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Pregnancy     

Prenatal screening and diagnosis

Risk

Probabilities

Suspicion

Normal

Anormal 

Foetal pathology

Diagnosis

Prognosis

Live/death/disability

Uncertainties

Difficult decision

Multiples caregivers 

and structures
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Perinatal medicine
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History of 
pregnancy 

termination or 
miscarriage

Family history 
of obstetric 

problems

Fetal anomaly

Pregnancy 
complications

prematurity

Traumatic 
vulnerabilities

Pathological 
result on 

screening test

Traumatic 
childbirth

History of late 
miscarriage, 

stillbirth, 
neonatal 

death

Medically 
assisted 

reproduction



Perinatal medicine

Ethical perspective 

Autonomy

Non 
maleficience

Beneficience

Justice

Respect the values and 
scopes of the pregnant 

woman

Emotional and physical 
state of the pregnant 

woman and relation to 
the foetus

To protect physical and emotional 
maternal health and decrease pain; 

sustain mother child relation

Equal chance to all 
women



Breaking news
• Stressful experience
• Uncomfortable 
• Emotional Implication 

• Patient / Partner
• Doctor

Expending knowledge
Prenatal screening
Genetic field
Ultrasound screening and 
diagnosis
Fetal therapy

Technical aspects

Expectations
Routine exam
Abnormal result not expected

Impacts 
₋ Psychological
₋ Traumatic experience
₋ Trust 
₋ Satisfaction
₋ Safety
₋ Adhesion to treatment
₋ Mother’s attachment 

to the child

partner

foetus

Litigation
L‘échographie de la grossesse. Promesses et vertiges. Sous la direction de Michel Soulé. Luc Gourand, Sylvain Missonier, Marie-José Soubieux.Eres
2011
Shaw J. Doctor‘s experience of stress during simulated bad news consultations. Patiente education and counsellong 2013, 203-208
Haskard Zolnierek. Physician communication and patient adherence to treatment., a meta-analysis. Med Care 2009;47:826-834
Lippke S. Effectiveness of communication interventions on obstetrics. A systematic review. Int J Enivron. Res.Public Health 2021,18,2016



Ectopic pregnancy, 
Early abortion, 
Late abortion, 

TOP: termination of pregnancy
 

Stillbirt
h

Mortalité infantile et mortinaissances

2022 2023 2024

Nombre de décès d’enfants de moins de un an 311 265 259

Taux de mortalité infantile (pour 1000 naissances vivantes) 3,8 3,3 3,3

Nombre de mortinaissances 359 334 331

Taux de mortinaissances (pour 1000 naissances) 4,3 4,2 4,2

1/5 pregnancies stops before the birth of a live child

And among the births 
10% IUGR 
3% premature delivery < 32 weeks   
3% malformations (1% serious)



Maternal obstetrical pathologies 
termination of pregancy, stillbirth

life limiting fetal condition

Fetal:  
Late miscarriage, intrauterine fetal 

death, termination of pregancy
Suspicion and/or diagnosis of life limiting 

fetal abnormalities or condition

Childbirth issues
Intrapartum death

life limiting fetal condition

Perinatal Pallaitive Care. ACOG Committeee opinion. 2019; Garten L. Palliative care in the delivery room: challenges and recommendations. Childre 2023.; Côté-Arsenault D. The case for perinatal palliative care and expanded research. Palliative 
Medicine 2023, Vol 37(9) 1286-1288; Garten L. Primary  palliative care in the delivery room: patients’ and medical personnel’s perspectrives. J of Perinatology 2015, 35, 1000-1005; Akyempon AN. Neonatal and perinatal palliative care pathway: a 
tertiary neonatl unit approach. BMJ Paediatrics Open 2021.; Perinatal Pallaitive Care. ACOG Committeee opinion. 2019; Cortezzo DE. Perinatal palliative care birth planning as advance care planning. Frontiers in Pediatrics, 2020.; Berger TM. Swiss 
recommendations for the perinatal coare of extremely low gestational age neonates. Acta Paediatrica, 2025.; Czynski AJ. The mother baby comfort care pathway. Advances in neonatal care, 2021.

Perinatal 
bereavement

Perinatal 
palliative 

care

Perinatal 
palliative 

comfort care

It is not about waiting for 
death, but about 

accompanying a life, 
however short it may be!



