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Study Objectives 

  

1. To identify individual characteristics associated with 
participating in HIV-related and other types of health research? 

 
2. To determine if willingness to participate in research is 
influenced by: 
 - community engagement in research  

 - characteristics of the researcher/research team; and/or  

 - aspects of the research process 

 
3. To understand how research is experienced by people living 
with HIV and those at-risk. For example:  
 - what features of research facilitate or impede participation?  

 - how does community-based research facilitate research 
 participation? 



Recruitment and Data Collection 

With community-based agency and Peer Research Associate (PRA) 
support, we recruited 1,011 HIV-positive and HIV-negative individuals 
from five key priority populations: 

 
1. Gay men and other men who have sex with men 
2. African, Caribbean and Black women and men 
3. Indigenous women and men 
4. People with harmful drug use  
5. People living with HIV 

 

 

We gathered information on: sociodemographics, social determinants of 
health, prior research experience, HIV research/researcher study attributes, 
peer involvement, personal health information, community engagement etc. 



Sample Characteristics  

Total sample (N=1,011)   
• HIV-positive N=539 (53%) 
• HIV-negative N=385 (38%) 
• Unknown HIV status N=87 (9%)  
 

• 64% male 
• 50% lesbian/gay, bisexual, transgender (LGBT) 
• 62% Caucasian, 19% Indigenous, 15% African/Caribbean/Black (ACB)  
• 42% men who have sex with men (MSM) 
• 40% people with harmful drug use (>3 DAST score) 
• 76% unemployed  
• 64% annual income less than $20,000 
• 24% born outside Canada 

 

 



Sociodemographic Breakdown 

 

 
Characteristic (N,%) Total (N=1,011) 

HIV+ 
(N=539) 

MSM 
(N=422) 

ACB 
(N=152) 

Indigenous 
(N=195) 

People who use 
drugs (N=405) 

Age (mean (SD)) 44 (12) 47 (10) 46 (12) 40 (11) 43 (11) 42 (11) 

Gender (male) 64% 68% - 40% 53% 69% 

Education (<high school) 29% 29% 15% 21% 49% 39% 

Employment (unemployed) 76% 86% 74% 74% 87% 79% 

  Depression (PHQ>10) 22% 21% 16% 18% 29% 29% 



Experiences of  participating in research (n=1,011)  

 

91% (n=918) were interested in participating in research 

 

52% (n=524) had previously participated in health research 

• 83% had a positive experience. 

 

40% (n=404) had previously participated in HIV-related research  

• 88% had a positive experience. 

 

 



Characteristics associated with previous research experience  



71% 70% 66% 63% 62% 
55% 

40% 38% 
29% 

22% 

0%

10%

20%

30%

40%

50%

60%

70%

80%

90%

100%

86% 82% 

67% 67% 66% 
56% 

41% 
36% 

28% 
22% 

0%

10%

20%

30%

40%

50%

60%

70%

80%

90%

100%

Health research (N=524)  HIV-related research (N=404)  



Factors that encourage / discourage 
research participation 

 



What we looked at 

Social determinants of health 
• Age 

• Gender 

• Employment 

• Income 

• Education 

HIV status 

Amount of Compensation  

Altruism 

Trust in research team 

 
 

 

 

Syndemic factors 

• Harmful drug use 

• Harmful alcohol use 

• Moderate/severe depression 

 
 
Priority populations 

• Men who have sex with men 

• Indigenous People 

• African/Caribbean/Black People 

 



How did we measure altruism and trust?  

Altruism was assessed using:  
The 4-item Attitudes Toward Helping Others Scale1 which assesses altruistic 
values using a summary score. A higher score = greater altruistic values  

 
Trust was assessed using:  

A summary score from the 5 items below (higher score = greater level of trust):  
• The lead researcher/research team is well-known to you  
• The lead researcher is well-known in the general public but not necessarily 

to you 
• At least one member of the research team is known to you, and is a 

reputable researcher 
• The research team is from a reputable organization 
• You had the option to select which researcher collected your study 

information 
 

1. Webb DJ, Green CL, Brashear TG. Development and validation of scales to measure attitudes influencing monetary donations to charitable organizations. Journal of the Academy of Marketing Science. 2000; 28(2):299–309. 



