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What did we have before ? 

• UK Epicure 1 survival 1995 ( < 26 weeks ), 
emerging outcomes from 2006  

• Nuffield Bioethics 2006  

•  Critical care decisions in fetal and neonatal 
medicine: ethical issues. Nuffield Council on 
Bioethics 2006 www.nuffieldbioethics.org 

• Early findings from Epicure 2 (2006) 

• BAPM Framework 2008  

 

http://www.nuffieldbioethics.org


Nuffield Council Bioethics   



Nuffield Council Bioethics  

Attempt to do  

• Avoid euthanasia, right to 
treatment , Withhold or 
withdraw treatment 

• Palliative care for those not 
actively treated 

• Equality to high quality 
service 

• Avoid decisions being led by 
resource   

• 2nd opinions , facilitators, 
mediations  

Recommendations  

• Gestational boundaries  

• < 22 weeks not for 
resuscitation 

• 22-23 not normally  

• 23- 24 if parents wish 
intensive care  

• 24 – 25 intensive care 
routine , unless parents and 
clinicians wish not too 

• > 25 weeks 
resuscitation/intensive care 
routine  



BAPM Framework 2008 

• <23 weeks – “in the best interests/standard practice” – not to 
resuscitate 

• 23- 23.6 weeks, “a decision not to resuscitate…would be appropriate” 

• 24.0–24.6 weeks, resuscitation should be started ‘unless the parents 
and clinicians have considered that the baby will be severely 
compromised’ 

• >25.0 “it is appropriate to resuscitate” 







Changes in time  



Changes in time  

• Epicure 2 2006 ( England data < 27 weeks 
gestation ) 

• International survival and outcome data  

• Changes in neonatal practise , centralisation of 
neonatal care  , widespread implementation 
of perinatal practice change known to improve 
neonatal outcomes (NNAP) 

• Data recording ( live births, active care 
provision)  



Has that resulted in outcome 
change ? 

 



Early and longterm outcome of infants born extremely preterm 
ADC 2017 Johnson Marlow et al 



Neonatal Outcomes  

• Health outcomes ( ie BPD, feeding etc , 
systems approach ) 

• Cognitive , developmental outcomes 

– ie movement , hearing , visual , cognitive function 

– 2 year assessment  

– School age (6 years, 11 years etc)  

– Adulthood   



UK Outcome changes  
Epicure 1 (1995) < 26 weeks vs Epicure 2 (2006) < 27 weeks 

 

• Increased survival , no change in severe disability  

• Prevalence of severe CP declining in EP  

• Lower 10 -12 IQ points EP children , TEA controls  

• ADHD  

• Autism spectrum disorders  

• Higher level functioning ( working memory, planning , 
cognitive flexibiity, verbal fluency , inhibition  

• Sensory impairments less ( hearing , vision) 



Mean difference (95% CI) in teacher ratings of academic attainment for 145 extremely preterm 

children (<26 weeks gestation) and 171 term-born controls assessed at 11 years of age in the 

UK & Ireland EPICure Study.51.  

Samantha Johnson, and Neil Marlow Arch Dis Child 

2017;102:97-102 

Copyright © BMJ Publishing Group Ltd & Royal College of Paediatrics and Child Health. All rights reserved. 



Psychiatric morbidity in adolescents and young adults born very preterm (figure created 

using data from Lindstrom et al64). 

Samantha Johnson, and Neil Marlow Arch Dis Child 

2017;102:97-102 

Copyright © BMJ Publishing Group Ltd & Royal College of Paediatrics and Child Health. All rights reserved. 



Practise change & approach to 
neonatal resuscitation  

 



NICHD study      
Rysavy et al NEJM 2015 



• Local practise , centre variation 

• Ethical decision making  

• Variation in practice in obstetric and neonatal 
care provision  



Association between perinatal interventional activity and 
outcome 
Swiss Study  
Adams et al Jan 2019 BMJ 



• High activity centres have a significantly lower 
aOR for mortality and death or NDI   

• Comparable outcome among survivors at 2 
years of age between the centres  for both 
Cohort A ( 22 – 25 weeks ) and Cohort B (26 – 
27 weeks ) 

• Cohort B lower morbidity in the high perinatal 
activity centres ie improved outcomes at 2 
years  



