ATALITE DAUVERGNE -RHONE-ALFES ACCUEILLENT
ames JOURNEES NATIONALES

DE LA SOCIETE FRANCAISE
DE MEDECINE PERINATALE
18 > 20 OCTOBRE 2023

LYON

ANTICIPATION ET ACCOMPAGNEMENT D‘UNE
DEMARCHE PALLIATIVE EN SALLE DE NAISSANCE
ET AU-DELA

Pr Barthélémy TOSELLO
Médecine Néonatale
AP-HM CHU Marseille
CNRS, EFS, UMR 7268 ADES, Aix Marseille Université

E‘@ ulté des science AI IU“

U M R Espace Ethique Méditerranéen
1edicales et paramédicale ADES 7268 GG AERNEEEE
Aix:+Marseille Université

Assistance Publique
Hopitaux de Marseille






Démarche

palliative

Intentionnalité:
éviter une
obstination

déraisonnable

Intentionnalité: projet de non vie



Foetus patient + femme Nouveau-né: patient, statut
juridique de personne
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Intentionnalité: mort du patient




Balaguer et al. BMC Pediatrics 2012, 12:25
http://www.biomedcentral.com/1471-2431/12/25

= JOGNN
ThdEE State of the Science on Perinatal

set

Albert

Continuing Nursing Education

[CNE) €

A total o
aarmed &
“tate of
Fallaiive
onlina p

AWHON

provide 50

educatl
Credent
Commis

AWHON
number,

Lisal

% children

Systematic Review

Componer

Laure Dombrecht 1
Gaélle De Smet 3, ¥

Palliativa ( Tara

BMC
Pediatrics

I
IN Focus

Seminars in

PEDIATRIC
NEUROLOGY

ﬁu\npll

Original research

Advance care planning in perinatal settings: national
survey of implementation using Normalisation Process
Theory

Karen L Shaw @ ,'J Spry,' Carole Cummins,' Andrew K Ewer @ ,* Mark D Kilby,***
Alexandra l\/lancml56



Are you a par

=» Family journey
=» Support in your ar

=» Family stories

{ Transition }

Call the helpline \ taskforce /,

0808 8088 100

* )
\'ﬁ.;,‘( PERINATAL HOSPICE & PALLIATIVE CARE

"YOU MATTER BECAUSE YOU ARE YOU,
AND YOU MATTER TO THE END OF YOUR LIFE."

— Dame Cicely Saunders, founder of the modern hospice movement

If you are here because of a prenatal diagnosis that indicates your baby likely will die
before or after birth, we are so sorry. Perhaps you are considering continuing your pregnancy and
embracing whatever time you may be able to have with your baby, even if that time is only before
birth, while your baby is cradled safely inside of you. Please know that support is available (see the
links on this site for perinatal hospice & palliative care programs and other resources) and that you
are not alone. Parents who have traveled this path before you have found that it can be a beautiful,
profoundly meaningful, and healing journey.

4

ASSOCIATION

spama



WEBSITES RELATED TO CONTINUING A
PREGNANCY

* Antenatal Results and Choices (U.K.): Continuing a Pregnancy
Be Not Afraid
Carrying to Term Pages
Count the Kicks (U.K.): Continuing a pregnancy following fatal or poor diagnosis
Every Life Counts (Ireland), perinatal hospice advocacy and information &
support for parents
HealthTalkOnline patient experiences about continuing a pregnancy, University of
Oxford, England
Isaiah's Promise, parent-to-parent support
Joan's Reach, support, advocacy, and professional referrals
One Day More (Ireland), parent-to-parent support

* Perinatal ComfortCare
Prenatal Partners for Life, parent-to-parent support
Pieta ministry
Prenatal Diagnosis Support Australia
Rowan Tree Foundation
Stillbirthday.com Neonatal Death/Fatal Fetal Diagnosis (birth plans and many
resources)



http://www.arc-uk.org/need-help/continuing-a-pregnancy
http://www.benotafraid.net/
http://www.janelebak.com/ctt/index.html
http://www.countthekicks.org.uk/mums/pregnancy-guide/breaking-taboos/continuing-pregnancy
http://www.everylifecounts.ie/
http://www.healthtalkonline.org/Pregnancy_children/Antenatal_Screening/Topic/1684
http://www.isaiahspromise.net/
http://www.joansreach.org/
http://onedaymore.ie/
http://perinatalcomfortcare.org/
http://www.prenatalpartnersforlife.com/
http://www.stfranciscathedral.org/Pieta/index.htm
http://www.pdsaustralia.org/carryingterm.html
http://www.rowantreefoundation.org/index.php?option=com_content&task=view&id=22&Itemid=29
http://www.stillbirthday.com/2011/07/28/neonatal-death/
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The MAI-HCM program ranks as the top industry Program by Health Care :
accreditation bodies. The MAI-HCM offers the possibility of...

