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What is the purpose of the CLSA Memory Study?

The purpose of this research study is to determine whether information that is
collected through CLSA interviews can be used to correctly identify
individuals who have memory problems and individuals without memory
problems.

How many people will take part in the CLSA Memory Study?

We will recruit approximately 600 participants from the 11 CLSA Data
Collection Sites in Canada (Surrey, British Columbia; Victoria, British
Columbia; Vancouver, British Columbia; Calgary, Alberta; Winnipeg,
Manitoba; Hamilton, Ontario; Ottawa, Ontario; Montréal, Quebec;
Sherbrooke, Quebec; Halifax, Nova Scotia; and St. John’s, Newfoundland).

This study will take approximately two years to complete and the results
should be known in approximately three years.

What will | be asked to do if | volunteer to be part of the CLSA Memory
Study?

A staff member from your local Data Collection Site will contact you to
discuss the CLSA Memory Study in the next couple of weeks. You will
have an opportunity to ask any questions that you may have. If you are
interested in participating in the CLSA Memory Study, the CLSA staff member
will ask you a few questions to assess if you are eligible to participate and to
determine that you understand the study before asking for your consent to
participate.

Book an appointment for your medical assessment with a study
physician at your local Data Collection Site. This appointment will take
place at a time convenient for you and the assessment will last one hour. If
you have not yet completed your main CLSA Follow-up 3 interview, your
medical assessment appointment will be scheduled on a separate date.
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 ldentify a family member or friend who knows you well and can respond
to questions about your cognitive health, ability to complete daily tasks,
and behaviour.

©)

We will ask for the name and phone number of your family member or
friend when we call to book your medical assessment. If possible, we ask
that you discuss the study with this person and to let them know to expect a
phone call from the CLSA.

Your family member or friend will be asked to complete a 20-minute
interview with a CLSA staff member over the phone before your medical
assessment. You do not need to be present for the interview with your
family member or friend. Your family member or friend may be contacted
after your medical assessment to clarify the information provided.

The CLSA will not share any personal information about you with your
family member or friend.

e The day before your appointment, the CLSA may contact you to review
the screening questions for COVID symptoms and exposure, depending
on the requirements of their institution.

e You will visit your local Data Collection Site for your medical
assessment with the study physician. The day of your appointment, the
Data Collection Site may review the screening questions for COVID
symptoms and exposure, according to their own protocols. The study
physician will:

o Conduct an assessment which will include questions about your medical

history, your habits, and your ability to do everyday activities.

o Ask you to complete a brief cognitive test which includes answering

questions and drawing on paper.

o Assess your neurological function by assessing your ability to see,

observing you move, and listening to you speak.

CLSAMem_PInformationPackage_v1.2_2023May 31 Page 3 of 10



Canadian Longitudinal Study on Aging
Etude longitudinale canadienne sur le vieillissement

o Ask what medications you are taking. We ask that you bring your physical
medications or a list of your medications to your medical assessment for
the study physician to review.

Will I receive a medical diagnosis from the CLSA Memory Study?

e The study physician will determine if there is a potential concern about your
memory or if your memory seems normal. This is not considered a medical
diagnosis.

¢ If the study physician identifies a potential concern about your memory, they
will give you a letter about the study and some of your individual results that
you may want to share with your family doctor.

¢ |f you do not have a family doctor, the study physician will provide you with
some suggested resources regarding the potential concern about your
memory.

Will I get any personal benefit from taking part in the CLSA Memory
Study?

e You will not get any direct personal benefit from taking part in the CLSA
Memory Study.

e Your participation in the CLSA Memory Study will contribute to potentially
developing new ways to identify individuals with memory problems, even if
they have not been diagnosed by a physician.

Are there any risks from taking part in the CLSA Memory Study?
e There are no direct medical risks associated with participation in this study.

e Some participants may feel tired or frustrated during the medical assessment
with the study physician. If you need a break during the medical assessment,
please ask the study physician.

e Some participants may feel worried about if the study physician will identify a
potential concern about their memory. Participants identified as having a
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potential concern about their memory will have an opportunity to speak with
the study physician to discuss their concerns.

