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Thank you for reading the Qatar Biobank Participant Information Leaflet. Please don't hesitate to ask any

further questions. If you would like to take part, you need to agree to each of the statements at the
mandatory section at the end of this document and then sign the electronic pad.

1. Title of research ol glgis 1
Qatar Biobank for Medical Research. Akl &Gl el g lad

2. Principal Investigator
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Prof. Asmaa Al Thani, Qatar Biobank for Medical
Research (QBB).
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3. Why are you invited to join this research?
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The investigators and colleagues at Qatar Biobank
for Medical Research (QBB) and Hamad Medical
Corporation (HMC) are conducting this research.

We are inviting you to participate because you are
either a Qatari national or long-term resident (lived
in Qatar for at least 15 years). You can contribute to
Qatar Biobank by offering around 3 hours of your
time to complete a series of medical examination
and provide biological samples.

At the end of your visit you will be asked to
complete a questionnaire and provide some overall
feedback on your experience at the Qatar Biobank.
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4. What should you know about this research
project?
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e We will explain the research to you in detail.

e Whether or not you participate is your decision
(you can accept or refuse no matter who is
inviting you to participate).
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e Please feel free to ask questions or mention
concerns before deciding, or during or after your
participation at Qatar Biobank.

e You can accept to participate, but can
withdrawal at any time.

e We will not hold your decision against you.
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5. To whom can you talk to?
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If you have questions or concerns, or if you think the
research has hurt you, please contact our team at
Qatar Biobank at:

e Telephone: 44541177

e Email: concerns@gatarbiobank.org.qa

If you have any questions about your rights as a
participant, or you want to talk to someone outside
Qatar Biobank, please contact:

e Qatar Biobank Institutional Review Board (“IRB").
e Telephone: (974) 44548351

e Email: gbbresearch@qf.org.ga
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6. Why are we doing this research?
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Qatar Biobank enables medical research on health
issues that prevail in Qatar. Through its collection of
biological samples and information on health and
lifestyle from large numbers of members of the
population of Qatar, Qatar Biobank will make vital
health research possible for researchers in Qatar, the
region and the world.

Your blood and tissue samples contain genes (DNA)
that serve as the "instruction book" for your body.
Your samples and medical information will help us
study how genes influence susceptibility to disease.
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7. How long will this research take?
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The research will take for more than 20 years. You
may be invited to return approximately every 5 years
to repeat a 3 hours visit.

We expect the research project to last for an indefinite
period of time.
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8. How many people will take part?
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At Qatar Biobank our aim is to study 60,000
participants. The research will only take place at

Hamad Medical City building 317.
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9. What happens if you decide to take part?
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If you agree to participate, we will ask you to do the

following:

e You will be scheduled for a visit at Qatar Biobank
Building. The length of the visit will be around
three (3) hours.

e You will interact with trained personnel working
specifically for Qatar Biobank.

e Our staff will confirm your contact details
(name/email/mobile) and provide you with a hard
copy of the consent form. Upon your confirmation,
you will be asked to sign the electronic pad. Once
you consent to participate in Qatar Biobank, we
will collect:

e Your medical information from the medical
records.

e Participant questionnaires which includes,
(main questionnaire, dietary questionnaire,
nurse interview and  contraindication
gquestionnaire), in addition to clinical
examinations.

¢ Biological samples (saliva, urine, and blood).

During your visit, we will carry with the following
procedures:
e You will be asked by our trained staff to
undergo through the:

e Participant Questionnaire, (including
information such as demographics, life
style, dietary).

e Nurse Interview (nurse will confirm
your medical history).

e Cognitive function.

¢ Blood pressure/pulse rate.

¢ Height & Weight (Sitting & Standing).
Hip & waist circumference.

e Bioimpedance.

e Grip strength (both hands).
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¢ Retinal photograph.

e Spirometry.

e Pulse wave velocity & Arterial

Stiffness.

e Electrocardiogram.

e Fitness test.

e iDXA Scan for bone density and fat

distribution.

e Ultrasound
Approximately a 70mL blood sample will be
collected from a vein in your arm.
We will ask you to collect urine and saliva
samples.
In approximately 3 weeks, you will receive an
SMS message notifying you to book an
appointment via the Qatar Biobank website to
receive feedback on your medical
examination results.
In case of abnormal finding/results from a
medical test capturing during your visit, our
doctors will refer you to HMC for further
investigation.
We may contact you for a
approximately 5 years.
Blood, urine and saliva from you are being
donated to Qatar Biobank for long term
storage and research use (including
laboratory genetic analysis).
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10. Could the research be bad for you?
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There are no expected major risks or discomforts
from participating in the research.

