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Why are we doing the study?

The MadeHER project will look at how periods and pelvic pain affect the daily lives of teenage girls. We want
to understand how periods can affect school, sports, relationships with family and friends, and overall
wellbeing. We want to know about your experiences and whether teenagers are missing out on important
activities or having a tough time because of periods or pelvic pain.

We will collect data from mothers and daughters for this project. By linking family members, we can build a
fuller picture of how family history, health conditions, and experiences during pregnancy and early childhood
lead to period issues and pelvic pain. Your involvement in this project will help us to learn better ways to
manage and support young people with period issues or pelvic pain.

What is involved?

We are recruiting mothers and their daughters (11-19 years) for this study. Both mothers and their daughters
will be asked to complete an online survey (around 40 minutes). The survey will ask questions covering a
broad range of topics, including, periods, pelvic pain, health, adversity, maltreatment and life activities. We
will also ask teenagers to complete a period diary app to record their symptoms and wellbeing for 3-6 months.
Each entry will take around 1-3 minutes, depending on their symptoms.

We will also ask to access your/your child’s data from health and education databases to link that data with
your project data (data linkage). We will request to access you your/child’s complete medical history from the
Medicare Benefits Schedule (MBS), Pharmaceutical Benefits Scheme (PBS), as well as Queensland Health
databases (Admitted and Non-admitted patients, Emergency Department, Specialist Outpatient and Elective
surgery, Pathology Queensland), BreastScreen Queensland, Queensland Cancer Registry, Australian Early
Development Census (AEDC), and the National Assessment Program — Literacy and Numeracy (NAPLAN)
database.

If you have a child under the age of 14 who wishes to participate in this project, you as the parent will be
required to sign the consent form.

Deciding to take part

Your/your child’s participation in this research is completely voluntary and there will be no cost to you or your
child. Choosing not to take part will not affect yours or your child’s current or future medical care in any way.
You/your child can choose to stop participating at any time and there is no punishment if you do. Any
information collected will be kept and analysed unless you decide otherwise. If you want to discuss anything
about what it means to take part, please contact Dr Lexie Prokopuk, MadeHER@ug.edu.au.

Consenting to data linkage

If you consent to the researchers accessing and using your/your child’s data from health and education
databases, you will be asked to tick which databases you consent for us to access your information from.
You will be asked to sign a separate consent form authorising the study to access your child’s Commonwealth
health information provided by Services Australia, see the separate Services Australia Parent/Guardian
Information Document and Child Consent Form. Medicare collects information on doctors’ visits and the
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associated costs, while the PBS collects information on the prescription medications filled at pharmacies.
Services Australia is not involved in this research other than to provide the information that you have
consented to the release of, should you decide to participate in this study. BreastScreen Queensland will
provide breast screening information, and Queensland Cancer Registry will provide information on diagnosed
cancer cases. Queensland Health will provide data related to you/your child’s hospital visits (including
elective surgery) and perinatal health information. Pathology Queensland records pathology tests e.g. blood
and urine tests. Finally, NAPLAN collects annual assessment data for students in Years 3, 5, 7, and 9.

Your/your child’s personal information within the consent form will be sent securely to Services Australia,
Queensland Health or NAPLAN to authorise the release of your information to the study.These organisations
will retain the consent form for the life of the study as a record of consent. A copy of the consent form will
also be retained by the study for the life of the study. All data will be de-identified and stored securely by the
study on servers, or hosted through cloud computing providers, physically located within Australian borders.
This data will not be sent outside of Australian jurisdiction and is governed by the Privacy Act 1988.

Your information that has been included in de-identified databases will be retained until the end of the study,
as well as for a period of 5 years as per NHMRC policy.

If you decide to withdraw from the study, you can request the destruction of your information, provided it has
not previously been provided to researchers or policy makers (see ‘Withdrawing from the MadeHER project).
All information will be securely destroyed at the completion of the study in a manner appropriate to the security
classification of the record content.

Services Australia, Queensland Health and NAPLAN has confirmed that this research and any associated
documents have been approved by a Human Research Ethics Committee (HREC) that is registered with the
National Health and Medical Research Council (NHMRC) and operates within guidelines set out by the
NHMRC.

Linkage will be conducted by the Australian Institute of Health and Welfare for AEDC, and state-based Data
Linkage Units for hospital, and emergency department data. Linkage for NAPLAN will be conducted by the
relevant state education authority themselves, or by an external Accredited Integrating Authorities (as
directed by the responsible data custodian).

The study is bound by Commonwealth and State privacy laws and must protect the confidentiality of your
information to the fullest extent possible.

If you have a privacy complaint in relation to the use of your/your child’s MBS/PBS information, you should
contact the Office of the Australian Information Commissioner. You will be able to lodge a complaint with
them.

