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BACKGROUND 
Stigma Reduction Evaluation Working Group 
 

The Pacific AIDS Network (PAN) in partnership with the Community Action 
Initiative (CAI) convened a working group of people with lived and living 
experience of stigma and allies to support the development of a survey tool 
that allows for the documentation of stigma and capturing of stories of 
individual experiences of stigma. 

The Stigma Reduction Evaluation Working Group led by PAN has been 
meeting regularly since November 2019 to support the development of a 
data collection tool that allows teams 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. 

Development of a harmonized survey tool will not only allow organizations 
and coalitions to more fully understand the impact of stigma on their clients 
or community members, it will also address a gap in knowledge identified in 
the literature and help multiple sectors to assess and measure the outcomes 
of collective efforts in reducing stigma. This work provides an opportunity for 
cross-sectoral collaborations that engage partners of all levels, including 
funders, health authorities, decision-makers, frontline service providers, 
peer-run organizations, and people with lived and living experiences. Further, 
the outcome of this work will provide leadership in supporting community-
based projects and initiatives to measure their outcomes and impacts 
consistently. 

Stigma is any unfair and unjust attitude, treatment or interaction 
experienced based on lived experiences with HIV, hepatitis C and 
marginalized positions in relation to social determinants of health (e.g. 
homelessness, poverty) and various identities (e.g. people who use 
drugs, do sex work, identify as LGBTQ+ and/or Indigenous). Stigma 
can be internalized, perceived, or experienced/enacted and can 
happen across many areas of a  person’s life -- for example, at the 
personal level; at the systemic level, including accessing services (e.g. 
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accessing health care); and at the governmental/policy level (e.g. 
laws). 

 

BC People Living with HIV Stigma Index and the Deliberative 
Dialogue 
 

This tool emerged from the BC People Living with HIV Stigma Index and the 
Deliberative Dialogue which identified the need for a tool that captures the 
experiences of stigma. The BC People Living with HIV Stigma Index is a 
community-based research project that interviewed 176 people from across 
BC about their experience with HIV-related stigma. The findings of the BC 
People Living suggest that experiences of stigma and discrimination had 
impacts in multiple areas of participants’ lives, including mental health, 
physical health, social connection, income and other areas of life. 

The Index was not meant to be solely a research project but a tool for 
moving findings into action and for supporting planning for interventions, 
initiatives, programs and services. In order to support planning for stigma 
reduction initiative or projects, the Pacific AIDS Network (PAN) and the Afro-
Canadian Positive Network (ACP-Net) held a Deliberative Dialogue in 
November of 2019 to identify the current initiatives to address stigma, the 
gaps in these initiatives, and the ways to bridge these gaps. Concurrently, 
PAN also had conversations with the Community Action Initiative (CAI) about 
their work and their partners’ work related to stigma.  

What became clear was that stigma is having a profound impact on the 
people we are all working with. It is not one particular kind of stigma but 
multiple layers of stigma and discrimination directed at people who use 
drugs, people living with HIV, people with lived experience of hepatitis C, 
newcomers, people who are LGBT2Q+, and others.  

CAI and PAN have recognized that a lack of tools to systematically capture 
the experiences of stigma makes it challenging to compare outcomes across 
initiatives focused on reducing stigma. Both teams wanted to work together 
to develop a useful survey tool that could then be piloted or used by each of 
our organizations and others. It was important to consider various types of 
stigma and engage key partners supporting this kind of work across the 
province. 

 

https://pacificaidsnetwork.org/training-leadership/stigma/
https://pacificaidsnetwork.org/training-leadership/stigma/
https://pacificaidsnetwork.org/2020/04/09/deliberative-dialogue-report/
https://caibc.ca/
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Intersectional stigma  
 

Not everyone experiences stigma in the same way or faces the same types of 
stigma. ‘Intersectional stigma’ is a concept that has emerged to characterize 
the convergence of multiple stigmatized identities within a person or group, 
and to address their joint effects on health and wellbeing. The intersections 
of race, class, gender and other characteristics serve as the basis for 
intersectional stigma. This survey tool has been built to try to understand 
more fully how people experience stigma across many aspects of their 
identity.  
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ABOUT THE SURVEY 
 
How was the survey developed?  
 

