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How to help AYA's to be heard




AYA population
15-29 yrs 18.5 % (2 mil.)

deaths annualy
53 deaths (15-19 yrs)
249 deaths (20-29 yrs)

www.nzip.cz/modul/datove-zpravodajstvi

approx. 13k children in need of PPC


http://www.nzip.cz/modul/datove-zpravodajstvi

my background
pediatric oncology
palliative medicine

University Hospital MOTOL




Pediatric Supportive Care Team
150 new referrals per year




How to help AYA's to be heard




How to help AYA's to be heard in a culturally
appropriate way




\oicing, My CHOICES’

A Planning Guide for
Adolescents & Young Adults




\Joicing My CHOICES’ Voicing My Choices ?
translation into Czech by 2 team members
completing VMC by all team members




\oicing, My CHOICES’

A Planning Guide for
Adolescents & Young Adults

Voicing My Choices!

VMC team establishment

regular meetings with LW and MW
translation into Czech language

critical revision by 5 PPC team members
piloting VMC among parents



UH Motol
Wkl R official site for VMC Czech version

Adolescents & Young Adults
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VMC Czech version
terms not known
flelds uncommon
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VMC Czech version
terms not known
flelds uncommon
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religiosity




piloting the VMC Czech version among 6 parents
4 children with LLC

boy with recurrent osteosarcoma (age 20)

girl with middle aortic syndrome (age 17)

boy with primary pulmonary hypertension (age 15)
boy with pharmacoresistant epilepsy (age 13)




piloting the VMC Czech version among 6 parents
4 children with LLC

boy with recurrent osteosarcoma (age 20)

girl with middle aortic syndrome (age 17)

boy with primary pulmonary hypertension (age 15)
boy with pharmacoresistant epilepsy (age 13)

» well written, easily understandable
» useful for both parents and children
* may reduce regret

* add “l don't care” option!




,It’'s a good way to
avoid family rifts and
follow the decisions of
the sick *




,rhat s really very
hard reading for a
teenager and | guess
| need to protect her
from the hard stuff.”
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,rhat s really very
hard reading for a
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| need to protect her
from the hard stuff.”

,It's actually a very
nice tool for settling
things, accepting
certain situations,
and to forgive.”

,It’sS a good way to
avoid family rifts and
follow the decisions of
the sick *




,I must say the
document is
very inspiring.”
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,I must say the
document iIs

very inspiring.”

,rhat s really very
hard reading for a
teenager and | guess

| need to protect her
from the hard stuff.”

,It's actually a very
nice tool for settling
things, accepting
certain situations,
A\ and to forgive.”

,It’sS a good way to
avoid family rifts and
follow the decisions of
the sick *
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VMC can help AYA's to be heard in a culturally
appropriate way

unigue communication potential
both challenging and useful
cultural specifics




next steps
focus groups




Thank you for your attention.

lucie.hrdlickova@fnmotol.cz
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