How did we measure alcohol use, drug use and depression? 

Alcohol use was assessed using: 
The 10-item Alcohol Use Disorder Identification Test (AUDIT-10)1 which 
assesses alcohol use in the past 12 months. A score of 8 or more indicates 
harmful use of alcohol. 

 

Drug use was assessed using: 
The 10-item Drug Abuse Screening Test (DAST-10)2 which assesses non-
medicinal drug use (excluding alcohol and tobacco) in the past 12 months.   
A score of 3 or more indicates harmful drug use. 
 

Depression was assessed using: 
The Patient Health Questionnaire (PHQ-9)3 which assesses the burden of 
depressive symptoms in the past 2 weeks. A score of 10 or more indicates 
moderate/severe depression.  

 

1. Saunders JB, Aasland OG, Babor TF, De La Fuente JR, Grant M. 1 993. Development of the Alcohol Use Disorders Identification Test (AUDIT): WHO collaborative project on early detection of 
persons with harmful alcohol consumption-11.  2. Skinner  H. Assessment of Substance Abuse: Drug Abuse Screening Test (DAST). Source: Encyclopedia of Drugs, Alcohol, and Addictive Behavior, 
©2001 Gale Cengage. 3. Kroenke K, Spitzer R L, Williams J B (2001). The PHQ-9: validity of a brief depression severity measure. Journal of General Internal Medicine, 16(9): 606-613. 



How likely are you to participate in  
HIV-related research in the future? 

 



Classification of  HIV-related research 

We asked 15 questions about different types of studies grouped into 3 categories: 

Socio-behavioural studies (9 questions – examples below): 

• The study examines HIV risk and asks about sexual behaviours 

• The study examines HIV risk and asks about drug use 

• It’s an interview (e.g. the study asks you to share your thoughts, experiences and reactions to an HIV-
related topic) 

• It is a survey (e.g. a questionnaire about different things in your life)  

Biomedical studies (4 questions):  

• The study requires you provide a sample: tissue (1) /urine (2) /blood (3) /saliva (4) 

Clinical trials (2 questions): 

• The study is a HIV vaccine trial 

• The study is testing a new drug or therapy 

 

 



What factors increased willingness to participate in research? 

Results from multivariable regression analyses (significant predictors in RED) 

Predictor  Socio-behavioural 

studies  

Biomedical 

studies 

Clinical 

 trials  

Age (≥45 years)  No Yes Yes 

Gender (male) No No Yes 

Education (>high school) No No Yes 

        

Employment (unemployed) No No No 

Annual Income (<$20,000) No No No 

        

HIV status (positive) Yes Yes Yes 

        

Harmful alcohol use (AUDIT10 ≥8) No No No 

Harmful drug use (DAST10 ≥3) Yes No No 

Moderate/severe depression (PHQ9 ≥10) No No No 

Amount of compensation does not matter Yes Yes No 

Altruism  Yes No No 

Trust in research team Yes Yes Yes 

Social determinants of health 

• Older age (>45 years) 

• Male gender 

• Education (>high school) 

HIV-positive status 

Syndemic factors 

• Harmful drug use 

Compensation 

Altruism 

Trust in research team 

What factors were NOT associated with 
willingness to participate? 
•Employment, income, alcohol use, and depression 

 



Overall, individuals were more likely to participate in socio-
behavioural and biomedical studies compared to clinical trials 

Results from multivariable regression analyses (significant predictors in RED) 

Predictor  Socio-behavioural 

studies  

Biomedical  

studies 

Clinical 

 trials  

HIV+ HIV- HIV+ HIV- HIV+ HIV- 

Age (≥45 years)     

Gender (male)    

Education (<high school) 

  

Harmful drug use  

Compensation   

Altruism     

Trust      

This is especially true for:  

• Older persons 

• Males 

• Those demonstrating 
higher levels of altruism 

• People with greater trust 
in the research team 

• Those not influenced by 
the amount of 
compensation provided 

 



Characteristics of  individuals interested in research participation: 
HIV+ vs. HIV- 
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Socio-behavioural Biomedical Clinical trial

Trust in the research team was the most 
important factor driving research 
participation in: 

• Socio-behavioural studies  
• Biomedical studies 
• Clinical trials  

 
 
People living with HIV were more likely 
to participate in research if they: 

• Trust the research team 
• Have higher altruistic values  
• Are not concerned how much 

compensation is provided  
 

We dichotomized the score of willingness to participate in different types of research, then compared HIV+ vs. HIV- on compensation, altruism and trust. 



