
1.	 Don’t rush, make it clear for yourselves why and 
how you want to share your story. Speak with 
family members and set aside some time to think, 
such as a week. You don’t need to do that alone: 
get in touch with a professional or ask someone 
you trust for advice.

2.	 Think about how and where you want to publish 
your story. Some people prefer well-established 
media, while others prefer their own social 
networks. Regardless of how you decide, you need 
to know that by publishing your story, you lose 
control over it. 
 
If someone approaches you with a request to 
publish your story, make sure you understand 
who they are, why they want to publish it, and 
where it will appear. Don’t be shy to ask questions. 
You have the right to know the aim of the media 
coverage and the context in which your story will 
be published.

3.	 If your motivation for publishing your story is to 
raise funds or improve access to treatment, first 
discuss your intention with your health or social 
care provider.

4.	 Talk openly with your closest family about your 
intention. Listen to their perspectives on publishing 
the story, and try to find common ground. Aim 
to move forward in a way that maintains as much 
harmony as possible.

5.	 Request to receive the questions in advance 
and prepare your answers. Write down what you 
definitely want to say, and set clear boundaries 
within your family about what you want to share 
and stick to these firmly. During the interview, 
don’t let anyone pressure you into crossing these 
boundaries. Don’t hesitate to ask a professional 
within your reach for help or advice.

6.	 Think about others. This is not only about you; 
consider how publishing your story may affect 
siblings, grandparents, friends, neighbours, 
schoolmates, teachers, and other people close to 
you. No one close to you should learn important 
information about a diagnosis or death from the 
media or social networks. Whenever possible, 
inform people in person—you can share the 
news yourself or ask someone close to you to 
communicate it on behalf of you and your family. 
You can also ask specialists from your palliative or 
care team to help you communicate the news.

7.	 Maintain control over your story. Always insist 
on author’s approval of the text, and don’t share 
your story with anyone who cannot give you 100% 
guarantee that you will be able to review the text 
and approve it before publication.

8.	 Protect your privacy. Choose a suitable time and 
a safe place where you will feel comfortable and 
dignified during the interview or filming. This does 
not necessarily have to be your home. Remember 
that you have the right to stop the process at any 
time.

9.	 Your story will no longer be yours alone. Be 
prepared for different scenarios. Media coverage 
can have various effects, including hate speech, 
negative comments, and unsolicited advice or 
recommendations. Your story may be simplified, a 
misleading headline may be used, or the text may 
be altered without the author’s consent.

10.	 Think about the future. The digital footprint of 
your story is permanent; photographs and videos 
can reappear anytime and anywhere, even years 
later or in a different context. Consider how your 
child might view the story in the future. If you give 
written consent, think carefully about time limits, 
content, and other restrictions (such as use after 
your child’s death).

Practical recommendations for parents
The story belongs to the family


