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Il était une fois…

Lantos J, NEJM, 2018



Les néonatologistes aiment les chiffres!

24-25 SA

SOINS DE CONFORT: le bébé meurt

PRISE EN CHARGE ACTIVE: 
X% de survie (Stat locales)

Il peut mourir en réa SI SURVIE

1 sur 2 « normaux » 1 sur 3 handicap « mineur »:
Hyperactivité
Dyslexie
Trouble des apprentissage
Trouble du comportement

1 sur 4 handicap « majeur »:
CP
Surdité
Cécité
Retard des acquisitions 

Janvier A, JFRN, 2018



Janvier A, Semin Perinatol, 2016

Einarsdottir J, Medical Anthropol
Q, 2009







Les estimations de la survie 
changent-elles les décisions prises ?



2019



Et les (futurs) parents?





2012

• 40% de décisions partagées;

• 40% prise de décision seul; 

• 20% le médecin seul prend cette décision ou après avoir recueilli leur 
avis. 



Besoins des familles dans la relation ?

• Sécurité

• Légitimité 

• Réassurance

• Soutien

• De comprendre, de se préparer

• De temps

Bonnot Fazio S, Dany L, Dahan S, Tosello B. 
Communication, information, and the parent-caregiver relationship in neonatal intensive care units: 

A review of the literature. 
Arch Pediatr. 2022 Jul;29(5):331-339. 



• Here are 10 essentials of etiquette-based neonatal care from the 
parents’ perspective:

• 1. Say my baby’s name, 

• 2. Don’t label my baby. My baby is not a diagnosis. She is not the “T-
18,” the “23-weeker,” the “tiny critter,” or the “horrible BPDer in room 
8.”

• 3. Say your name. 

• 4. Listen to me. 

• 5. Speak my language. Every parent is different. Some of us want 
numbers, predictions, and statistics. Others don’t. 



Callahan KP, Discarding Information, JAMA, 2023



INFORMATION / 
COMMUNICATION



Définition conceptuelle

• L’information est la mise en forme d’un matériau préexistant,
Aristote 384-322 avant JC



Code de Déontologie Article 35 (article 
R.4127-35 du code de la santé publique)

Le médecin doit à la personne qu'il examine, 
qu'il soigne ou qu'il conseille une information 

loyale, claire et appropriée sur son état, les 
investigations et les soins qu'il lui propose.



MENTIR??



Définition

• Est menteur celui qui pense quelque chose en son 
esprit, et qui exprime autre chose dans ses paroles, ou 

dans tout autre signe» 

(Saint Augustin)



Principes 

• « Tu n’étais pas obligé de me le dire »

• « Il y a une petite tumeur, on va s’en débarasser »; « vous 
êtes jeunes, en ferez d’autres (enfants) »

• Mentir stratégiquement; très politique

• Mentir pour des raisons éthiques



Mentir pour des raisons éthiques

• Principe d’autonomie du patient





Pr. L. Dany & Pr. B. Tosello







Faire/voir 
Action

« Dépersonnalisation » 

Consentement
Compréhension

Contractualisation
Personnalisation



LA RÉALITÉ
An approach focused on the process of shared decision 
making

Start with open-ended invitations: Is now a good time to talk? Tell 
me how you’re feeling today. How does your child look to you? Tell 
me more.

Let parents tell you what they know and how they feel:
What have other doctors and nurses told you about your 
child?
What do you fear?
What do you hope for?

Stop talking.

Let parents speak.

Listen actively.

Make eye contact, nod head, and focus on person speaking.

Circle back: “What I’m hearing you say is…. Did I get that right?”

Find common ground; use “we”:

“We are both hoping for that goal!”

“Here are some of the options and the decisions that we have to 
make.”

An approach focused on giving parents information and 
asking for a decision

For each gestational age, provide parents with data in an “outcome-
by-gestational- age” format for babies born at 22, 23, and 24 weeks.

Short-term outcomes

Percent of babies who survive

Percent of babies who leave the NICU with respiratory problems

Percent of babies with abnormal findings on ultrasonography of the 
head

Percent of babies with jaundice requiring phototherapy

Average number of days in hospital

Long-term outcomes

Percent of babies who need tracheostomy

Percent of babies who need gastrostomy tube

Percent of babies with cerebral palsy

Percent of babies with cognitive impairment

Percent of babies with visual impairment

Ask the parents whether, given the information provided, they want 
to choose life-sustaining treatment or comfort care only.

Madrigal et al, Pediatrics 2018; 142: Suppl 3: S170-
S177.

Koh et al, J Perinatol 2000; 20:504-8.



L’INFORMATION
Agressivité, 

Annonce brutale

Mise en 
forme, 

réflexion

Fuite, 
mensonge 



Baile WF, The Oncologist, 2000



Janvier A, Semin Perinatol, 2014



Rosenbaum P, Child Care Health Dev, 2012



PERSPECTIVES



Steps Abstracts Areas of improvement 

1st  step: basic uncertainty "We are in a situation that is quite disturbing for your 

daughter, uh for now it's a bit early to say" 

preamble: create a safe space 

 

 
 

 

2nd  step: current situation 

"So, um, it's a really, very, very small baby that's born a lot, 

well, at the end of the day, it's a little bit eh 25 weeks, uh, 

and it's a baby that needed a lot of assistance at birth.” 

 

3rd step: medical knowledge 

"In general, we know that it's children as they are very 

small and that they need very heavy care at birth ... that's 

what I told you, there is a major risk of 

complication...bleeding in the brain ". 

 

4th step: means implemented 

against 

"After that we're never sure of anything, especially when we 

did not do the exams. Tomorrow we will do an ultrasound 

of the brain to see what it is, and we will monitor after its 

evolution " 

 

5th  step: diagnostic 

"We did a brain scan this afternoon which confirmed that 

there was bleeding ... which is quite important" 

 

 

6th  step: project change 

"It's something for which we have no way to improve things 

... So what we do in these situations is that we meet, we 

have a meeting with several doctors, (...) for talk to us about 

what's best for your baby. " 

 

7th step: persistent uncertainty 

"If it's a child who survives, if it was to survive this 

bleeding, what we know is that the after-effects, the 

handicap after, is a handicap that is likely to be extremely 

heavy. We do not know if she will be able to walk, we do not 

know if she will get to have a normal intelligence, right? Is 

she going to eat all by herself, is that ... all that " 

 
Figure 1: Example of the construction of information progressivity 
(Background: birth at 25SA + 4days, 625g, premature rupture of membranes, diagnosis of intraventricular and parenchymal haemorrhage stage 4)