It is important to understand that since participation in the CLSA Memory
Study will require travel outside your home and potentially increased
exposure to others, it may increase your risk of exposure to COVID-19. The
Data Collection Sites follow established protocols for working safety during
the pandemic and include maintaining physical distance of 2 metres
whenever possible and use of appropriate personal protective equipment.
The information related to the risks of COVID-19 changes every day, and the
risk-reduction strategies that are most effective are also adjusted to meet
these changes.

Will there be a cost to me to take part in this study?

Your participation in this research study will not involve any costs to you
except the time it takes you to complete the medical assessment. You will be
given $30 to cover any expenses incurred when visiting the Data Collection
Site.

How will the information | provide to the CLSA Memory Study be used?

The data you provide to the CLSA Memory Study will be used to develop a
method of identifying CLSA participants who have memory problems and
individuals without memory problems in the main CLSA study.

If the results of this study are published, your identity will remain confidential.
It is expected that the information collected during this study will be used for

analyses and will be published and presented to the scientific community at

meetings and in journals.

How will my information be managed and kept safe?

As with all studies that collect personal information, there is a remote
possibility that third parties such as an insurance company or employer could
access the information you have provided without permission of the CLSA.
Many levels of safeguards have been put in place to reduce this risk.
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¢ All identifiable information will be kept in a secure database with a unique
study number at McMaster University and will only be used to contact you.
The information that you provide for us, without your name or contact
information, will be stored in a secure database at McMaster University. Data
collected by interviewers are transferred to the McMaster database over
secure, encrypted connections.

o All CLSA staff will sign an agreement to protect your privacy and
confidentiality.

e The CLSA Memory Study data will not be available to other researchers
through our general study data access processes. Any requests to access the
CLSA Memory Study data will need to be submitted to and approved by the
CLSA Memory Study principal investigators. Researchers using data from the
CLSA Memory Study will not be provided with any identifying information.

e Records identifying you as a participant in the CLSA Memory Study 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
document. If required, direct authorized representatives of the following
organizations may look at your original identifiable data to check that the
information collected for the study is correct and follow proper laws and
guidelines:

o The research ethics boards who oversee the ethical conduct of this study at
each institution

¢ |If you would like more information about how the CLSA protects your data,
please contact us by email at info@clsa-elcv.ca or telephone at 1-866-999-
8303.

e Every effort will be made to keep the information you provide private, but risk
of accidental disclosure is possible.
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What if | decide at some point that | no longer want to be part of the CLSA
Memory Study?

e Your agreement to participate in the CLSA Memory Study is entirely
voluntary.

e Your decision to participate in the CLSA Memory Study does not affect your
ongoing participation in the main CLSA study that you have participated in
since 2011-2015.

e 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.

¢ |f you decide to leave the study, we will stop contacting you for the CLSA
Memory Study.

e You may ask that the information that was collected about you not be used
for the study. However, once the study results have been released, we will
not be able to be removed it from our datasets. If you have any questions
about the CLSA Memory Study, please contact us using the provided email
address or telephone number.

By email By telephone
info@clsa-elcv.ca 1-866-999-8303

Can participation in the CLSA Memory Study end early?

e Your participation in the CLSA Memory Study may be stopped early, and
without your consent, for reasons such as:
o New information shows that the research is no longer in your best interest
o The research team decides to stop the study

o The research ethics board withdraw permission for the study to continue
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What are the rights of participants in a research study?

e 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 overall results of this research once
the entire study is complete. As a person taking part in the main CLSA study,
you have chosen if you would like to be sent regular updates about the study
progress through electronic or mailed newsletters. The results of the CLSA
Memory Study will be shared with all CLSA participants through those
newsletters. Information about ongoing research, the research team, and
general study results will be posted on the CLSA website (www.clsa-elcv.ca)
as well.