Annonce - https://www.cambridgecu.ch/artificial/intelligence

MEBA In PIM About Us Contact Us

Apply your new skills to real-world projects using the latest industry tools & :
techniques. Get professional-level training and earn a... I
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Perinatal Palliative Care: A mother's experience
33kvues-ilyall ans

G Elizabeth Callaghan

When Paula and her husband learned that their son had Trisomy 18, they decided they were going to cherish any time they could ..

Perinatal hospice care helps parents welcome their baby, then say goodbye
30kvues-ilyadans

G WoNNews @

Keara and Rory Burke were thrilled to learn their family was expanding with a fifth baby, a boy, to join their four beautiful girls.



Perinatal Hospice Video
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Perinatal hospice video for caregivers by Tammy Ruiz RN,
perinatal bereavement coordinator at Mary Washington
Hospital, Fredericksburg, Virginia. Also translated into
Spanish, Italian, French, Czech, |apanese, and Polish.
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A Place to Turn When a Newborn Is Fated to Die

)=

perinatal hospice pregram helped Jill Kilibarda prepare for the birth of her severely ill daughter Alaina

y NEELA BANERJEE
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W TWITTER
MINNEAPOLIS — The day after Alaina Kilibarda was born, her [ LiNKEDIN
breathing started to falter, as her family knew it might. During the :'ﬁ“ IT"TPOSAVE
pregnancy, doctors had told James and Jill Kilibarda that their baby THIS
had a lethal genetic problem that would probably end her life within & PRIN

hours of birth.
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POURQUOI?

* Choix positif * Choix négatif
* Volonté maternelle * Opposition de principe

* G multiples, risque sur le co-
jumeau sain

* Refus de foeticide ou non
pratique de I'IMG sans
foeticide par I'équipe
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QUELLE PATHOLOGIE?

FETAL AND PEDESTRIC PATHOLOGY -
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Outcomes in Continuing Pregnancies Diagnosed with a Severe
Fetal Abnormality and Implication of Antenatal Neonatology
Consultation: A 10-Year Retrospective Study

Laura Hostalery= and Barthékémy Toselloa.B
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MATERNAL
AND Severe Fetal Abnormality and Outcomes of Continued

CHILD Pregnancies: A French Multicenter Retrospective Study
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Fig.1 Changes in the distribution of pregnancies in function the esti- the prognosis is not known with certainty, appearing late or being
mated severity of the condition (a) and the etiology of fetal pathology potentially curable. Etiology of fetal abnormality: group A chromo-
(b). Severity of fetal abnormality: / pathologies with a risk of 90% somal abnormalities, growp B organ malformations only; growp C
or higher perinatal mortality; 2 pathologies with a severe disability genetic diseases without a cytogenetic abnormality and grewp D other
which impact daily life and with a survival of >10%; 3 pathologies pathologies such as polymalformative syndrome, obstetrical compli-
with an isolated mental retardation potential; 4 other anomalies when cations; fetal and other infections



Tabhle 3 Live birth characteristics

N=110
Characteristics
Weeks GA, mean (+5D) 36.7 (3.6)
Type of delivery, n (%)
Vaginal 76.0 (69.0)
Cesarean section 32.0(29.2)
Mean birth weight (g) (+5D) 2614.0 (348)
Apgar score, mean (+5D)
<T at M1 6.7 (3.7)
<7 at M5 T.5(3.5)
=T at M0 TT(I6)
Antenatal palliative approach, n (%) 27.0(24.5)
Live barth outcomes
Living status at
| week life, n (%) T5(68.1)
| month life, n (%) 67 (60.9)
12 month life, n (%) 63 (37.2)
24 month life, n (%) 63 (37.2)
Meonatal hospitalization, n (%) 41 (37.2)
MNeonatal hospital duration stay. median (IQR) 5(3-25.5)

Length of life in hours, median (IQR)

24.0 (0.7-168)

— Ptace of deatiy, Wi T
Delivery room
Neonatal recovery unit
Cardiology recovery unit
Hospital service

Home

18.0(16.4)
17.0 (153)

5.0 (4.5)
5.0 (4.5) Bourdens M, Matern Child Health J, 2017
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Lethal fetal

Barthélémy Tosello’

tive care?