The survey was developed by the members of the working group in 2019-
2020. The following articles and validated instruments informed the 
development of the survey:   

1. Berger, B. E., Ferrans, C. E., Lashley, F. R. (2001). Measuring Stigma 
in People with HIV: Psychometric Assessment of the HIV Stigma Scale. 
Research in Nursing & Health, 24: 518-529.  

2. Ford-Gilboe, M., Wathen, N., Browne, A., Varcoe, C., & Perrin, N. for 
EQUIP Health Care. (2020). Equity-oriented Health Care Scale 
(EHoCS). Vancouver, BC. Retrieved from www.equiphealthcare.ca.  

3. 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. 

4. 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. 

5. 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.004
5692  

6. 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. 

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

Following the development of the survey, the tool was piloted among 9 
people with lived and living experience in British Columbia as well as 
among 2 organizations. The pilot stage intended to test whether the goal 

https://journals.plos.org/plosone/article?id=10.1371/journal.pone.0045692
https://journals.plos.org/plosone/article?id=10.1371/journal.pone.0045692
https://www.stigmaindex.org/
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of the survey is clear, whether the questions were easy to understand, 
and whether there was anything missing from the survey. The feedback of 
the pilot participants was mostly positive. The goal of the organizational 
pilot was to understand the organizational capacity to administer the 
survey and the kind of supports organizations might need.  

How can this survey be useful for you and your group?  
 

The tool can be used by organizations/peer-based groups/advocacy or 
activist groups in a variety of ways depending on the group’s needs. Some of 
the ways in which the tool can be used include:  

• Collecting the lived and living stories and experiences of stigma in the 
community to raise awareness about stigma 

•  Identifying and understanding structural and systemic stigmas and 
supporting advocacy or collective action for systems change 

• Measuring changes in how your members/clients/patients experience 
stigma over time or as a result of a program or service 

• Improving programs and services or to advocate for stigma reduction 
policies, programs and practices and to assess the differences that 
community organizations are making for their clients 

• Conducting research on the lived and living experiences of 
intersectional stigma  
 

There is also an opportunity to collate data from various projects that can 
paint a bigger picture of people’s experiences of stigma in BC and track these 
changes over time. As well, collated data can help funders understand how 
their investment impacts stigma for the people who are accessing services 
that they fund.  

Depending on whether you want to use the tool for evaluation or research 
purposes, you might need approval from an institutional Ethics Review Board 
(see p. 5-6 for more information).  

How are you planning to use the survey? 
Spend some time thinking about how you want to use the results of the 
survey. Do you want to learn about the individuals experiences of stigma? Do 
you want to give PWLLE an opportunity to share their experiences through 
this survey? Do you want to improve your programs and services based on 
the results of the program? Do you want these answers to be part of a larger 
discussion about stigma in your community? Depending on your answer, you 
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need to make sure that people completing the survey understand how their 
data will be used and stored.  

What types of questions will be asked? 
 

This survey asks about individual participants’ stigma experiences in the last 
12 months. It invites people to tell their story. The questions invite 
participants to reflect on the different levels of stigma they might have 
experienced – from personalized to structural. The survey includes both 
close-ended and open-ended questions. Some of the questions include: What 
is the stigma experience like? How often do you experience personalized, or 
self-stigma, intrapersonal, organizational, community stigma, and structural 
stigma? 

Who should complete the survey? 
 

This survey should be completed by clients/patients of service organizations 
or members of community groups working to address issues affecting people 
with lived and living experience of HIV, hepatitis C, drug use, or other people 
impacted by intersectional stigma. Individuals can either complete the survey 
questions independently or with the support of a staff member or peer.  

Important considerations: ethics considerations and ethics 
review 
 

There are different ethical responsibilities to consider, including whether your 
project needs to get Review Ethics Boards’ (REB) approval, which is 
determined by how you are going to use the information you collect, and 
whether your project qualifies as research or evaluation.  

The Tri-Council Policy Statement (TCPS2) governing research ethics in 
Canada suggests that while research must undergo ethical review, program 
evaluation and qualitative improvements studies do not fall under the 
auspices of the TCPS or institutional Research Ethics Boards (REBs) 
(Guidelines for differentiating among Research, Program Evaluation and 
Quality Improvement, Dalhousie University).  

