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DATE: July 17, 2020 
 

 
APPENDIX A 

LETTER OF INFORMATION / CONSENT  
 

COVID-19 AND ONTARIO’S LONG-TERM CARE SYSTEM 
 
 
Principal Investigator:    
Dr. Ellen Badone            
Department of Anthropology and Department of Religious Studies    
McMaster University    
Hamilton, Ontario, Canada   
(905) 525-9140 ext. 23395, cellphone (905)973-1615    
E-mail: badone@mcmaster.ca  
 
 
Purpose of the Study: Using a narrative approach, this research will investigate the impact of 
COVID-19 on the long-term care system in Ontario, specifically southern Ontario and the GTHA.  
Interviews will be conducted with physicians, nurses, personal support workers and other staff in 
long-term care residences, as well as with family members of residents, including those who have 
passed away due to COVID-19.  Findings of the study will provide critical context for policy 
reviews of long-term care in Ontario. 
 
Procedures involved in the Research: You will be asked to participate in an interview that will 
take approximately one hour of your time. The interview will be scheduled at a time that is 
convenient for you.  The interview will be conducted using the phone or Zoom, an online meeting 
platform.  You do not need to purchase Zoom in order to participate in the interview.  You simply 
click on a link that will be sent to you from the researcher via email, at the scheduled time for the 
interview.  It is necessary to have a good Internet connection and a camera on your computer to 
do the interview by Zoom, so if you do not have access to these devices, a phone interview is 
preferable.  In either case, the interview will be audio-recorded with your permission, and the 
researcher will take typed or handwritten notes during the interview.  Zoom interviews will be 
password protected so that only the researcher and the participant can join the interview, and 
interviews will be recorded directly to the researcher’s Iphone which is password protected for 
privacy.  Interviews will be transcribed using NVivo Transcription which protects participant 
privacy according to strict confidentiality and HIPAA (Health Insurance Portability and 
Accountability Act) standards https://www.qsrinternational.com/nvivo-qualitative-data-analysis-
software/resources/blog/nvivo-transcription-is-hipaa-compliant 
 
This study will use the Zoom platform to collect data, which is an externally hosted cloud-based 
service. A link to their privacy policy is available here (https://zoom.us/privacy). Please note that 
whilst this service is approved for collecting data in this study by the McMaster Research Ethics 
Board, there is a small risk with any platform such as this of data that is collected on external 
servers falling outside the control of the research team. If you are concerned about this, we would 
be happy to make alternative arrangements for you to participate, perhaps via telephone. Please 
talk to the researcher if you have any concerns.   
 
What will I be asked in the Interview? 
If you are a family member, you will be asked questions about your experience and that of your 
family member in long-term care during COVID-19.  Since there have been many calls for 
changes to the long-term care system, you will be asked about what you think should be the most 
important areas for change. 
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If you are a physician, nurse, personal support worker or other staff member in a long-term care 
residence, you will be asked questions about your experience working in long-term care before 
and during COVID-19.  You will be asked to describe the physical and emotional impact of 
providing care to the frail elderly during the pandemic, the challenges that you experienced and 
any positive aspects of your work during COVID-19.  Since there have been many calls for 
changes to the long-term care system, you will be asked about what you think should be the most 
important areas for change. 
 

 
Potential Harms, Risks or Discomforts: The risks involved in participating in this study are 
minimal.  If you are a family member, you may find it stressful or upsetting to recall difficult 
episodes connected to the experience of your family member, and possibly their death, in long-
term care during the pandemic.  If you are a physician, nurse, personal support worker or other 
staff member, you may also find it stressful or upsetting to recall difficult situations during the 
pandemic. You do not need to answer questions that you do not want to answer or that make you 
feel uncomfortable.  Should you feel upset or distressed, I will provide you with a list of 
community support services that you may contact for help.  
 
Family members may risk loss of privacy of information regarding their experience with the long-
term care system.  They may face social risk if they are perceived to be revealing evidence about 
difficulties in the long-term care system.  Physicians, nurses, personal support workers and other 
staff members may also risk loss of privacy and face social risk if they are perceived to be 
revealing evidence about difficulties in the long-term care system.  However, every effort will be 
made to provide confidentiality and anonymity for participants.  I describe below the steps I am 
taking to protect your privacy. 
 
Potential Benefits: This research will not benefit you directly. However, I hope that what is 
learned as a result of this study will help provide critical context for policy reviews of long-term 
care in Ontario, by documenting the experiences of families, especially those who have lost 
members to COVID-19 in long-term care residences, and the challenges faced by staff in these 
residences during the pandemic. 
 
