What is the CARSM
Night Databank?

The Night Databank (or Bank) is a
collection of information obtained from
many people who participated in a
research project and/or consulted a
sleep expert at the CARSM Sleep
Disorders Clinic.

What are the goals
of the Bank?

Data from the Bank are used in research
projects aimed at:

@ better understanding sleep, the body’s
internal clock and dreams, their
changes over the course of life and in
people with different health problems;

@ developing tools for better diagnosis
and treatment of sleep, wake and
biological rhythm disorders.

You want to discuss with a
member of the Bank's team,
or withdraw your data?

t 514-338-2222 ext 12987
w ceams-carsm.ca
@ ceams.cnmtl@ssss.gouv.qc.ca

Which data is included
in the Bank?

Data obtained from you in a research
project or a medical consultation at the
Clinic will be included in the Bank.
These could include information about:

Your sleep:

® polysomnographic recordings
® sleep diaries

® data on motor activity

Results of exams and tests:

® neuropsychological tests (e.g.,
memory tests) and questionnaires

® brain imaging tests
® results from blood tests

Your sociodemographic data:
® age

® education

® ethnicity

Your health:
® weight, height, head circumference

@ medication
® medical diagnoses
® diseases in your family

Is my data included
in the Bank?

YES. Your data is automatically included
if you slept at the CARSM for a clinical
consultation, unless you request it to be
withdrawn.

Who will have access
to my data?

Your information and that of other
participants will be used by CARSM
researchers, their team and approved
collaborators. They will have access to
the data only if their projects are in line
with the Bank’s mission and approved
by the Research ethics committee.

Can | withdraw
from the Bank?

YES. If you do not want to be part of the
Bank, you can inform us either in writing
(e.g., email or withdrawal request form),
or verbally (e.g., telephone at
514-338-2222 ext 12987, or in person to
a member of the Bank’s team). This
means that all your information will be
destroyed and that we will no longer
give it to researchers for future studies.
Please note that if we have already
given out some of your information for a
study, we cannot get them back.

Also, we cannot destroy knowledge
already gained from the study of
existing information.

How will researchers
get access to the
information?

Researchers will send a request to study
the information stored in the Bank. The
Bank’s scientific committee and the
Research ethics board will review each
application.

Will my data be kept
confidential?

YES. Once your data is included in the
Bank, we will destroy the information
that could directly identify you (e.g., first
and last names, date of birth, date you
visited our center). We will keep health
information and research data on
secure computers that have many levels
of password protection. We will not be
able to link this information to you
specifically.



Researchers who analyse information
coming from the Bank will use a code
number to identify participants, and will
not use information that could identify
you since these will have been
destroyed.

Signature of the
informed consent form

e

Separation of your
data in 2 groups
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Anonymisation
and strorage of
research data

Destruction of
(ETERD B
identify you

® First and last names ® |nformation on your health

® Date of hirth

® Number of your
clinical or research
record

and sleep

@ Sleep recordings
(overnight, naps..)

® Results from questionnaires and
neuropsychological tests, etc.

Can you contact me to
update my basic
information?

NO. Once your information is included in
the Bank, we will destroy all the
information that could identify you. We
will not contact you, unless we find
something significant about your health
as explained above.

'I O Will you tell me every
time my information is

used in a study?
NO. We will not notify you.

'I 'I Will I be informed about
the research results?

NO, you will not receive your individual
results, unless they are indicative of a
health problem (see questions 9 and
13). However, results of the projects
using data from the Bank might be
published and on the website ceams-
carsm.ca as scientific publications. We
will not disclose any information that
could identify you.

'I Will my doctor get
the results?

The results will not affect your current
care. We will not give the results to your
doctor and we will not put them in your
medical record.

'I Can you find something
about my health?

It is possible but unlikely that
researchers learn something about your
health that you and your doctor were
unaware of. We will inform you if the
Bank’s physician thinks that itis a
disease that could cause problems if it
is not treated. We will contact you after
re-identifying you to schedule an
appointment with a doctor. We will not
give any important information about
your health over the phone or by mail.

'I Z' When will | need to be
" re-identified?

If we need to inform you that we found
something about your health, and if you
request that your data be destroyed. The
information that can identify you, that
are destroyed once you are included in
the Bank, will not be necessary. We will
use complex computer programs that
will only use a few information about
your sleep.
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