 

TCPS2, Article 2.5: “Quality assurance and quality improvement 
studies, program evaluation activities, and performance reviews, or 

https://cdn.dal.ca/content/dam/dalhousie/doc/research-services/Guidelines%20research%20PE%20QI%20(28%20Nov%202013).pdf
https://cdn.dal.ca/content/dam/dalhousie/doc/research-services/Guidelines%20research%20PE%20QI%20(28%20Nov%202013).pdf
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testing within normal educational requirements when used exclusively 
for assessment, management or improvement purposes, do not 
constitute research for the purposes of this Policy, and do not fall 
within the scope of REB review.” 

However, it is not always clear whether a project is defined as a research 
study or an evaluation project, so it is up to you and your team to consider 
this carefully and to follow the ethics guidelines that govern your work. If this 
is something you want to learn more about, you can go to A pRoject Ethics 
Community Consensus Initiative (ARECCI), which developed the ARECCI 
Ethics Guideline Tool to help you consider the ethical implications of quality 
improvement projects, evaluation projects, needs assessments, knowledge 
transfer, and health innovations.  

You can find the Ethics Guidelines here - 
https://albertainnovates.ca/wp-content/uploads/2017/11/ARECCI-
Ethics-Guideline-Tool.pdf     

This tool should be used along with the ARECCI Ethics Screening Tool to 
identify the ethical risks, to consider how to mitigate them, and to determine 
the appropriate type of ethics review. 

You can find the Screening Tool here - 
http://www.aihealthsolutions.ca/arecci/screening/451037/eb50866d95
5b8887c94242ea3e22f56e  

Even if you are not using the survey for research purposes, there are a 
number of ethical considerations to keep in mind. It is very important that 
we adhere to the highest ethical standards and protect the people 
participating in this work. At a minimum, participants need to be fully aware 
about the aim of using the survey, how their data will be used and how it will 
be protected.  

 

https://albertainnovates.ca/wp-content/uploads/2017/11/ARECCI-Ethics-Guideline-Tool.pdf
https://albertainnovates.ca/wp-content/uploads/2017/11/ARECCI-Ethics-Guideline-Tool.pdf
http://www.aihealthsolutions.ca/arecci/screening/451037/eb50866d955b8887c94242ea3e22f56e
http://www.aihealthsolutions.ca/arecci/screening/451037/eb50866d955b8887c94242ea3e22f56e
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SURVEY IMPLEMENTATION 
 

Is the survey online or paper-based? 
 

Currently the survey is available in both paper and online formats. You can 
request paper copies of the survey. You can also request an online version of 
the survey.  

Why do you need informed consent and how do you obtain it 
from participants? 
 

Informed consent is the voluntary agreement to participate in data collection. 
This is the process of ensuring participants are fully informed about the 
survey that they will be completing and about how their data will be used 
and stored. Obtaining consent through an informed consent form, 
information letter, or through a standardized verbal process allows 
participants to express their acceptance or decline to be involved in the 
evaluation. PAN can help develop an informed consent.  
 

Will clients require support to complete the survey 
questions? 
 

Some clients may need help filling out the entire survey (e.g., if they have 
challenges with reading) or parts of the survey (e.g., if someone needs 
clarifications). Also, certain survey questions could potentially be triggering 
for clients. Please ensure that a staff member or peer is available to provide 
clients with support, if needed. However, it is important that if you are using 
this as an evaluation tool the support staff should not be someone directly 
linked to the program or service being evaluated.  

Potential Risks  
 

Because participants will be asked to share their stories and personal, often 
intimate aspects of their lives, there are certain risks associated with 
revealing matters of a personal nature. There is the risk that interviews on 
certain topics might arouse powerful emotions. The participants need to be 
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informed about all the potential risks before consenting to participate in the 
evaluation through the informed consent. 

Participants need to be informed about the option of skipping the questions 
that they do not want to answer. If they agree to answer the questions that 
result in an emotional response, it is important to let the participants express 
themselves. Most of the times, the emotional response/reaction to the 
question is counterbalanced by the therapeutic effects of being able to talk to 
a nonjudgmental person or to share their story for a bigger purpose.  