Factors influencing research participation for priority populations 

We examined 4 populations – Men who have sex with men (MSM), 
ACB People, Indigenous People, and people who use drugs: 
 
• Regardless of study type, HIV-positive status was a predictor of research 

participation across all subgroups 
 
• People living with HIV are more likely to participate in clinical trials 
 
• People with higher altruistic values and those who trust the research team 

are more likely to participate in socio-behavioural studies 
 
• Compensation is not a critical factor for biomedical study participation 



Does it matter who funds the research? 
 



Classification of  HIV research funders 

We asked 5 questions about different types of funders, grouped into 2 
categories: 
 

For-profit funder: 
• The study was paid for by a for-profit company (e.g. a pharmaceutical company) 

 

Not-for-profit funder: 
• The study was paid for by a public funder (e.g. Federal / Provincial Government) 

• The study was paid for by the Canadian Institutes of Health Research (CIHR) 

• The study was paid for by the Ontario HIV Treatment Network (OHTN) 

• The study was paid for by a charitable organization (e.g. Canadian Breast Cancer Foundation) 

 

 



For-profit funder vs. Not-for-profit funder  

Individuals are more willing to participate in research funded by a not-for-profit agency  

Not at all likely to participate Very likely to participate Not at all likely to participate Very likely to participate 
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Is research participation influenced by trust 
of the researcher or research team? 



Trust/reputation are driving forces behind research participation for… 

 

• Older adults 

• People with >high school education 

• HIV-positive participants 

• People with higher altruistic values 

 

The influence of trust of the 
researcher/research team on participation 
did NOT vary across: 

• Gender, employment status, income, alcohol or drug 
use, depression, or amount of compensation 
provided  

 

Results from multivariable regression analysis  

(significant predictors in RED) 

Predictor  

Age (≥45 years)  Yes 

Gender (male) No 

Education (>high school) Yes 
    

Employment (unemployed) No 

Annual Income (<$20,000) No 
    

HIV status (positive) Yes 
    

Harmful alcohol use (AUDIT10 ≥8) No 

Harmful drug use (DAST10 ≥3) No 

Moderate/severe depression (PHQ9 ≥10) No 

Amount of compensation does not matter No 

Altruism Yes 



People with higher altruistic values, irrespective of  their HIV status,  
are more likely to trust the research team 

Predictor  HIV+ HIV- 

Age (≥45 years)   

Gender (male) 

Education (<high school) 

  

HIV+ status 

  

Harmful drug use (DAST10 ≥3) 

Amount of compensation does not matter 

Altruism    

People with higher altruistic values 
(irrespective of sexual orientation, 
drug use and race) are more likely to 
trust the research team 
 
 
 
Among priority populations, HIV-
positive MSM are more likely to trust 
the research team 



Characteristics of  individuals who are more likely to participate in 
research if  they trust the research team 

 
 
Those most likely to have a higher level of 
trust in the research team: 
• Were HIV-positive  
• Had higher altruistic values  
• Stated the amount of compensation 

provided to participate in a study does 
not matter 

 

We dichotomized the summary score of trust, then compared HIV+ vs. HIV- on compensation, altruism. 
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How does asking sensitive questions about 
sexual behaviours and drug use affect one’s 

willingness to participate in research? 



What factors increase the likelihood of  participation in a study that 
asks about sexual behaviours and drug use? 