Perinatal Pallaitive Care. ACOG Committeee opinion. 2019; 

Perinatal 
palliative care

Perinatal 
palliative 

comfort care

Coordinated care strategy that comprises options 
• for obstetric and newborn care 
• that include a focus on maximizing quality of life and comfort 

for newborns with a variety of conditions considered to be life-
limiting in early infancy

Exclusively palliative care 
without intent to prolong life 
in the context of life-limiting 
condition 

Family-centered
Multidisciplinary 

team



Unthinkable confrontation

Double mystery of life and death

Act of giving life and not death

How to imagine the death of the missing child 
without having lived

Impacts 

The society

A unique bereavement

Know-how

Knowing how to 
be

Impacts on 
caregivers



Plural bereveament

Desire for a perfect child
Right to a normal child

Psychic pregnancy

S. Marinopoulos, le déni de grossesse, 2011

Opens about being pregnant 
Deep transformation of the psychic body 
Upheaval: emotional and present history that is 
affected 
Unborn child absent in maternal representations 
Psychic construction of the child in the 
mother’s thoughts

Waiting for a child with the 
representation of it 
Ultrasound, images, movements 
Flaw in the representation of the child 
can have serious impacts on the future 
construction of the link to the real child 
Brings the baby into the family

Expecting a child 

Fear of losing the child, of 

separation

Fear of experiencing loss 

Different intrauterine rhythm of the 

child 
Preparing for birth: separation

The dream child, the imaginary child, the narcissistic child, the real 
child

ELGAN
s



Maternal mental 
and physical 
health

Paternal mental 
and physical 
health

Siblings
Upcoming 
children 
 

Family
relationship
s

The couple

CARE and SUPPORT 

Obst KL. Men’s grief following pregnancy loss and neonatal loss: a systematic review and emerging theoretical model. 2020. BMC pregnancy and childbirth.
Due C. The impact of pregnancy loss on men’s health and wellbeing: a systematic review. 2017. BMC pregnancy and childbirth.
Lamon L. Depression and post-trumatic stress disorder after perinatal loss in fathers: a systematic review. 2022. European psychiatry.
Turton P. Psychological impact of stillbirth on fathers in the subsequent pregnancy and puerpurium. 2006. British J of Psychiatry.
O’Leary J. Fathers’ perspectives during pregnancy, postperinatal loss. 2005. JOGNN.

Depression
Anxiety
Irritability
Sleep disorder
PTSD
Self-esteem
Chronic pain
Fatigue

Professionnals
 

Social 

Depression
Anxiety
Risky consumption
Avoidance
Lack of recognition
Marginalized Avoidance

Guilt
Despair
Trauma 

“Prisoner of a double bind that is indeed difficult 

to metabolize, the caregiver tends to respond 
with hyperactive compassion initially, then with 
flight or aggression”

Guilt
Betrayal of the body

Envy



Resilience
New skills and abilities

Benzakour L. A l’épreuve du deuil périnatal: quels rôles pour la psychiatrie de liaison. 2022. RMS

Spontaneous 
resolution after 2 

years

Potential 
complications

Subsequent pregnancies:  

increased maternal anxiety, 

obstetric complications, and 

parenting difficulties

Work absenteeism
decreased productivity
high medical costs
marital separation
isolation

Pathological grief (25-30%), 
depressive episode (8-20%), 
anxiety disorders (18-32 %), 
post-traumatic stress disorder (25-
39%), substance abuse

Perinatal 
bereavement



Weber K, Canuto A, Toma S, Bonnet J, Epiney M, Girard E. The art of being when there is nothing of can do: caring for perinatal bereavement. Rev  Med Suisse, 2014 Feb 12; 10 (417) : 390-392

Bereavement
A process

1. denial:  refusal of reality 

2. anger, protest,  search for a culprit :  possibly medical 
and nursing staff 
3. disorganization,  awareness of the definitive nature of 
the loss fear, pain, helplessness, despair, withdrawal, 
breakdow of communication in the couple
4.reorganization, resignation, search for meaning, search 
for support, resumption of daily life 
5.acceptance or rather adaptation:  stability, serenity 

Stages of grief Bereavement for the future, for the life 
that will not take place 

Mourning of projects 

The lost person was not or barely 
physically present and does not leave a 
remarkable absence or memories, 
which complicates the assimilation of 
the reality of the death



An exploded temporality

The 
announcement 
and …

Childbirth and the stay in the 
maternity

The time after

Back home
The couple
The supports
…

Perinatal Palliative Care. ACOG Committeee opinion. 2019
Garten L. Palliative care in the delivery room: challenges and recommendations. Childre 2023.
Côté-Arsenault D. The case for perinatal palliative care and expanded research. Palliative Medicine 2023, Vol 37(9) 1286-1288
Garten L. Primary  palliative care in the delivery room: patients’ and medical personnel’s perspectrives. J of Perinatology 2015, 35, 1000-1005

