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HELP US SHAPE THE FUTURE OF CARE FOR YOUNG CANCER SURVIVORS

Surviving cancer as a teenager or young adult is a major victory, but we know that many long-term
challenges remain. PredictAYA is a research project dedicated to understanding the impact of these
late effects from cancer treatment and finding ways to prevent them.

Who are we?

Project name: Prediction and prevention of late effects in AYA

cancer survivors — A.n effort to understand, predic.:t and Q{)Z//Z I:)R E D | CT

prevent late effects in AYAs 15-39 years of age, with a focus on

fertility and gonadal toxicity \' AYA
Project acronym: PredictAYA {( }\\\,

Project time: 5 years (1 June 2025 to 31 May 2030)

Using data from health registries, genetic biobanks, and new patient groups, PredictAYA aims to
identify biomarkers that show who is at higher risk for organ damage. This will help doctors offer
personalized screening and advice, improving care for survivors. Furthermore, surveys will explore
patients’ care preferences and needs, including fertility, sexuality, mental health, and quality of life.

PredictAYA is a team effort, bringing together clinicians, researchers, psychologists, nurses, but
patients are at the heart of this project. Your input will shape study design, materials, and
outcomes. By working in partnership, the project hopes to create a future where young cancer
survivors have the best chances at a healthy, fulfilling future.

Who are we looking for?
Patient representatives — whether experienced as such or completely “new to the job”
e Age at cancer diagnosis was between 15 and 39 years
e Being a relative (e.g. partner, parent)
e Independent of desire for children, being a parent or whether your treatment affected
fertility or not
e Interest in shaping research together

A diversity in backgrounds, experiences, educational status, cancer treatment and professions is
encouraged. If you have received treatments likely to affect fertility (e.g., radiation therapy), and if

you are a young man, you are especially encouraged to participate.

To register your interest in participating, please send us an e-mail (see below) with your name,
country of origin and what task/tasks you are interested in.
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What would your participation mean?

If you would like to participate, it would mean 2-4 online meetings per year together with the other
PRAB members (~10) and researchers from different parts of the project. Meetings may be audio-
recorded. You will receive reimbursement for your participation. You can choose your participation
according to preference and interest.

Tasks may include:
e Consultation on data and study design
o Audit/review of patient involvement in different parts of the study
e Consultation on outcome measures and surveys, questionnaires, patient information
e Consultation on communication on the use of Al in e.g. prediction modelling
¢ Dissemination of results/translation of results into lay-language/ making data accessible to
patients
e Guideline development, PLAIN language versions, dissemination
e Inclusion in discussions on ethics and data (i.e. data solidarity)
¢ Including patients in deliverable review processes
e Co-authorship

Who can you contact if you want to apply and/or have further questions?
Contact person is Anna Jervaeus (anna.jervaeus@ki.se)

If you want to know more, please visit the website: www.predictaya.eu
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