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1. Purpose 

1.1. Congenital anomalies are the leading cause of infant mortality in the 
developed world, accounting for 20% of infant deaths. Lethal fetal anomalies 
(LFA) encompass a wide range of conditions, which, mainly because of 
advances in ultrasonography, are now frequently detected in the antenatal 
period.   

1.2. There is a paucity of published literature to guide clinicians in the 
management of these difficult and sometimes complex pregnancies.  

1.3.  The diagnosis of lethal fetal anomaly poses extremely traumatic time to the 
parents and significant challenges for health care professionals. Whichever 
the option is chosen, the parents should be supported with non-judgemental 
manner, making sure the care provided throughout pregnancy, labour and 
delivery are of high quality.  

1.4. The purpose of this document is to ensure adherence to the following key 
elements.  

 To provide a framework for the management of a pregnancy involving 
lethal fetal anomaly.  
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 To aim to meet the medical, emotional and spiritual needs of the 
parents and family, through multidisciplinary team approach with 
continuity of care.  

1.5. The policy applies to all staff working within Maternity and Gynaecology 
Services. The guideline should be followed unless there is an overriding 
clinical reason or the decision comes from the consultant - this should be 
documented in the notes. 

2. Definitions /Abbreviations 

LFA: Lethal fetal anomaly. These conditions include brain anomalies such as 
anencephaly, skeletal anomalies, genetic disorders including triploidy and 
trisomies 13, 15 and 18, and bilateral renal tract anomalies such as renal 
agenesis, multicystic or dysplastic kidneys and polycystic kidney disease.   

UK SAND - UK Stillbirth and Neonatal Death  

ARC        - Antenatal Results and Choices  

TOP        - Termination of pregnancy  

BAPM      - British Association of Perinatal Medicines  

3. Responsibilities  

Role of sonographers 

All practitioners performing fetal anomaly ultrasound screening should be 
trained to impart information about abnormal findings to women and should 
follow the appropriate referral pathway. 

Role of the midwives   

Midwives are responsible for: 

 Ensuring that all women are provided with information on the purpose 
and potential outcomes of the antenatal screening tests to detect fetal 
abnormalities and making sure they have an opportunity to discuss 
their options, before the test is performed. 
 

 Ensuring that women and their families are supported when a fetal 
abnormality is diagnosed and continuing to provide non-judgemental 
support  in subsequent management of the women. 

Role of the obstetricians 

The Obstetricians are responsible for: 
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 Ensuring that all women are counselled with a non-directive, non-
judgemental and supportive approach when a fetal abnormality is 
diagnosed. 
 

 Ensuring that the women and their families are supported to decide, 
within the constraints of the law, whether or not to have the pregnancy 
terminated.  

 

 Ensuring that effective communication is adopted between the 
professionals within the multidisciplinary team at primary, secondary 
and tertiary levels.  

 Ensuring that well-organised follow-up care is arranged. 

4. General Principles for “Care of Pregnancy 
Complicated by Lethal Fetal Anomaly” 

Diagnosis and breaking news 

 All pregnant women should be provided with information about the 
purpose and potential outcomes of antenatal screening tests to detect 
fetal abnormalities and should have an opportunity to discuss their 
options, before the test is performed. Women are provided with the 
leaflet “Screening tests for you and your baby” at their first Midwife 
appointment. 

 For all major fetal abnormalities, suspected or confirmed, referral to a 
consultant with special interest in fetal medicine is indicated within 3 
working days or fetal medicine tertiary unit within 5 working days.  

 The information given to the parents should be honest, open, simple 
with non-medical language, checking on existing knowledge, using 
both visual images and written information. The information should be 
delivered in a private space with adequate time preferably in the 
attendance of screening co-ordinator midwife or antenatal clinic 
midwife.  

 Options of whether to terminate the pregnancy or continue to term be 
discussed and presented to the parents using a non-biased and non-
judgement approach.  

 Opportunities should be offered to the woman for further discussion, 
together with point of contact details.  

 Communication with GP and CMW is paramount important for regular 
updates for them to provide necessary support to the woman and her 
family.  
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 Parent support networks and /or advocacy groups such as UK SAND 
or ARC should be introduced to help in decision making and for on-
going support.   

Antenatal Management 

4.1.1. Termination of pregnancy 

 If the parents opted for termination of pregnancy and the gestation is 
21 weeks+ 6 days and above, the patient should be referred to a fetal 
medicine tertiary unit for feticide (Intra-cardiac potassium chloride 
injection) to ensure that the fetus is born dead.  

 Where the patient chooses not to have feticide in the presence of a 
LFA, delivery management should be discussed and planned with the 
parents and all health professionals (obstetrician, neonatologist, senior 
midwife, paediatric palliative care team as appropriate) involved and a 
written care plan agreed regarding the management of the neonate 
after birth, before the termination takes place.  

 The management of fetuses and newborn infants at the threshold of 
viability should be in accordance with the BAPM Framework for 
Practice. It is also important to realise that observed movements may 
be of a reflex nature and not necessarily signs of life or viability.  

