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Informed Consent Form for Participation in a Research Study

Study Title: Cancer while Black - Amplifying community strengths and identifying opportunities for greater support for Black women with cancer in Ottawa

OHSN-REB Number: 20250275-01H 

Principal Investigator: Dr. Justin Presseau PhD, 1-613-737-8899 ext.73821 

Sponsor: Ottawa Hospital Research Institute

Funder: The Ottawa Cancer Foundation


INTRODUCTION

You are being invited to participate in a research study. You are invited to participate in this study because you are a Black woman living in Ottawa, who may have experience navigating cancer care and/or prevention services. This consent form provides you with information to help you make an informed choice. Please read this document carefully and ask any questions you may have. All your questions should be answered to your satisfaction before you decide whether to participate in this research study.

Please take your time in making your decision. You may find it helpful to discuss it with your friends and family. 

Taking part in this study is voluntary. You have the option to not participate at all or you may choose to leave the study at any time. Whatever you choose, it will not affect the usual medical care that you receive outside the study.

IS THERE A CONFLICT OF INTEREST?

The Ottawa Hospital Research Institute is receiving financial support from the Ottawa Cancer Foundation to cover the costs of this study.

WHY IS THIS STUDY BEING DONE?

The purpose of this study is to explore the experiences and perspectives of Black women in Ottawa about cancer care and/or prevention services. This includes learning which services they have accesed or not and why, and the extent to which those services have been tailored to their lived experience. Additionally, this study seeks to identify and understand what has helped and what has gotten in the way of Black women in Ottawa participating in cancer screening, and, if diagnosed with breast, colorectal or cervical cancer, accessing supports throughout their cancer care journey.

HOW MANY PEOPLE WILL TAKE PART IN THIS STUDY?

It is anticipated that about 50 people will take part in this study, from research sites located in Ottawa.

This study should take approximately one year to complete and the results should be known in about one to two years.


WHAT WILL HAPPEN DURING THIS STUDY?

If you decide to participate in this study, you will be asked to complete two activities.

Demographic Survey: 
You will be provided with one (1) demographic survey in advance of the interview. The purpose of the survey is to help us describe, in a general way, the people we speak to in the interviews, and make sure that we speak to a variety of different people (for example, different age ranges, racial/ethnic backgrounds, religious or spiritual practices etc.) and to understand if there are any factors in your life that shape your experiences and perceptions of cancer care and/or cancer screening services. The survey contains 10-17 questions and will take about 10 minutes to complete. It will be sent to you as a link through email. The survey must be completed in order to participate in the interview. If you would like to complete the demographic survey verbally at the start of your interview instead of online prior to, this can be done.
 
Interview: 
You will be asked to attend a single interview. During this interview, you will meet with members of the research team. Each interview will be about 60 minutes in length and will take place over Microsoft Teams, telephone, or in person. You will be asked to speak about your knowledge of and experience with cancer screening and/or cancer care support services, and what might help improve the cancer care/screening experiences for Black women in Ottawa.

The information you provide is for research purposes only. Some questions are personal, may be sensitive, and participants may experience emotional discomfort when discussing their personal experiences throughout their cancer journey. If this occurs, you can choose to take a break, not answer questions if you wish, or stop the interview at any time. The interviewer will monitor for signs of discomfort, check in as needed, and adjust the questioning to maintain a safe and respectful environment. You will also receive information about African, Caribbean, and Black (ACB) mental health resources should you wish to seek additional support.

Even though you may provide medical information during the survey and/or interview, these responses will not be reviewed by your physician/health care team.  If you wish them to know this information please bring it to their attention. 


Audio & Video Recording:
If you participate in the interview using Microsoft Teams, you will be audio/video recorded. You can choose to keep your camera off if you prefer. If you participate in the interview over the telephone or in-person the discussion will be audio recorded.


WHAT ARE THE RESPONSIBILITIES OF STUDY PARTICIPANTS?

If you choose to participate in this study, you will be expected to:
· Complete a short, online or verbal demographic survey before participating in the interview.
· One 60-minute interview, offering your detailed perspectives


HOW LONG WILL PARTICIPANTS BE IN THE STUDY?

Your participation in this study will last for about 90 minutes: Approximately 20 minutes discussing any questions about this consent form with the research staff, 10 minutes responding to questions in the online survey or verbally and 60 minutes in the interview.

CAN PARTICIPANTS CHOOSE TO LEAVE THE STUDY?

You can choose to end your participation in this research (called withdrawal) at any time without having to provide a reason. If you choose to withdraw from the study, you are encouraged to contact the research team.  

