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Health related quality of life of adolescents with cerebral palsy in rural Bangladesh and the
psychological wellbeing of their primary caregivers
PARTICIPANT INFORMATION STATEMENT (ADOLESCENT)

(1) What is this study about?

You are invited to take part in a research study about the quality of life among adolescents with
Cerebral Palsy (CP) and their primary caregivers in rural areas of Bangladesh. This study will provide
valuable information for better understanding of the specific factors that impact their quality of life.
The findings will enable better planning for the present and future service provision that enhance
health and well-being of adolescents with CP and their caregivers in Bangladesh.

This Participant Information Statement tells you about the research study. Knowing what is involved
will help you decide if you want to take part in the research. Please read this sheet carefully and ask
questions about anything that you don’t understand or want to know more about.

Participation in this research study is voluntary.

By giving your consent you are telling us that you:
v" Understand what you have read.
v Agree to take part in the research study as outlined below.
v' Agree to the use of your personal information as described.

You will be given a copy of this Participant Information Statement to keep.
(2) Who is running the study?

The study is being carried out by the following researchers:

Dr Gulam Khandaker, CHW Clinical School and The University of Sydney, Australia
Prof Mohammad Muhit, University of South Asia, Bangladesh

Prof Nadia Badawi AM, CHW Clinical School and The University of Sydney, Australia
Prof Cheryl Jones, CHW Clinical School and The University of Sydney, Australia
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Dr Hayley Smithers-Sheedy, CHW Clinical School and The University of Sydney, Australia
Ms Rosalie Power, CHW Clinical School and The University of Sydney, Australia

Dr Tasneem Karim, Child Sight Foundation, Bangladesh

Ms Eamin Zahan Heanoy, Child Sight Foundation, Bangladesh

(3) What is cerebral palsy (CP)?

CP is a disorder of movement and posture resulting from damage to the developing brain. It is the
most common cause of physical disability in childhood. There is no known cure for CP and rates have
remained unchanged despite many recent advances in medicine. It is now recognized that most CP
occurs as a result of factors present prior to birth, however little is known about such factors.

(4) What will the study involve?

Consent will be taken from you for participation in the study. You will be interviewed and a form
having your information will be filled. Findings from the assessment will be shared with you verbally.

You will be asked questions about your physical, psychological, reproductive, social and sexual
wellbeing.

(5) How much time will the study interview and physical assessment take?
This interview will take about 1 hour to complete.

(6) Who can take part in the study?
You can participate in the study as case or control.

Case: Adolescents between 13 to 18 years of age having cerebral palsy and their parents or primary
caregivers (for example, a grandparent, other relative or close adult friend, who provides the
majority of care and support to the adolescent)

Control: Healthy adolescents between 13 to 18 years of age and their parents or primary caregivers
(for example, a grandparent, other relative or close adult friend, who provides the majority of care
and support to the adolescent)

(7) Dol have to be in the study? Can | withdraw from the study once I've started?

Being in this study is completely voluntary and you do not have to take part. Your decision whether
to participate will not affect your relationship with the researchers in the future and the services
they are receiving.

If you decide to take part in the study and change your mind later or you no longer wish to take part,
you are free to withdraw from the study at any time by informing your interviewer at any point
during the interview. You may also refuse to answer any questions that you do not wish to answer
during the interview.

If you withdraw from the study, we will not collect any more information. Please let us know at the
time of withdrawal what you would like us to do with the information we have collected up to that
point. If you wish, the information will be removed from our study records and will not be included
in publications, up to the point that we have analysed and published the results.
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(8) Are there any risks or costs associated with being in the study?

Aside from giving your time, we do not expect that there will be any risks or costs associated with
taking part in this study.

(9) Are there any benefits associated with being in the study?

We cannot guarantee any direct benefits from being in the study. However, the study team will
facilitate referral to the appropriate services according to your need.

(10) What will happen to information that is collected during the study?

By providing your consent, you are agreeing to us collecting personal information about you for the
purposes of this research study. Your personal information will only be used for the purposes
outlined in this Participant Information Statement, unless you consent otherwise.

Your information will be retained for 20 years or until you are 25 years old, whichever is longer and
stored securely in computers protected by secure password. Your identity/information will be kept
strictly confidential, except as required by law. Study findings may be published, but you will not be
individually identifiable in these publications.

(11) Can | or my caregiver tell other people about the study?
Yes, you are welcome to tell other people about the study.
(12) What if we would like further information about the study?

When you have read this information, Ms Eamin Zahan Heanoy, Child Sight Foundation, Bangladesh
will be available to discuss it with you further and answer any questions you may have. If you would
like to know more at any stage during the study, please feel free to contact,

Ms Eamin Zahan Heanoy

Cerebral Palsy Program, Child Sight Foundation (CSF), Bangladesh
Contact number: +88 01726226384

Email: eamin_heanoy@csf-global.org

(13) Who may | contact if | have issues or questions after my interview?

If you have any concerns following your interview, you are advised to go to one of the three CSF Shishu
Shorgo Rehabilitation Centres in your locality. There will be two community workers at each centre to
help you. You can also contact the team psychologist and/or the counsellor for any assistance you may
require.

Ms Eamin Zahan Heanoy, Psychologist
Contact number: +88 01726226384

Ms Shahitaj Parvin, Counsellor
Contact number: +88 01740647765
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(14) Will we be told the results of the study?

Individual feedback will be given to you following completion of the interview. The feedback will be
provided verbally by the health professional conducting the interview.

(15) What if we have a complaint or any concerns about the study?

Research involving humans in Australia is reviewed by an independent group of people called a
Human Research Ethics Committee (HREC). The ethical aspects of this study have been approved by
the HREC of the University of Sydney [INSERT protocol number once approval is obtained]. As part of
this process, we have agreed to carry out the study according to the National Statement on Ethical
Conduct in Human Research (2007). This statement has been developed to protect people who
agree to take part in research studies.

If you are concerned about the way this study is being conducted or wish to make a complaint to
someone independent from the study, please contact the university using the details outlined
below. Please quote the study title and protocol number.

The Manager, Ethics Administration, University of Sydney:
Telephone: +61 2 8627 8176

Email: ro.humanethics@sydney.edu.au

Fax: +61 2 8627 8177 (Facsimile)

You may also contact,

Md. Johurul Islam
Telephone: +8801819245060
Email: johurul@hotmail.com

This information sheet is for you to keep
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