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Participant Information Statement

Research study: Understanding Feelings, Experiences and Decision Making in People with
Migraine

Download a copy of this information here.

1.

What is this study about?

We are conducting a research study examining feelings, experiences, and decision-making
processes regarding pain in individuals living with migraine. The purpose of this study is to
advance understanding of the different factors that play a role in experiencing chronic pain,
and the concerns shared by people living with migraine. By gaining deeper insight into these
patterns, we aim to gain a broader scientific understanding of what influences the
experiences of people with migraine, to help us improve existing supports and quality of life
amongst people with this condition. Participation is optional.

The study is being carried out by:
e Dr. Rachel Menzies, Lecturer, School of Psychology, The University of Sydney
e FEleanora Phillips, School of Psychology, Faculty of Science

Eleanora Phillips is conducting this study this for their Honours in Psychology at The
University of Sydney.

Who can take part in the study?

We are seeking individuals who are aged 18 years or over, are fluent in English and have
been diagnosed with migraine by a medical professional.

We ask that you please do not talk to other people about the study after completing it,
because this may affect our findings, and limit the accuracy of the data.

What will the study involve for me?

If you decide to take part in this study, you will be asked to complete a series of
questionnaires online. You will also be asked to make decisions in situations relevant to pain.
The questionnaires will ask about your thoughts, concerns and experiences related to
migraine, in addition to questions about your mental health and demographic questions. The
estimated time commitment is approximately 30 minutes.
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4. Can | withdraw once | have started?

By submitting your survey, you are consenting to take part in the study. You can withdraw
any time before submitting by exiting the survey. Due to the data being anonymous, once
your resposes are submitted we will not be able to tell which responses are yours. This
means you cannot withdraw after submitting the survey.

5. Are there any risks or costs?

Some of the questions in the survey may ask you to reflect on personal thoughts, emotions,
and experiences relating to health, wellbeing, difficult or challenging life issues, or potentially
unpleasant subjects. While many people complete similar questionnaires without difficulty,
some individuals may experience mild or temporary emotional discomfort or distress, such
as feeling uneasy or reflective. You do not have to answer any question that you do not wish
to, and you are free to stop the survey at any time by closing your browser. If completing the
survey raises any concerns for you, you may wish to seek support from a trusted person or a
support service, such as those listed below.

Australia:

e Lifeline — 13 11 14 (available 24/7); www.lifeline.org.au
e Beyond Blue — 1300 22 4636 (available 24/7); www.beyondblue.org.au

United States:

e 988 Suicide & Crisis Lifeline on 988 (available 24/7); www.988lifeline.org
e SAMHSA Treatment Referral Helpline on 1-800-662-4357 (available 24/7);
www.samhsa.gov

United Kingdom:

e Samaritans helpline on 116 123 (available 24/7)
e The Campaign Against Living Miserably on 0800 58 58 58 (available 5pm — midnight)

For a directory of confidential support helplines available in your country, visit:
www.findahelpline.com

6. Are there any benefits?

The benefit of you completing this study is that you may opt to be entered into a draw to win
1 of 3 $100 AUD GiftPay vouchers. You will have the option to be entered into this draw on
completion of the entire study. Should you wish to be entered into the draw, you can tick
‘Yes’ to the relevant box in the consent form (“I would like to enter the draw to win a $100 gift
card”). At the end of the study, you will automatically be directed to an external link to provide
your email address, so that we can contact you in the event that you win the gift voucher. By
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providing your contact details through this separate link, your email address will not be linked
to your survey responses or data in any way, ensuring your data remains confidential.

Further potential benefits to society may include a better understading of the experiences
and concerns of people with migraine, potentially improving existing psychological
treatments to support people with this condition.

7. What will happen to information that is collected?

By providing your consent, you are agreeing to us collecting information from or about you
for the purposes of this study.

Your survey responses will be stored securely and will only be disclosed with your
permission unless we are required by law to release information. Only the researchers will
have access to this data. Data will be retained in perpetuity and may be used in future
research projects conducted by the researchers of the present study or if the current
researchers agree to allow other researchers to use it for future studies. The results from the
study will be published in a student thesis, and possibly in journal publications or
presentations. The data will be presented in an anonymous and aggregate form, such that
you will not be individually identifiable in these publications.

As mentioned above, although we will require your email address should you wish to be entered into
the draw, if you opt to receive feedback and/or you wish to be contacted about future studies,
your email address will not be linked to your survey responses or data in any way. Study
findings may be published, but you will not be individually identifiable in these publications.

Sharing research data is important for advancing knowledge and innovation. A de-identified
set of the data collected in this study may be made publicly available on Open Science
Framework.

8. Will I be told the results of the study?

You have the right to hear the results of this study. If you would like to receive overall
feedback about the study, you can tick ‘Yes’ to the relevant box in the consent form (“I would
like feedback on the overall results of the study”). At the end of the study, you will
automatically be directed to an external link to provide your email address. By providing your
contact details through this separate link, your email address will not be linked to your survey
responses or data in any way. You will receive this feedback after the study is finished. This
feedback will be provided as a plain language summary.

9. What if | would like more information?

For any questions or further discussions, please contact Dr. Rachel Menzies at
rachel.menzies@sydney.edu.au.
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10. What if | have a complaint or any concerns?

The ethical aspects of this study have been approved by the Human Research Ethics
Committee (HREC) of The University of Sydney [ethics identifier: 2026/HE000490] according
to the National Statement on Ethical Conduct in Human Research.

If you have any concerns about the study procedures or would like to make a complaint to
someone not involved in the study, please contact the University’s Human Ethics Manager
(human.ethics@sydney.edu.au or +61 2 8627 8176).
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