If you decide to leave the study, you can ask that the information that was collected about you not be used for the study. Let the research team know if you choose this. If you decide to leave the study after your data has been combined with that of other participants, it will no longer be possible to remove the information collected about you from the research results. 

CAN PARTICIPATION IN THIS STUDY END EARLY?

Your participation on the study may be stopped early, and without your consent, for reasons such as:
· New information shows that the research is no longer in your best interest
· The research team decides to stop the study
· The Ottawa Health Science Network Research Ethics Board withdraws permission for this study to continue
· It becomes clear through the interview that you do not meet the eligibility criteria to participate in the study

If you are removed from this study, the research team will discuss the reasons with you.  

WHAT ARE THE RISKS OR HARMS OF PARTICIPATING IN THIS STUDY? 

There are no medical risks to you from participating in this study, but taking part in this study may make you feel uncomfortable. You may become uncomfortable while discussing your experiences. You may choose not to answer questions or leave the interview at any time if you experience any discomfort.  

WHAT ARE THE BENEFITS OF PARTICIPATING IN THIS STUDY?

You may not receive direct benefits from participating in this study. We hope the information learned from this study will be used to help create potential changes to the cancer care system and develop strategies to optimize the cancer journeys of Black women in Ottawa in the future.

HOW WILL PARTICIPANT INFORMATION BE KEPT CONFIDENTIAL?

If you decide to participate in this study, the research team will only collect the information they need for this study.

Records identifying you at this centre will be kept confidential and, to the extent permitted by the applicable laws, will not be disclosed or made publicly available, except as described in this consent document.

Authorized representatives of the following organizations may look at your original (identifiable) research records at the site where these records are held, to check that the information collected for the study is correct and follows proper laws and guidelines.

· The Ottawa Health Science Network Research Ethics Board oversees the ethical conduct of this study.
· Ottawa Hospital Research Institute, the Sponsor of this study and who oversees the conduct of research at this location.

Information that is collected about you for the study (called study data) may also be sent to the organizations listed above. Your name, address, email, or other information that may directly identify you will not be used. The records received by these organizations may contain your participant code,  gender identity, the first three digits of your postal code, age (range only), whether you have been screened for cancer, whether you have received a cancer diagnosis, migration history, race/ethnicity, health insurance coverage, access to a primary care provider, and spiritual or religious practices.

This research study is collecting information on race and ethnicity as well as other characteristics of individuals because this study focuses on the perspectives of women form African, Caribbean and Black communities and these characteristics may influence people’s perspectives. Providing information on your race or ethnic origin is required to be eligible to participate in the study.

The following personnel may have access to study data: 
· Community partner, Ms Toni Jacobs from the ACB Wellness Resource Centre, may take part in the conduct of the interview. As an individual with lived experience, her presence is intended to provide additional comfort throughout the interview. As such, this community partner will have access to identifiable information required for interviews. (e.g. name, email for virtual interviews on MS Teams,)
· Community partners (external to OHRI) will be provided study data to ensure that conclusions drawn accurately reflect community perspectives and lived experiences. All identifiable information (e.g., your name, email, phone number, etc.) will be removed prior to data sharing. The records received by these community partners may contain your participant code, gender identity, the first three digits of your postal code, age (range only), whether you have been screened for cancer, whether you have received a cancer diagnosis, migration history, race/ethnicity, health insurance coverage, access to a primary care provider, and spiritual or religious practices.

Communication via e-mail is not absolutely secure. We do not recommend that you communicate sensitive personal information via e-mail.

During the discussions, participants will be encouraged to refrain from using names. If names or other identifying information is shared during the discussion, it will not be included in the written records.  

The video/audio recordings will be stored in a secure location and viewed only by members of the research team and an external transcription service (Capital Transcription). The recordings will be kept until they have been transcribed (turned into written records), and then they will be destroyed.

If the results of this study are published shared, or presented at scientific meetings, your identity will remain confidential. It is expected that the information collected during this study will be used in analyses and will be published/ presented to the scientific community at meetings and in journals.

Even though the likelihood that someone may identify you from the study data is very small, it can never be completely eliminated. 


