[image: Logo, company name

Description automatically generated]HSREB Consent Form





Study Title:  Assistive technology for engagement in daily activities: Acquisition and use from the perspectives of persons with MS and their AT providers

Name of Principal Investigator: Alexandra Jackson, PhD Candidate
Name of Supervisor: Dr. Marcia Finlayson

Invitation to participate: You are being invited to participate in a research study that involves providers who have provided assistive devices to persons with multiple sclerosis (MS) and are living in Ontario. This study is being conducted by Alexandra Jackson and Dr. Marcia Finlayson at the School of Rehabilitation Therapy, Queen’s University. The purpose of this study is to find out more about the acquisition process of assistive technology (AT) among older adult Ontarians with MS and their AT providers. 

Participation: If you agree to participate, you will be asked to complete a brief online survey found at this web link: https://queensu.qualtrics.com/jfe/form/SV_cN4XocKVFXtFmxo Specifically, this survey will ask you to respond to demographic and background questions. This information will allow us to describe the people who participate in the study. After you complete the survey, a member of the research team will invite you participate in an online interview at a day/time mutually agreed upon. You will also be asked to provide your email address so that you can receive communication from us about the interview. We anticipate that the survey will take about 20 minutes to complete. 

After completing the survey, you will be invited to participate in an interview. An interview is a one-on-one discussion with a researcher. During this interview, you will be asked to share your experiences of providing and/or prescribing and/or facilitating the acquisition of assistive devices to persons with MS. 

We expect the interview to take approximately 60 minutes. This will take place over Zoom. If you are unfamiliar with Zoom, it is a free video communication app. You do not need an account to attend a Zoom meeting and the platform is compatible with Mac, Windows, Linux, iOS, and Android. Prior to your meeting, you will be provided with a Zoom meeting link via email. You will need to click the link and you will be brought to the Zoom meeting. We will record the interview discussion. This recording will only be used to produce accurate transcription (written record) of the discussion for analysis purposes. Transcription of the interview data will be carried out by a professional service. Audio recordings and transcripts will be shared using a secure file held by the university. 

Benefits: Participating in this study will assist in understanding the acquisition process for persons with MS and providers like yourself who provide assistive devices. Additionally, it will help to inform policy and funding programs on the gaps and barriers to receiving monies for supporting assistive device acquisition to enable persons with MS to age-in-place. 

Risks: There is a very remote possibility that your personal information and responses to the demographic and/or background questions could allow someone to identify you. Some of the questions may be uncomfortable to you. You may choose not to answer any questions in the survey by choosing the “I’d rather not disclose” option. In addition, you may choose not to answer any questions during the interview. You can leave the interview at any time. 

Confidentiality and Privacy: Your responses will be kept private and confidential. All personal information collected during the study will be stored separately from the study data on a password-protected file on Queen’s University servers accessed only by Alexandra Jackson and Dr. Marcia Finlayson. The background survey data will be collected through a secure online platform called Qualtrics. Qualtrics uses encryption technology and restricted access authorizations to protect all data collected. Once data collection is completed, the survey will be taken off the Qualtrics platform and downloaded onto a password-protected file on Queen’s University servers. Be assured that only your participant identification number will be associated with your survey answers. After downloading the survey, we will remove your name and email from the survey and replace it with a study ID number in all study records. Your name and email will not appear on any of this information. 

After your interview session, the audio file will be uploaded into a password-protected file on Queen’s University server and the audio and video components will be deleted from the researcher’s computer hard drive. The audio files will be kept on the Queen’s University server until transcription is complete. Audio files will be shared on the password-protected Queen’s University OneDrive with a hired professional transcription company. Once the company has completed transcribing the audio verbatim, they will upload the transcript documents. Once the research team has received them, the transcript documents will be uploaded onto the password-protected Queen’s University server. The transcription company will then delete and destroy their copies on their end of the audio and transcript documents and the research team will delete and destroy the OneDrive folder containing the files as well. The transcription company will receive de-identified audio files with no linking information to participant’s personal information. 

All information and data collected will be coded to maintain confidentiality. Raw data will be analyzed and stored using an alphanumeric coding system. The coding system key will be kept in a password-protected file on an encrypted hard drive on Queen’s University servers accessible to only Alexandra Jackson and Dr. Marcia Finlayson. The study data will be analyzed on password-protected computers that only the researchers directly involved in this study will have access to. Electronic study data will be stored on password-protected files on an encrypted hard drive on Queen’s University servers. Only researchers directly involved in this study will have access to this data. The research data may be published in professional journals or presented at scientific conferences, but the information will not reveal your identity. I will include quotes from some of the interviews when presenting my findings. I will never include any real names with quotes. I will do my best to make sure quotes do not identify participants. During the interview, please let me know if you say anything you do not want me to quote.

Your confidentiality will be protected, to the extent permitted by applicable laws. I will do this by replacing your name with a pseudonym in all publications and a study ID number in all study records. The study data will be stored on an encrypted hard drive on Queen’s University servers. The code file that links real names with pseudonyms and study ID numbers will be stored securely and separately from the data on an encrypted USB key. I will keep your data securely for at least five years per Queen’s University Policy, after which the de-identified data will be deposited into the Queen's University's Institutional Repository. The code file identifying your pseudonym and study ID number will be destroyed five years after study closure. No one else besides the Principal Investigator and study team will have access to the data. The Queen’s University Health Sciences and Affiliated Teaching Hospitals Research Ethics Board (HSREB) may require access to your study-related records to monitor the ethical conduct of the research. HSREB is bound by confidentiality agreements concerning any personal information.

Concerns and Questions: For ethics concerns please contact the Queen’s University Health Sciences and Affiliated Teaching Hospitals Research Ethics Board (HSREB) at 1-844-535-2988 (Toll free in North America) or hsreb@queensu.ca. 

If you have any questions about the research, please contact me at 19anj@queensu.ca. You may also contact the doctoral research supervisor, Dr. Marcia Finlayson at 613-533-2576 or toll-free at 1-855-533-3407.

This Letter of Information provides you with the details to help you make an informed choice. All your questions should be answered to your satisfaction before you decide whether or not to participate in this research study. Keep one copy of the Letter of Information for your records and return one copy to the Researcher, Alexandra Jackson. You have not waived any legal rights by consenting to participate in this study. This study has been reviewed for ethical compliance by the Queen’s University Health Sciences and Affiliated Teaching Hospitals Research Ethics Board.

Consent (for audio recording, video recording, and use of quotes) to be conducted via the Qualtrics Survey link: https://queensu.qualtrics.com/jfe/form/SV_cN4XocKVFXtFmxo
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