Antenatal 



When everything changes
the announcement

Unpredictable 
Unthinkable 

Brutal 
Abyss 

Incomprehension 
Unspeakable 

At risk of bursting, 
trauma

Shock
Terror

Helplessness
Silence
Shame
Anger
Failure
Guilt

Incomprehension
Inability to hear and listen, 

Astonishment

It was like I had been hit on the head I 
couldn't order my thoughts to think about 
making a decision 

I couldn't realize what the doctor had just told me, I told myself 
that it was a nightmare and that I would wake up soon 



Discovery of an abnormality

Termination of pregnancy

Stillbirth

Perinatal palliative care/
Perinatal palliative comfort care

Full neonatal resuscitation and 
treatment

Beyond Language
• The Meaning

Beyond the Announcement
• The Time of Diagnosis
• Exploration: An Image Is not a Fetal Anomaly
• The Time of Prognosis
• Variable Pathology and Consequences
• Uncertain prognosis

The Decision
• The Unborn Child Disappears Behind the 

Anomaly
• Parents Holding the Child's Project

40 % of parents faced with diagnosis of lethal fetal 
abnormality continue the pregnancy  Breeze et al, 2007

Akyempon AN. Neonatal and perinatal palliative care pathway: a tertiary neonatl unit approach. BMJ Paediatrics Open 2021

The professionals' timeframe/the parents' timeframe



Parental experiences

61%: Feeling pressured to terminate the pregnancy

• Feeling their child is not considered a child 63%
• Information:

• death; incompatible with life (93%)
• vegetable (55%)
• destruction of the family (23%)
• meaningless life (55%); life of suffering 68%
• Prolonged survival 47%; short but meaningful life 51%

Interaction with professionals

• Weighted information
• Respect for decisions
• Treating the fetus as an individual
• Allowing parents reasonable hope

The professional

Guon J. Our children are not a diagnosis.  2013 .Am J Med Genet Part A 164: 308-318

128 parents
107 children with prenatal diagnosis 
of Trisomy 13/Trisomy 18



Parental experiences

• Pregnancy follow up like any other
• Ultrasound images
• Practical information on death/life

Beneficial Actions

• Meeting their child alive: 80%
• Spending some time with the child
• Spending some time as a family: 70%
• That the child adapts better than expected or 

is among the survivors: 20%
• That the child feels their love: 12%

Hopes

Guon J. Our children are not a diagnosis.  2013 .Am J Med Genet Part A 164: 308-318

53% comfort care
25% interventions as for 
any other child
22% in between: 
associated with fetal 
anomalies

Plan



Boyle FM. Stillbirth in Australia 5: Making respectful care after stillbirth a reality: the quest for parent-centred care. 2020. Women and Birth.
Boyle FM. Clinical practice guidelines for perinatal bereavement care-an overview. 2020. Woman and Birth



Boyle FM. Stillbirth in Australia 5: Making respectful care after stillbirth a reality: the quest for parent-centred care. 2020. Women and Birth.
Boyle FM. Clinical practice guidelines for perinatal bereavement care-an overview. 2020. Woman and Birth



Interdisciplinary and interprofessional care
Perinatal bereavement group
 

Coordinated support and care for 
parents

Support and referral to teams
Training of caregivers 

Updating practical documents 
Collaborations: psychiatry, 

pediatrician, nurses, pathology, 
forensic medicine 

Legal issues/Becoming of bodies

Gynecologist Midwife Pediatrician

Nurse 
Psychiatrist/ 

Child 
psychiatrist 

Geneticist
 

Supervision, 
debriefing Administrativ

e Spiritual 

Specific 
needs 

Cultural 
practices 



Interprofessional collaborative care
• Improving 

communication and care 
coordination

• Team collaborative 
meeting

• Roles 
• Responsibilities
• High quality of 

information

• Perinatal case manager
• Plan of care
• Patients and family

• Preferences and values
• Needs 
• Empowerment
• Best possible outcomes

Individualize
d patient-
centered
care plan

Difficult outcomes more positive

Gordon S Improving communication and coordination of complex perinatal patients .2015 Wolters Kluwer Health; 40 (3) 167-173



Perinatal Palliative Care: ACOG COMMITTEE OPINION, Number 786. Committee on Obstetric Practice. Obstetrics and Gynecology. 2019;134(3):e84-e89. doi:10.1097/AOG.0000000000003425.

Perinatal Palliative Care. Journal of Obstetric, Gynecologic, and Neonatal Nursing : JOGNN. 2024;53(1):e1-e3. doi:10.1016/j.jogn.2023.09.003.