You might experience some discomfort
from the blood draws. You may feel some
pain, bruising, redness and itching at the
blood draw site. In a very few occasions
fainting may also occur.

While unlikely there might be some risks
associated with iDXA scan. IDXA scan is a
type of x-ray used to measure bone
strength. During this
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measure how much fat and muscle are
present. You will lie flat on a table and a
machine will take pictures of different areas
of the body. The cumulative radiation
exposure from these tests is considered
small and is not likely to adversely affect
you. However, the effects of radiation
add up over a lifetime. It is possible
that having several of these tests may add
to your risk of injury or disease.

You may also feel emotional pain if you
discover you have a health problem
identified through the study.

The main risk of participating is a
possible risk of the loss of confidentiality
through unauthorized disclosure of your
health or genetic information, although
this is highly  improbable. Since
information will be stored electronically
there may be an information security
breach. To prevent this, a series of
measures will be taken including the
keeping of all main electronic data and
biological data in anonymized form and
having in a distinct secure position the
connection of ID information  with
information that could localize you.

It is also possible that we find genetic
traits associated to risk of disease for you.

There are also some privacy risks that are unlikely,
but that you should know about:

Although your genetic information is unique to
you, you share some genetic information with
blood relatives. Genetic information from them
could therefore be used to help identify you.
Genetic information from you could also be
used to help identify them.
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¢ Although we will protect your information (see
Section 12), people may develop ways in the
future to link your genetic or medical
information in our databases back to you. For
example, someone could compare
information in our databases with information
from you (or a blood relative) in another
database and be able to identify you (or your
blood relative). It also is possible that there
could be violations to the security of the
computer systems used to store the codes
linking your genetic and medical information
to you.

e Since some genetic variations can help to
predict future health problems, this
information might be of interest to health
providers, life insurance companies, and
others. Law enforcement agencies can also
use genetic variations to identify a person or
his/her blood relatives. Therefore, your
genetic information potentially could be used
in ways that could cause you or your family
distress, such as by revealing that you (or a
blood relative) carry a genetic disease.

e |tis possible that study findings could one day
help people of the same race, ethnicity or sex
as you. But it is also possible that genetic
traits might become associated with your
group and might reinforce  harmful
stereotypes.

e There also may be other privacy risks that we
have not foreseen.
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11. Could the research be good for you?
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We cannot promise any benefit to you or to others
from you participating this research. However,
possible benefits include early identification of
potential pathologies, disease risks and you will be
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referred to specialized clinic per your approval.
Concerning the genetic data, this kind of research
usually takes a long time to produce medically useful
results, so we will not report genetic test results to you
or your doctor.

It is possible that study findings could one day help
people of the same race, ethnicity or sex as you.
Possible benefits to others include contributing to
research on health conditions affecting the population
of Qatar.
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12. What happens to information about you?
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After agreeing to participate in this study, you give
permission for access to your medical and other
health related records by Qatar Biobank for research
purposes (even after your incapacity or death).

We will make efforts to secure information about you.
This includes using a code to identify you in our
records instead of using your name. We will not
identify you personally in any reports or publications
about this research.

We cannot guarantee complete secrecy, but we will
limit access to information about you. Only people
who have a need to review information will have
access. These people might include:

e Members of the research team and Qatar
Biobank representatives whose work is
related to the research or to protecting your
rights and safety.

e Representatives of the Qatar Ministry of
Public Health and Medical Research Center —
HMC who make sure the study is performed
properly and that your rights and safety are
protected.

e Your doctors and nurses.

Samples that we share with other researchers will not
include information that identifies you. If you change
your mind about the research or about letting us use
your samples, we won't be able to get back any
samples that we have shared with other researchers.
The specimens and the data will be conserved for an
indefinite amount of time.
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During the study, your samples will be kept and used

in Qatar only.