Website: www.oaic.gov.au

Telephone: 1300 363 992

Email: enquiries@oaic.gov.au
Mail: GPO Box 5218, Sydney NSW 2001

Your personal information is protected by the Privacy Act 1988 and cannot be given to a third party without
your consent or where otherwise permitted by law. For more information about privacy, go to
servicesaustralia.gov.au/privacy

Risks

Participants may experience discomfort answering some questions. Most people even those with difficult
lives do not find answering the questions difficult, and some participants find it helpful or empowering, but if
you experience any distress support will be provided to you. If, however, you or your child don'’t like any
question or you find it upsetting, you do not have to answer. If participation is withdrawn, it will not impact on
regular activities or relationship with The University of Queensland.

Should you feel any discomfort and want to talk with someone, you/your child can contact services like Kids
Help Line (1800 555 1800 https://kidshelpline.com.au), headspace (https://headspace.org.au/contact-us/) or
Lifeline Australia (13 11 14 https://www.lifeline.org.au/).
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Please note that researchers may become subject to orders to disclose information about illegal activity to
government agencies or courts. As your identifying information will be deleted upon analysis, it is very unlikely
that you will be identified if this occurs.

Benefits

That feel good feeling! By participating in our research, you will help us to learn better ways to manage and
support young people with period issues or pelvic pain.

As an acknowledgement of your time participating and to say thank you, participants will receive an electronic
gift card. Adolescents will receive $30 for completing the online survey and a further $20 for completing the
period diary app. Mothers will receive $30 for completing the survey. The voucher will be sent to you upon
participant verification. Please note, it may take around one month for you to receive your voucher.

How will your information be used?

The data from health and education databases (if you consent to these being used) will be linked with the
MadeHER survey and period diary app data. Data from all participants will be pooled and analysed to
examine issues related to periods/pelvic pain and women and children’s health. The findings from the study
may be reported in publications in scientific journals and in conference presentations and seminars. A
summary of the project results will be made available by ticking ‘yes’ in the project updates/findings box on
the consent form. Individual participants will not be identified in any reports, publications, or presentations
arising from MadeHER.

MadeHER data will be securely stored and may be made available for future research related to this project
topic, following attainment of necessary ethics and governance approvals.

Confidentiality and security of data

All data that we collect will be stored securely. Only members of the research team will have access to the
data that can identify you/your child, that is, name, email and phone number. This data will be stored securely
on the University of Queensland Research Data Manager for a minimum of five years and then destroyed.

The data you/your child provide will only be used for research. Participants are welcome to read the overall
findings, but it will not identify anyone. If you would like a summary of the findings, you can contact the
MadeHER Project Team at MadeHER@ug.edu.au. Eventually, the data may be placed online for other
researchers to access, but it will never have information that can identify anyone.

Withdrawing from the MadeHER project

If you want to stop participating in the study, or have any questions about participating, please contact Dr
Lexie Prokopuk, lexie.prokopuk@ug.edu.au.

You/your child are under no obligation to continue with this study once you have consented. People
withdraw from studies for various reasons, and a reason does not need to be provided to us. If you wish to
withdraw the consented release of your survey information, NAPLAN, hospital, or emergency department
data, please contact Dr Lexie Prokopuk, lexie.prokopuk@ug.edu.au. Please note, the information collected
prior to your withdrawal, will still be used unless you explicitly request otherwise.

You are under no obligation to continue with the consented release of you/your child’s MBS and/or PBS
information. You may change your mind at any time about releasing this information to the study. You can
withdraw your consent to release your child’s MBS and/or PBS information by completing and signing the
‘Services Australia Child Study Withdrawal Form’. You must supply this form to the research team, if you
choose to withdraw your consent for the release of your linked data at a later date. If you withdraw your
consent you will be able to choose whether the study will destroy or retain the information we have
collected about you/your child.
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Please note that data about you and/or your child that has already been analysed and/or included in a
publication by the study will not be able to be destroyed. In such circumstances, your personal information
will continue to form part of the project study records and results. Your privacy will continue to be protected
at all times.

Ethics Clearance and Contacts

This study adheres to the Guidelines of the ethical review process of The University of Queensland and the
National Statement on Ethical Conduct in Human Research. Please feel free to discuss your participation in
this study with one of the researchers, Dr Lexie Prokopuk, lexie.prokopuk@ug.edu.au , phone (07) 3346
5346, or if you would like to speak to an officer of the University not involved in the study, you may contact
the Ethics Coordinators on 07 3365 3924 / 07 3443 1656 or email humanethics@research.uq.edu.au

Ethics ID number: 2024/HE000718

*Our project team acknowledge that the boundaries around what “girls and women’s health” incorporates are
not always clear, and that sex and gender are distinct concepts. Although it is necessary for us to collect
information on health topics related to the female sex (i.e., periods and pelvic pain), we acknowledge that not
everyone who identifies as a girl/'woman experiences these female-specific health issues or identifies as
female. We value the contribution of all our participants.
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