
Preamble
The Pacific AIDS Network (PAN) in partnership with the Community Action Initiative (CAI) convened a 
working group of people with lived experience of stigma and allies to support the development of a 
data collection tool that allows us to document stigma and capture stories of individual experiences of 
stigma. Stigma is an ongoing and persistent issue that significantly impacts people’s lives. Stigma refers 
to negative beliefs that society or groups of people have about someone or the negative feelings we 
might have about ourselves. It can affect how we think about ourselves and how others treat us.  

This information may be used to raise awareness of stigma, improve programs and services or advocate 
for stigma reduction policies, programs and practices.    

How can you participate?
Your participation is purely voluntary. You can stop your participation in this survey at any time and you 

can skip questions that you don’t want to answer. We strive to be good stewards of your stories and will 
be sure to protect your confidentiality and will take out any personal information in the responses.  If 
you have any questions about this work, please contact PAN’s Evaluation Coordinator Paul Kerber at
paul@pacificaidsnetwork.org. 

What will you be asked? 
This survey asks questions about your stigma experiences in the last 12 months and invites you to tell 
us your story. Not everyone experiences stigma in the same way or faces the same types of stigma. 
Stigma and discrimination are affected by the multiple characteristics that makes us unique individuals, 
such as our gender, race, ethnicity, ability and many other things. This is called intersectionality and this 
survey is also intended to tell the story of intersectional stigma.

PERSONAL EXPERIENCES OF 
STIGMA SURVEY

Please complete the following questions: 

2. Over the past year, I have felt stigmatized 
or discriminated against:

More often than the year before
 About same as the year before
 Less often than the year before
 Unsure 

1. While you may have experienced stigma 
for a long time, we would like you to focus 
on the experiences you have had over the 
last 12 months.

In the past year, have you experienced 
stigma or discrimination?
Yes 
No
Unsure 

3. Over the last 12 months, my experiences of 
stigma have been:

 More harmful or severe
 About the same
 Less harmful or severe
Unsure

4. My experience of stigma and discrimination 
since the COVID-19 pandemic started is (has)

 Significantly better  
 Better
 Stayed the same 
Worse 
 Significantly worse
 N/A

mailto:paul@pacificaidsnetwork.org


Who Experiences Stigma

Our experiences of stigma can be influenced by different aspects of our selves, such as our skin 
colour, gender, or substance use. Understanding how our experiences are shaped by how we think of 
ourselves and how others may see us is helpful for developing initiatives and programs or raising 
awareness of stigma and discrimination.

The following question asks you to select items that reflect your identity and circumstances. We want 
to use this information to be able to say something about who experiences stigma. This list is not 
meant to be complete but it does include aspects of our lives that have been associated with 
stigma. If you would prefer not to answer, that is okay- please move on to the next question.

Where is Stigma Experienced 

One of the important uses of this tool is to be able to determine if there is collective action/advocacy 
work that could be done to challenge stigma. The reason we ask the following question is to identify 
major sources of stigma in your community.

6. In the last 12 months, I have experienced stigma (check all that apply):

From my friends
From my family
From my peers 
When I am out in public
In shops or stores or businesses
When I am using health services at doctors’ offices, clinics, hospitals,      paramedics, emergency 

rooms or pharmacies
When I am using community-based services like food banks, AIDS Service Organizations, etc.
When I am using other government services from BC government offices,  Service BC, Ministry of 

Child and Family Development, Immigration Canada, Ministry of Social Development and Poverty 
Reduction, etc.
When I have interacted with police or by-law officers
 In my work place or at educational institutions
When I have been in custody, court or in jail
 At my place of worship (churches, mosques, temples)
 Because of federal, provincial or municipal laws, bylaws or policies
 From the media (social media, news coverage)

5.  I am a person (check all that apply): 
Who uses substances
Who experiences poverty
Who has lived/living experience of mental 

illness
Who has lived/living experience of hepatitis C
Who has lived/living experience of HIV
Who is homeless or has unstable housing
Who is LGBTTQ+

Who is a newcomer to Canada
Who identifies as a racial minority
Who is Indigenous
Who is a man
Who is a woman
Who is non-binary
Who is transgender or a person of trans 

experience
 Prefer not to answer



7. Stories are a powerful way to help others understand what the experience of stigma is like. If 
you are willing, please tell us about a stigma experience you have had in the past 12 months. If you 
are comfortable, please tell us what happened and let us know where it happened, what 
happened, and how it made you feel.

What is the stigma experience like

Intersectionality is a way to think 
about different inequalities influenced 
by the characteristics that make you who you are. These 
inequalities cannot be separated from the larger systems 
that produce them (policies, societal attitudes, including 
stigma, political and economic systems). For 
instance, thinking about HIV-stigma on its own 
vs. intersectional stigmas based on HIV status + race + 
sexuality + drug use. 

8. Please take a moment to think about the characteristics that make up who you are. Given your 
experience over the last 12 months, how much does intersectionality impact your experience of 
stigma?

