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How can survivors and carers advocate for Survivorship Care?

What YOU can do to advocate for better long-term follow-up care for cancer survivors using digital
tools in your country

Have you survived cancer yourself, or do you know someone who has? Then you know how valuable
good, person-centered aftercare is—not just shortly after treatment, but throughout life.

You may be thinking, “I'm not a professional — what can | do?” The answer is: a lot.
Because change always starts with a voice. Your voice.
What exactly is patient advocacy—and why is it important?

Patient advocacy means standing up for the rights, needs, and perspectives of patients as a (former)
patient or supporter. It's about being heard—in society, in politics, in the healthcare system.

And yes, that sounds like a big task. But it starts small: with a conversation. With sharing your story.
With demanding care that really helps — even after treatment. Because the more people who advocate
for survivorship care, the more change will happen.

Here's how you can take action — simply, concretely, and effectively:
1. Talk about it. Again and again.

The important thing is: you ARE an expert. Namely, on yourself, your story, and your experiences. Talk
about the topic of long-term aftercare. Ask questions. Share your expertise. Tell your story — to your
friends, at work, on social media. When lots of people speak up, decision-makers will listen.

2. Become part of a community.

You are not alone. There are great patient and parent organizations, networks, and initiatives you can
join. Together, it's easier —and we can achieve more. Maybe you're already part of one?

If you don't know whether there is a community in your country/city/region, or which one, no problem!
Feel free to contact Childhood Cancer International - Europe (CCl Europe, office@ccieurope.eu). We
are the largest pan-European parent and patient organization and have 64 member organizations
across Europe! Maybe one of them is near youl!

Also, feel free to check out beatcancer.eu! This is a platform that, in addition to resources, offers a
virtual network of hundreds of people from Europe and around the world who have had similar
experiences! Become part of the community and learn from these people that you are not alone and
how you can get involved!

3. Show that there is evidence.
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Your experiences are important—but scientific data gives them even more weight. Studies provide
precisely the kind of facts that show how aftercare works and what helps. In Europe, there are many
different EU projects that have published studies proving exactly that. You can find them here:

(3 PanCareFollowUp publications

(¥ PanCareSurPass publications

(¥ www.beatcancer.eu

4. Use what is already there.

You don't have to start from scratch. These EU projects have already done a lot of groundwork — from
guidelines to concrete models for survivorship care in clinics to resources for a good quality of life as a
childhood cancer survivor to information about digital tools for Survivorship Care. Get the information
here:

(% PanCare website

(3 www.beatcancer.eu

The PLAIN language summaries (PLAIN language summaries — PanCare) help survivors to actively shape

their health — in a clear, understandable and practical way. The IGHG's international aftercare
guidelines also provide helpful standards for professionals.

Ready for more?

This is just the beginning. If you want to make even more of a difference—e.g., become politically
active or advocate for survivorship care at the European level—then get in touch with CCI Europe.

office@ccieurope.eu

Because your voice counts. And together, we are loud.
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