'Aix-Marseille Universi ty/
Neonatology, Assistance

» and Department of

Figure 1. Types and prevalence of lethal fetal abnormality.

1. Central nervous system abnormalities; 2. Cardiac abnormalities; 3.
Other structural birth defects; 4. Kidney diseases (with oligo/
anhydramnios and pulmonary hypoplasia); 5. Trnsomy 18; 6.
Chromosomal abnormalities and genetic disorders; 7. Prematurity; 8.
Hypoplastic left heart syndrome.



D. Wilkinson et al. / Seminars in Fetal & Neonatal Medicine 19 (2014)
306 -311

Box 1

Malformations most frequently described as ‘lethal’ conditions 2.5 anSZ KOOgler TK et al, HaStlngS
o _— Cent Rep 2003;33:37e41.

Potter's syndrome/renal agenesis

Anencephaly/acrania

|5 30 ans: Bhanumathi B et al, Ind J

Ihmn:ii;w_ Hum Genet 2006;12:146€7.

Holoprosencephaly
Table 1
Published outcome for severse congenital anomalies ofpen described a5 lethal
Severs comgeniLal anomalies  Preval emoe Protralyility of live bird Median postnatal  Proportion Surdiving =1 weekix1 year Larnges . respuirried
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9 years |34
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30 years |35
S0 years |40
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Fetal selection of patients

Level of cenainty
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Heart problems

Other structural anomalics

Proalurity

Trsomy 13, 15, oc I8

Trploady

Anemeephaly scranis
Holoprosencephaly

Lape encephalocelcs

Adcanda

Inoperable heart anomalics
Potter s syndromeremal agenesis
Mulncyste/dysplastic kidneys
Polyeyste Xadney discase

Thanatophore dwarliss or lethal forss of
oslpagenesiy imporfoct
Potter™s syndrome with unknown etology

Hydranencephaly

Corgenital severe hydrocephalus with absent or
menamal brain growth

Helow 23 weeks' pesution

Errors of metabolism that are expected to be
lethal even with available therapy

Rena! fudure requiring dialyses

Complex ar severe cases of meningomyeliocele
Neurodegenerative diseases, such as spimal
muscular atrophy

Some cases of hypoplastic left heart syndrome
Pentalogy of Canerell (eciopia cordss)

Somne cases of wanm omphalocde

Severs congenital Gaphragratic boma with
hypopisstic lungs

Kiopathae nommmune hydrops
Inoperable conjoined twins
Multiple severe anomalics

23 10 74 weeks” gestaton

Tahle 1 Examples of Fetal Neurologic Diagnoses with Life-
limiting, Complex or Uncertain Outcomes

e Anencephaly

® Alobar holoprosencephaly

® Encephaloceles

* Hydrancephaly

¢ Lissencephaly

e Schizencephaly

* Severe hydrocephalus

* Complex or severe porencephaly

* Arthrogryposis sequences

e Structural anomalies consistent with multi-system syn-
dromes (ie, Miller-Dieker syndrome, Meckel-Gruber syn-
drome, Smith-Lemli-Opiz syndrome, etc.)

® Aneuploidy (ie, Trisomy 13, 18, Triploidy, chromosomal
duplications or deletion sequences)

e Metabolic Disorders

* Severe sequelae of congenital infections (ie, cytomegalo-
virus)

* Neuromuscular disorders (ie, spinal muscular atrophy)

Leuthner SR et al, Clin
Perinatol, 2004

Humphrey LM. Semin Pediatr Neurol. 2022 Jul;42:100965.