Other Future Research (Optional) 

If you agree, your coded study data may be used or shared with other researchers (inside and outside of Canada) for future studies. “Coded” means that directly identifying information (such as your name and date of birth) will be replaced by a randomly generated number, which will be applied to the study data.  If you agree, your coded study data will be placed in an open access, publicly accessible database called the Federated Research Data Repository, also known as FRDR. FRDR is a secure Canadian website where researchers can store important study data. This helps make sure the data is not lost and can be shared with other researchers. Sharing this information can help others learn more and improve future research.  The goal of sharing is to make more research possible. However, the code matching your study data with your name and other directly identifying study data will not be shared. This is optional. You do not have to consent to this to be able to participate in the main study.  

After signing this consent, you will not be asked again if you agree to take part in future research studies using your study data. You or the principal investigator will not be told what type of research will be done. You will not be given reports or other information about any research that is done with your study data.

Any information, accessed outside of Canadian borders may increase the risk of disclosure of information because the laws in those countries dealing with protection of information may not be as strict as in Canada. However, all study data that are transferred outside of Canada will be coded (this means it will not contain your personal identifying information such as your name, address, medical health number or contact information). Any information will be transferred in compliance with all relevant Canadian privacy laws. By signing this consent form, you are consenting to the disclosure of your coded information to organizations located outside of Canada.

WHAT IS THE COST TO PARTICIPANTS?

Participation in this study will not involve any additional costs to you. If you participate in an in-person interview, transportation costs to and from the interview location will be covered. 

ARE STUDY PARTICIPANTS PAID TO BE IN THIS STUDY? 

If you decide to participate in this study, you will receive a $50 gift card as a token of our appreciation. You can choose either a physical or electronic gift card. If you choose an electronic gift card, a code will be sent to your email after completion of the interview. The email will include instructions on how to use the code on a site called EverythingCard.ca, where you will be able to choose which store you want a gift card for. If you choose a physical gift card, you can do so through EverythingCard.ca or have the research team mail you a gift card.

WHAT ARE THE RIGHTS OF PARTICIPANTS IN A RESEARCH STUDY?

You will be told, in a timely manner, about new information that may be relevant to your willingness to stay in this study.

You have the right to be informed of the results of this study once the entire study is complete. If you would like to be informed of the results of this study, please contact the research team.

Your rights to privacy are legally protected by federal and provincial laws that require safeguards to ensure that your privacy is respected.

By signing this form, you do not give up any of your legal rights against the researcher or involved institutions for compensation, nor does this form relieve the researcher or their agents of their legal and professional responsibilities.

You will be given a copy of this signed and dated consent form prior to participating in this study.

WHOM DO PARTICIPANTS CONTACT FOR QUESTIONS?

If you have questions about taking part in this study, you can talk to the research, or the person who oversees the study at this institution. That person is:

Dr. Justin Presseau, PhD.	1-613-737-8899 ext. 73821
Principal Investigator Name	Telephone 

If you have questions about your rights as a participant or about ethical issues related to this study, you can talk to someone who is not involved in the study at all. Please contact The Ottawa Health Science Network Research Ethics Board, Chairperson at 613-798-5555 extension 16719 or rebadministration@toh.ca.


Study Title: Cancer While Black: Amplifying community strengths and identifying opportunities for greater support for Black women with cancer in Ottawa

Sharing Data in an Open Access Repository
Please check the box next to one of the following options:
�  I agree that my de-identified interview transcript and demographic information (with my name and identifying details removed) may be shared in an open access data repository for other researchers to use.
 � I do not want my data to be shared in an open access data repository. 
SIGNATURES

· All my questions have been answered,
· I understand the information within this informed consent form,
· I allow access and transfer of research records and related personal health information as explained in this consent form, I do not give up any of my legal rights by signing this consent form,
· I agree to take part in this study.



	Signature of Participant 

	
	Printed Name
	
	Date




	Signature of Person Conducting the Consent Discussion
	
	Printed Name and Role
	
	Date



















Study Title: Cancer While Black: Amplifying community strengths and identifying opportunities for greater support for Black women with cancer in Ottawa


Participant Assistance

Complete the following declaration only if the participant is unable to read:

☐The consent form was read to the participant. The person signing below attests that the study as set out in this form was accurately explained to the participant and any questions have been answered. 

	Signature of Impartial Witness
	
	Printed Name
	
	Date



____________________________	
Relationship to Participant


Complete the following declaration only if the participant 
has limited proficiency in the language in which the consent form is written and interpretation was provided as follows:

☐ The person signing below acted as an interpreter, and attests that this study as set out in the consent form is accurately sight translated and/or interpreted, and that interpretation was provided on questions, responses and in additional discussion arising from this process.

 



	Signature of Interpreter
	
	Printed Name
	
	Date




	Version date of this form: ___________________________
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