Never (1) Moderately (2-6) Always (7)

      



Personalized/Self stigma refers to low 
self-esteem and other negative 
feelings/thoughts about yourself
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Because of who I am, people think the bad things 
that have happened to me are my fault      

Because of who I am, people avoid me      

People in my life know that I [have HIV, use 
substances, have hepatitis C, have mental illness]      

I’m able to adapt to change
     

I feel the need to hide the fact that I [have HIV, use 
substances, have hepatitis C, have mental illness]      

9. Personalized/Self/Individual 
Stigma

Interpersonal stigma refers to a 
negative treatment or attitudes by 
friends and family
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Because of who I am, my friendships are negatively 
impacted

     

Because of who I am, I am excluded from social 
gatherings or activities (e.g. weddings, funerals, 
parties, clubs)

     

I have someone I can count on to listen to me when I 
need to talk

     

I have someone to accompany me to health 
appointments if I need it

     

10. Interpersonal Stigma



Organizational stigma refers to negative 
attitudes and behaviours from specific 
community organizations, service providers, 
including healthcare providers 
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Because of who I am, I am discriminated against by 
service providers

     

Because of who I am, I am denied health services      
Because of who I am, I avoid health and social services

     

I am engaged in decisions about my healthcare      
Staff at community-based organizations I access really 
know me as a person

     

Doctors or healthcare providers that I see really know 
me as a person

     

Health and social service staff have supported me in 
getting services that I currently don’t have access to 
(such as social assistance, disability benefits, housing, or 
parenting support)

     

11. Organizational Stigma - Access 
to Services/Healthcare

Community stigma refers to negative 
attitudes and behaviours by wider 
community and networks
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Most people in my community are uncomfortable around 
people who [have HIV, use substances, have hepatitis C, have 
mental illness]

     

People’s attitudes [about HIV, people who use substances, 
hepatitis C, people with mental illness] make me feel worse 
about myself

     

I challenge or educate someone who is engaging in stigma or 
discrimination against me

     

I challenge or educate someone who is engaging in stigma or 
discrimination against other people

     

12. Community Stigma



Structural stigma refers to 
inequities manifested 
through rules, policies and 
procedures

13. Structural/Government/Policy Stigma

N
ev

er

Ra
re

ly

So
m

et
im

es U
su

al
ly

Al
w

ay
s

N
/A

Because of who I am, I am discriminated against by housing 
providers /landlords

     

Because of who I am, I am discriminated against by schools 
and/or employers

     

Because of who I am, I am discriminated against by police or 
bylaw officers

     

Because of who I am, I am negatively impacted by municipal 
bylaws/policies/rules/provincial or federal laws

     

I find it easy to access health and mental health services      

I have encouraged a community leader to take action on issues of 
stigma and discrimination against people like me

     

I have encouraged a government leader or a politician to take 
action on issues of stigma and discrimination against people like 
me

     

I feel like media coverage take a balanced view of people like me      

14. As mentioned, the information collected through this survey/interview may be used to raise 
awareness about stigma and advocate for policies, programs and practices that address/tackle 
stigma and support people who experience it.

If you had the opportunity to talk to a person in power (e.g. the prime minister, the mayor, the 
minister in your church...), what would be important to share about making things better for 
people like you experiencing stigma? (use the back of the page if you need more space)



Thank you for completing the survey!

List of articles and validated instruments that informed the development of the 
survey: 

• Berger Stigma Scale 
• EQUIP Health Care: Equity-oriented Health Care Scale (EHoCS)*
• King, M., Dinos, S., Shaw, J., Watson, R., Stevens, S., Passetti, F., Weich, S., & 

Serfaty, M. (2007). The Stigma Scale: development of a standardised measure of 
the stigma of mental illness. The British journal of psychiatry: the journal of mental 
science, 190, 248–254.

• Luoma, J. B., Nobles, R. H., Drake, C. E., Hayes, S. C., O’Hair, A., Fletcher, L., & 
Kohlenberg, B. S. (2013). Self-stigma in substance abuse: Development of a new 
measure. Journal of psychopathology and behavioral assessment, 35(2), 223-234.

• Mallory’s health care empowerment scale
• Johnson, M. O., Rose, C. D., Dilworth, S. E., & Neilands, T. B. (2012). Advances in 

the conceptualization and measurement of Health Care Empowerment: 
development and validation of the Health Care  Empowerment inventory. PLoS
One, 7(9). 
https://journals.plos.org/plosone/article?id=10.1371/journal.pone.0045692

• Scheim, A. I., & Bauer, G. R. (2019). The Intersectional Discrimination Index: 
development and validation of measures of self-reported enacted and anticipated 
discrimination for intercategorical analysis. Social Science & Medicine, 226, 225-
235.

• The Stigma Index - https://www.stigmaindex.org/

https://journals.plos.org/plosone/article?id=10.1371/journal.pone.0045692
https://www.stigmaindex.org/
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