FREQUENCE ?

e Dommergues M et al, Prenat Diagn, 2010 30(6): 531-539

* 94 % - répondent aux exigences légales

* 33% IMG - pathologies létales, 5 % PPC, Bétrémieux P. TOP or
palliative care for lethal foetal condition? Prenat Diagn. 2010 Nov;

30(11):1112

Le rapport scientifique et scientifique,
PROCREATION ET GENETIQUE HUMAINE EN FRANCE, Agence de la Biomédecine, 2022



Rapport médical et scientifique AGENCE DE LA BIOMEDECINE, 2022

2010 201 2012 2013
N Y N % N T N %
Mort fostal in utero 102 153 | 126 16,5 | 140 17,3 | 186 20.0
Mort néonatale précoce ou tardive @ 136 204 | 155 203 | 200 247 | 192 207
Enfant vivant au dernier sum 390 R4 | 434 E7.0 | 422 2.1 504 f4.3
|ssue de grossesse inconnue 40 6.0 47 6.2 48 5.9 46 5.0
Total 1000 762 100,0 810 1000 928 100,0
2014 2015 2016 2017 2018
N % N % N % N % N %
MFIU® 251 21,1 273 21,1 249 19.7 291 19.7 338 21,3
IVG ou IMG?®) - - 2 2 34 2,7 34 2,3 34 9.1
Mort néonatale précoce ou tardive 229 19,3 231 17,8 202 16 253 1.4 239 151
Enfant vivant a J28 641 53,9 703 54,2 684 542 779 52,6 873 55
Issue de grossesse inconnue 68 5.7 89 6,9 94 74 123 8,3 103 6,5
Total 1189 100 1296 100 1263 100 1480 100 1587 100
2017 2018 2019 2020 2021
N % N % N % N % N %
MFIU™ 291 19,7 338 21,3 350 19.4 414 214 333 18,2
IVG ou IMG? 34 2,3 34 2,1 55 3,0 45 2,3 61 3.3
Mort néonatale précoce ou tardive 253 17.1 239 15,1 275 15,2 268 13,8 298 16,3
Enfant vivant & J28 779 52,6 873 55,0 1014 56,1 1065 549 926 50,6
Issue de grossesse inconnue 123 8,3 103 6,5 114 6,3 147 7.6 11,6
Total 1480 100,0 1587 100,0 1808 100,0 1939 100,0| (" 1830| ) 100,0
N—”

En 2021: 2.5/1000 naissances, 4.7% des femmes vues en CPDPN




Figure CPDPNS5. Grossesses poursuivies avec une pathologie faetale qui aurait pu faire délivrer une attestation en vue d’une IMG : evolution de la part de
chaque type d'issue de grossesse de 2017 a 2021
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Quel est le % de démarche palliative a début anténatal ?



©PLOS | oxe

RESEARCH ARTICLE
Barriers in Referring Neonatal Patients to

Perinatal Palliative Care: A French
Multicenter Survey

Barthélémy Tosello'*, Lionel Dany®*, Pierre Bétrémieux”, Pierre Le Coz',
Pascal Auquier®, Catherine Gire”, Marie-Ange Einaudi’

Table 2. Definitions and perceptions of lethal fetal abnormality (LFA) reported by

perinatal professionals.

MFMs,n%  FCPs.n% P

value

Proportion of fetal abnormalities presenting in 17.2=19.3 241235 0.040

MCPD corresponding to an LFA: (mean =SD)

The proportion of fetal abnormalities classified as lethal
and eligible for palliative care was estimated at 19.3%




Table 3. Definitions and perceptions of neonatal palliative care.

MFMs,.n FCPs,n P

% %o value
The implementation of palliative care signifies withholding certain 56 (56.6) 63 (57.3) NS
curative care options in the neonatal period.

Meonatal palliative care is care intended to provide end-of-life 90(90.9) 72(64.9 <
support for patients. 0.001

q
Provision of palliative care to a neonate is fundamentally analogous 59 (59.6) 47 (42.3) 0.013
— to that provided to other patients.

The legal framework for the provision of adult palliative care should 46 (51.7) 66 (60.0) NS
be different than that of neonates.

The term "palliative care" is appropriate to use for neonates. 80(81.6) 79(71.2) NS
The provision of palliative care amounts to "concealed euthanasia". 18(18.2) 16 (14.3) NS
- Palliative care plans can be considered as an "alternative” to TOP. 86(87.8) 80 (71.4) 0.004

Table 5. Categorization of items influencing antenatal information about palliative care in cases of lethal fetal abnormality.