Changing practice .. Variation in 

clinician practice  
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Gestational Age (weeks) 

Good condition at birth 

UK

Sweden

Netherlands

Pediatrics 2018 

In 2016 survey, 40% UK neonatologists would actively resuscitate at parental request at 22w  





Prognosis based thresholds 



With holding resuscitation 



Changing outcome 
Epicure and MBRRACE UK  

Santhakumaran et al ADC F&N 2017 

Survival to discharge for infants born 22–26 weeks of gestation and admitted to neonatal units in 

England in 1995 (EPICure)10, 2006 (EPICure 2)2 and in the UK 2016 (MBRRACE-UK).3 

Outcome for 22w in 2016 ~ outcome for 24w in 1995 





Current survival data from 2016  

22w 23w 24w 25w 26w 

Of those alive in labour 
5% 28% 54% 71% 80% 

2 to 8 23 to 33 50 to 58 67 to 75 77 to 83 

Of live births receiving active care 
35% 38% 60% 74% 82% 

21 to 49 32 to 44 55 to 65 70 to 78 79 to 85 

Of admissions for intensive care 
54% 45% 63% 77% 84% 

36 to 72 38 to 52 58 to 68 73 to 81 81 to 87 







International comparisons 



BAPM Framework 

• Working Group set up late 2018 

– Several drafts 

• Consultation mid 2019 

– Finished August 

– 50 responses;  all addressed  

 

• Revised Framework for Practice October 2019 

 

 

 
 

  

in collaboration w ith 

Perinatal Management of Extreme Preterm 
Birth before 27 weeks of gestation 

A Framework for Practice 

October 2019 

 

 
 

 
 

 
 

 

 







BAPM Framework 

• Active care (survival focused) 

• Palliative care (comfort focused) 

 

• Risk based approach to decision making  

• Gestation-based risk assessment , including mortality and 
survival with severe impairment 

• Modified risk assessment  
– Fetal factors  

– Clinical conditions 

– Therapuetic strategies  

– Clinical Setting  







BAPM Framework 

 

• Counselling parents and decision making  

• Agreeing and documenting a management 
plan 

• Obstetric management  

• Neonatal management  

 





Neonatal Management Plan 

• Active survival focused 

– Stabilisation and support , direct supervision senior 
clinician  

– Deferred cord clamping , thermal care, skin integrity 

– Facemask ventilation, intubation, surfactant , resuscitation 
if appropriate 

– Redirection if appropriate  

• Parents present for stabilisation/ resuscitation 

– Palliative comfort focused  

– Individualized care plan , comfort focused , parents wishes  



What else ? 

Appendix 1: Outcomes for extremely preterm babies  

Appendix 2: Situations of uncertainty and potential 
conflict  

Appendix 3: Communication: Guidance for 
professionals consulting with families at risk of extreme 
preterm delivery.  

Appendix 4: Helping parents to understand extreme 
preterm birth. 

Appendix 5: Example scenarios  

 

 



Appendix 2: Situations of uncertainty and 
potential conflict  

 
• Uncertain gestational age 

• Rapid birth without time for counselling  

• Baby born in unexpectedly good condition  

• Baby born in unexpectedly poor condition 

• Parents request a 2nd opinion 

• Threatened birth before 22 + 0 weeks 
gestation 



 
Appendix 3: Communication: Guidance for 
professionals consulting with families at risk of extreme 
preterm delivery.  

 • Conveying risk : Extremely high risk, high risk, moderate risk 

• Right time  

• Who should be involved ? Joint discussion 

• Structure of consultation 

– Exploring parents prior knowledge and understanding  

– Balanced information  

– Conveying risk  

– Discussing outcomes  

– Discussing palliative care 

– Decision making  

– Parental involvement  

– Documentation  





Extremely                       High risk                     Moderate risk 
high risk 

22                            23                               24                              25                                   26  

Beginning of week                                                                   End of week 
 
Fetal growth restriction                                  Normal estimated weight 
 
Male            Female 
 
Multiple            Singleton  

None                        Incomplete course               Complete Course 
 
Hospital without a NICU                           Hospital with NICU 

1. Assess gestational age – estimate current risk of poor outcome 

Gestational age 
(weeks) 

