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Mother: how
should I explain
Fanconi Anemia to
my son?

Girl: can I go to
work when I'm
an adult or will
I be sick?

Father:
everything is fine
now, but I'm so
very tired.
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Advanced Care Planning in the Fanconi Outpatient Clinic
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Advanced Care Planning

- Structured communication process
- Values, goals, preferences

- Now and in the future

Timing

- 1 year after diagnosis or HSCT
- Age 10-12 years
- Age 16 years
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IMPACT method
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. ‘Samen praten we over wat jij belangrilk vindtin
Jouw zorg en behandeling. Violg het pad en

Wat doe je op eenleuke dag?
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1 o) Hoe voel je je als jo denkt overwat je meemaakt?
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~ Wat hoop je mee te maren?
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' Lig je weleens wakker? Waar denk jo dan san?

7 Welke vragen zitten injoums
hoold en heb j¢ nog nooit aan
iemand dunven stellen?
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/ Dit is belangrij in mij zorg en behandeling:

ﬁmhnhﬂ:z’ndﬂpmmhmg wil of moet veranderen,
Dan zoeken we samen een andere weg.
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« Creates dedicated space for understanding family needs
* Helps healthcare professionals identify prevalent issues
« Enhances patient-centered care

Structured ACP conversations help to create a shared understanding
and to set practical care priorities for patient, parent and caregiver
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Thank you

C.W. Oudbier

B.L. Drenth-Wemmenhove
K.A. Thus

L.G.M. van Hussen-Daenen
D. Bresters

M.B. Bierings

Contact details:
Agnes Vissers, nurse practitioner

a.h.vissers-4@
prinsesmaximacentrum.nl



	Implementation of Advanced Care Planning �in the Fanconi Anemia Outpatient Clinic in the Netherlands
	Disclosure	
	Fanconi Anemia
	Advanced Care Planning in the Fanconi Outpatient Clinic
	IMPACT method
	Advanced Care Planning
	Thank you