Rank MFMs (%), FCPs (%), P value

The degree of diagnostic certainty 1 96 (97.0) 111(99.1) 0.256
The couple's request concerning management 2 97 (98.0) 105(93.8) 0.129
The quality of the relationship between antenatal and postnatal teams 3 93 (93.0) 102 (91.9) 0.761
The understanding level of the future parents 4 94 (93.1) 100 (90.1) 0.437
The experience and level of expertise of the team responsible for palliative care within the hospital 5 93 (92.1) 97 (87.4) 0.263
The possibility of suggesting a meeting with the neonatal palliative care team 6 93 (93.0) 95 (86.4) 0.117
The legal framework 7 87 (87.0) 96 (85.7) 0.786
The opinions of the MCPD group 8 79 (78.2) 94 (83.9) 0.287
The opinions of the antenatal care team on TOP and palliative care 9 75 (74.3) 89 (80.2) 0.303
The limitations and variability of perceptions of the care team 10 68 (68.7) 85 (77.3) 0.162
The socio-cultural characteristics of the future parents 11 65 (65.0) 79 (71.2) 0.336
The unease of care providers in dealing with death 12 66 (66.0) 76 (67.9) 0.774

Tosello et al, PLoS One, 2015 May 15:10(5):e0126861.



INCURABLES

PALLIATI@MCTICES

RESPECT(H)MANITY

BIRTHPROJECT

\ Perinatal palliative

EMOTIONA].IMPACT 4

DIFFICUITJES TEAM
IMPOKPANCE ME

PARENTAD.CHOICE
DIAGROSIS



COMMENT?

* Programme de soins palliatifs périnatals:
- plan spécifique:
1. détaillant les valeurs et les buts des soins palliatifs,
2. reconnaissant les besoins du patient et de sa famille
3. assurant la présence d’'une équipe pluridisciplinaire
formée aux soins palliatifs périnatals dans un
environnement physique et architectural concourant a la
réalisation de ces besoins.

Wool C. J Obstet Gynecol Neonatal Nurs. janv 2013;42(1):48-58.




British Association of Perinatal Medicine
Working group report

Palliative care (supportive and end of life care)
A framework for clinical practice in Perinatal medicine

Stages of palliative care planning

V’ Establish eligibility of fetus or baby for palliative care

Original research

0 m Advance care planning in perinatal settings: national
survey of implementation using Normalisation Process

0 Theory

Karen L Shaw ") Spry,1 Carole Cummins,' Andrew K Ewer © > Mark D Kilby,2'3*4

Alexandra Manclnl56
British Association of Perinatal Medicine, 2010

Family care (-}

Communication & documentation ()

(3 Pre birth care

(i) Transition from
active postnatal care
to supportive care

Surviva
end of life by

natural causes Shaw KL, et al. Arch Dis Child Fetal Neonatal Ed 2023

», End of life care

Flexible parallel care planning (<)

(Z) Post end of life care
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ACOG COMMITTEE OPINION

Number 786

Committee on Obstetric Practice

Committee on Ethics

The American Academy of Pediatrics and the Society for Maternal-Fetal Medicine endorse this document. This Committee Opinion was developed by
the Committee on Obstetric Practice with the assistance of committee member Russell 5. Miller, MD and the American Academy of Pediatrics’ liaison
member James J. Cummings, MD; and the Committee on Ethics with the assistance of the American Academy of Pediatrics’ liaison member Robert
Macauley, MD and the Society for Maternal-Fetal Medicine’s liaison member Steven J. Ralston, MD, MPH.

Perinatal Palliative Care Obstet Gynecol. 2019 Sep;134(3):e84-e89.

« Once a life-limiting diagnosis is suspected antenatally, the tenets of informed consent require that the
pregnant patient be given information of sufficient depth and breadth to make an informed, voluntary

choice... »
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https://www.perinatalhospice.org/

Von Gunten, JAMA, 2002;287(7):875-81
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CONCLUSIONS/PERSPECTIVES

« Le travail que ces membres consentent a faire les uns avec les
autres pour réduire, autant que faire se peut, I'inévitable écart

entre leurs pratiques et les balises affichées dans les divers
textes normatifs censés les régir ».

La demarche palliative
en medecine perinatale

sous la direction du Dr Pierre Befremieux

- Jean-Frangois Malherbe,

NONER “

& ‘
Handbook of

Perinatal

‘and Neonatal

A Guide for
Nurses, Physicians,

and Other Health

Professionals

2019
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