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

¢ |f you consent to participate in the CLSA Memory Study, you do not give up
any of your legal rights against the research team, the Public Health Agency
of Canada, or involved institutions for compensation, nor does this form
relieve the research team, the Public Health Agency of Canada, or their
agents of their legal and professional responsibilities.

e Each research ethics board has reviewed this study. The research ethics
boards are responsible for ensuring that participants are informed of the risks
associated with the research, and that participants are free to decide if
participation is right for them. If you have any questions regarding your rights
as a research participant, you may contact the Research Ethics Board
associated with your Data Collection Site:

Note: Please do not call the Ethics office for rescheduling or cancelling
appointment. Please call the CLSA toll-free number (1-866-999-8303).
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BRITISH COLUMBIA

BURNABY

Office of Research Ethics
Simon Fraser University
8888 University Drive
Multi-Tenant Facility
Burnaby BC V5A 1S6
Phone: (778) 782-6593
E-mail: dore@sfu.ca

VANCOUVER

University of British Columbia
Office of Research Services
6190 Agronomy Road
Vancouver BC V6T 1Z3

Phone: toll free 1-877-822-8298
Phone: local (604) 822-8598

VICTORIA

Human Research Ethics Office of
Research Services

University of Victoria

Administrative Services Building (ASB),
Room B202

PO Box 1700 Stn CSC

3800 Finnerty Road

Victoria BC V8W 2Y2

Phone: (250) 472-4545

Vancouver Island Health Authority
Research Ethics and Compliance Office
Queen Alexandra Centre, Main Building
Room 205

2400 Arbutus Road

Victoria BC V8N 1V7

Phone: (250) 519-6726

ALBERTA

CALGARY

Conjoint Health Research Ethics Board
University of Calgary

Phone: (403) 220-7990

MANITOBA

WINNIPEG

Bannatyne Campus
Research Ethics Board
University of Manitoba
P126 Pathology Building
770 Bannatyne Avenue
Winnipeg MB R3E 0W3
Phone: (204) 789-3883

ONTARIO

HAMILTON
Office of the Chair

Hamilton Integrated Research Ethics Board

(HIREB)

293 Wellington Street North
Hamilton ON L8L 8E7

Phone: (905) 521-2100 ext. 42013

OTTAWA

Chair, Bruyére Research Ethics Board
43 Bruyeére Street

Ottawa ON K1N 5C8

Phone: (613) 562-6262 ext. 4003
E-mail: REB@bruyere.org
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QUEBEC

MONTREAL

Ms. llde Lepore

Senior Ethics Administrator

McGill Institutional Review Board

McGill University Faculty of Medicine
Mcintyre Medical Building

#633-3655 Promenade Sir William Osler
Montreal QC H3G 1Y6

Phone: (514) 398-8302

E-mail: ilde.lepore@mcgill.ca

SHERBROOKE

CER du CIUSSS de I'Estrie-CHUS
3001, 12e Avenue Nord,
Sherbrooke, QC J1H 5N4

819 346-1110, poste 12856
ethique.recherche.ciussse-
chus@ssss.gouv.qc.ca

NOVA SCOTIA

HALIFAX

Director

Office of Research Ethics Administration
Dalhousie University

6299 South Street

2nd Floor, Suite 231

Halifax NS B3H 4H6

Phone: (902)-494-1462

Dr. Marie-Laurence Tremblay
Manager of Research Ethics

Nova Scotia Health Innovation Hub
90 Lovett Lake Court

Suite 201

Halifax NS B3S OH6

Phone: (902) 222-9263

NEWFOUNDLAND & LABRADOR

St. JOHN’S

Memorial University

Faculty of Medicine

Health Research Ethics Authority
2"d Floor, Bonaventure Place

95 Bonaventure Avenue

St. John’s NL, A1B 2X5

Phone: (709) 777-6974
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