2. Assess presence of non-modifiable risk factors – adjust risk of poor outcome 

Increases gestational age (GA) risk           Decreases GA risk 

Gestational week 

 
Fetal growth 

 
Fetal sex 

 
Plurality 

3. Assess modifiable risk factors – adjust risk of poor outcome 

Increases GA risk            Decreases GA risk 

Antenatal Steroid 
 

Setting for birth 

Example – 22+3 

 
X 



Extremely                       High risk                     Moderate risk 
high risk 

22                            23                               24                              25                                   26  

Beginning of week                                                                   End of week 
 
Fetal growth restriction                                  Normal estimated weight 
 
Male            Female 
 
Multiple            Singleton  

None                        Incomplete course               Complete Course 
 
Hospital without a NICU                           Hospital with NICU 

1. Assess gestational age – estimate current risk of poor outcome 

Gestational age 
(weeks) 

2. Assess presence of non-modifiable risk factors – adjust risk of poor outcome 

Increases gestational age (GA) risk           Decreases GA risk 

Gestational week 

 
Fetal growth 

 
Fetal sex 

 
Plurality 

3. Assess modifiable risk factors – adjust risk of poor outcome 

Increases GA risk            Decreases GA risk 

Antenatal Steroid 
 

Setting for birth 

Example – now 22+5 

 
X 



Extremely                       High risk                     Moderate risk 
high risk 

22                            23                               24                              25                                   26  

Beginning of week                                                                   End of week 
 
Fetal growth restriction                                  Normal estimated weight 
 
Male            Female 
 
Multiple            Singleton  

None                        Incomplete course               Complete Course 
 
Hospital without a NICU                           Hospital with NICU 

1. Assess gestational age – estimate current risk of poor outcome 

Gestational age 
(weeks) 

2. Assess presence of non-modifiable risk factors – adjust risk of poor outcome 

Increases gestational age (GA) risk           Decreases GA risk 

Gestational week 

 
Fetal growth 

 
Fetal sex 

 
Plurality 

3. Assess modifiable risk factors – adjust risk of poor outcome 

Increases GA risk            Decreases GA risk 

Antenatal Steroid 
 

Setting for birth 

Example – 24+3 

 
X 



Extremely                       High risk                     Moderate risk 
high risk 

22                            23                               24                              25                                   26  

Beginning of week                                                                   End of week 
 
Fetal growth restriction                                  Normal estimated weight 
 
Male            Female 
 
Multiple            Singleton  

None                        Incomplete course               Complete Course 
 
Hospital without a NICU                           Hospital with NICU 

1. Assess gestational age – estimate current risk of poor outcome 

Gestational age 
(weeks) 

2. Assess presence of non-modifiable risk factors – adjust risk of poor outcome 

Increases gestational age (GA) risk           Decreases GA risk 

Gestational week 

 
Fetal growth 

 
Fetal sex 

 
Plurality 

3. Assess modifiable risk factors – adjust risk of poor outcome 

Increases GA risk            Decreases GA risk 

Antenatal Steroid 
 

Setting for birth 

Example – 23+6 

 
X 



Summary BAPM 



TV & Wessex Neonatal ODN  

• Policy for Transfer of infants to a NICU/LNU 

• Parent information leaflets  
– Patient Information Booklet Extremely High Risk or 20 – 21 weeks 

gestation  

– Patient Information Booklet High Risk or 22- 24 weeks gestation  

– Patient Information Booklet Moderate risk of 25 weeks gestation 

• Extremes of prematurity Parent Information source UHS  
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• Births included in the guidance < 24 weeks  
– Babies before 22+0 weeks of few survive labour and birth. Active survival-focused 

neonatal care is not appropriate.  

– Around half of babies born at 22+0 to 22+6 weeks of gestational age are likely to show 
signs of life and the likelihood of this increases at 23+0 to 23+6 weeks of gestational age.  

• Assessment of signs of life  
– Easily visible heartbeat seen through the chest wall 

– Visible pulsation of the cord 

– Breathing or sustained gasps 

– Definite movement of arms and legs  

 

Persistent, readily evident visible physiological responses, auscultation and 
palpation not necessary  

Short lived reflex activity can be observed within the first minute of life of 
babies that have died shortly before birth, not classified as signs of life 

 

MBBRACE –UK Signs of life  