 

• Being male 

• Having >high school education 

• Being HIV-positive  

• Being a person with harmful  
alcohol or drug use 

• Trusting the research team 

 
Likelihood of participating was NOT 
influenced by:  

• employment status, income, depression, 
amount of compensation provided and 
altruistic values 

 

 

 

Results from multivariable regression analysis  

(significant predictors in RED) 

Predictor  

Age (≥45 years)  No 

Gender (male) Yes 

Education (>high school) Yes 

    

Employment (unemployed) No 

Annual Income (<$20,000) No 

    

HIV+ status Yes 

    

Harmful alcohol use (AUDIT10 ≥8) Yes 

Harmful drug use (DAST10 ≥3) Yes 

Moderate/severe depression (PHQ9 ≥10) No 

Amount of compensation does not matter No 

Altruism No 

Trust in research team Yes 



Being male and trusting the research team increases one’s likelihood of  
participating in research that asks about sexual behaviours and drug use 

Predictor  HIV+ HIV- 

Age (≥45 years)  

Gender (male)   

Education (<high school) 

  

HIV+ status 

  

Harmful alcohol use (AUDIT10 ≥8)  

Harmful drug use (DAST10 ≥3) 

Amount of compensation does not matter 

Altruism  

Trust in research team   

People are more likely to answer sexual 
behaviour and drug use questions if they: 

• Are living with HIV 
• Have higher altruistic values 
• Have greater trust in the research team 

 
 
Among HIV-negative people, those with harmful 
alcohol use are more likely to answer sexual 
behaviour and drug use questions 



Characteristics of  individuals willing to participate in research  
that asks questions about sexual behaviours and drug use 

 
 
People living with HIV are more likely to 
participate in research that asks 
questions about sexual behaviours and 
drug use if they:  
• Trust the research team 
• Have higher altruistic values  
• Stated the amount of compensation 

provided to participate in a study does 
not matter  

 

We dichotomized the summary score of 2 questions, then compared HIV+ vs. HIV- on compensation, altruism and trust 
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Willingness to participate in research that asks about sexual 
behaviours and drug use among priority populations 

 
• Regardless of priority populations, trust in the research team 

facilitates research participation in studies that involve asking 
questions about sexual behaviours and drug use 
 

• For MSM, those with harmful alcohol use and those who said the 
amount of compensation provided does not matter to them 
were more likely to participate in research that involves questions 
about sexual behaviours and drug use 
 

• For ACB people, being male and/or demonstrating harmful 
alcohol use was associated with an increase likelihood of 
participating in research that asks questions about sexual 
behaviours and drug use 

 
 

 



What impact does community engagement  
have on research participation? 

 



Community engagement and research participation 

We asked 5 questions about community engagement on 
research participation: 

1. How important is it to you that a leading organization in your community endorses an HIV-
related health research study?  

2. How important is it to you that an HIV-related health research study has a community 
advisory committee? 

3. Would an HIV-related health research study based on an issue or concern raised by your 
community affect your willingness to participate? 

4. If an HIV-related health research study is developed by a researcher who is a member of 
your community, how would it affect your willingness to participate? 

5. If community members are active participants of the research team would it affect your 
willingness to participate? 



Community involvement in HIV-related health research is important 

 

 

85% of participants said it was very important that: 
• a community organization endorses the study 
• the study has a community advisory committee 
 

 
HIV-positive participants, people with moderate or severe depression 
and higher altruistic values, and those who have greater trust in the 
research team felt most strongly about this 

 
 

  



Community involvement in HIV-related health research is important 

 

99% of participants said their willingness to participate 
would increase if: 

• the study is based on an issue or concern raised by community 

• the study is developed by a researcher who is seen as a member of 
the community 

• community members are active participants on the research team 
 

Level of willingness to participate did NOT vary by social 
determinants of health, HIV status, or syndemic factors  



Conclusions 

 

An overwhelming majority of respondents are interested in participating in 
health research  

• Many of these individuals had a previous positive experience.  

 

Individuals are more likely to participate in health research when they see 
their peers or a community organization engaged in the process 

 

Trust and altruism significantly influence one’s likelihood of participating in 
health research irrespective of the type (i.e. clinical, biomedical, social) 

 

People living with HIV are more willing to participate in research when:  
• they find the researchers/research team reputable and trustworthy 

• the research is funded by a not-for-profit agency 

 

 

 



 

 

Questions? 

 

sean.rourke@utoronto.ca 
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