4.1.2. Continuation of pregnancy 

 If the parents choose continuation of pregnancy then a well-
documented plan of care for the pregnancy should be agreed on. This 
should be an individualised plan based on the diagnosis, certainty of 
the diagnosis and likely prognosis.  

 A decision to decline the offer of termination must be fully supported 
despite the LFA that has been diagnosed.  

 Every effort should be made to provide the continuity of care by the 
same members of the multidisciplinary team, composed of an 
obstetrician, neonatologist, screening co-ordinator or senior midwife, 
paediatric palliative care team, GP and CMW for on-going support to 
the woman and family. Significant time and emotional support is 
needed not only at the time of antenatal diagnosis, but also in 
preparing the parents for delivery and postnatal period.   

 The woman may need to be seen more frequently for on-going 
reassurance that the fetus is alive, emotional wellbeing of some 
mothers, for others it may be necessary to diagnose complications in a 
timely manner.  
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 Certain anomalies are associated with increased risks of specific 
complications e.g. polyhydramnios in anencephaly and lethal skeletal 
dysplasia. Certain trisomies (such as trisomy 13) and triploidy can lead 
to hydrops and there is a specific association of fetal hydrops with 
polyhydramnios and severe early onset maternal pre-eclampsia. The 
Ballantyne Syndrome, also known as the maternal hydrops syndrome 
or mirror syndrome, can affect women pregnant with a hydropic fetus. 
This syndrome is characterised by maternal ‘mirroring’ of the hydropic 
state – hypertension, severe oedema, and can progress to maternal 
eclampsia.   

 The parents should have a meeting with consultant paediatrician to 
discuss and agree the outline of the care to be given to the neonate. 
Analgesia requirements, neonatal unit facilities and visits prior to 
delivery should also be discussed. The outcome of the meeting should 
be clearly documented in the maternal and hospital antenatal notes.  

 How and when to deliver, both on-going pregnancies with lethal 
anomalies and those already complicated by IUFD needs to be 
addressed in detail with the parents. Ideally, vaginal delivery with 
minimal intervention should be encouraged.  

 Documentation on the outline of the care plan provided both to the 
mother and the baby during labour, delivery and immediately after 
delivery should be recorded clearly in the antenatal notes. This should 
be specific particularly in areas such as fetal heart monitoring in labour, 
level of resuscitation and comfort care to the new-born, further 
compassionate care to the neonate and appropriate investigations 
including post-mortem examination. Both parents should be involved at 
this meeting, as this helps to lessen parental anxiety in the postnatal 
period. 

Care in labour and delivery 

 Ideally, a senior midwife who has had experience in dealing with 
pregnancies complicated by LFA should be present to help to 
reduce both parental and staff stress and anxiety.  

 All forms of analgesia should be available; entonox, 
diamorphine, and epidural analgesia.  

 Induction of labour may be considered in occasional 
circumstances. If it is planned, woman should be made fully 
aware of the potential for failure, which may necessitate repeat 
attempts at induction at a later date, or even caesarean section.  

Fetal monitoring in labour  

  Continuous monitoring of the fetal heart is not routinely 
advocated during labour.  
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  Instead, fetal heart may be auscultated intermittently if the 
parents wish to be updated.  

Elective caesarean section  

  Wherever possible, vaginal delivery should be advised and 
caesarean section should be limited to the appropriate 
indications (e.g. transverse lie in labour, suspicious of birth 
dystocia in fetal hydrops etc.) and in the maternal best interest.   

Neonatal care 

 A fetus born alive with abnormalities incompatible with life should be 
managed to maintain comfort and dignity during terminal care. In that 
case, senior neonatal input is necessary to avoid inappropriate 
attempts at resuscitation.  

  Some babies may have severe anomalies that are not immediately 
fatal. If suitable for these babies, compassionate care may be provided 
in the neonatal unit or local hospice or even at home in liaison with the 
hospice team and or neonatal team.  

  Post-mortem examination should be encouraged if the diagnosis of 
fetal anomaly was suspected but not confirmed.  

  If complete post-mortem is declined, partial post-mortem examination 
should be offered. This entails a placental or skin biopsy for 
cytogenetic analysis and DNA storage. Other investigations should be 
considered such as X-rays, CT or MRI and geneticist review. Ensure 
consent is obtained for any such investigations. 

Registration with births and deaths 

 Where a fetus is born before the 24th week of gestation and did not 
breathe or show any signs of life, there is no provision for the birth to 
be registered. However, the doctor or midwife who attended the 
delivery will need to issue a certificate or letter for the funeral director, 
cemetery or crematorium stating that the baby was born before the 
legal age of viability and showed no signs of life. This will allow a 
funeral or cremation to proceed, if that is the parents’ wish.   

 Where a child is born after 24 weeks but did not breathe or show any 
sign of life, and is therefore classified as a stillbirth, the birth must be 
registered within three months and the Registrar will allow a funeral or 
cremation to proceed.   