In moments when the participant seems to be distressed when responding to 
a question, you can ask them if they still want to continue the survey and/or 
if they would like to take a break. If you feel that the participant might 
require additional resources and help, please have a few contacts and/or 
resources available.  

How can you keep survey responses anonymous and 
confidential?  
 

We want to emphasize the importance of keeping clients’ survey responses 
anonymous and confidential. Here are some ideas that will help you ensure 
their anonymity and confidentiality: 

• After clients complete paper-based surveys, do not immediately 
read the responses, ask them to place completed surveys in an 
envelope or a box that is sealed. Wait to enter surveys into the Client 
Survey Tally Sheet until you have a minimum of 7 - 10 collected in the 
envelope or box. Or wait until the end of the data collection period and 
tally them all at once. This way it will be harder to link the person 
completing the survey with their answers, protecting client anonymity 
and ensuring ethical evaluation practice.  

• If a client is completing a survey online please help them get setup on 
a computer (for instance, open the survey link on a computer) but 
then give the client privacy to answer the questions 
anonymously. Only support if asked. This allows clients to be as open 
and honest as they would like in responding to questions.   

• Please reassure clients that these are the steps you are taking to 
protect their anonymity and confidentiality and let them know that 
they can contact (contact person within an organization).  

If staff is helping to complete the survey, it is important to remember that 
anything that the participant shares needs to remain confidential not only 
during the survey but also after it.  
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Honoraria 
 

Provision of an honoraria to people with lived and living experience sharing 
their story or expertise is a best practice within projects and organizations 
implementing the “Nothing About Us, Without Us” principle in their work 
place. People with lived and living experience who utilize their experience in a 
professional capacity are called peers. Peers have always been an amazing 
resource and their lived experience are now recognized as a critical part of 
building projects and programs. One thing your team needs to discuss and 
decide upon is whether survey participants will receive an honorarium for 
their time in completing the survey. If you have access to funds, you might 
consider providing people with honoraria for completing the survey. 

Below are a few resources that discuss the practice of providing honoraria: 

• BC Centre for Disease Control. Peer Payment Standards for short-term 
engagements.  

• 10 Engaging People with Lived/Living Experience. A Guide for 
Including People in Poverty Reduction.   

Below are a few things to consider when providing honoraria:  

1. Be upfront about payment and discuss the payment amount, other 
expenses (if any) that are covered, best time to pay and implications 
of payments.  

2. Provide options. Ask peers when and how they prefer to receive their 
honorarium (e.g. cash, cheque, gift card).   

3. Cover other costs (if applicable). 
4. Discuss Income and/or Disability Assistance. Income may have 

implications for people enrolled in government assistance programs, 
such as Income and/or disability assistance. Have a discussion about 
these implications before the engagement. 

 

While honoraria is a very mainstream practice in many fields there are 
debates when using it for evaluation purposes. Some evaluators feel that 
payment might undermine participants’ valid informed consent because their 
need for money might outweigh their concerns with participation. There is 
also concern that payment might cause participants to skew their answers in 
a positive direction – giving answers the organizations/agency wants to hear. 
The article below engages in a deeper discussion on the topic. 

https://towardtheheart.com/assets/uploads/1519946965Qvm0rdCCJYLBRdPdbJF3cSb8aSHjXBpcSOL59Ue.pdf
https://towardtheheart.com/assets/uploads/1519946965Qvm0rdCCJYLBRdPdbJF3cSb8aSHjXBpcSOL59Ue.pdf
https://www.tamarackcommunity.ca/hubfs/Resources/Publications/10-Engaging%20People%20With%20LivedLiving%20Experience%20of%20Poverty.pdf
https://www.tamarackcommunity.ca/hubfs/Resources/Publications/10-Engaging%20People%20With%20LivedLiving%20Experience%20of%20Poverty.pdf
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Adobe Acrobat 
Document  

The question of honoraria is a complex ethical question that has no one right 
answer. Please take the time to consider the ethical implications of providing 
honoraria to the individuals who complete the survey.  

How many clients/members should our organization aim to 
survey? 
 

