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Projected Outcomes
•	Greater trust

•	� Improved well-being

•	� Better engagement in care

•	� Reduced stigma

•	� Improvement in taking medications  
as prescribed
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Healthcare
Engagement

•	 Care avoidance or delay

•	� Provider switching and 
mistrust

•	 Selective disclosure

•	� Managed, indirect, or no 
perceived impact

Taking Medication  
as Prescribed

•	� Direct impact on taking 
medication as prescribed

•	� Managed impact despite 
stigma

•	� Indirect/contextual impact

•	� No perceived impact  
for some

Well-Being and
Quality of Life

•	 Chronic emotional burden

•	 Safety and support

•	� Disrupted future or life 
planning

•	� Broader quality-of-life  
consequences

BACKGROUND

Stigmatizing language in healthcare settings remains a persistent 
barrier to care. To understand its impact for women and nonbinary 
adults living with HIV, The Well Project (a non-profit organization) 
conducted a national survey exploring their experiences in healthcare 
settings. The IRB-approved web-based survey consisted of multiple-
choice, Likert-scale, ranking, and open-ended response items to 
obtain quantitative and qualitative data. Although quantitative survey 
items captured the frequency of reported impacts of stigmatizing 
language, open-ended responses provided more insight into how 
language shaped participants’ experiences. 

RESULTS

In total, 131 respondents (71%) reported experiencing stigmatizing language in healthcare settings from a variety of 
healthcare providers and staff. Respondents reported that stigmatizing language in healthcare settings resulted in:

•	 Impact on mental health and self-esteem (65%)

•	 Delaying, avoiding, or missing healthcare appointments (54%)

•	 Effects on overall well-being or quality of life (52%)

•	 Finding it difficult to take their HIV medication as prescribed (39%)

Participants who reported these experiences were also asked to describe, through open-ended text responses,  
the specific events with stigmatizing language and how it affected them. These qualitative responses provided  
deeper insight into the ways stigmatizing language influenced participants’ lives and informed the conceptual  
model presented below.

CONCLUSION

The Well Project undertook this project to augment anecdotal evidence with quantifiable data to 
further illuminate the impact of language. The results demonstrate that experiences of stigmatizing 
language can negatively affect individuals’ physical and mental health, self-esteem, and quality 
of life while also interfering with the public-health goals of HIV care and treatment. This research 
underscores the importance of language and the need for increased education and training around 
person-first language for healthcare professionals.

METHODS

This descriptive-interpretive qualitative analysis examined open-ended survey responses 
from 182 US respondents living with HIV that self-identified as cisgender women (93%), 
transgender women (4%), and nonbinary adults (3%). The study sample was diverse across 
race/ethnicity, sexual orientation, age, type of health insurance used, and number of years 
living with HIV. Survey responses were coded inductively to identify recurring concepts, 
experiences, and recommendations. Codes were organized into sub-domains and mapped 
to five analytic domains: • Mental Health and Self-Esteem • Healthcare Engagement 
• Well-Being and Quality of Life • Taking Medication as Prescribed and • Solutions, 
Recommendations, and Affirming Care Practices. Quantitative survey responses were used 
descriptively to contextualize findings, while the primary focus of this analysis remained on 
participants’ qualitative narratives.

To learn more  
about this project,
scan the QR code

The Well Project encourages allies in the healthcare and research 
sectors who witness stigmatizing language to engage in bystander 
intervention - “calling in” their peers when such language is utilized - 
to lessen the burden on community advocates to do so, especially in 
settings where community members are not adequately represented.

77%  
of respondents 
agreed that 
person-first 
language improves 
communication and 
reduces stigma in 
healthcare settings.

Hearing stigmatizing language from a healthcare 
provider, someone who is supposed to be a source 
of support, is uniquely damaging…It directly 
undermines my self-worth and can lead to  
increased anxiety, depression, and isolation.”   
- Survey respondent

“T�here were times when harsh words from providers
made me lose motivation to stay consistent with  
my treatment.” - Survey respondent

Language can harm, buffer, or improve experiences across domains.

Person-First Language
•	Humanization over diagnosis

•	� Respectful, non-judgmental 
communication

•	� Empowering/hope-oriented language

•	� Scientific and accurate HIV information

•	� Provider training and accountability

•	� Public education and normalization

•	� Accessibility, empathy, and inclusion

“[Person-first language] makes 

 me feel like a whole person not 

 just defined by HIV. Saying a ‘woman 

living with HIV’ acknowledges  

my humanity and dignity.”  

– Survey respondent

Mental Health  
and Self-Esteem

•	 Internalized stigma

•	� Reduced self-worth and self-
concept impact

•	 Stress and chronic distress

•	� Dehumanization and identity 
reduction

Impact of Stigmatizing Language in Healthcare Settings

Solutions, Recommendations, and Affirming Care Practices