Support for Mothers, Fathers and Families After Perinatal Death. Koopmans L, Wilson T, Cacciatore J, Flenady V. The Cochrane Database of Systematic Reviews. 2013;(6):CD000452. doi:10.1002/14651858.CD000452.pub3.

• Formal prenatal consultation

•Development of an individualized birth plan

•Access to neonatal and pediatric specialties as needed

•Prenatal, birth, and postnatal support, including bereavement
counseling

Core Components of Perinatal Palliative Care Programs

•Establish a therapeutic alliance with the family

•Respect parental values, beliefs, and cultural preferences

•Promote compassionate shared decision-making

•Prepare families for potential antenatal and postnatal decisions and 
outcomes

Main Goals of Care

•Clarification of intrapartum fetal monitoring and delivery planning
•Discussion of limitations of interventions and comfort-focused care
•Anticipation of neonatal and family support needs

Birth Plan Considerations

Family-Centered Delivery and Postpartum Care

•Presence and support from the palliative care team
•Memory-making opportunities: photography, footprints, 
heartbeat recordings
•Option for newborn rooming-in and continued family bonding

Importance of the Multidisciplinary Team

•Obstetricians, midwofe, neonatologists, palliative care 
specialists, psychologists, and bereavement counselors
•Continuous emotional, spiritual, psychological, and medical 
support
•Guidance for parents regarding goals of care and end-of-life 
decisions

https://doi.org/10.1097/AOG.0000000000003425
https://doi.org/10.1097/AOG.0000000000003425
https://doi.org/10.1097/AOG.0000000000003425
https://doi.org/10.1097/AOG.0000000000003425
https://pubmed.ncbi.nlm.nih.gov/37921792
https://pubmed.ncbi.nlm.nih.gov/37921792
https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.CD000452.pub3/full
https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.CD000452.pub3/full
https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.CD000452.pub3/full
https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.CD000452.pub3/full
https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.CD000452.pub3/full
https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.CD000452.pub3/full
https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.CD000452.pub3/full
https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.CD000452.pub3/full
https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.CD000452.pub3/full


Gynecologist

Midwife 

Pediatrician

Nurse 

Psychiatrist/ Child 
psychiatrist 

Psychotherapeutic 
approach anesthesist

Administrative 

Spiritual 

Specific needs 

Cultural practices 

Cortezzo DE. Perinatal palliative care birth planning as advance care planning. Frontiers in Pediatrics, 2020.

Perinatal palliative care birth planning

Joint consultation

with obstetrician, 

midwife and 

pediatrician



Caminiti F.  Midwifery practice in perinatal palliative care. A scoping review and conceptual framework. Women and Birth 39, 2026.

Midwifery framework for perinatal and neonatal palliative care

The midwife Termination of pregnancy

Preparing for childbirth
• Pregnancy follow up 

• not only medical and pathological
• Getting ready for delivery like any other mother
• Birth plan and encounter with the stillborn/baby
• How do they want to call the …
• Preparing memories, clothes…
• Breastfeeding ?

Delivery room
• Care during labour and birth
• Meeting the baby
• Palliative care in the delivery room
• Spiritual needs

Post partum
• Hospital
• Back home



CONFRONTATION TO THE REALITY

Give birth : Separate 

• Motherhood process
• Becoming a mother

Role of professionals 
• Quality of information 
• Childbirth support 
• Privileged witness
• Presentation of the 

fetus/baby/newborn/… 

I feel dead inside. My body 
is not even capable of 
holding a child and 
allowing it to grow. I feel 
so guilty. 

I feel that I must be strong, 
that I must support my wife. 
but I am completely 
overwhelmed by events, I feel 
helpless and have difficulty 
keeping my head above 
water. 



Supporting 
the labor
and 
childbirth
•Professionalis

m 
•Humanity 

Recognition 
of 

parenthood 

Create the conditions and quality 
of presence allowing the couple to 
bring out their needs, experience 

the birth and meet the child 

To make the 
presence of the child 
visible, to concretize 

his existence, 
however brief it may 

have been. 

Welcome the 
meeting 

Thinking 
together the 
confrontatio
n to death at 
the moment 
a giving birth 

(life) 

Choice of epidural anesthesia or not 



Garten L. Primary  palliative care in the delivery room: patients’ and medical personnel’s perspectrives. J of Perinatology 2015, 35, 1000-1005
Garten L. Palliative care in the delivery room: challenges and recommendations. Childre 2023.
Côté-Arsenault D. The case for perinatal palliative care and expanded research. Palliative Medicine 2023, Vol 37(9) 1286-1288
Czynski AJ. The mother baby comfort care pathway. Advances in neonatal care, 2021.