Confidentiality:  Every effort will be made to protect your confidentiality and privacy. I will not 
use your name or any information that would allow you to be identified.  Pseudonyms will be used 
for all people referred to in publications arising from this research.  However, it is important for 
you to be aware that we are often identifiable through the stories we tell.  Please keep this in 
mind when deciding what to tell me about your experience. 
 
The information/data you provide, including audio recordings and interview notes, will be 
encrypted and uploaded to MacDrive, a secure McMaster data storage service.  Once the study 
is complete, an archive of the data, without identifying information, will be maintained for a five 
year period (until December 2026) to permit further analysis and publication of study results. 
 
Legally Required Disclosure:  Although I will protect your privacy as outlined above, I will have 
to reveal certain personal information if I become aware of a situation in which there is evidence 
that harm has been done to others or that there is the potential for harm to others.  This could 
include evidence of inadequate care provision for long-term care residents (such as failure to 
provide food or hydration).  In such cases, I am legally required to report this information to the 
appropriate authorities.   
 
Participation and Withdrawal: Your participation in this study is voluntary.  Your participation or 
decision not to participate will have no consequences for your status at CanAge or the services 
you receive through CanAge.   It is your choice to be part of the study or not.  If you decide to be 
part of the study, you can stop (withdraw), from the interview, for whatever reason, even after 
providing consent or part-way through the interview or up until one month after your interview 
when I will be removing your personal identifying information from the material you have 
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contributed to the study.  If you decide to withdraw, there will be no consequences to you. In 
cases of withdrawal, any data you have provided will be destroyed unless you indicate otherwise.  
If you do not want to answer some of the questions you do not have to, but you can still be in the 
study.  
  
Payments or Reimbursement: 
As a token of appreciation for your participation in this study, you will receive an honorarium of 
$30 in the form of a pre-paid e gift card for your choice of Starbucks, Indigo or Shoppers Drug 
Mart.   
 
Information about the Study Results:  I expect to have this study completed by approximately 
December 31, 2021.  If you would like a brief summary of the results, please let me know how 
you would like it sent to you.  A summary of the results will also be posted on the websites of the 
peer support groups involved in this research. 
 
Questions about the Study: If you have questions or need more information about the study 
itself, please contact me at: 
 

badone@mcmaster.ca 
(905) 525-9140 ext. 23395/(905)973-1615 

 
 
This study has been reviewed by the McMaster University Research Ethics Board and received 
ethics clearance. If you have concerns or questions about your rights as a participant or about the 
way the study is conducted, please contact:  
   McMaster Research Ethics Secretariat 
   Telephone: (905) 525-9140 ext. 23142 
   C/o Research Office for Administrative Development and Support  
   E-mail: ethicsoffice@mcmaster.ca 
 
 
NOTE: SINCE ALL INTERVIEWS WILL BE CONDUCTED ONLINE OR BY PHONE, YOU DO 
NOT NEED TO SIGN AND RETURN THIS CONSENT FORM.  HOWEVER, PLEASE KEEP IT 
FOR YOUR INFORMATION.  YOUR CONSENT WILL BE DOCUMENTED ORALLY AT THE 
BEGINNING OF THE INTERVIEW. 

 
CONSENT  

• I have read the information presented in the information letter about a study being 
conducted by Ellen Badone of McMaster University.   

• I have had the opportunity to ask questions about my involvement in this study and to 
receive additional details I requested.   

• I understand that if I agree to participate in this study, I may withdraw from the study at 
any time up until one month after my interview has been completed. 

• I have been given a copy of this form.  
• I agree to participate in the study. 

 
Signature: ______________________________________ Date: ________________________ 
 
Name of Participant (Printed) ___________________________________ 
 
1. I agree that the interview can be audio recorded.  
[  ] Yes 
[  ] No 
 
2.  I agree to have my responses from this project used in future related projects.  
[  ] yes 
[  ] no  
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3.  [  ] Yes, I would like to receive a summary of the study’s results.  
Please send them to me at this email address ______________________________________  
Or to this mailing address:  _____________________________________________________ 
        _____________________________________________________ 
                    _____________________________________________________ 
[  ] No, I do not want to receive a summary of the study’s results.  
 
 
4. I agree to be contacted about a follow-up interview, and understand that I can always decline 
the request. 
[  ] Yes, please contact me at:  __________________________________________________ 
[  ] No 