Blood, urine and saliva samples from you are being
donated to Qatar Biobank for long - term storage and
research use (including laboratory genetic analysis)
and in donating these samples you are being asked
to relinquish all rights to these samples to Qatar

Biobank.

13. What if you don’t want to join?
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You can say no and we will not hold it against you.
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14. What if you join but change your mind?
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You can withdraw at any time and we will not hold it

against you.

We will tell you about any new information that might
affect your health or welfare, or might affect your

willingness to continue in the research.

If you decide to withdraw we will stop using your
samples. Samples that have already been shared
with the other researchers in Qatar will not be

recovered.
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15. What else should you know?
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This research is funded by Qatar Foundation.

If you are injured as a direct result of research
procedures or any medical examinations performed,
contact the investigator and appropriate care will be
made available at HMC. If you seek care outside of

HMC, such care will be at your expense.

You may still join this study even if you do not permit
future contact. You may also change your mind about

this choice.
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16. Additional Choices
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In Section 9, we described some extra procedures mentioned below. These extra procedures are optional,
meaning that you can participate in the study even if you refuse the procedures. Please indicate your

choice by initialing the appropriate line below:

YES, | agree

Gl

NO, | disagree
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We would like your permission to contact you about
participating in future studies.

O

O
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We will inform you about the results of the medical
checkup that you will receive in the course of the
study.

O
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Mandatory Section
Participant &Ll
| agree G
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| am a Qatari national or a long-term resident living in Qatar for at least 15 O
years.
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| understand that my participation is voluntary and that | am free to withdraw at O
any time without giving any reason.
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| have read and understand the information provided in the current consent O
form, and have had the opportunity to ask questions.
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| give permission for long term storage and use of my blood, urine and saliva O
samples for research purposes (even after my incapacity or death) and
relinquish all rights to these samples which | am providing to Qatar Biobank.

i ) Dol el ya] G a e Gla e S, Al e e 5kl g sl il g5l e 5]

(e sl dBle) 4l Gipas o g 0y
| give permission for access to my medical and other health - related records O
by Qatar Biobank for research purposes (even after my incapacity or death).

AS Ll e Llle il o) ol ale
I understand that | will not benefit financially from participation

O

zsalll 138 8 = 5 pdiall Cany 130 3 ASHLEA e Te gl (38
| voluntarily agree to participate in the research described in this form.

O
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Signature Page for Capable Adult

D) Ll Ll o 5l Aniim

Participant

& i)

| agree to take part in Qatar
Biobank research explained in

this consent

skl 5 i) Gl I alaa) e e gl 38
zasaill 138 b el g

L) a5
Signature of Participant:

D(2s ) ) (Sl Jed) i
Signature of Legal
Representative

(if applicable):

@)\:ﬂ\
Date:

Ganlly ol jLiall JalSH ansy)

e silae
Printed Name of
Participant:

O ) e saae ) Jiaall o
D (2
Printed Name of Legal

Representative
(if applicable):
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a6 d g o 09 c
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Person Obtaining Consent

2yl Jle Jalal) jaadll

document that:
| (or another member of the research team) have
fully explained this research to the participant.
| have personally evaluated the participant’'s
understanding of the research and obtained their

voluntary agreement.

;‘éj Ag_.ii

Wil S8 il s L (Candll (38 slimel sl ) U
Gl @l Ll

Lo /458l g e J gmnll y Conlly & Ui agh oy uads o
A shal)

Sle Jualall (il g i
1438} 4all

Signature of Person

Obtaining Consent:

@)\:ﬂ\

Date:
e dalall (ad &l LUK auy)
: 4ad) gl

Printed Name of Person
Obtaining Consent:
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a6 d g o 09 c
Member of Qatar Foundation

Witness (if applicable)

(’SJ}).UA“ A.‘.::) L&l

| document that the information in this form (and any
other written information) was accurately explained to
the participant, who appears to have understood and
freely given Consent to participate the research.

Alg) Ay zisall a8 Bl sl Clasheall i &5 4s) gl
Canll agd 38 il gay 4l Caandly @ jLiall (4 538 (5 a0 Claslas
Age b Canl 13 ) alaasy) e 4l e ol 5

alil) ad g
Signature of Witness:
@)\:ﬂ\
Date:
+3aLal JalS )

Printed Name of Witness:

Accept Consent

Refuse Consent
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