Preterm 22 0/7 to 23 6/7: 76%
Newborns with complex chronic conditions:  24 
%
 Median age at death: 59 min

Medical personnel:
• Providing palliative care: not a relevant source of 

distress
• 50%: high degree emotional distress: insecurity of 

how to communicate with parents and provide 
emotional support 

Palliative care in the delivery room
Perinatal palliative comfort care

Mother- baby room

Private dedicated 
room



Welcoming/ rituals and memories 
Offer parents the opportunity to meet their child
 see and/or hold …

 

Use symbolism 

To be able to lose their baby, separate from it, you must first make it exist 

Hospital care for parents after perinatal death K. Gold, Obst Gynecol 2007, revue systématique
Guidelines  RCOG 2010; 2014 NICE

Prepare the parents
Support for the meeting

The meaning in the decision
Propose without forcing

2015





Welcoming, rituals, memories

Blood C. best practice in bereavement photography after perinatal death: qualitative photography after death: qualitative analysis with 104 parents. 2014. BMC 
psychology.



Spirituality

Word of support





Von der Hude K. Psychosocial support within the context of perinatal palliative 
care: The SORROWFUL Model. Children 2023.



Management of stillbirth, Obstet and Gynecol, March 2020

Training

Accompagner les parents 

touchés par un deuil 

périnatal

http://formation.hug-ge.ch  



The time after

Emptiness
• Pain of emptiness and body
• Yesterday: future parents and today ?

Guilt

The silence

Loneliness

The « non event»

A cyclical path

Differents needs and rhythms

Le deuil périnatal. Marie-José Soubieux, pédopsychiatre, psychanalyste
 yakapa.be

I don't understand my partner's reactions at 
times. I have the impression that he has 
already moved on. I feel even more alone 

When we returned from the hospital we wandered 
around the apartment as if we were strangers, outside 
of time with a deep feeling of loneliness and 
sadness.No one could understand what we were going 
through 

When I returned to work colleagues asked me how 
my wife was doing and they didn't care how I felt I 
had no one to talk to and yet I would have liked to 
be recognized in my pain 



The couple

Different process

Different time of psychic elaboration

Emotions not expressed in the same way or at 
the same time

Different rhythms

Interpretations

• Incomprehension linked to phase shift, irritability, 
vulnerability

A lot of time

Not linear

Nathalie Lancelin-Huin: Grossesse interrompue: quand la mort nous dit la vie (Ed. Mon petit Editeur, 2014)
Obst KL. Men’s grief following pregnancy loss and neonatal loss: a systematic review and emerging theoretical model. 2020. BMC pregnancy and 
childbirth

Quest for meaning 
Talk

Set down
Take refuge in her emotions 

and body
Needs for privacy

Guardian of stopped time: 
keeping the child psychically 

alive

Act, ensure
Protective

Wanting to turn the page faster
Helplessness  

Rebellion in the face of non-
sense

Move forward so as not to sink



Shakespeare C. The RESPECT study for consensus on global bereavement care after stillbirth. 2020.Int J Gynecol Obstet.



Professional support

Perinatal bereavement consultation since 2005
8-10 weeks post partum

Obstetrician and midwife 
with neonatologist, genetic

Midwife for home visit

Psychological support 
Obstetrician 
General doctor
Spiritual 

Results transmission; explanations

Next pregnancy

Couple’s experience: 

support, expectations, what was important

to adjust your practices for other parents

Photos, prints

Need for psychological support, association…



Associations / Individual support/ support groups/ social recognition

1. Different phases of bereavement
2. The family facing the bereavement
3. Being with others in the face of grief: family, 
friend, professionnal…
4.the grieving journey
5.The next prgnancy

Support group for bereaved parents
4-5 couples
Midwife/psychiatrist/spiritual 

deuil-perinatal.ch

adessia.ch

naitretoile.ch

Remembrance ceremony
Every March since 2010



Coffee meeting   

Step by step



I started writing what I experienced and it was a way to free myself 
from this suffering and to keep the link with my baby 

I got back on track with my life. But during certain circumstances like birthdays, I feel 
great sadness. I will never completely accept the death of my child 

“To you my guardian angels, you who allowed our family to overcome this heavy 
ordeal that life imposed on us, you without whom today everything would be 
much more difficult... 
I wanted to tell you about our past and future path, because yes, as you promised 
us, the light is at the end of the tunnel…
It seems important to me to tell you the rest of our story, so that your daily life is 
not just filled with tears, you deserve to know that the parents you accompanied 
are well.”



Thank you for 
your attention
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