Some things to remember when planning is that you have a large enough 
sample size to ensure that confidentiality can be maintained. Five (5) is a 
good minimum number to consider. If your organization serves a large 
geographical area, work to ensure that voices from multiple regions (e.g. 
rural, large city) have an opportunity to participate. Be thoughtful of your 
resources and capacity in establishing your survey respondents target 
number. 

Storing Data 
 

Both hard copies of the collected data and digital records of the data need to 
be stored safely to ensure privacy and confidentiality. There are three main 
security considerations to keep in mind: physical data security, network 
security, and security of computer systems and files. An important 
consideration in the storage of data is the protection of data 
from unauthorized access, theft, or unintentional destruction of data. The 
following steps will help you ensure the data is stored safely.  

• The physical location of data storage is secure with controlled access 
and a system where records are kept of the removal of and access to 
data. 

• The transporting of physical data or data storage systems is limited to 
necessity. 

• Digital data are not stored on externally networked servers or 
computers. 

• Operating systems have necessary firewalls and security systems to 
protect against malware and viruses. 

• Computer systems are password protected 
• Power surge protection systems are in place 
• Restricted materials are encrypted 

https://www.betterevaluation.org/evaluation-options/secure_data_storage
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• Restricted data is only transferred in an encrypted form, and the 
transfer of data through email and File Transfer Protocols (FTP) are 
avoided 

• Users and managers of data sign non-disclosure agreements 
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SURVEY ANALYSIS OR SUMMARIZING THE DATA 
 

There are a number of steps you will need to take to summarize and analyze 
the survey data. This will allow your organization/project to understand and 
see trends within your clients’ responses.  

There are two types of data collected through the survey: quantitative 
(close-ended questions) and qualitative (open-ended questions).  

1) Quantitative data refers to answers to questions that are close-
ended, where clients have to select an answer within given choices 
and cannot add additional thoughts or opinions.  

2) Qualitative data refers to narrative answers to open-ended questions 
that speak to thoughts and opinions of respondents.  

 

Good quantitative data are powerful in conveying information about groups 
of individuals or communities. Good qualitative data are powerful in 
conveying the experiences of individuals, or filling out the picture with 
context and examples. When used together, these two methods can yield 
rich information about how common a certain experience is among people as 
well as provide more details about individual experiences.  

The quantitative data will consist of the responses to nominal questions that 
ask respondents to identify themselves as belonging to certain categories 
(i.e., I am a person – check all that apply, In the last 12 months, I have 
experience stigma – check all that apply) and Likert scale questions that ask 
respondents to rank a range of items or choose from an ordered set (from 
strongly agree to strongly disagree, from very good to very poor, etc.). The 
examples of Likert scale questions in the survey are questions that asks 
respondents about Personalized, Intrapersonal, Organizational, and 
Community Stigma (i.e., Because of who I am, people think the bad things 
that have happened to me are my fault).  

If the survey has been completed in Survey Monkey, the Analyze Results 
tab will provide you with a summary of all the responses and reflect how 
people responded to specific questions and how many people responded in a 
certain way. The results can be downloaded in a PDF, PPT, XLS or CSV 
formats.  

If the survey has been completed on a hard copy and by hand, the 
calculation and analysis need to be preceded by the data entry into a 
spreadsheet to facilitate further analysis.  
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The qualitative questions are open-ended questions that do not restrict 
respondents to a list of options. The examples of the qualitative questions in 
the survey include 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?   

Qualitative data analysis requires a different approach to analysis. Analysis of 
qualitative data can be facilitated by organizing the data in tables that can be 
sorted by respondent, question, and other characteristics.  

The individual stories reflected in the open-ended questions can be analyzed 
based on the common themes that might emerge in the participants’ stories. 
In order to recognize what the common themes are, it is important to code 
the qualitative data. Coding is the process of labeling and organizing the 
qualitative data to identify different themes and the relationships between 
them.   

PAN can assist in helping to develop an analysis plan for both quantitative 
and qualitative data or help identify the resources that will help make the 
process easier.  

Questions or feedback  
 

If you have any questions about the survey or this guide, please contact 
PAN’s Evaluation Coordinator Paul Kerber at paul@pacificaidsnetwork.org.   

 

 

 
 

mailto:paul@pacificaidsnetwork.org
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