	
	
	



HEALTH RESEARCH ETHICS BOARD FUTURE USE INFORMED CONSENT TEMPLATE

[bookmark: _Hlk208833199]INSTRUCTIONS TO RESEARCHER
· Instructions and guidance are provided in blue, italicized, and underlined font.
· Prior to submission, delete everything in blue, italicized, and underlined font unless the wording is required for your study. 
· Font: Depending on your study population, consider using a larger font.
· Reading Level: Ensure that you use simple, lay language. Use the Flesch-Kincaid readability test in Microsoft Word to assess and ensure it is at a maximum Grade 8 reading level: Get your document's readability and level statistics - Microsoft Support
· Spell out all acronyms at first use.
· Number the pages and include the current Version Number, Date and your Ethics ID Number in either the header or the footer of every page. 
· Check that everything is gender neutral, especially when pregnancy related (use “they” instead of “she” or “he”) Guidance: Using Gender Inclusive Language In Research
· Future use of data must be in compliant with the requirements as set out by TCPS2 Article 3.13 items a-j. Tri-Council Policy Statement: Ethical Conduct for Research Involving Humans – TCPS 2 (2022) – Chapter 3: The Consent Process
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AI-generated content may be incorrect.]
FUTURE USE OF DATA CONSENT FORM

Main Study Title: _______________________________________
Ethics ID Number:  _____________________________________
Board of Record: _______________________________________
Partner Boards: ________________________________________
Principal Investigator (PI) Name: __________________________
Affiliation Title: ________________________________________
Address: _____________________________________________
Phone Number: _______________________________________
Email: _______________________________________________
Introduction 
[bookmark: _Hlk195176045]In addition to the main study, you are being invited to consent to participate in an optional future use of your data. Please read this document carefully. If you have any questions, you may contact the PI using the information provided above or reach out for support about your rights as a research participant to the Research Ethics & Compliance Office at Island Health at ResearchEthics@islandhealth.ca.
 Your participation in this optional piece of the study is voluntary. If you decide not to participate in this optional part of the study, it will not affect your participation in the main study. By signing this form, you are not waiving any of your legal rights against the PI as well as any future researcher, sponsor or involved institution. 
What Is Future Use?
The future use of data is when data that is collected from the main study is then used in the future.
Which Part of My Data Is Being Used?
Be specific about the kind of data for which you are seeking consent. This includes the type (e.g. transcripts from an interview, biological samples (blood, urine etc.) data from a focus group, audio files, medical records, survey responses), identifiability, and amount of data being collected and stored for future use. 
Include how the data will be used in the future. This includes but is not limited to research repositories, open-access depository's, commercial use, artistic use and private use. 
If the data being collected for future use is a human biological material, ensure you additionally:
· Explain the manner in which biological materials will be taken as well as the safety and invasiveness of the procedures for acquisition. 
· Explain the length of time the biological materials will be preserved
· Explain your plan for handling results and findings, including clinically relevant information and incidental findings
How Is My Data Being Used?
Provide a general description of the nature and types of future research that may be conducted with the participants data. 

Is My Data Identifiable? 
State whether data will be identifiable. 
De-identified Data
Lay out how the data will be de-identified or anonymized (e.g., method 1, method 2, )
[bookmark: _Hlk195176865]Suggested wording: Your data will continue to be coded so that you are not personally identifiable. Your [insert data type] may be shared with third parties – but the information on your [insert data type] will be limited to [ insert how the data will be labeled (ie. participant code, data collection, specimen type).]
Identifiable Data 
Lay out why the data needs to be identifiable (i.e. medical records for a chart review). Make it clear that researchers will take extra steps to ensure that data is protected against theft, loss, unauthorized use and disclosure.
Can I Withdraw My Data?
State whether it is possible for participants to withdraw their data or if there are restrictions on withdrawal (e.g., “your data can only be withdrawn by this date, after which it will be published in a de-identified format on [x] site”). 
Suggested Wording: Notify your PI if you would like to withdraw your data. This will stop the further use of your data and destroy any remaining data. However, after [ insert date], your data is no longer withdrawable because [insert reason why data is no longer withdrawable at this date (e.g. the data will already be shared at this point in time, the participant code linking the participant to their data will be destroyed at this point in time)].   
What Are the Risks or Harms of Consenting to The Future Use of My Data?
If Data Is Identifiable 
Suggested Wording: The following procedures are in place to protect your privacy [insert procedures in place to protect your participants privacy]. Researchers have an obligation to safeguard your data and to not misuse or wrongfully disclose it. As such, researchers will take precautions to keep your confidentiality. If your data is shared with third parties, the sponsor will enter into agreements with them to protect your data and to control its use. However, please note that absolute confidentiality cannot be guaranteed.
If Data Is Deidentified 
Suggested wording: Though your data may be de-identified, there is still a possibility that you may be re-identified, especially if this data is combined with other data sources either contained in public or personal records. 
If Data Is Leaving Canada
Suggested wording: There is less known about the risks and outcomes of any study related data that is sent outside of Canadian borders. This is because the laws in some countries dealing with protection of information are different than in Canada.
Where Will My Data Be Stored?
Be specific about where the data will be stored (i.e. either with current researchers or in an open access site), who the gatekeepers of the data will be, how long the data will be kept (or if it will be kept indefinitely), as well as safeguards for the protection of data. 
If the data will be stored in a repository, provide the institution, country, and name of owner of repository where the data will be stored. Please also provide access to a general description of the repository and its governance. 
Who Will Have Access to my Data Once I Consent for its Future Use?
Explain who will have access to the data. 
Am I Being Paid to Take Part? 											You will not be paid for taking part in this optional part of the study. You will have no financial benefit in any future use of your data. 
Consent
My signature below indicates that:
1. All sections of this Future Use of Data Informed Consent Form have been explained to my satisfaction.
2. I understand the requirements and potential risks of participating in this optional part of the study, which requires consent for the future use of my data. 
3. I understand how my information will be accessed, collected, and used.
4. I consent to the (possible) transfer of my information to organizations located outside of Canada.
5. I understand that I can withdraw my consent for my data to be used for future research, but I also understand that if I withdraw consent after my data has already been used by a researcher, it will not be possible to withdraw my data from that research. Researchers: ensure you state if data cannot be withdrawn/limits to withdrawing.
6. All my questions have been fully answered by the researchers. 
	
	
	 
	
	

	Name of Participant
	
	Signature 
	
	Date



Explicit Consent for How My Data Can Be Used:
My signature below indicates that (check all that apply): 
· I only consent to my data being used in a specific research project. 
· I only consent to the storage of my data for future unspecified research. 
· I consent to both my data being used in a specific research project as well as the storage of my data for future unspecified research. 
· I would like to be re-contacted for additional future research. 
· I consent to my data being shared with researchers who are not subject to the TCPS.
	

	
	 
	
	

	Name of Participant
	
	Signature 
	
	Date


                   (print)


 

 






One copy for you.

Version Number, Date, Ethics ID Number (e.g. V1.0, 03/05/2026, H26-XXXXX)
Update the version date each time this form is updated, and a new version is submitted to the REB.
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