., quizzes, games)
- Chat-based

- R.Q.5. How can HCI research further protect the 
privacy/confidentiality of participants?

- Guidelines
- Use of other platforms for remote studies such as Tor, Whisper, etc.
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R.Q.1. How could HCI research incorporate theories of stigma?
R.Q.2. How could HCI researchers design and develop interventions that 
address stigma more directly?
R.Q.3. Is there a methodology that could be used to conduct HCI research with 
the stigmatized online?
R.Q.4. Are there any ways that could further improve the informed consent 
process?
R.Q.5. How can HCI research further protect the privacy/confidentiality of 
participants?

GAP 1:

GAP 2:

GAP 3:
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  Stigmatized Populations

  HCI  Social Sciences

# of participants 22.3 (7.8) > 100

Recruitment Mostly FtF (flyers) Mostly online (ads, email) 

Data collection
Interviews, surveys, ethnographic methods, participatory 

design, online content analysis
 Online surveys, online content analysis, questionnaires, 

interviews 

 Data Analysis Grounded theory, thematic analysis, descriptive statistics  Descriptive and inferential statistics

Theory/

Framework

 Patient-Clinician-Designer (PCD) framework, value-sensitive, 
social justice-oriented, and critical design

 Stigma, social support, computer-mediated communication 
(CMC) 

Outcome
 Web-based and smartphone applications, prototypes, design 

guidelines, implications 
 Models, validation/update of theory
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Orientations, Theories and Frameworks

- Social Justice-oriented Interaction Design (Dombrowski et al., 2016)

- Interventions with broader impact (systemic approach)

- Addresses inequalities and injustice among stakeholders

- Study example: “Technologies and Social Justice Outcomes in Sex Work Charities: 

Fighting Stigma, Saving Lives.” (Strohmayer et al., 2017)
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Orientations, Theories and Frameworks

- Value-sensitive Design (Friedman et al., 2002)

- Identifies values of stakeholders.

- Values can be related to privacy, gender roles, etc.

- Study example: homelessness (e.g., Woelfer et al., 2011)
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Orientations, Theories and Frameworks

- Critical and Feminist Design (Bardzell and Bardzell, 2013)

- Stands against perpetuating marginalization of women and other marginalized 
groups

- Provokes reflection on prejudices, injustices and taboos

- Challenges the status quo

- Study example: sexual pleasure (e.g., Bardzell and Bardzell, 2011) 
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Orientations, Theories and Frameworks

- Social Support (Burleson 2009; Cutrona and Suhr, 1992)

- Verbal and nonverbal behavior “produced with the intention of providing assistance to 

others perceived as needing that aid” (High et al., 2014)

- informational, emotional, self-esteem, network and tangible support (Cutrona and Suhr, 

1992)

- Study example: depression (Schueller and Mohr, 2015) 
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Orientations, Theories and Frameworks

- Cognitive Behavioral Therapy

- This therapy has been deemed as the most effective in changing people’s behaviors, 
thoughts and feelings about situations or triggers that exacerbate a condition

- Study examples: Depression (e.g., Doherty et al., 2012)
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Orientations, Theories and Frameworks

- Patient-Clinician-Designer (PCD) (Marcu et al., 2011) 

- Based on user-centered design principles (e.g., user-focused and active user 
involvement) taking into account the perspectives of patients, clinicians and 
designers when designing and developing a technological solution

- Study example: Bipolar disorder (Marcu et al., 2011) 