  In the event of a child being born which shows signs of life but 
subsequently dies, both the birth and death need to be registered; 
irrespective of the gestation period of the child, and the Registrar will 
then issue a form to allow the funeral to proceed.   
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 The Registrar General’s Office has confirmed that midwives are 
permitted to certify stillbirths only. In cases where there is believed to 
be any signs of life the baby must have been seen by a medical 
practitioner and that practitioner must sign the death certificate 
(otherwise it becomes a Coroner’s case).  

Postnatal care 

 Ideally, postnatal follow up should be provided by the same 
obstetrician who looked after the mother during pregnancy. The aim is 
to discuss events surrounding the death of the baby and address 
significant physical and emotional issues.  

 Depending on the post-mortem reports and other test results, recurrent 
risk for subsequent pregnancies may be estimated and individualised 
management plan should be formulated for future pregnancies.   

 Ideally, subsequent pregnancies may need to be managed by a 
consultant with special interest in fetal medicines. Referral to a clinical 
geneticist should be organised for genetic counselling and/ or testing if 
indicated.   

5. Education and Training 

5.1. Responsibility for education and training lies with the screening co-ordinator 
midwife and senior midwives. The training will be provided through formal 
study days and informal training in the delivery suite. 

6. Consultation, Approval, Review and Archiving 
Processes  

6.1. The author consulted with all relevant stakeholders. Please refer to the 
Document Control Report. Final approval was given by the Maternity Services 
Guideline Group.  

6.2. The guidelines will be reviewed every 3 years. The author will be responsible 
for ensuring the guidelines are reviewed and revisions approved by the 
Maternity Services Guideline Group in accordance with the Document Control 
Report.  

6.3.  All versions of these guidelines will be archived in electronic format by the 
author within the Maternity Team policy archive.  

6.4. Any revisions to the final document will be recorded on the Document Control 
Report. To obtain a copy of the archived guidelines, contact should be made 
with the Maternity team.  
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7. Monitoring Compliance and Effectiveness  

7.1. Monitoring of implementation, effectiveness and compliance with these 
guidelines will be the responsibility of the senior management team and 
maternity services risk co-ordinator. Where non-compliance is found, it must 
have been documented in the patient’s medical notes. 
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http://ndht.ndevon.swest.nhs.uk/care-of-the-newborn-immediately-after-birth-guideline/
http://ndht.ndevon.swest.nhs.uk/pregnancy-loss-neonatal-death-and-bereavement-care-guideline/
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Appendix: A 

“Drug regimes’ used in termination of pregnancy and induction of labour for late 

intrauterine fetal death and still birth” 

 
 
Oral Mifepristone 200 mg followed 36-48 hrs later by 
 
Either Misoprostol vaginally  
 

 400 micrograms 6 hrly for maximum of 4 doses ( Up to 23 weeks+6 days) 

 100 micrograms 6-hourly for maximum of 4 doses  (24 to 26 completed weeks) 
 

 25–50 micrograms 4-hourly for maximum of 6 doses (27 weeks and above) 
 
(OR) 
Gemeprost vaginally 1 mg every 3 hrs for max: of 5 doses 
 
 (OR) 
Other vaginal PGE2 preparations as tablet or controlled-release pessary at term 
pregnancy at the discretion of consultant on-call: 

 Tablet ( prostin): one dose, followed by a second dose after 6 hours if labour does 
not start ( maximum two doses) 

 Pessary (propess) : one dose over 24 hours 
 
If necessary, commence Oxytocin augmentation 6 hrs after the last dose of Misoprostol or 
Gemeprost or Prostin and 30 mins after removal of Propess to maintain contractions until the 
pregnancy is expelled or the baby is born. 
 
Vaginal examination is mandatory before oxytocin infusion to ensure cervix is effaced and 
favourable. If cervix is not favourable consider further courses of Misoprostol or Gemeprost 
(Discuss with consultant). 

Note: Use of Misoprostol in pregnancy is not licensed in the UK but more cost effective, 
compared to others. Currently available preparations of Misoprostol are 100 microgram and 
200 microgram oral tablets; tablets must be cut to achieve lower doses (e.g. 25 micrograms 
or 50 micrograms), but uniform concentration and accurate drug delivery is not guaranteed. 

Previous caesarean section  
 
Women with a single lower segment caesarean scar should be advised that, in general, 
induction of labour with prostaglandin is safe but not without risk. 
 
Misoprostol can be safely used for induction of labour in women with a single previous LSCS 
and an IUFD but with lower doses than those marketed in the UK. 
 

 100-200 micrograms 6 hrly for maximum of 4 doses ( Up to 23 weeks+6 days) 

 50  micrograms 6-hourly for maximum of 4 doses  (24 to 26 completed weeks) 
 

 25micrograms 4-hourly for maximum of 6 doses (27 weeks and above) 
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Appendix: B 

 


